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Summary

The primary focus of this thesis is to explore aspects of health affected by 

treatment for breast cancer using the International Classification of 

Functioning, Disability and Health (ICF) framework. Given the increased 

success of interventions for breast cancer, life expectancy post-treatment is 

significantly increased and there is a growing population of women who now 

live with the consequences of their treatment. However, currently there is a 

lack of research relating to the impact of treatment on levels of impairment, 

activity limitations and participation restrictions. Contextual factors and the 

role that they play in either helping or hindering the individuals cope with 

residual treatment effects have also not been explored. The International 

Classification of Functioning, Disability and Health (ICF) serves as a 

possible taxonomy to describe such the range of health issues affected by 

treatment. The ICF Comprehensive Core Set for breast cancer is an 

internationally recognised tool for measuring the impact of breast cancer on 

various health and health-related domains in women after breast cancer. 

However, the range of items included in the Comprehensive Core set has 

not been validated in women with breast cancer.

This research commenced with a review of the literature to explore the 

totality of evidence relating to impairments, in particular pain, following 

treatment for breast cancer. This review was published in 2010 and has 

been updated to include the most recent evidence in this area. The key 

findings demonstrate that while prevalent the impact and relevance is 

unknown. The impact of pain experienced by women with breast cancer 

cannot be understood without the context of function, activity and 

participation. These factors have not, heretofore, been fully explored.

Chapter 2 describes the ICF and the Core Set for breast cancer and 

presents the overall rationale for the subsequent step of the study. A mixed 

methodology study was chosen comprising of a series of focus groups with 

women with breast cancer and a self-report questionnaire that was informed 

by the output of the focus groups.



Chapter 3 describes the methodology for the focus groups in detail and 

presents the results of the focus groups with 34 women with breast cancer. 

The women confirmed the validity of all but six of the items contained in the 

Comprehensive Core Set and they identified thirty new items that warrant 

consideration for inclusion in future iterations of Core Sets for breast cancer.

Chapter 4 presents the methodology for the self-report questionnaire. This 

was an iterative process - the questionnaire underwent four stages of pilot 

work with health professionals, laypeople and women with breast cancer 

prior to mainstream circulation to women with breast cancer. Each stage of 

development of the questionnaire was informed by comments received 

relating to the previous iteration. The final questionnaire contained 144 items 

relating to categories o f the Comprehensive Core Set and the additional ICF 

categories that the women in the focus groups identified.

Chapter 5 presents the findings from the 297 women who responded to the 

questionnaire. Similar to the output of the focus groups, respondents largely 

confirmed the categories included in the ICF Comprehensive Core Set. 

There was no category of health included in the Core Set that was 

experienced by less than 12 women. The mixed methodology study adds to 

the existing body of knowledge because for the first time, the entire range of 

aspects of health affected by breast cancer has been identified from the 

perspective of Irish women with the condition. It is an important step in the 

identification of needs of this patient group. However, it was still unclear 

whether the women reported these aspects of health that are affected to 

their respective health professionals.

Chapter 6 comprises the methodology and results of a national survey of the 

health professionals involved in the delivery of care to women with breast 

cancer in the eight centres of excellence for breast cancer in Ireland. 

Findings from this survey give us an insight into the range of aspects of 

health that are reported as problems to health professionals from the 

perspective of the health professionals. It also highlights the categories of 

health for which each health professionals identify themselves as being 

responsible for.



In conclusion this study has validated a patient centred tool that has mapped 

all of the aspects of health pertinent to women with breast cancer. It has also 

examined the range of health issues reported by these women to health 

professionals. The ICF Comprehensive Core Set for breast cancer may be 

used for prospective surveillance of this population in order to identify on

going and emerging rehabilitation needs.
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CHAPTER ONE 

SYSTEMATIC REVIEW OF THE LITERATURE

1.1 Breast cancer in Ireland

Breast cancer was the most commonly diagnosed cancer in women In 

Ireland from 2007-2009. More than 2,800 women were diagnosed with 

breast cancer in 2008 and 2009 and incidence rates are steadily increasing 

(National Cancer Registry Ireland, 2012). Half of the women diagnosed with 

breast cancer in 2007-2009 were aged between 45 and 64 years. The 

increase in incidence is thought to relate to the use of oral contraceptives, 

hormone replacement therapy and increased prevalence of obesity 

(National Cancer Registry Ireland, 2012).

The most important outcome measure in relation to cancer of any type is 

survival. For most cancers, survival estimates at five years are used to 

evaluate the effectiveness of treatment. In the United States, survival rates 

are now approaching 90% for non-invasive breast carcinoma (Burckhardt 

and Jones, 2005, Mutrie et al., 2007). Women in Ireland with breast cancer 

do not perform as well as those in the US, with current five year survival 

rates estimated at 81%. Both the incidence and the mortality rate in Ireland 

is the fourth highest of 27 European countries (National Cancer Registry 

Ireland, 2012).

The reason for poorer outcome in the Irish population is not known, 

however the survival rates are improving, early screening and increased 

uptake in treatment are thought to be responsible for improvements 

(National Cancer Registry Ireland, 2012).

The overall aim of this thesis is to explore relevant survivorship issues 

facing women following treatment for breast cancer. For the purposes of 

clarity, survivorship is defined as the time following initial surgical treatment 

for breast cancer.



1.2 Adverse effects of treatment

Cancer survivors are at risk for a wide range of adverse physical effects 

after their primary treatment (Cheville and Tchou, 2007). A prospective 

cohort study of 574 women at an average 8.4 months post-surgery (range 

6-12 months) reported that of those who underwent surgery, 87.5% 

experienced on-going problems with shoulder/arm function, with most 

women presenting with more than one problem such as pain or range of 

movement restrictions (Miedema et al., 2008). Adverse effects have been 

shown to persist and worsen when evaluated 5-10 years after diagnosis 

(Mejdahl et al., 2013, Ganz et al., 2002). The reported prevalence of pain in 

this population ranges from 13% to 93% (Fehlauer et al., 2003, Dijkstra et 

al., 2007). Many factors can account for this wide variance such as the type 

of prevalence measured, time post-surgery, site of pain studied and the 

definition of pain used. The symptoms that are known to persist include pain 

in the operative area, pain in the neck, pain in the arm and shoulder, 

reduced movement in the ipsilateral arm and a feeling of swelling in the 

axilla or arm (Carpenter et al., 1999, Bosompra et al., 2002, Caffo et al., 

2003, Karki, 2005) studied 558 women from one month post-surgery to the 

end of primary treatment and found that, immediately following primary 

treatment, physical functioning was significantly lower than the general 

population.

Long term disease and treatment related symptoms such as chronic pain 

can have wide ranging consequences for healthy function and quality of life 

(Engel et al., 2003, Gulluoglu et al., 2006). The experience of pain after 

breast cancer treatment has been attributed to many factors such as 

surgery type whether or not or the intercostobrachial nerve was preserved, 

the use of adjuvant chemo-and/or radiotherapy, hormonal therapy, age, 

height and weight of these patients (Carpenter et al., 1999, Hack et al., 

1999, Smith et al., 1999, Ververs et al., 2001, Peintinger et al., 2003, 

Bokhari and Sawatzky, 2009). Risk factors identified in relation to on-going 

pain following radiation therapy included younger age and breast conserving 

surgery (Lundstedt et al., 2012).
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Many articles refer to post mastectomy pain syndrome as pain of 

neuropathic origin arising from dissection of the intercostobrachial nerve 

during tumour removal and axillary clearance (Stevens et a!., 1995, 

Carpenter et a!., 1998, Carpenter et al., 1999, Rothemund et al., 2004, 

McDonald et al., 2012, Sheridan et al., 2012). It is not clear to what degree 

the pain experienced is neuropathic, as some of the sites of reported pain 

do not coincide with the area of innervation of the nerve e.g. the neck (Hack 

et al., 1999, Karki, 2005). One of the frequently mentioned features of pain 

encountered post-surgery is that once established it seems not to alter over 

time (Ververs et al., 2001, Ernst et al., 2002). Despite much research, pain 

following breast cancer is poorly understood and it is unclear what role 

physiotherapy might play in its treatment.

1.3 The role of physiotherapy

Physiotherapists are experts in exercise prescription and management of 

dysfunctions of the musculoskeletal system (World Confederation for 

Physical Therapy, 2011). Evidence demonstrates that preoperative contact 

with a physiotherapist results in better patient outcomes in women with 

breast cancer (Box et al., 2002b, Ridner, 2006). Springer et a!., (2010) 

recently explored the extent and time course of upper limb dysfunction in 

women. The authors reviewed 94 women pre-operatively and followed them 

prospectively using a novel physical therapy surveillance model. This model 

comprised of a pre-speclfied battery of tests to identify any developing or 

existing shoulder dysfunction. The women were assessed preoperatlvely 

and educated about post-operative protocol and then followed and 

assessed at intervals whether or not they exhibited shoulder dysfunction. All 

women were assessed at one month post-operatively, and almost all 

exhibited shoulder dysfunction; 82% had moderate and 18% had severe 

Impairment of movement. The majority of women had recovered by three 

months (80% no impairment) and at one year, 92% of the women had no 

limitation performing functional tasks and very few had pain (n=88) 

(Springer et al., 2010).Thls study demonstrates that pre-operative 

physiotherapy and prospective surveillance appears to prompt higher rates
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of recovery. Ridner (2006) report similar results in a study with 149 

participants, where they found that pre-treatment lymphodema education 

improved patient recall of risk reduction strategies and fewer patients who 

recalled this information developed lymphodema (Ridner, 2006).

Physiotherapeutic intervention has also been shown to be effective in the 

prevention of loss of range of movement, improvement in muscle tone and 

strength of the operated extremity (Wingate, 1989, Lauridsen et al., 2005). A 

randomised controlled trial (n= 30) compared a group who received 

physiotherapy which consisted of advice and exercises for the shoulder and 

arm compared with a group that received a leaflet which contained advice 

and exercises. At both three and six months the group who received 

physiotherapy scored significantly better in terms of shoulder mobility, pain 

score and quality of life following axillary dissection. The assessor was 

blinded to group allocation (Beurskens et al., 2007).

The problems encountered by this patient group are often difficult to 

manage as they may not be immediately evident during the acute inpatient 

setting but develop throughout the healing phase and beyond (Lauridsen et 

al., 2005). Research has shown that medical variables such as surgery type 

and types of adjuvant treatment were not reliable predictors of quality of life; 

rather age and measures of current physical and emotional wellbeing were 

the most significant predictors (Ganz et al., 1992, Ganz et al., 2002, 

Shimozuma et al., 1999). Therefore there is a need for those involved in the 

rehabilitation of women following breast cancer to address any physical or 

emotional problems that may arise.

There is no standard follow-up referral to physiotherapy following discharge 

despite it being known that the disabilitiies of pain and shoulder dysfunction 

can be severe (Beurskens et al., 2007). Scientific publications in relation to 

rehabilitation in the cancer population aire growing at a faster rate than other 

rehabilitation populations but cancer specific rehabilitation is still in its 

infancy (Egan et al., 2013). The initial question of interest to the researcher 

was what role physiotherapy has in the alleviation of pain as a symptom in
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women following treatment for breast cancer. However, the first step in 

answering the research question was to establish what is known about the 

pain experienced by these women. Therefore the researcher conducted a 

systematic review of the literature in an attempt to clarify what is known 

about pain in women with breast cancer. The output of the systematic 

review was published in Pain Management Nursing Journal in 2010. The full 

text of the article is attached as Appendix i. The review conducted as part of 

the 2010 publication was updated in August 2013 and this chapter reflects 

the evidence to date.

1.4 Review of the literature

It is known that pain is almost a universal experience in the surgical cancer 

patient (Silver and Mayer, 2007). Post treatment symptoms, including pain, 

have been widely studied in a number of primary research studies. In 2008, 

there were in excess of 75 (some studies are reported in several journals) 

published articles that have measured pain experience in the breast cancer 

population. Although many studies have included pain as an outcome of 

interest in women, there has been significant variation in the outcome 

measures used, the populations studied and definitions and aspects of pain 

measured have varied widely. Few studies focus on more than one or two 

aspects of pain experienced and some studies confine their focus to pain in 

the breast, ignoring scar pain and shoulder or arm pain. The majority of 

published studies are retrospective and as such cannot always identify 

causal relationships.

Retrospective studies are easier and cheaper to conduct than prospective 

studies, two reasons which may account for their frequent use. They have 

the advantage that a lot of data can be gathered over a limited time frame 

from a lot of subjects. However they are not without some limitations, 

particularly as they rely heavily on the respondents’ memories for an 

accurate representation of events (Brodie et al., 1994). Recalled pain 

intensities have been found to be unreliable by several researchers and 

shown to be exaggerated in patients who have chronic pain (Gedney and 

Logan, 2005, Gedney and Logan, 2006, Marty et a!., 2009). If the time-span
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over which the data is collected is too long, such studies can exaggerate the 

prevalence of a condition and may also be affected by the mortality of the 

population and other loss to follow-up issues (Yarnell, 2007). Tasmuth et al., 

(1996) found that the memory of pain is affected by the present pain 

intensity in women who were treated for breast cancer. Thus it was deemed 

necessary to exclude retrospective studies from the systematic review. 

Prospective studies are more reliable in determining whether the variable of 

interest is related to the event. It was decided to undertake a systematic 

review of prospective cohort studies that focused on pain following breast 

cancer treatment in order to establish what was known about the profile of 

the pain experienced.

1.5 Aim and objectives of the systematic review

The aim of the systematic review was to examine current evidence of pain 

experienced by women after treatment for breast cancer treatment and how 

it impacts on function. The objectives of the review were to:

• describe the pain experienced in terms of prevalence;

• describe the pain in terms of anatomical location experienced;

• describe the nature of the pain reported;

• describe the intensity of the pain reported; and

• describe the aggravating and easing factors of the pain experienced.

It was hoped that the review would identify factors that may be used to 

identify patients at risk of pain post treatment, provide an insight into the 

magnitude of the problem and guide as to the type of intervention that 

should be considered for this patient group.

1.6 Methods

1.6.1 Identification and selection o f the literature

Online searches were conducted on five databases including Pub Med 

(1950’s- August 2013), EMBASE (1974 to August 2013), SCOPUS (1960- 

August 20103), AMED (1985- August 2013) and CINAHL (1982- August 

2013). The PEDro database and Cochrane Register of Systematic reviews
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were also searched. The databases were searched using a combination of 

the following keywords and Mesh terms that were generated with the help of 

a medical librarian: “post-operative pain AND mastectomy OR breast 

neoplasm” “Pain, postoperative” [Mesh] AND “Mastectomy [Mesh] OR 

Breast/neoplasm/ [Mesh] surgery” OR morbidity [Mesh] AND “post 

mastectomy” AND “Pain, postoperative”, “post-operative pain” AND 

“morbidity” AND “mastectomy” OR “breast cancer”. Hand searches were 

conducted on the bibliographies of identified articles to check for relevant 

studies not identified by the search strategy.

1.6.2 Inclusion criteria

Articles were included if they satisfied the following; studies on human 

subjects that presented epidemiological data on pain post non-metastatic 

primary breast cancer treatment. Only studies published in English in peer 

reviewed journals, with a prospective cohort study design were included. 

The information on pain could be reported separately or as a subset of a 

larger instrument.

1.6.3 Exclusion criteria

Studies that did not have pain as an outcome measure, letters /comments 

or case studies, descriptive articles on post-mastectomy pain syndrome, 

articles detailing management, treatment strategies or treatment techniques 

for post treatment pain were excluded. Articles published in a language 

other than English, studies that included participants with diagnoses of 

metastases or recurrence of cancer were also excluded.

1.6.4 Methodological quality

In this systematic review, an eighteen item checklist concerning 

methodological aspects of studies was used to rate the studies. All of the 

items in the checklist have been used in previous studies. The checklist of 

items is contained in Table 1.1. The checklist was originally used by 

Borgouts et al., (1998) and Hudak et al., (1998) and has since been 

modified and utilised by Scholten-Peeters et al., (2003), Kuijpers et al., ( 

2004) and McLean (2007) incorporating modifications for assessing validity
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as described by Altman (Altman, 2001). Items concerning general 

methodological aspects of studies were used to rate the studies. The Items 

can be scored as positive (+) negative (-) or unclear (?). A positive score is 

awarded if there is sufficient information and a positive assessment of an 

item. A negative score is awarded If there is sufficient information but 

potential to bias due to Inadequate design or conduct. Finally, a score of 

unclear is awarded if there is insufficient or no information given. In line with 

authors of previous systematic reviews (Scholten-Peeters et al., 2003, 

Kuljpers et a!., 2004, McLean et al., 2007, Borgouts et al., 1998, Hudak et 

al., 1998) a study is considered to be of good quality if It scores > 50%  of 

the criteria.
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Criteria for assessment of methodological quality
A Patients identified at a uniform point/inception cohort

B Description of source of population

C Inclusion/exclusion criteria described

D Response rate over 75%

E Information on responders vs. non responders

F Followed for a sufficient period of time > 12 months

G Dropout less than 20%

H Information on completer’s vs. non-completers

1 Prospective data collection

J Treatment types described and adjuvant treatments described

K Standardised outcome measures used

L Standardised assessment of patient characteristics and prognostic 

factors

M Standardised assessment of psychosocial prognostic factors

N Positive if frequency, percentage or mean, median, interquartile 

range and standard deviation/confidence interval were reported 

for most pain measures

0 Frequencies of prognostic factors

P Appropriate analysis technique

Q Prognostic model is presented

R Sample size positive if the number of cases in the multivariate 

analysis was ten times the number of independent variables in the 

analysis (Altman 1991) or that there were more than 100 subjects 

in the study

Table 1.1 Criteria used to assess methodological quality of the papers

(Kuijpers et al., 2004, Borgouts et al., 1998)
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1.6.5 Assessment procedure

Two researchers (MC and ECQ)^ reviewed each full text article to attempt to 

limit bias, minimise errors and improve reliability of assessment procedure. 

The reviewers independently assessed the quality of the studies. Each 

study was given an overall score based on the number of positively rated 

criteria (maximum score=18). Paper data collection forms were used to 

facilitate discussing disagreements and correcting errors (Appendix 1.1). 

Studies were rated blindly utilising the forms designed for the purpose. The 

two researchers then met and presented the scoring on a study by study 

basis. A third researcher was identified for use in cases where 

disagreement persisted. Prior to the assessment of the studies, a pilot study 

was conducted using a sample of papers to ensure that the appraisal 

criteria could be applied consistently. Cochrane (2006) suggests that a 

sample of between three to six papers spanning low to high risk bias be 

used for this purpose. Four articles were used to pilot the quality rating 

process. Researchers independently scored the articles and then met to 

discuss results. Piloting highlighted differences in interpretation of three 

items a, f  and k and the criteria were amended to clarify what constituted a 

positive score. Explanation of the criteria used is in Appendix 1.2, 

amendments are in italics.

' Marese Cooney and Elizabeth Culleton-Quinn
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1.7 Results

1.7.1 Literature search

The search terms utilised identified 1,961 titles, one researcher (MC) read 

the titles and eliminated irrelevant studies. The abstracts of the remaining 

studies were read by the same researcher and the ‘related articles’ links 

were scanned for any relevant articles not identified by the search terms. 

Nine further studies suitable for inclusion were identified. The process 

yielded 81 articles for possible inclusion. Figure 1.1 describes the flow of 

patients through the study. Of the 81 articles that were identified for full-text 

reading, fifty two were excluded as they were retrospective studies. 

Therefore, a total of 29 studies were included in the final review.



PubMed 
1013 titles 
identified

106
selected

EMBASE 
376 titles 
identified

selected

CINAHL 
189 titles 
identified

46
selected

SCOPUS 
173 titles 
identified

27
selected

AMED 
210 titles 
identified

selected

261 articles identified from 
titles/abstracts 

91 duplicates removed 
(n=170 remaining articles)

Rejects-not Engl.(6),letters to ed.(4), technical aspects (6), 
descriptive articles (7), management strategies (17), analgesic 

regimes (7),case study (3), effectiveness of tx.(10), factors assoc, 
with lymphodema (5), anxiety &pain (6), pain not measured (18)

n=81 articles identified to be read 
and checked against inclusion

170 articles reviewed 
89 rejected

Total number of articles identified by search strategies
(n=1,961)

FINAL OUTCOME 
29 articles with prospective cohorts 

identified for inclusion

Figure 1.1 Search strategy stages 1 and 2 of the systematic review
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1.7.2 Methodological quality o f articles

Independent scoring was in agreement for 92% of 522 items rated. Areas of 

agreement and disagreement were recorded. Disagreements solely related 

to reading errors. These disagreements were resolved through discussion. 

Resolution of disagreement was on a consensus basis. There was no need 

to utilise the third researcher. Eighty nine per cent of the papers rated 

scored > 9, the score ranged from 8 to 17 (median score, 13 points, and 

72%). Most methodological shortcomings were related to a lack of 

information on responders versus non-responders (60%) a lack of 

standardised assessment of potential psychological prognostic factors 

(55%), no standardised assessment of patient characteristics and potential 

prognostic factors (48%), response rates were less than 75% (48%), 

treatment and adjuvant treatments were not described (45%) and the 

number of subjects was less than 100 in 45% of studies rated. The results 

of the quality assessment are presented in Table 1.2.
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Author Quality Checklist Items (described in detail in Appendix C) Total

a b c d e f g h I j k 1 m n o P q r

Arndt et al., 2006 1 1 1 1 0 1 1 1 1 1 1 1 1 1 1 1 1 1 17

Dijkstra, Rietman & Geertzen, 2007 1 1 1 1 1 1 1 1 1 1 1 1 1 1 1 1 1 0 17

Rietman et al., 2004 1 1 1 1 1 1 1 1 1 1 1 1 1 1 1 1 1 17

Tasmuth & Kalso 1996 1 1 1 1 1 1 1 1 1 1 1 1 1 1 1 1 1 0 17

Katz et al., 2005 1 1 1 1 1 1 1 1 1 1 1 1 1 1 1 1 16

Peintinger et a l ., 2003 1 1 1 1 1 1 1 1 1 1 1 1 1 1 1 1 0 16

Shlmozuma etal., 1999 1 1 1 0 1 1 1 1 1 1 1 1 1 1 1 1 1 16

Tasmuth et al., 1996 1 1 1 1 ? 1 1 1 1 1 1 1 1 1 1 1 1 0 16

Lash and Silliman 2000 1 1 1 1 0 1 1 1 1 1 0 0 1 1 1 1 1 1 15

Maunsell et al., 1993 1 1 1 1 0 1 1 1 1 0 0 0 1 1 1 1 1 1 14

Rietman et al., 2006 1 1 1 1 1 1 1 1 0 1 0 0 1 1 1 1 1 14

Tengrup et al., 2000 1 1 1 1 1 1 1 1 1 1 1 0 0 1 1 1 14

Baron et al., 2007 1 1 1 ? 1 1 1 9 1 1 0 1 1 1 1 1 13

Reitman et al., 2003 1 1 1 1 1 0 1 1 1 0 1 0 0 1 1 1 1 13

Swenson K et al., 2002 1 1 1 1 0 1 1 0 1 1 0 0 0 1 1 1 1 1 13



Ahmed et al., 2013 1 1 1 0 0 1 1 0 1 1 0 1 1 1 1 1 1 1 12

Baron et al., 2004 1 1 1 ? ? 1 0 ? 1 ? 1 1 0 1 1 1 1 1 12

Gosselink et a!., 2003 1 0 1 1 1 0 1 1 1 1 1 0 0 1 1 1 0 0 12

Hickey e t al., 2010 1 ? 1 7 9 0 1 1 1 1 1 1 1 1 1 1 0 0 12

Poleshuck e t al., 2006 1 1 ? ? 0 1 ? 1 1 1 1 1 1 1 1 1 0 12

Schrenk et al., 2000 1 1 1 ? ? 0 1 1 1 1 1 1 0 1 1 1 ? 0 12

Baron et al., 2002 1 1 1 1 1 0 1 0 0 1 1 0 1 1 1 0 1 12

Fabro et al., 2012 1 1 1 9 ? 0 1 0 1 1 0 0 0 1 1 1 1 1 11

Kroner et al., 1989 1 1 1 ? ? 1 1 1 1 1 0 0 0 1 1 1 0 1 11

Langer et al., 2007 1 1 1 ? 0 0 1 1 1 1 0 0 0 1 1 1 ? 1 11

Kroner et al., 1992 1 1 1 1 1 1 1 1 0 0 0 0 1 0 1 0 0 10

Baron et a!., 2000 1 1 1 0 0 0 1 ? 1 0 0 0 0 1 1 1 0 1 9

Langer et al., 2005 1 ? 1 ? 0 1 1 1 1 ? 0 0 0 1 0 1 0 0 8

Roth et al., 2007 0 1 0 0 0 1 0 0 1 0 1 0 0 1 1 1 ? 1 8

Table 1.2 Methodological quality of s tudies included in the review
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1.7.3 Studies included in the review

Two articles (Langer et al., 2005 and Roth et al., 2007) were excluded as 

they did not reach the 50% cut off point of acceptable methodological quality. 

Twenty seven articles were identified as suitable for inclusion. The twenty 

seven articles related to eighteen cohorts of subjects that involved 3,496 

patients in total. Some publications related to the same population at different 

time frames and others presented different aspects of the populations 

studied. Multiple publications relating to the same populations are identified in 

Tables 1.3 and 1.4 by assignation of a symbol following the author’s name. 

The symbols are contained in the table legend.

1.7.4 Main characteristics

The main characteristics of the study participants are outlined in Table 1.3. 

The mean age varied from 49.3 to 62.7 years (Maunsell et al., 1993, Ahmed 

et al., 2013) and sample sizes varied from 28 to 659 participants (Langer et 

al., 2007, Hickey et al., 2010). Almost one third (31%) of publications had > 

200 participants (Maunsell et al., 1993, Shimozuma et al., 1999, Lash and 

Silliman, 2000, Baron et al., 2002, Swenson et al., 2002, Rietman et al., 

2003, Baron et al., 2004, Arndt et al., 2006, Langer et al., 2007), and a further 

27.5% had >100 participants (Kroner et al., 1989, Baron et al., 2000, 

Tengrup et al., 2000, Rietman et al., 2004, Katz et al., 2005, Rietman et al., 

2006, Baron et al., 2007, Alves Nogueira Fabro et al., 2012).

Follow-up time after inception ranged from < 1 month to 5 years (Kroner et 

al., 1989, Baron et al., 2007). Only 48% studies provided socio-demographic 

information on the participants (Tasmuth et al., 1996b, Shimozuma et al., 

1999, Swenson et al., 2002, Baron et al., 2000, Baron et al., 2002, Baron et 

al., 2004, Baron et al., 2007, Lash and Silliman, 2000, Peintinger et al., 2003, 

Katz et al., 2005, Arndt et al., 2006, Poleshuck et al., 2006, Alves Nogueira 

Fabro et al., 2012, Ahmed et al., 2013) . The majority of participants were 

married, white and with varying educational backgrounds. Only two studies 

reported a drop-out or loss to follow up rate greater than 20%, these studies 

had followed their subjects for greater than five years (Kroner et al., 1992, 

Baron et al., 2007).
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Authors Country Population

sample

Characteristics Age range 

(years)

Mean age 

(years)

Inception time Follow-up

Ahmed et al., 

2013

India 80 Married 83%, 

18% working

Not given 49.33

(±12.74)

Pre-operatively 6 weeks 

6,12 months

Arndt et al., 

2006

Germany 314 Married, <10 

years education

Not given 58.2 Few

days/weeks

pre-surgery

1 year

Barron et al., 

2007*

USA

187

Married, white, 

well educated

26-82 SLNB, 

32-77 ALND

59 SLNB, 

53 ALND

3-15 days 3, 6, 24, 60, 

months

Barron et al., 

2004*

USA

294

Married, white, 

well educated

27-84 SLNB 

32-85 ALND

58 SLNB 

54 ALND

3-15 days 3, 6, 24 months

Barron et 

al.,2002*

USA

283

Married, white, 

well educated

32-85 55.6 3-15 days 3, 6,12, 24 

months

Barron et al., 

2000*

USA

132

Married, white, 

well educated

25-82 54 Post-surgery 1 month

Dijkstra,

Rietman

&Geertzen,

2007¥

The

Netherlands

74 Not given Not given 56.6 (± 12.8) Pre-operatively 6 weeks 

6 &12 months
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Fabro et al., 

2012

Brazil 174 52.3% lived with 

partners

Not given 58(± 13) Pre-surgery 50 days 

8 months

Gosselink et 

al., 2003

Belgium 76 Not given Not given 56.6 (± 12) Pre-surgery 4days 

3 weeks 

3 months

Hickey et al., 

2010

Ireland 28 Not given 35-79 Mean age 55 Pre-surgery 1 day 

5 days 

3 months

Katz et al., 

2005''

USA 109 Married, white 27-81 58.2 (± 12) Ass 6.4 days 

pre-surgery

2,10,30 days

Poleshuck et 

al., 2006''

USA 95 Married 28-81 mean age 

58.5,±11.7,

Pre-surgery 

and day 2

3 months

Kroner et al., 

1989+

Denmark 120 Not given 45-62 Median 54 Pre- surgery 3 weeks 

1 year



Kroner et al., 

1992+

Denmark 69 Not given 45-62 Median 54 Pre- surgery Every 3 months 

for 31 months

Lash and 

Silliman, 2000

USA 303 51% married, 

white, most >high 

school

58%>65 years Not given 2-3 months 

post -surgery

136 days 

623 days

Maunsell et 

al., 1993

Canada 223 Not given 39-76 SLNB 

33-77 ANLD

62.7 SNLB, 

58.9 ALND

3 months post - 

surgery

18 months

Reitman, 

Dijkstra, 

Geertzen et 

al., 2004¥

The

Netherlands

181 Not given Not given 57(±11.9)

SLNB

54.9(±11.3)

ANLD

1 day pre

surgery

1 year post

surgery

Reitman, 

Dijkstra, 

Geertzen et 

al., 2003¥

The

Netherlands

204 Not given Not given 55.6±11.6 1 day pre

surgery

6 weeks post

surgery
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Schrenk et a!., 

2000

Austria 70 Not given 39-76 SLNB 

33-77 ANLD

62.7 SNLB 

58.9 ANLD

Pre surgery 15-17 months 

(4-28 months)

Shimozuma et 

a!., 1999

USA 227 Married, college

educated,

Caucasian

< 50 years 

37.5%,50-59 

years 22.9%, 

60 and older 

41.4%,

Not given 1 month post - 

surgery

1, 4, 7,13 

months

Tasmuth, 

Estlanderb & 

Kalso, 1999°°

Finland 93 Not given Not given Not given Pre-op 1, 6,12 months

Tasmuth, von 

Smitten & 

Kalso, 1996 «>

Finland 93 Mostly married, 

66% working

MRM 29-85 

BCT 40-86

59 MRM 

56 BCT

Pre-op 1, 6,12 months

Tengrup et al., 

2000

Sweden 110 Not given 37-76 59 Pre-op Every year for 5 

years

Table 1.3 Characteristics and assessment times of populations studied
SLNB -Sentinel lymph node biopsy, ALND Axillary lymph node dissection, MRM -modified radical mastectomy, BCT -  breast conserving treatment 

Information on same cohort indicated by symbol following author name above-*, ¥,



1.7.5 Prevalence of pain post breast cancer treatment 

Tables 1.4 and 1.5 contain additional descriptive pain related information 

provided in the studies included in the reviev\/, including prevalence 

estimates of pain and duration of follow-up. Prevalence rates of pain post 

breast cancer treatment are reported for all 18 patient cohorts in 29 

published articles and varied widely between the eighteen cohorts included. 

The three studies of Reitman et al., (2003, 2004, 2006) fail to report 

prevalence of pain, however, the prevalence rate is provided in the 

publication by Dijkstra et al., (2007) as it is the same cohort.

No study explicitly stated the definition of pain that they applied in their 

particular study. When the cohorts as a whole group were reviewed the 

prevalence reported ranged from 13% to 61% (Dijkstra et al., 2007, Alves 

Nogueira Fabro et al., 2012, Ahmed et al., 2013). The variation may be 

accounted for by the following; a number of studies confined their data 

gathering to a specific anatomical location e.g. axilla/arm only (Peintinger et 

al., 2003) other studies included pain arising from several areas such as 

shoulder, arm or chest wall (Swenson et al., 2002), and some researchers 

confined their interest to a specific type of pain such as phantom pain 

(Dijkstra et al., 2007, Kroner et al., 1989). In addition, methods used to 

measure or describe pain, including the types of measurement instruments 

and methods of administration varied as did the type of prevalence 

measured i.e. point, period or cumulative (i.e. how many had ever 

experienced pain post breast cancer treatment). The type of prevalence was 

not always discernible from the articles. Authors were contacted and several 

disclosed the wording of the question used to discern pain presence. In all 

but one study (Baron et al., 2007), axillary dissection (ANLD) resulted in 

considerably higher pain prevalence than sentinel node biopsy (SLNB). 

Baron et al., (2007) report that at the five year follow-up assessment the 

SLNB group had slightly higher prevalence of pain but this was not 

significant.

The studies that focused on phantom breast pain and phantom breast 

sensations reported smaller ranges in prevalence rates from 13% - 23%
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(Kroner et al., 1989, Dijkstra et al., 2007, Ahmed et al., 2013). The findings 

of Tengrup et al., (2000), who report a point prevalence of 31% and a 

cumulative prevalence of 65% clearly demonstrate the importance of 

identifying the type of prevalence determined.

Inception time varied between studies, with general pre-operative 

assessment being reported for 12 (67%) of the 18 cohorts (Kroner et al., 

1989, Tasmuth et al., 1996a, Schrenk et al., 2000, Tengrup et al., 2000, 

Peintinger et al., 2003, Katz et al., 2005, Langer et al., 2005, Arndt et al., 

2006, Dijkstra et al., 2007, Hickey et al., 2010, Alves Nogueira Fabro et al., 

2012, Ahmed et al., 2013). Six of the eighteen cohorts report including a 

pre-operative assessment of pain (Kroner et al., 1989, Katz et al., 2005, 

Poleshuck et al., 2006, Dijkstra et al., 2007, Hickey et al., 2010, Ahmed et 

al., 2013). Dijkstra, et al., (2007) assessed pain in the week prior to surgery 

as part of their pre-operative evaluation but do not present their findings. 

Hickey et al., (2010) assessed for pain pre-operatively and excluded anyone 

with pain that was other than biopsy related, they do not report the numbers 

excluded. Schrenk et al., (2000) report that none of the patients had pain 

pre-operatively but did not disclose how or whether patients were assessed 

for pain. Ahmed et al., (2013) report a pre-operative pain prevalence of 41% 

but do not offer an explanation as to the possible cause. Katz et al., (2005) 

report pre-operative pain at 27% and Kroner et al.,(1989) report 16%.Pre

operative pain may be a result of biopsy procedure or may be a feature of 

the condition or some other comorbidity, future studies need to provide an 

explanation of cause. Peintinger et al., (2003) report a pre-operative 

EORTC QLQ-C30 mean pain score of 14.1 (ANLD) group and 18.7 (SLNB) 

(n=56) and Tasmuth et al., (1996) report that 30% of their patients 

experienced breast pain for an average of two months prior to surgery and 

about 10% had pain in the ipsilateral arm for an average of five months prior 

to surgery (n=93). In a recent study, Alves Nogueira Fabro et al., (2012) 

report that 8% of their study sample had a sensation of arm lymphedema 

preoperatively which was experienced as arm ache. They report that pain 

was also experienced by some women preoperatively but numbers are not 

provided. Tasmuth et al., (1996) claims to report the incidence of pain,
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however, in order to establish incidence the population must be initially free 

of the outcome of interest i.e. pain. It is unclear whether it is in fact 

incidence or prevalence that is reported as it is not stated that those with 

pre-operative pain were excluded from the calculations. Pre- operative pain 

may preclude the ability to establish incidence if it emerges as a feature of 

the condition, it warrants further investigation.

1.7.6 Onset of pain

Only four studies investigated the onset of pain and they focus on phantom 

breast pain (Kroner et al., 1992, Baron et al., 2004, Dijkstra et al., 2007, 

Ahmed et al., 2013). The findings suggest that the experiences of phantom 

pain vary significantly with onsets ranging from immediately post-surgery to 

up to 24 months after surgery (Dijkstra et al., 2007). Ahmed et al., (2013) 

report varying times of onset post-surgery from within the first three weeks 

post-surgery to onset between 6 and 12 months. Furthermore, more 

subjects experienced phantom breast sensations than phantom breast pain. 

Baron et al., (2004) also report some patients with onset of pain up to 24 

months after surgery to study. Kroner et al., (1989) noted that a feature of 

phantom breast pain is that it can go completely and then return at a later 

stage. Baron et al., (2004) found that overall the levels of severity and 

distress were low, that the phantom sensation can come and go, and that 

while the percentage of participants with phantom pain remained more or 

less the same at different times post-surgery it was not always the same 

patients who reported its presence. Overall there seemed to be a decrease 

in frequency of phantom experiences over time (Dijkstra et al., 2007, Ahmed 

etal., 2013).

Hickey et al., (2010) report that at five days post-operatively those who 

subsequently reported persistent pain reported significantly greater pain 

scores on the McGill Pain Questionnaire than those who did not. There was 

no difference in the groups with regards to analgesic requirements or levels 

of anxiety. None of the patients with persistent post-surgical pain had 

reported it to any medical personnel. The authors propose that this may 

reflect an unwillingness to re-enter the health system and a desire to return
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to normal life with an assumption that it will decrease over time. The small 

numbers included in this study challenge the relevance of the findings to 

other populations; however the McGill Pain Questionnaire should be further 

tested for its predictive ability to identify those likely to develop persistent 

pain in the immediate post-operative phase.

17.7 Location o f pain

The anatomical location of pain experienced post breast cancer treatment 

was not the focus of interest in any of the studies included in the review. 

Several authors gathered information on different locations in which pain 

was experienced but failed to report the results (Swenson et al., 2002, 

Peintinger et al., 2003, Langer et al., 2007). Peintinger et al., (2003) utilised 

the McGill Pain Questionnaire which would have captured this information 

but the focus of this study was pain in the arm/axilla. Langer and colleagues 

(2007) only reported results for the shoulder/arm region. Other authors 

confined their interest to specific body areas or types of pain such as arm 

pain (Maunsell et al., 1993, Gosselink et al., 2003), breast and arm pain 

(Tasmuth et al., 1996b, Arndt et al., 2006), pain in the axilla (Lash and 

Silliman, 2000) phantom breast sensations and pain (Katz et al., 2005, 

Baron et al., 2007, Dijkstra et al., 2007). The reasons for focussing on pain 

in specific body regions are not presented. Patients found it particularly 

difficult to locate or map the area in which they experienced phantom pain 

or phantom sensations (Baron et al., 2004, Langer et al., 2007).There is no 

study that has gathered information on the range of locations in which pain 

is experienced by women with breast cancer. Table 1.4 specifically displays 

information relating to the treatment the women received following their 

breast cancer diagnosis, measures used to capture pain, the prevalence of 

pain and the location and onset on the pain.
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Authors Pain Measure Treatment Pain Prevalence Location Onset
Ahmed et al., 2013 

N=80
VAS

and questionnaire

Mastectomy (all) 

Radiotherapy 78% 

Chemotherapy 60%

Period 23%

Point 13%, Phantom 

Breast Pain (PBP)

6 weeks 5,4%,

6 months 8.2%, 12 

months. 13.6%,

41% pre-operative pain

Phantom breast 

pain

entire breast 

(n=8)

nipple (n=4)

3 weeks (n=2),

4-6 weeks (n=2),

6 weeks (n=6)

6 months (n=3), 

6-12 months (n=7)

Arndt et al.,2006 

N=314
EORTC QLQ-C30?^ BCT 57%

ANLD 97%

Radiation 69% 

Chemotherapy 47%, 

Hormonal therapy 

55%

1 year 30% of 

participants reported 

clinically significant 

pain in last week

Breast and arm not reported

Barron et al.,2007* 

N=187
BSAS SLNB (n=133) 

BCT 80% 

MRM 20% 

ANLD (n=54) 

BCT 65% 

MRM 35%

5 years SLNB 33% 

ALND 40%

Breast sensations 

studied

not reported
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Barron et al.,2004* 

N=294

BSAS-instrument 

designed for this 

study

SLND (n=132) 

BCT 80% 

MRM 20% 

ALND (n=9) 

BCT 58% 

IVIRM 42%

24 months 44% SLNB 

tenderness

Breast sensations 

studied

not reported

Barron et al.,2002* 

N=283

BSAS SLNB (n=128) 

BCT 80% 

MRM 20% 

ALND (n=68) 

BCT 57% 

MRM 43%

43% ALND tenderness 

8% severe 

9% distressing

MRM 37% PBP 

baseline, 38% at 3 

months 35% at 6 

months

56% experienced 

phantom sensations 

during 24 months

Barron et al., 2000* 

N=132

BSAS BCT 53%

MRM 40%

total mastectomy 7%

45% pain

mastectomy (n=62) 

phantom breast 

sensation (n=21)

breast pain studied within first month

Dijkstra, Rietman & 

Geertzen et al., 2007

N=74

VAS All MRM 

SLNB 21%

ALND 80% 

radiotherapy 23% 

chemotherapy 38%

Phantom Breast pain 

period -13% 

point -8% prevalence at 

6 months

Phantom breast 

pain studied

4 had first onset 

between 6 weeks and 

6 months



Fabro et al., 2012 

N=174

not reported MRM 73.6%

ALND 67.6% 

chemotherapy 27% 

radiotherapy 4% 

hormonal therapy 

11%

61.2 % pain, 6% 

phantom breast pain. 

28% cording, 27% pain 

on movement, at 8 

months 53% pain axilla, 

3% phantom breasts

inner arm and 

axilla, surgical scar, 

phantom breast 

pain

not reported

Gosselink et al.,

2003

N=76

VAS BCT 59%

MRM 41% 

chemotherapy 7% 

radiotherapy 84%

Cord like swelling 

caused pain in 34% 

13% MRM and 21% 

BCT

shoulder /arm not 

specified

post -surgery

Hickey et al., 2010 

N=28

McGill Pain Rating 

Index

mastectomy 62% 

ALND 37.5% 

chemotherapy 62.5% 

radiotherapy 62.5%

29% at 3 months 7 breast only 

1 scapular region

post -surgery 

intense pain on day 5 

predicts on-going 

pain

Katz et al., 2005'^ 

N=109

Fact-E lumpectomy 56% 

lumpectomy with 

nodes or mastectomy 

44%

preoperative pain 27% 

54% clinically 

meaningful pain day 2 

post surgery (younger, 

more invasive op), 16% 

persisting at 30 days

not reported preoperative for 27%
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Poleshuck et al., 

2006'^

N=95

Fact-E BCT 56%, 

BCT+ALND (n=29) 

MRM 44%

pre-op pain 28%, at 3 

months 48.4% breast 

or surgery related pain

not reported Severe post- op pain 

significant for intense 

chronic pain

Kroner et al., 1989+ 

N=120

Interview All mastectomy pre-operatively 15.8% 

had pain, 25% itching, 

burning , pricking, PBP 

at 3 months 13.3% & 

at 1 year 12.7% ,scar 

pain 22.7%at 1 year

breast pain 

phantom breast 

pain felt in the 

nipple 87.5%,

6.3% entire breast

some pre-operatively

Kroner et al., 1992+ 

N=69

Interview Al! mastectomy at 6 years 17.4% PBP, 

26% phantom breast 

sensation , scar pain 

30.9%

phantom breast 

pain now not felt as 

much in nipple felt 

as more diffuse 

pain

some pre-operatively, 

but some developed 

phantom breast pain 

at 1 year



Langer et al., 2007 

N=659

Pain present or not SLNB (n=449) 

BCT91%

MRM 8,5% 

ALND(n=210) 

BCT 88.6% 

MRM 11.4%

31 months SLN 
shoulder/arm pain 8%, 
breast pain 7.7%, 
Numbness 10.9% 
thoracic pain 5.6%, 
ALND shouider/arm 
21.1%, breast 
numbness 37.7%, 
thoracic pain 9.3%

shoulder/

arm, breast, 

thoracic

not reported

Lash and Silliman, 

2000 

N=303

Telephone interview BCT 65% followed by

radiation

MRM 24%

axillary dissection 

85%

37% numb / pain at 

follow-up, axillary 

dissection more likely 

to have numbness or 

pain in axilla

pain in axilla or arm 

numbness

first evaluated post

surgery

Maunsell et al., 1993 

N=223

Interview and (PSI) 

Psychiatric symptom 

index

not reported at 3 months 54% 

numbness, 55% pain. 

At 18mths, 49% 

numbness, 51%pain

arm pain or 

numbness

not reported

Peintinger et al.,

2003

N=56

EUROTC QLQ-C30 all breast conserving

surgery

ALND (n=31)

SLNB (n=25)

arm/shoulder pain 

36%SLNB and 

68%ANLD at 9-12 

months

arm/axillary pain not reported
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Reitman, Geertzen, 

Hoekstra et al., 

2006 

N=181

VAS, EUROTC 

QLQ-C30

SNLB (n=57)32% 

ANLD (n=124) 68%

no prevalence reported 

significant differences 

for pain, sleeplessness 

and arm symptoms 

between two groups in 

favour of SLNB

not reported not reported

Reitman, Dijkstra, 

Geertzen et al., 

2004 

N=181

VAS SLNB ( n=66) 

mastectomy 26% 

lumpectomy 74% 

ANLD (n=138) 

mastectomy 49% 

lumpectomy 51%

no difference in pain 

perception between 

groups prevalence not 

reported

axillary numbness 

63%

not reported

Reitman, Dijkstra, 

Geertzen et al., 

2003 

N=204

VAS SNLB (n=66) 32% MRM 

26% BCT 74%

ANLD (n=138) 68% 

MRM 49% BCT 51%

no difference between 

SLNB and ANLD in 

early days

axillary numbness 

63%

not reported

Schrenk et al., 2000 

N=70

VAS SNLB(n=35)lumpectomy: 

mastectomy 27:8, 

chemo 7/35 radiation 

24/35 ANLD 35,

At 15-17 months SLNB 

6% pain

ALND 45.7% pain

arm pain not reported



Shimozuma et al.,
1999
N=227

Cancer Rehabilitation 
evaluation system 
(CARES)
Profile of mood states 
(POMS)
Karnofsky
Performance
Scale(KPS)

Modified Radical 
Mastectomy 59.5%, 
breast conserving 
surgery 40.5%

25.9% MRM, 30.4% 
BCT at 1 year

arm/axilla, chest 
wall

not reported

Swenson K et al.,

2002

N=225

Instrument designed 

for study, 5 point 

Likert scale

SLND (n=169)

BCT 83%,

MRM 11%

MRM and 

reconstruction 6% 

ALND (n=78)

BCT 55%

MRM 37%

MRM and recon 8%

1 year chest or arm 

pain

SLNB 28.7%

ANLD 46.8%

chest /arm pain not reported

Tasmuth, von 

Smitten & Kalso, 

1996 

N=93

VAS , State trait 

anxiety teats STAI

16 had radiation and 

3 had chemotherapy. 

BCT n=40, 33 

radiation, 1 chemo

At 1 year 24% of 

women had breast 

pain, 17% had arm 

pain, PBP 23%

Breast /arm pain 

more in BCT group 

had chronic pain 

than MRM.

few pre-surgery 

hand strength i  at 1 

year if surgery 

dominant side
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Tasmuth,
Estlanderb & Kalso,

1999
N=93

VAS, McGill Pain 

Questionnaire, VRS, 

STAI (State trait 

anxiety Inventory

53 MRM and axillary 

clearance , 40 BCT 

and axillary clearance 

radiotherapy breast 

63%,24% 

supraclavicular 

regions, 17% 

chemotherapy, 18 

hormonal therapy

At 1 year 17% had 

chronic pain 

remembered intensity 

of pain at correlated 

with the intensity of 

chronic ipsilateral pain 

measured with VAS 

and McGill

not reported preoperative level of 

anxiety and 

depression predicted 

chronic pain

Tengrup at a!., 2000 

N=110
VAS All MRM 

and ALND

65% cumulative 

prevalence , 31% point 

at 5 years

not reported not reported

Table 1.4 Prevalence and Location of pain post treatment
SLNB -Sentinel lymph node biopsy, ALN D  Axillary lymph node dissection, M RM -m odified radical mastectomy, BCT -  breast conserving treatment 

Information on sam e cohort indicated by symbol following author nam e above-*, ¥, +, «
E O R TC  Q LQ -C 30 is a questionnaire developed to assess the quality of life of cancer patients



1.7.8 Intensity of experienced pain

Eight studies measured the intensity of the pain experienced, seven of which 

had < 100 subjects (Table 1.5) (Tasmuth et al., 1999, Schrenk et al., 2000, 

Tengrup et al., 2000, Gosselink et al., 2003, Peintinger et al., 2003, Hickey et 

a!., 2010, Ahmed et a!., 2013). The mean pain intensity reported was 

generally numerically low with figures available for six cohorts, ranging from 

0.68cm for a group who had sentinel node biopsy (Peintinger et al., 2003) to 

5.4cm at 12 months for patients who had undergone mastectomy (Ahmed et 

al.,2013). The majority of reported intensities fall below 3 on the VAS and are 

considered to be pain of mild intensity. The intensity of the pain reported by 

Ahmed et al., (2013) on the other hand, was 5.4 points on the VAS at 12 

months. A score >5 is categorised as pain of moderate intensity which is 

deemed to be clinically significant (Forcheimer et al., 2011).

Ahmed et al., (2013) report that three quarters of the women with pain in their 

study achieved pain control with weak opioids, NSAIDS or adjuvants. At 6 

months post-surgery 25% of women had taken morphine for pain relief. At 12 

months post-surgery this figure had decreased to 20%.These findings 

indicate that for some pain is a distressing post treatment symptom (Ahmed 

et al., 2013). Tengrup et al., (2000) also report that of those with pain 23% 

had moderate/severe pain. Both Peintinger et al., (2003) and Schrenk et al., 

(2000) report statistically higher pain levels for those who undergo axillary 

dissection (p<0.03, p<0.0001). Tasmuth et al., (Tasmuth et al., 1996b) report 

similar levels of pain intensity pre-operatively (mean 2.2cm, range 0.6-6.9cm) 

to post-operative levels at one year (mean 2.6cm, range 1.8-4.5cm) for the 

mastectomy group and 2.4cm (range 0.7-5.5cm) in the resection group. 

Shrenk et al., (2000) found that most patients with pain reported it to be mild 

(27.3% of the SLNB and 35.9% of the ALND) but there were patients for 

whom the pain was moderate/severe or very severe (1.4% of SLNB, 10.9% of 

the ALND). Information about pain intensity post breast cancer treatment is 

based on relatively few patients (n=677), the mean intensity of the pain 

reported seems to be reasonably low on the VAS with most figures falling into 

what is generally classified as the mild pain category (<3 cm, VAS) (Farrar et 

al., 2003). The measurement tools employed and anchors used to measure
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pain are known. It is known that the authors used the VAS with the same 

anchors “no pain” and “worst pain imaginable”, it is not known what pain 

intensity was recorded whether present pain, worst pain or pain associated 

with function.

1.7.9 Nature of the pain experienced

Table 1.5 describes the nature and the intensity of pain experienced post 

treatment. Words used to describe pain may give an indication as to the 

causative factor or tissue involved in nociception. Information on the words 

used to describe the pain experienced is only available in four studies (Kroner 

et al., 1989, Peintinger et al., 2003, Baron et al., 2007, Hickey et al., 2010). 

The nature of the sensations experienced was the focus of all of Barons 

studies on breast pain (Baron et al., 2000, 2002, 2004, 2007). Baron and her 

colleagues identified eighteen types of sensations, the most prevalent of 

which was reported as tenderness for all patients (Baron et al., 2007). Five 

years later, 33% of SLNB and 40% of ALND still experienced the sensation. 

Twinges were the most prevalent sensation for the SLNB group with 34% of 

the group experiencing this symptom (31% ALND) but only 2% of participants 

found them distressing or severe. Patients in the ALND group reported 

numbness as the most prevalent sensation (55%). Other prevalent 

sensations were soreness, aching and tightness. A greater range of 

sensations was experienced by those who had undergone axillary dissection. 

There was no significant difference between SLNB and ALND groups at five 

years post-surgery. The largest decrease in sensations occurred between 

baseline and three months post-surgery (Baron et al., 2007). Peintinger et al., 

(2003) described the nature of the pain experienced by the women as tugging 

and numbing, words also used by women in a recent Irish study who offered 

“cramping”, “pulling” , “scalding”, “exhausting”, “nauseating” as descriptions 

(Hickey et al., 2010). Kroner et al., (1989) assigned their own classification 

system of exteroceptive pain which was described as knife-like, sticking, 

shooting, pricking, and proprioceptive pain was described as squeezing, 

throbbing, pressing and crushing. Most of Kroner’s population (75% n=16) 

described exteroceptive type of pain at baseline and 100% at one year post

surgery (n=14). There does not appear to be any similarity between the
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descriptors used in either study. Some differences may relate to language 

used i.e. Danish versus English. Apart from numbness, the absence of 

descriptors that may be associated with neuropathic type of pain such as 

burning is noticeable. Furthermore, the relevance of a study conducted 

twenty years ago may be challenged.

The study of Alves Nogueira Fabro et al., (2012) reported the most frequent 

complication was a subjective feeling of lymphedema preoperatively (8.3%). 

These women presented with almost a 60% greater chance of developing 

pain syndrome (RR=1.59, 95%CI 1.27-2.21). In this study intercostobrachial 

pain was defined as hyperaesthesia in the arm or axilla and the authors 

report an incidence of 61% at 50 days and 53% at three months. Phantom 

breast pain at 50 days was 6% and at six months 3%. Twenty four per cent of 

women complained of pain at the 50 day evaluation and this increased to 

27% at six months. Women who had tissue necrosis demonstrated a 40% 

less chance of developing pain syndrome (RR=0.60, 95% Cl 1.18-1.20). They 

also report that women < 40 years present a higher risk (RR=2.01, 95% Cl 

1.08-3.75) and those with more than 15 nodes resected presented with a 

twofold higher risk (RR=2.01: 95% Cl 1.08-3.57).

1.7.10 Temporal aspects o f pain experienced

Little information has been gathered with regard to whether the pain that is 

experienced is constant or intermittent. Kroner et al., (1989) found 4.5% of 

patients had constant and 11.8 % had intermittent phantom breast pain. 

Dijkstra et al., (2007) also studied phantom breast pain and found that the 

few who had pain, (3% at 1 year, n=74), reported it as intermittent (few times 

a year and few times a month). Shimozuma et al., (1999) reported that 25.9% 

of patients who had undergone a modified radical mastectomy and 30.4% of 

those with breast conserving treatment had intermittent or mild pain at one 

year. It is difficult to interpret this information as it combines intensity 

information with frequency. However, it would appear that most individuals 

experienced intermittent pain.
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1.7.11 Aggravating and easing factors

Factors that aggravate the pain have been explored in four studies (Kroner et 

al., 1989, Tasmuth et a!., 1996a, Baron et a!., 2000, Ahmed et a!., 2013). 

They have many items in common such as exercise, movement, rest, fatigue, 

emotional distress, weather changes and clothes or prosthesis. Some have 

also been listed as factors that may ease pain including exercise, rest or 

wearing prosthesis. Other factors that have been found to ease the pain are 

heat and touch. Ahmed et al., (2013), Kroner et al., (1989) and Baron et al., 

(2000) mention that their groups found that medication, changing position and 

keeping the arm elevated helped. Tasmuth et al., (1996) assessed factors 

that aggravated pain experienced pre-operatively and found that the same 

factors were identified such as sleeping on the affected side , reaching out, 

carrying, feeling depressed, changes in the weather. Gosselink et al., (2003) 

and Lash and Silliman (2003) both report functional activity as factors 

contributing to provocation. Table 1.5 contains information from the included 

studies on the nature and the intensity of pain experienced post treatment.

36



Authors Pain Measure Temporal factors Aggravating/Easing Intensity Nature
Ahmed et al., 2013 

N=80
VAS

and questionnaire

6 weeks, several 

times a day(n-7), 1-2 

episodes a week (n- 

10),

frequency decreased 

with time

Aggravating-morning, 

clothes rubbing, 

exercise,

lifting, lying on same 

side, bathing

Easing-rest exercise, 

heat cold , rubbing, 

pressure

VAS, 6 weeks average 

5.2,

6 months 4.8,

12 months 5.4

not reported

Arndt et al.,2006 

N=314
EORTC QLQ-C30 not

reported

not reported not reported

Barron et al.,2007* 
N=187

BSAS not reported not

reported

At 5 years 34% 
SLNB had twinges, 
2% severe or 
distressing,
55% ALND 
reported 
numbness14% 
severe and 8% 
distressing
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Barron et al.,2004* 

N=294

BSAS not reported not reported not reported 24 months SLNB 
tenderness 40%, 
soreness 36%, 
37% twinges.
ALND 
Tightness, 
numbness, pulling 
and tingling. 
Numbness most 
severe distressing 
for ALND at 24 
months

Barron et al.,2002* 

N=283

BSAS Intermittent at 24 

months

not reported ALND more intense 
pain at baseline and 24 
months

3, 6 months 
tenderness for 
SLND and numb 
for ALND. 
significantly more 
tender

Barron et al., 2000* 

N=132

BSAS not reported Aggravating- position 
change, movement, 
exercise, fatigue, 
inactivity. Easing -rest, 
change position, 
medication, elevating 
arm

Most prevalent= 
numbness 
followed by tender 
pulling, sore, tight. 
Most distressing 
was cramping and 
painful



Dijkstra, Rietman & 

Geertzen et al., 

2007

N=74

VAS phantom breast 

sensations may 

disappear over time 

and reappear

not reported not reported not reported

Fabro et al., 2012 

N=174

not reported not reported not reported not reported not reported

Gosselink et al.,

2003

N=76

VAS not reported functional arm 

movements

VAS 3.3 at 34 days and 

3 months and 2.6 at 3 

months

not reported

Hickey et al., 2010 

N=28

McGill Pain Rating 

Index

intermittent or 

periodic

not reported day 5 post op, pain 

group (n=8) 8.0 (5.0-

14.0), no pain 3.0 (0..0-

24.0)

cramping, pulling, 

scalding 

,exhausting, 

nauseating

Katz et al., 2005'' 

N=109

Fact-E not reported not reported not reported not reported

Poleshuck et al., 

2006'"

N=95

Fact-E not reported iage and more invasive 

surgery -chronic pain

not reported not reported
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Kroner et al., 1989+ 

N=120

Interview pre -op pain for 6 

patients was 

constant, 13 had 

intermittent pain

Aggravating- emotional 

distress, rest, touch, 

weather, clothes, scar 

pain, prosthesis 

Easing- factors, exercise, 

rest, touch, heat, clothes, 

prosthesis

Exteroceptive-knife 

like, sticking, 

shooting, pricking, 

Proprioceptive- 

squeezing, 

throbbing, 

pressing, crushing

Kroner et al., 1992+ 

N=69

Inter-view not reported as for earlier study not reported

Langer et al., 2007 

N=659

Pain present or not not reported not reported not measured not reported

Lash and Silliman, 

2000 

N=303

Interview

telephone

reported that for 

some difficulty with 

arm function can 

arise, resolve and 

return

36% difficulty with 

pushing reaching and 

raising arm into elevation 

at baseline , women with 

mastectomy more likely 

to have dysfunction at 

follow-up

not reported not reported



Maunsell et al.,

1993

N=223

Interview and (PSI) 

Psychiatric Symptom 

Index

not reported axillary dissection 

determined dysfunction 

not surgery type

not reported not reported

Peintinger et al.,

2003

N=56

EUROTC QLQ-C30, 

Br

not reported not reported, axillary 

dissection associated 

with worse outcome

mean pain at 

dischargel ,45(±1.36), 

SLNB 0.68 (±1.3). At 9- 

12 months ALND1.13 

(±1.36), SLNB 0.68 (± 

1.63)

tugging,

numbing

Reitman, Geertzen, 

Hoekstra et al., 

2006 

N=181

VAS, EUROTC 

QLQ-C30

not reported not reported , pre-op pain 0.4±1.1 at 2 

years 0.3±1.7

numbness SNLB 

18% ANLD 84%

Reitman, Dijkstra, 

Geertzen et a!., 

2004 

N=181

VAS not reported not reported pre op VAS.4(±1.1) at 1 

year significant 

increase VAS.8(±1.5)

not reported

Reitman, Dijkstra, 

Geertzen et al., 

2003 

N=204

VAS not reported not reported pre-op pain 0.5±1.2 to 

1.3 ± 2.0 at 6 weeks

numbness in 

axillary region 

67.6%
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Schrenk et al., 2000 

N=70

VAS not reported not reported Significantly more pain 

in ALND group 

P=0.0001 no patient 

experienced a pain 

greater than 5 on 

VAS.SLNB group had 

VAS of 1

not reported

Shimozuma et al.,

1999

N=227

Cancer 

Rehabilitation 

evaluation system 

(CARES)

Profile of mood 

states (POMS) 

Karnofsky 

Performance 

Scale(KPS)

not reported not reported not reported At 1 month 

tightness of 

arm/axilla, 

numbness chest 

wall

axilla,tightness 

/tenderness chest 

wall-70% of 

sample

Swenson K et al., 

2002 

N=225

Instrument designed 

for study, 5 point 

Likert scale

not reported not reported



Tasmuth, von 

Smitten & Kalso, 

1996 

N=93

VAS , State trait 

anxiety inventory 

(STAI)

not reported Aggravating factors lying 

on arm, touching, 

reaching out, housework

1 month median VAS 

MRM 2.9(1.5-5.9) BCT 

2.5 (0.6-5.6), 1year 

median VAS MRM2.6 

(1.0-4.0), BCT 2.2 

(1.6-5.0)

pain in arm 

disturbed sleep at 

1 year in 31% of 

women and pain in 

breast disturbed 

sleep in 18% of 

women

Tasmuth,

Estlanderb & 

Kalso, 1999 

N=93

VAS, McGill Pain 

questionnaire, VRS, 

STAI (State trait 

anxiety Inventory

not reported not reported not measured initially 

but intensity of 

remembered pain 

increased with time in 

those with chronic pain.

not reported

Tengrup et al., 2000 

N=93

VAS not reported not reported 13% experienced 

moderate pain and 

10% experienced 

severe pain affecting 

activities of daily life

not reported

Table 1.5 Nature and Intensity of pain post treatment

SLNB -Sentinel lymph node biopsy, ALND Axillary lymph node dissection, MRM -modified radical mastectomy, BCT -  breast conserving treatment 

Information on same cohort indicated by symbol following author name above-*, ¥, +, «°
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1.8 Discussion

The aim of this review was to establish what is known about pain that is 

experienced by patients after breast cancer treatment. The majority of the 

studies (n=52/81, 64%) relating to the topic of pain after breast cancer are 

retrospective studies. Retrospective studies are more frequently encountered 

as it is a method that enables large amounts of information to be gathered in 

a short time span. However this type of methodology relies on patient records 

or patient memory and as such is open to error. The time span used, if too 

long, can exaggerate the prevalence of a condition which may also be 

affected by mortality of the population and other loss to follow-up issues 

(Yarnell, 2007). Prospective cohort studies are the best type of study design 

for establishing relationships between outcome of interest and exposure 

variables. The primary feature of a prospective cohort study is that the 

outcome has not occurred at the time the study is initiated (i.e. at the time of 

exposure) which enables investigators to establish a causal relationship 

between exposure and outcome or to follow the natural development of a 

condition over time (Rossignol, 2007). All published articles relating to the 

eighteen cohorts describe themselves as prospective cohorts, however, one 

third of the cohorts (n=6) were first assessed post-operatively or after the 

event has occurred (Kroner et al., 1989, Kroner et al., 1992, Maunsell et al., 

1993, Shimozuma et al., 1999, Baron et al., 2000, Lash and Silliman, 2000, 

Baron et al., 2002, Swenson et al., 2002, Gosselink et al., 2003, Baron et al., 

2004, Baron et al., 2007). The remaining twelve cohorts were assessed prior 

to surgery and had the opportunity to assess for pain pre-operatively. Only six 

availed of the opportunity (Kroner et al., 1989, Katz et al., 2005, Poleshuck et 

al., 2006, Dijkstra et al., 2007, Hickey et al., 2010, Ahmed et al., 2013), and 

Dijkstra et al., (2000) and Hickey et al., (2010) did not report the results.

Establishing incidence of pain occurrence is difficult in this population as 

presumably women will have undergone biopsies which may result in pain 

experience.

Hickey et al., (2010) excluded those with anything other than biopsy related 

pain. How this was carried out was not reported, one can speculate that 

perhaps this was achieved by asking the women whether they had pain prior
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to biopsy. The relevance of pre-operative pain warrants further exploration if 

incidence of treatment related pain is to be established. The value of 

incidence over prevalence is that it is a more accurate representation of the 

rate at which something occurs and it is a better measure if causality needs 

to be established (Yarnell, 2007). Knowing incidence would add to the 

accuracy of comparison of interventions on symptom burden. However the 

establishment of incidence is not only reliant on the symptom being assessed 

pre-operatively as can be seen from the findings of Alves Nogueira Fabro et 

al., (2012) who included pain at several sites and report treatment related 

pain of 53% at three months compared to Ahmed et al., (2013) who confined 

their interest to breast pain and reported an incidence of 14% at 12 months. 

The number of locations of pain included and the time post-surgery also 

influence findings. The findings of Ahmed et al., (2013) may be questioned as 

to the appropriateness of their claim of incidence in light of the fact that they 

report that pre-operatively 41% of the sample had pain. This pain is 

unexplained as to the location and raises questions about whether these are 

in fact directly attributable to the treatment and not the condition itself or a co- 

morbid condition. However their finding was replicated by that of Bruce et al., 

(2012) who employed a sample of 338 women with breast cancer, and 

reported a 42% incidence of pre-operative ache, pain, discomfort altered 

sensation and numbness. Bruce et al., (2012) report that preoperative pain is 

a significant predictor of pain at rest and movement evoked pain in the first 

post-operative week. The follow-up to this study is on-going and should 

contribute further to this topic. The findings of preoperative pain raises 

questions as to the feasibility of establishing a treatment related incidence of 

pain in this population, it may suggest that the pain experienced is a 

combination of condition related and treatment related symptom provocation.

All of the eighteen cohorts have reported information on pain prevalence. 

These studies suggest that pain is still a prevalent after-effect of treatment 

and patients undergoing axillary dissection have poorer outcomes than 

patients with sentinel node biopsy; however the prevalence rates vary greatly. 

Two factors need to be considered when looking at prevalence rates. The 

first is the type of prevalence that is measured (which was not always stated
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in the present studies). The second factor is the question of who is in the 

population. This relates to the question of risk which may be affected by 

factors such as age, ethnicity etc. The reported findings in these studies 

relate to predominantly white, married females with a mix of educational 

background .There appears to be no information on pain post breast cancer 

surgery for male patients. Future studies need to specify what type of 

prevalence is being measured to enable comparison of results.

The timing of pain onset is usually associated with the event i.e. surgery. 

However, Ahmed et al., (2013) Tasmuth et al., (1996) and Peintinger et al., 

(2003) have shown that for some, pain predates surgery and for others it can 

begin at some time distant from the event. The findings of Arndt et al., (2006) 

and Baron et al., (2007) demonstrate the need to evaluate patients for pain 

presence at every follow-up meeting in order to identify those with pain of late 

onset. This recommendation is reinforced by the finding of Hickey et al., 

(2010); they discovered that the women with pain in their sample did not 

report the experience to any health professional. There is no information as 

to how many of these patients have had treatment for the pain experienced. 

The questioning of patients about pain presence after treatment needs 

careful consideration for future studies in terms of its value and relevance. It 

is noticeable in some studies that low levels of pain have been reported but 

much higher percentages report positively for tenderness and soreness. The 

definition of what constitutes pain needs to be based on a universally 

acceptable definition if results of any future studies are to be of any value. No 

information was provided as to what interventions, if any, were used in these 

cohorts.

While the frequency of phantom pain appears to decrease over time, the 

intensity of same does not. The cohort of Ahmed et al., (2013) report an 

intensity of 5.4 on the VAS which is considered as pain of moderate intensity, 

but clinically significant pain (Jensen et al., 2003, Forchheimer et al., 2011). 

However Forcheimer et al., (2011) (n=6096) warn of placing too much value 

on intensity ratings as they report incongruence between pain severity and 

interference in people, having found both low intensity and high impact and
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high intensity but low impact on daily activity. Pain severity can be 

categorized into groups that reflect pain interference. These groupings 

differentiate psychosocial well-being better than activity limitations 

(Forcheimer et al., 2011). Intensity ratings do not provide a comprehensive 

pain assessment, for which pain type, location, and interference are likely to 

be necessary. Hickey et al., (2010) utilised the McGill Pain Questionnaire and 

found that the Pain Rating Index generated by this instrument discriminated 

between those who went on to develop persistent pain and those who did not 

on the fifth post- operative day. The Visual Analogue Scale and the 

Numerical Rating Scale have been shown to have good psychometric 

properties but to compare the results both the patients in the studies and the 

readers of them need to be provided with both the anchors used and 

information on the type of pain measured e.g. average, least, worst pain at 

rest or pain on movement. It appears that no study reported pain on 

movement yet it is known that some of these patients are functionally 

challenged (Rietman et al., 2006).

Pain experienced post breast cancer surgery has frequently been referred to 

as neuropathic pain caused by damage to the intercostobrachial nerve. The 

most frequently reported descriptors are not terms usually associated with 

pain of neural origin i.e. tenderness and soreness. Information on the type of 

pain experienced needs to be identified in order to select appropriate 

treatment. Pain of neural origin may need to be treated with pharmacotherapy 

or neural modulation, pain of musculoskeletal origin may respond to 

physiotherapy intervention. The McGill Pain Questionnaire (MPQ) to some 

degree addresses the recommendations of Forcheimer et al., (2011); it is 

made up of descriptors that are rank ordered and cover four major categories 

to do with sensory, affective, evaluative and other miscellaneous aspects of 

the pain experienced (Forchheimer et al., 2011). The instrument should be 

utilised in future studies to tests its ability to identify those likely to go on to 

develop persistent pain. The rank value of each descriptor in the MPQ is 

based on the position in the word set and the sum of the rank values of the 

descriptors chosen make up the Pain Rating Index. The nature of the pain 

experienced after breast cancer is poorly explored with many assuming it is
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of neuropathic origin (Carpenter et al., 1998, Smith et al., 2011, Bruce et al., 

2012). Hickey et al (2010) provide a list of words used to describe the pain 

experienced; they are the third prospective study to include descriptors. 

There is no similarity between studies in relation to the words used and 

perhaps their value is best tested by assessing their ranking in the McGill 

Pain Questionnaire (MPQ).

Descriptors of pain are routinely sought as it is believed they may give an 

indication as to the cause of the pain. Physiotherapeutic assessments 

routinely gather both intensity and pain description for the establishment of a 

physiotherapeutic diagnosis. Nociceptive and neuropathic pain respond to 

different treatment, it is therefore important to be able to differentiate between 

pain types. Mystakidou et al., (2007) recognise that different descriptors are 

attributed to nociceptive and neuropathic pain but they point out that the 

predictive validity of each one has not been examined adequately. They 

undertook a study to compare cancer pain descriptors as measured from the 

MPQ in a sample of patients with advanced cancer to evaluate any significant 

link between quality of pain and type of pain. The sample included 186 

patients of these 37% report nociceptive pain, 54% neuropathic and 9% 

mixed. They found higher scores in the PRI -sensory categories in patients 

with neuropathic pain. Patients with nociceptive pain reported more intense 

pain than those with neuropathic pain. There were differences found in the 

terms selected. Pain described as “shooting”, “crushing”, “exhausting”, “and 

suffocating” and “piercing” were selected more often by those with 

nociceptive pain than those with neuropathic type pain, whereas “sharp”, 

“hurting”, “tiring” , “wretched” or “annoying” were selected more often by 

patients with neuropathic pain. The term “pricking” is almost three times more 

likely to be nociceptive pain than neuropathic and the term “annoying” is twice 

as likely to be nociceptive. The term “exhausting” on the other hand is 61% 

less likely to be nociceptive and more likely to be neuropathic. The last 

descriptor is one of the words chosen by the women in Hickey et al., (2010) 

and appears to be suggestive of neuropathic pain, the presence of which is 

not surprising considering the intercostobrachial nerve was not spared. 

Mystakidou et al., (2007) report their main finding patients with sensory type
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pain 6% less likely to have nociceptive pain than neuropathic (Mystakidou et 

al., 2007). Only some types of pain descriptors and sensory qualities might 

characterise the type of pain suggesting that it is still necessary to conduct 

sensory testing in order to establish the presence of neuropathic pain. Their 

study adds to the evidence that the MPQ is the instrument of choice in 

evaluating pain outcomes and contributes to the diagnosis of pain type upon 

which treatment decisions can be made. Future studies collecting information 

about the nature of the pain experienced should consider using utilise the 

MPQ.

The term “constant” may mean pain that is present all day or pain that is 

there every day and intermittent may mean pain that comes and goes 

throughout the day or on a weekly basis. Peintinger et al., (2003) are the only 

study to guide us as to what data was gathered in relation to the temporal 

aspects of pain experienced by patients. Studies demonstrate that the pain 

that is experienced for a very long time period. Baron et al., (2007) states that 

the biggest reduction in post treatment symptoms occurs between baseline 

and three months post-surgery, thereafter symptoms remain fairly constant. 

Ongoing pain can have wide ranging negative consequences on function and 

quality of life. In addition ongoing pain can negatively affect health. In a 

longitudinal study conducted over eight years on a general population 

(n=6,569), McFarlane et al.,(2001) found a twofold increase in mortality rate 

from cancer in patients with widespread chronic pain (Macfarlane et a!., 

2001). In a subsequent study, they explored the question of whether the 

presence of pain in a population who do not have cancer altered survival and 

concluded that in this population there was also a twofold increase in 

mortality. The association between the presence of pain and increased 

mortality rates were particularly strong for hormone related cancer (breast 

and prostate) (McBeth et al., 2003).

Information on what types of sensations patients can expect to experience 

post-surgery can be utilised in patient education programmes and may be 

useful in allaying patients’ fears. Pain descriptors may inform treatment 

choice and evaluations of interventions used, however, more information is
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needed on the nature of the pain experienced. The McGill Pain Questionnaire 

has well known psychometric properties and is translated into many different 

languages is a robust measure to determine the nature of pain. The impact 

that pain which continues after treatment has on a patient’s life has not been 

explored in terms of locations in which it is experienced, how it affects 

function, activities and participation. Unless these factors are known there will 

be no clear basis for referral for intervention or assessment of its efficacy.

1.9 Strengths and weaknesses of the review

This is the first systematic review to examine what is known regarding pain 

that is experienced by patients after breast cancer treatment derived from 

prospective studies. The review explored the range of aspects of the pain 

experience and demonstrated the complexity of the problem facing the 

researchers. The exploration of the literature demonstrated that there are 

several assumptions and expectations about the level of pain experienced 

that are not supported by research such as patient expectation that pain will 

resolve with time or that patients would report a symptom if present. There is 

an expectation that if pain does resolve it should not return but several 

studies concerning phantom breast pain report that it may. The weakness of 

the review is that despite much research there is relatively little to guide 

clinical practice. It may be a weakness to inspect a symptom in isolation as its 

relevance maybe more appropriately examined by assessing the impact it 

has on function and other areas of life.

The researcher used an extensive search string and searched multiple 

databases in an attempt to identify all relevant articles. In addition, the 

reference lists of relevant articles were examined. While every attempt was 

made to identify relevant articles, it is possible that an article was missed. In 

addition, the methodological quality of the studies was assessed by two 

reviewers using validated measures of quality assessment. However, the 

quality of the evidence is variable and the heterogeneity of the findings 

makes it difficult to draw any robust conclusions. However, the review 

highlights a number of areas that warrant further research. These are 

considered in the next section.
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1.10 Future research

The topic of pain following treatment needs further research as information on 

several aspects of pain experienced are based on the experience of very few 

women. Further studies that involve large multi-centre prospective cohort 

studies are needed. Future studies need to utilise clear definitions and robust 

measures of pain such as the McGill Pain Questionnaire or other 

standardised outcome measures. Participants need to be screened for pre

surgery pain and its presence and prevalence explored. More attention needs 

to be given to ensuring sound methodology as more recently published 

studies scored less on the quality scoring utilised. There is a need for more 

long term follow-up and exploration of the impact of pain on activity and 

participation. Finally there is a need for further study to establish the most 

effective timing and input of the allied health professionals in the 

management of, and intervention for pain in this population.

1.11 Conclusion

Prospective studies conducted to date confirm that pain post breast cancer is 

a prevalent and long term problem. Despite much research, relatively little is 

known about the characteristics of the pain experienced. Patients report pain 

in several locations. It is not known which anatomical location is most 

problematic for the patient. The nature, aggravating and easing factors of the 

pain experienced have not been adequately explored. There is a need for 

further studies with terminology more clearly defined. Patients need to be 

evaluated for pain preoperatively and its cause explored. Incidence has yet to 

be established and the relationship between pain experienced in terms of 

intensity, quality, location and functional limitations need to be explored. This 

data could inform criteria for referral for intervention and assessment thereof.
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1.12 Summary of Chapter One

The overall aim of this study was to identify the types of pain experienced by 

women following treatment for breast cancer that may benefit from 

rehabilitation. Many residual treatment effects have been identified and one 

of these of particular interest is pain experienced following treatment. 

Physiotherapy has been shown to be effective in the alleviation of many 

treatment related sequelae but there is limited information regarding the 

effectiveness in relation to pain outcomes. On examination of the literature 

describing the pain experienced it became apparent that the available 

evidence was based mainly on retrospective studies. It was decided to 

conduct a systematic review to determine the current state of knowledge of 

the topic. The review was conducted and subsequently published. More 

recently published work was identified and discussed. There remains a gap in 

the literature with regard to the locations in which pain is experienced, the 

impact of the pain on function or activities of daily living. The next chapter 

describes the study undertaken to address some of these issues.
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CHAPTER TWO 

MIXED METHODOLOGY STUDY: RATIONALE AND STUDY

DESIGN

2.1 Introduction

The systematic review described in chapter one identified a number of 

areas that warrant further research around pain experienced after treatment 

for breast cancer. Much remains unknown in relation to the nociceptive 

sensation itself and the impact that it has on functional activity. This chapter 

will describe the next step in the research and the factors that led to its 

development. To that end it will:

• review the gaps associated with research findings to date

• summarise the perceptions and needs to women with breast cancer

• present the structure of the International Classification of 

Functioning, Disability and Health (ICF) and provide an explanation 

as to why it may overcome the problems of existing instruments

• describe the IRC Core Sets for breast cancer and their development

• present the Comprehensive Core set for breast cancer

• describe the validation processes of Core Sets to date

• describe how the Core Sets have been utilised in the clinical setting

• frame the current study in the context of the gap in the literature.

• Finally, the author will broadly describe the design of the ICF 

validation study using a mixed methodology in terms of aims and 

objectives and considerations that are required for each aspect of the 

study.

2.2 Research findings to date

Breast cancer is probably the most researched of the cancers, yet, there 

remains poor insight into overall treatment outcomes and little is known 

about the impact of treatment on activity and participation. Contextual 

factors and the role they play in either helping or hindering the individual 

cope with residual treatment effects have remain uncharted. The course of 

recovery following treatment has not been explored. The focus of research
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has been on how to increase survival and the successes achieved in this 

arena have resulted in an ever growing population with unmet needs 

(Schmitz et al., 2012). Several longitudinal studies have been conducted but 

their focus has been either on the prevalence of a few selected symptoms 

or on global measures of quality of life which, while informative in relation to 

the overall impact of the condition, do not inform how the impact affects 

daily life (Zucca et al., 2012, Baron et al., 2007). There remains a dearth of 

research describing the impact of treatment on the lives of breast cancer 

survivors in terms of interference with functioning, activity and participation. 

Such information is required to identify the needs of this ever growing 

population. Without this information the needs cannot be understood and 

any development of intervention programmes is likely to proceed with little 

empirical direction.

Many research instruments exist that have been specifically developed for 

and validated on women who have had breast cancer, yet many authors are 

not satisfied with the utility of the research findings (Poole and Fallov\/field, 

2002, Ganz et al., 2004, Kirkova et al., 2006). Ganz et al., (2004) concur 

that the overall treatment outcome remains largely unknown and it has been 

their experience that many survivors report being unprepared for on-going 

treatment effects. Ganz et al., (2004) make the point that while the research 

has identified and measured symptoms in a valid and reliable fashion, it 

remains unclear which symptoms warrant being monitored and which do 

not. Fallowfield (2002) highlights that while research focusing on quality of 

life of patients, provides information about the impact that breast cancer has 

on a patient’s physical, functional, social and emotional well-being, they do 

not guide decisions about which treatment or what warrants treatment 

(Fallowfield, 2002).

Kirkova et al., (2006) conducted a systematic review of assessment 

instruments used to evaluate people with cancer. They identified twenty one 

instruments available for use. Of these, sixteen were designed for persons 

receiving anti-cancer treatments and the rest assessed anti-cancer 

treatment related effects. Instruments differed in number and type of 

symptoms included, pain, fatigue and anorexia were almost universally

54



included The Symptom Experience Scale was also included (Given et al., 

2002). Some instruments assessed treatment specific symptoms such as 

the Oncology Treatment Toxicity Assessment Tool (OTTAT) (Youngblood et 

al., 1994) and the Worthing Chemotherapy Questionnaire (Sitzia et al., 

1997). Most instruments were designed for self-assessment or assisted self- 

assessment. The Pain and Symptom Assessment Record (PSAR) was an 

observer conducted interview (Bouvette et al., 2002). Interviewer 

assessment scales included the Symptom Distress Scale (SDS) (McCorkle 

and Young, 1978) and the Anderson Symptom Inventory (MDASI) (Cleeland 

et al., 2000). Other instruments did not involve symptoms such as POMS 

(Profile of Mood States) which was developed for psychiatric patients but 

validated in cancer (McNair et al., 1992). Numerical and verbal scales were 

equally represented. Visual analogue scales were used less frequently. 

Instruments varied in symptom content and extent of psychometric 

evaluation. Some symptom instruments have diverse uses such as 

measuring quality of life (the Revised Rotterdam Symptom checklist 

(Watson et al., 1992) or the SDS (Peruselli et al., 1993). Others assessed 

patient function and problems with daily activities such as the European 

Organisation for Research and Treatment in Cancer Quality of Life 

Questionnaire C30 (Aaronson et al., 1993).

Having evaluated all of the instruments, the authors concluded that none of 

the existing instruments were ideal, partially because cancer symptom 

assessment is complex and none of the instruments capture the complexity. 

They state that further research is necessary utilising prospective trials to 

identify the best instrument for routine assessment. Kirkova et al., (2006) 

point out that the current lack of a common framework and established 

language for describing disability in patients following treatment for breast 

cancer contribute to the difficulty in interpretation and utilisation of research 

findings to enhance the service delivery and possibly reduce or prevent 

onset of disability. Several authors have called for careful consideration to 

be given to future selection of outcome measures suggesting instruments 

used to date have fallen short in some aspects (Donovan et al., 2008, Ganz 

et al., 2004, Fallowfield, 2002). Donovan and colleagues (2008) identify two

major limitations to the existing set of instruments; they either focus on the
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multidimensional nature of a single symptom or they focus on a multitude of 

symptoms with limited dimensional assessment of any one symptom.

The importance of a multidimensional, multi-symptom approach has been 

emphasised across health care disciplines (Dodd et al., 2001, Cleeland et 

al., 2000).The ideal instrument is one which crosses professional 

boundaries and is interpretable by all. The question of which dimensions are 

most relevant to assess remains unclear (Donovan et al., 2008). An obvious 

reason for this is that the range of aspects of health affected has not been 

explored. There is a need to move from simple correlation of physical 

symptoms and quality of life to include a measure that gives an insight into 

the impact of the condition on function and participation. Poole and 

Fallowfied (2002) give an example of the kind of information that is 

unavailable by highlighting that it is unclear whether surgery to the dominant 

side has greater impact on the individual because of dependence on the 

limb for activities or whether recovery is enhanced through the drive to use 

the affected limb (Poole and Fallov\/field, 2002). Environmental factors or 

contextual factors that may influence the degree of disability experienced 

are poorly represented in any of the available instruments. None of the 

existing tools address all aspects of function, disability and participation in 

patients with breast cancer.

Difficulties encountered by women post treatment are not confined to 

physical functioning but include psychological /emotional and socio

economic problems (Round et al., 2006). Questions regarding the impact of 

treatment on emotional, social and occupational functioning remain largely 

unexplored. Pain, regardless of its origin, may impact on function, social 

obligations and work obligations (Collins et al., 2004). Another important 

aspect of the experience of pain post breast cancer is that it may be 

experienced as part of a symptom cluster, such as fatigue, depression and 

pain (Daley et al., 2007, Markes et al., 2008). Several clusters have been 

identified but it is not known which symptom grouping is the most relevant 

and whether treating one has a ‘knock on effect’ on others. This highlights 

the need to examine the total health experience rather than focusing on pain 

alone so that the impact of treatment may be understood.
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Many authors have identified the need for more evidence to guide patient 

management (Cheviile and Tchou, 2007, Miedema et al., 2008, Ganz et al., 

2009). Cheng et al., (2005) claim there is a need to not only monitor 

symptom occurrence but also intensity and distress in order to get an 

understanding of the symptom burden (Cheng et al., 2005). This raised the 

question about which dimensions should be measured and can only be 

accurately determined when all relevant dimensions are identified. 

Therefore, while pain was the starting point in this dissertation, it is evident 

that it cannot be considered in isolation. It is more appropriate that pain is 

considered in combination with its impact on function and activity. The 

combination of symptom prevalence and interference with functioning and 

participation provides a more comprehensive snapshot of the specific 

impact of the illness than measures of individual symptoms. A tool that 

captures this information may be best suited to the evaluation of treatment 

outcome.

2.3 Perceptions and needs of women with breast cancer

Bender et al., (2008) reported that women with breast cancer would like to 

know what to expect in relation to treatment side effects and recovery 

timeframes. Study participants explained that knowing what to expect would 

decrease the anxiety (Bender et al., 2008). Women reported that any new or 

unexpected symptom evoked fear and anxiety. Oncology clinicians prepare 

patients for treatment and associated toxicities associated with treatment 

but not for the after effects and how these can be managed (Ganz, 2005). 

Patients are often told that it takes about as much time to get over treatment 

as it does to receive it but this is not supported by evidence and so relatively 

little is known about the progress of rehabilitation (Ganz et al., 2004). In a 

qualitative study of breast cancer survivors (n=558), the women reported 

that the post treatment difficulties increased the burden of every day 

responsibilities and served as a constant reminder of their illness (Collins et 

al., 2004). They reported that recovery took longer than expected by either 

their physicians or themselves. While in hospital, many had been advised 

about shoulder mobility exercises by physiotherapists. Post discharge
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patients were unaware of how remaining or developing problems could be 

further helped by physiotherapy. Comments arose about how the women 

did not believe initially that exercises were necessary to return to pre

surgery health, but after attending a physiotherapist they realised the need 

to build strength. Some comments made included, “That is something your 

doctor doesn’t tell you though, about going to physio and you should. It 

really helps you” (Collins et al., 2004).

The morbidities associated with breast cancer treatment include problems of 

the musculoskeletal system which may be helped with physiotherapy. 

Confining contact with the physiotherapist to the immediate postoperative 

phase, currently normal practice, is probably not optimal intervention. 

Knowledge of normal progress throughout the recovery phase would assist 

in the development of treatment algorithms to best suit the needs of this 

population (Cheville and Tchou, 2007).

Lack of information as to what the normal progress of recovery may delay 

the identification of patients in need of early intervention and contribute to 

the development of chronic symptoms. Bender et al., (2008) demonstrated 

that most patients would like to know what to expect from treatment in the 

post-operative phase, especially with regard to pain. They report that 

patients seemed to be under the impression that pain follows a predictable 

course. Participants (n=18) considered normal pain to be that which was 

experienced by “others”. Many patients expressed fear that their pain and 

related disability would worsen with time and interfere with their quality of 

life indefinitely. While much is known about the quality of life of patients 

following breast cancer treatment, little is known about physical function and 

whether disparities exist in patients related to lack of referral to post

operative rehabilitation services.

The course and duration of recovery post cancer treatment has not been 

studied. If known it may serve to alleviate worry and assist in helping 

patients plan for return to pre-cancer roles and responsibilities. It may also 

assist in identifying those in need of rehabilitative intervention. An 

assessment of the total health experience would provide information so that
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the impact of treatment may be understood. Knowledge of the process of 

recovery following treatment for breast cancer could guide patient 

management decisions and assist in the generation of guidelines for timely 

referral for rehabilitation. However prior to mapping the recovery process it 

is necessary to identify all aspects of health that are affected by breast 

cancer and its treatment. The identification of all aspects of health affected 

formed the next stage in the research process. The instrument best suited 

to such an exercise must overcome the limitations of existing instruments in 

that it must capture the impact of the condition on function, activity and 

participation.

2.4 The International Classification of Functioning, Disability and 

Health (iCF)

The need to systematically assess symptoms and limitations of functioning 

for women with breast cancer for clinical decision making, development of 

health policy and management of this population is reflected in the large 

number of measures that have been developed. Many of the measures 

typically cover selected aspects of the whole health experience. Often, 

direct comparison of the frequency of occurrence of symptoms across 

studies is not possible due to lack of clarity in definitions of variables or 

inclusion criteria. These research problems are not condition specific and 

were recognised by the World Health Organisation and others, as problems 

that need to be tackled if interpretability and utility research findings are to 

be increased. To that end, the International Classification of Functioning, 

Disability and Health known as the ICF was developed with an aim of 

overcoming many of the shortfalls previously mentioned by providing a 

unified and standard language and framework for the description of health. 

The ICF (2001) was developed by the World Health Organisation as a 

standardised method in which communication about health and health care 

can occur between the professions, populations and the health care 

systems(World Health Organisation ,2001).
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2.4.1 Structure o f the ICF

The ICF (2001) is a classification system that contains over 1,400 

categories. The classification system was developed in a worldwide 

consensus process and it is intended that it may become the generally 

accepted framework to describe heath and functioning. All member states of 

WHO have been called on to implement the ICF(2001) in multiple sectors 

but prior to usage it is recognised that it needs to be tailored to suit both the 

patient group and intended purpose(WHO and 2001) .

The ICF appears to provide a promising opportunity to comprehensively 

describe and assess the patient experience. It has the capacity to identify 

the functional impairments and activity limitations most relevant for 

assessment, therapy and the patient. As a comprehensive conceptual 

framework and a unified standardized language the ICF can describe health 

and health related states, both at the individual, as well as at population 

levels. It establishes the basis for a more comprehensive description of the 

experience of patients suffering from a determined disease than any 

previously existing instrument. The ICF is based upon a bio- psychosocial 

perspective, which aims to integrate different perspectives of health into one 

unified and coherent view. It is a system that is flexible enough to identify 

the need of the individual. The focus of the ICF is on impact of any health 

condition rather than purely on symptoms. The system is divided into four 

components of health: Body Functions, Body Structures, Activities and 

Participation and Environmental Factors. Currently consideration is being 

given to the development and inclusion of Personal Factors. Figure 2.1 

displays the bio psychosocial model on which the ICF is based. The model 

is based on the recognition that response to a health condition and its 

treatment is complex and many aspects impact on how an individual will 

respond to alterations in health status.
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Health Condition

Body Functions 

and Structures
Activities Participation

t t

Environmental Factors Personal Factors

Figure 2.1 The bio psychosocial model upon which the ICF is based

2.4.2 Categories o f health in the ICF

Each category of health contained in the ICF is assigned a code which 

comprises of a letter that refers to the components of the classification {b\ 

Body Functions', s: Body Structures] d; Activities and Participation and e; 

Environmental Factors) and is followed by a numeric code starting with the 

chapter number (one digit), followed by the so-called 2nd level (two digits) 

and the 3rd and 4th levels (one digit each). All ICF categories are 

accompanied by definitions, examples, inclusion, and exclusion criteria. A 

sample of components from each classification is presented in table 2.1.
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ICF Code* and title, definition inclusions and exclusions 

Code and Title: b130 Energy and drive functions

Definition: General mental functions of physiological and psychological 

mechanisms that cause the individual to move towards satisfying specific 

needs and general goals in a persistent manner.

Inclusions: functions o f energy level, motivation, appetite, craving ( 

including craving for substances that can be abused), and impulse control 

Exclusions: consciousness functions (b110): temperament and personality 

functions (b126): sleep functions (b134): psychomotor functions (b147): 

emotional functions (b152).

Code and Title: s6302 Structure o f breast and nipple

Inclusions: change in structure, absence, aberrant dimensions,

accumulation o f fluid

Code and Title: d450 Walking

Definition: Moving along a surface on foot, step by step, so that one foot is 

always on the ground, such as when strolling, sauntering, walking forwards, 

backwards or sideways

Inclusions: walking short or long distances; walking on different surfaces, 

walking around obstacles

Exclusions: transferring oneself (d420): moving around(d455)

Code and Title: e1101 Drugs

Definition: Any natural or human-made object or substance gathered, 

processed or manufactured for medicinal purposes, such as allopathic and 

naturopathic medication.

Inclusions: Food and drugs

*the letter b refers to body functions, s: to body structures, d: to activities and participation,

and e: to environmental factors

Table 2.1 Categories of health in the ICF

The ICF categories are organised within a hierarchically nested structure. 

Consequently, a lower level category shares the higher level category of 

which it is a member, i.e., the use of a lower level (more detailed) category 

automatically implies that the higher level category is applicable, but not the
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reverse. For instance if a person has pain in their neck (b28010) we know 

they have the sensation of pain plus we know the location because of the 

former they satisfy the requirement to belong to category b2. However, if all 

we know about someone is that they have pain (an alteration in the category 

b2-sensory function and pain) we cannot determine the anatomical location 

of the experience. Table 2.2 displays an example of this structure.

b Body Functions (ICF component) 

b2 Sensory functions and pain (1st level = ICF chapter) 

b280 Sensation o f pain (2nd level ICF category) 

b2801 Pain in body part (3rd level ICF category) 

b28010 Pain in head and neck (4th level ICF category

Table 2.2 Examples of ICF coding and hierarchical structure

The ICF has been accepted by the 54th World Health Assembly as one of 

the WHO Family of International Classifications which confers global and 

recognition and acceptance (WHO, 2001). The potential uses of the ICF are 

numerous. The ICF is not only an etiologically neutral framework, but a 

globally adapted language and a classification to describe functioning both 

on the individual and the population levels and from both the patient 

perspective and that of the health professionals. The ICF is a multipurpose 

flexible tool suitable for use to describe health in individuals or groups, 

comparing different health conditions, persons, defined groups, time points, 

countries, and health care systems. It represents a useful common platform 

to communicate in a multi-professional team, between different departments 

or facilities, between clinicians and scientists, politicians, decision-makers, 

and not least, to communicate with patients (Stucki and SigI, 2003, Stucki et 

al., 2003, Cieza et al., 2002). It can also be used to aggregate information, 

e.g. for health reporting purposes, public health information systems and 

epidemiology, to facilitate building the necessary evidence basis for 

individual clinical, population-based institutional, or political decisions 

(Lollar, 2002). More recent users state that the ICF enhances patient 

management, intervention design and the reporting of health. It also enables
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us to distinguish severity of disease from its impacts (Kostanjsek et al., 

2011, Bagraith et al., 2013).

2.5 ICF Core Sets

Early use of the ICF in clinical situations demonstrated that the number of 

categories contained within made it a difficult tool to use in the clinical 

situation. This prompted the identification of subsets of categories that were 

condition specific. These subsets were called Core Sets and they were 

initially identified for 12 chronic health conditions; chronic widespread pain, 

low back pain, osteoarthritis, osteoporosis, rheumatoid arthritis, chronic 

ischaemic heart disease, diabetes mellitus, obesity, obstructive pulmonary 

disease, breast cancer, depression and stroke (Cieza et al., 2004). It is 

reported that, for each of the 12 health conditions, a systematic review of 

the literature was conducted in addition to other empirical data gathering 

exercises and the results of which were presented to the professionals 

involved in each of the conditions and the expert opinions of the 

professionals were then incorporated into the decision making process 

(Brach et al., 2004). Health professionals from different countries and 

backgrounds were then gathered using the Delphi process. The 

development of the Core Set for breast cancer involved nineteen experts 

from five countries. The professionals involved were seven physical 

medicine physicians, four physiotherapists two occupational therapists one 

psychologist, one nurse and one epidemiologist. The decision making 

process involved three working groups. The final agreement on items 

included was achieved at a consensus conference.

Development of Core Sets for a much larger range of conditions continues.

2.6. The Core Set for breast cancer

The process of identification of the Core Set for patients with breast cancer 

was found to be challenging as a result of the wide range of problems 

experienced by this population (Brach et al., 2004). It was developed with 

the intention of avoiding the inclusion of co-morbidities or treatment specific 

effects. However it was recognised that it is not possible to separate the 

treatment effects as every patient is treated. It is notable that these Core 

Sets were developed only taking into account surgery and radiation
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treatment. When the Core Sets were identified, two lists were identified 

Comprehensive Core Set and a Brief Core Set. The Comprehensive Core 

Set was designed to represent the entire range of categories of pertinent to 

women with breast cancer. The Brief Core Set is a subset identified for 

clinical use, the methodology employed to identify the subset has not been 

described nor its relevance tested to date. The Core Set of interest in this 

study is the Comprehensive Core Set.

The Comprehensive Core Set is intended to reflect the most relevant 

associated with having breast cancer. It contains eighty 80 categories (73 

second-level and 7 third-level categories) with 26 categories from the 

component body functions, 9 from body structures, 22 from activities and 

participation, and 23 from environmental factors.

Brief core Sets have been developed and are intended to be the minimally 

sufficient data set to be used in clinical practice (Grill and Stucki, 2011). A 

recent systematic review of Core Sets report an average of 92.5 items in the 

Comprehensive Core Sets (Yen et al., 2013). Therefore in the context of the 

other conditions, the comprehensive Core Set for breast cancer is one of 

the shortest developed.

2.6.1 Variations to the ICF Core Set for breast cancer 

Variations to the Comprehensive Core Set for breast cancer have been 

derived. The Brief ICF Core Set includes a total of 40 second-level 

categories with 11 on body functions, 5 on body structures, 11 on activities 

and participation, and 13 on environmental factors. The developers point out 

that this is only the first version and only recommended for validation or pilot 

studies (Brach et al., 2004). Therefore this study is only focused on the 

Comprehensive Core set for breast cancer. Table 2.3 displays the 

Comprehensive Core Set for breast cancer. The items contained in the Brief 

Core Set are highlighted in bold font.
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Comprehensive Core Set for Breast Cancer

Body Functions d445 Hand and arm use

bl26 Temperament and Personality functions dSlO Washing oneself

bl30 Energy and drive functions d520 Caring for body parts

bl34 Sleep d530 Toileting

bl52 Emotional functions d540 Dressing

bl80 Experience of self and time function d550 Eating

bl801 Body image d560 Drinking

b265 Touch function d570 Looking after one's health

b280 Pain d620 Acquisition of goods and services

b2801 Pain in body part d630 Preparation of meals (cooking etc.)

b435 Immunological d640 Doing housev\/ork

b4352 Functions of the lymphatic vessels d650 Caring for household objects

b4353 Function of the lymph nodes d660 Assisting others

b455 Exercise tolerance functions d720 Complex interpersonal interactions

b530 Weight maintenance functions d750 Informal social relationships

b640 Sexual functions d760 Family relationships

b650 Menstruation functions d770 Intimate relationships

b660 Procreation functions d850 Remunerative employment

b670 Sensations associated with genital d920 Recreation and leisure



and reproductive functions

b710 iVlobility of jo int Environmental Factors

b720 Mobility of bone functions ellO  For personal consumption (food, medicines)

b730 Muscle power e ll5  For personal use in daily living

b740 Muscle endurance functions el65 Assets

b780 Sensations related to muscle and movement functions e225 Climate

bSlO Protective functions of the skin eSlO Immediate family

b820 Repair functions of the skin e315 Extended family

bS40 Sensation related to the skin 6320 Friends

Body Structures e325 Acquaintances, peers, colleagues, neighbours and community members

s420 Structure of the immune system eS40 Personal care providers, personal assistants

s4200 Structure of lymphatic vessels e355 Health professionals

s4201 Structure of lymphatic nodes 8410 Individual attitudes of immediate family members

$630 Structure of reproductive system e415 Individual attitudes of extended family members

s6302 Structure of breast and nipple e420 Individual attitudes of friends

s720 Shoulder region e440 Individual attitudes of personal care providers and personal assistants

s730 Upper extremity (arm, hand) e450 Individual attitudes of health professionals

s760 Trunk e465 Social norms, practices and ideologies
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s810 Structure o f areas o f skin e540 Transportation services, systems and policies

Activities and Participation e555 Associations and organisational services, systems and policies

d l7 7  Making decisions e570 Social security, services, systems and policies

d230 Carrying out daily routine e575 General social support services, systems and policies

d240 Handling stress and o ther psychological demands 6580 Health services, systems and policies

d430 Lifting and carrying objects 6590  Labour and em ploym ent services, systems and policies

Table 2.3 Comprehensive Core Set for breast cancer (with Brief Core Set highlighted In black font)



2.6.2 Limitations o f the Core Set

The development of Core Sets has been an important first step towards 

developing and international classification system which may, be used to 

identify the breadth of aspects of health affected by treatment which has not 

previously been achieved. The Core Set has an ability not only to identify 

symptoms, but possibly more importantly, it can capture how a condition 

impacts on function, structure and participation. However, there are 

limitations to using the methodology applied in the development of the 

Comprehensive Core Set as the results of any consensus process may differ 

with different groups of experts. Therefore validation studies are needed from 

the perspectives of different professions, across different populations and in 

different countries. All of the Core Sets have been developed in absence of 

any direct involvement of any patient group. It is vital to capture the 

perspective of the population with the condition of interest if a patient centred 

health system is desired. It is notable that these Core Sets have been 

developed in absence of any direct involvement of the patient group, thus 

there is a need to validate the Core Sets from the perspective of women who 

have experienced the condition.

2.7 Validation of Core Sets

The Core Sets for the 12 chronic conditions have undergone a series of 

validation studies. A recent literature search (August 2013) identified 42 

published studies that attempted to validate the ICF Core Sets. The search 

terms “ICF validation” and Core Set validation” was entered into PubMed, 

CINAHL and Scopus, a search of the ICF research branch web page was 

also conducted (http:/www.icf-research-branch.org/). The Core Sets covered 

by the 42 studies include those for; stroke (n=7), rheumatoid arthritis (n=6), 

osteoarthritis (n=5), low back pain (n=3), post-acute rehabilitation setting 

(n=3),diabetes mellitus (n=3), multiple sclerosis (n=3), head and neck cancer 

(n=2), spinal injury (n=2), chronic obstructive pulmonary disease (n=1), 

widespread pain (n=1), psychiatric disorders (n=1), acute hospital setting 

(n=1), osteoporosis (n=1), conditions of the hand (n=1) neuromuscular 

disease (n=1), and a partial validation of the Core Set for breast cancer (n=1).
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The descriptive characteristics of these studies are contained in Appendix 

2 . 1 .

2.7.1 Early validation o f Core Sets

The purpose of validation studies is to establish whether or not the items 

contained in the Core Sets meet the requirement of the intended population. 

Most of the studies conducted are content validity studies. Content validity 

exists if a measure is composed of a comprehensive sample of items that 

completely assesses the domains of interest for a particular population (Finch 

et al., 2002). The Core Sets have received a reasonable amount of attention 

as reflected in the number of published studies. The published studies reflect 

the need to test the content a priori to ensure that no important item is 

omitted for the intended use. Thus far, a range of Core Sets have been tested 

in relation to v\/hether they to suit the specific needs of populations for which 

they were designed, professions who treat the populations in question, health 

care settings in which interventions are delivered, or to ensure the entire 

range of aspects of health altered with a condition are captured. The 

validation studies conducted to date have addressed one of these four 

perspectives. To date, 42 validation studies have been conducted to validate 

different components of the Core Sets.

The first validation study published was in 2006 (Coenen et al., 2006). These 

authors conducted study to test the content validity of the ICF Core Set for 

rheumatoid arthritis from the patient perspective using focus groups. The 

study of Coenen et al., (2006) was of particular interest as it involved 

capturing the perspective of patients and addressed issues concerning the 

best focus group methodology to be employed. It was the first validation 

study to involve the population for which the Core Set had been generated. 

Forty nine patients with rheumatoid arthritis were involved. Two types of 

focus group approaches were used. The first approach involved an open 

approach where patients were asked what problems they had in the area of 

functioning, structures, activities etc. The second approach used the chapter 

headings from the ICF Core Set as topic guides within a power point 

presentation. A total of ten focus groups were conducted, five using each
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approach. Results confirmed 65 out of 76 categories using the open 

approach and 71 out of 76 categories using the ICF approach. Sixty six 

additional categories not included in the current version of the ICF were 

identified. The relevance of the additional categories identified needs further 

testing. The authors reported that the ICF based approach was the preferred 

method as it enabled some relevant issues that were of a sensitive nature to 

be raised that did not emerge in the open approach. They concluded that the 

focus group was a highly useful method to validate the ICF core set for RA 

from the patient perspective.

Nineteen studies (43% of the validation studies to date) were concerned with 

validation from the perspective of the health professionals involved and asked 

whether the Core Set reflected the practice of the different professions in 

relation to the population of interest (Kirchberger et al., 2009, Kirchberger et 

al., 2008, Rauch et al., 2009, Alguren et al., 2010, Glassel et al., 2010, 

Lemberg et al., 2010, Glassel et al., 2011, Bossmann et al., 2011, Herrmann 

et al., 2011b, Herrmann et al., 201 la , Kirschneck et al., 2011, Koehler et al., 

2011, Berno et al., 2012, Conrad et al., 2012b, Conrad et al., 2012a, Leib et 

al., 2012, Jobst et al., 2013, Glocker et al., 2013). The methodology utilised in 

these studies was the three round Delphi technique of survey. The Delphi 

approach involves gathering and re-circulating answers from a panel of 

experts in a number of rounds, in this case three rounds. After each round, a 

facilitator provides an anonymous summary of the experts’ forecasts from the 

previous round as well as the reasons they provided for their judgments. 

Thus, experts are offered the opportunity to revise their earlier answers in 

light of the replies of other members of their panel (Dalkey, 1972). Most studies 

used a criterion of >75% consensus as a requirement for inclusion of a 

category within the Core Set. Cohen’s Kappa was also used to assess 

agreement. All studies confirmed the contents of the ICF Core Sets and 

identified further items for consideration in subsequent iterations.

Twelve studies (27% of the validation studies to date) tested criterion validity 

and concurrently compared the findings with those of previously validated
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instruments (Grill and Stucki, 2011, Xie et al., 2007, Xie et al., 2008, Bautz- 

Holter et a!., 2008, Roe et al., 2009, Abdullah et al., 2011, Kurtais et al., 2011, 

Tschiesner et al., 2011, Awad and Alghadir, 2013, Balestrieri et a!., 2013, Bos 

et al., 2013, Oberhauser et al., 2013). Frequency analysis and Spearman 

correlations were used between instruments. These studies also confirmed 

construct and content validity. Several of these studies reported in their 

findings that the ICF was broader in the range of aspects of health included 

than the instruments utilised for comparison (Grill et al., 2006, Tschiesner et 

al., 2011, Bos eta l., 2013).

A small number (n=5, 11.3%) of validation studies focused on factors 

associated with the health care setting. These also confirmed the relevance 

of the items included and identified additional items. Methodologies involved 

data extraction from charts and absolute and relative frequencies at baseline 

and endpoint of treatment being determined, a cut off of < 5% was used, any 

item below this was deemed not relevant (Grill et al., 2006, Grill and Stucki, 

2011, Muller et al., 2011b, Muller et al., 2011a, Stier-Jarmer et al., 2011). 

Nine studies (20%) were conducted to validate the Core Sets from the 

perspective of the population with the condition, four of which used a focus 

group methodology (Coenen et al., 2006, Hieblinger et al., 2009, Kirchberger 

et al., 2009, Glassel et al., 2012). Two addition studies conducted user 

surveys (Khan et al., 2012b, Glassel et al., 2013), and three studies used 

patient interview (Kus et al., 2011, Kus et al., 2012). These also confirmed 

the content validity of included items with additional items being identified as 

relevant to the patient groupings studied. The study by Kahn et al., (2012) 

tested the relevance and completeness of the comprehensive Core set for 

Breast cancer (Khan et al., 2012a). It appears however that it was a partial 

validation study as it only included items from the activities and participation 

and environmental factors. Thus, it remains that this current study is the only 

one to address the content validity of Core Set for breast cancer in its 

entirety.
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2.8 Summary of the validation studies

The methodologies used to validate the Core Sets varied but there were 

similarities in approach linked into the aspect from which the Core Set was 

being evaluated. The most popular method used was the three rounds Delphi 

technique which was employed in 19 studies conducted to validate the Core 

Sets from the perspective of the professionals. The methodology employed to 

test the Core Sets from the perspective of the patients varied but and 

included qualitative data gathering in the form of focus groups and patient 

interview and others used quantitative methodology in the form of a postal 

survey.

The output of all of the validation studies is remarkably similar; all confirm the 

relevance of the categories included in the Core Set tested and almost all 

identified categories that were missing. Most of the published studies 

involved small numbers involved thus the relevance of the additional items 

identified cannot be determined without further testing on larger numbers, 

other populations and in other settings. The identification of new items by 

most studies suggests that while the items contained within the Core Sets 

appear relevant they are incomplete. None of the studies published to date 

have tested the relevance of any of the newly identified items and therefore 

their relevance remains to be proven. The content of the Core Sets need to 

reflect the needs of the population for which it is designed. Identification of 

the total range of aspects pertinent to the population of women who have had 

breast cancer is of utmost importance if we are to have an understanding of 

the total impact of the experience and the recovery trajectory.

2.9 Utility of the Core Sets

The ICF has received considerable attention possibly because its complex 

person- environment design addresses what is at the heart of rehabilitation. 

The instrument acknowledges that aspects of health that warrant 

rehabilitation are not solely a product of a patient’s condition but are impacted 

by other contextual factors. Since their development, there has been 

considerable activity in the area of validating the Core Sets for the 12 chronic
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conditions identified and described in the preceding section. Following on 

from that, there has been some research activity that has started to explore 

the utility of the Core Sets.

At service provision level, the utilisation of the ICF categories in online patient 

databases has been found to enhance information retrieval and enable easier 

analysis of service demands and delivery (Sundar et a!., 2008). At the level of 

professional-patient interface, Lohmann et al.,(2011) suggested that the Core 

Sets may be useful in setting treatment goals and measuring the 

effectiveness of interventions by means of goal attainment. In the context of 

physiotherapy, interventions are generally designed around the ongoing 

assessment of patient needs and goals. Rehabilitation goals are designed 

around “future states that are desired or expected” (Lohmann et al., 2011). 

Lohmann et al., (2011) found that the goals set by patients were most 

frequently identified with ‘activities and participation’ categories. Categories 

within the Core Sets acted as a prompt for the physiotherapist to use in order 

for the patient to specify a goal enabling patient therapist collaboration and 

ensuring that intervention addresses the patients. Lohmann et al., (2011) 

found the Core Sets for acute hospital setting to be valid and reliable for this 

population. The Core Sets differ from most other instruments in that they 

assist in the assessment and classification of functional impairment and 

participation restriction from the perspective of the patient, the latter being 

rarely addressed in other instruments. Huber et al., 92011) proposes that 

patients be asked to identify affected categories of health and then to rate the 

degree to which that category is affected and a list of goals thus generated in 

relation to what the patient deems to be the most important. Following 

intervention they can be reassessed to define goal attainment and success of 

intervention (Huber et al., 2011). Huber et al., (2011) suggest that subsets of 

the Core Sets may have greater clinical utility but research is needed to 

identify the most important categories for inclusion.(Huber et al., 2011) Utility 

in mapping patient goals has also been demonstrated in a population with 

low back pain (Bagraith etal.,  2013).
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The ICF Core Set for head and neck cancer has been shown to contain 

categories in the activities and participation section with high discriminative 

ability for clinically relevant differences in this population (Tschiesner et al., 

2011). This Core Set for head and neck cancer was also utilised to generate 

statements which identified patients’ priorities. As expected 7  want to survive" 

was the top priority followed by 7 want my medical expenses covered” and 

third on the list was “I want to be able to carry out my activities o f daily living”, 

indicating the importance of the categories in the activities and participation 

section (Tschiesner et al., 2013). Categories in the activities and participation 

section of the Core Sets were also found to be crucial for maintenance of 

independence and autonomy and in relation to the elderly population in need 

of rehabilitation (Randstrom et al., 2013). Categories in the environmental 

section such as products and technologies, the natural environment, support 

and relationships, attitudes and services were also identified as important for 

rehabilitation and maintenance of independence in the elderly (Randstrom et 

al., 2012).

The ICF was developed to enhance inter-professional communication with a 

view to improving health outcomes for patients. Many undergraduate 

professional courses incorporate an element of inter-professional learning, 

utilised in this context the ICF has been found to be effective in promoting 

and enabling inter-professional communication as it is not discipline specific 

and aligns with all professions (Jones, 2011). Additionally, when used in 

paediatric setting undergraduate physiotherapy students assessment of 

paediatric patients was greatly enhanced by the use of the ICF categories 

(Jelsma and Scott, 2011).Clinical decision making in paediatric physiotherapy 

was also found to be enhanced (Darrah, 2008).

Knowledge of how the Core Set for breast cancer may be utilised has yet to 

be determined. Research has been limited to date and consists of a study on 

an Australian cohort of women with breast cancer by Khan et al (2012) which 

revealed that the Core Set was relevant but not complete in its representation 

of problems facing this population. Glaessel et al., ( 2011) used the 

Comprehensive Core set for breast cancer to test whether it covered aspects

75



of health experienced by this population that were treated by 

physiotherapists. Findings supported the items included in the 

Comprehensive Core Set but suggested that the existing Core Set was 

incomplete. It remains necessary to further test the Comprehensive Core Set 

from the perspective of women with breast cancer.

2.10 Gap in the literature

When the methodology to validate the Core Set in breast cancer was 

developed in 2008, only eight published studies had been conducted to 

validate the Core Sets. Based on the published evidence at this time it was 

decided to conduct a content validity study on the Comprehensive Core Set 

for breast cancer from the perspective of women with the condition using a 

mixed methodology study because at that time Core Sets for breast cancer 

did not appear in any validation study. Furthermore, the Chairman of the ICF 

research branch. Professor Gerold Stucki, was contacted by e-mail to check 

that work was not being conducted on the Core Sets for breast cancer. He 

confirmed that there was none but that any work on the Core Set for breast 

cancer would be welcomed (personal communication. Appendix 2.2). The 

design of the present study was informed by the findings of Coenen et al., 

(2006) in relation to the use of focus groups and chapter headings of the ICF 

to guide discussion which will be described later.

2.11 Validation of the Comprehensive Core Set for breast cancer from 

the perspective of the patient

2.11.1 Aim and objectives

The overall aim of this study was to explore the aspects of health affected by 

breast cancer from the perspective of women with the condition and to 

examine how these are represented by the current version of the

76



Comprehensive Core Set for breast cancer. The objectives of the study are 

as follows:

(i) to identify all aspects of health affected by the experience of breast 

cancer;

(ii) to compare the aspects of health identified with the categories 

included in the Comprehensive Core Set;

(iii) to identify any categories contained in the Comprehensive Core 

Set not confirmed by participants;

(iv) to identify any categories not included in the Core Sets but covered 

in the ICF;

(v) to test the relevance of any newly identified category on a 

representative sample of women with breast cancer; and

(vi) to determine to what extent findings from the qualitative and 

quantitative method converge, diverge or complement one another 

(Kroll eta!., 2007).

2.11.2 Rationale

The Comprehensive Core Set was identified as the most suitable instrument 

to gain understanding of the outcome of treatment for breast cancer. The 

content validity of the instrument had not been tested. The Core Set for 

breast cancer was generated without direct input from women with the 

condition the need to capture this perspective was evident. It was expected 

that additional categories would be identified for two reasons; firstly, the 

existing Comprehensive Core Set was generated with surgery and radiation 

in mind, therefore no consideration was given to chemotherapy or other 

adjuvant treatment. Secondly, all other validation studies, i.e. those 

undertaken in other clinical conditions, had identified additional categories. 

Thus, the methodology chosen had to be able to test the relevance of any 

additional items identified. With this in mind, it was decided to use a mixed 

methodology design incorporating both qualitative (focus group) and 

quantitative (questionnaire) data gathering methods.
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2.11.3 Choice of research methodology

Research methodologies can be broadly described as quantitative or 

qualitative, the former being a numbers based approach and the latter being 

a words based approach (Creswell and Tashakkori, 2007). The value placed 

on either approach is generally dependant on the theoretical lens one uses to 

make sense of knowledge or the paradigm from which one operates 

(Creswell and Clark, 2011). A positivist paradigm is a philosophy based on 

the view that all true knowledge is derived from mathematical or logical 

measurement and values a mathematical or a quantitative approach to the 

establishment of knowledge (Maclonis, 2011). An alternative view, the 

interpretive or constructivist view is that knowledge is established through the 

meanings attached to the phenomena studied and recognises that knowledge 

is both context and time dependent which is the kind of data collected by 

qualitative means (Teddlie, 2009). It was initially thought that the knowledge 

generated by both methods was mutually exclusive but this has been 

challenged with the advent and growing popularity of mixed methodology. It is 

however, necessary to make clear when and how each is used (Creswell, 

2007).

The paradigm within which this current research is located is one of 

pragmatism. The methodology is the focus rather than any philosophical 

consideration of the nature of truth and reality. The focus of this study is on 

'what' is the question and 'how' can it be best answered. When the research 

question is ‘central’, it is recognised that the data collection and the methods 

of analysis chosen should be those most likely to provide insights into the 

question in absence of any philosophical loyalty to any alternative paradigm 

(Creswell, 2007). Tashakkori and Teddlie (2003) are also proponents of the 

pragmatic approach and they suggest it is the paradigm from which much 

research is conducted (Tashakkori and Teddlie, 2003).

2.11.4 Mixed methodology

A mixed methodology study involves the collection of both quantitative and 

qualitative data in a single study in which data are collected either 

concurrently or sequentially (Tashakkori and Teddlie, 1998). The utilisation of
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qualitative and quantitative methods in the same study is increasingly 

common (Dein and Bhui, 2013). The central premise of mixed methodology is 

that the use of both methods provides a better understanding of the research 

question than either research method alone (Creswell and Plano-Clark, 

2011). The rationale for the combination is to maximise the complementary 

strength of both methods (Kroll et al., 2005).

The rationale behind choosing mixed methods was influenced by the 

research findings of other studies conducted to validate the Core Sets. All 

validation studies conducted revealed that the data gathered is insufficient for 

clinical utility as, new items identified had not been tested to see do they have 

general applicability. The use of mixed methodology allows for both the 

exploration and identification of new or missing categories and the 

subsequent testing of their relevance.

Mixed methodology may be conducted in several different ways depending 

on the research question and determined by what role each aspect of the mix 

is expected to fulfil. Tashakkori and Teddlie (2003) identify five different 

mixed methods designs that vary in timing and methods of data accrual. The 

particular mixed method design chosen for this study may be described as an 

exploratory sequential design (Creswell and Clark, 2011). Figure 2.2 serves 

to illustrate a mixed methodology study using an exploratory sequential 

design. In this study, the qualitative data gathering was designed to be 

conducted first.

Builds to
Q ualitative Data  

collection and  
analysis

Q uantitative data  
collection and 
analysis (with 

qualitative findings 
em beded)

Figure 2.2 IVIixed methodology design used - exploratory sequential 

design
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This methodology offered an opportunity to explore how individuals described 

their experience of treatment for breast cancer, the words they used and the 

context that accompanied the experience. Furthermore, it allowed for the 

identification of any additional relevant categories that were not included in 

the Comprehensive Core Set. Therefore any new item could be embedded in 

the subsequent quantitative stage of data gathering.

2.11.5 Strengths and weakness of the study design

All data collection methods have limitations and strengths. Qualitative 

methods allow participants to respond in their own language, often supplying 

rich examples, but are generally hampered by small numbers, sacrificing the 

breadth of findings for depth of understanding (Creswell, 2007). Qualitative 

data provides an insight into the perceptions of the patients and context 

specific information to be elicited that cannot be harnessed in quantitative 

data (Tashakkori and Teddlie, 2010). A quantitative approach can provide the 

span or breadth of information while qualitative methods may provide 

understanding and interpretation. The question that is being addressed in this 

study requires more than simple numbers gathered by quantitative methods 

or words in a qualitative sense. It requires that data is gathered which may 

provide an insight into how or whether treatment impacts on everyday life and 

what contextual factors help or hinder recovery.

The utilisation of both methodologies adds to the rigour of the data collected 

as they act as partial correctives to one another (Foss and Ellefsen, 2002). 

This type of mixing of methodology has been utilised by LeCompte and Goetz 

(1982) more than 30 years ago (LeCompte and Goetz, 1984). Raucher and 

Greenfield (Rauscher and Greenfield, 2009) recommend the use of mixed 

method approach in rehabilitation research and state that it is a particularly 

suitable method for studying the complex processes outlined in the ICF. The 

utilisation of two methods of data gathering allows for triangulation of 

information gathered, information from one method which can then be cross 

checked with another. Priority is a term used in mixed methodology and 

refers to the relative weight assigned to the qualitative and quantitative

80



components. In this study it is considered that quantitative and qualitative 

study components carry an equal weight or priority.

2.11.6 Qualitative study -  Focus groups

“Qualitative research allows the researcher to explore a problem, honour the 

voices o f the participants, map the complexity o f the situation and convey 

multiple perspectives of participants" (Crewswell and Clark, 2011). Qualitative 

data can vary in typology; the qualitative approach taken in this study most 

closely fits the description of a phenomenological study as it described the 

lived experience of women who have been treated for breast cancer. 

Qualitative purists may challenge the data as not being true qualitative data 

as it was gathered in order to link it to an existing instrument, the Core Set, 

and not as a pure exploration. However the participants were asked open 

ended questions and the focus groups were conducted in a non-directive 

manner. To that end the data gathered was qualitative the linkage to an 

existing instrument is where it departs from truly qualitative information. 

Details of data management are presented in the following chapter (Chapter 

3).

A focus group methodology was chosen to gather the data in the qualitative 

portion of this study. It had been used successfully by other authors with a 

similar research question (Coenen et al., 2006). Focus groups are a suitable 

method of gathering data in a context which provides a safe and comfortable 

environment for the participants to talk with others who share similar 

circumstances (Weinberger et al., 1998). It is a method that enables 

participants to focus on specific aspects of their lives and gain a high density 

set of data in a relatively short time (Morgan, 1998). Traditionally the outcome 

of treatment has been assessed by recording one or more objective clinical 

variables that are often condition focussed. Patients, on the other hand, 

attach considerable importance to aspects of health that relate to symptoms 

and impact of treatment. Focus groups are suitable method of exploring these 

issues (Sim and Snell, 1996). Focus groups also provide the service users 

with an opportunity to be active participants in the research rather than 

objects of the research (Imrie and Kumar, 1998). The insights gained from
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this approach are important if a patient centred health service is the desired 

outcome.

The focus group interview method is described as “a non-directive technique 

that results in the controlled production o f a discussion within a group o f 

people who do not know one another, but who share similar characteristics” 

(Flores and Alonso, 1995). Focus groups have the potential to provide 

powerful and detailed information about the context in which patients 

experience problems (Nicolson and Anderson, 2003). Since their inception 

focus groups have been used to “test” how well messages resonate with 

particular audiences and to this end they appeared an ideal mechanism by 

which the categories of the ICF Comprehensive Core Sets may be validated 

by the patient population (Brach et al., 2004). They are especially useful for 

studies such as this one which involves complex issues that may entail many 

levels of feeling and experience.

2.11.7 Quantitative study - Postal survey

Self-report postal surveys were chosen as the method of data gathering for 

the quantitative component of the study. Data from the focus groups were 

analysed and new items incorporated into the postal questionnaire. Therefore 

the questionnaire was based on the categories included in the ICF 

Comprehensive Core Set and embedded the additional categories identified 

in the focus groups. The questionnaire offered an opportunity to crosscheck 

the findings of the focus groups and ensure that the categories identified by 

the sample represent the range of possible categories affected by breast 

cancer. The numbers involved were much greater and recruited from a 

geographically wider range of areas thus providing data that is representative 

of the population of women with breast cancer in Ireland. The strength of 

quantitative methods lies in the fact that they enable the researcher to collect 

data from large numbers of people in an anonymous manner. However they 

generally do not enable the respondent to respond as freely as qualitative 

methods.
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2.12 Summat7
This chapter described the gap in the current knowledge regarding treatment 

outcome experienced by women with breast cancer. The author identified the 

ICF Comprehensive Core Set as an instrument that appears promising in 

overcoming some of the shortfalls of existing instruments available for use in 

this population. The author described how various Core Sets have undergone 

validation and the shortcomings of the findings. Finally, the rationale and 

design of a mixed methodology study to test the content validation of the ICF 

Core Sets for breast cancer was outlined. The results of both study methods 

are discussed separately with subsequent comparison in the following 

chapter.
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CHAPTER THREE 

THE QUALITATIVE STUDY

3.1 Introduction
Qualitative methodology has gained recognition in health science research in 

recent times; it is increasingly accepted particularly in rehabilitation research 

(Malterud, 2012). Malterud (2012) points out that the basic difference 

between qualitative and quantitative methodology is that in qualitative data 

collection the participants are asked open ended questions. In qualitative 

analysis, knowledge is developed from interpreting and summarising data 

collected from a participant in their own words, often providing an opportunity 

to get a sense of importance and context. The data gathered requires that the 

meaning be identified from conversation which does not always follow logical 

pattern (Neergaard et al., 2009). As with all data gathering exercises, the 

quality of the output is dependent on the attention to factors that may 

influence it. These include the transparency and rigor of the data analysis 

process. Qualitative data needs to be gathered in a fashion that 

demonstrates it is dependable, trustworthy and credible (Creswell and Plano- 

Clark, 2011). The methods employed to ensure trustworthiness are presented 

in this chapter along with the outputs. The chapter is divided into sections 

which will describe the following;

• the major factors that influence qualitative data and how they were 

managed with respect to the current project

• the procedure followed in the conduct of the focus groups and 

analysis of the data gathered

• presentation and discussion of the results.
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3.2 Aim and objectives

The study is the first phase of the exploratory sequential mixed methodology 

study undertaken to test the content validity if the ICF Comprehensive Core 

Set for breast cancer. The overall aim of this qualitative study is to identify all 

aspects of health affected by breast cancer and to examine how or whether 

these are represented by the current version of the Comprehensive Core Set 

for breast cancer.

The objectives of the study are as follows:

(vii) to identify all aspects of health affected by the experience of breast 

cancer

(viii) to identify categories included in the Core Sets that are considered 

to be pertinent by participants in the focus groups

(ix) to identify categories not confirmed by participants in the focus 

groups but included in the Core Sets

(x) to identify any categories not included in the Core Sets but covered 

in the ICF

(xi) to identify any categories not included in the Core Sets by either 

method and not covered by an ICF category.

3.3 Ethical approval

Ethical approval has been granted by AMNCH/St. James’s Hospital Research 

Ethics Committee (Appendix 3.1).

3.4 Rationale for choice of qualitative approach

Focus groups were chosen as the qualitative methodology utilised in this 

study. They are described as “carefully planned series of discussions 

designed to obtain perceptions on a defined area of interest in a permissive, 

non-threatening environment” (Krueger and Casey, 1995) (p. 5) .They are 

said to be especially useful for studies that involve complex issues that entail 

many levels of feeling and experience (Morse, 1994). The idea behind this 

methodology is that group processes can help people to explore and clarify 

their views. The non-directive nature of focus groups affords participants an
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opportunity to comment, explain, disagree and share experiences and 

attitudes. Focus groups are useful to generate a rich understanding of 

people’s experiences and beliefs “especially well-suited for problems in 

health research” due to the complex nature of many of the issues of research 

interest” (Carey, 1995). Qualitative research is said to be best suited to the 

“why”, “how” and “what” questions and quantitative to the “how much” and 

“how many”.

Focus groups differ from individual interviews in that the interaction and group 

process can enrich the information generated within a group of individuals. 

They can encourage participation from people who think they have nothing to 

say. They may provide a feeling of mutual support which can of itself 

encourage participants to openly express feelings. Coenen et al., (2006) 

conducted a comparison between focus group and individual interview in the 

validation of the ICF Core Set for rheumatoid arthritis and found that the 

focus groups revealed a larger number of ideas and statements in 

comparison to individual ideas (Coenen, 2006). The disadvantage of focus 

groups is that ‘group norms’ can silence the voices of less assertive 

participants. In order to avoid this, focus groups must be run in a manner that 

does not allow a single voice to dominate but encourages contributions from 

all involved. While the objectives of the study could be achieved by methods 

other than focus groups, focus groups allow much more than the factual 

information sought to be to be gathered and were chosen in order to;

• identify the range of ideas and feelings that accompany the health 

experience

• gain an understanding of the health experience from the patients 

perspective

• allow for identification of items of common concern and develop an 

insight into the relative importance of these for individuals

• allow for the possible identification of items not covered in either the 

Core Set or the ICF

• permit the gathering of rich descriptive examples of how health is 

affected
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• provide information as to the words used to talk about issues (the 

focus group may inform the final draft of the questionnaire)

• provide an opportunity for discussion in a group which can sometimes 

become more than a sum of its individual parts. This serves to exhibit 

a synergy that individuals alone do not possess (Krueger and Casey, 

2000).

3.5 Methods employed to address the biases associated with qualitative 

studies

The value of qualitative data is dependent on several factors some of which 

include (i) how the sample is chosen (sample identification), (ii) the number of 

people in each group, (iii) the definition and determination of data saturation 

or the point at which data gathering is stopped, and (iv) the rigour of the data 

analysis. An explanation of how each of these aspects was dealt with follows 

in sections 3.5.1 to 3.5.6.

3.5.1 Sample identification

One of the things that distinguished qualitative data from quantitative inquiry 

is the kind of sampling used. Qualitative typically involves purposeful 

sampling to enhance understanding, quantitative sampling on the other hand 

involves probability sampling (Sandelowski, 2000). Maximum variation 

sampling is a method commonly used in qualitative studies in order to get a 

broad insight into a subject (Neergaard et al., 2009). A maximum variation 

sample is one where the sampling strategy is generated to get as wide a 

range as possible of subjects with the condition of interest. The idea being 

that the diversity allows for a range of issues to emerge and also 

commonalities to be identified (Creswell, 2007). A purposive sample with 

maximum variation was chosen for use in this study. Variation was based on 

age, socioeconomic background, type of surgery and subsequent treatment.
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3.5.2 Inclusion and exclusion criteria

The purpose, of this study is to understand the experience of women who 

have undergone treatment for breast cancer and to identify all aspects of 

health affected by breast cancer and its treatment.

Patients were considered eligible for inclusion to this study if they were:

1. willing to give informed consent

2. were fluent in English

3. had undergone surgery for primary breast cancer

4. 18 years of age and over

5. > 6 months and < 4 years post-surgery

6. had an address within the greater Dublin area

7. contactable by telephone

All treatment intervention regimes were included.

Patients with a history of previous cancer, evidence of metastatic disease or 

a history of any other diagnosed condition that may affect function were 

excluded. It was important that any condition that could contribute to a 

reduction in function was identified and the participant excluded so that in as 

far as possible, the aspects of health identified as affected, represent the 

population of women with breast cancer who are considered to be disease 

free. In other words, the altered aspects of health may be attributed to the 

treatment rather than the condition or other co-morbid conditions.

3.5.3 Participant recruitment

Participants were recruited from a national symptomatic breast unit. A large 

teaching hospital which is one of the centres of excellence of breast care was 

utilised. The breast care database manager was contacted by the researcher 

and the nature of the study was explained. The database manager identified 

all eligible women taking into consideration inclusion and exclusion criteria 

described. Eligible participants were then contacted by telephone to inform 

them that the study was being undertaken and to ascertain whether they 

would be willing to receive more detailed information by post about what 

participation involved. If agreeable, the women were asked whether they had
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any co existing condition that would affect function. If no co existing condition 

was present, they were sent a letter and participation information leaflet 

outlining what the study was about and what their participation would involve 

(Appendix 3.2 & 3.3). The women were asked how they wished to be 

contacted subsequently. A “cooling off' period of ten days was permitted to 

elapse prior to follow-up. Following this the women were contacted again via 

the method of their choice either postal contact or telephone. At subsequent 

contact, if the potential participants agreed to participate, they were provided 

with a series of dates of subsequent focus groups and asked to nominate the 

date that best suited them. All focus groups were scheduled to take place in 

the Trinity Centre for Health Sciences at St. James’s Hospital. Reminder 

telephone calls were made the day before the focus group meetings.

3.5.4 Group size

It was planned to have between four to eight participants in each group. This 

range is thought to be large enough to generate good discussion and small 

enough to allow everyone to contribute and is based on the 

recommendations of experts in qualitative research design, and (Coenen et 

al., 2006) Coenen (2006) who validated the Core Sets for patients with 

rheumatoid arthritis using focus groups (Hieblinger et al., 2009, Morgan, 

1998, Kitzinger, 1995). In this study, the sample size was determined by 

saturation of data. Saturation refers to the point at which no new information 

is generated from subsequent discussion. Determination of saturation 

requires that the data is analysed on an on-going basis.

3.5.5 Definition o f saturation

Saturation is reached when little or no new information is emerging from 

continued data collection (Creswell, 2013, Pope et al., 2000). For this study, 

saturation was defined as the point during data collection and analysis when 

the linking of concepts of two consecutive focus groups reveals no additional 

ICF second level categories of the ICF Core Set for breast cancer with 

respect to previous focus groups as used by Coenen et al., (2006). As 

previously explained, the ICF is organised within a hierarchy nested structure. 

Therefore a lower category shares the higher level category of which it is a
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member, i.e. the use of a lower level (more detailed) category automatically 

implies the higher level category is applicable but not the other way around. 

An example from the component Body Functions is presented in Table 3.1 

and the level at which saturation was identified is highlighted in bold.

ICF code Title ICF level

b Body Functions (ICF component)

b2 Sensory functions and 
pain

( 1®* level= ICF chapter)

b280 Sensation of pain ( 2"'* level ICF 
category)

b2801 Pain in body part ( 3̂ *̂  level ICF category)

b28014 Pain in upper limb ( 4‘  ̂ level ICF category)

Table 3.1 ICF hierarchy of coding and level at which saturation was 

identified

3.5.6 Rigour o f the data analysis

The focus groups were conducted by the author of this thesis who acted as 

the moderator of the group alongside a group assistant (RG), who acted as 

field notes taker. All focus groups were digitally recorded using two digital 

recorders. The moderator had the role of beginning the discussion, making 

sure it was conducted in a non-directive manner, ensuring participation of all 

of the members. The moderator also determined when discussion had 

completed on a topic and was responsible for the overall time management. 

The field not taker recorded any non-verbal information that would not be 

captured on digital recording. There were several steps taken to ensure the 

trustworthiness of the data gathered and analysed as follows:

(1) Verbatim transcripts-

All digital recordings of the focus groups were transcribed verbatim by 

the author. This was a lengthy process, each focus group took
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approximately nine hours to transcribe, but it had the benefit of making 

the author very familiar with the data collected.

(2) Multiple Coding-

All of the data was coded in chronological order by two researchers 

independently. Inter-rater and intra-rater reliability were determined 

according to the methods described by Miles et al., (2013). Ensuring 

intra and inter-rater reliability is an important feature of qualitative 

research and ensures that the methods used by a researcher are 

dependable, trustworthy and credible - the quantitative parallels of 

validity and reliability (Miles and Huberman, 1994). Miles and Huberman 

(1994) suggest that this may be achieved by asking a number of different 

individuals to code the transcriptions independently and compare 

agreement. The results of each stage were compared and percentage 

agreement calculated and Cohen’s Kappa used to determine interrater 

agreement.

(3) Intra-rater agreement-

Intra-rater agreement was assessed by the author by undertaking a 

second coding on focus group three a month after the initial coding took 

place.

(4) Peer review-.

A person previously unconnected with the study crosschecked three of 

the seven tape recordings (43% of the data) of the focus groups with the 

verbatim transcripts for accuracy of transcription, assignation of 

transcript codes and meaning units. No discrepancies other than minor 

typographical errors were detected.

(5) Participant feedback-

Once initial coding of all of the focus groups had been completed and 

summarised, the first version of the main findings were presented in a 

feedback session to the participants for validation. This process is called 

“member checking” and is reported to add transparency to the data. It 

affords the participants an opportunity to comment on the collective 

findings to check if they are reflective of the participant’s experiences 

(Milne et al., 2008, Creswell and Plano-Clark, 2011).
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3.6 Procedural aspects: conduct of the focus group

3.6.1 Timing

The timing of focus group was arranged to suit participants. Each participant 

was assigned to a group session, giving consideration to achieving a mix in 

each group. A total of seven focus groups were held, four in the evening, two 

in the afternoon and one in the morning. The first focus group acted as a pilot 

session to test the procedurals aspects of running the focus group. Elements 

such as timing and terminology used during the focus group were explored 

and participants were given the opportunity to feedback suggestions as to 

how the practical aspects might be improved. No changes were deemed 

necessary. Information generated by the pilot group was analysed with 

subsequent focus groups. Further participants were asked to commit to a two 

hour session and all sessions were completed within that time frame. Two 

hours is recommended to allow for warming up and debriefing (Krueger and 

Casey, 2000). This includes time needed to read and sign informed consent, 

complete demographic questionnaires, being introduced to group members 

and researchers before the group discussion. Prior to the focus group the 

participants were given the chapter headings ahead of time as part of their 

explanatory letter (See Appendix 3.2).

3.6.2 Location

The focus groups were held in a small teaching room in the Trinity Centre for 

Health Science. On arrival participants were welcomed and introduced to one 

another on a first name basis, they were seated in a semicircle facing the 

moderator who sat in front of a screen onto which a PowerPoint presentation 

was projected. Refreshments were provided. Two digital voice recorders 

were used for each session and field notes were taken by a note taker who 

recorded any non -verbal information that might not be captured by the 

recorders.The moderator (MC) introduced the field note taker (RG) and 

explained her role. The study and procedure were again explained to the 

participants who were asked to sign the consent forms and fill in some 

demographic information prior to the commencement of the session 

(Appendix 3.4 and Appendix 3.5 respectively). Participants were asked if they
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needed clarification of any aspect, it was explained that the session would be 

transcribed and any names removed to ensure confidentiality.

3.6.3 Topic guide

A topic guide consisting of the chapter headings from the Comprehensive 

Core Set was used to guide conversation as employed by others (Hieblinger 

et al., 2009, Coenen et al., 2006). Initially participants were given a broad 

explanation of the instrument and that the ICF is divided into four sections 

which deal with (i) body function (ii) body structure (iii) activities and 

participation and (iv) environmental factors. An explanation was given 

regarding what was included in each of the sections. Thereafter, each of ICF 

chapter headings included in the Core Set was presented by the moderator 

(MC) and an open ended question posed. Discussion ensued and when 

conversation came to an end the women were shown a subsequent slide with 

the categories that were included in the Core Set and asked did they wish to 

include any item on the slide that had not come up in conversation. At the 

end of each chapter heading, women were asked whether they thought 

anything important was missing from the discussion. During transcription field 

notes were read as the tape was replayed to ensure that non-verbal 

information was captured. Examples of the slides are presented in Figure 3.1 

and the full set of slides can be found in Appendix 3.6. On completion of the 

discussion, the session was brought to a close by the moderator and the 

participants were thanked.
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ICF Four Sections

• Function -the way things work

• Structure -a n y  change in shape, position 
loss of a part, change in texture

• Activities (being able to carry out a task) 
and Participation (involvement in a life 
situation)

• Environmental factors (make up the 
p h y s ic a l, social and attitudinal 
environment)

Chapter 1:Mental Functions

• Since the commencement of your 
treatment are there any areas of 
mental function that you consider 
to have changed ?

Slide 1 Slide 2

M ental Functions - are there any areas from  this 
list tha t we have not m entioned that you consider 

to have changed ?

• T em peram ent and Personality functions 
(optimism/ extroversion)

• Energy and drive functions (motivation, appetite, 
craving, impulse control)

• S leep (amount, onset, staying asleep, quality)
• Em otional functions (control, appropriateness, range)
• Experience o f se lf and tim e function (awareness of 

ones identity, position in reality of environment and of 
time)

• Body im age (ptiantom sensation)

Chapter 2 
Sensory functions and pain

• If you think about you ability to see, hear 
taste, feel and experience pain or 
unpleasant sensation have you noticed 
any changes since starting treatm ent ?

Slide 3 Slide 4

Figure 3.1 Sample of slides used in focus groups
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3.6.4 Confidentiality

At each session the participants were assigned a code and number according 

to seating arrangements from left to right. Names and other details that may 

identify participants were removed from the transcripts. The codes used were 

meaningful only to the researcher (MC) and the field note taker (RG). All data 

was saved in limited access computer files. All written documentation was 

held in secure filing cabinets. Access to data was restricted to principal 

investigator, the field note taker who also coded the data and the supervisor 

involved in the study.

3.7 Procedure of data analysis

3.7.1 Data preparation

Focus groups were recorded and recordings were accompanied by field 

notes intended to capture non-verbal information. All conversation occurring 

in the focus group was transcribed verbatim by the moderator, field notes 

were read as the tape was replayed to ensure that non-verbal information 

was captured. All participants were assigned a code and any personal details 

that would enable subject identification in the transcripts were removed. 

Following this the conversation was copied into excel sheets labelled with 

chapter headings with contributions from each participant entered into 

different cells which allowed for meaning units to be entered opposite the 

relevant piece of text and facilitated the comparison of results between the 

two researchers involved in coding. Data was analysed in three phases as 

illustrated in Figure 3.2.
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Qualitative analysis following “meaning condensation “ 
procedure (Kvale, 1996)

Linking to the ICF (Cieza et a!., 2002, Cieza et al., 2005)

Comparison with the ICF

Figure 3.2 Stages of qualitative data analysis

3.7.2 Data analysis Phase 1

The data analysis followed the same procedure as that used by others in the 

validation of Core Sets and involved five steps (Coenen et al., 2006, 

Hieblinger et al., 2009, Kirchberger et al., 2009).

• Step 1 - The anonymised verbatim transcripts were read through 

several times independently by two researchers, the focus group 

moderator (MC) and the field notes taker (RG). This was conducted to 

get an overview of the data. Both researchers had been present in the 

room and so it was easy to recall the conversation.

• Step 2 - Content analysis was independently undertaken by MC and 

RG following the meaning condensation procedure to identify meaning 

units. Meaning condensation procedure is a procedure undertaken to 

identify a piece of text which contains the essential message this is 

called the meaning unit (Kvale, 1996). Often this point is the end of a 

sentence, but sometimes is mid-sentence. A sentence may have more 

than one meaning unit. A meaning unit can be either a few words or a 

few sentences with a common theme. Therefore a meaning unit did 

not necessarily follow linguistic or grammatical rules rather it was 

defined as a portion of text within which the concepts were contained
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• within the unit. A meaning unit could contain more than one concept. 

Therefore the meaning unit division may not necessarily follow 

linguistic or grammatical rules. The identified concept contained in the 

conversation was entered it into the cell alongside the section of text. 

An example of concept identification is contained in Table 3.2.

Participant
code

Transcript Concept

1F1 “you would be in a situation where you 
say 1 told you that yesterday “no you 
didn’t” or you get a note home from 
school bring in x, y, and z and stick it 
there walk by it the next morning and just 
completely gone”

short term 
memory

2F1 “1 put on a lot of weight too on chemo 
because you were steroid make you eat a 
lot then my sleep pattern was way out of 
kilter for a long time sleeping tablets and 
everything and ...”

weight gain, 
sleep pattern

Table 3.2 Example of concept Identification

• Step 3 - On completion of analysis of each focus group, the two 

reviewers (MC and RG) arranged a meeting to compare results. 

Disagreement was resolved by consensus. A third expert (identified at 

the outset) was available to resolve any difficult issues but was not 

utilised. Most discrepancies were errors of omission where one or 

other researcher overlooked a meaning concept. A record of areas of 

disagreement was kept enabling calculation of percentage agreement. 

The output of step three was a list of agreed concepts.

• Step 4 - One of the focus groups was coded twice by the same 

researcher (MC) with a time interval of a month between initial and 

subsequent coding; the results were compared to establish intra-rater 

reliability.

• Step 5 - Following this process, the coded transcript from the two 

independent coders was examined and compared. All areas of 

agreement and disagreement were counted and the formula contained
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in Table 3.3 was used to calculate inter-rater reliability and expressed 

as percentage agreement (Miles and Huberman 1994).

Formula to establish intra and Inter-rater reliability

Number of agreements x 100 

Total number of agreements and disagreements

Table 3.3 Analysis of intra-rater & inter-rater reliability

3.7.3 Data analysis Phase 2: Linking to the ICF

The identified meaning units or concepts were linked to the ICF according to 

the linking rules of Cieza and colleagues (Cieza et al., 2002, Cieza et al., 

2005). According to the rules, each meaning unit identified is linked to the ICF 

category representing the concept most precisely. One meaning unit can be 

linked to one or more ICF categories, depending on the number of themes 

contained in the meaning unit. While originally devised to link with health 

measures, the same rules provide guidance as to how the output of focus 

groups may be managed to link items raised to the ICF categories. The rules 

have been modified to slightly to suit the purpose and are as follows:

1. Those involved must have a good understanding and knowledge of 

the classification system, the chapters, domains and categories 

including the definitions.

2. Each Item raised should be linked to the most suited category. All 

constructs to be linked have to be highlighted.

3. The response to an item may be linked to more than one item if 

they include additional constructs.

4. (a) If the content of a response is not explicitly named in the ICF 

category then the ‘Other Specified’ option at the third and fourth 

level additional Information not classified is documented level.

(b) If the content of an item is not explicitly named but at the same 

time it Is clear which category is involved then the item will be 

linked to the ICF category.
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5. If the content of a statement is more general than the 

corresponding ICF category then the code of the higher level is 

linked.

6. If the content of a statement is more general than any ICF category 

but otherwise the statement includes examples/partial aspects of 

the concept contained in one or more categories then the 

statement is linked in the under the unspecified option of the ICF 

category.

7. Statements that cannot be linked to any category are labelled as 

“ND” not definable.

8. If an item is not contained in the ICF classification then this item is 

labelled as NC -not classified (Cieza et al., 2005).

Phase 2 of data analysis involved three steps as follows:

• Step 1- The same two researchers (MC and RG) independently read 

through the list of agreed concepts and entered the ICF code they 

identified as being best suited opposite agreed concept. Both 

professionals had a good working knowledge if the ICF.

• Step 2 - The ICF categories to which the concepts were linked were 

compared and the number of agreed categories and disagreed 

categories counted. Percentage agreement was calculated and Kappa 

was calculated.

• Step 3 - Areas of disagreement were resolved by discussion.

• Step 4 - A list of agreed ICF categories was identified.

3.7.4 Data analysis Phase 3: Comparison with the existing ICF Core Sets for 

breast cancer

Comparison of the ICF Core sets for breast cancer was undertaken with the 

categories identified by the focus groups. Outcomes were reported under the 

following headings:

A. Confirmed ICF categories (second level). A category is considered to 

be confirmed if the identical category emerged from the focus groups. 

Since the ICF is arranged in hierarchical code system a second level
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category is considered confirmed if a third or fourth level category of 

which they are a member is named by the patients.

B. Categories that have not been confirmed by subjects in the focus 

groups.

C. Additional ICF categories which are not included in the existing Core 

Set for breast cancer.

3.8 Data recheck

All ICF categories identified that were not included in the existing 

Comprehensive Core Set for breast cancer were rechecked. The author 

extracted any new category, its’ related text, concept and associated ICF 

category and pasted them into one document. Both assessors again 

independently reviewed this document with a view to checking (i) that they 

could not be linked to a category already included within the Core Set and (ii) 

that it was reasonable to assume these arose as a result of treatment 

received for breast cancer and not some other reason. It was done in order to 

make a final decision and ensure that new categories identified warranted 

inclusion. Results were compared as before.

3.8.1 Outcome of data recheck

All newly identified categories that were not part of the Comprehensive Core 

Set were re-examined to ensure that the context in which the meaning unit 

was identified related to something that arose as a result of treatment for 

breast cancer. It was considered a necessary step to ensure additional 

categories identified warranted inclusion. To this end the new categories 

were again independently re-assessed by the same researchers with the 

following questions in mind:

(i) Did the new categories relate to concepts that arose as a result of 

treatment for breast cancer?

(ii) Did they warrant a new category of inclusion or could they be 

subsumed into an existing category?

The two assessors then met and as before compare results both assessors 

were in complete agreement and the following four categories that had been
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identified were deleted from the list: B127 calculation, S3200 teeth, S3201 

gums and d830 Higher education. Calculation was excluded on the basis that 

it was not clear from the transcript whether it was affected or not. The 

categories relating to teeth and gums were removed as dental health is 

normally examined prior to chemotherapy. Tooth extraction is normally 

carried out prior to chemotherapy and it was thought that if extractions were 

warranted it may have been because gum disease may have been present 

prior to the start of treatment and not as a consequence of it. The category 

relating to Higher Education was removed from the list as the participant had 

started her studies prior to treatment and the treatment did not affect her 

completion. The deleted categories and their related transcript are presented 

in Table 3.4. The final list of ICF categories identified was agreed.

ICF category Participant comment Amended category

B127 calculation Yeah a big improvement 

don’t have any energy 

and drive is back, 

memory 1 never felt any 

loss of and calculation... 

probably improved and 1 

am more conscientious 

right, 1 would think went 

through the chem. brain 

and all that , dodo land 

but it has improved

b130 energy and drive

53200 teeth

53201 gums

5f2 That was not there 1 

lost eight teeth through 

my chemo

And 1 got an infection in 

my gums and it just 

won’t completely clear 

up and its grand it’s you 

know it’s’ just something
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that you just have to 

keep looking after

d830 Higher education, 4f1 1 was a bit different 1 

was doing my PhD at 

the time and when 1 

started chemotherapy at 

first 1 couldn’t do 

anything about the third 1 

went back to the PhD 

and 1 finished it.

Table 3.4 Newly Identified categories not included in final list

3.9 Statistical analysis

Descriptive statistics were used to describe the demographics of the 

population recruited. Data that was rated by two separate researchers will be 

checked for agreement using percentage agreement and Cohen’s kappa 

statistic. Cohen's kappa coefficient is a statistical measure of inter-rater 

agreement for qualitative (categorical) items. It is generally thought to be a 

more robust measure than simple percent agreement calculation since k  

takes into account the agreement occurring by chance. The equation for k  is 

presented in Figure 3.3:

Pr(a) — Pr(e)
1 — Pr(e)

Fig 3.3 Formula for Cohen’s kappa

where Pr(a) is the relative observed agreement among raters, and Pr(e) is 

the hypothetical probability of chance agreement, using the observed data to 

calculate the probabilities of each observer randomly saying each category. 

Kappa is always less than or equal to 1. A value of 1 implies perfect 

agreement and values less than 1 imply less than perfect agreement. It is 

rare that we get perfect agreement. If there is no agreement among the raters
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other than what would be expected by chance (as defined by Pr(e)), k  = 0 

(Daly and Bourke, 2000).

Different authors have different interpretations as to what is a good level of 

agreement. For the purposes of this study, the interpretation that will be used 

is that of Altman (Altman, 1991). This has been used by others in the 

validation of Core Sets (Grill et al., 2006, Coenen et al., 2006, Becker et al., 

2009, Kirchberger et a!., 2008, Kirchberger et al., 2009). The levels of 

agreement are defined as follows:

• Poor agreement = Less than 0.20

• Fair agreement = 0.20 to 0.40

• Moderate agreement = 0.40 to 0.60

• Good agreement = 0.60 to 0.80

• Very good agreement = 0.80 to 1.00

Figure 3.4 is a flow diagram representing the procedure for data analysis.
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Figure 3.4 Flowchart of data analysis steps
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3.10 Results of qualitative study

3.10.1 Identification of saturation

Following each focus group the results were analysed and the ICF categories 

identified were added to a list. A method of continuous data analysis was 

used to identify data saturation (Pope et al., 2000). Saturation is defined as 

the point during collection and analysis when the linking of concepts of two 

consecutive focus groups reveals no additional ICF second level categories 

of the ICF Core Set for breast cancer with respect to previous focus groups. 

The data was analysed on an on-going basis following the conclusion of each 

focus group.

Saturation occurred after the fifth focus group, two subsequent focus groups 

were held because they had been pre-arranged and the women were very 

keen to participate. Appendix N shows the focus group in which each 

category was raised and from this the point at which data saturation is 

achieved can be determined. It could be argued that if focus groups were 

held in a different order that saturation may have occurred at a different stage 

however it can be seen from the saturation table in Appendix 3.7, the sixth 

and seventh focus group revealed no further new second level ICF 

categories.

3.10.2 Baseline characteristics of focus group population

Forty two women were invited to participate in the study and 81% agreed. 

Reasons for non-participation included an unwillingness to discuss breast 

cancer (n=3), lack of interest in the research (n=2), unsuitable day/times 

(n=2) and agoraphobia (n=1). Seven focus groups were conducted with 34 

women involved ranging in age from 34 to 76 years with a mean age of 55 

years (SD=11.5 years). The baseline characteristics of the participants are 

contained in Table 3.5.
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Characteristics of participants

Mean age (range, SD) 51.4 years

Range 34-76 years

SD 11.15 years

Married 82%

Post-secondary education 42.4%

Mean BMI 26.4

Range 21.7-39

SD 4.5

Obese 18.18%

Overweight 33.33%

Normal weight 45.45%

Type of surgery

Lumpectomy 39.39%

Lumpectomy and axillary clearance 9.09%

Mastectomy and axillary clearance 12.12%

Mastectomy 36.36%

Reconstruction (Yes) 27%

Radiation therapy (Yes) 85%

Chemotherapy (Yes) 24.2%

Currently on chemotherapy 39.39%

Current Pain 61%

Time since surgery Mean 30.5 months 

Range 7-48 months

Table 3.5 Characteristics of focus group participants

It emerged during the third focus group that one participant did not fulfil 

inclusion criteria; it became obvious during the discussion that her condition 

had metastasised. She had reported that the tumour had invaded her 

sternum and that she had a sternal implant in situ. It was a database error 

that identified her as disease free. The moderator felt it would be 

inappropriate to deem her unsuitable at that stage so she participated. Data
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relating to this participant was subsequently excluded therefore the results 

relate to 33 of 34 participants.

3.10.3 Identification o f meaning units

A total of 1,621 meaning units were identified for all seven focus groups, 

there were 128 occasions of disagreement between the reviewers. The 

distribution of meaning units identified for each focus group, number of 

disagreements and the percentage agreement achieved between the 

researchers is shown in Table 3.6. The agreement between researchers 

ranged from 89.3% to 95% with an overall agreement of 93%.The Kappa 

statistic was 0.62. The meaning units identified were subsequently linked to 

1,652 ICF categories; the distribution of agreed linking in each group is 

presented in Table 15. It shows that on some occasions meaning units 

identified were linked to more than one ICF category and on other occasions 

several meaning units were linked to one ICF category. The Kappa statistic 

for agreement on linking to the ICF was 0.63.
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Group Agreed

Meaning

Units

Non

agreement

%

Agreement

Agreed

Linking

Non

agreement

%

Agreement

Pilot 178 19 89.3% 181 6 96.8%

Focus

1

351 31 91.1% 358 26 93.2%

Focus

2

204 10 95% 206 14 93.6%

Focus

3

247 16 93.5% 274 18 93.8%

Focus

4

204 13 93.6% 210 12 94.6%

Focus

5

149 9 94.3% 152 7 95.6%

Focus

6

288 30 89.6% 271 16 94.4%

Total 1,621 128 92.7% 1,652 99 94.3%

Table 3.6 Meaning units agreement and linking agreement identified by 

group

In terms of establishing intra-rater reliability, the author (MC) conducted a 

second round of identifying meaning units for one of the focus group. A time 

period of one month had elapsed between the initial coding of meaning units 

and the second process. The percentage agreement between the two rating 

sessions was 93.9% agreement.

3.10.4 Linking with the ICF

Seventy four of the 80 items presently included in the Comprehensive Core 

Set for breast cancer were confirmed by the focus groups. All of the 

categories in the section relating to changes in body structure were
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confirmed. Categories in the Core Set that were not confirmed consisted of 

six items, including; b720 Mobility o f bone functions, which is concerned with 

the ease and range of movement of the scapula, ,d630 Preparation o f meals, 

d650 Caring for household objects, this covers activities involved in 

maintaining and repairing items related to the house including painting and 

wallpapering. This category differs from most of the others included, in that it 

covers activities that some women may not ever engage in and so may not 

be universally relevant or relevant only to a proportion of women. The 

remaining unconfirmed categories were e440 Individual attitudes of personal 

care providers and personal assistants was not confirmed. Sen/ices, systems 

and policies (e575) aimed at providing social support to those requiring 

assistance in the areas of shopping, housework, transport, self-care and care 

of others and e590 Sen/ices systems and policies relates to finding suitable 

work for persons who are unemployed or looking for different work, or to 

support individuals already employed who are seeking promotion. Examples 

of verbatim transcription linked to categories in each of the sections of the 

Comprehensive Core Set are presented in table 3.7 below.

Body Functions
Code and r/f/e;b1801 Body image

4f3 "you have no hair as well on top o f everything and you are looking at this body and 

thinking ‘Who is your woman?’, a lot is taken away”

Code and Title: b280 Pain

4F6 "It is very annoying because when you are trying to get back walking or that, or as soon 

as you start walking it is like walking on glass"

Code and Title: b455 Exercise tolerance functions

3f6 “ / find if  I am walking long enough across my back does be killing me if  I keep in walking 

you know the bone on your back it does be killing me and I used to walk everywhere now I 

and I can’t because if  I walk too long me back does be killing me and it ’s not while I am 

walking it is as soon as I sit down it does be killing me there”

Body Structures
Code and Title: s6302 Structure o f breast and nipple

1F3 "... seemed to me to be overly casual the approach to it 7 think we will do this’ you know 

and I said ‘fine’ , it was not an arm o r a leg and I could live without it you know that \A/as my 

attitude, but I was totally shocked afterwards but I think if someone had given me a book and 

said look , look at that for a half an hour and we will see and talk to me about it then maybe
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...you don’t know what is normal ...you don't know what is a normal scar and what is a normal 

reaction so I think information would be very good it would be a good move"

Code and Title: s720 Structure of the shoulder region

1f1 “when I am shaving I have to go there for this one and down there for his one, it is like my 

underarm moved"

Code and Title: s810 S tructu re  o f areas o f skin
2f3 “Because o f the severity o f my scar I went to see the plastic surgeon and I mean I didn't 

want to go for reconstruction I mean total reconstruction because em I jus t wouldn't be 

physical able for that .. but I don’t have enough skin o r muscle tissue do, do, a n y , if  I could 

get rid o f the under the arm"

Activities and Participation
Code and Title: d240 Handling stress and other demands

3f6 "...in a supermarket the bit at the end where you have to do three things all at once 

(others yes) ...I jus t couldn't do that sort o f thing"

Code and Title: d445 Hand and arm use

4F3 “...like you think it is going to be the breast., but the whole emphasis is my arm, your 

arm, your arm, you can't do this ...no you can't do that...! remember after minding my arm so 

much then I went to physio to the lymphedema clinic ... / said look I have to live ..do what 

you have to do as long as you are not doing it 20 hours o f the day ...and keep your exercise 

up".

Code and Title: d430 Lifting and carrying, d445 Hand and arm use,

8f6 “ ...someone would say ‘oh can you grab those files we are going to a meeting' and I 

would say 'No', you couldn't actually, paper is a lot heavier than you imagine you know you 

get three or four files and or reaching for things that are filed up in th ings..."
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Environmental Factors
Code and Title: e115 Products and technology for personal use in everyday living 

1F3 “and even if  you feel it like put your hand there that is cold and clammy and that one is 

warm...someone should think o f using different material cos i t ’s like having a piece o f dead 

flesh hanging on you”.

Code and Title: e320 Friends, e415 Individual attitudes of extended family members 

5f2 "/ did yeah, my in law/s avoided me like the plague, for the whole time I went through my 

treatment and I have to be honest I ’ve never forgiven them. I ’m three years in now and now 

I ’ve not got over that because I did think I meant more to them and that I realised that I d idn’t 

, now my own were great and I have great friends who really care about you and I would 

have smothered my own mother for my mother in law because I loved the bones o f her but I 

do feel she let me down ...”

Code and Title: e580 Health services systems and policies

8f6 “yes I d idn’t even realise I was doing it until I went there (to ARC) and I sort o f went oh 

my god I am pretending to myself and everybody else that this is so fine and it jus t gave you 

a bit o f space to say how you feel without having any other pressure to feel positive because 

the doctors make you and you are very positive, I find them very reassuring and 

strengthening but then you need to process it and some space to process it and it did 

definitely but as you say there are days you don’t want to go because you don't want to be 

affected by other people”

Table 3.7 Examples of verbatim transcript linked to each section of the 
ICF Comprehensive Core Set

The output of the focus group discussions identified thirty new categories not 

included in the current Comprehensive Core Set for breast cancer (Table 

3.8). All but one of these are second level categories. The original Core Set 

was generated to reflect the aspects of health in women who had undergone 

surgery and radiation, inclusion of women who had undergone chemotherapy 

and hormonal therapy identified a wider range of categories associated with 

these treatments. Half of the additional categories relate to Body Functions 

(n=15) with five categories identified from the chapter on Mental functions 

including the third level category b16710 Expression o f spoken language. 

Nine additional categories from the Activities and Participation categories, 

five from environmental factors and only one additional category from Body
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Structures, s230 Structures around the eye which related to loss of eyebrows 

and eyelashes.

Five categories related to mental functions which included difficulties 

experienced in attention functions (b140), memory functions (b144), changes 

in perceptual functions (b156), slowing of thought functions (b160) and 

difficulty in spoken expression (b16710, third level category). Women 

reported difficulty with any verbal instruction in relation to absorbing the 

information being delivered and subsequent recall. Participants reported that 

they used diaries and telephone reminders to assist with memory issues. 

Several women reported inability to retain or make sense of verbal 

information (d310). Difficulty in being able to find the appropriate word in 

conversation was reported to affect the ability to interact socially and delay 

the process of re-engagement in the workplace (b16710).

Women reported changes in eyesight (b210), several reported a much 

heightened sensitivity to smell (b255) altered ability to hear, reduced 

tolerance to noise (b230) and changes in taste (b250). Changes were at their 

most intense during chemotherapy but some residual effects in relation to 

smell and taste remained. Cardiovascular changes (b415) such as poor 

circulation and respiratory changes (b440) were reported by the women and 

appeared to remain changed following treatment. Several categories in 

relation to the digestive system both functional and sensory (b525, b535, 

b545) were identified. Hair (b850, b860) and nail loss were temporary but 

some women stated that the hair and nails that returned were of altered 

quality. Maintaining basic body positions such as lying supine, prone or 

standing was difficult for some (d415). Fine hand use (d440) was affected by 

altered sensation and reduced power, others also identify this as a relevant 

category and report that hand use may also be affected by swollen hands 

and fingers as a consequence of removed lymph nodes or radiotherapy 

(N=22). Walking (d450) was difficult for those who are affected by painful 

neuropathy; this adversely affects the women’s ability to participate in 

exercise. This difficulty is a source of anxiety for women who are being
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advised of the importance of physical activity in order to maintain appropriate 

body weight and reduce the risk of recurrence. Using transportation was 

difficult initially (d470), as was driving (d475) for a variety of reasons. Once 

again these difficulties were short term and not experienced by all of the 

women. Toileting (d530) was a category was not included in the 

Comprehensive Core Set. Brach and colleagues recommend that it is 

included in any future studies (Brach et al., 2004), and its relevance were 

confirmed by the women in our study who experienced difficulty immediately 

post-surgery. Formal relationships (d740) were affected; difficulties with 

unreasonable expectations of employers were reported. Others identified 

employers as being great sources of support (e330). For those who had pets, 

their company a great support (eS50). Attitudes of people in authority (e430) 

refer to observable attitudes in others in authority about factors such as a 

person’s value or trustworthiness as a consequence of the condition. Several 

women encountered occasions where others in authority made decisions on 

their behalf without consulting them or exerted undue pressure while others 

experienced very positive and supportive accommodation. Several women 

had encountered altered societal attitudes (e460) as a consequence of 

people discovering that they had breast cancer and some women chose not 

to disclose their condition because of this. Finally, participants reported 

experiencing difficulties in engaging with economic services systems and 

polices (e565) including financial organisations such as banks and insurance 

services, as a result of their diagnosis (see table 3.7 for numbers related to 

reporting of issues).
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ICF Categories identified

Body Functions 

b140 Attention functions(n=13) 

b144 Memory functions (n=18) 

b156 Perceptual functions(n=6) 

b160 Thought functions(n=3) 

b16710 Expression of spoken 

language (n=14) 

b210 Seeing function (n=17) 

b230 Hearing function (n=2) 

b250 Taste function (n=19) 

b255 Smell function (n=6) 

b415 Blood vessel function (n=3) 

b440 Respiratory function (n=2) 

b525 Defecation functions (n= 3) 

b535 Sensations associated with the 

digestive system (n=8) 

b545 Digestive functions (n=7) 

b850 Function of hair (n=16) 

b860 Function of nails (n=17)

Body Structure

s230 Structures around the eye (n=4)

Activities and Participation

d155 Acquiring skills (n=3)

d310 Communicating with receiving

spoken messages (n=4)

d415 Maintaining basic body position

(n=2)

d440 Fine hand use (n=5)

d450 Walking (n=3)

d470 Using transportation ( n=4)

d475 Driving (n=6)

d530 Toileting (n=2)

d740 Formal relationships(n=4)

Environmental Factors

e330 People in positions of authority

(n=3)

e350 Domesticated animals (n=3) 

e430 Attitudes of people in authority 

(n=6)

e460 Societal attitudes (n=4) 

e565 Economic services systems and 

policies (n=3)

Table 3.8 Additional ICF categories identified that are not included in 

the Core Set
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3.11 Focus group feedback session

In qualitative research it is recommended that participants be given a chance 

to review the collected findings when the results have been analysed. This is 

often referred to as “member checking”. Qualitative descriptive studies have 

as their central goal a comprehensive summary of an event or phenomenon. 

It is a data gathering method that allows data to speak for itself (Bender 

2008). The credibility and trustworthiness of the data may be measured by 

the transparency of procedures. In order to further contribute to the 

transparency of the qualitative data collected and the analysis of the material 

gathered a focus group feedback session was held. During this session the 

researcher provided a summary of the findings to the participants (Creswell 

2009; Creswell & Plano Clarke 2007). This process is recommended in the 

gathering of qualitative data as a means of ensuring respondent validation. A 

summary of the findings were presented to participants along with 

recommendations based on the output of the focus groups. Following this 

feedback was invited and this process is described below.

The aim of the feedback session was twofold (i) to inform the women of the 

outcome of the study and (ii) to confirm that the findings represent their 

experience. Following completion and subsequent analysis of the focus 

groups the participants were again contacted and invited to a presentation of 

results.

The thirty three women were telephoned and told the date and time of the 

feedback session. They were informed that they were under no obligation to 

attend, the session was being provided for those who were interested in 

hearing the results. The women were informed that the time commitment 

involved was one hour and the location was the same as the focus group 

sessions. Three of the women asked for the time and date of the focus group 

to be posted to them as they would not remember to attend otherwise. Six 

women could not be contacted by phone; a written invitation was posted to 

them. Four women stated they would be away on holiday at that time, five 

women said they were not interested. The remaining women gave various
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responses some indicating interest some saying their attendance would be 

dependent on other things and three who said they felt they had moved on 

and didn’t want to attend.

On the evening of the feedback session ten women attended. There was an 

initial meet and greet time of about ten minutes during which two of the 

participants revealed that since the focus groups they had undergone further 

surgery one for recurrence of breast cancer and the other a hysterectomy. 

The PowerPoint presentation used to feedback the result is available in 

Appendix 3.8. The discussion that followed the presentation covered the 

following points; the women would like to have had more information pre- 

operatively on what to expect. Some women said the amount of information 

delivered at any one time should be limited, they felt it would be valuable to 

have it in more than one format, and then be able to know where further 

information could be accessed. The women recognised that it was difficult to 

meet individual needs in relation to information because of differences in 

preferences for some limited information was preferred but not for ail. 

Information on what other women found helpful to deal with problems 

encountered would be welcomed. One woman in the group said that the most 

valuable piece of information that she got was a copy book from someone 

she knew who had been through the treatment phase which contained things 

that she found difficult to do, lists of tasks she got others to do for her, and 

approximate time frames before she was able to complete certain tasks. The 

woman in question reported it to be more useful than any other information 

she had received. In particular, it enabled her to ask for help with specific 

tasks when people offered.

In relation to sleep difficulties experienced, some women in the focus groups 

had reported experiencing waking in a state of anxiety which they thought 

was medication related, three women at the feedback session had 

experienced the same but reported that it had eased with time. Women 

thought there was a need for more services to be available for people in 

terms of peer support especially in the immediate post-operative phase. 

Several would have welcomed knowing about services such as ARC and
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other support services at an earlier stage in their recovery. They reiterated the 

need for more efficient communication methods. They stated that there was a 

need to map the recovery pathway from their perspective because it was 

difficult to know how recovery was progressing in relation to expectations and 

it was also difficult to self-assess in relation to others. They commented that 

the trauma of the event contributes to impairments that are experienced after 

treatment. An example of this was given in relation to lymphedema, women 

report being very afraid to use the arm for fear of developing lymphedema 

and that fear contributing too loss of range and self-imposed limitations.

In summary, the women confirmed the findings and agreed with the 

interpretation of what was said in the focus groups. Further confirmation will 

be ascertained in the second quantitative part of mixed methodology study.

3.12 Discussion

This is the first study to include women with the condition in the validation of 

the ICF Comprehensive Core Set for breast cancer. The characteristics of the 

women recruited for the study are comparable with other samples involving 

women with breast cancer (Gosselink et al., 2003, Poleshuck et al., 2006). 

The methodology used in this study followed the same approach as other 

Core Set validation studies (Coenen et al., 2006, Hieblinger et al., 2009). 

Ninety six per cent of the categories included in the current version of the 

Comprehensive Core Set were confirmed by the women.

Similar to other validation studies, additional ICF categories were identified 

that are not currently included in the Comprehensive Core Set for breast 

cancer, thirty in all (Glassel et al., 2012, Ng and Khan, 2012). All but one of 

these were second level categories. The original Core Set was generated 

with those who had undergone surgery and radiation in mind, so it was 

expected that inclusion of women who had undergone chemotherapy and 

hormonal therapy would result in identification of additional categories. Half of 

the additional categories identified in this study related to changes in function. 

Much discussion surrounded five categories relating to difficulties in cognitive
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function. Cognitive dysfunction is well recognised following chemotherapy, 

the women in this study reported that it affected social interaction and 

prevented or delayed return to work findings similar to Munir et al., (Munir et 

al., 2010). Others reported that the medical profession were slow to 

acknowledge the problem of cognitive dysfunction and women stated that 

they would have benefited had they received information in relation to this 

issue as the knowledge would have reduced anxiety (Boykoff et al., 2009). 

Difficulties with cognitive function experienced by women in this study was 

not confined to women receiving chemotherapy a finding also reported in a 

recent prospective study which found that 20% of patients with cancer 

experience cognitive dysfunction before the commencement of chemotherapy 

(Ahles e ta l., 2008).

Women reported difficulty understanding the implications of the information 

that was provided to them verbally i.e. receiving spoken communication 

(d310). As an example, several spoke about having difficulty understanding 

the consequences of decisions made in relation to on-going treatment. These 

issues experienced by the women must be borne in mind when obtaining fully 

informed consent for any intervention or procedure as the ability to absorb 

and retain information appears to be compromised. This highlights the need 

to provide the patient with information in more than one format and the need 

to check the patient’s comprehension.

The Core Set for breast cancer have recently undergone validation from the 

perspective international physiotherapists who treat women with breast 

cancer (Glassel et al., 2011). The physiotherapists also largely confirmed the 

Core Set. Nine of the additional categories identified in this study overlap with 

those identified by the physiotherapists {b144 Memory functions, b850 

Function o f the hair, d415 Maintaining basic body position, d440 Fine hand 

use, d450 Walking, d470 Driving, d740 Using transportation, e330 People in 

position o f authority and e430 Attitudes of people in authority) (Glassel et al., 

2011). Maintaining basic body positions such as lying supine or prone (d415), 

were identified by both studies and is not something that has been reported in 

the literature previously (Glassel et al., 2011). Some women found lying
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difficult due to the remaining breast pulling on the scar area in the supine 

position; others had difficulty in lying prone. Both validation studies identify 

using transportation (d470) and driving (d475) as problematic activities for a 

variety of reasons, these difficulties were short term and not experienced by 

all of the women. Handedness and side of surgery were relevant factors. 

Wearing a seatbelt was an on-going source of discomfort particularly when 

driving as both hands were involved in steering which meant they were 

unable to hold the belt away from the scar site.

Both Glaessel and colleagues (Glassel et al., 2011) and the present study 

identified two categories relating to people in positions of authority. Women 

reported occasions where others in authority made decisions on their behalf 

without consulting them or exerted undue pressure on them to return to work 

or resign. Previous research has demonstrated that in general women 

experience support initially but this wears off with time. Employers are in 

need of information on what are reasonable expectations and how best to 

support workers on return to work following treatment for cancer (Ng and 

Khan, 2012).

Women with breast cancer experience changes in many aspects of health, 

changes in how the body systems work changes in the structure of the body, 

changes in how they interact with society and how society interacts with 

them. Knowledge of all the categories of health affected by breast cancer can 

facilitate communication; the categories may be used to identify issues 

relevant to the individual. They may help in identifying those who are not 

progressing as expected along the recovery pathway and indicate the need 

for rehabilitative intervention. Knowledge of the recovery pathway may 

provide employers and those in positions of authority with more realistic 

expectations and recovery timeframe.

The ICF chapter headings of the Comprehensive Core Set were found to be 

a simple and effective means of initiating reflection and discussion about 

aspects of health that were affected. The large number of categories included
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in the Core Set reduces its utility in the clinical setting and requires 

quantitative research to determine the categories most relevant. In the 

interim, the chapter headings could be used by clinicians at reviev\/ to identify 

issues relevant to the individual patient and guide management and 

rehabilitation decisions.

Qualitative data needs to be gathered in a fashion that is transparent, 

rigorous and withstands scrutiny to ensure that it is trustworthy. A rigorous 

methodology to ensure transparency such as the use of multiple coders, 

repeated coding and peer review to ensure quality of data analysis was 

implemented. Furthermore, the definition for data saturation utilised in this 

study has been employed by others (Coenen et al., 2006). It is however a 

philosophical entity and not a scientific cut off. In the analysis of the focus 

groups, the saturation occurred at the fifth focus group two subsequent 

groups did not identify any new category. There is a need to conduct further 

international validation studies across different populations with breast 

cancer.

In a list of eighty items, there is always the possibility that category position 

may be affected by participant fatigue in relation to unconfirmed categories. 

Some categories included in the Comprehensive Core Set would only be 

expected to be affected in the early post-surgical days however they are very 

important to identify, in order to be able to provide patients who wish to know, 

what can be expected following treatment. Knowledge of how their health 

may be affected may influence patient’s decisions regarding treatment when 

they are faced with options and decisions to be made.

There results should be considered in the context of number of limitations. 

The sample consists of 33 women who were all residents of Ireland and living 

within a reasonable distance from Dublin where the study was conducted. It 

was not intended to generate information that could be generalised but rather 

to test the relevance of the categories of the Comprehensive Core Set for 

breast cancer. Women living in other cultures with different healthcare 

systems may have different experiences. For instance, women with left sided
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surgery will encounter problems with seat belts when driving in this country 

but would not in most other countries where driving is conducted on the other 

side of the road.

There is a recognised need to describe the outcomes of pathological events 

and subsequent intervention in both the long and short term in order to be 

able to compare their efficacy, evaluate impact on quality of life, and identify 

and plan future healthcare (Maini et al., 2008). Richardson et al., state there 

is an urgent need for data on the natural evolution and the scale of problems 

facing cancer survivors (Richardson et al., 2011). The ICF Core Set offers a 

means of achieving a comprehensive description. The inclusion of those with 

the condition is a prerequisite for a patient centred healthcare system. The 

ICF is not without its challenges. The number of categories included in the 

original Core Set make it unwieldy for clinical use. Validation studies that 

have been undertaken from different perspectives have resulted in the 

identification of further categories that warrant consideration of inclusion. 

Further work including statistical analysis is needed to refine and test the 

categories.

3.13 Conclusion

The qualitative element of this mixed methodology showed that women with 

breast cancer largely confirmed the relevance of the content of the 

Comprehensive Core Set for breast cancer. Further testing with different 

methodologies is required to add to the certainty of interpretation and 

providing a more accurate description of the experience. New categories 

were identified that need consideration and confirmation by further validation. 

This is the first step in the identification of all aspects of health affected by 

treatment for breast cancer.

The course and duration of recovery post cancer treatment has not been 

adequately studied. The Comprehensive Core Set for breast cancer offers a 

method of mapping recovery in a way that overcomes the problems which
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exist with other instruments. If known, it may serve to alleviate worry and 

assist in helping patients plan for return to p re -can cer roles and 

responsibilities. It may also assist in identifying those in need of rehabilitative 

intervention and contribute to the generation of guidelines for timely referral 

for rehabilitation.
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CHAPTER FOUR 

THE QUANTITATIVE STUDY

4.1 Introduction

Chapter 3 described the methodology and output of the qualitative 

component of a sequential mixed methodology study to validate the ICF 

Comprehensive Core Set for breast cancer. The women who participated in 

the focus groups largely confirmed the ICF categories included in the current 

version of the Core Set for breast cancer and identified further categories of 

health affected by treatment that need consideration if the Core Set Is to 

reflect the total range of aspects of health affected by all treatment types. In 

addition to identifying which aspects of heath were affected focus group data 

provided a rich insight into how they were affected and provided a clearer 

understanding of relevant contextual that cannot otherwise be gathered. 

Qualitative methodology typically involves small sample sizes, as was the 

case in the focus groups. Therefore, there was a need to test the relevance of 

the individual categories on a larger sample size.

This chapter describes the development of the quantitative component of the 

mixed methodology study and is divided into four sections which will achieve 

the following;

• describe the major factors that influence quantitative data and the 

rationale behind choosing a postal questionnaire

• describe the process of questionnaire development prior to circulation

• describe the finalised questionnaire and the sample chosen

• describe the method of recruitment of participants.

4.2 Study aim and objectives

This study is the second phase of the exploratory sequential mixed 

methodology study to test the content validity of the ICF Comprehensive Core
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Set from the perspective of women with the condition. The overall aim of this 

quantitative study is to test the relevance and completeness of the items 

included in the Comprehensive Core Set and the additional categories 

identified by the focus groups on a large cross sectional sample of women 

treated for breast cancer. The objectives of the study are as follows:

(i) to establish what percentage of Irish women treated for primary breast 

cancer experienced change in the categories included in the Comprehensive 

Core Set for breast cancer

(ii) to establish what percentage of Irish women treated for primary breast 

cancer experienced change in the additional ICF categories (not currently 

included in the Comprehensive Core Set) identified by women in the focus 

groups

(iii) to identify any further ICF categories of relevance to this population

(iv) to compare the findings of the focus group with the responses of the 

population surveyed.

4.3 Ethics

Ethical approval was granted for the study from the St. James Hospital/ 

Adelaide and Meath National Children’s Hospital Research Ethics Committee 

(Appendix 3.1).

4.4 Rationale for choice of quantitative methodology

Postal self-administered questionnaire was deemed the most suitable method 

of gathering the quantitative data because it allows large numbers of 

individuals to be accessed from a wide demographic area. Surveys are 

suitable as a means of collection of data from a specific population and are 

best suited to the collection of fact or opinion (Denscombe, 2007). The aim of 

this survey is to determine the percentage of women who experienced 

alteration in health identified by the ICF categories as a consequence of 

treatment (fact) and seek their opinion in relation to whether or not the list of 

categories identified by the focus groups is complete.
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4.5 Methods employed to address the biases associated with 

quantitative studies

There are several factors that may affect the data gathered by this means, 

the first, similar to that of the focus group methodology relates to the 

population that is sampled. The most common errors in relation to surveys 

relates to ‘sampling’ errors typically relating to a subset being sampled that 

may not be representative or ‘coverage’ error where the sample does not 

represent the entire range of elements pertinent to the population under 

scrutiny (Leeuw et al., 2008). The development of the Comprehensive Core 

Set for breast cancer had a major coverage error in that it was developed in 

absence of consideration of women who undergo chemotherapy or any 

adjuvant treatment. In this study ‘sampling’ error and ‘coverage’ errors were 

addressed by the inclusion of all eligible all women treated in a single centre 

of excellence and including all treatment types. Sampling was however 

confined to one centre of excellence in the capital city, it is recognised that it 

may not, therefore, capture concerns of rural dwellers. However, initial review 

of the database containing the population treated revealed that forty per cent 

were from rural addresses. The demographics of the population are 

discussed In more detail the results chapter. Another error associated with 

survey instruments is measurement error which relates to collecting 

information that is not subsequently interpretable or answers that are not 

related to the intended question. In an attempt to overcome this type of error 

the questionnaire underwent several iterations which are described in the 

next sections. In this study, the items to be included in the survey had been 

predefined as items included in the Comprehensive Core Set and additional 

ICF categories identified by the focus groups. Additional information was 

invited by the provision of an “any other” question at the end of each section. 

The questionnaire underwent four iterations which began prior to conducting 

the focus groups.

Further error associated with survey instruments is non-response or low 

response rates. Several actions were taken to improve response rates
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including provision of an explanation of what the study was about and 

description of why it was important to elicit the women’s perspective, was 

provided in the participant information letter (Appendix 4.1). The 

questionnaire package also included a stamped addressed envelope for 

return and a reminder letter was sent (Appendix 4.2).

In summary, the postal questionnaire was chosen as a means of gathering 

quantitative data because it allowed easy access to large numbers which was 

necessary to determine the relevance of each of the ICF categories. The 

weakness of this method is that it does not allow for exploration of answers 

given or seeking clarification a shortcoming not experienced in focus groups 

(Bowling and Ebrahim, 2005). The use of some open ended questions does 

allow for additional information to be provided and missed information to be 

identified and thus attempts to limit the weaknesses of the method. The 

questionnaire underwent four iterations which will now be discussed.

4.6 First iteration of the questionnaire

The first questionnaire consisted of a questionnaire that utilised an unaltered 

format of the ICF Core Set including wording and explanatory notes as is 

presented in the ICF document. The aim of the first iteration was to determine 

the ease of interpretation of the original wording and accompanying 

descriptors. A sample of convenience of six women who did not have breast 

cancer or any knowledge of medical terminology was used to pilot the first 

iteration. Responses indicated that in its current format the questionnaire was 

very difficult to understand.

4.6.1 Outcome o f the first iteration

The first iteration established there was a need to simplify the terminology 

and change the format.
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4.7 Second iteration of the questionnaire

In response to the output from the first iteration of the questionnaire, all ICF 

category codes were removed and the language was changed to what was 

considered to be laypersons language.

4.7.1 Aims

The questionnaire was re-piloted with the following aims;

(i) to assess the ease of language interpretation

(ii) to establish the average time taken to complete the questionnaire

(iii) to determine whether postal questionnaire or an author administered 

questionnaire was preferred

(iv) to ascertain the views of respondents on the potential value of such 

an instrument as a tool to review their health status prior to their follow 

up visits.

4.7.2 Participants

Women volunteers who were members of the Irish Cancer Society’s support 

group called “Reach to Recovery” were the population invited to pilot the 

second iteration of the questionnaire.

A representative of the Irish Cancer Society acted as the gate-keeper to this 

phase of the research and agreed to enclose the questionnaire, 

accompanying explanatory letter and stamped addressed return envelope, to 

all volunteers within a routine mailing sent from the Irish Cancer Society in 

July 2009. All answers were anonymous and the names and addresses of the 

participants were not known to the researcher. The letter accompanying the 

questionnaire is included in appendices 4.3 and 4.4.

4.7.3 Results o f second iteration

Forty questionnaires were posted with no return date set. A response rate of 

37.5% was achieved (n=15). The profile of the respondents is presented in 

Table 4.1.
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Profile of respondents
Mean age in years (range) 56 (40-67)

Height in inches 64 (57-72)

Weight in lbs. 155(121-224)

Body iVlass Index 27 (21-36)

Occupation Paid employment 47%

Housekeeper 13%

Retired 13%

Unemployed 27%

Time since surgery 9 years (range 4-31 years)

Marital status Married 66.6%

Single 13%

Widowed 13%

Separated 7%

Type of surgery Mastectomy 73%

Radical mastectomy 7%

Lumpectomy 20%

Side of surgery Right 40%

Left 33%

Both 27%

Reconstruction Yes 47%

Radiation Yes 67%

Chemotherapy Yes 67%

Handedness Right 93%

Table 4.1 Characteristics of respondents to second iteration of the 

questionnaire (n=15)

Responses to the questionnaire are presented in Table 4.2. Most categories 

of the Comprehensive Core Set were confirmed by this group of women. The 

average time post-surgery of this sample of women was nine years, therefore 

there is a possibility that answers provided may be affected by recall. Another 

factor that warrants consideration is the possibility that treatment regimens 

may have altered.
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BODY FUNCTIONS YES NO

Not

applicable

Ifo  ^

answer

Ch1 Mental Functions

b126 Tem peram ent and Personality functions 53% 47%

b130 Energy and drive functions 60% 40%

b134 Sleep 53% 47%

b152 Emotional functions 53% 47%

b180 Experience o f self and time function 53% 47%

b1801 Body image 20% 80%

Other categories identified but not included in Core Set-C onfidence (n=1), Memory (n=2)

Ch2 Sensory functions and pain

b265 Touch function 67% 33%

b280 Pain 13% 80% 7%

b2801 Pain in body part 33% 60% 7%

Ch4 Cardiovascular, haematological, immunological and respiratory systems

b435 Immunological (allergies, hypersensitivity) 27% 53% 20%

b4352 Functions o f the lymphatic vessels 47% 33% 20%

b4353 Function o f the lymph nodes 33% 47% 20%

b455 Exercise tolerance functions 33% 53% 13%
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Ch5 Function Digestive, metabolic and endocrine systems

b530 Weight maintenance functions 53% 40% 7%

Ch6 Genito-urinary and reproductive functions

b640 Sexual functions 40% 40% 20%

b650 Menstruation functions 13% 13% 73%

b660 Procreation functions 13% 13% 73%

b670 Sensations associated with genital and reproductive functions 27% 20% 47% 7%

Ch7 Neuromusculoskeletal and movement-related functions

b710 Mobility of joint 60% 40%

b720 Mobility of bone functions 40% 60%

b730 Muscle power 53% 40% 7%

b740 Muscle endurance functions 33% 53% 13%

b780 Sensations related to muscle and movement functions 33% 53% 13%

Ch8 Functions of the Skin and related structures

b810 Protective functions of the skin 40% 60%

b820 Repair functions of the skin 47% 47% 7%

bS40 Sensation related to the skin 47% 53%

BODY STRUCTURES YES NO Not

applicable

No

answer

s420 Structure of the immune system 33% 40% 27%



s4200 Structure of lymphatic vessels 27% 40% 33%

s630 Structure of reproductive system 13% 60% 20%% 7%

s6302 Structure of breast and nipple 20%% 67% 7%

s720 Shoulder region 40% 53%% 7%

s730 Upper extremity (arm, hand) 53% 40% 7%

s760 Trunk 13% 87%

s810 structure of areas of skin 13% 80% 7%

other-1 on-going loss of toenails

ACTIVITIES AND PARTICIPATIOli YES NO Not
applicable

No
answer

Ch1 Learning and applying knowledge

d177 making decisions 47% 47% 7%

Ch2 General tasks and demands

d230 carrying out daily routine 20% 73% 7%

d240 handling stress and other psychological demands 13% 80% 7%

Ch4 Mobility

d430 Lifting and carrying objects 27% 73%

d440 Fine hand use (picking up, grasping 20% 73% 7%

d445 hand and arm use 47% 47% 7%

Ch5 Self Care

d510 Washing oneself (bathing, drying, washing hands, etc.) 93% 7%
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d520 Caring for body parts (brushing teeth, shaving, grooming, etc.) 93% 7%

d530 Toileting 100%

d540 Dressing 100%

d560 Drinking 7% 93%

d570 Looking after one's iiealth 13% 80% 7%

Ch6 Domestic Life

d620 Acquisition of goods and services (sliopping, etc.) 27% 73%

d630 Preparation of meals (cooking etc.) 7% 93%

d640 Doing housework (cleaning house, washing dishes ) 40% 60%

d660 Assisting others 27% 73%

Ch7 Interpersonal Relationships

d720 Complex interpersonal interactions 13% 87%

d750 Informal social relationships 13% 87%

d760 Family relationships 13% 87%

d770 Intimate relationships 13% 86%

Ch8 Major life areas

d850 Remunerative employment 40% 60%

Ch9 Community, Social life

d920 Recreation and leisure 20% 80%



ENVIRONMENTAL FACTORS Help Hinder Not

relevant

No

answer

Chi Products and Technology

e110 For personal consumption (food, medicines) 67% 7% 27%

e115 For personal use in daily living 13% 20% 67%

e165 assets 33% 67%

Ch2 Natural Environment

e225 Climate 20% 20% 53% 7%

Ch3 Support and Relationships

e310 Immediate family 67% 13% 20%

e320 Friends 93% 7%

e325 Acquaintances, peers, colleagues, neighbours etc. 87% 13%

eS30 People in position of authority 53% 40% 7%

e340 Personal care providers and personal assistants 33% 53% 13%

e355 Health professionals 67% 33%

Ch4 Attitudes

e410 Individual attitudes of immediate family members 40% 53% 7%

e415 individual attitudes of extended family members 47% 47% 7%

e420 Individual attitudes of friends 40% 40% 7% 7%

e440 Individual attitudes of personal care providers and personal assistants 7% 40% 47%

e450 Individual attitudes of health professionals 7% 53% 27% 13%
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e465 social norms, practices and ideologies 7% 47% 47%

Ch5 Services, Systems and Policies

e540 Transportation services, systems and policies 7% 80% 13%

e555 associations and organisational services, systems and policies 20% 67% 7%

e570 Social security, services, systems and policies 13% 80% 7%

e575 general social support services, systems and policies 20% 73% 7%

e580 Health services, systems and policies 27% 73%

e590 Labour and employment services, systems and policies 7% 87% 7%

Table 4.2 Responses to the second iteration of the questionnaire



The average time taken to complete the questionnaire was twenty minutes 

(range 12-45 minutes). Two thirds of respondents reported the 

questionnaire easy to complete, 27% reported that it was difficult and one 

respondent did not answer. Over half the respondents (53%) would favour 

the postal questionnaire while 27% would favour an author-administered 

version and the remaining respondents did not answer this question. Sixty 

per cent reported that they thought an instrument such as this would be 

useful for women to review their health status prior to follow up 

appointments; a further 13% thought it would possibly be useful. One 

person did not think it would be of use and the remainder did not provide an 

answer. Specific comments are presented in the Table 4.3 below.

Would the Core Set be useful as a self -review tool prior to follow up 

appointments?

“Yes, post treatment effects (particularly psychological) are not discussed or 

explained and leave one frightened not knowing who to contact”

“Good suggestion especially for anybody a bit intimidated by the medical 

profession, some people are nen/ous about asking questions in case they 

seem a bit silly”

“Could be o f use for someone who has recently undergone surgery but not 

relevant after many years”

“Yes, I think it is a very good idea”

“It would be helpful but only if  it were ‘simple’ in its language”

Table 4.3 Comments on perceived usefulness of Core Set as a self

review tool

4.7.4 Outcome of the second iteration

The low response rate may be attributable to several factors including the 

method of distribution, length and language complexity of the questionnaire. 

Two respondents commented on the technical terms used in the 

questionnaire. This was considered important as these probably have a
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greater understanding of technical language relating to the condition than 

the usual patient.

4.8 Third iteration of the questionnaire

The third iteration of the questionnaire included additional explanation of 

each item provided in simple language the formatting was also changed to a 

more tabular layout. Appendices 4.5, 4.6 and 4.7 contain documentation 

sent to participants.

4.8.1 Aims

The aim of this stage of piloting was to check that the questionnaire could 

be understood by the intended population.

4.8.2 Participants

Women who over 18 years of age, fluent in English, diagnosed with primary 

breast cancer, who were between three and four years after surgery and 

were disease free at last follow up, were eligible for inclusion.

4.8.3 Method o f recruitment

Twenty five consecutive women who fulfilled the inclusion criteria were 

identified from the breast care database by the breast care database 

manager and the questionnaire was posted accompanied by an explanatory 

letter and stamped return envelope. The questionnaire and the explanatory 

letter are contained in Appendices 4.7 and 4.5 respectively.

The women were asked to do two things;

(i) to fill in the questionnaire to capture their experience of having 

treatment for breast cancer

(ii) to comment on the degree of difficulty experienced when filling out 

the questionnaire.

4.8.4 Results o f the third iteration

A response rate of 60% (n=15) was achieved. The characteristics of the 

respondents are presented in Table 4.4.
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Characteristics

Mean age in years (range) 57 (32-86)

Height in ins 64 (61-67)

Weight in lbs. 150(116-163)

Body Mass Index 26 (19-29)

Occupation Housekeeper 47%

Employed 27%

Unemployed 20%

Retired 7%

Time since surgery 3.7 (3-4 years)

Marital status Married 53%

Cohabiting 13%

Single 13%

Widowed 13%

Divorced 7%

Level of Education Primary 27%

Secondary 40%

Third 33%

Surgery Type Mastectomy 47%

Lumpectomy 53%

Side of Surgery Right 47%

Left 53%

Reconstruction Yes 27%

No 73%

Radiation Yes 67%

No 27%

no answer 7%

Chemotherapy Yes 60%

No 33%

no answer 7%

Hormonal therapy Yes 67% (20% currently)

No 33%

Handedness Right 93%

Ambidextrous 7%

Table 4.4 Characteristics of respondents to third iteration of 

questionnaire (n=15)
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4.8.5 Results of questionnaire

Most respondents answered all questions (n=11, 73%). All but two of the 

categories included were confirmed by respondents. The two categories 

that were not confirmed were caring for body parts (such as brushing your 

teeth) and toileting. Table 4.5 contains the participant responses to the 

questionnaire.

Time taken and participant response

Most respondents found the questionnaire easy to answer (n=11), however 

four women found it difficult to answer (27%). Completion time was between 

10 and 20 minutes for the majority of respondents (73% n=11), the 

remaining four took between 30 (n=2) and 50 minutes.

140



BODY FUNCTIONS YES NO Not

applicable

No

answer

Ch1 Mental Functions

b126 Temperament and Personality functions 33% 67%

b130 Energy and drive functions 40% 53% 7%

b134 Sleep 53% 40% 7%

b152 Emotional functions 26% 67% 7%

b180 Experience of self and time function 13% 80% 7%

b1801 Body image 20% 73% 7%

Other categories identified but not included in Core Set-Confidence in crowds(n=2), Memory (n=1)

Ch2 Sensory functions and pain

b265 Touch function 53% 47%

b280 Pain 7% 93%

b2801 Pain in body part 60% 40%

0 Other- Pain breast bone area (n=1), right arm (n=1), all sorts aches and pains (n=1)

Ch4 Cardiovascular, haematological, immunological and respiratory systems

b435 Immunological (allergies, hypersensitivity) 33% 60% 7%

b4352 Functions of the lymphatic vessels 20% 66% 14%

b4353 Function of the lymph nodes 40% 46% 14%
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b455 Exercise tolerance functions 40% 46% 14%

Ch5 Function Digestive, metabolic and endocrine systems

b530 Weight maintenance functions 60% 40%

Ch6 Genito-urinary and reproductive functions

b640 Sexual functions 20% 60% 20%

b650 Menstruation functions 7% 7% 86%

b660 Procreation functions 14% 40% 46%

b670 Sensations associated with genital and reproductive functions 14% 40% 46%

Ch7 Neuromusculoskeletal and movement-related functions

b710 Mobility of joint 54% 46%

b720 Mobility of bone functions 54% 46%

b730 Muscle power 54% 46%

b740 Muscle endurance functions 60% 40%

b780 Sensations related to muscle and movement functions 40% 60%

Ch8 Functions of the Skin and related structures

b810 Protective functions of the skin 20% 80%

b820 Repair functions of the skin 27% 73%

bS40 Sensation related to the skin 27% 73%



BODY STRUCTURES YES NO Not

applicable

No

answer

s420 Structure of the immune system 14% 52% 20% 14%

s4200 Structure of lymphatic vessels 7% 60% 26% 7%

s630 Structure of reproductive system 7% 66% 20% 7%

s6302 Structure of breast and nipple 46% 40%% 7% 7%

s720 Shoulder region 13% 73% 7% 7%

s730 Upper extremity (arm, hand) 33% 53%, 7% 7%

s760 Trunk 89% 14% 7%

s810 Structure of areas of skin 14% 72% 14%

ACTIVITIES and PARTICIPATION YES NO Not
applicable

No
answer

Ch1 Learning and applying knowledge

d177 Making decisions 27% 66% 7%

Ch2 General tasks and demands

d230 Carrying out daily routine 27% 73%

d240 Handling stress and other psychological demands 27% 66% 7%

Ch4 Mobility

d430 Lifting and carrying objects 73% 27%
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d440 Fine hand use (picking up, grasping 14% 86%

d445 Hand and arm use 60% 40%

Ch5 Self Care

d510 Washing oneself (bathing, drying, washing hands, etc.) 7% 93%

d520 Caring for body parts (brushing teeth, shaving, grooming, etc.) 100%

d530 Toileting 100%

d540 Dressing 27% 73%

d550 Eating 14% 86%

d560 Drinking 14% 86%

d570 Looking after one's health 7% 86% 7%

Ch. 6 Domestic Life

d620 Acquisition of goods and services (shopping, etc.) 14% 79% 7%

d630 Preparation of meals (cooking etc.) 7% 86% 7%

d640 Doing housework (cleaning house, washing dishes ) 33% 60% 7%

d660 Assisting others 7% 86% 7%

Ch7 Interpersonal Relationships

d720 Complex interpersonal interactions 20% 73% 7%

d750 Informal social relationships 20% 73% 7%



d760 Family relationships 20% 60% 20%

d770 Intimate relationships 27% 46% 27%

Ch8 Major life areas j

d850 Remunerative employment 20% 60% 20%

Ch9 Community, Social life

d920 Recreation and leisure 20% 80%

ENVIRONMENTAL FACTORS Help Hinder Not
relevant

No

answer
Ch1 Products and Technology

e110 For personal consumption (food, medicines) 27% 14% 52% 7%

e115 For personal use in daily living 7% 14% 72% 7%

e165 Assets 7% 14% 72% 7%

Ch2 Natural Environment

6225 Climate 7% 27% 66%

Ch3 Support and Relationships

e310 Immediate family 79% 7% 14%

e320 Friends 86% 14%

eS25 Acquaintances, peers, colleagues, neighbours etc. 79% 14% 7%

e330 People in position of authority 33% 7% 53% 7%
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e340 Personal care providers and personal assistants 14% 79% 7%

e355 Health professionals 73% 7% 20%

Ch4 Attitudes

e410 Individual attitudes of immediate family members 21% 79%

e415 individual attitudes of extended family members 14% 79% 7%

e420 Individual attitudes of friends 14% 79% 7%

e440 Individual attitudes of personal care providers and personal assistants 7% 53% 40%

e450 Individual attitudes of health professionals 46% 33% 14% 7%

e465 Social norms, practices and ideologies 7% 66% 20% 7%

Ch5 Services, Systems and Policies

e540 Transportation services, systems and policies 33% 53% 7% 7%

e555 Associations and organisational services, systems and policies 14% 46% 33% 7%

e570 Social security, services, systems and policies 40% 46% 14%

e575 General social support services, systems and policies 7% 40% 46% 7%

e580 Health services, systems and policies 7% 40% 46% 7%

e590 Labour and employment services, systems and policies 7% 33% 60%

Table 4.5 Responses to the third iteration of the questionnaire



4.8.6 Outcome of the third iteration

The feedback from the third piloting suggested that the questionnaire was 

now ready for distribution.

At the stage of completion of piloting the third iteration of the questionnaire 

the focus groups had been conducted and analysed. The output of the focus 

groups suggested that a further thirty one categories of health warranted 

consideration for inclusion within the Core Set if the Core set was to include 

all treatment possibilities. These newly identified categories were included in 

the questionnaire in the order of their associated category number. A list of 

these 30 new items is contained in Appendix 4.8. In addition to the extra 

categories, a decision was made to separate out some of the environmental 

categories into questions that captured the direction of any alteration that 

was experienced. For example;

• Since your treatment did you find any food or drugs to be a help to 

you?

• Since your treatment did you find any food or drugs to be hindrance 

to you?

• Have you found any assistive products such as prosthesis, special 

bra or swimsuit to be a help?

• Have you found any assistive products such as prosthesis, special 

bra, or swimsuit to be a hindrance?

For the purpose of content validation answers to the two columns were 

collapsed to give the percentage of the sample that experienced alteration in 

this category.

4.9 Fourth iteration of the questionnaire

In light of the fact that some small changes and additions were made to the 

final questionnaire it was thought prudent to go through the motions of 

piloting one last time.
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4.9.1 Aims

The aim of this piloting was to ensure that the additional categories added at 

this stage were not problematic in terms of interpretation.

4.9.2 Participants

Women involved in the last focus group were invited to pilot the 

questionnaire prior to the final posting to the entire sample. Copies of the 

final questionnaire were left available to them attached to stamped 

addressed return envelope. The women took the questionnaire home with 

them and posted the replies back. The women were asked to fill out the 

questionnaire to reflect their health experience and to mark any areas of 

questionnaire that they thought was difficult to understand.

4.9.3 Results o f the fourth iteration of the questionnaire

The returned questionnaires were read through to check for any areas of 

difficulty, there was none apparent. The responses to the returned 

questionnaires were not analysed at this stage but deferred until all 

questionnaires were circulated and were included as respondents in the final 

questionnaire that was circulated. At this stage, the questionnaire was 

deemed ready for circulation. Appendix 4.9 contains the final questionnaire 

that was circulated to participants.

4.10 Methodology for final iteration of the questionnaire

4.10.1 The final questionnaire

The circulated questionnaire contained 167 items, 23 of which were 

demographic and treatment related questions and a question about how 

much exercise the participants regularly undertook. The remaining 144 items 

related to the categories of the Comprehensive Core Set and the additional 

ICF categories that the women in the focus groups identified. Several items 

were subdivided as previously mentioned. The questionnaire offered eight 

opportunities to provide information that the respondent felt was missing 

from the list provided. The final questionnaire was an eleven page document 

which can be seen in Appendix 4.9.
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4.10.2 Data analysis

Data generated from the questionnaire was analysed using descriptive 

statistics. Responses to each item each item were described in terms of 

percentage response and 95% confidence intervals.

4.10.3 Identification o f the sample

The sample for this study was recruited from the patient list of St James 

Hospital Breast Care Department. The details of any patient treated for 

breast cancer is entered into a database which is maintained by a database 

manager. The data base contains the names addresses and telephone 

numbers of each patient along with date diagnosed, treatment undergone 

and current disease status. The method of recruitment is described below.

4.10.4 Participants

The participants recruited in this study satisfied the following criteria;

a. Over 18 years of age and fluent in English

b. Diagnosed with primary breast cancer

c. Were between > 6 months and < 4 years post -surgery

d. Had no evidence of disease recurrence

e. Had no diagnosed concomitant condition that would interfere with 

answers provided such as cognitive, visual, functional or mobility 

problems

f. Had a valid telephone contact number and a postal address

Items a - d of the inclusion criteria were determined in liaison with the breast 

care nurses responsible for the individuals care.

4.10.5 Method of recruitment

The breast care database manager was contacted with the inclusion criteria 

a, b, c, and d above for the study. The sample consisted of all women on the 

database who fulfilled the aforementioned criteria. Women on the database
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were telephoned and Informed of the study that was being undertaken. They 

were informed that they were under no obligation to participate and they 

were asked would they like to receive further information about the study. If 

they indicated interest they were sent an introductory letter, a patient 

information letter, the questionnaire and a stamped addressed return 

envelope, name and contact details of the researcher were provided should 

they wish to make any further enquiries. See Appendices 4.5, 4.6 and 4.9 for 

participant pack including the introductory letter, information leaflet and the 

final iteration of the questionnaire.

In terms of the information delivered during the telephone call to each 

participant, the caller (MC) identified themselves and explained that a study 

was being undertaken to map all the areas of health affected by breast 

cancer and its treatment. It was explained to the women that the reason for 

the call was to ask would they like to receive information about the study. 

The telephone calls were conducted initially between the hours of 9am and 

5pm and following two unsuccessful attempts to make contact with potential 

participants during these hours, women were telephoned between 7pm and 

9pm. The process of telephoning was conducted over a three week period.

The package was posted approximately one week after the initial telephone 

contact to allow for a cooling off period and to ensure the women did not feel 

coerced into responding. Telephone contact was necessary to establish 

inclusion criteria e and f; whether the woman was fluent in English, whether 

there was any co existing condition that may affect function, mobility and 

whether the woman was already involved in research being undertaken on 

this cohort. A reminder letter was sent one month after the initial pack 

(Appendix 4.10). The results of the questionnaire will be presented in the 

following chapter.
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4.11 Summary of Chapter four

This chapter described the chosen quantitative methodology, outlined the 

stages of its development and presented the final research instrument used. 

It presented the inclusion criteria of the intended population and outlined the 

recruitment process. The postal self-administered questionnaire was sent to 

women who were diagnosed with primary breast cancer and who were 

>6months and <4 years post -surgery. The women were fluent in English 

and had no diagnosed condition that could affect function. All treatment 

types were included. The results of the questionnaire are presented in 

Chapter 5.
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CHAPTER FIVE 

RESULTS OF THE QUESTIONNAIRE

5.1 Introduction

Chapter 4 describes the development of the questionnaire, the results of the 

four iterations of the questionnaire that were circulated to women with and 

without breast cancer. It also focused the issues involved in converting the 

ICF Comprehensive Core Set into a questionnaire format suitable for a 

layperson. The original questionnaire was written in scientific language 

which made it necessary to reword some terms to enhance interpretability 

by the intended respondents. Following four iterations and piloting the 

questionnaire was deemed ready for circulation. The last section of chapter 

four describes the inclusion criteria (4.10.4) and recruitment strategy 

(4.10.5). The aim of this chapter is to describe the participants and present 

the responses of those who completed the questionnaire. The chapter 

concludes with a discussion of the findings and the implications for clinicians 

and future research.

5.2 Recap on the questionnaire

Appendix 4.9 contains the final questionnaire. The questionnaire comprised 

an eleven page document which contained 167 items. Twenty three of these 

consisted of items relating to demographic details of the respondents and 

treatment related information. The remaining 144 items comprised questions 

relating to categories of health included in the comprehensive Core Set and 

items related to categories of health that were raised in the focus groups but 

not currently contained in the Comprehensive Core set (n=31). These new 

items were inserted in the order in which they appear in the ICF document.

Several categories of the ICF were divided into two questions to facilitate a 

choice in response from participants. In essence, it was necessary to be 

able to determine direction of effect of the various different items 

experienced by respondents. Examples of this have been previously 

mentioned in Chapter 4, section 4.8.6.. Answers to categories managed in
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this way were analysed separately for discussion of findings but collapsed 

into percentage of respondents identifying change in either direction for 

consideration of validity of the item. The results will be presented in relation 

to the Comprehensive Core Set first and then the findings in relation to 

additional items will be presented.

5.3 Results

Most of the women in the database were residing in Dublin (58%) The 

remaining percentage were from nineteen counties of Ireland Including 

Carlow, Cavan, Clare, Donegal, Galway, Kildare, Kilkenny, Laois, Leitrim, 

Longford, Louth, Meath, Offaly, Roscommon, Sligo, Tipperary, Waterford, 

Westmeath, Wicklow. Although a smaller percentage (42%) of the overall 

sample a good spread of counties were represented.

5.3.1 Response rate

Five hundred and nine patients were identified as suitable for inclusion 

based on the information on the database. Sixty seven were deemed 

ineligible to participate in the study for a variety of reasons displayed in 

Table 5.1.
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Reason for exclusion Number of participants
Denied having cancer 3

Male 1

Unable to read 4

Participating in another study 20

Other condition (s) 8

Dementia 3

Dead 7

Not fluent in English 10

Telephone disconnected 12

TOTAL 67

Table 5.1 Reasons for exclusion from study

Four hundred and forty one questionnaires were posted and a response rate 

of completed questionnaires 67.3% (n=297) was achieved. Reasons for 

non-response are known for sixteen. Five were returned with a statement of 

non interest and a further eleven were returned with post office tags stating 

insufficient address. A second phoning of participants to establish postal 

address was not undertaken as it was deemed to be too intrusive.

5.3.2 Respondent characteristics

The demographic details of respondents and other characteristics are 

presented in Table 5.2. Participants are similar to other studies including 

such a population (Khan et al., 2010, Levy et al., 2012, Schmitz et al., 2012, 

Khan et al., 2012a). Respondents had a mean age of 56 years (SD± 12.8 

years). The majority of participants were married, over half were in the 

overweight or obese category (54%). Most women were not in paid 

employment but of those who were, two thirds had not returned to work. The 

questionnaire asked whether or not the women had been seen by a 

physiotherapist. Seventy eight per cent of women in this study had seen
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physiotherapist at the time of surgery and 43% saw a physiotherapist 

subsequently.

The questionnaire ascertained how many hours per week did respondents 

engage in moderate intensity exercise which was defined as “intense 

enough to raise your heart rate but you could still hold a conversation”. Fifty 

four per cent of respondents reported that they met or exceeded the 

recommended amount of exercise, 37% did not meet recommendations and 

9% did not answer the question.

5.3.3 Summary o f responses to questionnaire

Similar to the outcome of the focus groups, respondents largely confirmed 

the categories included in the Comprehensive Core Set for breast cancer. 

There was no category of health included in the Comprehensive Core Set 

experienced by less than 12 women. Only one category was experienced by 

less than 5% of women and that was from the body structures section. All 

categories included in the Activities and Participation section exceeded the 

5%, a figure used by others as a cut off for inclusion (Grill et al., 2011, Stier- 

Jarmer et al., 2011, Grill and Stucki, 2011). Responses will be reported 

under the four section headings of Body Functions, Body Structures, 

Activities and Participation and Environmental Factors.
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Participant Characteristics
Age years (SD, range) 56.7 (±12.8, 25-86)

Height inches (SD, 

range)

64 (±2.62, 56-74)

Weight Kg (SD, range) 69 (±14, 24-131)

BMI (SD, range) 26.2 (±5.16,16.3-49.3)

Time since surgery 

months (SD, range)

23.4 (±13,3,6-54)

Weight category Underweight (<18.5) 2%

Normal (>18.5<24.9) 40%

Overweight (25-29.9) 36%

Obese (> 30) 18%

No response 4%

Marital status Never married 13%

Divorced 4%

Currently married 60%

Co-habiting 4%

Widowed 11%

Separated 6%

Divorced & cohabiting 1%

No answer 1%

Occupation Employed 32%

Self-employed 4%

Retired 20%

Student 10.5%

Voluntary work 3%

Unemployed, due to 

cancer

10%

Unemployed other 0.5%

House keeper 25%

No answer 5%

Education Primary level 17%

Secondary level 49%
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Third level 34%

Surgery side Right 49%

Left 42%

Both 6%

No response 3%

Surgery type Lumpectomy and axillary 

nodes

10%

Lumpectomy 36%

Mastectomy and axillary 

nodes

11%

Mastectomy 20%

Mastectomy and 

reconstruction

9%

Bilateral mastectomy 3%

No response 11%

Reconstruction Yes 13%

No 83%

No response 4%

Radiation Yes 83%

No 16%

No response 1%

Hormonal therapy Yes 31%

No 30%

Still on it 31%

No response 8%

Handedness Right handed 84%

Left handed 9%

Ambidextrous 7%

Table 5.2 Characteristics of the questionnaire respondents (n=297)
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5.3.4 Body Functions

Body Functions deals with physiological functions of different body systems. 

The category of health that had the highest percentage response was b280 

pain; 86% of respondents had experienced pain. For 71% of the sample, 

pain was reported as current this finding is comparable with that of Kahn and 

colleagues who report a pain prevalence of 74% (Khan and Pallant, 2007). 

This is a high percentage of respondents considering that the mean time 

post-surgery was almost two years. Pain in body part b2801 is a category 

included in the Core Set; the category refers to pain in a specific body part. 

The questionnaire asked the women about pain in specific body parts such 

as the chest/trunk, arm/shoulder, back, lower limbs, joints and offered the 

opportunity to identify any other body part not listed. It was felt that it was 

important to identify the location in which pain was experienced as little is 

known about the range of pain sites that are experienced by this population 

(Cooney et al., 2010). Table 5.3 contains a summary of the responses to the 

questionnaire in relation to Body Functions section of the Comprehensive 

Core Set.
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Body Functions Yes(n) Sample size % Yes 81% Cl lower 95% Cl upper

Ch.1 Mental Functions

b126 Temperament and Personality functions 184 297 62% 59% 6%

b130 Energy and drive functions 229 297 77% 75% 79%

b134 Sleep 208 297 70% 68% 72%

b152 Emotional functions 110 280 39% 36% 42%

b180 Experience of self and time function 49 278 18% 16% 19%

b1801 Body image 161 287 56% 53% 59%

Ch.2 Sensory functions and pain

b265 Touch function 116 297 39% 36% 42%

b280 Pain 254 297 86% 84% 87%

b2801 Pain in body part* 163 297 55% 52% 58%

Ch.4 Cardiovascular, haematological, immunological and respiratory systems

b435 Immunological 77 297 26% 24% 28%

b4352 Functions of the lymphatic vessels 63 266 24% 22% 26%



b4353 Function of the lymph nodes 58 258 22% 20% 25%

Ch.5 Function Digestive, metabolic and endocrine systems

b455 Exercise tolerance functions 145 282 51% 49% 5%

b530 Weight maintenance functions 139 291 48% 45% 51%

Ch.6 Genito-urinary and reproductive functions

b640 Sexual functions 102 280 36% 36% 39%

b650 Menstruation functions 65 268 24% 22% 26%

b660 Procreation functions 10 267 4% 3.7% 4.1%

5670 Sensations associated with genital and reproductive 

functions 165 272 61% 58% 63%

Ch.7 Neuromusculoskeletal and movement-related functions

b710 Mobility of joint 177 297 59% 57% 62%

b720 Mobility o f bone functions 65 297 22% 20% 24%

b730 Muscle power 165 297 56% 53% 58%

b740 Muscle endurance functions 187 297 63% 60% 66%
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b780 Sensations related to muscle and movement 153 297 52% 49% 54%

Ch.8 Functions of the Skin and related structures

b810 Protective functions of the skin 92 287 33% 30% 35%

b820 Repair functions of the skin 83 292 28% 26% 31%

bS40 Sensation related to the skin 143 286 50% 47% 53%

Categories in bold are included in the Brief Core Set, items in italics were categories not confirmed by the focus groups, ‘ answers provided in relation to this 
category relate to the body part with highest number of participants reporting pain.
Table 5.3 Responses to the questionnaire in relation the Body Functions section of the Comprehensive Core Set



The figures reported in Table 5.3 for the category of ‘Body Functions’ relates 

to pain experienced in joints which was the most frequently reported and 

experienced by 53% of respondents and is likely to be caused by 

pharmacotherapy. Other sites where pain was experienced included 

shoulder/arm pain (48%), back pain (46%). chest or trunk pain (41%), and 

pain in lower limb (32%). Body locations such as those included in the 

questionnaire are not specified in the Comprehensive Core Set, they are 

fourth level categories, sub categories of b2801 pain in specific body part, 

which is included. However, due to the hierarchical nature of the ICF, they 

are not considered as additional categories. Figure 5.1 displays the number 

of pain sites experienced by respondents. Sixty seven per cent had pain in 

more than one location and 40% had pain in more than two locations. This 

indicates the need to assess for pain by location and not confine 

assessment to global questioning.

1 2 3 4 5
Number of pain sites

Figure 5.1 Number of pain sites experienced by women treated for 
breast cancer

The category relating to energy and drive b130, was the next most 

frequently altered (77%) followed by alterations in sleep b134 (70%). 

Respondents experienced difficulties in several aspects of sleep - for some 

the amount of sleep was altered (27%), others experienced difficulty getting 

to sleep (18%), being able to stay asleep (27%) and change in the quality of 

sleep (25%) and overall sleep pattern (24%). The majority of women
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experienced changes in temperament and personality functions b126 (62%), 

including changes in outlook such as degree of optimism (47%) and levels of 

self-confidence (42%). Alterations in control, appropriateness or range of 

emotions were experienced by 39% of respondents. Fewer reported 

changes in experience of self and time (18%) which includes awareness of 

position in reality and time or a sense of out of body experience. Questions 

concerning immunological functions identified 26% women who reported 

altered health in relation to getting infections {s420 structure o f the immune 

system) and 24% reported altered function of the lymphatic system which 

includes lymphedema.

Chapter 5 is concerned with function of digestive, metabolic and endocrine 

systems and is represented by two categories in the Comprehensive Core 

Set: b455 Exercise tolerance functions, and b530 Weight maintenance 

functions. Over half the respondents experienced alterations in exercise 

tolerance (51%) and possibly related, many experienced difficulties in 

relation to weight maintenance (48%). Categories in Chapter 6 were 

concerned with reproductive functions. Responses indicated that many 

women did not know whether they have experienced change in these 

categories. This may be attributed to the age range of the sample (mean 

age 56.7 years) and the fact that only 13% of the women were aged less 

than 40 years. This age range has also been reported by other researchers 

who have undertaken studies in women with breast cancer (Khan et al., 

2012b). Most of the sample (61%) reported category b670 sensations 

associated with genital and reproductive functions, this includes menopausal 

symptoms of hot flushes and night sweats.

Movement related functions are covered in Chapter 7 of the ICF Core Set. 

The results demonstrate that these categories are very relevant to this 

population with 63% of women reporting reduced endurance. Furthermore, 

59% had changes in freedom of movement of joints and 56% having 

reduced strength. Many of these women have on-going problems with 

movement and stamina. The category with lowest response is b720 mobility 

o f bone functions (22% n=64) and relates to the condition of frozen 

shoulder.
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Half of the respondents (50%) experienced sensation related to the skin 

which includes itching, burning, pins and needles and crawling sensations. 

Many, if not all of these descriptors are typical of neuropathic pain which 

may occur as a result of chemotherapy, radiation therapy or surgery (Jung et 

al., 2003). Itching may be as a result in change in skin texture or dryness.

5.3.5 Body Structures

Body Structures deals with the anatomical structures of different body parts. 

The section on body structures achieved lower than anticipated percentages 

of respondents reporting changes in anatomical shape, dimension or texture 

of parts of the body affected by treatment. The most frequently reported 

change was in relation to removal of nodes in the axilla (81%) which is 

covered by category s420 structure o f the immune system. Only 52% of 

women reported change in texture, shape, size or removal of breast and or 

nipple. This finding needs to be interpreted with caution as all of the women 

surveyed had surgery, even those who had undergone a lumpectomy would 

have experienced change in shape or dimension of the breast. Table 5.4 

contains a summary of the responses to the questionnaire in relation to 

Body Structures section of the Comprehensive Core Set.

5.3.6 Activities and Participation

Activities are defined as tasks carried out by an individual and participation 

is the involvement of an individual in a life situation. Lifting and carrying 

objects was the activity limitation reported by the largest number of 

respondents (69%). Table 5.5 contains a summary of the responses to the 

questionnaire in relation to Activities and Participation. The ability to carry 

out daily routine was altered in 66% of women, 63% reported difficulties with 

items d640 housework and d650 caring for household goods such as 

managing plants, wallpapering, painting or DIY activities. The latter category 

was not confirmed by the focus groups. Shopping was a problem for 59%. 

This finding aligns with the earlier finding in this study where women 

reported problems with lifting and carrying. Preparation of meals was found 

to be difficult by 46% which was another category not confirmed by the 

women in the focus groups.
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Body Structures Yes

(n)

Sample
size

% Yes 95% Cl 
lower

95% Cl 
upper

s420 Structure of the immune 

system 237 294 81% 79% 82%

s4200 Structure of lymphatic 

vessels 63 266 24% 22% 26%

s4201 Structure of lymphatic 

nodes 58 258 22% 20% 25%

s630 Structure of reproductive 

system 12 285 4% 04% 5%

s6302 Structure of breast and 

nipple 149 134 52% 49% 55%

s720 Shoulder region 70 289 24% 22% 26%

s730 Upper extremity (arm, 

hand) 66 294 22% 20% 24%

s760 Trunk 76 288 26% 24% 29%

s810 Structure of areas of skin 84 288 29% 27% 32%

Categories in bold are included in the Brief Core Set
Table 5.4 Responses to the questionnaire in relation the Body

Structures section of the Comprehensive Core Set
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Thirty seven per cent of the women reported changes in remunerative 

employment and two thirds of these remain out of work as a direct result of 

having breast cancer. Changes in relation to category d920 Recreation and 

leisure were experienced by a total of 47% with 33% having taken up new 

leisure activities and 22% had given up specific leisure activities, 12% had 

both initiated new and relinquished old activities. Women were also asked 

had they experienced change in relationships with others, 39% of 

respondents experienced change in intimate relationships. Relationships 

with family changed for 27% of women. The ability to meet new people, 

manage interactions and maintain social space was reported as affected by 

22% (d720 Complex interpersonal interactions).

Washing oneself was experienced as difficult by 40%. Handedness and 

side of surgery may affect this category. In addition, difficulty dressing was 

experienced by 38% of respondents. It is worth noting that some categories 

in the activity and participation section had very low numbers of respondents 

identifying them as categories of health affected such as eating 9% and 

drinking 6% these may be categories of health that are affected for a short 

time period and may also be affected by side of surgery and hand 

dominance.
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Activities and Participation Yes(n) Sample size % Yes 95% Cl lower 95% Cl upper

Ch.1 Learning and applying knowledge

d177 Making decisions 80 291 27% 25% 30%

Ch.2 General tasks and demands

d230 Carrying out daily routine 187 284 66% 63% 7%

d240 Handling stress and other psychological demands 111 287 39% 35% 41%

Ch.4 Mobility

d430 Lifting and carrying objects 204 294 69% 67% 71%

d445 Hand and arm use 167 293 57% 54% 60%

Ch.5 Self Care

d510 Washing oneself 118 294 40% 38% 43%

d520 Caring for body parts 53 294 18% 16% 20%

d540 Dressing 110 293 38% 35% 40%

d550 Eating 25 292 9% 8% 9%

d560 Drinking 19 293 6% 6% 7%



d570 Looking after one's health 71 292 24% 22% 26%

Ch.6 Domestic Life

d620 Acquisition of goods and services 172 294 59% 56% 61%

d630 Preparation o f meals (cooking etc.) 132 290 46% 43% 48%

d640 Doing housework 183 290 63% 60% 66%

d650 Caring for household objects 183 290 63% 6%0 66%

d660 Assisting others 57 277 21% 19% 22%

Ch.7 Interpersonal Relationships

d720 Complex interpersonal interactions 63 289 22% 20% 24%

d750 Informal social relationships 78 292 27% 24% 30%

d760 Family relationships 77 285 27% 25% 30%

d770 Intimate relationships 104 269 39% 36% 41%

Ch.8 Major life areas

d850 Remunerative employment 91 244 37% 34% 4%

Ch.9 Community, Social life

d920 Recreation and leisure 134 285 47% 44% 49%

Categories in bold are included in the Brief Core Set, items in italics were categories not confirmed by the focus groups.
Table 5.5 Responses to the questionnaire in relation Activities and Participation section of the Comprehensive Core Set
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5 .3 .7 Environmental factors

Environmental factors relate to physical, social and attitudinal environments 

in which people conduct their lives. Table 5.6 contains the results of this 

section. The range of people that were identified by respondents as a source 

of help and support is noticeable for its breadth and percentage. Family was 

identified as a source of support by 87% of respondents, extended family by 

84%  of women, friends were identified by 88%  and acquaintances were a 

source of support to 82% of respondents. Health professionals were also 

found to be a source of support to 77% of women. Very small percentages 

reported absence of support but there were between 10-13% of the sample 

who reported that these categories of people were not relevant for them. 

Non relevance may imply absence of those categories of people or if not 

absent unavailability for support.

This section also includes categories relating to the use of food or drugs to 

help with daily living. Specifically item e110  refers to products and 

substances for personal consumption and 62% of women reported a change 

in consumption of drugs or food. Products such as special swimsuits, wigs, 

prosthesis and technology such as online shopping, information about 

breast cancer is included in e115 Products and technology for personal use 

in daily living with 58% of women reporting this category being of relevance 

to them. This question focused on the nature of the relevance of the item. In 

essence women were asked if they found products or technology to be of 

help or a hindrance to them. Fifty six per cent found products such as wigs 

swimsuits and online shopping to be helpful and 47%  reported experiencing 

difficulty with prostheses and seatbelts.

Women were asked about whether they experienced change in attitude of 

others towards them since they were treated for breast cancer. A significant 

number of women (40%) reported a change in attitude of family; slightly less 

reported change in attitudes of extended family members (37% ) and friends 

(37% ). In addition, a small number of respondents (11%) thought social 

norms and practices had changed towards them.
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In the final environmental categories relating to services systems and 

policies, v\/omen were asked if they had noticed and change in use or access 

to the categories since treatment. The majority stated that these categories 

with the exception of health services and were not relevant. Seventy three 

per cent of the respondents identified transportation services as not relevant 

to them. This category may be more relevant in different setting where public 

transport is the predominant mode of travel. Forty eight percent of women 

experienced an increase use or access to health services, 27% had 

changed use of social security services and 25% general social support 

services such as shopping housework or other help in order to function more 

fully.
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Environmental Factors Yes(n) Sample size % Yes 95% Cl lower 95% Cl upper

Ch.1 Products and Technology

e110 For personal consumption (food, medicines) 78 125 62% 6% 7%

e115 For personal use in daily living 169 290 58% 55% 61%

e165 Assets 114 282 40% 38% 43%

Ch.2 Natural Environment

e225 Climate 83 280 30% 27% 32%

Ch.3 Support and Relationships

e310 Immediate family 244 282 87% 85% 88%

e315 Extended family 237 281 84% 84% 86%

e320 Friends 246 280 88% 87% 9%

e325 Acquaintances, peers, colleagues, neighbours and 

community members 226 277 82% 8% 83%

eS40 Personal care providers, personal assistants 64 278 23% 20% 25%

e355 Health professionals 228 297 77% 74% 8%

Ch.4 Attitudes

e410 Individual attitudes of immediate family members 113 284 40% 37% 43%



e415 Individual attitudes of extended family members 108 290 37% 34% 4%

e420 Individual attitudes of friends 102 290 35% 32% 4%

e440 Individual attitudes o f personal care providers and 

personal assistants 37 285 14% 13% 15%

6450 Individual attitudes of health professionals 65 286 23% 20% 25%

e465 Social norms, practices and ideologies 31 286 11% 1% 12%

Ch.5 Services , Systems and Policies

0540 Transportation services, systems and policies 42 265 16% 14% 17%

e555 Associations and organisational services, systems 48 275 17% 16% 19%

e570 Social security, services, systems and policies 73 274 27% 24% 29%

e575 General social support services, systems and policies 68 272 25% 23% 27%

e580 Health services, systems and policies 134 277 48% 45% 51%

e590 Labour and employment services, systems and 33 276 12% 12% 13%

Categories in bold are included in the Brief Core Set, items in italics were categories not confirmed by the focus groups.
Table 5.6 Responses to the questionnaire in relation to Environmental Factors contained in the Comprehensive Core Set
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5.4 Discussion of findings in relation to the Core Set

5.4.1 ICF Comprehensive Core Set

There are several cancer specific measures in existence that measure the 

impact of treatment of breast cancer but no measure covers the entire 

spectrum of aspects of health affected (Yoo et a!., 2005, Kim et al., 2012, 

Sanford et a!., 2012). There is a need for better understanding of the overall 

burden of the condition not focussed on symptomatology but on the impact 

on functioning and everyday lives of those with the condition. Schmitz and 

colleagues state currently the physical rehabilitation needs of this population 

are not being met; a lack of knowledge of the total impact of the condition 

may be a factor contributing to this situation (Schmitz and Speck, 2010, 

Schmitz et al., 2012). The ICF Comprehensive Core Set appears promising 

as a tool that will overcome the criticisms of existing instruments and has the 

advantage of having the endorsement of the WHO as the recognised 

instrument for measuring health and disability. A prospective surveillance 

system to identify treatment related physical impairments has been 

proposed by several experts. It is thought that if used to screen for ongoing 

or developing impairments, it may result in better patient outcomes as it 

would enable impairments to be identified at an earlier stage (Schmitz et al., 

2012, Stout et al., 2012). The ICF Core Set is a classification system that will 

not only facilitate surveillance of impairments but altered function, 

participation limitations and environmental factors that can impact on 

recovery (Yang et al., 2012, Kim et al., 2012)

The Comprehensive Core Set for breast cancer needs to be exhaustive if it 

is to fulfil its aim which is to represent the complete spectrum of health and 

health related domains relevant to this population. In its current format it is 

presented as a tool in need for further work and piloting to confirm the 

degree to which it is compete and representative (Brach et al., 2004). 

Efficacy of any surveillance system depends on knowledge of what aspects 

of health need to be monitored. The responses of the women in this study 

test the relevance and completeness of items included in the current 

Comprehensive Core Set.
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5.4.2 Overview of findings from the questionnaire

Four hundred and forty one women satisfied the inclusion criteria. The 

women were screened for co morbid conditions that may affect physical 

functioning or confound the answers to the questionnaire. Thus, in as far as 

possible the responses relate to altered aspects of health as a result of 

treatment for breast cancer. The questionnaire contained items related to 

each category included in the Comprehensive Core set and additional 

categories identified by women in the focus groups. Results in relation to the 

categories contained in the core set will be discussed first.

A good response rate was achieved (67%). The demographics of the 

women were similar to other cohorts with the same condition in terms of age 

profile, marital and employment status (Khan et al., 2012b, Levy et al., 2012, 

Schmitz et al., 2012). Most (78%) had seen a physiotherapist while in 

hospital but only 43% had seen one subsequently on discharge. Reasons 

for this low subsequent attendance was not explored in the study however 

low referral rates for rehabilitation are reported elsewhere in other studies 

concerning breast cancer survivors (Cheville et al., 2008, Cheville et al., 

2009). Currently both the American College of Sports Medicine guidelines 

(2011) and Get Ireland Active (2013) recommend 150 minutes per week or 

more of moderate intensity exercise for health (Garber et al., 2011, Keep 

Ireland Active, 2013). Over half the women in this study (54%) reported that 

they met these guidelines. It is however, known that self-reported physical 

activity is not reliable and frequently overestimated. Several researchers 

have demonstrated that accelerometer data and self -report questionnaires 

were poorly correlated (r=0.17) so the reporting may not reflect reality 

(Beyler et al., 2008).

Some ICF validation studies have utilised a cut-off prevalence of less than or 

equal to 10% to establish a list of categories that warranted inclusion in the 

final Core Set (Kus et al., 2011, Muller et al., 2011 b, Tschiesner et al., 2011, 

Khan et al., 2012a, Schmitz et al., 2012). Other authors chose a prevalence 

of below 5% as a cut-off, however no rationale for either figure is offered
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other than if the prevalence fell below these figures the category was not 

deemed relevant for the majority (Grill and Stucki, 2011, Stier-Jarmer et al., 

2011). In relation to the findings of this study, if we apply a cut off of 10% 

one category in the Body Function Section {b660 Procreation functions 4%), 

one from Body Structures section {s630 Structure o f the reproductive system 

4%) two categories from Activities and Participation would be removed from 

this section (d550 Eating 9%, d560 Drinking 8%). A cut off of 5% would 

result in two categories being excluded. There was no category of health 

within the Comprehensive Core set that was not experienced by at least 12 

women.

Only 4% (n=12) of women stated that category b660 Procreation functions 

was altered, for the majority of women with breast cancer this category is not 

relevant but for younger women with the condition it is an aspect of health 

that has major implications for life decisions. In this instance the utilisation of 

a cut-off is not appropriate if the Core Set is to be utilised to describe the 

total range relevant. In order to determine the appropriateness for inclusion 

of items that are specific to certain age ranges the population, age ranges 

may need to be oversampled to ensure adequate numbers in order to 

determine relevance (Schmitz et al., 2012). On that basis, it was thought 

inappropriate to utilise a percentage cut-off.

5.4.3 Body Functions

The categories in the Body Functions section of the Comprehensive Core 

Set confirmed by the largest number of women are, in order of frequency; 

pain, energy and drive, sleep, followed by reduced muscle endurance, 

changes in temperament and personality and altered body image. These are 

widely recognised aspects of health affected and, both as individual 

symptoms, and symptom clusters have been identified as resulting in poorer 

quality of life (Curt, 2000, Rumble et al., 2010, Nesvold et al., 2011, 

Goldstein et al., 2012, Sanford et al., 2012). The information generated by 

the questionnaire adds to the existing body of knowledge in that it is the first 

to map all anatomical areas of pain experienced by women treated for
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breast cancer. The percentage of women reporting current pain was very 

high (71 %) but may be accounted for by the fact that pain in all sites were 

included in the figure presented to the women. Most published studies 

confine their interest to specific pain sites such as arm, breast, chest 

(Peintinger et al., 2003, Swenson et al., 2002, Tasmuth et a!., 1996a, Langer 

et al., 2007, Dijkstra et al., 2007, Cooney et al., 2013). The finding is similar 

to that of Khan et al., (2012) who report a pain prevalence of 74%. Khan and 

colleagues explored the relevance and completeness of the Comprehensive 

Core Set for breast cancer from the patient perspective, their study reports 

only on categories of activities and participation and environmental factors 

(Khan et al., 2012a). Categories included in the Comprehensive Core Set 

from the body functions section and body structures section were not 

included in the study by Kahn et al. and no explanation was offered.

The pain site reported by the largest number of women in this study was 

b28016 pain in joints (53%). This is in line with published prevalence rates, 

arthralgia is reported as occurring in about 50% of patients on aromatase 

inhibitor treatment (Jakesz et al., 2005, Thurlimann et al., 2005, Winters- 

Stone et al., 2012). There are no clinical guidelines for the prevention and 

treatment of arthralgia in women treated for breast cancer but it is important 

to educate women on the side-effects of aromatase inhibitors, particularly in 

relation to symptom control. There are a number of studies with promising 

results in relation to a range of interventions to alleviate or reduce particular 

symptoms. It has been found reported symptoms are likely to improve during 

the day as activity levels increase (Winters-Stone et al., 2012). It is also 

important to ensure adequate vitamin D levels as preliminary studies show 

that supplementation in women who are vitamin deficient may reduce joint 

pain (Khan et al., 2010, Prieto-Alhambra et al., 2012). Acupuncture has also 

been shown to be helpful in reducing arthralgia in randomized, blinded, 

sham-controlled trial of acupuncture for the management of aromatase 

inhibitor-associated joint symptoms conducted on a breast cancer population 

(Crew et al., 2010).They compared true acupuncture (TA) versus sham
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acupuncture (SA) in 38 women. The primary outcome measure used was 

the difference in mean Brief Pain Inventory-Short Form worst pain scores at 

6 weeks, which was lower for TA compared with SA (3.0 v 5.5; P < .001). 

Similar differences were reported between TA and SA in pain severity (2.6 v 

4.5; P = .003) and pain-related interference (2.5 v 4.5; P = .002) at 6 weeks. 

Several other researchers have shown that both land based exercise and 

water-based exercise also help with arthralgia (Cantarero-Villanueva et al., 

2013, Winters-Stone et al., 2012). Shoulder arm pain was reported by 48%, 

slightly higher than published prevalence rates which vary between 30-40% 

(Nesvold et al., 2010, Peuckmann et al., 2009, Sagen et al., 2009). 

Differences in prevalence rates may relate to type of prevalence reported i.e. 

point prevalence versus period prevalence. Causal factors were not 

explored but there is a possibility that there is overlap In cause and 

anatomical areas. The percentage of women with pain in more than one 

location was also very high, those with pain in more than two locations 

amounted to 40%. MacFarlane et al., (2001) conducted a large population 

based study (n=6,569) and found a twofold increase in mortality rate from 

cancer in patients with widespread chronic pain (Macfarlane et al., 2001). 

MacFarlane used presence of pain in the axial skeleton plus two 

contralateral pain sites to define those with widespread pain. While it is not 

possible to establish how many women in this study would qualify as having 

widespread pain (laterality of pain location was not gathered) it is likely that 

some women would qualify. In a subsequent study McFarlane and 

colleagues explored the question of whether the presence of pain in a 

population who do not have cancer alters survival; they concluded that in 

this population there was also a twofold increase in mortality (McBeth et al., 

2003). The associations were particularly strong for hormone related cancer 

(breast and prostate) (McBeth et al., 2003). These findings have important 

clinical implications. The presence of pain is undesirable and known to affect 

overall outcome. Therefore it is imperative that every effort is made by 

clinicians to eliminate pain experienced by this population. Furthermore, 

knowledge of the areas affected serves as a reminder to survey for both 

pain presences during the clinical examination and evaluate for response to 

intervention thereafter.
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Reduced energy and drive is known to be a common experience for many 

people with cancer and was the second most frequently reported aspect of 

health affected. This finding is in keeping with previous research in this area 

(Curt, 2000, Berger et al., 2012, Kangas et al., 2008). Reduced energy and 

drive is reported to be more disruptive than pain to normal activities of daily 

living (Curt, 2000). It is frequently persistent and does not resolve with 

treatment cessation, a finding supported by the results of this study (Berger 

et al., 2012). Two relatively recent meta-analyses concluded that exercise 

had a near moderate effect size in reducing cancer related fatigue, 

confirming that exercise has benefit in managing fatigue both during and 

after treatment (Cramp and Daniel, 2008, Kangas et al., 2008). Cramp and 

Daniel (2008) included twenty eight randomised controlled trials that 

investigated the effect of exercise on cancer-related fatigue in a meta

analysis which provided data on 920 participants who received an exercise 

intervention and 742 controls. They reported that exercise had a statistically 

significant impact on reducing levels of fatigue when compared to the control 

participants (SMD -0.23, 95% Cl -0.33 to -0.13). Kangas et al., (2008) 

conducted a systematic review and meta-analysis of the literature that used 

psychosocial and exercise interventions to reduce cancer related fatigue. A 

total of 119 studies were included in the narrative synthesis and a meta

analysis was conducted on 57 RCTs (n=4,621). The authors that the overall 

effect size of exercise on fatigue was moderate with an overall effect size of 

-0.42, z=-4.41, p<.001.The type of exercise that has been employed most 

often is less than moderate intensity aerobic exercise normally 

recommended for healthy adults.

Sleep disturbance is known to occur three times more frequently in the 

cancer population compared to controls, and is even higher in the breast 

cancer population. Sleep has also been shown to improve with exercise 

(Blaney et al., 2013). Sleep disturbance has been linked to reduced energy 

and fatigue (Goldstein et al., 2012). Presence of pain is a source of sleep 

disturbance in cancer populations and in the breast cancer population 

menopausal symptoms have also been identified as causal factors (Rumble
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et al., 2010). The third level categories in relation to sleep disturbance 

enabled the identification of the different aspects of sleep that are altered. 

Knowledge of the different aspects of sleep affected by treatment may be 

useful in designing and evaluating future interventions for sleep disturbance. 

The top three categories in the body functions section reported by women in 

this study include pain, reduced energy and sleep disturbance. These items 

have been recognised as a symptom cluster that is associated with poorer 

quality of life in patients following treatment. Reducing the experience of one 

of these may have a cascade effect on other signs and symptoms (Beck et 

al., 2005, Berger et al., 2012). Every effort should be made to employ 

effective intervention and monitor response. Recent debate about the 

mechanisms associated with persistence of symptoms and symptom 

clusters have proposed inflammatory cytokines as being responsible for on

going symptom experience (Bower et a!., 2011). Exercise has been shown 

to be effective in reducing cancer related fatigue, possible mechanisms 

pertain to the effect of exercise on pathways that impact on metabolism and 

inflammation, it is thought to reduce pro inflammatory cytokines. Physical 

activity has also been reported as something that also helps regulate diurnal 

cortisol and sleep (Singh et al., 1997, Yeh et al., 2008).

5.4.4 Summary o f responses to questionnaire

Similar to the outcome of the focus groups, respondents largely confirmed 

the categories included in the Body Function section of the Comprehensive 

Core Set for breast cancer. There was no category of health included in the 

Comprehensive Core Set experienced by less than 12 women. Only two 

categories were experience by less than 5% of women and they were from 

the sections including body functions and body structures. All categories 

included in the Activities and Participation section exceeded the 5%.

5.4.5 Body Structures

Categories in the section Body structures of the Comprehensive Core Set 

refer to anatomical parts of the body such as organs, limbs, and their 

components. Impairments are problems or alterations in a body structure
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such as a significant deviation or loss. Impairments can be temporary or 

permanent and may include qualitative changes such as aberrant 

dimensions, discontinuity, deviant position or may include accumulation of 

fluid (World Health Organisation, 2001). The Comprehensive Core Set 

contains nine categories from the body structures section. They relate to 

body parts that may be altered as a result of treatment whether surgical, 

radiation or chemotherapy. All nine categories were confirmed, although 

category s630 reproductive system was only relevant to 12 women (4%). 

The highest percentage response related to anatomical changes to the s420 

Structure o f the immune system, the majority of which related to changes or 

removal of lymph nodes. Half of the women reported change in s6302 

Structure o f the breast and nipple; this was lower than expected as all 

women had surgery. It is known that radiotherapy may also cause changes 

in breast tissue that may result in alteration to the dimension and texture of 

breasts (Kraus-Tiefenbacher et al., 2012).The changes in breast shape were 

found to be experienced by 28% (n=279) of women who had breast 

conserving surgery and radiotherapy and more likely in women with larger 

breasts (Goldsmith et al., 2011). The focus groups results were similar to 

these findings in relation to low levels of reporting of these categories. The 

women who participated in the focus groups did not tend to identify the 

anatomical alteration experienced following surgery despite a prompt slide 

being presented. Similar results were reported in relation to structure by 

Yang and colleagues (Yang et al., 2012). There are several possible 

reasons for the underreporting of this change in the structure of the breast, 

not least that the breast is an intimate part of the body and there may be a 

reluctance to report change or alteration. In addition, the responses may 

represent the women’s perception of themselves which may involve a 

degree of denial about anatomical alteration or acceptance of the alteration 

experience.
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5.4.6 Activities and Participation

The section on ‘Activities and Participation’ provides information as to what 

tasks are perceived to be difficult by respondents and how the condition or 

its treatment limits participation in a life situation. It generates a way of 

identifying the impact of the condition. All categories In activities and 

participation were confirmed. Lifting and carrying (69%), shopping (59%) 

followed by hand and arm use (57%) were reported as the categories most 

affected by treatment. There is considerable overlap in the categories and it 

is logical that if upper limb function is compromised then many activities of 

daily living will be compromised. However the reverse may not be the case, 

activities may make more complex demands on joints and difficulties may 

not be detected by assessing range of movement of strength in pure 

anatomical planes (Springer et al., 2010). Some of the categories included in 

the Comprehensive Core Set may only be affected for a short time period 

immediately following surgery, such as eating and drinking, these were only 

reported by a few women. The breadth of range of activities that are affected 

highlights the need to make every attempt to reduce arm morbidity and 

employ any intervention that can restore function and reduce symptom 

burden (Wang et al., 2004).

Wang and colleagues (2004) found that limitations in activity had a 

detrimental effect on self- perceived independence and suggest that it is 

important to identify such limitations with a view to amelioration. This is also 

reiterated by other researchers in the field highlighting that it is important to 

assess a range of activities that may be limited as their patient group 

reported more difficulties with what may be considered tasks of medium 

difficulty such as pushing a vacuum than hard tasks such as reaching 

overhead (Springer et al., 2010).There may be different demands made on 

the shoulder complex that are not immediately obvious. Springer et 

al.,(2010) propose altered scapula-thoracic motion and reduced shoulder 

muscle activity, as demonstrated by Shamley et al., (2009), as contributing 

factors to functional difficulties (Shamley et al., 2009). They state absence 

of pain is not a sufficient indicator of recovery as late effects of treatment
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impacting on the shoulder complex may still develop up to one year post 

surgery (Springer et al., 2010). Changes including biomechanical changes 

and shoulder impairments post treatment with chemotherapy and radiation 

have been found to occur from 12 months up to three years post treatment 

(Lauridsen et al., 2005, Shamley et al., 2012). In a recent study, Shamley et 

al., (2012) demonstrated that shoulder morbidity is bilateral and greater in 

patients who had mastectomy and was present for up to six years post

surgery. This study and others provide reasonable evidence to support 

prospective surveillance programmes. Prospective surveillance involves the 

monitoring and assessment of symptoms and scrutiny of how these affect 

patients’ lives in order to identify those who might benefit from enhanced 

medical/rehabilitative intervention (Kjaer et al., 2011, Shamley et al., 2012). 

Benefits of on-going surveillance and provision of physiotherapy has been 

reported in a few longitudinal studies (Box et al., 2002b, Box et al., 2002a, 

Lauridsen et al., 2005). However, there appears to be a dearth of studies 

that have tracked shoulder impairments and functional limitations. The 

available information is based on a cohort of ninety six women followed for a 

year and evaluated at 6 and 12 months (Karki, 2005). Findings were every 

similar to this study with lifting a difficulty for 61% and carrying for 56% at 12 

months. In addition, the authors report little change between 6 and 12 

months. Future work needs to include information about the effect of any 

intervention on function and activity limitations.

Breast cancer survivorship is a process of accommodating change in very 

many aspects of life, women with the condition need to come to terms with a 

new normal, many experience change in relationships with others during this 

process (Sherman et al., 2012). Women in this study reported changes in 

interpersonal relationships in all categories included in the Core Set with 

35% reporting change in intimate relationships. There is a need for clinicians 

to be mindful of these issues and to refer patients for advice on how to 

overcome these problems if relevant. Other studies have found that when 

diagnosed and throughout treatment women experience a decrease in social 

relationships, changes in self-esteem, all of which can affect social 

relationships (Ashida et al., 2009, Steginga et al., 1998). Other studies
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report that following diagnosis and treatment many women report improved 

relationships with family friends and significant others (Documet et al., 

2012). Following on from this, 31% of women experienced change in their 

work and 20% of these were still out of work at the time of answering the 

questionnaire. Some women had to give up their recreational activities and 

others began new activities, again highlighting the need for awareness of 

changed social circumstances among survivors.

Items relating to the categories in this section identify very clearly the 

difficulties that the women encounter in everyday living following treatment 

for breast cancer. Cancer treatment causes limitations in activities that are 

often not detected or treated, a contributing factor is thought to be patient- 

physician communication, a comprehensive list of activities that may 

possibly be affected could be made available to patients as a self

surveillance tool prior to follow up meetings which may improve matters. 

Yang and colleagues support the idea of identifying difficulties associated 

with daily living by patient administered questionnaires as it overcomes the 

possibility of altered interpretation by medical personnel (Yang et al., 2012).

5.4.7 Environmental Factors

The categories included in the environmental factors section relate to the 

context in which the person lives their lives such as the built environment, 

climatic conditions, the attitudes of others, sources of the support available 

and organisational polices that help or hinder the individual. The traditional 

biomedical model views a disability as an attribute of a person as a result of 

a disease or condition which is amenable to intervention to cure, correct or 

compensate for it. The move to gathering information about environmental 

factors acknowledges that the relationship between intervention and 

outcome does not fit the stimulus response model. The effects of 

environmental factors on functioning may be one of the aspects of 

measuring the individual response to illness and ultimately functional 

outcome. Lewin states that “behaviour is a function of a person and the 

person’s environment (Lewin, 1969). Knowledge of contextual factors in an
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individual’s life may help tailor advice and recruit help to overcome barriers, 

optimise intervention and decrease disability. Harnessing environmental 

factors is a big challenge and measuring impact on function has yet to be 

undertaken. Wang and colleagues are of the opinion that the problem with 

environmental factors is that there are so many of them, it is not possible to 

measure all simultaneously (Wang et al., 2006). Rehabilitation research has 

only begun to try and measure environment and the inclusion of 

environmental factors in the assessment of people with disabilities is thought 

to be relevant but the context and utility is still in need of exploration 

(Alvarelhao et al., 2012). Whiteneck and Diijkers (2009) highlights that 

environmental factors in their current state within the ICF, are not sufficiently 

elaborated to facilitate interpretation and are difficult to measure (Whiteneck 

and Dijkers, 2009).

Measurement of environmental factors was not the interest of this study 

rather the mapping of categories that are pertinent to this population from 

the perspective of women with the condition. To that end, the categories 

served as topic headings to identify aspects of environment that have 

changed as a result of having breast cancer. Those contained in the Core 

Set cover the areas of products and technology, effects of climate, sources 

of support or difficulty, attitudinal response to the condition and how it 

interferes with services systems and policies. The environmental categories 

contained in the ICF are designed to be coded from the perspective of the 

person with the condition and they are intended to be a measure of 

environmental factors that both help and hinder from the perspective of the 

person whose situation is being described (WHO, 2001). The most notable 

aspect of the women’s response was the large percentage of women who 

identified most categories of people included in the Core Set such as; family 

(87%), extended family (84%), friends (88%), acquaintances (82%) and 

health professionals (77%) as being sources of support. The study by Kahn 

et al., (2012) appears to be the only other study that identified the sources of 

support and percentage of women who were supported. Their study findings 

were very similar with support being reported by the following percentages; 

immediate family (80%) extended family (80%) friends (73%).There were a 

small number of women who did not have these categories of people in their
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lives to provide physical and psychological support. These women may need 

to access support from other sources and it is important that information 

regarding available resources be available and accessible. Assessment of 

women to establish that they have a support network seems worthwhile with 

a view to directing those without, to possible sources of support.

A recent review of instruments designed to assess environmental factors 

found that most instruments had items from all of the chapters of 

environmental factors contained in the ICF, however, items related to 

products and technology had wider representation than any other 

(Alvarelhao et al., 2012). Importance of products and technology preventing 

restrictions in activities and facilitating participation in daily living has been 

well recognised and in fact some claim that up until the development of the 

ICF, evaluation of environmental factors have solely focused these domains 

and failed to include others (Martins et al., 2012). There are two categories 

relating to products in the Core Set. Sixty two per cent identified category 

e l 10 which included foods or drugs that are ingested as relevant since 

diagnosis. Fifty eight per cent of women identified e115 Products and 

technology for personal use in daily living, as relevant. Products such as 

special bras, wigs and prostheses were reported to be facilitators of function 

by 56%. Online shopping for items such as groceries and clothes were also 

included in this category. On the other hand, some women (47%) reported 

experiencing difficulty with seatbelts and experienced difficulty with 

prostheses. Having assets was reported to be a help by 40% of 

respondents, a finding which is supported by a recent Irish study highlighting 

the additional costs encountered by patients with cancer (Timmons et al., 

2013). Costs included items such paying for wigs and lymphedema services 

and special bras.

Attitudes are individual characteristics of persons with and without disability; 

they are culturally determined and collectively define the climate that is 

assumed to affect behaviour towards people with disability (Whiteneck and 

Dijkers, 2009). The categories pertaining to attitudes included in the Core 

Set refer to attitudes of others towards the person with the condition. This
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study determined whether change was experienced and not how or what 

change occurred. It is an important environmental aspect as the attitudes of 

family members, friends and health professionals are known to be crucial for 

patients to get along with the consequences of disease (Kus et al., 2012). 

Over a third of the respondents reported change of attitudes of family 

members and friends towards them whether this change was a help or 

hindrance was not measured. Very few (11%) reported change in ‘social 

norms’ or practices.

Responses to the last group of categories related to different services 

systems and policies were reported as not relevant by the majority of women 

apart from increased use of health services which was experienced by 48%. 

Labour and employment services, systems and polices achieving a 

response of 4%, has to be considered in light of the age profile of 

respondents and employment status prior to diagnosis. Social role 

performance is missing from the ICF instrument. It is possible that it may be 

captured in the future by a section that covers personal factors which has 

not as yet, been developed. Factors contributing to changes in social role 

performance are probably captured by categories form several sections 

including the environmental factors section, however changes in social roles 

were expressed in the focus groups and are currently not captured by the 

ICF.

5.5 New categories identified by women in the focus groups not 

included in the Core Set

Table 5.7 contains new categories identified by women in the focus groups 

not included in Core Set. Women in the focus groups identified thirty 

categories of health that they considered to be pertinent but which were not 

included in the Core Set. One category d530 Toileting was recommended 

for future inclusion by the generators of the original Core Set (Brach et al., 

2004). These categories were included in the questionnaire in order of their 

category number in the ICF classification. Five of the new categories related 

to the chapter on mental function. Over half the respondents to the
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questionnaire identified changes in attention functions ( 53%) and memory 

functions (57%), 51% experienced changes in pace of thought, 49% 

experienced word finding difficulties and one in five experienced change in 

perceptual function experienced by bumping into things. Changes were 

experienced in all of the senses, alterations in eyesight changes were 

experienced by 46%, and fewer reported change in taste (30%), smell (18%) 

and hearing (16%). Changes in blood vessel function refer to changes in 

circulation and were reported by 19%. Over half (60%) experienced changes 

in b535 Sensations associated with digestive system this includes feelings of 

bloating, flatulence and nausea. Functions of the hair and nails includes 

changes in pigmentation, loss of or alterations in quality and were obvious 

omissions from the Core Set if they are to represent women treated with the 

normal range of therapeutic interventions. Loss of eyebrows and eyelashes 

were also experienced by a large number of women (60%).

In the section of activities and participation 55% of women had difficulty in 

maintaining basic body position such as standing for a long time. This 

category may relate to a reduction in muscle endurance and strength. Thirty 

two per cent of women reported experiencing difficulty absorbing spoken 

instructions or information as represented by d310 Communicating with 

receiving spoken messages. Other activities that were reported as being 

affected were fine hand use (27%) which may be caused by either the 

presence of lymphedema or peripheral neuropathy. The category d470 

Using transportation refers to being a passenger in any kind of motorised or 

animal driven transport and both this category and driving were reported as 

difficult by 34% of the women. Additional comments written on 

questionnaires in relation to these categories relate to seatbelts and difficulty 

with the handbrake or reaching for the passenger door. Toileting was 

included as recommended by Brach and colleagues however, only 9% of the 

women in this study report difficulty with this activity (Brach et al., 2004). 

Twenty per cent of women experienced change relationships with employers 

or professionals service providers as reported under d740 Formal 

relationships.
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Five additional environmental factors were identified by the focus groups. 

Two items related to support and relationships categories and were 

identified as a possible help or hindrance to function. For example, category 

e330 People in positions o f authority, refers to people with decision making 

responsibilities for others such as employers, supervisors or religious 

leaders. Seventy per cent of women answered their experience with this 

category was one of hindrance. Most of the sample did not have pets but of 

those that did (36%) the majority found them to be a help. Nineteen per cent 

of women reported experiencing a change of attitude of people in positions 

of authority towards them and just over a quarter reported experiencing 

changes in societal attitudes.
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Categories identified by focus 

groups not included in Core Set

Number

Yes

Sample
size

%

Yes
95%
Cl
Lower

95%
Cl
Upper

B140 Attention functions 153 284 54% 51% 57%

B144 Memory functions 167 286 58% 58% 61%

B156 Perceptual functions 60 286 21% 21% 23%

8160 Thought functions 149 287 52% 49% 55%

B16710 Expression of spoken 

language

140 288 49% 46% 52%

B210 Seeing function 133 284 40% 37% 43%

B230 Hearing function 45 285 16% 14% 17%

B250 Taste function 85 284 30% 27% 32%

b255 Smell function 52 288 18% 16% 20%

b415 Blood vessel function 41 214 19% 17% 21%

b440 Respiratory function 49 278 18% 16% 19%

b525 Defecation functions 130 289 45% 42% 48%

b535 Sensations associated with 

digestive

151 289 52% 49% 55%

b850 Function of Hair 192 276 70% 67% 72%

b860 Function of nails 78 287 27% 25% 29%

Body Structure

S230 Structures around the eye 175 289 61% 58% 63%

Activities and Participation

d155 Acquiring skills 54 238 23% 20% 25%

d310 Communicating with receiving 

spoken messages

92 273 34% 31% 36%

d415/410 Maintaining basic body 

position

159 282 56% 54% 59%

d440Fine hand use 167 288 58% 55% 60%

d450 Walking 78 286 27% 25% 30%

d470 Using transportation 95 248 38% 35% 41%

d475 Driving 95 248 38% 35% 41%

d475 Toileting 27 288 9% 8% 10%

d740 Formal relationships 58 262 22% 20% 24%
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Environmental factors

8330 People in positions of authority 137 155 88% 87% 90%

e350 Domesticated animals 99 113 88% 86 90%

e430Attitudes of people in authority 53 222 24% 24% 26%

e460 Societal attitudes 74 258 29% 29% 31%

e565 Economic services systems 

and policies

19 40 48% 29% 55%

Table 5.7 Categories identified by focus groups not included in Core 
Set

5.6 Triangulation of findings from focus groups and questionnaires in 

relation to new categories

The category d530Toileting was recommended for future inclusion by the 

generators of the original Core Set (Brach et al., 2004). Findings from the 

questionnaire would suggest it is a problem for a few women and women in 

the focus group reported that it was only during the immediate post-surgery 

stage, handedness and side of surgery may influence whether it is a 

difficulty. Strategies for managing this and other activity limitations should be 

devised made available to women pre-operatively.

Respondents confirmed the relevance of the five additional categories 

identified that were from the chapter on mental health identified by the focus 

groups. Cognitive difficulties have been reported in several studies and have 

been shown to be associated with poor quality of life, reduced social 

interaction including more depressive symptoms, lower well-being, poorer 

physical functioning, and greater fatigue (Boykoff et al., 2009, Munir et al., 

2010, Von Ah et al., 2009, Wefel and Schagen, 2012). There is a sense of 

unwillingness on behalf of the medical profession to address these issues 

but there is a growing body of evidence to support their existence (Von Ah et 

al., 2009). Recent functional MRI imaging studies have demonstrated that 

women reporting cognitive difficulties demonstrate measurable differences in 

brain activation compared to controls (McDonald et al., 2012). On the positive 

side. Von Ah conducted a recent RCT which showed that it was possible to 

improve cognitive function with training, the study also showed that when 

patients improved their memory, they were less likely to experience anxiety
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and depression (Von Ah et al., 2012). These findings are encouraging as 

dysfunction in this area appears to have many “knock on” effects which may 

hamper major life areas such as return to work. Knowledge that women may 

be cognitively compromised warrants consideration in clinical practice as it 

would appear that this population is in need of information provision In 

relation to many aspects of health but they are in a less than optimally 

equipped to absorb, retain or seek clarification.

Changes were experienced in all of the senses. Sensory changes 

associated with treatment have do not appear to have attracted much 

attention by way of establishing incidence or seeking ways to ameliorate 

them, women should be made aware that they are possible side effects. A 

recent study has shown that Tamoxifen potentiates the degree of damage to 

the cochlea resulting from noise exposure (Pillai and Siegel, 2011). These 

findings suggest that women should be advised to avoid exposure to very 

loud noise while on the drug in order to preserve their hearing.

Over half of the women (52%) experienced changes in b535 Sensations 

associated with digestive system this includes feelings of bloating, flatulence 

and nausea. Changes in the digestive system are reported with 

chemotherapy but do not appear to be amongst the changes reported in the 

literature in relation to after effects of treatment. Alteration in functions of the 

hair and nails includes changes in pigmentation, loss of or alterations in 

quality. These were obvious omissions (along with loss of eyebrows and 

lashes) from the Core Set if they are to represent women treated with the 

normal range of therapeutic interventions. Women need to be prepared for 

hair loss and provided with information how they can manage their self- 

image during this time (Roe, 2011). Management of self-image includes the 

purchase of a wig which is an extra medical expense associated with the 

condition not completely covered by a medical card, for those who have a 

card (Timmons et al., 2013). Women in the focus groups appeared to be 

well prepared with respect to the matter of hair loss but surprised about the 

nail loss experienced. Patients should be educated regarding potential nail 

toxicities and strategies for prevention implemented. Management includes
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appropriate nail cutting, avoiding potential irritants, topical and or oral 

antimicrobials. Cryotherapy, through the application of frozen gloves or 

socks, has been beneficial in reducing docetaxel-induced nail toxicity and 

may be effective for other drugs (Adachi et al., 2011, Gilbar et al., 2009).

Forty four per cent of women had difficulty in standing for a long time {d415 

maintaining basic body position). This category may relate to a reduction in 

muscle endurance and strength and should be remediable with appropriate 

endurance activities. Difficulties with fine hand use (26%) may be may result 

from lymphedema or peripheral neuropathy, of the two the neuropathy is the 

more difficult to manage. The incidence of peripheral neuropathy is not well 

established, however several studies using electro stimulation as an 

intervention showed good improvement in pain but they did not include 

function as an outcome measure (Jin et al., 2010, Smith et al., 2010). 

Aerobic exercise has also been shown to preserve neurological function in 

patients with diabetic neuropathy and has been proposed for use in this 

population (Wonders and Reigle, 2009, Pfefer, 2009).

Twenty percent of women experienced change relationships with employers 

or professionals service providers as reported under d740 Formal 

relationships, direction of the change was not elicited but may be assumed 

from the indications from the response to e330 People in positions of 

authority \Nh\ch includes people in the same roles, 70% of women answered 

their experience with this category was one of hindrance. Over a decade 

ago Maunsell et al., (1999) and colleagues conducted qualitative interviews 

with women with breast cancer, they reported women in various types of 

jobs experienced job loss, demotion, and unwanted changes in tasks, 

problems with the employer and co-workers, personal changes in attitudes 

to work and diminished physical capacity (Maunsell et al., 1999). They note 

that problems such as these were reported two decades prior to their study. 

A later qualitative study reported that, a few encountered difficulties on their 

return to work. It is evident that more advice is required from health 

professionals about returning to work, along with guidelines to ensure 

reasonable support and adjustments from employers (Kennedy et al., 2007).
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Recently, Tamminga et al., (2012), found that work environmental factors, 

such as support from a supervisor, importance of work, and physical or 

psychological side-effects (such as fatigability), influenced return (Tamminga 

et al., 2012). In addition, they found that barriers included temperament and 

personality functions and societal attitudes. Change in societal attitudes was 

experienced by one quarter of the women in the current study. Tamminga 

found that in the initial return to work phase, physical or psychological side- 

effects hampered work resumption, later a lack of understanding from the 

work environment was problematic. Participants mentioned that guidance 

from healthcare professionals and information for supervisors and 

colleagues should be improved (Tamminga et al., 2012). Clearly, return to 

work can be problematic for some women and these problems are not a new 

discovery. Studies have identified the need for information provision to 

enhance the process of return to work. Knowledge of the natural recovery 

process, approximate expected timescales and aspects of health that may 

be compromised would contribute to employer understanding and could help 

manage expectations. This study contributes to the generation of this 

information.
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5.7 Comparison of methodologies

This section compares the output of the two components of the sequential 

mixed methodology study in terms of; information gained and, contribution of 

either method. The basis for employing a mixed methodology design was to 

expand the scope or breadth of research findings of each of the elements 

and to offset the weaknesses of either approach (Creswell, 2007). 

Additionally, in relation to the topic in question the utilisation of a qualitative 

component allowed for a greater stakeholder involvement in the research 

process.

The sequence used in this study was qualitative followed by quantitative. 

The rationale for the sequence used here was to use the qualitative study to 

explore the experiences of women with the condition with the instrument in 

order to test the relevance of the categories already included in the 

Comprehensive Core Set and to identify any phenomena or category the 

women thought important that was not included. The quantitative aspect of 

the study explored the frequency of occurrence of the phenomenon and the 

associations between the variables described. The qualitative analysis 

identified important aspects of health affected that were not included in the 

current comprehensive core set. The relevance of the new items was 

demonstrated by the numbers of women experiencing them in the 

subsequent quantitative work. Some mixed methodology studies may assign 

priority of one method over another, in the present study both elements were 

ascribed equal priority (Kroll and Morris, 2009).

5.7.1 Overall output

The utilisation of mixed methodology using both qualitative and quantitative 

methods provided a comprehensive assessment of the relevance of the 

items in the Comprehensive Core Set from the perspective of the women 

with the condition. It is a rigorous method of testing the content validity for 

the Irish population and the findings challenge the content validity of the 

existing Comprehensive Core Set. The output of the study is a list of 

categories that can be utilised to map the recovery pathway and generate
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much needed information for women newly diagnosed which can help in 

managing patient, family and employer expectations. The list can also be 

used to identify the rehabilitation needs of the population. The findings raise 

the question as to who is responsible for the identification and ultimate 

management of treatment sequelae. There is a need to match the list of 

categories identified with a list of health professionals who are best suited to 

meeting the needs of an individual’s profile of health affected.

The superiority of the Comprehensive Core Set over existing instruments is 

that the language used within the instrument is universal; it is understood by 

all health professionals and is accompanied by a clear definition of what is 

included and excluded in each category, making the tool easy to apply and 

interpret. Identifying categories relevant to the population provides us with 

information on “what” is affected. The focus groups provided additional 

information on both the “who”, the “how” and the “when”. Breast cancer is a 

very individual journey and one which is spoken about as a lonely journey, 

quite socially isolating as a result of the cognitive aspect of health affected, 

the side effects of treatment, the loss of self-confidence and the women’s 

desire to protect or shield others from the fears they experience. Knowledge 

that the difficulties are shared by others and knowledge of what is “normal” 

is something women believe could help alleviate some of the burden 

(Bender et al., 2008, Collins et al., 2004). Loneliness is just one of the 

consequences that should be addressed, aside from an unpleasant emotion 

it has been shown to have measurable physiological consequences that and 

impact negatively in the immune system and contribute to the pain, 

depression and fatigue cluster (Glaser and Kiecolt-Glaser, 2005, Jaremka et 

al., 2012). In the following paragraphs, the main findings in each section and 

their clinical implications will be identified and the contribution of each 

methodology compared.

5.7.2 Body Functions

Both the focus group discussion and the questionnaire began with the body 

functions section of the ICF. Much of the conversation in the focus groups 

centred around issues covered by the chapter relating to mental functions
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The existing Comprehensive Core Set contains six categories from the 

chapter on mental function and the women in the focus group identified a 

further six categories. The range of categories identified gives a good 

description of how mental function is affected and the importance of 

changes experienced. Conversation provided a clear picture of the emotions 

attached to receiving a diagnosis of breast cancer and the extreme 

heightened state of anxiety that accompanied the early stages of treatment. 

On-going problems with memory and difficulty in word finding are not 

included in the present iteration of the Core Set and are identified by the 

focus group and confirmed by the questionnaire. These categories have 

clinical implications for information delivery and any consenting process in 

light of the fact that some women reported that they did not understand the 

consequences of treatment decisions they had made and would not have 

made them had they understood. The questionnaire results confirm that 

changes in these categories are experienced by many women with the 

condition. Combined knowledge that these changes are of importance to the 

women and that they are experienced by many, is good justification to take 

these findings into consideration during any clinical interaction.

Health professionals need to consider the wording of the information 

delivered to ensure it does not contribute further to the anxiety being 

experienced, to provide an opportunity for women to seek clarification at 

subsequent stage when information has been absorbed and women have 

had time to overcome word finding difficulties that may prevent the ability to 

seek clarification at the time of delivery. The provision of information 

preoperatively should be considered. Overcoming difficulties associated with 

providing information to this cohort is further complicated by personal 

preferences for the amount of detail and timing of delivery desired by 

individual patients. Some women in the focus groups felt overwhelmed by 

hearing all possible side effects associated with treatment, while others 

would like to know of all possible side effects at the outset and others want 

information on an “as needed” basis.

The negative outcomes associated with the on-going presence of pain have 

been described previously (section 5.4.3); the findings of the focus group
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prompted the inclusion of third level categories to identify the location of pain 

experience in this population. This also allowed for the number of sites in 

which it is experienced a factor that would not have been identifiable if the 

information was collapsed into the two existing categories included in the 

Comprehensive Core Set. The majority of the women had on-going pain, in 

more than one location and the most frequently experienced was pain in the 

joints. This is information was gleaned from the questionnaire. The focus 

groups had identified joint pain as an issue and a few women reported that 

exercise helped; the women noticed they had more joint stiffness when they 

skipped exercise. Women in the focus groups identified neuropathic pain as 

the most problematic and functionally limiting of the pains experienced. It 

posed problems for the women in participating in exercise and was one of 

the factors that altered fine hand use. Fine hand use was a category also 

identified by Glassel and colleagues in a study to test whether the Core Set 

for breast cancer captured the problems in functioning encountered by 

physiotherapists in women with breast cancer (Glassel et al., 2012). The 

researchers suggested that this category while confirmed could possibly be 

covered by the category d445 hand and arm use which is already included 

in the Comprehensive Core Set. Both the focus group information and 

questionnaire data would refute this suggestion and identify the category as 

important to include as a separate entity. The implication of the findings in 

relation to pain identifies the need for active prospective surveillance and 

intervention to relieve pain and urgent need for studies on how neuropathic 

pain may be reduced or prevented.

Hypersensitivity to all sensory input was identified by several women, 

especially in the early stages of treatment, women needed to be in a quiet 

environment that was free from strong odours and had reduced demands for 

either listening to or making conversation. Changes in sensation were 

identified by the focus group were confirmed by respondents to the 

questionnaire but have not achieved much attention in the literature. Women 

in the focus group expressed a wish that information gathered from other 

women who had been through the same process could be made available 

and found foods that alleviated or helped with alterations in taste. Changes
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in eyesight resulted in associated financial burden of changing prescription 

of glasses. There does not appear to be any evidence as to whether these 

eyesight changes are temporary or permanent.

5.7.3 Functions in other systems

Lymphedema emerged as significant issue for women, the questionnaire 

evaluated the number of women who have the condition but information 

elicited in the focus groups demonstrated that lymphedema and the fear of it 

extends beyond those who have it and alters the use of the upper limb. 

Women also received conflicting information from different health 

professionals. These findings warrant a review of current practice in terms of 

advice delivered to women about lymphedema to reflect current evidence. 

Consideration needs to be given as to how women may be educated about 

recommended precautions without causing further fear.

Reduced exercise tolerance was the subject of much discussion and 

experienced by almost a half of the women and links in with the reports of 

reduced energy levels. Practical examples of how that translated into 

everyday life activities provided information in relation to the impact of 

altered function, women spoke about being ‘wiped out’ if they undertake 

several household tasks one after the other. The combined information 

identifies the need to encourage women to engage in aerobic exercise to 

increase exercise tolerance and in the interim to provide information as to 

how pacing activities can help avoid exhaustion.

Most people are aware that chemotherapy treatment for breast cancer is 

associated with hair loss but it emerged that some women some women did 

not know that regrowth is often associated with changes in aspects of hair 

that may contribute to a woman’s feelings of loss of identity. Some women 

were shocked at the discovery of nail loss and signs associated with its 

occurrence such as bruising of the nail beds and said they had not been 

warned of its possible occurrence. The information is contained in a booklet 

provided to the women, the experiences in relation to hair and nail loss 

reinforces the need to provide women with information in different formats 

and at different stages. The combination of methods used identified further
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needs in terms of information provision and method and timing of delivery. 

The only category of body functions not confirmed by the focus groups was 

b720 mobility o f bone functions which refers to the condition of frozen 

shoulder which was subsequently identified as relevant to 22% of the 

questionnaire respondents. Prevention of frozen shoulder is one of the main 

aims of physiotherapy intervention the relatively low number of occurrences 

may reflect the effectiveness of advice received regarding arm movement 

following surgery.

5.7.4 Body Structures

The topic of changes in Body Structures did not generate much conversation 

in the focus groups. There were only fifty nine occasions when changes in 

body structures were mentioned. Those occasions referred to change shape 

of that arm, loss of eyelashes and eyebrows changes in the shape of the 

breast. Changes not captured by the questionnaire related to the ugliness of 

the scar. Women who participated in the focus groups felt that it was not 

emergency surgery and therefore more attention could be given to the neat 

approximation of tissue. Scar appearance was a source of very real anguish 

amongst some women and contributed to changes in intimate relationships. 

While no inference can be made, it is worth noting that those dissatisfied 

with scar appearance were women who were in the obese category who 

may pose a greater surgical challenge to achieve neat tissue approximation. 

Women spoke about functional difficulties associated with the residual lump 

of flesh that was left in the armpit post mastectomy. Lack of preparation for 

scar appearance emerged in discussion was identified as an area of 

information shortfall that could be easily remedied. It was also noted that 

women in the focus groups were unaware of the type of surgery that one 

another had and this may have been a factor that limited discussion with 

regard to change in body structure. It was however mirrored by low 

percentage responses to the questionnaires.

5.7.5 Activities and Participation

From the discussion in the focus groups it was evident that some of the 

activity limitations were not physiologically imposed but intentionally self-
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imposed as a result of advice received regarding lymphedema prevention. 

Adhering to the advice received was experienced as very limiting by women 

and is something that needs to be addressed as not all of the advice is 

supported by evidence. Changes in social relationships were confirmed by 

both methodologies and women in the focus groups identified aspects of 

change that included change in roles that enhanced relationships such as 

sharing of household tasks but also changes that left women exposed to 

interactions that were unwanted and invasive and resulted in considerable 

distress. Personal stories in relation to changes in employment included 

examples of kindness and accommodation by employers which facilitated 

return to work, built self confidence in the women involved and other stories 

of pressure and unreasonable demands forcing women to resign positions. 

Stories also provided an insight into reductions in income and difficulties 

encountered by the self-employed. The combination of the stories told, and 

the percentage for which this category is relevant identify a need to gather 

and make available information regarding normal recovery pathways and 

what can be considered reasonable time frames for return to work and 

accommodations that may be needed on return.

Driving and using transportation were a further two new categories identified 

and confirmed by the study. Most of the difficulties mentioned related to the 

discomfort associated with wearing the seatbelt; however other factors were 

also mentioned such as difficulty using the gear stick associated with arm 

discomfort and neuropathy affecting the ability to feel the pedals. The 

neuropathy may have some safety implications that do not appear to have 

been addressed. Two categories included in the Core Set were not 

confirmed by the focus group in the activities and participation component 

were d630 Preparation of meals and d650 Caring for household goods, 

these were subsequently identified as problematic for 44% and 62% of 

questionnaire respondents. This demonstrates weakness of relying on 

qualitative data alone and the necessity to cross check with a quantitative 

approach.
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5.7.6 Environmental Factors

As in the other three sections, the questionnaire confirmed the experiences 

of the women in the focus group and the focus group provides rich examples 

of how and in what context the changes in the categories they are a source 

of information that can be provided to other women. Products and 

technology were identified by both methodologies as being both helpful and 

a hindrance to daily living. Internet shopping was a great resource 

overcoming the need to lift and carry groceries and allow for clothes 

shopping without the trauma of negotiating changing rooms. Women in 

focus groups reported encountering difficulties in trying on clothes which 

was associated with limited arm movement.

The majority of women reported support from many different sources. The 

women in the focus groups reported that they were surprised by the support 

received from some sources in particular acquaintances who provided 

practical help, expressions of good wishes or small tokens. Women in 

receipt of these reported that they felt valued, a sentiment that was very 

important to them. This experience of support was reported by only about 

one in five women included in the study by Khan and colleagues (Khan et 

al., 2012a). Attitudinal changes reported in the focus groups were confirmed 

by the questionnaire. Some women reported that they noticed that if they 

disclosed they had cancer people changed towards them, so they chose not 

to disclose. Findings in relation to attitude suggest that people don’t really 

know how to behave towards those who have cancer. Stories of changes in 

societal attitudes were recalled in the focus groups with women reporting 

getting ‘the look’ from others and are confirmed by the numbers who 

reported change in societal attitudes (25%) women in the focus groups 

experienced being the subject of conversation by people they didn’t know 

and were exposed to stories of terrible outcomes and inappropriate 

questioning. Women with the condition need help in how to manage such 

unhelpful interactions and perhaps develop ways of avoiding them.
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The categories referring to services, systems and policies are complex 

categories and include broad swathes of possible inclusions that are 

possibly not encountered on a daily basis. The response to all items except 

for utilisation of health services, was low. Women in the focus group and 

questionnaire reported increased use of the health services which was a 

considerable source of financial burden especially follow up visits to 

consultants. Women reported that as a consequence of having breast 

cancer they were referred more frequently to other consultants when they 

developed any signs and symptoms to exclude the possibility of recurrence. 

Difficulties encountered in relation to travel insurance were also frequently 

discussed.

5.8 Summary of comparison of methodologies

Focus group output gives us insight into the complexity of interactions and 

identifies overlaps between the different sections of the ICF which is not 

provided by quantitative information but can only be assumed. It gives 

testament that the assumptions made on quantitative data alone do not 

always fully reflect the needs of the population. Quantitative data does just 

that, it quantifies and provides numbers in order to measure things but as 

can be seen from the data collected measures do not always capture 

meaning or priority. Qualitative data on the other hand generates very rich 

stories that give meaning and example and identifies service user needs 

which may inform what intervention is needed. Qualitative data is however 

determined by ‘who’ is included and needs to be confirmed by larger 

numbers in order to generate data that can be considered valid. In summary, 

the data from the focus group gave meaning to the data collected from the 

questionnaire. It provided context and example of the relevance of the 

categories that could not have been determined from the questionnaire and 

is an acknowledged difficulty of current environmental category descriptors 

(Whiteneck and Dijkers, 2009).
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5.9 Conclusion

The ICF Core Set for breast cancer was effective in mapping the entire 

range of aspects of health affected by treatment for breast cancer and this 

mapping had not been undertaken previously from the perspective of the 

women with the condition. The findings confirmed the relevance of the items 

included in the current Comprehensive Core set; however they challenged 

the content validity. Newly identified categories warrant consideration for 

inclusion based on the finding. The process identified several areas of 

service provision that could be improved. Patients consistently expressed 

the need for information, before treatment and before developing symptoms 

a need also expressed several times in the focus groups (Beaver et al., 

2006, Windsor et al., 2009, Fu et al., 2010, Lee et al., 2010, Binkley et al., 

2012, Morrison et al., 2012).

There is a sizeable gap between need and referral to rehabilitation (Cheville 

et al., 2009, Cheville et al., 2008). The categories identified form the basis 

for mapping recovery identifying the normal process through the cancer 

trajectory. While the range of aspects of health affected was very wide and it 

may not be possible or achievable to affect clinically meaningful reduction or 

elimination of all categories of function affected, any reduction in altered 

function may serve as an improved outcome. It is also possible that an 

improvement in one area may have a cascade effect on others. Many of the 

aspects of health identified are amenable to rehabilitation. The contribution 

of this research lies in the identification of breadth of aspects of health 

affected by treatment of breast cancer and accompanying contextual 

information that offers an insight into the meaning of the identified categories 

from the perspective of women with the condition. The information 

generated identifies several categories of health that remain altered but are 

remediable and it identifies areas of information needs that are currently 

unmet.
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Chapter 6 will describe the next stage in the research where the ICF 

categories identified as pertinent to this population will be mapped with the 

skill set of health professionals who are experienced in treating women 

following breast cancer. It is envisaged that the outcome could provide 

women with a self-assessment tool and based on their individual needs 

profile, a means by which the professional best equipped to meeting their 

individual needs may be identified.
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CHAPTER SIX 

HEALTH PROFESSIONALS SURVEY

6.1 Introduction

The breadth of health categories affected by treatment for breast cancer has 

been identified from the perspective of women with the condition. The 

instrument used was the ICF Comprehensive Core Set for breast cancer. 

The ICF was found to be an effective way of mapping the entire range of 

health aspects affected. The range is broad and many of the categories 

identified are remediable with rehabilitation. However it has been reported 

by several studies that there is a sizeable gap between need and referral for 

rehabilitation (Schmitz 2012, Cheville et ai, 2009). An explanation as to why 

this gap exists has not, to date, been provided. Several possibilities exist, 

the gap may exist because the women do not report their concerns to the 

health professionals and the health professional may not be cognisant of 

which professional is best suited. The aim of this study was to determine 

whether women reported the aspects of altered health to health 

professionals and if so, to ascertain the subsequent management approach 

on behalf of the health professional.

6.2 Background to study

Having mapped all of the aspects of health affected by women with breast 

cancer it emerged that many aspects of health affected by treatment remain 

so despite the fact that many are remediable. It is not always clear which 

professional would be best suited to advise, inform or offer intervention to 

women presenting with these issues. A recent Irish study by Hickey et al., 

described in Chapter 1, reported that women chose not to report levels of 

pain to their health professionals believing, correctly or otherwise that the 

symptom would resolve (Hickey et al., 2010). Perhaps for some it resolves 

but for others pain and other symptoms remain with activities of daily living, 

work and social activities negatively impacted for a prolonged timeframe and
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detracting from the quality of the life lived. Almost three quarters of Irish 

women in the current study reported that they were currently experiencing 

pain, a finding replicated in a recent Australian study by Kahn et a i, (2012) 

utilising the same research instrument namely the ICF Comprehensive Core 

Set for breast cancer. Furthermore forty per cent of participants in the 

present study had pain in more than two locations and potentially satisfying 

the diagnosis for the presence of widespread pain utilised by McFarlane et 

a i, (2003). It is not clear whether these women sought or accessed 

treatment for the pain experienced, but it is known that only 43% of the total 

sample report that they attended a physiotherapist subsequent to the 

immediate post-operative phase. It is recognised that several health 

professionals may provide intervention to alleviate pain and that intervention 

may be achieved by many means including pharmacological and 

rehabilitative measures. As previously mentioned widespread pain had been 

found to be associated with a twofold increase in mortality (McFarlane, 

2003). It would appear that the presence of this symptom is not receiving 

adequate attention in this population.

Many of the women in this study reported that they had experienced 

functional limitations following treatment (69% reported issues with item 

d430 Lifting and carrying objects). A recent large-scale study (n=2,202) by 

Braithwaite et a!., (2010) examined the long-term prognostic role of 

functional limitations in women with breast cancer. The authors found that 

functional limitations were associated with an important reduction in all

cause and competing-cause survival, but not cancer- specific survival, 

irrespective of clinical, lifestyle and socio-demographic factors (Braithwaite 

et al., 2010). Braithwaite et al., (2010) state that their findings “underscore 

the need to track long-term effects and explore whether they are amenable 

to interventions. Targeting functional limitations for future interventions 

among cancer survivors is particularly compelling”. Braithwaite et al., (2010) 

conclude that functional status may be an Important addition to clinical 

screening among patients with breast cancer to identify groups that are at 

high risk of poor prognosis, allowing the targeting of functionally impaired 

patients to improve quality and length of life.
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other issues that impact on women’s lives includes alterations in cognitive 

functioning and these have been discussed previously (section 5.7.2). In the 

post-operative phase a certain percentage of women may have difficulty 

reporting functional and other difficulties due to problems with recall and 

expressive difficulties. Having captured the breadth of health aspects 

affected by treatment for breast cancer several questions emerge as follows.

• Do women report aspects of their health affected by breast cancer to 

the professionals they encounter?

• Are there some aspects of affected health that are not reported?

• Are these symptoms treated by one or more health professionals?

Women have contact with several health professionals throughout their 

treatment and afterwards, some they see for a very short time period and 

others for longer time periods due to the nature of the professional 

encounter. In the case of some IGF categories, it is not immediately clear 

which professional is best placed to provide intervention. Not knowing who 

to refer the woman to or where to find relevant information may contribute to 

low referral rates and on-going unresolved problems. Women themselves 

may account for the low referral rates if they are not reporting issues to the 

health professionals that they encounter. It was reported in the focus groups 

that women see how busy the staff are in the clinics when they return and 

they feel they should not be bothering them, they think that the need of 

those beginning the treatment journey is greater. In addition to the 

reluctance to report, another of the focus group participants suggested that 

the women get used to experiencing difficulties and ignoring them;

3F1 “/ think what happens when you go through this is that you become 

quite tolerant and sometimes to your disadvantage and lil<e the girls that 

said to you that they don’t have pain before it's because they just get used to 

it I know from my own point o f view that I have complications that might 

come up later in I have permanent pain I take don’t take pain medication to 

avert the pain because I don’t think it is worth treating it with"
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The other obvious point is that the women cannot be expected to have the 

knowledge of what is remediable and what is not. A recent study by Kahn 

(2012) evaluating multi-disciplinary rehabilitation in this population reported 

that one of the difficulties with this population was that the women recruited 

presented with a range of issues that required an individualised approach, 

and so treatment goals were based on individual need rather than global 

survivorship issues (Kahn et al.,2012). The outcome of Khan’s study showed 

that rehabilitation improved depression and increased participation. The list 

of categories generated by the mixed methodology study can be used to 

identify individual needs and the one of the aims of the next study is to 

match the categories with the appropriate health professionals. This chapter 

describes the development of the health professionals’ survey instrument, 

the sample chosen and the method of distribution.

6.3 Study aim and objectives

The aim of this survey was to examine whether women reported changes in 

health to the health professionals they encounter and if so, which 

professionals offer intervention.

The objectives are to survey health professionals involved in treating women 

with breast cancer to establish the following:

• Identify which categories of heath altered by treatment for breast

cancer are women with the condition reporting to health

professionals.

• Identify any category of health affected by treatment for breast cancer 

that is not reported.

• Match the categories of health affected by treatment that are being 

reported with the health professional who delivers a relevant

intervention

• Identify any gaps perceived in service provision by health

professionals involved with this population

210



6.4 Methodology

6.4.1 Ethics

Ethical approval was granted for the study from the Faculty of Health 

Sciences Ethics Committee (Appendix 6.1).

6.4.2 Research approach

The HSE (Health Service Executive) identified eight specialist cancer 

centres for the treatment of breast cancer. Identification was based on the 

numbers treated for the condition per year in recognition that a higher 

turnover has been shown to be associated with better outcome. It was 

proposed to conduct a nationwide survey of all eight centres of excellence in 

breast care. Health professionals Involved in the treatment for of women 

following breast cancer were the Intended participants. The 8 designated 

centres are as follows; Mater Hospital, St Vincent’s University Hospital, St. 

James’s Hospital, Beaumont Hospital (all In Dublin), Waterford Regional 

Hospital, Cork University Hospital, Mid-Western Regional Hospital Limerick 

and University College Hospital Galway.

6.4.3 Sun/ey instrument

Postal questionnaire was deemed the most suitable method of gathering 

information from the centres of excellence. In this case, the items to be 

included in the quantitative research instrument had been predefined by the 

responses generated by the mixed methodology study described in the 

previous four chapters. The questionnaire underwent three Iterations prior to 

circulation described below.

6.4.4 Inclusion criteria

Health professionals who had women with breast cancer as part of their 

caseload were eligible for inclusion. Professions identified for inclusion were 

surgeons, medical oncologists, radiation oncologists, radiation therapists, 

breast care nurses, nutrltlonlsts/dietlclans, occupational therapists, plastic 

surgeons, psychologists, physiotherapists and social workers.
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6.4.5 Exclusion criteria

Health professionals who do not treat women with breast cancer or, 

professionals in centres other than those who satisfy the definition of a 

centre of excellence, as defined by the HSE were excluded from this study.

6.4.6 Data collection methods

An anonymous postal survey questionnaire was the research method 

chosen. Given that there is no database of staff involved in the care of 

women with breast cancer, several strategies were employed to identify the 

relevant sample frame. The website of each hospital was accessed and 

names of personnel noted and the individual hospitals were telephoned to 

check accuracy of website information. Contact was made with the manager 

in charge of each service. The study explained to the manager and the 

manager was requested to provide information on the number of staff for 

whom women with breast cancer was part of their caseload. The managers 

were asked whether they would be willing to distribute anonymous 

questionnaires to the relevant members of their team. If willing, an envelope 

containing the relevant number of packages was posted along with a copy 

for the manager. Each package contained an introductory letter, participant 

information sheet, a questionnaire and a stamped self-addressed envelope. 

This ensured the questionnaire could be returned without further 

involvement from the manager.

6.5 First iteration of questionnaire

The first iteration of the questionnaire contained the items in the 

Comprehensive Core Set and the thirty additional items identified by the 

women in the focus groups and confirmed by the respondents to the mixed 

methodology questionnaire. The first aim of the health professionals’ survey 

was to determine whether the women reported changes in aspects of health 

to health professionals. This required a straightforward yes /no response. 

The second aim was to identify which aspect of health each professional 

would see as falling within their scope and provide intervention. Piloting was

212



deemed necessary in order to assess how the second aim might be best 

achieved.

6.5.1 Aims

The aim of piloting the first iteration of the questionnaire was:

(i) to determine the ease of interpretation of the professionals 

response when asked which categories they perceived to be 

within their remit

(ii) to determine what terminology, if any, needed alteration to ease 

interpretation

(iii) to assess the response to a questionnaire that contained over 

100 items.

6.5.2 Participants

A sample of convenience of ten undergraduate occupational therapists of 

the Discipline of Occupational Therapy in Trinity College was used to pilot 

the first iteration. All students had a very good working knowledge of the 

ICF. The purpose of the piloting was explained to the class following a 

lecture to explain the methodology. In summary, students were required to 

review each category of health and identify those that, in their professional 

capacity, they could affect either directly or indirectly. If the student indicated 

that they were able to assist with the category, they were then requested to 

identify what intervention they would use. Questionnaires were left outside 

the main office for the Discipline of Occupational Therapy in the Trinity for 

Health Sciences at St. James’s Hospital and students were asked if 

interested would they complete them and return to box within a week. 

Responses to the questionnaires were anonymous. Appendix 6.2 contains a 

copy of the first iteration of the questionnaire.

6.5.3 Results o f first iteration

Ten questionnaires were completed and returned. All ten responses 

indicated that in its current format there were very few items that the 

students of Occupational Therapy did not treat either directly or indirectly.
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The questionnaires generated very lengthy responses detailing interventions 

that they would deliver that were neither manageable nor valuable. It was 

also felt that the amount of detail provided would take so long to provide that 

it would adversely affect the response rate. In addition, the questionnaire 

was also missing an option for respondents to declare that the item was not 

within their remit.

6.5.4 Outcome

The first iteration established the following;

(i) There was a need to change the question to allow for the health 

professional to declare that an item would not be within their remit.

(ii) There was no need to generate detailed information about 

interventions that might be provided

The following changes were made: the question about what intervention 

they would use was dropped and replaced with a question asking “if not your 

remit what other professional could intervene?” Further piloting was deemed 

to be necessary.

6.6 Second iteration of the questionnaire

6.6.1 Aims

The questionnaire was re-piloted with the following aim; to determine 

whether the second iteration provided clearer information about which 

categories of health each professional identified as being within their remit.

6.6.2 Participants

A second sample of convenience of students of the Discipline of 

Physiotherapy in Trinity College was used. As with the occupational therapy 

students, the purpose of the piloting was explained to the class following a 

lecture to explain the methodology and findings of the mixed methodology 

study. Questionnaires were left outside the main office for the Discipline of 

Physiotherapy in the Trinity for Health Sciences at St. James’s Hospital and
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students were asked, if Interested in participating, to complete the 

questionnaire and return to box within a week. Responses to the 

questionnaires were anonymous. A copy of the second iteration of the 

Health Professionals Questionnaire is in Appendix 6.3.

6.6.3 Results of second iteration

Thirty questionnaires were left available for collection and completion and 22 

questionnaires were completed and returned giving a completion rate of 

73%. The change reduced the amount of detailed information provided but, 

on reflection, it was decided at this stage that the questions asked would not 

generate the desired information. The interpretation of direct or indirect 

intervention is easily answered by occupational therapists or 

physiotherapists whose professional intervention may fall into the categories 

of doing something to the patient or advising the patient how to do or change 

doing something. Other professional interventions such as that of social 

workers, psychologists or nutritionists may not operate with any such divide, 

in that intervention administered is only in the form of advice. There was also 

recognition at this stage that the questionnaire needed to be piloted on a 

group of people who actually had this population as part of their caseload.

6.6.4 Outcome

It was decided that it was necessary to rethink the range of possible 

answers offered to better reflect the possible range and nature of response 

of professionals for which the questionnaire was intended. Therefore the 

range and options to answer the questions were altered; the number of 

options of possible answers was increased to seven. The changes included:

(i) A cover page requesting additional information was included, the 

participant was asked to identify their profession, how many years 

were they qualified and the proportion of their case load comprising 

women with breast cancer.

(ii) The cover page also asked the participant whether they had read the 

accompanying information and to indicate their consent.
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(iii) The total list of categories identified in the mixed methodology study 

contained 110 ICF categories. The questionnaire to the health 

professionals contained 104 categories. The six categories excluded 

were s420 Structure of the immune system, s4200 Structure of 

lymphatic vessels, s630 Structure of reproductive system, d475 

Driving, e350 Domesticated animals, e465 Social norms, practices 

and ideologies. It was felt that s420 Structure of the immune system 

was covered by the category relating to function of the immune 

system b435. s4200 Structure of lymphatic vessels was similarly 

covered by b4352 relating to lymphedema. Anatomical alterations to 

the reproductive system (s630 Structure of reproductive system) was 

thought to be solely the remit of the surgeon and as such was 

omitted. The category relating to difficulties encountered in driving 

(d475) was considered to be covered by d470 Using transportation. 

e465 Social norms, practices and ideologies was similar to what is 

included in e460 societal attitudes and finally the category e350 

Domesticated animals was only reported as a help by all those who 

identified it and it was thought unlikely that difficulties with pet 

ownership would be discussed by women with health professionals.

(iv) Asking the professionals if women presented to them complaining of 

changes in each category of health with a range of responses 

including “no” meaning they do not present, or “no, they do not 

present but if they did I would treat” and “yes” meaning they present.

(v) Asking what their professional response to presentation was with the 

following range of possible answers - “Yes, I treat”, “Yes, I give 

written advice”, “Yes, I give verbal advice on management” or “I refer 

onwards” or “I don’t treat and tell the woman it is something to be 

expected with breast cancer”.

6.7 Third iteration of the questionnaire

6.7.1 Aims

The questionnaire was re-piloted with the following aims.
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(i) To determine whether the third iteration provided clearer information

about which categories of health each professional identified as being 

within their remit.

(ii) To test whether the results obtained were interpretable.

6.7.2 Participants

It was decided to pilot the questionnaire on physiotherapists involved in 

treating women with breast cancer who were not working in one of the eight 

centres of excellence for the treatment of breast cancer. With that in mind, 

physiotherapists working in a private hospital allied to, but not part of, one of 

the centres of excellence were contacted. The physiotherapy manager was 

interested in hearing about the study and an invitation was accepted to 

present the findings of the mixed methodology study. As with the previous 

piloting, the attendees were invited to participate in piloting the 

questionnaire. Ten days following the presentation, five individual envelopes 

containing letters to participants, copies of the questionnaire, participant 

information sheets stamped self-addressed envelopes were posted to the 

physiotherapy manager. The physiotherapy manager had previously agreed 

to distribute them to the staff.

6.7.3 Method o f data analysis

Data management rules were developed prior to the circulation of the third 

iteration of the questionnaire. The questions posed to the participants in 

relation to the 104 ICF categories offered seven potential answers and no 

limitation was placed in relation to the combination of boxes ticked. Table 

6.1 provides an example and what follows is an explanation of how the 

answers provided were interpreted. For example. In relation to each ICF 

category, a question was posed, “Do women present with any of the 

following as a problem? The following options are available: If you tick yes, 

how do you respond?”
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Q1 Q2 Q3 Q4 Q5 Q6 Q7

NO NO

They don’t 

present, if 

they did, 1 

would treat

YES

They

present, 1 

treat

YES-  

1 give 

written 

advice on 

manage 

ment

YES,

1 give verbal 

advice on 

management

1 refer onwards 

to -  [please 

insert name of 

profession]

1 don't treat and tell the

woman it is something

to be expected with breast cancer

Table 6.1 Answer options to iteration three



The first aim of the study was to determine whether women presented with 

the category - a tick to questions 1 or 2. If so, this indicated that the women 

did not present.

• Ticks placed in any of the questions 3, 4 or 5 indicated the 

professional treated the category.

• A tick in response to either question 6 or 7 indicated that the women 

presented but were not treated.

• A combination of ticks to question 5 “verbal advice” and question 7 “I 

don’t treat and tell the women it is something to be expected with 

breast cancer” was interpreted as not treated.

• All other combinations were interpreted as treated.

• Piloting demonstrated that there was not always agreement between 

individuals from the same profession as to how they might respond 

and this warranted a decision to be made as how the answers should 

be managed. It was decided that a conservative cut off of > 50% 

would be used as an indication of the general professional response. 

It is realised that it is a conservative estimate but it reflects the 

response of most of the participants.

6.7.4 Results o f the third iteration

Four out of five replies were received which represented an 80% response 

rate. The physiotherapists worked with women with breast cancer for an 

average of 12 years ranging from 5-20 years. Of the 41 categories 

examined, the physiotherapists responded that the women report 17 

(41.4%) categories. They also reported that their response was to provide 

an intervention for all categories reported. The intervention provided for five 

of these categories, all from chapter one of the ICF on mental function {b126 

Temperament and Personality functions, b130 Energy and drive functions 

b134 Sleep, b152 Emotional functions and b180 Experience of self and time 

function), was to offer verbal advice and refer onwards. Physiotherapists 

provided interventions for categories of pain, problems with lymphatic 

drainage. Table 6.2 displays the responses to the ICF Body functions 

category.

219



ICF Category Do

women

present?

If Yes, How is it 

managed?

ICF Category Do women 

present?

If Yes, How is 

it managed?

b126 Temperament and 

Personality functions

yes Verbal advice & 

refer

b4353 Function of the lymph nodes no

b130 Energy and drive functions yes Verbal advice & 

refer

b440 Respiratory function no

b134 Sleep yes Verbal advice & 

refer

b455 Exercise tolerance 

functions

yes 1 treat

B140 Attention functions no - b525 Defecation functions no -

B144 Memory functions no b530 Weight maintenance 

functions

no

b152 Emotional functions yes Verbal advice & 

refer

b535 Sensations associated with 

digestive

no

B156 perceptual functions no - b640 Sexual functions no -

B160 Thought functions no - b650 Menstruation functions no -

B16710 expression of spoken no b660 Procreation functions no -

b180 Experience of self and time 

function

yes Verbal advice & 

refer

b670 Sensations associated with 

genital and reproductive functions

no



b1801 Body image no - b710 Mobility of joint no -

B210 Seeing function no - b720 Mobility of bone functions yes 1 treat

B230 Hearing function no - b730 Muscle power yes 1 treat

B250 Taste function no b740 Muscle endurance 

functions

yes 1 treat

b255 smell function no b780 Sensations related to 

muscle and movement

yes 1 treat

b265 Touch function yes 1 treat /written 

advice

b810 Protective functions of the 

skin

yes 1 treat

b280 Pain yes 1 treat /written 

advice

b820 Repair functions of the skin yes 1 treat

b2801 Pain in body part* yes 1 treat /written 

advice

b840 Sensation related to the 

skin

yes 1 treat

b415 Blood vessel function no - b850 Function of Hair no -

b435 Immunological no - b860 Function of nails no -

b4352 Functions of the 

lymphatic vessels

yes 1 treat

Table 6.2 Pilot response to ICF Body Function categories

221



Responses to the section on Activities and Participation are presented below 

(Table 6.3). Seven categories out of twenty nine (24%) categories were 

reported to the physiotherapists, they treated six of these and referred 

problems with family members onwards. None of the categories in 

environmental factors were reported to the physiotherapists nor did the 

physiotherapist utilise the option of “no, they did not present, but if they did I 

would treat”.

ICF Category Do

women

present?

If Yes, how 

is it 

managed?

d155 Acquiring skills No

d177 Making decisions No

d230 Carrying out daily routine No

d240 Handling stress and other psychological 

demands

No

dS10 Communicating with receiving spoken 

messages

No

d415 Maintaining basic body position No

d430 Lifting and cartying objects Yes 1 treat

d440Fine hand use Yes 1 treat

d445 Hand and arm use No

d450 Walking No

d470 Using transportation Yes 1 treat

d510 Washing oneself No

d520 Caring for body parts No

d530 toileting No

d540 Dressing No

d550 Eating/d560 drinking No

d570 Looking after one's health No

d620 Acquisition of goods and services No

d630 Preparation of meals (cooking etc.) No
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d640 Doing housev\/ork Yes verbal

advice

d650 Caring for household objects Yes verbal

advice

d660 Assisting others No

d720 Complex interpersonal interactions No

d750 Informal social relationships No

d740 Formal relationships No

d760 Family relationships Yes refer on

d770 Intimate relationships No

d850 Remunerative employment No

d920 Recreation and leisure Yes verbal

advice

Table 6.3 Pilot response to ICF Activities and Participation categories

6.7.5 Outcome

The feedback from the third piloting suggested that the questionnaire was 

ready for distribution. Appendix 6.4 contains the final questionnaire. The 

questionnaire comprised a fourteen-page document which contained 104 

items relating to ICF categories.

6.8 Final iteration of the questionnaire

6.8.1 Aims

The first aim of the questionnaire was to determine whether women reported 

the changes in health to the professionals they encountered during clinical 

visits. The second aim of the survey was to identify which professional would 

provide an intervention to categories reported.

6.8.2 Identification o f relevant health professionals

The identification of relevant health professionals who treat women with 

breast cancer in one of the eight centres for excellence was a slow process. 

Difficulties were encountered in making telephone contact with most
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departments, websites contained out-dated information, not all relevant 

professionals or departments involved were listed on the websites. The 

identification process took 15 working days committed to solely addressing 

that task. Finally, a total of 314 health professionals were identified as 

working with women who have breast cancer. The staffing levels in each of 

the centres are shown in Table 6.4.

6.8.3 Variation in staffing levels

It was evident that there is some variation in the numbers of medical 

personnel employed across the eight locations. The medical personnel 

recruited were confined to consultants involved in breast surgery, delivery of 

chemotherapy, radiation therapy and reconstructive surgery. In general, the 

contact with medical staff occurs at treatment planning, delivery and follow- 

up and is generally time limited due to the nature of the interaction and 

patient numbers. Two treatment centres (Waterford Regional Hospital and 

Mid-Western Regional Hospital Limerick) do not have the full complement of 

medical team available as neither has an on-site plastic surgeon to provide 

reconstruction.

The profession with the largest number of staff in contact with women with 

breast cancer are the radiation therapists. St. Vincent’s University Hospital 

does not have radiation therapy on-site.

As expected a large number of nurse specialists have women with breast 

cancer as part of their caseload, the most numerous of these being the 

nurse specialists working in the oncology day centre where women receive 

their chemotherapy. The breast care nurse specialists are available to attend 

to the treatment related problems of the women during the acute treatment 

phase. Three of the eight centres had no dietician available to this 

population at the time of circulation, one was on maternity leave and was not 

replaced and two had no post to cover patients with cancer of any type.

Half of the sites have no occupational therapist to available to this 

population, yet Cork University Hospital has two occupational therapy posts
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dedicated to the management of lymphedema. All of the eight centres have 

a physiotherapist available to the patients and some have more than one, 

who may treat other conditions also. There is no psychologist in either 

Waterford Regional Hospital or University Hospital Galway and the Mid- 

Western Regional Hospital Limerick has one psychologist who is employed 

on a half time basis. The availability of social workers to the population with 

breast varies and again the higher numbers represent sites where women 

with breast cancer form a section of the professional caseload rather than 

professionals dedicated to this population. St Vincent’s University Hospital 

has no social worker to deal with this population.

The most noticeable aspect of the staffing available is the very low number 

of rehabilitation personnel available to the 2,500 women diagnosed with 

breast cancer each year (N.C.R.I., 2012). The low numbers of staff available 

for providing rehabilitation to this population is a ratio not likely to change in 

the near future and serves to highlight the need to maximise the efficiency of 

service delivery. Early and timely intervention is cost effective as total 

intervention needs are likely to be less if chronicity is prevented. It is 

therefore of interest to establish are women reporting problems and which of 

the IGF categories do professionals indicate lie within their area of expertise. 

The variation in staffing levels and service organisation is probably a 

reflection of the developmental stage of healthcare provision to deal with 

survivorship health issues in Ireland. The service best suited to the needs of 

any population is most likely to be one with staff dedicated to the provision of 

care for a specific populations needs, however this is not likely to be 

achieved in the current financial climate. The basis of the belief is perhaps 

related to the greater level of awareness of issues likely to arise and how 

they might be best managed. Staff that has mixed caseloads cannot be 

expected to know all of the specific condition related issues but they should 

know where the information on issues can be accessed and where to refer a 

problem that is not within their competence.
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6.8.4 Method of recruitment

Data was gathered from websites and relevant departments phoned to 

check the names were correct, named staff were sent questionnaires 

directly. An e-mail (Appendix 6.5) was sent to the physiotherapy managers 

in the eight centres and to members of the Irish Society of Chartered 

Physiotherapists clinical interest group - Chartered Physiotherapists in 

Oncology and Palliative Care (CPOPC). Members were asked to provide 

information about who should be contacted in relation to professions other 

than physiotherapy in each of the eight centres. Subsequent to that the 

managers of the different services were telephoned, the study was 

explained, and the letter to the participants (Appendix 6.6) and the 

information leaflet (Appendix 6.7) was then e-mailed. In a follow up phone 

call, managers were asked would they be willing to distribute the packaged 

questionnaires to their staff and the numbers of questionnaires that would be 

required. The packages were then forwarded to the managers for 

distribution. Appendix 6.8 contains details on the background information 

collected from the respondents. This includes years of experience and 

percentage caseload in oncology.
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Centres of 
Excellence

Breast
Surgeon

Medical
Oncologist

Radiation
Oncologist

Plastic
Surgeon

Oncology
Nurse

Breast
Care
Nurse

Radiation
Therapists

Dietician Occupational
Therapist

TtvVo-
therapist

p s ^ a r -
ogist

Social
work

Mater Hospital, 
Dublin

4 2 1 4 8 4 12 0 1 1 2 1

St Vincent’s 
University 
Hospital, Dublin

5 4 2 3 5 3 12 2 0 2 3 0

St. James’s 
Hospital

4 1 2 1 6 3 Not
established

3 0 4 3 4

Beaumont 
Hospital, Dublin

4 3 3 2 4 3 Not
established

1 1 3 1 4

Waterford
Regional
Hospital

3 3 2 0 2 3 13 Maternity
leave

1 1 0 1

Cork University 
Hospital

5 2 3 3 8 4 15 0 2 2 2 1

Mid-Western
Regional
Hospital,
Limerick

3 2 2 0 15 4 13 1 0 2 0.5 1

University
College
Hospital
Galway

4 4 3 1 7 3 25 1 0 5 0 2

TOTAL 32 21 18 14 55 27 90 8 5 20 11.5 14

Table 6.4 Results of staff iden ification process
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6.9 Results

6.9.1 Response rate

Three hundred and fourteen questionnaires were posted, some individually 

addressed to individuals identified on websites and others were sent in 

group postings addressed to the manager of the services for distribution to 

relevant staff. Two questionnaires were returned unanswered one stating 

that the oncologist in question had a caseload that constituted mainly of 

cancers of the upper gastrointestinal tract the second was returned by 

someone identified as a radiation oncologist but who was in fact, a 

radiologist. In total, a response rate of 31% was achieved (n=96). A 31% 

response rate would fall into a low response rate category but it is not 

atypical for professional questionnaires (McAvoy and Kaner, 1996). There 

were a few aspects of the questionnaire that may have adversely affected 

response primarily the length of it. The response rate may have been 

affected by the time of year that it was circulated which was during July 2013 

and intended recipients may have been on vacation. The second aspect is 

that the questionnaire was not personally addressed to the majority of the 

recipients as it was not possible to determine the names of the people 

involved due to the method employed to circulate the questionnaire mainly 

through the service managers. Furthermore, it was not possible to send out 

reminders to enhance return as the managers would need to have reminded 

staff and this may have resulted in a degree of coercion. On the other hand, 

the questionnaires did not have a “return by” date or any indication that there 

was a time limit on return. Stamped addressed envelopes were provided 

and personal contact was made with each department. The highest 

response rate was from physiotherapists most of whom would know the 

author from involvement in the professional body over the years.

The numbers, percentage of each profession, their years of experience and 

proportion of caseload that women with breast cancer represent are 

presented in Table 6.5. As can be seen, representation from each 

profession was achieved although the percentage response is generally low 

apart from the physiotherapists, occupational therapists and dieticians. Apart 

from the plastic surgeons who responded, the medical personnel were
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qualified longest and with the majority of their caseload being women with 

breast cancer, the exception to this is the medical oncologists who seem not 

to confine their practice to breast cancer. Women with breast cancer 

constitute almost all the caseload of the breast care nurses (93%) and half 

the caseload seen by the social workers who responded. For the rest of the 

professionals who responded, women with breast cancer formed about one 

third or less of their caseload.

Health professional Number
sent

Response
by
professlo
n
%

(number)

Years
quallfie
d
Mean
(±sd)

Caseloa
d
% Mean
(±sd)

Breast surgeon 32 16(5) 19 ± 10 71 ± 15

Radiation oncologist 18 22 (4) 20 ± 13 63 ±25

Plastic surgeon 14 14(2) 20 1 5 ± 7

Oncology nurse 

specialist

55 22 (12) 1 0 ± 6 63 ±34

Medical oncologist 21 24 (5) 18.6 ± 8 43 ±22

Radiation therapist 90 32 (29) 7 ±4 34 ± 11

Breast care nurse 27 37 (10) 7.3 ±4 93±  14

Dietician 8 50 (4) 7 ±4.5 36 ±36

Occupational therapist 5 60 (3) 3 30 ± 14

Psychologist 12 35 (4) 30±  14 25 ±20

Physiotherapist 20 94 (16) 8 ± 8 28 ±20

Social worker 14 14(2) 5 ± 4 50± 14

Table 6.5 Response rate by profession
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6.9.2 Reporting o f alteration in Body Functions

The section on body functions contains categories that cover physiological 

alterations in any of the body systems. This section generated most of the 

discussion in the focus groups and from the results of this questionnaire it 

appears that women do report the majority of alterations experienced in 

physiological function to health professionals. Table 6.6 demonstrates the 

pattern of reported categories by the respondents and as can be seen, it is 

well populated. All but one of the categories was reported to professionals 

and 46% of categories were reported to a majority of the professions 

surveyed. The only category not reported to any health professional related 

to hearing loss {b230 hearing function). Categories of altered function 

reported to the widest range of professions include changes experienced in 

personality {b126 Temperament and personality functions), fatigue and 

reduced energy {b130 energy and drive functions), difficulties with sleep 

{b134 Sleep function), changes in sensation {b265 Touch function), pain in 

various locations {b280 pain, b2801 pain in body parts), reduced ability to 

exercise {b455 change in exercise tolerance function), difficulties with sexual 

function {b640 sexual functions), problems with frozen shoulder {b720 

mobility o f bone functions) and issues relating to changes in skin {b810 

protective functions o f the skin, b820 repair functions o f the skin). There 

were however several categories that were reported to only a few health 

professionals, they include; altered perception {b156 perceptual functions), 

changes in experience of self and time which include changes in identity 

and alterations in body image {b180 Experience o f se lf and time), alterations 

in eyesight {b210 seeing function), change in circulation {b415 blood vessel 

function), reduced range of movement or ease of movement (b710 mobility 

o f jo in t function), or difficulties with precision work with hands {d445 fine 

hand use).

The professionals who had most categories reported to them were the 

medical oncologists and the oncology day ward nurse specialists. Only two 

categories had not been reported to the medical oncologists - they were 

hearing difficulties and respiratory problems. Hearing loss or perceptual 

difficulties were the only two categories not reported to the oncology nurse
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specialists. These difficulties may develop at a later stage or, may be 

experienced by very few, or may not be given priority by the v\/omen in light 

of all of the other factors being experienced by them. The psychologists had 

the least number of categories reported to them. Women do not routinely 

see a psychologist following treatment for breast cancer and referral is 

usually made if women are considered to be experiencing more than usual 

distress. As expected, almost all of the categories from the chapter one 

which is mental functions, were reported to the psychologist apart from 

alterations in perceptual problems which was one of the new categories 

identified in the focus groups and includes bumping into things and having 

an altered sense of speed of moving cars. Difficulty in word finding was not 

reported to psychologists. The results suggest that women are reporting 

changes in function to health professionals. These categories of health 

contained in the body function section relate to systems that fall into a 

biomedical model of assessment and the results may reflect responses to 

screening for alterations in these categories.
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Surgeon Medical

oncologist

Radiation

oncologist

Plastic

surgeon

RT Breast

care
nurse

Oncology
nurse

Dietician O r Psychologist PT Social

Worker

TOTAL

b126 Temperament 

and Personality 

functions

y y y y y y y y y y y y 12

b130 Energy and drive 

functions
y y y y y y y 0 y y y y 11

b134 Sleep y y y y y y y y y y y y 12

B140 Attention 

functions
y y 0 0 0 y y y y y 0 y 8

8144 Memory 

functions
y y 0 0 0 y y y y y y y 9

b152 Emotional 

functions
y y 0 y y 0 y y y y 0 y 9

8156 perceptual 

functions

0 y 0 0 0 0 0 y 0 0 0 0 2

B160 Thought 

functions
y y 0 0 y 0 y y y y 0 y 8

816710 expression of 

spoken

0 y 0 0 0 0 y y y 0 0 0 4

b180 Experience of 

self and time function
y y y y 0 y y y y y y y 11

b1801 Body image 0 y 0 y 0 0 y 0 0 0 0 0 3



B210 Seeing function 0 y 0 0 0 0 y y 0 0 0 0 3

B230 Hearing function 0 0 0 0 0 0 0 0 0 0 0 0 0

B250 Taste function 0 y 0 0 0 0 y y 0 0 0 0 3

b255 smell function 0 y 0 y 0 y y 0 0 0 0 0 4

b265 Touch function y y 0 y y y y y 0 y y y 10

b280 Pain y y y y y y y y y y y y 12

b2801 Pain in body 

part*
y y y y y y y y y 0 y y 11

b415 Blood vessel 

function
y y 0 0 0 0 y 0 0 0 0 y 4

b435 Immunological 0 y 0 0 0 y y 0 0 0 y y 6

b4352 Functions of the 

lymphatic vessels
y y y y y y y 0 y 0 0 y 3

b4353 Function of the 

lymph nodes
y y y y y y y 0 0 0 y 0 4

b440 Respiratory 

function
y 0 0 0 0 0 y 0 0 0 0 y 3

b455 Exercise 

tolerance functions
y y 0 0 0 y y y y 0 y y 8

b525 Defecation 

functions
y y 0 0 0 y y y 0 0 0 0 5

b530 Weight 

maintenance functions
y y y y 0 0 y y y 0 y y 9
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b535 Sensations 

associated with 

digestive

0 y 0 0 0 0 y y 0 0 0 y 4

b640 Sexual functions y y 0 y 0 y y 0 y y 0 y 8

b650 Menstruation 

functions
y y 0 0 0 y y 0 0 0 0 y 5

b660 Procreation 

functions
y y 0 y 0 y y 0 0 0 0 y 6

b670 Sensations 

associated with genital 

and reproductive 

functions

y y y y y y y 0 0 0 0 y 8

b710 Mobility of joint y y 0 0 y 0 y 0 0 0 0 0 4

b720 Mobility of bone 

functions
y y y y y y y 0 0 0 y 0 8

b730 Muscle power y y 0 y 0 0 y 0 0 0 y y 7

b7300 Hand strength 0 y 0 y 0 0 y 0 0 0 y 0 4

b740 Muscle 

endurance functions
y y 0 0 y 0 y 0 0 0 y y 6

b780 Sensations 

related to muscle and 

movement

y y 0 y y 0 y 0 0 0 y y 7

b810 Protective 

functions of the skin
y y y y y 0 y 0 0 0 y y 8



b820 Repair functions 

of the skin
y y y y y y y 0 0 0 y 0 8

b840 Sensation related 

to the skin
y y y y y 0 y 0 0 0 y 0 7

b850 Function of Hair y y 0 y y y y 0 0 0 0 y 7

bS60 Function of nails y y 0 y y 0 y 0 0 0 y 0 6

Number of categories 

reported
32 40 14 25 20 22 40 18 15 11 22 27

RT=Radiation therapist, OT=Occupational therapist, PT=Physiotherapist, y=yes, 0=no

Table 6.6 Reporting of alterations in Body Functions by women with breast cancer to their health professionals
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6.9.3 Reporting of alteration in Body Structures

In keeping with the findings of both the focus groups and the questionnaire 

to the women with breast cancer, the reporting of changes in anatomical 

structure is less than that for body functions with no category being reported 

to all professionals. The categories in this section relate to any anatomical 

change in shape, size, texture, removal of body part. All of the women have 

had breast surgery and the details of that surgery are available in the charts 

and known to the staff and so there may not be any need for the women to 

report these changes. Not surprisingly the category pertaining to the breast 

and nipple was the most widely reported but not to the nutritionist, 

occupational therapist and social worker. This may be as a result of the 

women recognising that such issues are not the remit of these professionals. 

The second most widely reported was loss of eyebrows and eyelashes a 

category not included in the existing Comprehensive Core Set for breast 

cancer. Changes in the upper extremity and trunk are the least widely 

reported with only four professionals confirming reporting - the medical 

oncologist, physiotherapist, breast surgeon and oncology nurse specialist. It 

is possible that this finding relates to how patients are assessed by these 

professionals. Table 6.7 displays the array of alterations in Body Structures 

reported by women with breast cancer to their health professionals.
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Surgeon Medical

oncologist

Radiation

oncologist

Plastic

surgeon

RT Breast

care

nurse

Oncology

nurse

Dietician OT Psychologist PT Social

Worker

TOTAL

s230 Structures around 

the eye
y y 0 0 y y y 0 0 0 y y 7

s4201 Structure of 

lymphatic nodes
y y 0 0 0 y y 0 0 0 y 0 5

s6302 Structure of 

breast and nipple
y y y y y y y 0 0 0 y 0 8

s720 Shoulder region y y 0 0 0 0 y 0 0 0 y 0 4

s730 Upper extremity 

(arm, hand)
y y 0 0 0 0 0 0 0 0 y 0 3

$760 Trunk 0 y 0 y 0 0 0 0 0 0 y 0 3

s810 Structure of areas 

of skin

0 y 0 y y y y 0 0 0 0 0 5

Number of categories 

reported

7 5 1 3 3 4 5 0 0 0 6 1

RT=Radiation therapist, OT=Occupational therapist, PT=Physiotherapist, y=yes, 0=no

Table 6.7 Reporting of alterations in Body Structures by women with breast cancer to their health professionals
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6.9.4 Reporting of alteration in Activities and Participation 

The categories included in the section on activities and participation 

focused on aspects of health that measures impact on carrying out 

activities and affects involvement in life situations. These aspects are 

not always assessed in the biomedical model of patient assessment. 

Difficulties with carrying out tasks and involvement in life situations 

were sparsely reported with only five categories being reported to > 

50% of professions. They were; handling stress and psychological 

demands (d240, n=10), carrying out everyday activities (d230, n=7) 

and difficulties in lifting and carrying (d430, n=7), using the hand for 

picking up small objects and precision work (d440, n=6) and 

difficulties with intimate relationships (d770, n=6). The professions to 

which the categories were most reported were the medical oncology 

nurse specialists (66%), the social workers (48%), the occupational 

therapists (45%), the medical oncologists (41%) and the 

physiotherapists (41%). The remaining professions report very low 

numbers of categories of activities and participation. Eight categories 

appear unreported to any professional group these were using 

transportation which included private and public transportation (d470); 

bathing and drying oneself (d510); caring for body parts including 

brushing teeth and hair and cutting nails (d520); toileting including 

both using the toilet and cleaning oneself afterwards (d530); dressing, 

putting on and taking off clothes, managing zips, shoe laces etc. 

(d540); eating and drinking including cutting food and bringing food 

and drink to mouth (d550/d560) and doing housework (d640). Some 

of these categories may only be altered for a short time period post

surgery but women may benefit from advice on how they can be 

managed. It is known that some are on-going such as difficulties 

experienced as a passenger or driver with seatbelts and some 

women report on-going difficulty with clothes that are put on 

overhead. Table 6.8 displays the range of alterations in Activities and 

Participation that health professionals reported were raised with them 

by women with breast cancer. Overall the rate of reporting of these 

categories appears to be low considering these are categories that
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measure the impact of the condition on daily lives and are alterations 

that are endured on a daily basis.
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Surgeon Medical
oncologist

Radiation

oncologist
Plastic
surgeon

RT Breast
care
nurse

Oncology
nurse

Dietician OT Psychologist PT Social
Worker

TOTAL

d155 Acquiring skills 0 y 0 0 0 0 y 0 y y 0 0 4

d177 Mailing decisions 0 y 0 0 0 0 y 0 y y 0 y 5

d230 Carrying out daily 

routine
y y 0 0 0 0 y 0 y y y y 7

d240 Handling stress 

and other psychological 

demands

y y y 0 y y y 0 y y y y 10

d310 Communicating 

with receiving spoken 

messages

0 y 0 0 0 0 0 0 0 0 0 0 1

d415/410 Maintaining 

basic body position

0 y 0 0 0 0 0 0 0 0 0 0 1

d430 Lifting and carrying 

objects

0 y 0 0 y y y 0 y 0 y y 7

d440 Fine hand use y y 0 y 0 0 y 0 y 0 0 y 6

d445 Hand and arm use 0 y 0 y 0 0 y 0 y 0 0 y 5

d450 Walking 0 y 0 0 0 0 y 0 y 0 0 y 4

d470 Using transport 0 0 0 0 0 0 0 0 0 0 0 0 0

d510 Washing oneself 0 0 0 0 0 0 0 0 0 0 0 0 0

d520 Caring for body 0 0 0 0 0 0 0 0 0 0 0 0 0



d530 toileting 0 0 0 0 0 0 0 0 0 0 0 0 0

d540 Dressing 0 0 0 0 0 0 0 0 0 0 0 0 0

d550 Eating 0 0 0 0 0 0 0 0 0 0 0 0 0

d560 Drinking 0 0 0 0 0 0 0 0 0 0 0 0 0

d570 Looking after one's 

health

0 0 0 0 0 0 y 0 y y 0 y 4

d620 Acquisition of 

goods and services

0 0 0 0 0 0 y 0 0 0 0 0 1

d630 Preparation of 

meals (cooking etc.)

0 0 0 0 0 0 0 y 0 0 0 0 1

d640 Doing housework 0 0 0 0 0 0 0 0 0 0 0 0 0

d650 Caring for 

household objects

0 0 0 0 0 0 y 0 0 0 y 0 2

d660 Assisting others 0 0 0 0 0 0 y 0 0 0 0 0 1

d720 Complex 

interpersonal interactions

0 0 0 0 0 0 y 0 0 y 0 y 3

d750 Informal social 

relationships
y 0 0 0 0 0 y 0 y y 0 y 5

d740 Formal 

relationships
y 0 0 0 0 0 y 0 0 y 0 y 4

d760 Family 

relationships

0 0 0 0 0 0 y 0 y y 0 y 4
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d770 Intimate 

relationships
y V 0 0 0 y y 0 0 y 0 y 6

d850 Remunerative 

employment
y V 0 0 y 0 y 0 y y 0 y 7

d920 Recreation and 

leisure

0 0 0 0 0 0 y 0 y y 0 0 3

Number o f categories 

reported

7 12 1 2 3 3 19 1 13 12 4 14

RT=Radiation therapist, OT=Occupational therapist, PT=Physiotherapist, y=yes, 0=no

Table 6.8 Reporting of alterations in Activities and Participation by women with breast cancer to their health professionals



6.9.5 Reporting o f alteration in Environmental Factors 

Environmental factors is a section of the ICF that addresses the context in 

which people live their lives and the external factors that can impact on life. 

The categories of environmental factors relevant to women with breast 

cancer cover altered uses of medications and technology, changes in ability 

to deal with fluctuations in temperature and use transportation, changes in 

support received from different categories of people and alterations in 

attitude of people towards those with breast cancer and changes in 

interactions with services systems and policies such as employers insurers 

and bankers. Changes in contextual factors may be experienced as either a 

help or a hindrance.

Table 6.9 displays the range of alterations in Environmental Factors that 

health professionals report being raised with them by women with breast 

cancer. Only the category dealing with changes in relationships with 

immediate family members (e310) was reported to more than half the 

professions followed by changes in relationships with extended family 

(e315). The remaining categories are reported by very low numbers of 

professions and three professions - radiation oncologists, plastic surgeons 

and physiotherapists - responded that none of the environmental categories 

were reported to them. On the other hand, the oncology day ward nurse 

specialists had 92% of the categories reported to them, 58% of categories 

were reported to the psychologists, 54% to the social workers and 35% to 

the medical oncologists. Only one of the environmental categories included 

in the original comprehensive Core Set was not reported to any health 

profession and that related to changes in the relationship with personal care 

providers.

Attempting to capture contextual factors is relatively new in the area of 

rehabilitation and as yet it is not clear which factors are of most relevance to 

whom and what can be done about them. Some of the categories in this 

section cover aspects of health associated with the condition that require 

collective action to bring about necessary change such as dissatisfaction 

with available prosthesis or difficulties encountered with banks. Therefore as
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such, it is not surprising that there was a low response rate to many of the 

factors detailed in this section.
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Surgeon Medical
oncologist

Radiation
oncologist

Plastic
surgeon

RT Breast
care
nurse

Oncology
nurse

Dietician OT Psychologist PT 9bM
Worker

TOTAL

e110 For personal 

consumption (food, 

medicines)

0 0 0 0 0 0 y y y 0 0 0 3

e115 For personal 

use in daily living
y 0 0 0 0 y y 0 0 0 0 0 3

e165 Assets 0 y 0 0 0 0 y 0 0 y 0 0 3

e225 Climate 0 y 0 0 0 0 y 0 0 0 0 0 2

e310 Immediate 

family

y y 0 0 y y y 0 0 y 0 y 7

eS15 Extended family 0 y 0 0 0 y y 0 0 y 0 y 5

e320 Friends y 0 0 0 0 0 y 0 0 y 0 y 4

e325 Acquaintances, 

peers, colleagues, 

neighbours and 

community members

0 0 0 0 0 0 y 0 0 y 0 y 3

e330 People in 

positions of authority

0 y 0 0 0 0 y 0 0 y 0 y 4

e340 Personal care 

providers, personal 

assistants

0 0 0 0 0 0 0 0 0 0 0 0 0
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e355 Health 

professionals
y 0 0 0 0 0 y 0 0 y 0 y 4

e410 Individual 

attitudes of 

Immediate family 

members

0 0 0 0 0 0 y 0 0 y 0 y 3

e415 Individual 

attitudes of extended 

family members

0 0 0 0 0 0 y 0 0 y 0 y 3

e420 Individual 

attitudes of friends

0 0 0 0 0 y y 0 0 y 0 y 4

e430Attitudes of 

people in authority

0 0 0 0 0 0 y 0 0 y 0 y 3

e 440 individual 

attitudes of personal 

care providers and 

personal assistants

0 0 0 0 0 0 y 0 0 y 0 y 3

e450 Individual 

attitudes of health 

professionals

0 0 0 y 0 0 y 0 0 y 0 0 3

e460 Societal 

attitudes

0 0 0 0 0 0 y 0 0 y 0 0 2

e540 Transportation 

services,

0 0 0 0 0 0 y 0 0 0 0 0 1



e555 Associations 

and organisational

0 0 0 0 0 0 y 0 0 0 0 0 1

e565 Economic 

services

0 y 0 0 0 0 y 0 0 0 0 y 3

0570 Social security, 

services
y y 0 0 0 0 y 0 0 0 0 y 4

e575 General social 

support services.

0 0 0 0 0 0 y 0 y y 0 y 4

e580 Health services, 0 y 0 0 0 0 y 0 0 0 0 0 2

e580 Health, support 

services e.g. ARC

0 0 0 0 0 0 y 0 0 0 0 0 1

e590 Labour and

employment

services.

0 y 0 0 0 0 0 0 0 0 0 0 1

Number of 

categories reported

5 9 0 0 1 4 24 1 1 15 0 14

RT=Radiation therapist, OT=Occupational therapist, PT=Physiotherapist, y=yes, 0=no

Table 6.9 Reporting of alterations in Environmental Factors by women with breast cancer to their health professionals
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6.9.6 Summary of ICF categories reported by women with breast cancer 

Health professionals indicated that women with breast cancer had reported 

91% of the categories of health identified by the mixed methodology study 

during clinical encounters. Only ten categories remained completely 

unreported including one from the ‘Body Function’ section, eight from the 

section dealing with ‘Activities and Participation’ and one ‘Environmental 

Factor’. The most frequently reported categories were from the ‘Body 

Function’ section. It is not clear whether the identified categories are 

acknowledged in response to professional inquiry or whether they are 

independently proffered by the women unprompted. The reporting of altered 

‘Body Structures’ was limited but the range was reported. The ‘Activities and 

Participation’ was the section with the largest number of unreported 

categories and the reporting was sparse throughout. While all but one 

category was reported in the ‘Environmental’ section the reporting was not 

widespread. The personnel most likely to have the categories reported to 

were the medical oncologists and the oncology day ward nurse specialists.

6.9.7 Treatment by professionals o f reported categories

The second aim of the survey was to identify which health professional 

would provide intervention to categories reported. As with the previous 

section the help available will be discussed under each of the four sections 

of the ICF. The respondents had the following reply options

• “Yes they present, I treat”

• “Yes, they present, I give written advice on management”

• “Yes, they present, I give verbal advice on management”

In addition, two non-treatment options were available and were identified by 

the following responses: “I refer onwards” and “I don’t treat and tell the 

woman it is something to be expected”. While the latter two responses did 

not address the second aim of the study which was to attempt to identify 

which professions could provide intervention for each of the categories, they 

were provided as an alternative to the treatment option.
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Tables 6.10 to 6.13 outline the responses of the various health 

professionals. As referred to previously, if a category is recorded as treated 

by a specific profession it reflects the fact that more than 50% of 

respondents stated they would treat so it provides a conservative estimate of 

the available interventions. In the following tables (Table 6.10 to 6.13), 

treatment is indicated by t representing “Yes they present, I treat”, w 

representing “Yes, they present, I give written advice on management” or v 

indicating that “Yes, they present, I give verbal advice on management”. The 

option of declaration of “Yes they present, I treat” in the answer category 

versus “Yes, they present, I give verbal advice on management” was 

considered to be a stronger declaration of responsibility for intervention in a 

category than the latter. However, no discriminatory definition between the 

two responses was provided to respondents, therefore the results need to 

be interpreted in the context of this limitation. Non treatment options were 

allocated a dash (-).

6.9.8 Treatment by healthi professionals o f reported alterations in Body 

Functions

Table 6.10 displays the output of respondents’ treatment of alterations in 

body functions reported among women with breast cancer. There is a wide 

coverage of intervention provided for most of the categories. The categories 

with the highest percentage of women in the questionnaire appear to be in 

broad agreement with the categories reported to the widest range of 

professionals. The alterations in body function are treated by most of the 

professions. The professions least involved in providing intervention for 

functional categories are the nutritionists, psychologists and social workers. 

Those most involved in the treatment of functional limitations and covering 

most categories are the medical oncologist surgeon, plastic surgeon and 

physiotherapist.
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Surgeon Medical

oncologist

Radiation

oncologist

Plastic

surgeon

RT Breast

care

nurse

Oncology

nurse

Dietician o r Psychologist PT Social

Worker

TOTAL

b126 Temperament 

and Personality

V V - t V V V - t t V - 9

b130 Energy and 

drive

V V V V V V t V V t V - 11

b134 Sleep V V
-

V V V t
- -

t V
-

8

B140 Attention V V - _ V V V
-

t t
- -

7

B144 Memory V V
- - -

V V
-

t t
- -

7

b152 Emotional V V -
V

- - - - -
t - -

4

B156 Perceptual -
V

- -
V

-
t

- - - - -
3

B160 Thought V V - - - - - -
t t

- -
4

B16710 Expression 

of spoken
-

V
- - - -

t
- - - - -

2

b180 Experience of 

self and time

V V
-

t
-

V - - t t V t 8

b1801 Body image
-

V
-

t V
- - - - - - -

3

B210 Seeing
-

V
- - - - - - - - - -

1

B230 Hearing
- - - - - - - - - - - -

0

B250 Taste - V - - - - V t
- - - -

3

b255 Smell - - -
t

- - - - - - - -
1

b265 Touch V V - t - - - - t 4

b280 Pain V t t t
- - - -

t 5



b02801 Pain in body 

part*

t t t t - V - - - - t - 6

b415 Blood vessel V V - - - - - - - - - - 2

b435 Immunological - V - - - - - - - - - - 1

b4352 Lymphatic 

vessels

V - - t - - - - - - t - 3

b4353 Lymph nodes V V t t - - - - - - t - 5

b440 Respiratory V - - - - - - - - - - - 11

b455 Exercise 

tolerance

V V - - - V V - t - t - 6

b525 Defecation V V - V - tw - - - - 4

b530 Weight 

maintenance

V V V V - - V tw - - V - 7

b535 Sensations 

associated with 

digestive

V V tw 3

b640 Sexual 

functions

V V - V - V V - t t - - 7

b650 Menstruation V V - - V V - - - - - 4

b660 Procreation V V - - V V - - - - - 4

b670 Sensations 

linked with genital/ 

reproductive syst.

V t V V 4

b710 Mobility of joint V
- - - V

- - - - - t -
3
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b720 Mobility of bone - t - - - - ~ — t — 2

b730 Muscle power V
- t - - - - - — t — 3

b740 Muscle 

endurance

V V
- - - - - - - - t

-
3

b7300 Hand strength - t - - - - - - t - 2

b780 Sensations 

related to muscle and 

movement

V V t V t 5

b810 Protective 

functions of the skin

v V V t - - V - - - t - 6

b820 Repair 

functions of the skin

V V V t V - V - - - t - 7

bS40 Sensation 

related to the skin

v V V t V V - - - t - 7

bB50 Function of Hair V V - t V V V - - - - 7

b860 Function of 

nails

V V
-

t V
- - 5

Number of 

categories reported

30 35 9 23 10 19 10 5 7 9 20 1

RT=Radiation therapist, OT=Occupational therapist, PT=Physiotherapist, t - 'Yes  they present, I treat”, iv=“Yes, they present, I give written advice on 
management”, v= “Yes, they present; I give verbal advice on management”. Non treatment options are allocated a dash (-).

Table 6.10 Health professionals’ management of reported alterations in Body Functions among women with breast cancer



6.9.9 Treatment by health professionals of reported alterations in Body 

Structures

Five different health professionals reported that they provided treatment or 

verbal advice for alterations in body structures. These include the breast 

surgeon, medical oncologist, plastic surgeon, breast care nurse specialist 

and physiotherapist. Interestingly, the radiation oncologist and radiation 

therapists who deliver treatment that can result in alteration of shape and 

texture of the breast are not involved. Table 6.11 displays the output of 

respondents’ treatment of alterations in body structures reported among 

women with breast cancer.
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Surgeon Medical
oncologist

Radiation
oncologist

Plastic
surgeon

RT Breast
care
nurse

Oncology
nurse

Dietician OT Psychologist PT Social
Worker

t o t a l

S230 Structures 

around the eye

V - - - - - - - - - - 1

s4201 Structure of 

lymphatic nodes

V — - - - V - - - - - 2

S6302 Structure of 

breast and nipple
— — - t - - - - - - - - 1

s720 Shoulder region V - - - - - - - — t — 2

s730 Upper extremity 

(arm, hand)

V - - - - - - - t - 2

s760 Trunk - V - t - - - t — 3
s810 Structure of 

areas of skin

V t - - - - - 2

Number of 

categories reported

3 5 0 3 0 1 0 0 0 0 3 0

RT=Radiation therapist, OT=Occupational therapist, PT=Physiotherapist, t - Y e s  they present, I treat”, w - ‘Yes, they present, I give written advice on 
management”, v= “Yes, they present; I give verbal advice on management”. Non treatment options are allocated a dash (-).

Table 6.11 Health professionals’ management of reported alterations in Body Structures among women with breast cancer



6.9.10 Treatment by health professionals o f reported alterations in Activities 

and Participation

The reporting of altered categories of activities and participation was limited. 

The provision of advice or treatment is also limited in this section. The 

medical oncologists, occupational therapists and psychologists were the 

professionals who offered advice on the largest number of categories 

followed by the social worker then the physiotherapist. Written information 

was only routinely provided by one profession, the dieticians, and it was only 

available in relation to three categories of health; b525 defecation functions 

which includes constipation, b530 weight maintenance functions and b535 

sensation associated with digestive function including bloating and nausea. 

There are nine categories identified which have no professional identified as 

being in a position to provide help. This may be because they were not 

reported but the answer option of “No they don’t present but if they did I 

would treat” was available and so it appears that the majority of the 

represented professionals do not offer verbal or other treatment advice in 

relation to these categories. Table 6.12 displays the results of respondents’ 

treatment of alterations in activities and participants reported among women 

with breast cancer.
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Surgeon Medical

oncologist

Radiation

oncologist

Plastic

surgeon
RT Breast

care
nurse

Oncology

nurse

Dietician OT Psychologist PT Social

Worker
t o t a l

d155 Acquiring skills - V - - - - - - t t
— — 3

d177 Making 

decisions

V - - - V - t t - V 5

d230 Carrying out 

daily routine

V V - - - - - t t - V 5

d240 Handling stress 

and other 

psychological 

demands

V V t t t V 6

d310 Communicating 

with receiving spoken 

messages

V 1

d415/410 Maintaining 

basic body position
- V - - - - - - - - - 1

d430 Lifting and 

carrying objects
— V - - - V - - t t - 4

d440Fine hand use V V - V - - - - t t
—

5
d445 Hand and arm 

use
- V V - - - t t - 4

d450 Walking - V - - - - t - 2



d470 Using 

transportation
- - - - - - - - - - - 0

d510 Washing 

oneself
- - - - - - - - - - - 0

d520 Caring for body 

parts
- - - - — - - — — — — 0

d530 toileting — — - - - - - - - - - 0

d540 Dressing — - - - - - - - - - - 0

d550 Eating/d560 

drinking
- - - - - - - - - - - 0

d570 Looking after 

one's health
- V - - - - - - t t - - 3

d620 Acquisition of 

goods and services
- - - - - - - - - - - - 0

d630 Preparation of 

meals (cooking etc.)
- - - - - - - V - - - —

1

d640 Doing 

housework
- - - - - - - - - - t — 1

d650 Caring for 

household objects
- - - - - - - - - - t —

1

d660 Assisting others — — - - - - - - - - - - 0

d720 Complex

interpersonal

interactions

t 1
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d750  Informal social 

relationships

v - - - - - - -
t t

-
t 4

d740 Formal 

relationships

V
- - - - - - -

t - t 4

d 760  Family  

relationships

- - - - - - t - t 3

d770 Intimate 

relationships

V V - - - V
- t t - t 6

d850 Rem unerative  

em ploym ent

V - - V - t - t 4

d920 Recreation and 

leisure
- - -

V t t
- -

3

Number of 

categories reported

6 1 2 0 2 0 2 3 1 1 2 1 2 6 8

RT=Radiation therapist, OT=Occupational therapist, PT=Physiotherapist, f=“Yes they present, treat”, w=“Yes, they present, I give written advice on
managem ent” , v=  “Yes, they present; I give verbal advice on management". Non treatm ent options are allocated a dash (-).

Table 6.12 Health professionals’ management of reported alterations in Activities and Participation among women with 

breast cancer



6.9.11 Treatment by health professionals of reported alterations in 

Environmental Factors

The two professions clearly identified with providing intervention in relation 

to environmental factors are the psychologists and the social workers. These 

findings are not surprising. In the context of breast cancer in Ireland, referral 

to both of these professions is not routine and normally reserved for those 

who are particular need. Therefore, the advice and expertise of these 

professionals is only available to a small percentage of the women with 

breast cancer. The reason for the confinement of these services relates to 

the low numbers of these professionals in the eight centres of excellence. 

Only 11.5 FTE psychologists and 14 social workers were available to a 

population that has approximately 2,500 new cases of breast cancer 

diagnosed each year (N.C.R.I., 2012). Table 6.13 displays the results of 

respondents’ treatment of alterations in environmental factors reported 

among women with breast cancer.
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Surgeon Medical
oncologist

Radiation

oncologist

Plastic

surgeon

RT Breast

care
nurse

Oncology

nurse

Dietician OT Psychologist PT Social

Worker
TOTAL

e110 For personal 

consumption (food, 

medicines)

t t 2

e115 For personal 

use In dally living

t - - - - V - - - - - - 2

e165 Assets - - - - - - - t - - 1

e225 Climate V - - - - - - - - -
1

e310 Immediate 

family

V V
- - -

V
- - -

t
-

t 5

e315 Extended family — V - - - V - - - t - t 4

e320 Friends V - - - - - - - - t - t 3

e325 Acquaintances, 

peers, colleagues, 

neighbours

t t 2

e330 people in 

positions of authority

V
- -

t t 3

e340 Personal care 

providers, personal 

assistants

t 1

e355 Health 

professionals

V - t t t 4



e410 attitudes of 

immediate family
- - - - - - - - - t - t 2

e415 Individual 

attitudes of extended 

family members

t t 2

e420 Individual 

attitudes of friends
- - - - - V - - - t - t 3

e430Attitudes of 

people in authority
- - - - — - - - - t - t 2

e 440 attitudes of 

personal care 

providers

t t 2

e450 Individual 

attitudes of health 

professionals

V V t 3

e460 Societal 

attitudes

t - - - - - - - - t - - 2

e540 Transportation 

services.
- - - - - - - - - - - - 0

e555 Associations - - - - - - - - - t - - 1

e565 Economic 

services

V - - - - - - - - - - - 1

e570 Social security. V - - - - - - - - - - - 1
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e575 social support
- - - - - - - — —

V
— —

1

e580 Health services,
- - - - - - 0

e590 Labour
- - -

0

Number of 

categories reported

9 4 0 1 0 4 0 1 2 16 0 11

RT=Radiation therapist, OT=Occupational therapist, PT=Physiotherapist, t- 'Yes  they present, I treat”, w -'Yes, they present, I give written advice on 
management”, v -  “Yes, they present; I give verbal advice on management”. Non treatment options are allocated a dash (-).

Table 6.13 Health professionals’ management of reported alterations in Environmental Factors among women with breast 
cancer



6.10 Additional comments from health professionals

Following each of the four sections of the ICF, participants were invited 

to comment on any identified gaps in the service available to women with 

breast cancer. Thirty- one comments were made. The comments related, 

but were not confined to, gaps in service provision. The comments are 

presented in Table 6.14 and organised by profession. A breast surgeon 

commented that fear of death and recurrence or feeling that the patients 

report that they ‘did something’ to deserve the condition was not included 

in the categories. However, these would come under mental functions in 

the first chapter, category b126 temperament and personality functions 

that include alterations in psychic and emotional stability. Other 

comments identified shortfalls in specialist training to meet the needs of 

the population. Professionals would like information about who would be 

responsible for each of the categories. The low numbers of professionals 

available to this population was mentioned. The difficulty encountered in 

the transition from acute treatment to survivorship was also mentioned, 

as was the acceptance by the women that functional loss was part of 

what was to be expected.

Profession Additional Comments

Breast Care 

Nurse

Structural issues reported back to oncology team 

before being referred onwards, back to the medical 

team

Breast

Surgeon

Fear of death , recurrence, thoughts they did 

something to deserve the condition missing from the 

list

Dietician Limited lymphedema service, more staff and more 

psycho- oncology needed

Medical

Oncologist

There are gaps in every service provision; do we really 

have the money to provide for every category?

Medical

Oncologist

Limited access to ancillary oncology liaison nurse
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Medical

Oncologist

Lymphedema services counselling services missing

Occupational

Therapist

There is no dedicated occupational therapy service at 

this location

Occupational

Therapist

Not enough staff to provide service for secondary 

problems therefore they take twice as long to treat

Plastics

Surgeon

Only 10% of women in Ireland opt for reconstruction, 

more would benefit from consultation with a plastic 

surgeon

Physiotherapist Cognitive dysfunction would refer on to Occupational 

Therapy or Social Work

Physiotherapist Not all cancer centres have specialist posts, physios 

not skilled in many areas

Physiotherapist Patients don’t present with difficulties in preparing 

meals etc. those at risk of lymphedema are advised 

about limiting activities

Physiotherapist Pre-operative physiotherapy would be beneficial or a 

discussion forum for patients

Physiotherapist "Look good, feel good" programme was cut due to 

financial constraints

Physiotherapist General exercise class would be beneficial to address 

deconditioning is a gap in service

Physiotherapist Lymphedema services needs a dedicated post holder

Physiotherapist 1 may mention some of the categories but 1 don’t have 

particular training

Physiotherapist There is a need for specialist psychologist onsite, 

support is only available from breast care nurses

Psychologist There are not enough staff in our service

Psychologist Physical symptoms are referred back to the medical 

team
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Psycho

oncologist

Referrals back through oncology team

There are difficulties in getting home support, financial 

difficulties increase the stress of diagnosis

Radiation

Oncologist

Reassurance that these are normal effects is 

necessary. Important that the staff are approachable 

and that patients feel they can ask anything especially 

with late symptoms

Radiation

Therapist

Too many patients too little time .liaison psychiatry 

missing not funded at present

Radiation

Therapist

No lymphodema specialist in the centre, would 

welcome advice on how to manage and prevent 

lymphedema

Radiation

Therapist

Would like information on which professionals are 

responsible for which problems

Radiation

Therapist

Speed of referral to rehabilitation is slow due to staff 

shortages

Radiation

Therapist

Speed of referral to lymphedema service too slow

Radiation

Therapists

We have to refer back to the medical team can’t refer 

to other services

Radiation

Therapists

Missing in house psychotherapy to deal with 

psychosocial issues.

Social Workers Patients feel lost when treatment is over, don’t know 

where to send patients

Social Workers There is a general acceptance that these functional 

limitations are part of treatment

Table 6.14 Additional comments relating to the ICF provided by 
health professionals
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6.11 Summary of findings from the survey to health professionals

At the outset of this study it was hoped to generate a map that indicated 

clear links between professionals and categories of health affected for 

the range of ICF categories identified as relevant by women with breast 

cancer. The categories of body functions identifies a range of 

professionals that provide interventions and the section on body structure 

also appears to identify the expected personnel involved in the treatment 

and management of these impairments. However the last two sections, 

activities and participation and environmental factors section were poorly 

populated. Perhaps the findings are a reflection of the developmental 

stage of rehabilitation services for this population in Ireland. The survey 

showed there was a good spread of advice offered in relation to 

categories of heath affected in certain areas but that this information not 

collectively available. A professionals’ forum that permits sharing of 

experiential expertise may help populate the range of categories affected 

with advice on management. The literature doesn’t provide any clear 

guidance as to what actions are necessary or how categories can be 

improved other than for a few interventions such as fatigue, sleep, 

anxiety, depression and pain (Meeske et al., 2007).The next section will 

propose how the newly identified Comprehensive Core Set may be used

6.12 Proposed utility of new Comprehensive Core Set

The output of the exploratory sequential mixed methodology study was 

an extended version of the existing Comprehensive Core Set which is a 

reflection of the experiences of breast cancer and its treatment in Ireland. 

It is acknowledged that in any Core set there may be locally applicable 

variations, therefore the relevance of items may need to be tested in 

other populations and other health care systems. The new set contains 

120 items, reflecting the wide array of change experienced by women 

with this condition. It is not a list of aspects of health that require 

intervention but it may reflect the range about which women would 

welcome information on how others negotiated the changes, for 

example, what helped and what didn’t help following treatment. For
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instance, several women in the focus groups recounted how they had 

made decisions to avoid negative people in their lives because they felt 

more vulnerable and emotionally unstable (b126 Temperament and 

personality functions, b152 Emotional functions). The women reported 

that it helped to be with and surrounded by people who had a positive 

outlook. One woman reported that she met with a friend who had been 

through treatment who gave her invaluable advice. She related that in 

the waiting room she would encounter women who were similar to 

“drains and radiators” and her advice would be to stick with the 

“radiators” (d750 Informal social relationships). So data gathered in 

relation to items that don’t necessarily warrant intervention and that are 

not measurable, from women themselves, may be helpful as women 

begin the treatment journey.

The author suggests that each category contained within the Core Set is 

populated with information about changes experienced and how they 

were managed. Some categories included in the list need to be mapped 

over time so that women can be informed of average duration of change 

and expected recovery timeframes. The categories that warrant 

‘mapping’ are indicated by an ‘m’ in Table 6.15 below. Table 6.15 has 

highlighted the categories in blue that are proposed as items to be 

assessed at every clinical encounter. It is proposed that assessment is 

undertaken with two purposes in mind (i) to detect the presence of a 

problem and (ii) measure its severity. The severity may be measured by 

utilising a ten centimetre visual analogue scale as suggested by Grill and 

Stucki (2011). The numbers of categories of activities and participation 

should be elicited as it is known that more interference with these 

categories predicts poorer outcome and patients screened for presence 

of social support again because it is known that those without support do 

not fare as well. The list could be developed as a patient self-assessment 

tool prior to consultation. Every clinical encounter with health 

professionals should be utilised to explain the importance of physical 

activity and maintenance of normal body weight and those with co
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morbidities affecting function referred for specialised advice on possible 

modifications to reach activity recommendations.

Categories within the environmental factors such as e115 (For personal 

use in daily living) which include difficulties encountered with the 

prosthesis and e565 (Economic services systems and policies) which 

includes difficulties encountered with services such as banks and 

insurance agencies may best be tackled by agencies such as The Irish 

Cancer Society who may be best placed to advocate on these issues.
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Body Functions Map Assess

b126 Temperament and Personality functions

b130 Energy and drive functions
m

Assess preoperatively distance 

/time fatigue

b134 Sleep m Aspects affected /severity

b140 Attention functions

b144 Memory functions m Assess

b152 Emotional functions m

b156 Perceptual functions

b160 Thought functions Assess

b16710 Expression of spoken language m Assess

b180 Experience of self and time function

b1801 Body image m

b210 Seeing function m

b230 Hearing function

b250 Taste function m

b255 Smell function

b265 Touch function m Assess
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b280 Pain m Assess

b2801 Pain in body part
m

Assess for presence 

location/intensity

b415 Blood vessel function

b440 Respiratory function

b435 Immunological

b4352 Functions of the lymphatic vessels m Assess for lymphedema

b4353 Function of the lymph nodes

b455 Exercise tolerance functions m Assessed with b 130

b525 Defecation functions

b535 Sensations associated with digestive m

b530 Weight maintenance functions m Assess

b640 Sexual functions m

b650 Menstruation functions

b660 Procreation functions

b670 Sensations genital/reproductive (menopausal symptoms) m

b710 Mobility of joint m Assess

b720 Mobility of bone functions



b730 Muscle power
Map

Assess pre-operatively, hand grip 

strength

b740 Muscle endurance functions m Assessed with b130

b780 Sensations related to muscle and movement functions m

b810 Protective functions of the skin

b820 Repair functions of the skin

b840 Sensation related to the skin

b850 Function of hair m

b860 Function of nails m

Body Structures

s230 Structures around the eye m

s420 Structure of the immune system

s4200 Structure of lymphatic vessels

S4201 Structure of lymphatic nodes

s630 Structure of reproductive system

s6302 Structure of breast and nipple

s720 Shoulder region

s730 Upper extremity (arm, hand)
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s760 Trunk

s810 Structure of areas of skin

Activities and Participation Assess number of tasks difficult 

at each encounter

d155 Acquiring skills

d177 Making decisions m

d230 Carrying out daily routine m

d240 Handling stress and other psychological demands m

d310 Communicating with receiving spoken messages m

d415 Maintaining basic body position m

d440Fine hand use m

d430 Lifting and carrying objects m

d445 Hand and arm use m

d450 Walking m

d470 Using transportation

d475 Driving m

d475 Toileting m

d510 Washing oneself m



d520 Caring for body parts m

d530 Toileting check code m

d540 Dressing m

d550 Eating m

d560 Drinking m

d570 Looking after one's health

d620 Acquisition of goods and services m

d630 Preparation of meals (cooking etc.) m

d640 Doing housework m

d650 Caring for household objects

d660 Assisting others

d720 Complex interpersonal interactions

d740 Formal relationships

d750 Informal social relationships

d760 Family relationships

d770 Intimate relationships

d850 Remunerative employment m

d920 Recreation and leisure m
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Environmental Factors

e110 For personal consumption (food, medicines) m

e115 For personal use in daily living m

e165 Assets

e225 Climate

e310 Immediate family m Assess for support

e315 Extended family m As above

e320 Friends m As above

e325 Acquaintances, peers, colleagues, neighbours and community members m As above

0330 People in positions of authority m

e340 Personal care providers, personal assistants

e350 Domesticated animals

e355 Health professionals

e410 Individual attitudes of immediate family members

e415 Individual attitudes of extended family members

e420 Individual attitudes of friends

e430 Attitudes of people in authority

e440 Individual attitudes of personal care providers and personal assistants



e450 Individual attitudes of health professionals

e465 Social norms, practices and ideologies

e540 Transportation services, systems and policies

e460 Societal attitudes

e555 Associations and organisational services, systems and policies

e570 Social security, services, systems and policies

e575 General social support services, systems and policies

e565 Economic services systems and policies

e580 Health services, systems and policies Inform about ARC and other 

specialist services

e590 Labour and employment services, systems and policies

The categories that warrant ‘mapping’ are indicated by an ‘m’, items in bold are not contained in existing Comprehensive Core Set, items highlighted in blue 

suggested for use in clinical encounters.

Table 6.15: New Comprehensive Core Set
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The recommendations in this section require testing and are based on the 

outputs of both the mixed methodology study and the health professional’s 

survey. They are presented as proposals for clinical use but are in need of 

further modification and testing. Finally, Chapter 7 will serve to discuss the 

findings from this section and triangulate with those from the mixed 

methodology study
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CHAPTER 7

DISCUSSION

7.1 Introduction

Breast cancer is probably the most researched of the cancers. When the 

words “breast cancer” are entered into PubMed as search term they 

generate a response that identifies over 26,400 related research articles. 

Perhaps as a result of the amount of research undertaken on the topic, 

there is a perception that much is known about the condition. Several of the 

research articles relate to issues around the ‘basic science’ of the condition 

including the genetics of the varying cancers and the impact of 

pharmacological management. In terms of the rehabilitation research, the 

focus of the majority of studies relate to symptoms experienced following 

treatment. These studies are hampered by a lack of clarity in definitions 

used and variation in outcome measures employed. There is a dearth of 

studies about the recovery profile of function after treatment for breast 

cancer in women and the breadth of aspects of health affected has not 

previously been identified. This may be as a result of the limitations of 

instruments to describe functional activity after breast cancer over the 

medium to long term. Previous work that studied symptoms in isolation, 

from function and impact, has not produced much by way of an insight into 

the relevance or impact of these symptoms.

In order to understand the health challenges faced by these women, the 

author identified a gap in the literature with respect to the assessment of the 

overall impact of the treatment on the individual, particularly relating to 

activity limitations, participation restrictions and contextual factors. In 

essence, we have data on what is measurable and little on what is 

meaningful. Both are essential if we intend to deliver a needs based patient 

centred health service. The overall aim of this study was to explore relevant 

survivorship issues facing women following treatment for breast cancer. For 

the purposes of clarity, survivorship was defined as the time following initial

277



surgical treatment. The aim of this chapter is to examine the findings from 

the survey of the health professionals (Chapter 6) and discuss these 

findings in the context of the experiences reported by women with breast 

cancer in the qualitative and quantitative chapters earlier in this thesis.

7.2 Triangulation of findings in relation to alterations in body functions

The most frequently experienced category of altered body function was that 

that of pain. The survey shows that women are reporting pain to all twelve of 

the professionals who were surveyed and that there are several health 

professionals who identify themselves as being involved in treating pain. 

Furthermore, for 71% of the population surveyed, the pain experienced was 

described as ‘current’ and also experienced in more than one location. In 

light of the findings of MacFarlane and McBeth (2003) that those with 

widespread pain having a twofold increase in risk of mortality, this finding 

warrants attention. Possible explanations for the high prevalence of pain in 

the sample include a lack of effective pain management strategies or poor 

compliance with advice. The former seems unlikely in light of the fact that 

literature suggests that most pain following treatment for breast cancer is 

treatable with non-steroidal anti- inflammatory medication (apart from that of 

neuropathic origin) (Kojima et al., 2012). It is also possible that there may be 

reluctance on the part of the women who have already taken a lot of 

medication to take more. This proposition is supported by the findings from 

the focus groups, as the example of 3F1 below suggests.

Reported changes in mental functions were the focus of much of the 

discussion that occurred in all of the focus groups. Several aspects of 

information processing were affected. Women experienced difficulties in 

retaining the information received, processing information or attending to 

verbal information. Women also reported expressive difficulties, word finding 

difficulties and slowness of pace of thought, all factors which may affect 

utility of verbal advice received from health professionals.

In light of the number of women reporting difficulty with mental functions it 

was of interest to explore the responses from the health professionals’
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survey. Findings from the health professionals’ survey reveal that women 

are presenting with alterations in mental function to the health professionals 

they encounter, and it appears that the majority of professionals respond by 

providing verbal advice. Results show that written advice is not commonly 

provided by any profession other than dieticians. Dieticians provided written 

information in relation to three categories of health, all of which related to 

digestive function.

Effective communication between patients who have cancer and healthcare 

providers is recognised as a very important component of the relationship 

between the two. It has been shown to directly affect patients' health-related 

quality of life in many ways such as in social and emotional functioning 

(Trudel et al., 2013). Therefore there is a need for information to be 

available in more than one format for this population and preferably in a 

format that may be accessed on subsequent occasions. One option that 

may be available is to consider the availability of regular information 

evenings for these women or to create podcasts of generic advice that can 

be accessed by the women. The utility and acceptability of this suggestion 

by parties concerned warrants exploration. Information may also be stored 

online at a site where the content is agreed by the professionals involved. 

At present the Irish Cancer Society has a website (www.cancer.ie/cancer- 

information) and a booklet that provides some information as to what might 

be expected for some categories of health, but there is limited information 

relating to management strategies for these symptoms.

While there needs to be consideration of the unique journey that every 

cancer survivor experiences and the lack of a recovery trajectory that is 

suitable for all patients, several of the symptoms experienced can be 

remediated. In relation to certain topics such as cognitive difficulties, advice 

that is actionable to remediate the problem is beginning to emerge (Von Ah 

et al., 2012). A study by Boykoff et al., (2009) corroborates the findings of 

this study, particularly that women with breast cancer would have welcomed 

advance warning about the cognitive effects that may be experienced as a 

result of treatment (Boykoff et al., 2009). The authors also highlight that
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prior knowledge would have served to reduce anxiety experienced by these 

women. Furthermore, the women in the study identified ways of dealing with 

this difficulty which could be suggested to those beginning the journey. 

These included the use of tools as reminders such as alarms on telephones 

and diaries.

There is undoubtedly a wealth of clinical experience amongst the health 

professionals who deal with this population but both the focus groups and 

the results of the survey of the professionals identify areas of incongruity in 

advice delivered in relation to certain issues, for example, the use of the arm 

in order to prevent lymphedema. Women reported that they were advised 

against using the arm on the operated side for many activities (Table 3.7). In 

this regard, it would appear that some of the advice delivered, may 

contribute to the development, rather than the prevention, of the symptom 

as the current evidence suggests that slowly progressed arm exercise 

reduces level of impairment (Chan et al., 2010, Schmitz and Speck, 2010).

Other areas of difference include issues such as when to begin exercise, 

and whether it is safe to use deodorant or take supplements. Women in this 

study were very afraid to do anything to provoke the onset of lymphedema 

and the advice given heavily impacted on the use of the arm. The way 

information that is delivered about lymphedema prevention needs given 

considered in light of the effect it had on the women in this study. There is 

no evidence to support arm inactivity in the prevention of lymphedema and 

such advice may adversely impact on the women’s quality of life.

Reduced energy and drive was experienced by 77% of women and was 

also widely reported by the women to the health professionals. All of the 

professions, with the exception of the social workers, provided advice 

relating to reduced energy and drive. It has been reported by women in this 

study, and corroborated by the findings from other research (Bender et al., 

2008), that this symptom lasts much longer than expected by health 

professionals. Internet information from Memorial Sloan-Kettering Health 

facility in the USA (www.webmd.com/breast-cancer/quide/life-after-breast- 

cancer-treatment) advises that decreased energy levels take a similar
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length of time to return to premorbid levels as the length of time taken to 

deliver the treatment for breast cancer. This advice is based on anecdotal 

evidence and there is no empirical research to support this timeframe. In 

fact, several women in the focus groups disputed this time frame and 

reported that it was only at the three year post- operative stage that they 

“felt back to normal”.

Women also reported they were not able to accurately assess their own 

stage of recovery during the prospective recovery process. However, they 

identified that functional gains can only be evaluated retrospectively. These 

findings highlight that women need to be reassured about recovery 

timeframes. In addition but they also highlight the lack of evidence based 

empirical research on the recovery trajectory after cancer. In the interim, it is 

known that exercise may help restore energy levels both during and after 

treatment and that benefits extend beyond energy to include improving 

sleep and decreasing pain (Ganz et al., 2013). It is also known that active 

women less likely to report arm lymphedema (Gho et al., 2013) but there is 

less known about how less active or previously non active women can be 

encouraged to engage in recommended levels of physical activity. 

Engagement in the recommended amount of physical activity and 

maintaining normal body weight is probably the most important action a 

women can take following a diagnosis of breast cancer in order to reduce 

the chances of recurrence (Holmes et al., 2005, Irwin et al., 2008). It has 

also been shown that engaging in slowly progressed exercise and strength 

training reduces occurrence and severity of lymphedema flare ups (Chan et 

al., 2010, Schmitz and Speck, 2010). However it is clear that such 

knowledge does not easily transfer to action, and many may women need 

assistance when initiating a programme, choosing an activity type and 

action planning around the frequency, intensity, timing and type of exercise. 

Those with symptoms that may act as barriers to exercise such as 

neuropathic pain or those with other comorbid conditions may be particularly 

in need of such advice.

Women with peripheral neuropathy may require special education regarding 

foot care during and post exercise or may need advice regarding water
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based exercise. At present, physiotherapy is routinely delivered to women in 

the immediate post-operative stage when emphasis is placed on the arm 

exercise required to maintain shoulder mobility. The survey demonstrated 

that there are a limited number of health professionals available to the 

population of women with breast cancer in Ireland. Therefore consideration 

needs to be given about optimising the methods of delivery of this education 

and advice. The impact of group classes versus online delivery needs to be 

explored in greater detail. Physiotherapists could then focus on the design 

and delivery of individualised exercise programmes for those with specialist 

needs and post treatment difficulties. This is supported by a recent 

randomised controlled trial by Kahn et al., (2012) who reported rehabilitation 

success when individualised programmes were utilised.

While it is generally agreed that involvement in exercise is beneficial, 

several factors regarding engagement in exercise need to be agreed prior to 

undertaking an exercise programme. Issues such as whether or not it is 

considered safe for those with anaemia to exercise and whether it is safe to 

utilise standardised exercise testing protocol for this population warrant 

further exploration (Ganz et al., 2013).

7.3 Triangulation of findings in relation to alterations in body 

structures

The section on body structures relates to anatomical changes to parts of the 

body including change in shape or appearance of a body part. All women in 

the focus groups had been treated with surgery yet there was lower than 

expected reporting of change by the respondents to the questionnaire. 

Health professionals also reported that women reported issues around 

alterations in body structures to them. Structural change was not discussed 

much in the focus groups but a few who did speak on this issue reported 

dissatisfaction with the surgical outcome, particularly with the appearance of 

the scar following surgery (Table 3.7).
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other women reported that following their mastectomy surgery, they were 

left with excess flesh under their arm that posed problems when lying down. 

In terms of overcoming these issues, the women suggested that it would be 

useful if they were provided with images of scars following surgery and then 

given an opportunity to ask questions. It must be noted that there are 

several factors that impact on surgical outcome. Of note, the women 

dissatisfied with the outcome of surgery were classified as obese and may 

have posed a larger challenge to achieve neat approximation of tissues. 

However, it is known that patents who are fully informed and actively 

involved in making medical decisions fare better and are more satisfied with 

the outcomes (Trudel et al., 2013).

One third of all comments in the section on body structures related to 

change in the shape of the arm in association with lymphedema and fear of 

developing the condition. Communication and information provision and 

availability were topics that came up repeatedly in the focus groups. Women 

felt that they did not have access to enough information when they needed 

it. The women themselves spoke of the difficulties of information provision in 

terms of matching individual needs. Some women wished to have all the 

information available relating to possible eventualities and for others this 

was information overload, they would prefer to have information on a need 

to know basis. These differences highlight the individualised approach that 

is needed in the management of these patients. Adequate and timely 

information provision is clearly difficult in this population but there needs to 

be a focus on methods to optimise information delivery.

7.4 Triangulation of findings in relation to alterations in activities and 

participation

Mapping all aspects of health affected for an individual may be a 

mechanism of identifying those most in need of intervention and make the 

best use out of limited resources, as it is known that an increasing number 

of side effects is associated with higher levels of post-treatment distress 

(Jim et al., 2007). The impact that treatment has on everyday life is captured 

by the categories of health included in the activities and participation section
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of the ICF. The questionnaire demonstrated a wide breadth of activities 

affected by treatment. Women in the focus group indicated that some of 

these were only affected for a very short time period post-surgery. 

Categories of activities and participation were not widely reported to the 

health professionals. This finding may be related to the assessment model 

used which may focus on biomedical information rather than a psychosocial 

model.

While not frequently reported, categories of activity limitation have been 

shown to be more reliable measures of everyday function than pure 

physiological testing in the area of arm functioning (Springer et al., 2010). 

For example, a woman can have pain free full range of movement on 

clinical examination but may have difficulty in carrying out a task such as 

hovering or shopping because the latter two activities require more complex 

shoulder activity (Shamley et al., 2013, Springer et al., 2010). On a 

physiological level, it has been proposed that assessing for difficulties with 

activities may highlight problems experienced with complex movement that 

may indicate either incomplete recovery or a muscle imbalance which, if not 

corrected, may progress to functional limitation (Springer et al., 2010, 

Shamley et al., 2009) Apart from being valuable in detecting residual or 

developing problems in the upper limb, difficulties encountered in these 

areas reflect problems with everyday living that may impact on a woman’s 

ability to fulfil roles and can challenge their sense of worth and perceived 

independence (Wang et al., 2004). The recent findings of Braithwaite et al., 

(2010) presented in section 6.2 present a robust case for including 

functional screening in follow-up clinical visits to identify groups that are at 

high risk of poor prognosis.

The health professionals survey set out to determine whether lack of 

reporting may be a factor in remediable aspects of health remaining 

unaltered, the results suggest it would appear that this may be play a role. A 

patient self-assessment tool may enhance reporting of activity and 

participation limitations. However due to the lack of available information 

with regard to activity limitations and participation restrictions, there is also a 

gap in the evidence as to what can help ameliorate these aspects of altered
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health. There is growing research to support the inclusion and assessment 

of psychosocial aspects of health affected as they have been shown to be 

more predictive of poorer outcome in terms of health related quality of life 

than clinical factors (Ivanauskiene et al., 2013) These psychosocial factors 

are contained in both the activity and participation section and the 

environmental section of the ICF. The latter section will be discussed next.

The activities and participation section is not without its critics. A recent 

empirical study found no clear distinction between the some categories of 

activity and participation included in the ICF (Jette et al., 2008). Jette and 

colleagues (2008) argue that the lack of division weakens the instrument. 

Limitations in activities or tasks are thought to be more closely related to 

functional limitations whereas participation limitations may be more 

culturally mediated and therefore may be culture specific (Whiteneck and 

Dijkers, 2009). These criticisms highlight the need for further work to be 

conducted on the included categories. The findings also serve to highlight 

that despite the ICF being a globally recognised instrument, there may be 

diversity in the items that are locally applicable. However, at present the 

instrument is the only method that facilitates the identification of the entire 

range of categories and despite its flaws; it is superior to previously 

available tools in terms of breadth of categories included.

7.5 Triangulation of findings in relation to alterations in environmental 

factors

The categories included in the health professionals’ survey belonging to the 

environmental factors section were not frequently reported and what was 

reported differed greatly from the items discussed in the focus groups. The 

category that generated the most conversation in the focus groups related 

to equipment, products and technology used by people in daily activity. The 

women in this study who wore external prosthesis reported dissatisfaction 

with them. Issues relating to the weight and texture of the prostheses were 

reported. Wearing a bra was also reported to be a source of pain. Similar
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comments were made by women in another recent study (Kubon et al., 

2012 ).

Discomfort and dissatisfaction with these products are issues that women 

have to deal with on a daily basis and individual communication with the 

manufacturers is unlikely to achieve a change in the manufacture of these 

products. Therefore, there is a need to establish the levels of 

satisfaction/dissatisfaction with available prosthesis. With this information, 

professionals would be in a better position to act as patient advocates in 

seeking improvements in the design and manufacture of these and other 

products (Kubon et al., 2012).

Provision of services was the second most frequently discussed topic in the 

focus groups. Women reported difficulty getting access to psychologists, 

dieticians, social workers and physiotherapists. The level of staff available to 

this population may serve as a probable reason for difficulties in access to 

rehabilitation. It would appear that the numbers employed do not match the 

needs of the population. Women stated there was a need for support during 

the post-treatment phase. Women highlighted that there was a level of 

support when undergoing treatment provided by the oncology team. 

However, they experienced a sudden lack of support in the post-treatment 

phase. Women also expressed a need for more information and easier 

access to information regarding what is normal or expected.

Issues related to paid employment were reported to most of the health 

professionals but advice was available from a limited number of these 

clinicians. Return to work is affected by many factors including symptom 

burden and type of work (Feuerstein et al., 2010). Several women in this 

study recounted stories of very supportive employers who allowed the 

women to return to work on a phased basis. Some researchers have 

postulated that repetitive exposure to work tasks may help facilitate the 

recovery in physical, cognitive, emotional and interpersonal functioning 

(Moving et al., 2009). Other women reported that they felt compelled to quit 

their job as a result of pressure to return before they felt capable. This 

finding highlights the need to establish a trajectory for recovery for women

with breast cancer to manage expectations on the part of the employer.
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Some of the categories in the environmental section have been shown to 

have direct impact on recovery. For instance, it is known that women with 

better social support systems have fewer physical symptoms and overall 

better outcomes, which highlights the need to assess for the presence of 

social support (Kus et a!., 2012). Those without social support may 

experience loneliness, isolation and increased anxiety, which in turn has 

been shown to have a deregulating effect on the immune system and 

increase cortisol levels which is associated with the persistence of 

symptoms and over all poorer outcome (Hawkley and Cacioppo, 2010). 

Those with poor social support systems are more at risk but may benefit 

from participation in an online community or find support groups helpful. 

However this may not suit all women as recent findings suggest that online 

emotional support for women with breast cancer had a positive effect on 

emotional wellbeing only for those with higher communication skills while 

the same exchanges had detrimental impacts on emotional wellbeing for 

those with lower emotional communication competence (Yoo et al., 2014). 

Again, this highlights the need for an individualised approach to the 

management of these factors.

7.6 Implications for clinical practice

The results highlight that the needs of this population are not fully met and 

that a significant difficulty lies in the nomenclature of the centres. Few of the 

rehabilitation staff who responded to the survey are solely dedicated to the 

treatment of women with breast cancer. Staff cannot be expected to be 

familiar with all the possible consequences of treatment of breast cancer 

when the range of categories of health affected has not previously been 

identified. The task of meeting the needs of a particular population such as 

those with breast cancer becomes even greater when the professionals 

have a mixed caseload. However it is desirable for all health professionals 

to have knowledge of the entire range of aspects affected in order to be able 

to advise women on management possible impairments or where such 

advice might be available. The list of categories affected by treatment for 

breast cancer generated by the mixed methodology study can be used to
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inform those working with this population. They may be especially useful to 

those who are either new to the post or who have a mixed caseload. The 

process of identification of staff revealed very small numbers available to an 

ever growing population. It highlights the need to review service delivery to 

ensure best effect. The small numbers of rehabilitation staff and the degree 

to which they lack specialisation may be factors contributing to the gap in 

rehabilitation. It is recognised that rehabilitation post breast cancer is a 

specialised field and area of practice (Ganz at al., 2013). The rehabilitation 

requirements of the broader oncology population may have many areas of 

overlap but at this stage, the requirements in themselves have yet to be fully 

determined. There is a need to assess for pain at every clinical encounter 

as it has been shown that the onset of pain can be delayed. It is important 

that the assessment is not confined to pain in the breast or arm but offers 

the opportunity to report pain in other locations. There may also be a need 

to educate women on the importance of being pain free and of all of the 

ways this may be achieved which includes non-pharmacological 

interventions such as exercise and acupuncture (Denysschen et al., 2013, 

Mao et al., 2013).

Women treated for breast cancer may themselves be a great resource as to 

how best to manage alterations in categories of health and to inform others 

of how they coped or accommodated change. A participant in the focus 

groups reported that the most valuable advice she received during her 

journey was from another breast cancer survivor who had recorded her 

experiences in a copy book. The information covered what to expect, what 

help was needed, how change was managed and what worked in terms of 

symptom amelioration.

Research indicates that patients feel more satisfied and obtain better 

outcomes when they are able to discuss their questions with their health 

professionals but it appears that Irish women are not presenting with 

questions relating to many categories of health affected. Effective 

communication between patients and health professionals is known to 

improve health outcome but many patients don’t know how to articulate their
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concerns. Bender et al., (2008) report that patients found communication 

during clinical encounters difficult. Many factors contribute to the difficulties 

encountered such as loss of confidence, time available during consultation, 

and a lack of language with which to frame the difficulties. Bender et al., 

(2008) explored some of these difficulties by analysing consultation 

interactions. They showed that formulating questions takes time, more time 

than is typically allocated for a typical consultation. Patients don’t simply list 

their important questions but are inclined to provide detailed contextual 

information to emphasise the difficulties associated with them. The 

interaction between patient and professional may be improved for both 

parties, if women were helped to identify and articulate their concerns. Kahn 

et al., (2012) found that the symptoms that needed treatment warranted an 

individualised approach and when such an approach was employed, the 

result was a reduction in depression and anxiety. Several researchers have 

recognised that patients may benefit from interventions that help facilitate 

patients to articulate their concerns and receive advice on how to manage 

same (Sepucha et al., 2002, Brown et al., 2001). Brown and colleagues 

(2001) provided patients with consultation prompt sheets to identify issues 

to be raised during follow up oncology meetings. These were found to be 

very beneficial but only when the consultant referred to and addressed 

issues on the sheet. The use of prompt sheets reduced consultation time 

and the patients felt significantly less anxious, the other benefit was that the 

patient recall was significantly improved. Sepucha et al., (2002) conducted a 

similar study which used a researcher to identify issues prior to consultation 

during a session called “consultation planning”. Patients reported higher 

rates of satisfaction after the preparation session. The list generated by the 

mixed methodology study could be used as a consultation prompt sheet 

prior to consultation; it has the benefit of containing the total range items 

that were deemed to be of relevance by women with the condition.

7.7 Implications for future research

The implications for future research have been considered throughout the 

thesis. In summary, knowledge of the range of categories of health that are
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altered in women with breast cancer provides us with information with which 

we can map the recovery trajectory from the active treatment phase through 

to survivorship. Knowledge of recovery trajectory of cohorts will provide 

knowledge of origins and evolution of cancer related impairments and their 

effect on functions, activities and participation and the role played by 

environmental factors. Such knowledge would be welcomed by women with 

the condition as knowing what to expect may help reduce anxiety. This 

evidence will point the way to increase the standards of care. The list of ICF 

categories generated by the mixed methodology study is the foundation on 

which such knowledge can be developed.

Women with cancer experience change in many aspects of life and some 

women with the condition find it difficult to accommodate the “new normal” 

(Ganz et al., 2013). It is postulated that women’s desire to return to their 

pre-cancer status and inability to do so may be interpreted as failure (Ganz 

et al., 2013). It is thought that these changes alter women’s sense of identity 

and that creating or accommodating a new identity may be difficult for some 

(Ganz et al., 2013). The transition from the acute care active treatment 

phase to the survivorship phase is known to be difficult for patients who feel 

suddenly unsupported and lack the confidence to manage the transition. It 

has been suggested that involving patients in a self-management 

programme may make the transition easier. It has been shown to increase 

the self-efficacy and improve quality of life and decrease health service 

utilisation. Involvement of patients in their own treatment gives them sense 

of control and ownership. Gaining or achieving a new sense of self helps 

women recover confidence and reduce treatment effects on participation. 

Patient negotiated aftercare has been proposed as a means of encouraging 

an active participation in the recovery process. Collaborative assessment 

between patients and healthcare workers, with both equally considered to 

be experts from different perspectives, is known to benefit patients 

psychosocial well-being (Von Korff et al., 1998). The ICF list generated 

could be used as a self-assessment tool which may enhance 

communication with health professionals, enable women to review their own 

progress and identify issues that need further attention and used along with
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survey response from professionals identify staff that are available to 

provide help.

Breast cancer supportive care programmes are emerging as specialised 

fields of medicine that require cross disciplinary education for best outcome. 

Key recommendations of the fifth ‘Breast Health Global Initiative’ include a 

recommendation that health professional education focuses on the 

management of both physical and psychosocial issues (Ganz et al., 2013). 

The IGF provides a means of identifying all relevant issues. Patient 

education can help transition from a provider intense treatment service to a 

post treatment patient -provider partnership and self- management 

programme (Ganz et al., 2013).

7.8 Critique of the Core Set for breast cancer

The ICF has been praised for its ability to amalgamate the traditional bio 

medical model which was disease centred with a patient centred model 

which includes psychosocial factors which enables a description of the 

impact a condition and its treatment may have on an individual. The use of a 

common framework is presented as a way of enhancing comparability of 

research outputs. In the context of women with breast cancer, the utilisation 

of the Comprehensive Core Set for breast cancer has produced similar 

findings in both an Irish and an Australian population of women with the 

condition, particularly in relation to ongoing pain and availability of social 

support (Cooney 2013, Khan 2012). The Comprehensive Core Set enabled 

comparison of results in different populations because the same definitions 

and inclusions in categories were employed. However, both studies 

demonstrated that the current Comprehensive Core Set does not represent 

the total range of aspects of health affected by breast cancer. New 

categories need to be included in the next iteration if the Core set is to 

represent the comprehensive range of aspects of health affected. The 

current study identified thirty additional items relevant to this population 

bringing the total number of items to one hundred and twenty.
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The ICF is the only instrument available to identify the total range of 

categories of health altered which includes activity limitations and contextual 

factors not covered by most other instruments. It is also the only instrument 

which is internationally accepted and endorsed by the World Health 

organisation. The comprehensiveness of the ICF is an asset in relation to its 

ability to capture the totality of aspects of health affected. However the 

length of the list generated in the breast cancer population limits its clinical 

utility.

Grill and Muller report that many authors have started to use subsets of the 

Core Sets according to their specific needs (Huber et al., 2011).They stress 

that while this is being undertaken it is important that the outcome should 

reflect the patients’ perspective and experience. They also suggest that 

linking patient reported goals to ICF categories is one way to inform experts 

on the most important aspects of altered functioning in relation to a specific 

condition (Grill and Muller 2011). In relation to some of the items included 

for the breast cancer population it is apparent that for some items categories 

may need to be defined according to the setting and patient population for 

which they were employed. For example b670 Sensations associated with 

genital and reproductive functions includes sensations of dyspareunia, 

dysmenorrhoea, hot flushes during menopause and night sweats during 

menopause. Only the latter two inclusions were relevant to the population 

studied. The incorporation of specific definitions for individual items claimed 

as a main advantage in linking to the ICF. However it is clear that if specific 

sub-sections of definitions are used they should be identified. However any 

change of what was included in relation to specific items may create 

information that is less transferrable or comparable across conditions and 

populations.

The ICF is written in a language that is both scientific and medical and not 

easily understood by the layperson as was evidenced in chapter four by the 

need to go through four iterations to achieve a format that could be 

answered by women with the condition. The Chapter headings were easily 

understood however some of the individual items are less easily interpreted 

as they are represented within the document. The language employed is
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somewhat cumbersome and does not adhere to normal syntax such as, 

d310 Communicating with receiving spol<en messages.

The ICF Core Set for breast cancer contains categories that are not 

possible to discriminate between such as b4352 Functions o f the lymphatic 

vessels and b4353 Function of the lymph nodes. Others categories included 

are categories that may not be relevant to many of the relevant population 

such as d650 Caring for household objects which includes maintaining and 

repairing household and other personal objects, repairing plumbing, painting 

and wallpapering.

The ICF has been around since 2001,it is proposed as the way forward in 

relation to regularising how we communicate between and within 

professions yet the uptake has been slow (World Health Organisation, 

2001). Darrah et al., (2010) suggest that the coding system can seem 

overwhelming whereas in reality few therapists use the codes. To some 

health professionals, the ICF may be perceived as akin to a new language. 

Some of the barriers include the confusion about distinguishing between 

activity and participation. Daragh et al., (2011) claim that such differentiation 

is not needed and state that the focus needs to be on the achievement of 

patient goals which may be a mix of both activity and participation. The ICF 

Core Set for breast cancer clearly contains categories in the activities and 

participation section that overlap such as d430 Lifting and carrying objects 

and d445 Hand and arm use and it is not clear what benefit there is to 

having both of these included.

From the perspective of the professionals the list pertinent to them may be 

shortened to include the ones that warrant intervention but perhaps we 

should broaden our assessment profiles to encompass a scanning for the 

number of aspects of activities and participation that are limited and the 

availability of social support to the patient in order to identify those in most 

need of further intervention and support. Although there are validity and 

methodological issues still to be tested it remains the instrument with widest 

global support for all conditions.
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7.9 Strengths and weaknesses of the research

The findings of this study are the first map of the breadth of aspects of 

health affected by treatment for breast cancer. The instrument used is 

internationally recognised and accepted by the 45*  ̂World Health Assembly. 

Each category within the instrument is accompanied by a clear definition of 

what is included and excluded in the items contained therein and is 

accompanied by a coding system that enables the transfer of information 

without fear that translation will affect meaning. In the Irish context, the 

study has identified health professionals associated with the categories of 

health affected by the condition and identified the range if health issues on 

which health professionals should be able to provide or access advice. The 

methodologies utilised in the generation of the findings are both rigorous 

and transparent and so the findings can be considered both credible and 

trustworthy.

Aside from conducting a content validation study on the Comprehensive 

Core Set for breast cancer, the findings herein identified areas of need in 

relation to service provision and improvement. Survivorship care provision is 

in its infancy worldwide but both interest and evidence are growing at a very 

fast rate. It is clear that if we are to keep pace in Ireland we need to change 

the way we deliver interventions. The study demonstrated the need for 

increased and better interdisciplinary communication. There is a reported 

sizeable gap between the need for, and referral to, rehabilitation following 

treatment for breast cancer (Cheville et al., 2009, Cheville et al., 2008). It is 

known that 60% of women treated for breast cancer have at least one after 

treatment problem that does not resolve itself over a six year time 

span(Schmitz et al., 2012). The findings reveal that lack of reporting of 

symptoms may be part of the reason for this gap along with very low staff to 

patient ratios. The list generated with respect to impairments, activity 

limitations and participation restrictions could be used to enhance 

communication between patients and clinicians, a thought supported by 

other researchers.
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This study provides us with a tool that can be used to identify the number of 

categories affected but not the degree of distress that are associated with 

the experience. We gained an insight into the relevance and importance of 

some issues for the women and the contextual factors that help and hinder 

the journey to recovery. We do not however have a measure with which we 

can evaluate interventions but we have the knowledge of what to measure. 

The study also demonstrated that there is a need for information provision 

to women with breast cancer. From the physiotherapeutic point of view, the 

study raises questions about whether the current available service package 

to women with breast cancer best serves the needs of this population in 

terms of content timing and best use of resources.

7.10 Conclusion

It remains a research priority to describe the needs of women with breast 

cancer throughout the cancer trajectory from diagnosis to survivorship 

(Stubblefield et a!., 2013). Preventing and addressing late and long-term 

effects of treatment is relatively new concept in the cancer care model 

(Stubblefield et al., 2013). Ongoing symptoms are important to address as it 

is thought they may remind patients of their disease and contribute to 

distress (Phillips et al., 2013). In acknowledgement of the negative impact of 

side effects on quality of life and prognosis, a better understanding of the 

prevalence of patient determined side effects is needed (Gho et al., 2013). 

This is the first study that serves to identify the range of aspects of health 

affected by treatment for breast cancer and the relevant health 

professionals that may be able to provide assistance in the management of 

these alterations. This range does not necessarily represent the categories 

of health that warrant intervention. However, it may represent the categories 

of heath that women wish to report and so can serve to prepare clinicians 

working with women breast cancer as to the pertinent issues facing these 

women.
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7.10 Overall Conclusion

This thesis contributed to the existing body of knowledge in relation to 

aspects of health related to treatment for breast cancer, treatment related 

pain, staff available to provide intervention in the eight centres of 

excellence, categories of health women report to health professionals and 

professionals associated with providing intervention for altered categories of 

health.

The study was the first to collate what is known about pain experienced 

after treatment for breast cancer by means of a systematic review of 

existing prospective studies. The review revealed that while pain is 

prevalent very little is known about whether it impacts on activities or 

participation. It became apparent that the breadth of aspects of health 

affected by breast cancer and its treatment had not been explored. The 

expected recovery trajectory has not been mapped and would provide 

information that women beginning the treatment journey would welcome.

The author conducted a content validation study of the ICF Comprehensive 

Core Set for breast cancer, an internationally recognised and accepted 

instrument from the perspective of women with the condition using a mixed 

methods approach. The study provided the first to map the total range of 

aspects of health affected by breast cancer and its treatment. The 

information was identified by women in focus groups and confirmed by a 

larger representative postal survey. Findings also revealed that pain was a 

current experience for 71% of the women with over 40% experiencing pain 

in more than two locations revealing that pain is not being managed 

adequately.

The study identified the range and number of health professionals 

available to treat the population of women with breast cancer in the eight 

HSE centres of excellence. A survey of health professionals was conducted 

which identified the professionals associated with categories of health 

affected in the Irish context and revealed the categories of health that 

women reported to health professionals. Findings revealed that lack of
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reporting may be part of the gap between the need for and referral to 

rehabilitation services

The study has generated a tool that has mapped the range of health 

aspects affected by breast cancer, some of which may require intervention. 

Additional categories identified by the study need to be considered for 

inclusion in future iterations of the Core Set. The ICF Comprehensive Core 

Set had the advantage of having a common framework and clear definitions 

associated with each category included. The ICF enables a more 

comprehensive assessment of activities and participation, environmental 

and other contextual factors than any other instrument. These aspects of 

heath are known to be the best predictors of health outcome. The 

instrument was very well suited for the purpose of this study. Many of the 

categories identified require information provision rather than intervention. A 

reduced Core Set has been proposed for use in mapping aspects of health 

affected to determine recovery timeframes and a subset for use in 

prospective surveillance of women treated for breast cancer.

297



m



References

Aaronson, N.K., Ahmedzai, S., Bergman, B., Bullinger, M., Cull, A., Duez, 

N.J., Filiberti, A., Flechtner, H., Fleishman, S.B., De Haes, J.C., 

1993. The European Organization for Research and Treatment of 

Cancer QLQ-C30: a quality-of-life instrument for use in international 

clinical trials in oncology. Journal National Cancer Institute, 85, 365- 

76.

Abdullah, M.F., Nor, N.M., Mohd All, S.Z., Ismail Bukhary, N.B., Amat, A., 

Latif, L.A., Hasnan, N. & Omar, Z., 2011. Validation of the 

comprehensive ICF core sets for diabetes mellltus:a Malaysian 

perspective. Annals o f Academic Medicine Singapore, 40, 168-78.

Ahles, T., Saykin, A., Mcdonald, B., Furstenberg, C., Cole, B., Hanscom, B., 

Mulrooney, T., Schv^/artz, G. & Kaufman, P., 2008. Cognitive function 

in breast cancer patients prior to adjuvant treatment. Breast Cancer 

Research and Treatment, 110, 143-152.

Ahmed, A., Bhatnagar, S., Rana, S.P., Ahmad, S.M., Joshi, S. & Mishra, S., 

2013. Prevalence of Phantom Breast Pain and Sensation Among 

Postmastectomy Patients Suffering from Breast Cancer: A

Prospective Study. Pain Practice, 24, 120-89.

Alguren, B., Lundgren-Nllsson, A. & Sunnerhagen, K.S., 2010. Functioning 

of stroke survivors -  A validation of the ICF core set for stroke in 

Sweden. Disability & Rehabilitation, 32, 551-559.

Altman, D.G., 1991. Practical statistics for medical research. London; 

Chapman and Hall.

Alves Nogueira Fabro, E., Bergmann, A., Do Amaral, E.S.B., Padula 

Ribeiro, A.C., De Souza Abrahao, K., Da Costa Leite Ferreira, M.G., 

De Almeida Dias, R. & Santos Thuler, L.C., 2012. Post-mastectomy 

pain syndrome: incidence and risks. Breast, 21, 321-5.

Arndt, V., Stegmaier, C., Ziegler, H. & Brenner, H., 2006. A Population - 

Based Study of the Impact of Specific Symptoms on Quality of Life in

299



Women With Breast Cancer 1 Year After Diagnosis. Cancer, 107, 

2496-2503.

Awad, H. & Alghadir, A., 2013. Validation of the Comprehensive 

International Classification of Functioning, Disability and Health Core 

Set for Diabetes Mellitus: Physical Therapists' Perspectives. 

American Journal o f Physical Medicine Rehabilitation, 26, 26.

Bagraith, K.S., Hayes, J. & Strong, J., 2013. Mapping patient goals to the 

International Classification of Functioning, Disability and Health (ICF): 

examining the content validity of the low back pain core sets. Journal 

Rehabilitation Medicine, 45, 481-7.

Balestrieri, M., Isola, M., Bonn, R., Tam, T., Vio, A., Linden, M. & Maso, E., 

2013. Validation of the Italian version of Mini-ICF-APP, a short 

instrument for rating activity and participation restrictions in 

psychiatric disorders. Epidemiology and Psychiatric Sciences, 22, 81- 

91.

Baron, R.H., Fey, J.V., Borgen, P.I., Stempel, M.M., Hardick, K.R. & Van 

Zee, K.J., 2007. Eighteen sensations after breast cancer surgery: A 

5-year comparison of sentinel lymph node biopsy and axillary lymph 

node dissection. Annals o f Surgical Oncology, 14, 1653-1661.

Baron, R.H., Fey, J.V., Borgen, P.I. & Van Zee, K.J., 2004. Eighteen 

sensations after breast cancer surgery: a two-year comparison of 

sentinel lymph node biopsy and axillary lymph node dissection. 

Oncology Nursing Forum, 31, 691-698.

Baron, R.H., Fey, J.V., Raboy, S., Thaler, H.T., Borgen, P.I., Temple, L.K. & 

Van Zee, K.J., 2002. Eighteen sensations after breast cancer 

surgery: a comparison of sentinel lymph node biopsy and axillary 

lymph node dissection. Oncology Nursing Forum, 29, 651-659.

Baron, R.H., Kelvin, J.F., Bookbinder, M., Cramer, L., Borgen, P.I. & Thaler, 

H.T., 2000. Patients' sensations after breast cancer surgery: A pilot 

study. Cancer Practice, 8, 215-222.

Bautz-Holter, E., Sveen, U., Cieza, A., Geyh, S. & Roe, C., 2008. Does the 

International Classification of Functioning, Disability and Health (ICF) 

core set for low back pain cover the patients' problems? A cross-

300



sectional content-validity study with a Norwegian population. 

European Journal o f Physical Rehabililitation Medicine, 44, 387-97.

Becker, S., Kirchberger, I., Cieza, A., Berghaus, A., Harreus, U., Reichel, O. 

& Tschiesner, U., 2009. Content validation of the Comprehensive ICF 

Core Set for Head and Neck Cancer (HNC): the perspective of 

psychologists. Psycho-Oncology, 9999, n/a.

Bender, J.L., Hohenadel, J., Wong, J., Katz, J., Ferris, L.E., Shobbrook, C., 

Warr, D. & Jadad, A.R., 2008. What patients with cancer want to 

know about pain: a qualitative study. Journal o f Pain and Symptom 

Management, 35, 177.

Berno, S., Coenen, M., Leib, A., Cieza, A. & Kesselring, J., 2012. Validation 

of the Comprehensive International Classification of Functioning, 

Disability, and Health Core Set for multiple sclerosis from the 

perspective of physicians. Journal o f Neurology, 259, 1713-26.

Beurskens, C.H., Van Uden, C.J., Strobbe, L.J., Oostendorp, R.A. & 

Wobbes, T., 2007. The efficacy of physiotherapy upon shoulder 

function following axillary dissection in breast cancer, a randomized 

controlled study. BMC Cancer, 30;7:166.

Beyler, N., Nusser, S., Fuller, W. & Welk, G., 2008. Relating Self-report and 

Accelerometer Physical Activity with Application to NHANES 2003- 

2004. Journal o f Sports Medicine, 3282-3288.

Bokhari, F. & Sawatzky, J.-a.V., 2009. Chronic Neuropathic Pain in Women 

After Breast Cancer Treatment. Pain Management Nursing, 10, 197- 

205.

Borgouts, J.A., Koes, B. & Bouter, L.M., 1998. The clinical course and 

prognostic factors of non-specific neck pain: a systematic review. 

Pain, 21, 29-41.

Bos, I., Stallinga, H.A., Middel, B., Kuks, J.B. & Wynia, K., 2013. Validation 

of the ICF core set for neuromuscular diseases. European Journal of 

Physical Rehabilitation Medicine, 49, 179-87.

Bosompra, K., Ashikaga, T., O'brien, P.J., Nelson, L. & Skelly, J., 2002. 

Swelling, numbness, pain, and their relationship to arm function 

among breast cancer survivors: A disablement process model 

perspective. The Breast Journal, 8, 338-348.



Bossmann, T., Kirchberger, I., Glaessel, A., Stucki, G. & Cieza, A., 2011. 

Validation of the comprehensive ICF core set for osteoarthritis: the 

perspective of physical therapists. Physiotherapy, 97, 3-16.

Bouvette, M., Fothergill-Bourbonnais, F. & Perreault, A., 2002.

Implementation of the pain and symptom assessment record (PSAR). 

Journal o f Advanced Nursing, 40, 685-700.

Bowling, A. & Ebrahim, S., 2005. Handbook o f Health Research Methods: 

Investigation, Measurement and /\na/ys/s,McGraw Hill :Open 

University Press

Box, R.C., Reul-Hirche, H.M., Bullock-Saxton, J.E. & Furnival, C.M., 2002. 

Shoulder movement after breast cancer surgery: results of a 

randomised controlled study of postoperative physiotherapy. Breast 

Cancer Research and Treatment, 75, 35-50.

Boykoff, N., Moieni, M. & Subramanian, S., 2009. Confronting chemobrain: 

an in-depth look at survivors’ reports of impact on work, social 

networks, and health care response. Journal o f Cancer Sun/ivorship, 

3, 223-232.

Brach, M., Cieza, A., Stucki, G., FussI, M., Cole, A., Ellerin, B., Fialka- 

Moser, V., Kostanjsek, N. & Melvin, J., 2004. ICF Core Sets for 

Breast Cancer. Journal o f Rehabilitation Medicine, Jul;(44 

Suppl):121-7.

Braithwaite, D., Satariano, W.A., Sternfeld, B., Hiatt, R.A., Ganz, P.A., 

Kerlikowske, K., Moore, D.H., Slattery, M.L., Tammemagi, M., 

Castillo, A., Melisko, M., Esserman, L., Weltzien, E.K. & Caan, B.J., 

2010. Long-term prognostic role of functional limitations among 

women with breast cancer. Journal o f the National Cancer Institute, 

102, 1468-77.

Brodie, D.A., Williams, J.G. & Owens, R.G., 1994. Research Methods for 

the Health Sciences , Chur,Switzerland: Harwood Academic 

Publishers.

Bruce, J., Thornton, A.J., Scott, N.W., Marfizo, S., Powell, R., Johnston, M., 

Wells, M., Heys, S.D. & Thompson, A.M., 2012. Chronic preoperative 

pain and psychological robustness predict acute postoperative pain

302



outcomes after surgery for breast cancer. British Journal o f Cancer, 

107, 937-46.

Brown, R.F., Butow, P.N., Dunn, S.M. & Tattersall, M.H., 2001. Promoting 

patient participation and shortening cancer consultations: a

randomised trial. British Journal o f Cancer, 85, 1273-9.

Burckhardt, C.S. & Jones, K.D., 2005. Effects of chronic widespread pain on 

the health status and quality of life of women after breast cancer 

surgery. Health and Quality o f Life Outcomes, 28;3:30.

Caffo, O., Amichetti, M., Ferro, A., Lucenti, A., Valduga, F. & Galligioni, E., 

2003. Pain and quality of life after surgery for breast cancer. Breast 

Cancer Research and Treatment, 80, 39-48.

Carey, M.A., 1995. Concerns in the analysis of focus group data. Qualitative 

Health Research, 5, 487-495.

Carpenter, J.S., Andrykowski, M.A., Sloan, P., Cunningham, L., Cordova, 

M.J., Studts, J.L., Mcgrath, P.C., Sloan, D. & Kenady, D.E., 1998. 

Postmastectomy/postlumpectomy pain in breast cancer survivors. 

Journal o f Clinical Epidemiology, 51, 1285-92.

Carpenter, J.S., Sloan, P., Andrykowski, M.A., Mcgrath, P., Sloan, D., 

Rexford, T. & Kenady, D., 1999. Risk factors for pain after 

mastectomy/lumpectomy. Cancer Practice, 7, 66-70.

Chan, D.N., Lui, L.Y. & So, W.K., 2010. Effectiveness of exercise 

programmes on shoulder mobility and lymphoedema after axillary 

lymph node dissection for breast cancer: systematic review. Journal 

o f Advanced Nursing, 66, 1902-14.

Cheng, K.K.F., Thompson, D.R., Ling, M.W. & Chan, C.W.H., 2005. 

Measuring symptom prevalence, severity and distress of cancer 

survivors. Clinical Effectiveness in Nursing, 9, 154-160.

Cheville, A.L., Beck, L.A., Petersen, T.L., Marks, R.S. & Gamble, G.L., 

2009. The detection and treatment of cancer-related functional 

problems in an outpatient setting. Supportive Care in Cancer, 17, 61- 

7.

Cheville, A.L., Troxel, A.B., Basford, J.R. & Kornblith, A.B., 2008. 

Prevalence and treatment patterns of physical impairments in

303



patients with metastatic breast cancer. Journal o f Clinical Oncology, 

26, 2621-9.

Cheville, A.L. & Tchou, J., 2007. Barriers to rehabilitation following surgery 

for primary breast cancer. Journal o f Surgical Oncology, 95, 409-418. 

Cieza, A., Geyh, S., Chatterji, S., Kostanjsek, N., Ustun, B. & Stucki, G.,

2005. ICF Linking Rules: An Update based on Lessons Learned. 

Journal o f Rehabilitation Medicine, 37, 212-218.

Cieza, A., Brockow, T., Thomasewert, Amman, E., Kollerits, B., Chatterji, S., 

Ustun, T.B. & Stucki, G., 2002. Linking health-Status \Measurements 

to the International Classification of Functioning, Disability and 

Health. Journal o f Rehabilitation Medicine, 34, 205-210.

Cleeland, C.S., Mendoza, T.R., Wang, X.S., Chou, C., Harle, M.T., 

Morrissey, M. & Engstrom, M.C., 2000. Assessing symptom distress 

in cancer patients: The M. D. Anderson Symptom Inventory. Cancer, 

89, 1634-1646.

Coenen, M., Cieza, A., Stamm, T.A., Amann, E., Kollerits, B. & Stucki, G.,

2006. Validation of the International Classification of Functioning, 

Disability and Health (ICF) Core Set for rheumatoid arthritis from the 

patient perspective using focus groups. Arthritis Research and 

Therapy, 8.

Collins, L.G., Nash, R., Round, T. & Newman, B., 2004. Perceptions of 

upper-body problems during recovery from breast cancer treatment. 

Supportive Care in Cancer, 12, 106-13.

Conrad, A., Coenen, M., Schmalz, H., Kesselring, J. & Cieza, A., 2012a. 

Validation of the Comprehensive ICF Core Set for Multiple Sclerosis 

from the perspective of occupational therapists. Scandanavian 

Journal o f Occupational Therapy, 19(6):468-87 

Conrad, A., Coenen, M., Schmalz, H., Kesselring, J. & Cieza, A., 2012b. 

Validation of the comprehensive ICF core set for multiple sclerosis 

from the perspective of physical therapists. Physical Therapy, 92, 

799-820.

Cooney, M., Galvin, R., Connolly, E. & Stokes, E., 2013a. The International 

Classification of Functioning (ICF) core set for breast cancer from the

304



perspective of women with the condition. Disability and 

Rehabilitation, 35, 740-8.

Cooney, M.A., Culleton-Quinn, E. & Stokes, E., 2013b. Current knowledge 

of pain after breast cancer treatment: a systematic review. Pain 

Management Nursing, 14, 110-23

Creswell, J., 2013. Qualitative inquiry and research design : choosing 

among five approaches, 3rd ed.: SAGE Publications, Los Angeles

Creswell, J.W. & Clark, V.L.P., 2011. Designing and Conducting Mixed 

Methods Research 2nd Edition ed.: Sage Publications.

Creswell, J., 2007. Qualitative Inquiry and Research Design; Choosing 

Among Five Approaches, 2nd ed.: Sage Publications, CA.

Creswell, J.W. & Tashakkori, A., 2007. Editorial: Developing Publishable 

Mixed Methods Manuscripts. Journal o f Mixed Methods Research, 1, 

107-111.

Daly, L.E. & Bourke, G.J., 2000. Interpretation and Uses of Medical 

Statistics 5th Ed ed. Oxford: Blackwell Science, 2000.

Daley, A.J., Crank, H., Saxton, J.M., Mutrie, N., Coleman, R. & Roalfe, A., 

2007. Randomized Trial of Exercise Therapy in Women Treated for 

Breast Cancer. Journal o f Clinical Oncology, 25, 1713-1721.

Dalkey, N.C., 1972. The Delphi method: an experimental application of 

group opinion. In N. C. Dalkey, D. L. Rourke, R. Lewis & D. Snyder 

(eds.) Studies in the quality o f life.. Lexington, MA: Lexington Books.

Darrah, J., 2008. Using the ICF as a framework for clinical decision making 

in pediatric physical therapy. Advances in Physiotherapy, 10, 146- 

151.

Dein, S. & Bhui, K.S., 2013. At the crossroads of anthropology and 

epidemiology: Current research in cultural psychiatry in the UK. 

Transcult Psychiatry, 10, 10.

Denscombe, M., 2007. The Good Research Guide, 3rd ed.: Open University 

Press

305



Denysschen, C.A., Burton, H., Ademuyiwa, F., Levine, E., Tetewsky, S. & 

O'Connor, T., 2013. Exercise intervention in breast cancer patients 

with aromatase inhibitor-associated arthralgia: a pilot study. 

European Journal o f Cancer Care, 2, 121-55.

Dijkstra, P.U., Rietman, J.S. & Geertzen, J.H., 2007. Phantom breast 

sensations and phantom breast pain: a 2-year prospective study and 

a methodological analysis of literature. European Journal o f Pain, 11, 

99-108.

Dodd, M.J., Miaskowski, C. & Paul, S.M., 2001. Symptom clusters and their 

effect on the functional status of patients with cancer. Oncology 

Nursing Forum, 28, 465-470.

Donovan, K.A., Jacobsen, P.B., Small, B.J., Munster, P.N. & Andrykowski, 

M.A., 2008. Identifying Clinically Meaningful Fatigue with the Fatigue 

Symptom Inventory. Journal o f Pain and Symptom Management, 36, 

480-487.

Egan, M.Y., Mcewen, S., Sikora, L., Chasen, M., Fitch, M. & Eldred, S., 

2013. Rehabilitation following cancer treatment. Disability and 

Rehabilitation, 35(26):2245-58

Engel, J., Kerr, J., Schlesinger-Raab, A., Sauer, H. & Hozel, D., 2003. Axilla 

surgery severly affects quality of life :results of a 5 year prospective 

study in breast caner patients. Breast Cancer Research and 

Treatment, 79, 45-57.

Ernst, M.F., Voogd, A.C., Balder, W., KlinkenbijI, J.H. & Roukema, J.A., 

2002. Early and late morbidity associated with axillary levels l-lll 

dissection in breast cancer. Journal of Surgical Oncology, 79, 151-5;

Fallowfield, L., 2002. Quality of life: A new perspective for cancer patients. 

Nature Reviews Cancer, 2, 873-879.

Farrar, J.T., Berlin, J.A. & Strom, B.L., 2003. Clinically important changes in 

acute pain outcome measures: a validation study. Journal o f Pain 

Symptom Management, 25, 406-11.

Fehlauer, F., Tribius, S., Holler, U., Rades, D., Kuhlmey, A., Bajrovic, A. & 

Alberti, W., 2003. Long-term radiation Sequelae after Breast 

Conserving therapy in women with early stage breast cancer: an 

observational study using the Lent-Soma scoring system.

306



International Journal o f Radiation Oncology, Biology, Physics, 55, 

651-658.

Festinger, D.S., Dugosh, K.L., Marlowe, D.B. & Clements, N.T., 2014. 

Achieving new levels of recall in consent to research by combining 

remedial and motivational techniques. Journal o f Medical Ethics, 40, 

264-8.

Feuerstein, M., Todd, B.L., Moscowitz, M.C., Bruns, G.L., Stoler, M.R., 

Nassif, T. & Yu, X., 2010. Work in cancer survivors: a model for 

practice and research. Journal o f Cancer Survivorship, 415-437.

Finch E, B.D., Stratford P, Mayo N, 2002. Physical rehabillitation Outcome 

measures; A Guide to Enhanced Clinical Decision Making, Second 

Edition ed.: Canadian Physical Therapy Association.

Flores, J.G. & Alonso, G.C., 1995. Using focus groups in educational 

research: Exploring teachers ' perspectives on educational change. 

Evaluation Revievi/, 19, 84-101.

Foss, C. & Ellefsen, B., 2002. The value of combining qualitative and 

quantitative approaches in nursing research by means of method 

triangulation. Journal o f Advanced Nursing, 40, 242-248.

Forchheimer, M B., Richards, J.S., Chiodo, A.E., Bryce, T.N. & Dyson- 

Hudson, T.A., 2011. Cut point determination in the measurement of 

pain and its relationship to psychosocial and functional measures 

after traumatic spinal cord injury: a retrospective model spinal cord 

injury system analysis. Archives o f Physical Medicine and 

Rehabilitation, 92, 419-24.

Ganz, P.A., Yip, C.H., Gralow, J.R., Distelhorst, S.R., Albain, K.S., 

Andersen, B.L., Bevilacqua, J.L.B., De Azambuja, E., El Saghir, N.S., 

Kaur, R., Mctiernan, A., Partridge, A.H., Rowland, J.H., Singh- 

Carlson, S., Vargo, M.M., Thompson, B. & Anderson, B.O., 2013. 

Supportive care after curative treatment for breast cancer 

(survivorship care): Resource allocations in low- and middle-income 

countries. A Breast Health Global Initiative 2013 consensus 

statement. The Breast, 22, 606-615.

Ganz, P.A., Land, S.R., Antonio, C., Zheng, P., Yothers, G., Petersen, L., 

Wickerham, D.L., Wolmark, N. & Ko, C.Y., 2009. Cancer survivorship



research: The challenge of recruiting adult long term cancer survivors 

from a cooperative clinical trials group. Journal o f Cancer 

Survivorship, 3, 137-147.

Ganz, P.A., 2005. A teachable moment for oncologists:Cancer survivors, 10 

million strong and growing! Journal of Clinical Oncology, 23, 5458-60.

Ganz, P.A., Kwan, L., Stanton, A.L., Krupnick, J.L., Rowland, J.H., 

Meyeronitz, B.E., Bower, J.E. & Belin, T.R., 2004. Quality of Life at 

the end of primary treatment of breast cancer : first results from the 

moving beyond cancer randomisation trial. Journal o f the National 

Cancer Institute, 96, 376-87.

Ganz, P.A., Desmond, K.A., Leedham, B., Rowland, J.H., Meyerowitz, B.E. 

& Belin, T.R., 2002. Quality of life in long-term, disease-free survivors 

of breast cancer: a follow-up study. Journal o f the National Cancer 

Institute, 94, 39-49.

Ganz, P.A., Lee, J.J., Sims, M.S., Polinsky, M.L. & Schag, C.A., 1992. 

Exploring the influence of multiple varaibles on the relationship of age 

to quality of life in women with breast cancer. Journal o f Clinical 

Epidemiology, 45, 473-85.

Garber, C.E., Blissmer, B., Deschenes, M.R., Franklin, B.A., Lamonte, M.J., 

Lee, I.M., Nieman, D.C. & Swain, D.P., 2011. American College of 

Sports Medicine position stand. Quantity and quality of exercise for 

developing and maintaining cardiorespiratory, musculoskeletal, and 

neuromotor fitness in apparently healthy adults: guidance for 

prescribing exercise. Medical Science in Sports and Exercise, 43, 

1334-59.

Gedney, J.J. & Logan, H., 2006. Pain related recall predicts future pain 

report. Pain, 121, 69-76.

Gho, S.A., Steele, J.R., Jones, S.C. & Munro, B.J., 2013. Self-reported side 

effects of breast cancer treatment: a cross-sectional study of 

incidence, associations, and the influence of exercise. Cancer 

Causes and Control, 24, 517-28.

Given, B., Given, C.W., Mccorkle, R., Kozachik, S., Cimprich, B., Rahbar, 

M.H. & Wojcik, C., 2002. Pain and fatigue management: results of a

308



nursing randomized clinical trial. Oncology Nursing Forum, 29, 949- 

56.

Glassel, A., Coenen, M., Kollerits, B. & Cieza, A., 2013. Content validation 

of the International Classification of Functioning, Disability and Health 

Core Set for stroke from gender perspective using a qualitative 

approach. European Journal o f Physical Rehabilitation Medicine, 

18, 18.

Glassel, A., Coenen, M., Kollerits, B. & Cieza, A., 2012. Validation of the 

extended ICF core set for stroke from the patient perspective using 

focus groups. Disability and Rehabilitation, 34, 157-166.

Glassel, A., Kirchberger, I., Kollerits, B., Amann, E. & Cieza, A., 2011. 

Content validity of the Extended ICF Core Set for stroke: an 

international Delphi survey of physical therapists. Physical Therapy, 

91, 1211-22.

Glassel, A., Kirchberger, I., Linseisen, E., Stamm, T., Cieza, A. & Stucki, G., 

2010. Content validation of the International Classification of 

Functioning, Disability and Health (ICF) Core Set for stroke: the 

perspective of occupational therapists. Canadian Journal o f 

Occupational Therapy, 77, 289-302.

Glocker, C., Kirchberger, I., Glassel, A., Fincziczki, A., Stucki, G. & Cieza, 

A., 2013. Content validity of the comprehensive international 

classification of functioning, disability and health (ICF) core set for 

low back pain from the perspective of physicians: a Delphi survey. 

Chronic Illness, 9, 57-72.

Gosselink, R., Rouffaer, L., Vanhelden, P., Piot, W., Trooster, T. & 

Christaens, M., 2003. Recovery of Upper Limb Function After Axillary 

Dissection. Journal o f Surgical Oncology, 83, 204-211.

Grill, E. & Muller, M., 2011. The ICF and Florence Nightingale - bringing 

data to statistical proof. J Rehabil Med, 43, 1041-2.

Grill, E. & Stucki, G., 2011. Criteria for validating comprehensive ICF Core 

Sets and developing brief ICF Core Set versions. Journal of 

Rehabilitation Medicine, 43, 87-91.

Grill, E., Stucki, G., Scheuringer, M. & Melvin, J., 2006, Validation of 

International Classification of Functioning, Disability, and Health (ICF)

309



Core Sets for Early Postacute Rehabilitation Facilities: Comparisons 

with Three Other Functional Measures. American Journal of Physical 

Medicine & Rehabilitation, 85, 640-649

Gulluoglu, B.M., Cingi, A., Cakir, T., Gercek, A., Barlas, A. & Eti, Z., 2006. 

Factors related to post-treatment chronic pain in breast cancer 

survivors: the interference of pain v\/ith life functions. International 

Journal o f Fertility and Womens Medicine, 51, 75-82.

Hack, T.F., Cohen, L., Katz, J., Robson, L.S. & Goss, P., 1999. Physical 

and psychological morbidity after axillary lymph node dissection for 

breast cancer. Journal o f Clinical Oncology, 17, 143-149.

Hawkley, L.C. & Cacioppo, J.T., 2010. Loneliness matters: a theoretical and 

empirical review of consequences and mechanisms. Annals o f 

Behavioural Medicine, 40, 218-27.

Health Service Executive, 2013. Get Ireland Active: Promoting Physical 

Activity in Ireland [online]. [Accessed Access Date 18*  ̂ October 

2012]

Herrmann, K.H., Kirchberger, I., Stucki, G. & Cieza, A., 2011a. The 

comprehensive ICF core sets for spinal cord injury from the 

perspective of occupational therapists: a worldwide validation study 

using the Delphi technique. Spinal Cord, 49, 600-13.

Herrmann, K.H., Kirchberger, I., Stucki, G. & Cieza, A., 2011b. The 

comprehensive ICF core sets for spinal cord injury from the 

perspective of physical therapists: a worldwide validation study using 

the Delphi technique. Spinal Cord, 49, 502-14.

Hickey, O.T., Burke, S.M., Hafeez, P., Mudrakouski, A.L., Hayes, I.D. & 

Shorten, G.D., 2010. Severity of acute pain after breast surgery is 

associated with the likelihood of subsequently developing persistent 

pain. Clinical Journal o f Pain, 26, 556-60.

Hieblinger, R., Coenen, M., Stucki, G., Winkelmann, A. & Cieza, A., 2009. 

Validation of the international classification of functioning, disability 

and health core set for chronic widespread pain from the perspective 

of fibromyalgia patients. Arthritis Research and Therapy, 11.

310



Holmes, M.D., Chen, W.Y., Feskanich, D., Kroenke, C.H. & Colditz, G.A., 

2005. Physical Activity and Survival Afetr Breast cancer Diagnosis. 

Jama, 293, 2479-2486.

Moving, J.L., Broekhuizen, M.L. & Frings-Dresen, M.H., 2009. Return to 

work of breast cancer survivors: a systematic review of intervention 

studies. BMC Cancer, 9, 1471-2407.

Huber, E.O., Tobler, A., Gloor-Juzi, T., Grill, E. & Gubler-Gut, B., 2011. The 

ICF as a way to specify goals and to assess the outcome of 

physiotherapeutic interventions in the acute hospital. Journal of 

Rehabilitation Medicine, 43, 174-7.

Hudak, P.L., Cole, D.C. & Frank, J.W., 1998. Persepectives on prognosis of 

soft tissue musculoskeletal disorders. International Journal of 

Rehabilitation Research, 21, 29-40.

Imrie, R. & Kumar, M., 1998. Focusing on Disability and Access in the Built 

Environment. Disability & Society, 13, 357-374.

Irwin, M.L., Smith, A.W., Mctiernan, A., Ballard-Barbash, R., Cronin, K., 

Gilliland, F.D., Baumgartner, R.N., Baumgartner, K.B. & Bernstein, 

L., 2008. Influence of pre- and postdiagnosis physical activity on 

mortality in breast cancer survivors: the health, eating, activity, and 

lifestyle study. Journal o f Clinical Oncology, 26, 3958-64.

Ivanauskiene, R., Padaiga, Z., Simoliuniene, R., Smailyte, G. & Domeikiene, 

A., 2014. Well-being of newly diagnosed women with breast cancer: 

which factors matter more? Supportive Care in Cancer, 22(2):519-26

Jelsma, J. & Scott, D., 2011. Impact of using the ICF framework as an 

assessment tool for students in paediatric physiotherapy: a 

preliminary study. Physiotherapy, 97, 47-54.

Jensen, M.P., Chen, C. & Brugger, A.M., 2003. Interpretation of visual 

analog scale ratings and change scores: a reanalysis of two clinical 

trials of postoperative pain. Journal o f Pain, 4, 407-14.

Jette, A.M., Norweg, A. & Haley, S.M., 2008. Achieving meaningful 

measurements of ICF concepts. Disability and Rehabilitation, 30, 

963-9.

311



Jim, H.S., Andrykowski, M.A., Munster, P.N. & Jacobsen, P.B., 2007. 

Physical symptoms/side effects during breast cancer treatment 

predict posttreatment distress. Annals o f Behavioural Medicine, 34, 

200 - 8 .

Jobst, A., Kirchberger, I., Cieza, A., Stucki, G. & Stucki, A., 2013. Content 

Validity of the Comprehensive ICF Core Set for Chronic Obstructive 

Pulmonary Diseases: An International Delphi Survey. Open 

Respiratory Medicine Journal, 7, 33-45.

Jones, L.E., 2011. Introducing the ICF: the development of an online 

resource to support learning, teaching and curriculum design. 

Physiotherapy, 97, 55-8.

Jung, B.F., Ahrendt, G.M., Oaklander, A.L. & Dworkin, R.H., 2003. 

Neuropathic pain following breast cancer surgery: proposed

classification and research update. Pain, 104, 1-13.

Karki, A., 2005. Impairments, activity limitations and participation restrictions 

6 and 12 months after breast cancer operation. Journal of 

Rehabilitation Medicine, 37(3): 180-8

Katz, J., Poleshuck, E.L., Andrus, C.H., Hogan, L.A., Jung, B.F., Kulick, D.l. 

& Dworkin, R.H., 2005. Risk factors for acute pain and its persistence 

following breast cancer surgery. Pain, 119, 16-25.

Khan, F., Amatya, B., Ng, L., Demetrios, M. & Pallant, J.F., 2012a. 

Relevance and completeness of the International Classification of 

Functioning, Disability and Health (ICF) comprehensive breast 

cancer core set: the patient perspective in an Australian community 

cohort. Journal o f Rehabilitation Medicine, 44, 570-80.

Khan, F., Amatya, B., Pallant, J.F., Rajapaksa, I. & Brand, C., 2012b. 

Multidisciplinary rehabilitation in women following breast cancer 

treatment: a randomized controlled trial. Journal o f Rehabilitation 

Medicine, 44, 788-94.

Khan, Q.J., Reddy, P.S., Kimler, B.F., Sharma, P., Baxa, S.E., O'dea, A.P., 

Klemp, J.R. & Fabian, C.J., 2010. Effect of vitamin D

supplementation on serum 25-hydroxy vitamin D levels, joint pain, 

and fatigue in women starting adjuvant letrozole treatment for breast 

cancer. Breast Cancer Research and Treatment, 119, 111-8.



Khan, F. & Pallant, J.F., 2007. Use of the International Classification of 

Functioning, Disability and Health (ICF) to Identify preliminary 

comprehensive and brief core sets for multiple sclerosis. Disability & 

Rehabilitation, 29, 205-213.

Kim, E.J., Ko, S.K. & Kang, H.Y., 2012. Mapping the cancer-specific 

EORTC QLQ-C30 and EORTC QLQ-BR23 to the generic EQ-5D in 

metastatic breast cancer patients. Quality o f Life Research, 21, 1193- 

203.

Kirchberger, I., Coenen, M., Hierl, F.X., Dleterle, C., Seissler, J., Stucki, G. 

& Cieza, A., 2009. Validation of the International classification of 

Functioning, disability and health (ICF) core set for diabetes mellitus 

from the patient perspective using focus groups. Diabetic Medicine, 

26, 700-707.

Kirchberger, I., Cieza, A. & Stucki, G., 2008. Validation of the 

comprehensive ICF core set for rheumatoid arthritis: The perspective 

of psychologists. Psychology & Health, 23, 639-659.

Kirkova, J., Davis, M.P., Walsh, D., Tiernan, E., O'leary, N., Legrand, S.B., 

Lagman, R.L. & Russell, K.M., 2006, Cancer Symptom Assessment 

Instruments: A Systematic Review. Journal o f Clinical Oncology, 24, 

1459-1473.

Kirschneck, M., Kirchberger, I., Amann, E. & Cieza, A., 2011. Validation of 

the comprehensive ICF core set for low back pain: the perspective of 

physical therapists. Manual Therapy, 16, 364-72.

Kitzinger, J., 1995. Introducing focus groups. British Medical Journal, 311, 

299-302.

Koehler, B., Kirchberger, I., Glaessel, A., Kool, J., Stucki, G. & Cieza, A., 

2011. Validation of the International Classification of Functioning, 

Disability and Health Comprehensive Core Set for Osteoporosis: the 

perspective of physical therapists. Journal o f Geriatric Physical 

Therapy, 34, 117-30.

Kojima, K.Y., Kitahara, M., Matoba, M., Shimoyama, N. & Uezono, S., 2014. 

Survey on recognition of post-mastectomy pain syndrome by breast 

specialist physician and present status of treatment in Japan. Breast 

Cancer, 21 (2): 191-7



Kostanjsek, N., Rubinelli, S., Escorpizo, R., Cieza, A., Kennedy, C., Selb, 

M., Stucki, G. & Ustun, T.B., 2011. Assessing the impact of health 

conditions using the ICF. Disability and Rehabilitation, 33, 1475-82.

Kroll, T., Barbour, R. & Harris, J., 2007. Using Focus Groups in Disability 

Research. Quality o f Health Research, 17, 690-698.

Kroll, T., Neri, M.T. & Miller, K., 2005. Using Mixed Methods in Disability and 

Rehabilitation Research. Rehabilitation Nursing, 30, 106-113.

Kroner, K., Knudsen, U.S., Lundby, L. & Hvid, H., 1992. Long-term phantom 

breast syndrome after mastectomy. Clinical Journal o f Pain, 8, 346- 

350.

Kroner, K., Krebs, B., Skov, J. & Jorgensen, H.S., 1989. Immediate and 

long-term phantom breast syndrome after mastectomy: Incidence, 

clinical characteristics and relationship to pre-mastectomy breast 

pain. Pain, 36, 327-334.

Krueger, R. & Casey, M.A., 2000. Focus Groups: A Practical Guide for 

Applied Research, 3rd Edition Sage Publishing, Thousand Oaks, 

CA.

Krueger, R.A. & Casey, M.A., 1995. Focus Groups: A Practical Guide for 

Applied Research. 3rd ed. ed.: Thousand Oaks, CA: Sage.

Kubon, T.M., Mcclennen, J., Fitch, M.I., Mcandrew, A. & Anderson, J., 2012. 

A mixed-methods cohort study to determine perceived patient benefit 

in providing custom breast prostheses. Current Oncology, 19, 851.

Kuijpers, T., Van Der Windt, D.A., Van Der Heijden, G.D. & Bouter, L.M., 

2004. Systematic review of prognostic cohort studies on shoulder 

disorders. Pain, 109,420-431.

Kurtais, Y., Oztuna, D., Kucukdeveci, A.A., Kutlay, S., Hafiz, M. & Tennant, 

A., 2011. Reliability, construct validity and measurement potential of 

the ICF comprehensive core set for osteoarthritis. BMC 

Musculoskelet Disorders, 12,255.

Kus, S., Oberhauser, C. & Cieza, A., 2012. Validation of the Brief 

International Classification of Functioning, Disability, and Health (ICF) 

Core Set for Hand Conditions. Journal o f Hand Therapy, 25, 274- 

286.

314



Kus, S., Dereskewitz, C. & Wiickert, M., 2011. Validation of the 

Comprehensive International Classification of Functioning, Disability 

and Health (ICF) Core Set for Hand Conditions. Hand Therapy, 16, 

58-66.

Kvale, S., 1996. Interviews-an introduction to Qualitative research

Interviewing California: Thousand Oakes Sage.

Langer, I., Culler, U., Berciaz, G., Koechli, O.R., Schaer, G., Fehr, M.K., 

Hess, T., Oertli, D., Bronz, L., Schnarv\/yler, B., Wight, E., Uehlinger, 

U., Infanger, E., Burger, D. & Zuber, M., 2007. Morbidity of sentinel 

lymph node biopsy (SLN) alone versus SLN and completion axillary 

lymph node dissection after breast cancer surgery: A prospective 

swiss multicenter study on 659 patients. Annals o f Surgery, 245, 452- 

461.

Langer, I., Kocher, T., Guller, U., Torhorst, J., Oertli, D., Harder, F. & Zuber, 

M., 2005. Long-term outcomes of breast cancer patients after 

endoscopic axillary lymph node dissection: a prospective analysis of 

52 patients. Breast Cancer Research and Treatment, 90, 85-91.

Lash, T.L. & Silliman, R.A., 2000. Patient characteristics and treatments 

associated with a decline in upper-body function following breast 

cancer therapy. Journal o f Clinical Epidemiology, 53, 615-22.

Lauridsen, M.C., Christiansen, P. & Hessov, I., 2005. The effect of 

physiotherapy on shoulder function in patients surgically treated for 

breast cancer: A randomized study. Acta Oncologica, 44, 449-457.

Lecompte, M.D. & Goetz, J., 1984. Ethnography and Qualitative Design in 

Educational Research: Academic Press.

Lecompte, M.D. & Goetz, J.P., 1982. Problems of reliability and validity in 

enthnographic research. Review of Educational Research, 51, 31-60.

Leeuw, E.D.D., Hox, J.J. & Dillman, DA. (eds.) (2008) International 

handbook of survey methodology Mahwah, N.J. : Lawrence Erlbaum 

; London : Taylor & Francis

Leib, A., Cieza, A. & Tschiesner, U., 2012. Perspective of physicians within 

a multidisciplinary team: content validation of the comprehensive ICF 

core set for head and neck cancer. Head Neck, 34, 956-66.

315



Lemberg, I., Kirchberger, I., Stucki, G. & Cieza, A., 2010. The ICF Core Set 

for stroke from the perspective of physicians: a worldwide validation 

study using the Delphi technique. European Journal o f Physical 

Rehabilitaion Medicine, 46, 377-88.

Levy, E.W., Pfalzer, L.A., Danoff, J., Springer, B.A., Mcgarvey, C., Shieh, 

C.Y., Morehead-Gee, A., Gerber, L.H. & Stout, N.L., 2012. Predictors 

of functional shoulder recovery at 1 and 12 months after breast 

cancer surgery. Breast Cancer Research and Treatment, 134, 315- 

24.

Lollar, D.J., 2002. Public health and disability; emerging opportunities. 

Public Health Reports, 117, 131-6.

Lohmann, S., Decker, J., Muller, M., StrobI, R. & Grill, E., 2011. The ICF 

forms a useful framework for classifying individual patient goals in 

post-acute rehabilitation. Journal o f Rehabilitation Medicine, 43, 151- 

5.

Lundstedt, D., Gustafsson, M., Steineck, G., Maimstrom, P., Alsadius, D., 

Sundberg, A., Wilderang, U., Holmberg, E., Johansson, K.A. & 

Karlsson, P., 2012. Risk factors of developing long-lasting breast 

pain after breast cancer radiotherapy. International Journal of 

Radiation Oncology, Biology and Physiology, 83, 71-8.

Mcbeth, J., Silman, A.J. & Macfarlane, G.J., 2003. Association of 

widespread body pain with an increased risk of cancer and reduced 

cancer survival: a prospective, population-based study. Arthritis and 

Rheumatism, 48, 1686-92.

Mclean, S., Klaber-Moffett, M.S., Macfie Sharp, D. & Gardiner, E., 2007. 

Prognostic factors for progressive non-specific neck pain: a 

systematic review. Physical Therapy Reviews, 12, 207-220.

Macfarlane, G.J., Mcbeth, J. & Silman, A.J., 2001. Widespread body 

painand mortality: prospective population based study. British 

Medical Journal, 323, 1-5.

Maclonis, J., 2011. Sociology 14th Edition.Pearson Education

Maini, M., Nocentini, U., Prevedini, A., Giardini, A. & Muscolo, E., 2008. An 

Italian experience in the ICF implementation in rehabilitation:

316



Preliminary theoretical and practical considerations. Disability & 

Rehabilitation, 30, 1146-1152.

Malterud, K., 2012. Systematic text condensation: a strategy for qualitative 

analysis. Scand J Public Health, 40, 795-805.

Mao, J.J., Xie, S.X., Farrar, J.T., Strieker, C.T., Bowman, M.A., Bruner, D. & 

Demichele, A., 2014. A randomised trial of electro-acupuncture for 

arthralgia related to aromatase inhibitor use. European Journal o f 

Cancer, 50(2):267-76.

Markes, M., Brockow, T. & Resch, K.L., 2008. Exercise for women receiving 

adjuvant therapy for breast cancer. Cochrane Database of 

Systematic Reviews: Reviews 2006 Oct 18;(4):CD005001

Marty, M.M.D., Rozenberg, S.M.D., Legout, V.M.D., Durand-Zaleski, I.M.D., 

Moyse, D.M.D., Henrotin, Y.M.D., Perrot, S.M.D., The Section Rachis 

De La Societe Francaise De, R. & The Belgium Back, S., 2009. 

Influence of Time, Activities, and Memory on the Assessment of 

Chronic Low Back Pain Intensity. [Miscellaneous Article]. Spine, 34, 

1604-1609.

Maunsell, E., Brisson, J. & Deschenes, L., 1993. Arm problems and 

psychological distress after surgery for breast cancer. Canadian 

Journal o f Surgery, 36, 315-20.

Mcavoy, B.R. & Kaner, E.F., 1996. General practice postal surveys: a 

questionnaire too far? BMJ, 313, 732-3.

Mcbeth, J., Silman, A.J. & Macfarlane, G.J., 2003. Association of 

widespread body pain with an increased risk of cancer and reduced 

cancer survival: a prospective, population-based study. Arthritis and 

Rheumatism, 48, 1686-92.

Mccorkle, R. & Young, K., 1978. Development of a symptom distress scale. 

Cancer Nursing, 1, 373-8.

Mcdonald, B.C., Conroy, S.K., Ahles, T.A., West, J.D. & Saykin, A.J., 2012. 

Alterations in brain activation during working memory processing 

associated with breast cancer and treatment: a prospective functional 

magnetic resonance imaging study. Journal o f Clinical Oncology, 30, 

2500-8.

317



Mclean, S., Klaber-Moffett, M.S., Macfie Sharp, D. & Gardiner, E., 2007. 

Prognostic factors for progressive non-specific neck pain: a 

systematic review. Physical Therapy Reviews, 12, 207-220.

Mcnair, D.M., Lorr, M., Droppleman, L.F., 1992. POMS manual: profile of 

mood states San Diego, CA: Multi-Health Systems Inc.

Meeske, K., Smith, A.W., Alfano, C.M., Mcgregor, B.A., Mctiernan, A., 

Baumgartner, K.B., Malone, K.E., Reeve, B.B., Ballard-Barbash, R. & 

Bernstein, L., 2007. Fatigue in breast cancer survivors two to five 

years post diagnosis: a HEAL Study report. Quality o f Life Research, 

16, 947-60.

Mejdahl, M.K., Andersen, K.G., Gartner, R., Kroman, N. & Kehlet, H., 2013. 

Persistent pain and sensory disturbances after treatment for breast 

cancer: six year nationwide follow-up study. Bmj, 11.

Miedema, B., Hamilton, R., Tatemichi, S., Thomas-Maclean, R., Towers, A., 

Hack, T.F., Tilley, A. & Kwan, W., 2008. Predicting recreational 

difficulties and decreased leisure activities in women 6-12 months 

post breast cancer surgery. Journal o f Cancer Sun/ivorship, 2, 262- 

268.

Miles, M.B., Huberman, M., Saldafia, J., & 2013. Qualitative Data Analysis: 

A Methods Sourcebook 3rd ed.: SAGE Publications

Miles, M.B. & Huberman, M.A., 1994. Qualitative data analysis:an expanded 

sourcebook, 2nd ed. California: Sage: Thousand Oaks.

Milne, H.M., Wallman, K.E., Gordon, S. & Courneya, K.S., 2008. Effects of a 

combined aerobic and resistance exercise program in breast cancer 

survivors: a randomized controlled trial. Breast Cancer Research and 

Treatment, 108,279-88.

Morgan, D.L., 1998. Practical strategies for combining qualitative and 

quantitative methods: Applications to health research. Qualitative 

Health Research, 8, 362-376.

Morse, J.M., 1994. Critical issues in qualitative research methods: 

Thousand Oaks: Sage.

Muller, M., Grill, E., Stier-Jarmer, M., Strobl, R., Gutenbrunner, C., Fialka- 

Moser, V. & Stucki, G., 2011a. Validation of the comprehensive IGF

318



Core Sets for patients receiving rehabilitation interventions in the 

acute care setting. Journal o f Rehabilitation Medicine, 43, 92-101.

Muller, M., Stier-Jarmer, M., Quittan, M., StrobI, R., Stuck!, G. & Grill, E., 

2011b. Validation of the comprehensive ICF Core Sets for patients in 

early post-acute rehabilitation facilities. Journal o f Rehabilitation 

Medicine, 43, 102-12.

Munir, P., Burrows, J., Yarker, J., Kalawsky, K. & Bains, M., 2010. Women’s 

perceptions of chemotherapy-induced cognitive side affects on work 

ability; a focus group study. Journal o f Clinical Nursing, 19, 1362- 

1370.

Mutrie, N., Campbell, A.M., Whyte, F., Mcconnachie, A., Emslie, C., Lee, L., 

Kearney, N., Walker, A. & Ritchie, D., 2007. Benefits of supervised 

group exercise programme for women being treated for early stage 

breast cancer; pragmatic randomised controlled trial. BMJ, 334, 517-.

National Cancer Registry Ireland, 2012. Breast Cancer incidence ,mortality, 

treatment and survival in lreland:1994-2009. National Cancer 

Registry Ireland, Cork.

Neergaard, M.A., Olesen, P., Andersen, R.S. & Sondergaard, J., 2009. 

Qualitative description - the poor cousin of health research? BMC 

Medical Research Methodology, 9, 1471-2288.

Ng, L. & Khan, P., 2012. Use of the international classification of functioning, 

disability and health to describe patient-reported disability; A 

comparison of motor neurone disease, Guillain-Barre syndrome and 

multiple sclerosis in an Australian cohort. Disability & Rehabilitation, 

34, 295-303.

Nicolson, P. & Anderson, P., 2003. Quality of life, distress and self-esteem; 

A focus group study of people with chronic bronchitis. British Journal 

of Health Psychology, 8, 251-270.

Oberhauser, C., Escorpizo, R., Boonen, A., Stucki, G. & Cieza, A., 2013. 

Statistical validation of the brief International Classification of 

Punctioning, Disability and Health Core Set for osteoarthritis based 

on a large international sample of patients with osteoarthritis. Arthritis 

Care and Research, 65, 177-86.

319



Peintinger, F., Reitsamer, R., StranzI, H. & Ralph, G., 2003. Comparison of 

quality of life and arm complaints after axillary lymph node dissection 

vs sentinel lymph node biopsy in breast cancer patients. British 

Journal o f Cancer, 89, 648-652.

Peruselli, C., Camporesi, E., Colombo, A.M., CuccI, M., MazzonI, G. & Pad, 

E., 1993. Quality-of-life assessment In a home care program for 

advanced cancer patients: a study using the Symptom Distress 

Scale. Journal o f Pain and Symptom Management, 8, 306-11.

Phillips, K.M., Mcglnty, H.L., Gonzalez, B.D., Jim, H.S., Small, B.J., Minton, 

S., Andrykowski, M.A. & Jacobsen, P.B., 2013. Factors associated 

with breast cancer worry 3 years after completion of adjuvant 

treatment. Psychooncology, 22, 936-9.

Poleshuck, E.L., Katz, J., Andrus, C.H., Hogan, L.A., Jung, B.F., Kulick, D.l. 

& Dworkin, R.H., 2006. Risk Factors for Chronic Pain Following 

Breast Cancer Surgery: A Prospective Study. The Journal of Pain, 7, 

626-634.

Poole, K. & Fallov^ield, L.J., 2002. The psychological Impact of post

operative arm morbidity following axillary surgery for breast cancer: A 

critical review. Breast, 11, 81-87.

Pope, C., Ziebland, S. & Mays, N., 2000. Analysing qualitative data. Bmj, 

320, 114-116.

Randstrom, K.B., Asplund, K. & Svedlund, M., 2012. Impact of 

environmental factors in home rehabilitatlon-a qualitative study from 

the perspective of older persons using the International Classification 

of Functioning, Disability and Health to describe facilitators and 

barriers. Disability and Rehabilitation, 34, 779-87.

Randstrom, K.B., Asplund, K., Svedlund, M. & Paulson, M., 2013. Activity 

and participation In home rehabilitation: older people's and family 

members' perspectives. Journal o f Rehabilitation Medicine, 45, 211- 

6 .

Rauch, A., Cieza, A. & Stucki, G., 2008. How to apply the International 

Classification of Functioning, Disability and Health (ICF) for 

rehabilitation management in clinical practice. European Journal o f 

Physical Rehabililitation Medicine, 44, 329-42.



Rauch, A., Kirchberger, I., Boldt, C., Cieza, A. & Stucki, G., 2009a. Does the 

Comprehensive International Classification of Functioning, Disability 

and Health (ICF) Core Set for rheumatoid arthritis capture nursing 

practice? A Delphi survey. International Journal o f Nursing Studies, 

46, 1320-34.

Rauch, A., Kirchberger, I., Stucki, G. & Cieza, A., 2009b. Validation of the 

Comprehensive ICF Core Set for obstructive pulmonary diseases 

from the perspective of physiotherapists. Physiotherapy Research 

International, 14, 242-59.

Rauscher, L. & Greenfield, B.H., 2009. Advancements in contemporary 

physical therapy research: Use of mixed methods designs. Physical 

Therapy, 89, 91-100.

Richardson, A., Addington-Hall, J., Amir, Z., Foster, C., Stark, D., Armes, J., 

Brearley, S.G., Hodges, L., Hook, J., Jarrett, N., Stamataki, Z., Scott, 

I., Walker, J., Ziegler, L. & Sharpe, M., 2011. Knowledge, ignorance 

and priorities for research in key areas of cancer survivorship; 

findings from a scoping review. The British Journal o f Cancer, 105, 

S82-94.

Ridner, S.H., 2006. Pretreatment lymphedema education and identified 

educational resources in breast cancer patients. Patient Education 

and Counseling, 61, 72-79.

Rietman, J.S., Geertzen, J.H.B., Hoekstra, H.J., Baas, P., Dolsma, W.V., De 

Vries, J., Groothoff, J.W., Eisma, W.H. & Dijkstra, P.U., 2006. Long 

term treatment related upper limb morbidity and quality of life after 

sentinel lymph node biopsy for stage I or II breast cancer. European 

Journal o f Surgical Oncology, 32, 148-152.

Rietman, J.S., Dijkstra, P.U., Geertzen, J.H.B., Baas, P., De Vries, J., 

Dolsma, W.V., Groothoff, J.W., Eisma, W.H. & Hoekstra, H.J., 2004. 

Treatment-Related Upper Limb Morbidity 1 Year after Sentinel 

Lymph Node Biopsy or Axillary Lymph Node Dissection for Stage I or 

II Breast Cancer. Annals o f Surgical Oncology, 11, 1018-1024.

Rietman, J.S., Dijkstra, P.U., Hoekstra, H.J., Eisma, W.H., Szabot, B.G., 

Groothoff, J.W. & Geertzen, J.H.B., 2003. Late morbidity after



treatment of breast cancer in relation to daily activities and quality of 

life: A systematic review. European Journal o f Surgical Oncology, 29, 

229-238.

Roe, C., Sveen, U., Cleza, A., Geyh, S. & Bautz-Holter, E., 2009. Validation 

of the Brief ICF core set for low back pain from the Norwegian 

perspective. European Journal o f Physical RehabiitationI Medicine, 

45,403-14.

Rossignol, A., 2007. Principles and practice o f epidemiology: An engaged 

approach. New York: McGraw-Hill.

Rothemund, Y., Grusser, S.M., Llebeskind, U., Schlag, P.M. & Flor, H., 

2004. Phantom phenomena In mastectomized patients and their 

relation to chronic and acute pre-mastectomy pain. Pain, 107, 140- 

146.

Round, T., Hayes, S.C. & Newman, B., 2006. How do recovery advice and 

behavioural characteristics influence upper- body function and quality 

of life among women 6 months after breast cancer diagnosis? 

Supportive Care in Cancer, 14, 22-29.

Sandelowski, M., 2000. Combining qualitative and quantitative sampling, 

data collection, and analysis techniques in mixed-method studies. 

Research in Nursing Health, 23, 246-55.

Sanford, S.D., Wagner, L.I., Beaumont, J.L., Butt, Z., Sweet, J.J. & Celia, 

D., 2012. Longitudinal prospective assessment of sleep quality: 

before, during, and after adjuvant chemotherapy for breast cancer. 

Supportive Care in Cancer, 21(4):959-67

Schmitz, K.H., Speck, R.M., Rye, S.A., Dislpio, T. & Hayes, S.C., 2012. 

Prevalence of breast cancer treatment sequelae over 6 years of 

follow-up: the Pulling Through Study. Cancer, 118, 2217-25.

Schmitz, K.H. & Speck, R.M., 2010. Risks and benefits of physical activity 

among breast cancer survivors who have completed treatment. 

Womens Health, 6, 221-38.

Scholten-Peeters, G.G., Verhagen, A.P., Bekkering, G.E., Van Der WIndt, 

D.A., Barnsley, L., Oostendorp, R.A. & Hendricks, E.J., 2003. 

Prognostic factors of whiplash associated disorders: a systematic 

review of prospective cohort studies. Pain, 104, 303-322.



Schrenk, P., Rieger, R., Shamiyeh, A. & Wayand, W., 2000. Morbidity 

following sentinel lymph node biopsy versus axillary lymph node 

dissection for patients with breast carcinoma. Cancer, 88, 608-614.

Sepucha, K.R., Belkora, J.K., Mutchnick, S. & Esserman, L.J., 2002. 

Consultation planning to help breast cancer patients prepare for 

medical consultations: effect on communication and satisfaction for 

patients and physicians. Journal o f Clinical Oncology, 20, 2695-700.

Shamley, D., Lascurain-Aguirrebena, I. & Oskrochi, R., 2013. Clinical 

anatomy of the shoulder after treatment for breast cancer. Clinical 

Anatomy, 8, 222-67.

Shamley, D., Srinaganathan, R., Oskrochi, R., Lascurain-Aguirrebena, I. & 

Sugden, E., 2009. Three-dimensional scapulothoracic motion

following treatment for breast cancer. Breast Cancer Research and 

Treatment, 118, 315-22.

Sheridan, D., Foo, I., O'shea, H., Gillanders, D., Williams, L., Fallon, M. & 

Colvin, L., 2012. Long-term follow-up of pain and emotional 

characteristics of women after surgery for breast cancer. Journalof 

Pain and Symptom Management, 44, 608-14.

Shimozuma, K., Ganz, P., Petersen, L. & Hirji, K., 1999. Quality of Life in 

the first year after breast cancer surgery: rehabillitation needs and 

patterns of recovery. Breast Cancer Research and Treatment, 56, 

45-57.

Silver, J. & Mayer, R.S., 2007. Barriers to pain management in the 

rehabilitation of the surgical oncology patient. Journal o f Surgical 

Oncology, 95, 427-435.

Sim, J. & Snell, J., 1996. Focus Groups in Physiotherapy Evaluation and 

Research. Physiotherapy, 82, 189-198.

Sitzia, J., Dikken, C. & Hughes, J., 1997. Psychometric evaluation of a 

questionnaire to document side-effects of chemotherapy. Journal of 

Advanced Nursing, 25, 999-1007.

Smith, S.L., Singh-Carlson, S., Downie, L., Payeur, N. & Wai, E.S., 2011. 

Survivors of breast cancer: patient perspectives on survivorship care 

planning. Journalof Cancer Survivorship, 5, 337-44.

323



Smith, W.C., Boume, D., Squair, J., Phillips, D.O. & Chambers, W.A., 1999. 

A retrospective cohort study of post mastectomy pain syndrome. 

Pain, 83, 91-5.

Springer, B.A., Levy, E., Mcgarvey, C., Pfalzer, L.A., Stout, N.L., Gerber, 

L.H., Soballe, P.W. & Danoff, J., 2010. Pre-operative assessment 

enables early diagnosis and recovery of shoulder function in patients 

with breast cancer. Breast Cancer Research and Treatment, 120, 

135-47.

Stevens, P.E., Dibble, S.L. & Miaskowski, C., 1995. Prevalence, 

characteristics, and impact of postmastectomy pain syndrome: An 

investigation of women's experiences. Pain, 61, 61-68.

Stier-Jarmer, M., Grill, E., Muller, M., StrobI, R., Quittan, M. & Stucki, G., 

2011. Validation of the comprehensive ICF Core Set for patients in 

geriatric post-acute rehabilitation facilities. Journal o f Rehabillitation 

Medicine, 43, 102-12.

Stout, N.L., Andrews, K., Binkley, J.M., Schmitz, K.H. & Smith, R.A., 2012. 

Stakeholder perspectives on dissemination and implementation of a 

prospective surveillance model of rehabilitation for breast cancer 

treatment. Cancer, 118, 2331-4.

Stubblefield, M.D., Hubbard, G., Cheville, A., Koch, U., Schmitz, K.H. & 

Dalton, S.O., 2013. Current perspectives and emerging issues on 

cancer rehabilitation. Cancer, 11,2170-8.

Stucki, G., Ewert, T. & Cieza, A., 2003. Value and application of the ICF in 

rehabilitation medicine. Disability and Rehabilitation, 25, 628-634.

Stucki, G. & SigI, T., 2003. Assessment of the impact of disease on the 

individual. Best Practiceand Research in Clin Rheumatology, 17, 

451-73.

Sundar, V., Daumen, M.E., Conley, D.J. & Stone, J.H., 2008. The use of 

ICF codes for information retrieval in rehabilitation research: an 

empirical study. Disability and Rehabilitation, 30, 955-62.

Swenson, K., Nissen, M., Ceronsky, C., Swenson, L., Lee, M. & Tuttle, T., 

2002. Comparison of Side Effects Between Sentinel Lymph Node 

and Axillary Lymph Node Dissection for Breast cancer. Annals of 

Surgical Oncology, 9, 745-753.



Tashakkori, A. & Teddlie, C. (eds.) (2010) Sage handbook of mixed 

methods in social & behavioral research: SAGE London.

Tashakkori, A. & Teddlie, C., 2003. Handbook of Mixed Methods in Social & 

Behavioral Research. Thousand Oaks: Sage.

Tashakkori, A. & Teddlie, C., 1998. Mixed methodology: Combining 

qualitative and quantitative approaches. : London: Sage.

Tasmuth, T., Blomqvist, C. & Kalso, E., 1999. Chronic post-treatment 

symptoms in patients with breast cancer operated in different surgical 

units. European Journal o f Surgical Oncology, 25, 38-43.

Tasmuth, T., Estlanderb, A.M. & Kalso, E., 1996a. Effect of present pain 

and mood on the memory of past postoperative pain in women 

treated surgically for breast cancer. Pain, 68, 343-347.

Tasmuth, T., Von Smitten, K. & Kalso, E., 1996b. Pain and other symptoms 

during the first year after radical and conservative surgery for breast 

cancer. British Journal o f Cancer, 74, 2024-2031.

Teddlie, C., 2009. Foundations of Mixed Methods Research: SAGE 

Publications Ltd.

Tengrup, I., Tennvall-Nittby, L., Christiansson, I. & Laurin, M., 2000. Arm 

morbidity after breast-conserving therapy for breast cancer. Acta 

Oncologica, 39, 393-397.

Trudel, J.G., Leduc, N. & Dumont, S., 2013. Perceived communication 

between physicians and breast cancer patients as a predicting factor 

of patients' health-related quality of life: a longitudinal analysis. 

Psychooncology, 23(5):531-8.

Tschiesner, U., Sabariego, C., Linseisen, E., Becker, S., Stier-Jarmer, M., 

Cieza, A. & Harreus, U., 2013. Priorities of head and neck cancer 

patients: a patient survey based on the brief ICF core set for HNC. 

European Archives o f Otorhinolaryngology, 270, 3133-42.

Tschiesner, U., Oberhauser, C. & Cieza, A., 2011. ICF Core Set for head 

and neck cancer: do the categories discriminate among clinically 

relevant subgroups of patients? International Journal o f Rehabilitation 

Research, 34, 121-130.

Ververs, J.M.M.A., Roumen, R.M.H., Vingerhoets, A.J.J.M., Vreugdenhil, 

G., Coebergh, J.W.W., Crommelin, M.A., Luiten, E.J.T., Repelaer



Von Driel, O.J., Schijven, M.P., Wissing, J.C. & Voogd, A.C., 2001. 

Risk, severity and predictors of physical and psychological morbidity 

after lymph node dissection ofr breast cancer. European Journal o f 

Cancer, 37, 991-999.

Von Ah, D., Carpenter, J.S., Saykin, A., Monahan, P., Wu, J., Yu, M., 

Rebok, G., Ball, K., Schneider, B., Weaver, M., Tallman, E. & 

Unverzagt, F., 2012. Advanced cognitive training for breast cancer 

survivors: a randomized controlled trial. Breast Cancer Research and 

Treatment, 135, 799-809.

Von Korff, M., Katon, W., Bush, T., Lin, E.H., Simon, G.E., Saunders, K., 

Ludman, E., Walker, E. & Unutzer, J., 1998. Treatment costs, cost 

offset, and cost-effectiveness of collaborative management of 

depression. Psychosomatic Medicine, 60, 143-9.

Watson, M., Law, M., Maguire, G.P., Robertson, B., Greer, S., Bliss, J.M. & 

Ibbotson, T., 1992. Further development of a quality of life measure 

for cancer patients: The rotterdam symptom checklist (revised). 

Psycho-Oncology, 1, 35-44.

Weinberger, M., Ferguson, J.A., Westmoreland, G., Mamlin, L.A., Segar, 

D.S., Eckert, G.J., Greene, J.Y., K. Martin, D. & Tierney, W.M., 1998. 

Can raters consistently evaluate the content of focus groups? Social 

Science & Medicine, 46, 929-933.

Whiteneck, G. & Dijkers, M.P., 2009. Difficult to measure constructs: 

conceptual and methodological issues concerning participation and 

environmental factors. Archives o f Physical Medicine and 

Rehabilitation, Nov;90(11 Suppl):S22-35

Wingate, L., 1989. Rehabilitation of the mastectomy patient: a randomized, 

blind, prospective study. Archives o f Physical Medicine and 

Rehabilitation, 70, 21.

World Confederation for Physical Therapy., 2011. Policy Statement: 

Description of Physical therapy.World Confederation for Physical 

Therapy (ed.) London, 1-12.

World Health Organisation , 2001. International Classification of

Functioning, Disability and Health: ICF Geneva: World Health 

Organisation.



Xie, F., Lo, N.N., Lee, HP., Cieza, A. & Li, S.C., 2008. Validation of the 

International Classification of Functioning, Disability, and Health (ICF) 

Brief Core Set for osteoarthritis. Scandinavian Journal of 

Rheumatology, 37, 450-461.

Xie, F., Lo, N.N., Lee, H.P., Cieza, A. & Li, S.C., 2007. Validation of the 

Comprehensive ICF Core Set for Osteoarthritis (OA) in patients with 

knee OA; a Singaporean perspective. Journalof Rheumatology, 34, 

2301-7.

Yang, E.J., Kim, B.R., Shin, H.l. & Lim, J.Y., 2012. Use of the international 

classification of functioning, disability and health as a functional 

assessment tool for breast cancer survivors. Journal o f Breast 

Cancer, 15, 43-50.

Yarnell, J. (ed.) (2007) Epidemiology and Prevention: a systems based 

approach: Oxford University Press.

Yen, T.H., Liou, T.H., Chang, K.H., Wu, N.N., Chou, L.C. & Chen, H.C., 

2014. Systematic review of ICF core set from 2001 to 2012. Disability 

and Rehabilitation, 36,3, 177-84

Yoo, W., Namkoong, K., Choi, M., Shah, D.V., Tsang, S., Hong, Y., Aguilar, 

M. & Gustafson, D.H., 2014. Giving and Receiving Emotional Support 

Online: Communication Competence as a Moderator of Psychosocial 

Benefits for Women with Breast Cancer. Computers and Human 

Behaviour, 30, 13-22.

Yoo, H.J., Ahn, S.H., Eremenco, S., Kim, H., Kim, W.K., Kim, S.B. & Han, 

O S., 2005. Korean translation and validation of the functional 

assessment of cancer therapy-breast (FACT-B) scale version 4. 

Quality o f Life Research, 14, 1627-32.

Youngblood, M., Williams, P.D., Eyies, H., Waring, J. & Runyon, S., 1994. A 

comparison of two methods of assessing cancer therapy-related 

symptoms. Cancer Nursing, 17, 37-44.

Zucca, A.C., Boyes, A.W., Linden, W. & Girgis, A., 2012. All's well that ends 

well? Quality of life and physical symptom clusters in long-term 

cancer survivors across cancer types. Journal o f Pain and Symptom 

Managemant, 43, 720-31.



* ■ f  -  i sku •.

it-f



Appendix i Published systematic review

329





h 'm  A r t ic le

From the TrinUy College Dublin. 
Dublin, IreUmd.

Address coirespondence to 
Dr. Marese A. Cooney. MA. MEd. 
Discipline o f Physiotberalyy. School 
o f Medicine, Trinity Centre for 
Health Sciences, St. James 's Hospital. 
James's Street Dublin. 8, Dublin, 
Ireland. E-mail: mcooney®tcd ie

Received January 20, 2010,
Revised September 2, 2010; 
Accepted September 2. 2010.

I524-9042/$.i6.00 
© 201 ̂  by the American Society for  
Pain Management Nursing 
htlp://dx. do i.org/l 0.1016/ 
fpm n.20l0.09.002

Current Knowledge of 
Pain After Breast Cancer 
Treatment: A Systematic 
Review

■ ■ ■ M a rese  A. Cooney, MA, MEd, 
E liza b e th  CuUeton-Quinti, MA. MEd.

a n d  E m m a S tokes, PhD

flBSiBoa:
Pain a n d  fu n c tio n al co m p ro m ise  a re  re p o rte d  as effec ts th a t can  be 
ex p ec ted  a fte r b reas t c an c e r trea tm e n t. T he re p o rte d  p rev a len ce  o f 
p a in  a fte r  b reas t c an c e r trea tm e n t v a ries  w idely , ra n g in g  fro m  13%
(n  74) to  93% (n  - 590). To da te , p a in  a fte r  b re a s t c a n c e r  trea tm e n t 
has n o t b een  th e  focus o f  a sy s tem atic  review . T he a im  o f  th is  s tu d y  w as 
to  p re se n t w h a t is k n o w n  ab o u t th e  p rev a len ce , lo ca tio n , in tensity , 
n a tu re , a n d  tem p o ra l facto rs o f  th e  p a in  e x p e rie n c e d  by p a tie n ts  a fte r 
b re as t c an c e r trea tm e n t. S earches o f  th e  P ubm ed , E m base, Scopus, 
Amed, a n d  C inhal d a tab ases id en tified  69 artic les  o n  th e  to p ic . S tudies 
w ere  m eth o d o lo g ically  assessed  by tw o  in d e p e n d e n t rev iew ers using  
a ch eck lis t o f  18 c rite ria . Tw enty-six  o f  th e  a rtic le s  w e re  id en tified  as 
m ee tin g  in c lu sio n  c rite ria . F ind ings re la te d  to re se a rc h  co n d u c ted  on  
15 p a tie n t c o h o rts . Pain  is c o n firm ed  as a p re v a len t trea tm e n t-re la ted  
sy m p to m  e x p e rien c e d  by 13%-51% o f  w o m en  in  sev era l d iffe re n t 
an a to m ic  loca tions. T he o n se t is v a riab le , ra n g in g  fro m  im m ed ia te  to 
24 m o n th s , h ig h lig h tin g  th e  n e ed  to  a ssess fo r p a in  at ev ery  ev a luation  
in te rval. Little is k n o w n  ab o u t th e  n a tu re  o f  th e  p a in , b u t d e sc rip to rs  
u sed  ( ten d e rn ess , so re n e s s )  suggest th a t  th e  type  o f  p a in  m ay no t be 
c o n fin e d  to  n e u ro p a th ic  p a in . R ep o rted  average  n u m eric  in ten sity  is 
low, b u t n o  study  m ea su re d  th e  im pact o f  p a in  o n  fu n c tio n . In c idence  
o f  p o s ttrea tm e n t p a in  h as yet to  b e  e s tab lish ed . F u rth e r  e x p lo ra tio n  o f  
th e  n a tu re , tem p o ra l facto rs, a n d  im p ac t th a t th e  p a in  e x p e rien c e d  
a fte r trea tm e n t has o n  fu n c tio n , activ ity , a n d  p a r tic ip a tio n  is n eed ed  to 
gu ide in te rv en tio n  a n d  test its efficacy.
© 2013 by  th e  A m erican  Society fo r  P a in  M an ag em en t N ursing

Survival rates for malignant breast carcinom a have dram atically im proved and are 
now  repo rted  to be approach ing  90% in the  United States (Burckhardt & .Jones. 
200S). Im provem ents in survival are attribu ted  to earlier detec tion  w ith  mam
m ography screening and im provem ents in adjuvant therapy. W ith survivors of 
breast cancer living for a considerable lim e after diagnosis, it is fitting that quality 
o f survivorship is now  beginning to receive atten tion . C ancer survivors are at

Pain M anagem ent Nursing. Vol 14, No 2 CKnicX 2013: pp  110123
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risk for a w id e  range o f  ph ysical adverse e ffec ts  after 
their primary treatm ent. A dverse effects  o f  system ic  ad
juvant treatm ent on  physical health  status have b een  
sh o w n  to persist and w o rsen  w h en  evaluated  5-10  
years after d iagnosis ((ia n z  e t al., 2002 ). Pain and func
tional com p rom ise are rep orted  as som e o f  th e treat
m ent after e ffects  that can  h e  ex p e c te d  (C heville  & 
T ch ou , 2007). T he rep orted  preva lence o f  pain after  
breast cancer treatm ent varies w idely, ranging from  
13% (n  — 7 4 ) (Dijkstra, Rietm an, & CJeertzen, 2 0 0 7 )  
to  93% (n - 5 9 0 ) (F ehlauer e t al., 2003 ). A lthough  
m any studies have in c lu d ed  pain as an ou tco n ie  o f  in
terest after breast can cer  treatm ent, o u tco m e  m ea
sures used, pop ulation s stud ied , and d efin ition s and 
asp ects  o f  pain m easured have varied w idely. Few  stud
ies focus on  m ore than o n e  or tw o  asp ects o f  th e pain  
ex p erien ced , and so m e stu d ies con fin e their focus to  
pain in th e breast, ignoring scar pain and shou ld er or  
arm pain. To date, pain after breast can cer  treatm ent 
has not b een  th e focu sed  subject o f  interest o f  any sys
tem atic review .

I'herefore, the aim o f  th e present system atic review  
w as to  exam ine the literature to  date on the pain exp eri
en ced  after breast cancer treatm ent, fh e  objectives w ere  
to  describe the characteristics o f  the pain exp erien ced  in 
term s o f  reported prevalence, location, nature, intensity', 
tem poral factors, aggravating and alleviating fact()rs, 
characteristics, im pact on th e patient, and the im plica
tions for patient m anagem ent.

METHODS
Iden tification  an d  S e lec tio n  of th e  L iteratu re
O nline searches w ere  co n d u cted  on  th e Pubm ed  
(1 9 5 0 s  to  June 20 0 8 ), lim base (1974  to June 2008), 
Scopu s ( I 9 6 0  to June 2 0 0 8 ), Anied (1 9 8 5  to June  
20 0 8 ), and Cinahl (1 9 8 2  to June 2 0 0 8 ) databases. 
The Pedro database and C^ochrane register o f sy stem 
atic rev iew s w ere  also searched. T he databases w ere  
searched using a com b in ation  o f  the fo llow in g  key
w ord s and MESH term s that w e re  generated  w ith  th e  
h elp  o f  a m edical librarian: “post-operative pain AND  
m astectom y OR breast neoplasm," ‘Pain, postop era
tiv e ’ [Mesh] AND "M astectom y [M eshl OR Breast/neo- 
p la sm /|M esh | surgery" OR m orbidity |M esh | AND  
■post m astectom y" AND "Pain, postoperative," "post
operative pain" AND "m orbidity' AND "mastectoniy"  
OR "breast cancer." Hand searches w ere  con d u cted  
o n  th e  b ib liographies o f identified  articles to  ch eck  
for relevant stu d ies not identified  by th e search strat
egy. T he search term s y ie lded  1,551 titles that inclu ded  
o n e  o f  th e  search term s, and o n e  review er (M .C.) read 
th e  titles and elim inated  irrelevant studies. Articles 
w e re  elim in ated  if th e titles clearly identified  that the

con ten t did not relate to  post treatm ent sym ptom s. 
The abstracts o f  th e rem aining stud ies (n — 2 2 7 )  
w ere read by th e sam e review er to d eterm ine if pain  
w as m easured and results reported . T he related articles  
links w ere  scan n ed  for any relevant articles not identi 
fied by th e search term s. N ine further studies su itab le  
for inclusion  w ere  identified. T he p rocess  y ie ld ed  
69  articles for p ossib le  inclu sion  (Fig. 1)

Inclusion C riteria
Articles w ere  inclu ded  if they  w ere  stud ies on  hum an  
subjects that p resen ted  ep id em io log ic  data on  pain  
after non m etastatic  primar)- breast can cer  treatm ent. 
Only stud ies p u b lish ed  in peer-review ed  journals, in 
English, and w ith  a coh ort d escrib ed  as p rosp ective  
w ere included. P rosp ective studies are m ore reliable  
in determ ining w h e th er  the variable o f  interest is 
related to the even t. T he inform ation on pain co u ld  
be reported separately or as a su b set o f  a larger 
instrum ent.

Exclusion C riteria
Studies that did not have pain as an o u tco m e m easure, let 
ters/com m en ts, or case studies, descriptive articles on  
postm astectom y pain syndrom e, and articles detailing  
m anagem ent, treatm ent strategies, or treatm ent te c h 
niques for posttiieatm ent pain w ere excluded . Articles 
published in a language other than English and studies  
that included participants w ith diagnoses o f  m etastases  
or recurrence o f  can cer  w ere also excluded .

M ethodolog ic  Quality
In this system atic review , an 18-item ch eck list co n c er n 
ing m eth od o log ic  a sp ects  o f  stud ies w as used to  rate 
th e studies (A p p en d ix  A). All o f  the item s in th e c h e ck 
list have b een  used  in previous studies. Originally used  
by Borgouts, Koes, and B o u ter (1 9 9 8 ) and lludak, Oole, 
anti Frank (1 9 9 8 ), th e  list has sin ce  b een  m odified  and 
used by Scholten-P eeters et al (200.^). Kuijpers, van 
der W indt, van tier lleijtlen , anti B outer (2 0 0 4 ) and  
McLean (2 0 0 7 ) incorporated  m odifications for a ssess
ing validity as d escrib ed  by Altman (2 0 0 1 ). T he item s 
can be scored  as positive  ( - I - ) ,  negative ( - ) ,  or unclear  
(?). A positive  score  is awarded if there is sufficient in
formation and a positive  assessm ent o f  an item  A n eg 
ative score is aw arded if there is su fficien t inft)rmation 
but potentia l to  bias d u e to  inadequate design  or c o n 
duct. Finally, a score  o f  im clear is aw arded if there is in
sufficient or no  inform ation given. In line w ith  authors 
o f  earlier system atic review s, w e  con sid ered  a study to 
b e o f g ood  quality if it scored  positive  for £50%  o f  the  
criteria (B orgouts et al., 1998: Kuijpers e t al., 2004: 
■Mclx^an, Klaber-.Moffett, Maclie Sharp, & (iardiner, 
2007: Scholten-Peeters e t al.. 2003 ).
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PubMed 
833 titles 
identified

selected

CINAHL 
126 titles 
identified

63
selected

EMBASE  
300 titles 
identified

selected

AMED  
190 titles 
identified

selected

SCO PU S  
128 titles 
identified

47
selected

151 reviewed 
82 rejected 

69 articles identified to be read 
and checked against inclusion

227 articles identified from 
titles.

76 duplicates 
= 151 articles

R ejec ls-no l Engl (6),le tters to ed.(2), technical aspects (6), descrip live 
artic les (8), m anagem ent strategies (17). analgesic reg im es (7),case 

s tudy (3). effectiveness o f tx.(6), factors assoc, w ith lym phodem a (5), 
anxiety and pain (6), pain not m easured (16)

Total number of articles identified by search strategies 
= 1,577

Outcome =
26 articles identified for inclusion

F ig u re  1 . ■ Search strategy stages 1 and 2  o f  the systematic review.

Assessment Procedure
Tw o authors (M.C. and E.C.Q.) review ed each fu ll 
text artic le to  a ttem pt to lim it bias, m in im ize errors, 
and im prove re liab ility  o f assessment procedure 
(H igg ins &  (ireen. 2008). Reviewers independently 
assessed tlie  quality o f the studies. Each study was 
given an overall score based on the num ber o f posi
tive ly  rated crite ria  (m axim um  score 18). A th ird  
rev iew er was iden tified fo r use in cases where dis
agreement persisted.

Before the assessment o f the studies, a p ilo t 
study was conducted using a sample o f papers to 
ensure that the appraisal crite ria  cou ld  be applied 
consistently. Higgins & (ireen (2008) suggests that

a sample o f three to  six papers spanning low  to 
high risk o f bias be used fo r th is puq^ose. Four a rti
cles w ere used to  p ilo t the quality-ra ting process. As
sessors independen tly  scored the articles and then 
met to  discuss results. P ilo ting h igh lighted d iffe r
ences in in te rp re ta tion  o f several items, and the c r i
teria were amended to  clarify’ what constituted 
a positive score. Am endm ents are in italics in 
A ppendix A.

Paper data co llec tio n  forms w ere used to  facilitate 
discussing disagreements and correcting  errors. Stud
ies were rated b lind ly  using the forms designed for 
the purpose. The tw o  assessors then met and pre
sented the scoring on a study by study basis.
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T able  1 .

Quality R ating of S tu d ie s

a b c d e f 9 h i i k 1 m n o p q r Total

Arndt et al.,2006 1 1 1 1 0 1 1 1 1 1 1 1 1 1 1 1 1 1 17
Dijkstr et al., 2007 1 1 1 1 1 1 1 1 1 1 1 1 1 1 1 1 1 0 17
Rietman et al., 2004 1 1 1 1 1 1 1 1 1 1 1 1 0 1 1 1 1 1 17
Tasmuth & Kalso, 1996 1 1 1 1 1 1 1 1 1 1 1 1 1 1 1 1 1 0 17
Katz et al., 2005 1 1 1 ? 1 ? 1 1 1 1 1 1 1 1 1 1 1 1 16
Peintinger e t al., 2003 1 0 1 1 1 1 1 1 1 1 1 1 1 1 1 1 1 0 16
Shimozuma et al., 1999 1 1 1 ? 0 1 1 1 1 1 1 1 1 1 1 1 1 1 16
Tasmuth et al., 1996 1 1 1 1 7 1 1 1 1 1 1 1 1 1 1 1 1 0 16
Lash & Silliman, 2000 1 1 1 1 0 1 1 1 1 1 0 0 1 1 1 1 1 1 15
Maunsell et al., 1993 1 1 1 1 0 1 1 1 1 0 0 0 1 1 1 1 1 1 14
Rietman et al., 2006 1 1 0 1 1 1 1 1 1 0 1 0 0 1 1 1 1 1 14
Tengrup et al., 2000 1 1 1 1 1 1 1 1 1 1 1 0 0 1 1 0 0 1 14
Baron et al., 2007 1 1 1 7 7 1 0 1 1 7 1 1 0 1 1 1 1 1 13
Reitman et al., 2003 1 1 1 1 1 0 1 1 1 0 1 0 0 1 1 1 0 1 13
Swenson et al., 2002 1 1 1 1 0 1 1 0 1 1 0 0 0 1 1 1 1 1 13
Baron et al., 2004 1 1 1 7 7 1 0 7 1 7 1 1 0 1 1 1 1 1 12
Gosselink et al., 2003 1 0 1 1 1 0 1 1 1 1 1 0 0 1 1 1 0 0 12
Poleshuck et al., 2006 1 1 0 7 7 0 1 7 1 1 1 1 1 1 1 1 1 0 12
Schrenk et al., 2000 1 1 1 7 7 0 1 1 1 1 1 1 0 1 1 1 7 0 12
Baron et al., 2002 1 1 1 1 1 0 1 0 0 0 1 1 0 1 1 1 0 1 12
Kroner et al., 1989 1 1 1 7 7 1 1 1 1 1 0 0 0 1 1 1 0 1 11
Langer et al., 2007 1 1 1 7 0 0 1 1 1 1 0 0 0 1 1 1 7 1 11
Kroner et al., 1992 1 1 1 1 1 1 0 1 1 0 0 0 0 1 0 1 0 0 10
Baron et al,, 2000 1 1 1 0 0 0 1 7 1 0 0 0 0 1 1 1 0 1 9
Langer et al., 2005 1 ? 1 7 0 1 1 1 1 7 0 0 0 1 0 1 0 0 8
Roth et al., 2007 0 1 0 0 0 1 0 0 1 0 1 0 0 1 1 1 7 1 8

1 =  positive; 0 =  negative .

RESULTS AND ANALYSIS
Sixty-one p e rc e n t  o f  a rtic le s  w e re  re je c te d  b e ca u se  
th ey  w e re  re tro s p e c t iv e  s tu d ie s . R e tro sp e c tiv e  s tu d ie s  
are  u n su ita b le  to  e s tab lish  in c id e n c e  a n d  less re liab le  
th a n  p ro s p e c tiv e  s tu d ie s  in  e s ta b lish in g  p re v a le n ce . 
T w en ty -s ix  a rtic le s  w e re  id e n tified  an d  ra te d , an d  24 
o f th e s e  w e re  in c lu d e d  in th e  review . In d e p e n d e n t 
sc o r in g  w as  in a g re em en t fo r 92% o f  4 6 8  item s ra ted . 
A reas o f  a g re em en t a n d  d isag re e m e n t w e re  re c o rd e d . 
D isag reem en ts  w 'ere  so le ly  re la te d  to  re ad in g  e rro rs . 
T h ese  d isag re e m e n ts  w e re  re so lv ed  th ro u g h  d iscu s 
sion . R eso lu tio n  o f  d is a g re e m e n t w as  o n  a c o n se n s u s  
basis. T h e re  w as  n o  n e e d  to  u se  th e  th ird  rev iew er.

Quality o f P u b lish ed  R e se a rc h
S even ty -n ine  p e rc e n t o f  th e  p a p e rs  ra te d  s c o re d  2 : 9 , 
w ith  s co re s  ra n g in g  from  8  to  17 (m e d ia n  14, o r  78% 
p o sitiv e ). T w o  a rtic le s  w e re  e x c lu d e d  b e c a u s e  th ey  
d id  n o t re a c h  th e  50% c u to ff  p o in t o f  th e  q u a lity  sco r
ing. R esu lts  o f  th e  q u a lity  a sse ssm e n t a re  p re s e n te d  in 
Table 1. C o h o r ts  a re  ra n k e d  by  th e ir  n ie th o d o lo g ic  
quality . H ig h e r s co re s  in d ic a te d  h ig h e r  n ie th o d o lo g ic  
quality .

M ost m e th o d o lo g ic  sh o rtc o m in g s  w e re  re la te d  to  
a lack o f s ta n d a rd ize d  a sse ssm e n t o f  p o te n tia l psyclio* 
logic p ro g n o s tic  fa c to rs  (88% ). lack  o f  in fo rm a tio n  on 
re s p o n d e rs  v e rsu s  n o n re s p o n d e r s  (83% ), n o  s ta n d a rd 
ized a sse ssm e n t o f  p a tie n t c h a rac te r is tic s  an d  p o te n tia l 
p ro g n o s tic  fa c to rs  (72% ), an d  re s p o n se  ra le s  <7S% , 
tre a tm e n t an d  ad ju v an t tre a tm e n ts  n o t d e sc rib e d , and  
n u m b e rs  o f  su b jec ts  < 1 0 0  in 55% o f s tu d ie s  ra ted  
(T able I).

S tu d ies Included
T w en ty -fo u r a rtic le s  w e re  id en tified  as su ita b le  fo r in
c lu sio n . T h e  24 a rtic le s  re la ted  to  15 c o h o r ts  o f  su b 
jec ts  th a t in v o lv ed  2 ,8 4 6  p a tie n ts  in to ta l. Som e 
p u b lic a tio n s  re la te d  to  th e  sam e  p o p u la tio n  a t d iffe ren t 
tim e fram es, a n d  o th e rs  p re s e n te d  d iffe ren t a sp e c ts  o f  
th e  p o p u la tio n s  stu d ied .

Main C h a rac te r is tic s
T h e  m ain  c h a ra c te r is tic s  o f  th e  s tu d y  p a r tic ip a n ts  arc 
o u tlin ed  in Table  2. T h e  m ean  ages va ried  from  54 to  
62 .7  years. S am ple  sizes varied  from  56  to  6 5 9 , 40% 
had  > 2 0 0  p a r tic ip a n ts , a n d  th e  m ajo rity  h a d  > 1 0 0 .
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T a b l e  2 .

Population Characteristics

Age (y), Mean or Median (Range) ± SD Characteristics

Arndt et a l„ 2006 58.2 Married, <10 years education
Baron et al., 2007 Sentinel lymph node biopsy, 59 (26-82) 

Axillary lymph node dissection, 53 (32-77)
Married , white, “ well educated”

Dijkstra et al., 2007 55.6 1 11.6 Not provided
Gosselink et al., 2003 56 + 12 Not provided
Langer et al., 2007 Sentinel lymph node biopsy, 58.6 (28-90) 12.8 

Axillary lymph node dissection, 57.7 
(28-88) ±  12.6

Married, white, and fewer 
with college education (48.6%)

Katz et al., 2005 58.2(27-81) ±  12.0 Not provided
Kroner et al., 1989 Median 54 Not provided
Lash & Silliman, 2000 Not provided 51 % married, most white, 

most >high school
Maunsell et al., 1993 Not provided Not provided
Peintinger et al., 2003 60.1 53.6% married, most only 

primary education (46%)
Schrenk et al., 2000 Sentinel lymph node biopsy, 62.7 (39-76) ±  10.4 

Axillary lymph node dissection, 58.9 
(33-77) ±  12.7

Not provided

Shimozuma et al., 1999 35.7% <50, 22.9% 50-59, 41.4% 260 Married, college educated, Caucasian
Swenson et al., 2002 57 (28-87), median 56 Most white (96%)
Tasnnuth et al. 1996 Modified radical mastectomy, median 59 (29-85) 

Breast-conserving surgery, median 57 (40-86)
Most married

Tengrup et al., 2000 59 (37-76) Not provided

Pollow-up tim e after incep tion  ranged from  1 m o n tii to 
S years. O nly eight studies provided sociodemographic 
in fo rm ation  on the partic ipants. The m ajority o f pa rtic 
ipants were married and w h ite , w ith  variable 
educational backgrounds. O nly one study reported 
a drop-out o r loss to  fo llow -up rate >20%, and this 
study had fo llow ed the ir subjects fo r 5 years.

Prevalence of Pain After Breast Cancer 
Treatm ent
Prevalence nites o f  pain after breast cancer treatm ent 
are reported  fo r all 15 patient cohorts in  20 published 
articles and varied widely. No study e xp lic itly  defined 
w hat was meant by pain. W hen reported fo r cohorts 
as a w ho le  group, the prevalence reported ranged 
from  13% to  51% (Table 3). The varia tion may be ac
counted fo r by the fo llow ing; a num ber o f studies con
fined th e ir data gathering to  a specific anatom ic 
location, e.g., axilla /arm  on ly  (Peintinger, Reitsamer. 
Stranzl. & Ralph, 2003), o th e r studies included pain 
arising from  several areas, such as shou lder arm, or 
chest w a ll (Swenson et al.. 2002), and some re
searchers con fined the ir interest to a specific type o f 
pain, such as phantom  pain (D ijkstra et al., 2007; 
Kroner. Krebs, Skov, &  Jorgensen, 1989). In addition, 
methods used to  measure o r describe pain, inc lud ing  
the types o f measurement instrum ents and methods

o f adm inistra tion, varied as d id  the type o f prevalence 
measured, i.e., po in t, period, o r cum ulative (i.e., how 
many had ever experienced pain after breast cancer 
treatm ent). The type o f  prevalence was not always dis- 
cernable from  the articles. Authors were contacted and 
several reported the w o rd ing  o f the question used to  
discern pain presence. In all but one study, ax illa ry  dis
section (ANLD) resulted in considerably h igher pain 
prevalence than sentinel node biopsy (SLNB). Baron, 
Fey, Borgen, Stempl, Hardick, and Van Zee (2007) re
ported that at the 5-year fo llow -up assessment, the 
SLNB group had slightly  h igher prevalence o f pain, 
but th is was not significant.

The studies that focused on phantom  breast pain 
and phantom  breast sensations reported smaller ranges 
in prevalence rates: from  13% to  23%- The findings o f 
Tengrup. Tennvall-N ittby. C'hristiansson. and b iu r in  
(2()00), w h o  reported a po in t prevalence o f 31% and 
a cum ulative prevalence o f 65%, clearly demonstrate 
the im portance o f  iden tify ing  the type o f prevalence 
determ ined.

Incep tion  tim e varied betw'een studies, w ith  gen
eral preoperative assessment being reported in eight 
(53%) o f the 15 cohorts  (A rnd t Stegmaier, Ziegler, & 
Brenner, 2006; D ijkstra c l al., 2007; Katz et al., 2005; 
U inger et al., 2007; Peintinger et al.. 2003; Schrenk. 
Rieger, Shamiyeh, &  Wayand. 2000; Tasmutli, von
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Sm itten, & Kalso, 1996, Tengrup el al., 2()()0). Only 
four o f the  15 cohorts w ere  repo rted  to include a pre- 
operative assessm ent o f pain. Dijkstra, RIetman, and 
(iee rtzen  (2007) assessed pain in the w eek before sur
gery as part o f th e ir  preoperative evaluation bu t did not 
p resen t those findings. Schrenk et al. (2()00) stated that 
none of the  patien ts had pain before surgery but did 
not relate how  or w h e th e r  patien ts w ere  assessed for 
pain. Peintinger et al. (2003) repo rted  preoperative 
E uropean Organisation for Research and Treatm ent 
o f C ancer QLQ-(>30 m ean pain scores o f 14.1 (ANLD) 
and 18.7 (SLNB) (n -  56) and Tasnuith et al. (1996) re
p o rted  that 30% o f th e ir  patien ts experien ced  breast 
pain for an avenige o f 2 m onths before surgery and 
that ~10%  had pain in th e  ipsilateral arm  for an average 
o f 5 m onths before surgery (n — 93)- Tasm uth et al. 
(1996) claim ed to report the incidence of pain, but 
to establish incidence the  population  m ust be initially 
free o f the  ou tcom e of in terest, i.e.. pain. It is unclear 
w h e th e r it is in fact incidence o r p revalence that was 
repo rted , because it w as not stated that those w ith p re
operative pain w ere excluded from the calculations.

O nset of Pain
Only th ree  studies investigated the onset o f pain, and 
they  focused on phan tom  pain, their findings suggest
ing that th e  experiences o f phantom  pain var>’ signifi
cantly, w ith  onsets nm ging from im m ediately to 24 
m onths after surgery. Katz et al. (2005) rep o rted  that 
phan tom  pain started  w ithin 1 m onth , but Arndt 
et al. (2006) found that it began im m ediately for 
som e w here  for o thers it began at 3 m onths, and one 
patient developed phan tom  pain at 1 year. Baron, 
Fey, Borgen, and van Zee (2004) also repo rted  som e pa
tien ts w ith  onsets at 3, 6, 12, o r even 24 m onths. Baron 
et al. (2004) found that overall the levels of severity and 
distress w ere  low and that the  phan tom  sensation can 
com e and go. They also noted  that a lthough the  p er
cen tage w ith  phan tom  pain rem ained m ore o r  less 
the  sam e at different tim es after surgery, it w as not 
always the  sam e patients w ho  rep o rted  its p resence.

Location
The anatom ic location o f pain experienced  after breast 
can ce r treatm ent has not been a focus o f  in terest o f  any 
p rospective  study. Several au thors gathered  inform a
tion on different locations in w'hich pain  w as experi
enced  bu t failed to repo rt the  results (h m g er et al., 
2007; Peintinger et al.. 2003; Sw enson el al., 2002). 
Peintinger (2003) used the  Mc(iill Pain Q uestionnaire, 
w h ich  w ould  have cap tu red  this inform ation, bu t the 
focus o f that study was pain in the  arm /axilla, b inger 
et al. (2007) repo rted  results only for the shou lder/ 
arm  region. O th er au thors confm ed their  in terest to

specific body areas o r  types of pain, such as arm  
pain ((iosselink e t al., 2003; Maunsell, Brisson, & 
D eschenes. 1993), breast and  arm pain (Arndt e t al.. 
2006; Tasm uth et al., 1996), pain in the  axilla (I-ash & 
Silliman, 2(M)0), and phan tom  breast sensations and 
pain (Baron et al.. 2007; Dijkstra et al., 2007; Katz 
et al., 2005). T he reasons for focusing on pain in 
specific body regions w ere not p resen ted .

Patients found it particularly difficult to locate o r  
m ap the  area in w hich  they  experien ced  phan tom  
pain o r phan tom  sensations (Baron et al., 2004, 
Uinger et al., 2007).

Intensity of Experienced Pain
Six studies w ere  found that m easured  the intensity  o f 
the  pain ex p erienced , th ree  o f  w hich  had < 1 0 0  sub 
jects (Table 3) W ith figures available for five cohorts, 
the  m ean pain intensities rep o rted  w ere  num erically 
low, ranging from 0.68 cm for a g roup  w ho  had sen ti
nel node biopsy (Pein tinger e t al.. 2003) to 3 59 cm 
for patients w ho  had undergone axillary node d issec
tion (Shim o/um a, (?anz. Petersen. & Hirji, 1999). The 
authors used the  visual analog scale (VAS) w ith the 
same anchors o f ‘no  pain* and ‘w orst pain imaginable.’ 
Botli Peintinger et al. (2003) and Schrenk et al. (2()00) 
reported  statistically h igher pain levels for those w'ho 
underw ent axillary dissection  (J) < .03; p  < .0001; re
spectively). 'Fasmuth et al. (1996b) repo rted  similar 
levels o f pain intensity  before surgery (2.2 cm  [range 
0 .6 -6 .9 cm ))an d  1 year after surgery (2 .6  cm  (range 1.8-
4.5 cm l in the  m astectom y group, 2.4 cm  (range 0.7-
5.5 cm] in the  resection  group). Tengrup et al. 
(2000) rep o rted  that o f  th o se  w ith  pain, 25% had 
m oderate-severe pain. Shimozuma e t al (1999) found 
that m ost patien ts w ith  pain  repo rted  it to be mild 
(27.3% of SI.NB, 35.9% of ALND) but that there  w ere 
patients for w hom  th e  pain w as m oderate-severe or 
very severe (1.4% of SLNB, 10.9% o f ALND).

Inform ation about pain intensity  after breast can 
cer trea tm en t is based on relatively few' patien ts (n =  
629), and the  m ean intensity  o f the  pain repo rted  
seem s to be  reasonably low on  the  VAS, w ith m ost fig
ures falling into w hat is generally classified as the  mild 
pain category (< 3  cm). A lthough the  m easurem ent 
tools and anchors used to m easure pain are know n, 
it is not know n w hat pain intensity  w as recorded, 
w h e th er p resen t pain, w orst pain, o r pain associated 
with function.

Nature of the Pain Experienced
Words used to  describe pain may give an indication as 
to the causative factor o r tissue involved in noci(K'ep- 
tion. Only tw o  studies provided inform ation on the 
w ords used to describe pain experienced . Baron



T able  3 .

Prevalence and Intensity of Pain After Treatment

First
Measurement Time After

n Inception of Pain Follow Up Prevalence SNLB ANLD Intensity Measure(s) Surgery

Arndt et al.. 314 preop 1 y 1 y 30% pain in past NR NR NR QLQ-G30 i y
2006 wk
(Germany)

Baron et al.. 187 postop. 3-15 d 3, 6, 24, Pain since last 16% 15% NR BSAS 5 y
2007 (USA) 3-15 d 60 mo visit

Baron et al.. 312 postop. 3-15 d 3, 6, 12, Pain since last 19% 22% NR BSAS 2 y
2004 3-15 d 24 mo visit

Baron et al.. 283 postop. 3-15 d 3, 6 mo Pain since last 27% 30% NR BSAS 6 mo
2002 3-15 d visit

Baron et a l„ 132 Not stated first postop visit 1 mo 45% pain NR NR NR BSAS 1 mo
2000

Dijkstra et al.. 74 preop preop 6w k, 6, 12, PB pain 13% NR NR NR VAS 6 wk, 6 mo.
2007 24 mo 1 y , 2 y
(Netherlands)

Gosselink et al.. 76 4 days 4 d postop 3 wk, 3 mo Cord-like NR NR 2.6 VAS 3 mo
2003 postop swelling.
(Belgium) pain 34% on 

movement
Katz et al., 2005 109 preop, 2 d postop 10, 30 d 16% worst pain NR NR NR NRS 1 mo

(USA) 6.4 ±  8.9 d (in past week), 
>5 at 30 d

Poleshuck et al.. preop, 2 d postop 10, 30 d, 48.4% breast or NR NR NR 3 mo
2006 (USA) 6.4 ±  8.9 d 3 mo surgery- 

related pain in 
past week

Kroner et al., 120 3 weeks 3 wk postop 1 y PBP 13.3%, & NR NR NR interview 3 wk,1 y
1989 postop 12.7%.
(Denmark) scar pain 

22.7%, point
Kroner et al.. 17.4% PBP, NR NR NR interview 6 y

1992 scar pain 
30.9%

Langer et al.. 659 preop Day 3 postop or every 3 mo point 8.1% 21% NR pain 31 mo SL,
2007 before for 31 mo shoulder/ shoulder/ present 29.5 mo AL
(Switzerland) discharge if 

earlier
arm arm or not

Lash & Silliman, 303 postop. postop, 136 623 d (range 37% numb/pain 7% axilla 40% axilla NR average 163 d
2000 (USA) 136 (range 

66-293)
days (range 
66-293)

473-1092)

1
16 

Cooney 
et 

al.



Maunsell et al.. 223 postop. postop, 3 mo 18 mo 55% 3 mo. NR
1993 3 mo 51% 18 mo
(Canada)

Peintinger et al., 56 preop preop 1 wk. Pain in past 18.80%
2003 (Austria) 9-12 mo week,

arm/axillary
only

Rietman et al.. 204 preop preop 6 wk NR NR
2003

Rietman et al.. 189 preop preop 1 y NR NR
2004

Rietman et al., 181 preop preop 2 y Figures for 0.6 ±  17.5
2006 SLNB and 

ALND 
represent 
mean change 
at 2 y

Schrenk et al.. 70 preop preop 15 mo SLNB, 5.70%
2000 (Austria) 17 mo 

ALND
Shimozuma 227 postop. postop, 1 mo 1, 4, 7, 13 mo 25.9% MRM,

et al., 1999 1 mo 30.4% BCT
(USA)

Swenson et al.. 225 postop 1 mo 6, 13 mo Previous mo 28.70%
2002 (USA) pain

in breast, 
chest/arm

Tasmuth et al.. 93 preop. preop, 1 d 1,6 , 12 mo Pre-op 9.6%, NR
1996 1 d 17% at 1 y

Tasmuth et a!.. 93 preop. preop, 1 d 6,12  mo 24% breast.
1996 1 d 17% arm. 

PBP 23%

Tengrup et al., 110 preop preop every y 65% NR
2000 for 5 y cumulative,
(Sweden) 31 % point

Significant differences connpared with preoperative and significant differences between the two types of surgery.

NR NR interview 3 mo, 18 mo

21.30% 1.3 (1.36) ALND, 
0.68 (1.63) SL;
p < .012

QLQ-C30 9-12 mo

NR

NR

8.7 ±  22.4

Preop 0.5 ± 1.2, VAS 
6 w k 1 .3 ± 1 .3  

Preop 0.4 ±1 .1 , VAS
1 y 0.8 ±  1.5

Preop 0.4 ±  1.1, QLQ-C30 
mean change Br23 
at
2 y 0.3 ±  1.7

6 wk

i y

2 y

45.70%

46.80%

1.0 SLNB, 1.5 
ALND;
p <.0001

35.9 mm ALND,
27.3 mm 
SLNB 

NR

VAS 15 mo SN, 
17 mo AL

interview 1 y

tool for 
study

12 mo

NR

*p < .05

NR

NR

Preop: 
breast 2.2, 
arm 1,2-1.8 
MRM: 
breast 2.6, 
arm 2.6 
Resection: 
breast 2.4, 
arm 2.2*

14% moderate,
11 % very 
severe

VAS
McGill

VAS
McGill

1 y 

1 y

VAS 5 y
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et al. (2007) identified 18 types o f sensations, the most 
prevalent o f w hich was repo rted  to  be tenderness. Five 
years later, 33% of SI.NK and 40% of ALND still ex p eri
enced  the  sensation. Twinges w ere  the  m ost prevalent 
sensation for the SI.NK group (34%, 31 % for ALND) but 
only 2% found them  distressing o r  severe. Patients in 
the ALND group reported  n im ibness as the  m ost prev
alent sensation (55%). O ther prevalent sensations w ere 
soreness, aching, and tightness.

A greater range o f sensations w as ex p erien ced  b>’ 
those  w ho had undergone axillary dissection. There 
w as no significant differcncc b etw een  SLNB and 
ALND groups at 5 years. The largest decrease  in sensa
tions occurred  b etw een  baseline and 3 m onths (Baron 
et a!., 2007). K roner et al. (1989) assigned their ow n 
classification system  of ex terocep tive  pain, w hich  
was described as knife-like, sticking, shooting, o r  prick
ing, and propriocep tive pain, w hich  w as described  as 
squeezing, throbbing, pressing, o r  crushing. Most o f 
the  population (75%; n — 16) described ex terocep tive  
type o f pain at baseline and 100% at one  year (n - 14).

There does not appear to  be any similarity b e 
tw een  the descrip tors used in e ither study. Some differ
ences may relate to language used, i.e., Danish versus 
English. Apart from num bness, the  absence of descrip 
to rs that may be associated w ith neu ropath ic  type of 
pain, such as burning, is noticeable. The relevance o f 
a study conducted  20 years ago may be challenged.

Temporal A spects of Pain Experienced 
Little inform ation has been gathered  regarding 
w h e th e r  the pain that is experien ced  is constan t o r  in
term itten t. K roner et al. (1989) found that 4.5% of pa
tients had constan t and 11.8% in te rm itten t phan tom  
breast pain. Dijkstra et al. (2()()7) also stud ied  phan tom  
breast pain and found that the  few w ho  had pain (3% at 
1 year; n 74) repo rted  it as in term itten t (few  times 
a year and few tim es a m onth).

Shimozunia et al. (1999) repo rted  that 25.9% of 
patien ts w ho  had undergone m odified radical m astec
tom y and 30.4% of those w ith  breast-conserving trea t
m ent had in term itten t o r mild pain at 1 year. It is 
difficult to  inteq^ret this inform ation, because it com 
bines intensity inform ation w ith frequency. It w ould 
ap p ear that m ost experience  in term itten t pain.

Aggravating and Alleviating Factors
Factors that aggravate tlie pain have been identified by 
th ree  studies (Baron et al., 2()00. K roner e t al., 1989. 
Tasm uth e t aL. 1996b). They have many item s in 
com m on, such as exercise, m ovem ent, rest, fatigue, 
em otional distress, w eather changes, and c lo thes o r 
prosthesis. Some have also been listed as factors that 
may alleviate pain, including exercise , rest, or

w earing a prosthesis. O ther factors that have been 
found to alleviate the  pain are heat and touch . 
K roner et al. (1989) and Baron et al. (2000) m en tioned  
that their groups found that m edication, changing 
position, and keeping the  arm  elevated helped.

Tasm uth et al. (1996b) assessed factors that aggra
vated pain experienced  before surgery and found that 
the  same factors w ere identified, such as sleeping on 
the  affected side, reaching out, carrying, feeling de
pressed, and changes in the  w ea th e r

DISCUSSION
The aim of this review was to establisli w liat is know n 
about pain that is experienced  by patien ts after breast 
cancer treatm ent. The majority o f the  studies (n 43; 
62%) relating to the  topic o f pain after breast cancer 
are retrospective studies. R etrospective studies are 
m ore frequently  enco iin tered  because it is a m ethod  
that enables large am ounts o f inform ation to  be  gath
ered in a short time span. However, this type o f m eth
odology relies on patient records o r patien t m em ory 
and as such is open to  error. If too long, the  time 
span used can exaggerate the  prevalence o f a condition  
and may also be affected by m ortality o f the  population  
and o th e r  loss to follow-up issues (Yarnell, 2007).

Prospective studies are the  best design for estab
lishing relationships b etw een  ou tcom e and o f in terest 
and exposure variables. The prim ary feature o f a p ro 
spective study is that the  ou tcom e has not occu rred  
at the tim e the  study is initiated, w hich  enables inves
tigators to  establish a causal relationship b etw een  ex
posure and outcom e o r to follow the natural 
developm ent o f a condition  over tim e (Rossignol, 
2007). All published articles relating to the  15 cohorts 
describe them selves as p rospective  cohorts, a lthough 
46.6% first assessed the  patien ts postoperatively o r  af
te r  the  event had occurred  (Baron e t al., 2007; Baron 
et al., 2(H)4; Fiaron et al., 2000; Gosselink et al., 200,3; 
Kroner, Knudsen. Liuidby, & livid, 1992; K roner 
et al., 1989; lash  & Silliman, 2()00; Maunsell e t al , 
1993; Shimozunia et al., 1999; Sw enson et al., 2002). 
Eight studies assessed patien ts before surgery and 
had opportun ity  to assess for pain at that tim e. Only 
four did so, and only tw o  rep o rted  the  results. Thus, 
only tw o  studies w ere in a position to repo rt on  the 
incidence of pain after surgery. T he value of 
incidence over prevalence is that it is a m ore 
accurate representation  o f the  rate at w hich  
som ething occurs and is a b e tte r  m easure if causality 
needs to be established (Yarnell, 2007).

T he tw o  studies, P ein tinger et al. (2003) and 
Tasm uth, Esterlanderb, and  Kalso (1996), though  
rep o rtin g  inform ation on p reopera tiv e  pain, do
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not seem  to  have excluded  p atien ts w ith  pain b e 
fore surgery from  subseq u en t evaluations. It is not 
clear, therefore, w 'hether th e  p atien ts w ith  p o sto p 
erative pain had pain tha t w as surgery  re lated  o r 
w h e th e r  it is w'as a con tin u a tio n  o f a p reopera tive  
sym ptom . It appears , therefo re , tha t th e  inc idence  
o f  pain after breast can ce r trea tm en t has no t yet 
been  established.

All o f the  15 cohorts have rep o rted  inform ation on 
pain prevalence. These studies suggest that pain is still 
a prevalent after-effect o f treatm ent and that patients 
undergoing axillary dissection have p o o rer ou tcom es 
than  patien ts w ith sentinel node biopsy; how ever, 
the  prevalence rates var>’ greatly. Two factors need to 
be considered  w hen  looking at prevalence rates. The 
first is the type of prevalence that is m easured  (w hich  
was not always stated in the  p resen t studies). The sec
ond  factor is the  question  o f  w ho  is in the  population . 
This relates to  the  question o f risk, w hich  may be 
affected by factors such as age, ethnicity, and so on. 
The repo rted  findings in these studies relate to  p re
dom inantly  w hite  and m arried females w ith a mix of 
educational background. T here appears to be no infor
mation on pain after breast cancer surgery for male 
patients. Future studies need to specify w hat type of 
prevalence is being m easured to  enable com parison 
o f  results

T he lim ing of w hen the pain starts seem s like 
a question  too obvious to ask, w ith the  expectation  
being that it starts w ith the  event, i e., surgery How
ever, Tasm uth e t al. (1996) and Peintinger et al. 
(2003) have show n that for some, piiin p redates sur
gery and for o thers it can begin at som e tim e distant 
from the  event. The findings o f Arndt e t al. (2006) 
and Haron e t al. (2007) dem onstrate  the  need to  eval
uate patien ts for pain at every follow-up m eeting to 
identify those w ith pain o f late onset. There is no in
form ation as to how  many of these patien ts have had 
treatm ent for the  pain experienced . T he questioning 
of patien ts about pain p resence after trea tm en t needs 
careful consideration  for future studies regarding 
w hat inform ation w e w ant to  gather and  for w hat 
reasons. It is noticeable in som e studies that low 
levels o f pain have been reported , but m uch h igher 
percen tages for tenderness and soreness. The defini
tion o f w hat constitu tes pain needs to be based on 
a universally acceptable  definition if results o f  any fu
tu re  studies are to be o f any value. No inform ation 
w as p rovided as to w hat in terventions, if any, w ere 
used  in these cohorts.

T he VAS and the num eric rating scale have been 
show n to  have good psychom etric p roperties , b u t to 
com pare  the  results both  the patien ts in the  studies 
and the readers o f the repo rts  need to  be provided

w ith  bo th  o f the  anchors used and inform ation on 
the  type of pain m easured, e.g., average, least, w orst 
pain at re,st, o r pain on m ovem ent. It appears that no 
study rep o rted  pain on m ovem ent, yet it is know n 
that som e o f  these patien ts are functionally challenged 
(Rietm an et al., 2006).

Pain experien ced  after breast cancer surger>' has 
frequently  been referred to as neuropath ic  pain 
caused by dam age to the  in tercostobrachial nerve. 
The m ost frequently  rep o rted  descrip tors are not 
term s usually associated w ith  pain o f neural origin, 
i.e., tenderness and soreness. Inform ation on the 
type o f pain experien ced  needs to be identified to  se
lect ap p ro p ria te  treatm ent. Pain of neural origin may 
need to  be trea ted  w ith  pharm acotherapy  o r  neural 
m odulation, and pain o f m usculoskeletal origin may 
respond  to physiotherapy.

T he term  “constant" may m ean pain that is p res
ent all day or pain that is there  every day, and “in term it
tent" may m ean pain that com es and goes throughout 
the day o r weekly. Peintinger et al.'s (2003) study is the 
only one to  guide us as to w hat data w ere gathered 
regarding the  tem poral aspects of pain experienced  
by patients.

S tudies dem o n stra te  that the  pain that is ex p e 
rienced  is ex p e rien ced  for a very long tim e period . 
Haron et al. (2007) sta ted  that th e  biggest reduction  
in p o sttrea tm en t sym ptom s occurs b e tw een  base
line and 3 m on ths, rem aining fairly con stan t th e re 
after.

O ngoing pain can have wide-ranging negative 
co n sequences on function and quality o f life. In addi 
tion, ongoing pain can negatively affect health. In a lon
gitudinal study conducted  over 8 years on a general 
popu lation  (n — 6.S69), Macfarlane et al. (2001) found 
a tw ofold increase in m ortality rate from cancer in pa
tients w ith  w idespread chron ic  pain. In a subsequent 
study, they  exp lored  the question  o f w h e th e r  the  p res
ence  o f pain in a population  w ho  have cancer alters 
s u n  ival, conclud ing  that in this population  also there 
w as a tw ofold  increase in mortality. The associations 
w ere particularly  strong for horm one-related cancer 
(breast and prosta te) (McBeth, Silman. & Macfarlane, 
2003).

Inform ation on w hat types o f  sensations patients 
can e x p ec t to experien ce  after surger>’ can be used 
in patient education  program s and may be useful in 
allaying patien t fears. Pain descrip to rs may inform 
trea tm ent cho ice  and evaluations o f intervention; 
m ore inform ation is needed  on  the nature o f the 
pain. The Mc(iill Pain Q uestionnaire has well know n 
psychom etric  p roperties and is translated into many 
different languages and seem s to be an ideal m eans 
to d e term ine  th e  nature o f the  pain.
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The im pact that pain con tinu ing  after treatm ent 
has on a p a tien t’s life has not been exp lo red  in term s 
o f how  it affects function, activities, and participation. 
Unless these factors are know n, there  can be  no clear 
basis for referral for in tervention  o r  assessm ent o f  its 
efficacy.

LIMITATIONS OF THE REVIEW

Articles that w ere  published  in any language o th e r  than 
I'jiglish w ere  excluded. A lthough every attem pt was 
m ade to identify' relevant articles by using several 
search term s and check ing  the related  article links 
and reference lists, it is possible that an article was 
missed. No study explicitly defined w hat w as m eant 
by pain, w hich limits the  ability to com pare  research 
findings.
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APPENDIX A 

Criteria for A ssessm ent OF M ethodologic 
Quality of the Selected Studies

a. l^aiicnts identified at a uniform p o in t/incfp tion  cohort
b. Description of source of population
c. Inclusion/exclusion criteria described
d. Response >7S%
e. Info responders vs. nonresponders
f  Followed for a sufficient period of lime, ^  12 months

g. D ropout/loss to follow-up <20%
h. info on com pleters vs. loss to folU>w-up 
i. Prospective data collection
j. Treatment type described and adjuvant treatm ents 

described
k. Standardized assessment o f relevant outcom e criteria 
I. Standardized assessment of patient characteristics 

and potential clinical prognostic factors 
m. Standardized assessment of potential psychosocial 

prognostic factor(s) 
n. Frequencies of most im portant nieasua*s
o. I'requencies of most im portant prognostic factors 
p. A ppropriate analysis techniques 
q. Prognostic model is presented 
r  Sufficient numbers: sample size positive if the num ber 

of Citses in the multivariate analysis was ten times the 
num ber of independent variables in the anal)sis (Alt
man 1991) or if there w ere > l(K) subjects in the study

Explanation of the Criteria

a. Positive if patients w ere identified at a imiform point 
(inception coht)rt), preopenitively, o r in the postop
erative/posttreatm ent phase h ts il i t’e i f  a ll pa tien ts  
are identijied a t un ifo rm  lim e postopera tii’ely.

b. Positive if described in w hat setting patients w ere re
cru ited  (i.e , general pnictice, hospital, breast clinic, 
from the general public).

c. Inclusion/exclusion criteria described Positive if cri
teria w ere generated for inclusion (such  a s diagnosis  
a n d  staging o f  the tu m o r  is provided ) a n d  reasons 
fo r  exclusion are  fiiren, such as m etastases, p rev i
ous cancer, bila teral cancer, etc.

R esponse

d. Positive if response nite was S75% . Positive i f  possi
ble inclusion n u m b er  is know n.

e. Positive if information was p resented  about patien t/ 
disease characteristics ()f responders vs. nonre
sponders o r if there was nt> selective response. Posi
tive if no loss to follow-up.

Follow-Up

f  Followed for a sufficient period of time, & 12 m onths. 
Positive if followed for ^  12 months.

g. D ropout/loss to follow-up <20%. Positive if total 
num ber of participants was S80%  on the last mo
ment o f follow-up com pared w ith the  num ber o f par
ticipants at baseline.

h. Info on com pleters vs. loss to follow-up. Positive if 
clinical/dem ographic information (patient/disease 
characteristics such as age and o th e r potential prog
nostic predictors).

i. Prospective data collection. Positive if prospective 
design was used. Also positive in case o f a historical 
cohort in w hich the  determ inants had been mea
sured before outcom e was determ ined

Treatm ent

j. Treatment type described and adjuvant treatm ents 
described. Positive if the treatm ent subsequent to  in
clusion in cohort is fully described o r standardized.

Outcome

k. Standardized assessment o f relevant outcom e crite
ria, Positive if standardized questionnaires o r objec
tive outcom e m easures w ere used for S I  o f the 
following for each follow-up measurem ent: pain, 
quality of life, functional status, genenil health. The 
dejinition o f  a  s tandard ized  m easure th a t was 
used was: 'a  p u b lished  m easurem en t tool designed  
fo r  a  specific purpose  in a g iven  p o p u la tion  ’ (Finch  
et al,. 2002).

Prognostic Factors

1. Standardized assessment of patient characteristics 
and potential clinical prognostic factors. Positive if 
standard questionnaires or objective m easurem ents 
w ere used at baseline for £ 2  of the following po ten 
tial prognostic factors: age, preoperative pain, his- 
tor)' of chm nic pain, functional/activity status, 
postoperative pain levels, o r m ore invasive surgery’, 

m. Standardized assessment of potential psychosocial 
prognostic factor(s). Positive if standardized ques
tionnaires o r objective m easurem ents w ere used 
at baseline of >1 of the following eight potential 
prognostic factors: depression, somatization, anxi
ety, distress, coping strategies, or psychologic 
work-related factors social support, psychologic de
mands, or job decision latitude.

Data Presentation

n. Frequencies of most im portant measures. Positive if 
frequenc) and percentage, mean and SI), or median 
and interquartile range (IQR) or confidence in te r\a l 
(('f) w ere reported  for the most important outcom e 
measures
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o. Frequencies of most im portant prognostic factors. 
Positive if frequency and percentage, mean and SD, 
or median and interquartile range (IQR) or confi
dence interval (<>0 w ere reported  for the most im
portant prognostic factors 

p. Appropriate analysis techniques. Positive if univari
ate crude estim ates w ere provided for the  association 
of a prognostic factor w ith an outcom e

q. Prognostic model is p resented . Positive if an a t
tem pt is m ade to determ ine a set of prognostic 
factors w ith  the  highest possible prognostic 
value.

r  Sufficient num bers in sample size Positive If the 
num ber of cases in the multivariate analysis was 
ten tim es the num ber of independent variables in 
the analysis (Altman, 2001).
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The International Classification of Functioning (ICF) Core Set for 
breast cancer from the perspective of women with the condition

Marese C ooney’, Rose Galvin^, Elizabeth Connolly^ & Emma Stokes’

'Discipline o f Physiotherapy, School o f Medicine, Trinity College Dublin, Dublin, Ireland, ^Department o f  General Practice, 
HRB Centre for Primary Care Research, Royal College o f Surgeons in Ireland, Dublin, Ireland, and  ̂ Department o f Breast Care, 
St. James's Hospital, Dublin, Ireland

Purpose: The ICF Core Set for breast cancer was generated by 

in ternational experts for w om en w ho have had surgery and 

radiation but it has not yet been validated. The objective of 

th e  study was to validate th e  ICF Core Set from the perspective 

o f w om en w ith breast cancer. Method: A qualitative focus 

group m ethodology was used. The sessions were transcribed 

verbatim . M eaning units w ere identified by tw o  independent 

researchers. The agreed list was subsequently linked to ICF 

categories by tw o  independent researchers according to  pre
defined linking rules. Data saturation determ ined the  number 

o f focus groups conducted. Q uality o f the data analyses was 

assured by m ultip le coding and peer review. Resu/ts; Thirty- 

four wom en partic ipated in seven focus groups. A tota l of 
1621 m eaning units w ere identified which w ere linked to  74 of 

th e  existing 80 Core Set categories. Additional ICF categories 

not currently included in th e  Core Set w ere identified by the 

w om en. Conclusion: The valid ity o f the  Core Set was largely 

supported. However, some categories currently not covered by 

th e  ICF Core Set for Breast Cancer will need to  be considered for 

inclusion if the  Core Set is to  reflect all w om en w ho have had 

treatm en t for breast cancer

K e yw o rd s ; Breast cancer, ICF, Core Set validation, focus group 

Introduction

In the United States, survival for non-invasive breast car
cinoma is approaching 90% [1|, Survival rates vary from 
country to country, but the evidence suggests that there is a 
growing population o f women who have had treatment for 
breast cancer. Knowledge o f the health issues facing these 
women has not kept pace w ith the advances in treatment 
[2], 'niere is poor insight into the impact that treatment has 
on function, activity or participation. There appears to be a

Rc^biUtation''\^

• Breast cancer ahers body function, structure, activities 
and participation and environmental factors

• Women reported difficulties in being able to absorb 
and retain verbal information following treatment

• Information given to the women should be available 
in more than one format and understanding should 
be checked

• The Core Sets could be used to map the recovery 
pathway

perception that treatment related problems gradually resolve 
without lasting sequelae and w hile this assumption may be 
correct, it remains untested [3]. Several authors have identi
fied the need for more evidence to guide patient management 
[3-5 ]. Ih e  total health experience subsequent to treatment 
requires examination so that the impact o f treatment may be 
understood. Many research instruments have been developed 
and validated for use on women who have had breast can
cer, yet authors report dissatisfaction w ith  the u tility  o f the 
research findings [2,6,7], Kirkova et al. conducted a system
atic review o f the assessment instruments used to evaluate 
the treatment effects o f breast cancer [7] and concluded that 
the current lack o f a common framework and established 
language, for describing disability post treatment for breast 
cancer, contribute to the d ifficu lty  in  interpretation, and u til i
sation o f research findings [7],

The Internationa l Classification o f Functioning, D isability 
and Health (ICF) is an international classification system 
published by W orld Health Organization. It was developed 
after extensive field tria ls and endorsed by the 54th W orld 
Heahh Assembly for in te rnational use in 2001 [8], It is a

C ^ o rrc sp o n d e n c e : M a re se  C o o n e y , D is c ip lin e  o f  P h y s io th e ra p y , T rin ity  C e n tre  fo r  H e a lth  S c ien c es , S t. Jam es  H o s p ita l , J a m e s  S tree t, l^ u b lin  8, 
R e p u b lic  o f  Ir e la n d . Tel: + 35 3  1 8 9 6 2 1 2 4 . Fax: -f353  145 3 1 9 1 5 . F .-m ail: m c o o n e y @ tc d .ie  

(Accepted June 2012)
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2 M . C o o n ey  et al.

u n iversa l and g lo b a lly  accep ted  fram ew ork  and c lassifica tion  
th at co m p reh en s iv e ly  ad d resse s  h u m an  fu n c tio n in g  and  
d isa b ility  [9]. The ICF ad d resse s  m an y  o f  th e  cr itic ism s  
o f  ex is t in g  in stru m en ts  and  its a p p lica tion  m ay  p rov id e a 
m o re  co m p reh en s iv e  p ic tu re  o f  th e  a sp ects  o f  h ea lth  that 
are a ltered  by breast can cer  and its related  treatm en t. The 
ICF C ore Sets for breast can cer  are a su b set o f  all o f  th e  
ICF ca tegor ies . T hese item s w ere id en tified  by in tern ation a l 
ex p er ts  fo llo w in g  a c o n se n su s  c o n fere n c e  (w h ich  u tilised  
a D e lp h i p rocess , sy ste m a tic  re v iew  and  em p ir ica l data) 
as b e in g  th e  range o f  ca teg o r ies  th at cover  th e  sp ectru m  
o f  h ea lth  affected  by h a v in g  b reast ca n cer  [10 ]. Tw o C ore 
S ets w ere  d ev e lo p e d  -  th e  C o m p r eh en siv e  C ore Set (80  
ca tegor ies , See A p p en d ix ) in ten d ed  to  reflect every  category  
o f  h ea lth  ex p er ien ce  p er tin e n t to  w o m en  w h o  h ave breast 
can cer  an d  th e  B rief C ore Set (4 0  ca teg o r ies) d ev e lo p e d  to  
serv e  as m in im u m  d ata se t to  b e  in c lu d ed  in  every  stu d y  and  
to  b e  a sse ssed  at every  c lin ica l en cou n ter .

The d evelop ers o f  th e C ore Sets p o in t ou t that th is is on ly  
th e first version  and o n ly  reco m m en d ed  for va lidation  or p ilot  
stud ies (10). The authors h igh ligh t that the ou tco m e o f  any  
co n sen su s  p rocess m ay differ w ith  d ifferent grou p s o f  experts  
and that th ere is a n eed  to  co n d u c t va lidation  stud ies on  d if
ferent p op u la tion s and in  d ifferent cou n tries. To date, the 
C ore Sets for breast can cer h ave b een  d ev e lo p ed  in absence  
o f  any d irect in vo lvem en t from  th e patient group , th us there  
is  a n eed  to  in clu d e th e p ersp ective  o f  w o m en  w h o  have 
ex p er ien ced  th e co n d itio n  in  the va lid a tion  process. The pur
p o se  o f  th is  study w as to  ex a m in e  th e  con ten t valid ity  o f  the  
C om p reh en sive  C ore Set for breast can cer  from  th e p ersp ec
tive  o f  w o m en  w ith  th e co n d itio n  in an Irish urban setting.

Method
S tu d y  d e s ig n
W e con d u cted  a qualitative stu d y  w ith  w o m en  w h o  had breast 
can cer u sin g  fo cu s groups. F ocus grou p s p rov id e w om en  w ith  
breast can cer an op p or tu n ity  to be active p artic ip ants in  the 
research, rather than  ob jects o f  th e research [1 Ij. 'Ihe insights  
ga in ed  from  th is  approach are im p ortan t i f  a patient centred  
health  serv ice  is th e desired  o u tco m e . E th ical approval was 
granted  for th is  stud y  by th e loca l E thics com m ittee .

P a rtic ip a n t s e le c tio n
Eligib le p artic ip ants w ere recru ited  from  a cen tre o f  excellen ce  
for breast care, o n e  o f  e ight in  Ireland. The breast care d ata
b ase m an ager id en tified  elig ib le w o m en  from  the database. 
The database con ta in s  in form ation  on  all p atien ts treated for 
breast can cer  at th e  centre. It in clu d es d em ograp h ic  in form a
tio n , d isease  stag in g , su rgeon ’s n am e, p roced u re typ e and  
fo llo w -u p  status in relation  to  d isease. Patients co m e from  
all over Ireland but th e  m ajority  are from  D u b lin , as it has 
th e  h igh est d en sity  o f  p op u la tion . For th is  study, patients  
w h o  lived  w ith in  a reasonable d istan ce  o f  th e  D ub lin  city  
w ere in clud ed . W om en  over th e age o f  18, fluent in English  
and  d ia g n o sed  w ith  p rim ary breast can cer (stage I -III ) , >6  
m o n th s and <4 years p o st surgery  w ere elig ib le . A  purposive  
sam ple w ith  m ax im u m  variation  w as ch o sen  based  on  age,

treatm ent typ e and tim e  s in ce  surgery. A ll treatm ent in ter
ven tion  reg im es w ere in clud ed . Each fo cu s grou p  com p rised  
four to  e ight p articipants based  on  th e reco m m en d a tio n s  o f  
exp erts in  qualitative research d esig n  and th o se  o f  C o en en  et 
al. w h o  validated  th e  C ore Set for patients w ith  R heum ato id  
A rthritis u sin g  focu s groups [1 2 -1 4 ] . The n u m b er o f  focu s  
grou p s required is gen erally  d eterm in ed  by data saturation .

S a tu ra tio n
For the p u rp oses  o f  th is study, w e d efin ed  saturation  as the  
p o in t d urin g  co llec tio n  and analysis o f  data w h en  th e lin k in g  
o f  con cep ts  o f  tw o  co n secu tiv e  focu s grou p s, revealed  n o  a d d i
tion a l ICF 2n d  level categories o f  th e ICF C ore Set for breast 
cancer, w ith  respect to  p rev ious fo cu s grou p s [12]. The ICF is 
organ ised  w ith in  a nested  h ierarch ical structure. T herefore a 
low er category  shares the h igh er level category o f  w h ich  it is a 
m em b er i.e. th e use o f  a low er level (m ore  d eta iled ) category  
au tom atically  im p lies the h igh er  level ca tegory  is applicab le  
but not th e o th er w ay around. A n exam p le  from  th e c o m p o 
nent B ody fu n c tio n s  is presen ted  in Table I below :

Id en tif ica tio n  o f s a tu ra tio n
A m eth od  o f  co n tin u o u s data analysis w as used  to id en tify  
data saturation . F o llow in g  each  fo cu s grou p  th e transcripts  
were analysed. M eaning  u n its  w ere id en tified , and su b se
quently  linked  to  th e ICF categories, and th e  categor ies id en 
tified w ere added  to a m aster list [13]. 'Ihe data w as analysed  
on  an o n g o in g  basis fo llow in g  th e co n c lu sio n  o f  each  focus  
group. Saturation occurred  after th e fifth focu s group , tw o  
su b seq u en t focu s groups w ere held  becau se th ey  had been  
pre-arranged and th e  w om en  w ere w illin g  to participate. It 
cou ld  be argued that i f  focu s grou p s w ere held  in a different 
order that saturation  m ay have occurred  at a d ifferent stage 
how ever th e  sixth  and seven th  focu s grou p  revealed  n o  fur
ther n ew  2n d  level ICF categories.

Q uality  a s su ra n c e
Two strategies w ere used  to  en sure th e accuracy o f  th e  data 
analysis: (i) m u ltip le  c o d in g  and (ii) p eer review.

(i) M ultip le co d in g  refers to  th e fact that tw o  h ea lth  p rofes
s ion als w h o  had exp er ien ce  o f  and w ere very  fam iliar w ith  the  
ICF w ere in vo lved  in  reading all o f  th e  verbatim  transcripts. 
Ind ep en d en tly  id en tify in g  m ean in g fu l co n cep ts  and  su b se
q uently  in d ep en d en tly  lin k in g  th e id en tified  co n cep ts  to  the 
ICF. The exact p rocedu re that w as fo llow ed  is d escribed  later.

Inter-rater and intra-rater reliability were d eterm ined  accord
ing to the m eth od s described by M iles and H uberm an [16]. 
Ensuring intra and inter-rater reliability is an im portant fea
ture o f  qualitative research and ensures that the m eth od s used  
by a researcher are dependable, trustw orthy and credible -  the

Table L Exam ple o f  ICF h ierarchy o f  co d in g  system .

b B ody functions (ICF co m p o n en t)

b2 Sensory fu n ctio n s  a n d  pain (1st level ICF chap ter)

b280 Sensation o f  pain (2 n d  level ICF category)

b2801 Pain in body part (3 rd  level ICF category)

b28014 Pain in upper lim b (4 th  level IC F category)

D isabilitY  &  R ehab ilila lio ti
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quantitative parallels o f validity and reliability [17]. Miles and 
Huberman suggest that this may be achieved by asking a number 
o f diff erent individuals to code the transcriptions independently 
and compare agreement (16).

(ii) Peer review: A person previously unconnected with the 
study crosschecked three o f  the seven tape recordings (43% 
o f the data) o f the focus groups with the verbatim transcripts 
for accuracy o f transcription, assignation o f  transcript codes 
and m eaning units. N o discrepancies other than minor typo
graphical errors were detected.

P ro ce d u re
O n arrival at the focus group the women filled out a question
naire including socio-demographic and treatment related vari
ables. A topic guide consisting o f the chapter headings from the 
Comprehensive Core Set was used to guide conversations, as 
employed by others (12,18). Each ICF chapter was presented 
by the moderator (MC) and an open ended question posed, 
when conversation came to an end the women were shown a 
slide with the categories that were included in the Core Set, and 
asked did they wish to include any item on the slide that had 
not com e up in conversation. At the end o f  each chapter head
ing, they were asked whether they thought anything important 
was m issing from the discussion. Focus groups were recorded 
and recordings were accompanied by field notes (RG) intended 
to capture non-verbal information. All conversation occurring 
in the focus group was transcribed verbatim by the moderator 
(MC), field notes were read as the tape was replayed to ensure 
that non-verbal information was captured. All participants 
were assigned a code and any personal details that would enable 
subject identification in the transcripts were removed.

D ata  an a ly sis
The data analysis followed the same procedure as that used 
by others in the validation o f  Core Sets [12,18,19]. 'Ihe pro
cedure o f data analysis involved five steps. In the first step, 
the transcripts were read through several tim es independently  
by the focus group moderator (MC) and the field notes taker 
(RG). In the second step, content analysis was independently  
undertaken by MC and RG following the m eaning condensa
tion procedure to identify m eaning units [12]. A m eaning unit 
was defined as a string o f text that expressed a single coher
ent thought, up to the point at which the coherent thought 
changed. A sentence may have more than one meaning unit. 
Iherefore, the meaning unit division may not necessarily

follow linguistic or grammatical rules. An exam ple o f concept 
identification is contained in Table II. 'Ihe identified concept 
contained in the conversation was entered into the cell beside 
the section o f text.

In the third step, the two assessors met and compared 
results. Disagreem ent was resolved by consensus. A third 
expert (identified at the outset) was available to resolve any 
difFicult issues but was not utihsed. The output o f this was a 
list o f agreed concepts. A record o f  areas o f  disagreement was 
kept enabling calculation o f  percentage agreement [16]. One 
o f the focus groups was coded twice by the sam e researcher 
(MC) with a tim e interval o f a m onth between initial and 
subsequent coding; the results were compared to establish 
intra-rater reliability.

D uring step four, MC and RG independently linked 
the identified concepts to the ICF follow ing linking rules 
[20,21]. According to the rules each m eaning unit identi
fied is linked to the ICF category representing the concept 
m ost precisely. O ne m eaning unit can be linked to one or 
more ICF categories, depending on the num ber o f  them es 
contained in the m eaning unit. On com pletion, both raters 
met and com pared the output w hich resulted in an agreed 
list o f  ICF categories.

Finally, com parison o f the ICF Core Set for breast can
cer was undertaken with the categories identified by the 
focus groups. O utcom es were reported under the following 
headings:

1. Confirm ed ICF categories (2nd level). A category is con 
sidered to be confirmed if the identical category emerged 
from the focus groups. Since the ICF is arranged in hier
archical code system a second level category is considered 
confirmed if  a 3rd or 4th level category o f which they are 
a member is nam ed by the patients.

2. Categories that have not been confirmed by subjects in 
the focus groups.

3. Additional ICF categories not included in the existing  
Com prehensive Core Set for breast cancer.

Results

B aseline  c h a rac te r is tic s
Forty-two w om en were invited to participate in the study 
and 81% agreed. Reasons for non participation included an 
unwillingness to discuss breast cancer (n = 3), lack o f interest

Table II. M ean ing  concepts and  lin k in g  to  ICF.

P artic ip an t codes and  tran sc rip t M ean ing  unit ICF categories

\ ( 2 “d id  you  fee l when there was a lot o f  people around even your  
ow n  fa m ily  were k ind  o f  gawping"

3 fl "I suppose the only thing that I have fo u n d  in term s oj m y  
em otiona l feelings is that as long as I »v«5 in control I was fin e  
as long as I  »va.« doing what I w anted to do I f in e  hut i f  
som ebody asked m e to do  som ething I didn't want to do it didn't 
m a tter  w hat it was at an inappropriate tim e I would just go all 
over the place which w asn’t like m e a n d  it isn’t the sort o f  way  / 
w ould  have been”

Increased  social a tten tio n

H and ling  psychological stress, 
feeling o f  contro l

e410 Indiv idual a ttitu d es  o f  fam ily m em bers,
e425 Indiv idual a ttitu d es  o f  acquain tances, peers,
colleagues, neig h b o u rs  an d  co m m u n ity  m em bers,
e 460 Societal a ttitu d es

d240 H and ling  stress an d  o th e r  psychological
d em ands

© 2012 Inform a UK, Ltd.
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4 M . C o o n ey  et a i

in  th e  re se a rc h  (n  =  2 ), u n s u ita b le  d a y / tim e s  (n  =  2 ) a n d  a g o 
ra p h o b ia  (n  =  1). S even  fo cu s  g ro u p s  w ere  c o n d u c te d  w ith  
34 w o m e n  in v o lv ed  ra n g in g  in  age  f ro m  34 to  76 y e a rs  w ith  a 
m e a n  age o f  55 y ea rs  (SD  =  11.5 y ea rs ) . I h e  b a s e l in e  c h a ra c 
te r is tic s  o f  th e  p a r t ic ip a n ts  a re  c o n ta in e d  in  T ab le  III.

It e m e rg e d  d u r in g  th e  th i r d  fo cu s  g ro u p  th a t  o n e  p a r t ic i
p a n t  d id  n o t fu lfil in c lu s io n  c r i te r ia ; it b e c a m e  o b v io u s  d u r 
in g  th e  d is c u s s io n  th a t  h e r  c o n d i t io n  h a d  m e ta s ta s ise d . D a ta  
re la tin g  to  th is  p a r t ic ip a n t w as ex c lu d e d  th e re fo re  th e  resu lts  
re la te  to  33 o f  34 p a r t ic ip a n ts .

Id en tificd tio n  o f m e a n in g  u n its
A to ta l o f  1621 m e a n in g  u n its  w ere  iden tif ied  fo r all seven  focus 
g roups, th e re  w ere  128 o ccasio n s  o f  d isa g re e m e n t b e tw e en  th e  
rev iew ers. 7 h e  d is tr ib u tio n  o f  m e a n in g  u n its  iden tif ied  fo r each  
focus g ro u p , n u m b e r  o f  d isag re em en ts , a n d  th e  p e rcen tag e  
ag ree m en t ach ieved  b e tw e e n  th e  resea rc h ers  is s h o w n  in  Table 
IV. T he a g ree m en t b e tw e en  researc h ers  ran g ed  fro m  89.3 to  95%  
w ith  an  overa ll a g ree m en t o f  93% . T he K ap p a  sta tis tic  w as 0.62.

T he m e a n in g  u n its  id e n tif ie d  w ere  su b se q u e n tly  lin k ed  to  
1652 IC F  ca tego rie s; th e  d is tr ib u tio n  o f  a g ree d  lin k in g  in  each  
g ro u p  is p re s e n te d  in  T ab le IV. It c a n  b e  seen  fro m  'la b le  II 
th a t o n  s o m e  o cc asio n s  m e a n in g  u n its  id e n tif ie d  w ere  lin k ed  
to  m o re  th a n  o n e  IC F  c a te g o ry  a n d  o n  o th e r  o cc a s io n s  several 
m e a n in g  u n its  w e re  lin k e d  to  o n e  IC F  ca tego ry . 'Ih e  K appa 
s ta tis tic  fo r a g re e m e n t o n  lin k in g  to  th e  IC F  w as 0.63.

In  te rm s  o f  e s ta b lis h in g  in t r a - r a te r  re liab ility , th e  a u th o r  
M C  c o n d u c te d  a  se c o n d  r o u n d  o f  id e n tify in g  m e a n in g  u n its  
fo r o n e  o f  th e  fo cu s  g ro u p . A tim e  p e r io d  o f  1 m o n th  h ad  
e lap sed  b e tw e e n  th e  in i tia l c o d in g  o f  m e a n in g  u n its  a n d  th e  
se c o n d  p ro cess . I h e  p e rc e n ta g e  a g re e m e n t b e tw e e n  th e  tw o  
ra tin g  se ss io n s  w as 93 .9%  ag re e m e n t.

Linking w ith  th e  ICF
S e v e n ty -fo u r  o f  th e  80 item s  p re s e n tly  in c lu d e d  in  th e  
C o m p re h e n s iv e  C o re  Set fo r  b re a s t can cer, w e re  c o n f irm e d  by 
th e  fo cu s  g ro u p s . A ll o f  th e  c a teg o rie s  in  th e  se c t io n  re la tin g

Table 111. Baseline charac te ristics o f  the  p articipan ts.

C haracteristics % C h aracteristics %

M ean age (range) 51.4 (3 4 -7 6 , 
SD.11.15)

R econstruc tion

M arital s ta tus - 82% No 67%
m arried

BM I (M ean 26.4, SD Yes 27%
4.5. range 21 .7 -3 9

O bese 18.18% Radiation  th erap y

O verw eight 33.33% Yes 85%

N orm al weight 45.45% No 15%

Post-secondary 42.4% C h em o th erap y
education

Type o f  su rg e ry Yes 24.24%

Lum pectom y 39.39% No 24.24%

L um pectom y and 9.09% C u rren tly  o n 39.39%
axillary clearance

M astectom y 12.12% C u rren t p a in 61%

M astectom y and 36.36% Tim e since surgery Range 7 -4 8
axillar)' clearance M ean 30.5 m o n th s m o nths

to  ch a n g es  in  b o d y  s tru c tu re  w ere  c o n f irm e d . C a te g o r ie s  in  
th e  C o re  S et th a t  w e re  n o t c o n f irm e d  co n s is te d  o f  six  item s , 
in c lu d in g ; b72Q M o b ility  o f  b one  fu n c t io n s ,  w h ic h  is c o n c e rn e d  
w ith  th e  ea se  a n d  ra n g e  o f  m o v e m e n t o f  th e  s c a p u la , d 6 3 0  
P repara tion  o f  m eals, d 6 5 0  C a ring  f o r  h o u seh o ld  ob jec ts  -  th is  
cove rs  ac tiv itie s  in v o lv ed  in  m a in ta in in g  a n d  re p a i r in g  item s  
re la ted  to  th e  h o u s e  in c lu d in g  p a in t in g  a n d  w a llp a p e r in g . T h is  
c a te g o ry  d ilfe rs  f ro m  m o s t o f  th e  o th e r s  in c lu d e d , in  th a t  it 
cove rs  ac tiv itie s  th a t  s o m e  w o m e n  m a y  n o t ev e r en g a g e  in , 
a n d  so  m a y  n o t  b e  u n iv e rsa lly  re le v a n t o r  re le v a n t o n ly  to  a 
p ro p o r t io n  o f  w o m e n . 'Ih e  r e m a in in g  u n c o n f i rm e d  ca teg o rie s  

w ere; e4 4 0  In d iv id u a l a tt itu d e s  o f  p e rso n a l care p ro v id e rs  a n d  
p erso n a l a ssistan ts, e575  Services, sys tem s  a n d  po licies  (a im e d  
a t p ro v id in g  so c ia l s u p p o r t  to  th o s e  re q u ir in g  a s s is ta n c e  in  th e  
a rea s  o f  s h o p p in g , h o u s e w o rk , t r a n s p o r t ,  se lf -ca re  a n d  c a re  o f  
o th e rs )  a n d  e590  Services sys tem s a n d  po licies  ( re la tin g  to  f in d 
in g  su ita b le  w o rk  fo r  p e rs o n s  w h o  a re  u n e m p lo y e d  o r  lo o k in g  
fo r d il fe re n t w o rk , o r  to  s u p p o r t  in d iv id u a ls  a lre a d y  e m p lo y e d  
w h o  a re  se e k in g  p ro m o tio n ) .

I h e  o u tp u t  o f  th e  fo cu s  g ro u p  d is c u s s io n s  id e n tif ie d  31 

n e w  c a te g o rie s , n o t  in c lu d e d  in  th e  c u r r e n t  C o m p re h e n s iv e  
C o re  S et fo r  b re a s t  c a n c e r  ('I’ab le  V ). A ll b u t  o n e  o f  th e se , 
w ere  s e c o n d  level c a te g o rie s . 'Ih e  o r ig in a l ( 'o r e  S e t w as 
g e n e ra te d  to  re f lec t th e  a sp e c ts  o f  h e a l th  in  w o m e n  w h o  
h a d  u n d e rg o n e  s u rg e ry  a n d  ra d ia t io n ,  in c lu s io n  o f  w o m e n  
w h o  h a d  u n d e rg o n e  c h e m o th e ra p y  a n d  h o rm o n a l  th e ra p y  
id e n tif ie d  a w id e r  ra n g e  o f  c a le g o r ie s  a s s o c ia te d  w ith  th e se  
tre a tm e n ts . H a lf  o f  th e  a d d i t io n a l  c a te g o r ie s  re la te  to  B o d y  
F u n c tio n s  (n  = 15), w ith  five c a te g o r ie s  id e n tif ie d  f ro m  th e  
c h a p te r  o n  M e n ta lfu n c t io n s  in c lu d in g  th e  th i r d  leve l c a te g o ry  
b  1671 0  E xp ressio n  o f  sp o ken  language . N in e  a d d i t io n a l  c a t
eg o rie s  w ere  id e n tif ie d  fro m  th e  A c tiv it ie s  a n d  P a r tic ip a tio n  
c a te g o rie s , five fro m  E n v ir o n m e n ta l fa c to r s ,  a n d  o n ly  o n e  
a d d i t io n a l  c a te g o ry  fro m  B o d y  S tru c tu re s ,  r e f e r r in g  to  item  
s230  S tru c tu re s  a r o u n d  th e  eye  c o n c e rn in g  lo ss  o f  ey e b ro w s  
a n d  ey e lash es .

Five ca teg o rie s  re la te d  to  m e n ta l fu n c t io n , w h ic h  in c lu d e d  
d ifficu ltie s  e x p e rie n c e d  in  a t te n t io n  fu n c t io n s  (b l4 0 ) ,  m e m 
o ry  fu n c t io n s  (b l4 4 ) ,  c h a n g es  in  p e rc e p tu a l fu n c t io n s  (b l5 6 ) ,  
slo w in g  o f  th o u g h t  fu n c t io n s  (b l6 0 )  a n d  d ifficu lty  in  sp o k e n  
ex p re ss io n  (b l6 7 1 0 , 3 rd  level ca teg o ry ) . W o m e n  re p o r te d  
d ifficu lty  w ith  a n y  v e rb a l in s tru c t io n  in  r e la tio n  to  a b s o rb 

in g  th e  in fo rm a tio n  b e in g  d e liv e re d , a n d  s u b s e q u e n t  recall. 
P a r tic ip a n ts  r e p o r te d  th a t th e y  u s e d  d ia r ie s  a n d  te le p h o n e

Table IV. M eaning  un its  ag reem ent and lin k in g  ag reem en t identified
by group.

G roup

A greed
M eaning

Units

N on-
agree
m ent

% A gree
m en t

Agreed
Linking

N on-
ag ree
m en t

% Agree
m ent

Pilot 178 19 89.3% 181 6 96.8%

Focus 1 351 31 91.1% 358 26 93.2%

Focus 2 204 10 95% 206 14 93.6%

Focus 3 247 16 93.5% 274 18 93.8%

Focus 4 204 13 93.6% 210 12 94.6%

Focus 5 149 9 94.3% 152 7 95.6%

Focus 6 288 30 89.6% 271 16 94.4%

Total 1621 128 92.7% 1652 99 94.3%

D isa b ilily  &  R ehab ilita tion
R  I G  H  T  B L  i fM
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Ih e  ICI' Core Set for breast cancer fro m  the perspective o f  w om en w ith the condition  5

Table V. A dd itional ICF categories identified not included  in the Core 
Set.

ICI* C ategories identified

Body fu n ctio n s Activities and  p articipation

b I4 0  A tten tio n  functions d l5 5  A cqu iring  skills (n  = 3)
( n = 1 3 )

b l4 4  M em o ry  functions d310 C om m unicating  with
{ n =  18) receiving spoken messages (n = 4)

b l5 6  P ercep tual functions d415 M ain ta in in g  basic body
(n  = 6) position  (n = 2)

b l6 0  T hough t functions d440 Fine h an d  use (n = 5)
( n = 3 )

b l6 7 1 0  E xpression o f  spoken d450 W alking (n = 3)
language (n = 14)

b210 Seeing fu n ctio n d470 Using tran sp o rta tio n
( n =  17) (n = 4)

b230 H earin g  fu n ctio n  (n = 2) d475 D riv ing  (n = 6)

b250 Taste fu n ctio n  (n = 19) d530 T oileting (n = 2)

b255 Smell fu n ctio n  (n = 6) d740 Form al re la tionships(n  = 4)

b415 Blood vessel function E nvironm ental factors
(n = 3)

b440 R espira tory  function e330 People in positions o f
(n = 2) au th o rity  (n  = 3)

b525 D efecation  functions e350 D om esticated  anim als
(n = 3) (n  = 3)

b535 Sensations associated with e430 A ttitudes o f  people in
the  digestive system  (n = 8) au th o rity  (n  = 6)

b545 Digestive fu nctions (n = 7) e460 Societal a ttitudes (n  = 4)

b850 F u n ctio n  o f  ha ir e565 E conom ic services system s
(n = 16) and  policies {n = 3)

b860 F u n ctio n  o f  nails (n  = 17)

Body s tru c tu re

s230 S tru c tu res  a ro u n d  the  eye
(n = 4)

rem inders  to assist w ith m em ory  issues. Several w om en 
rep o rted  inability  to retain , o r m ake sense o f  verbal in fo rm a
tion  (d310). Difficulty in being  able to find the  appropria te  
w ord in conversation  was repo rted  to affect the  ability to 
in teract socially and  delay th e  process o f re -engagem ent in 
the  w orkplace (b l6710).

W om en repo rted  changes in eyesight (b210), several 
repo rted  a m uch  heigh tened  sensitivity  to  smell (b255) 
a ltered ability  to  hear, reduced  to lerance to  noise  (b230), and 
changes in taste  (b250). C hanges w ere at th e ir  m ost intense 
d u rin g  chem otherapy  but som e residual effects in relation 
to  sm ell and  taste rem ained. C ardiovascular changes (b415) 
such as p o o r c ircu la tion  and  resp ira to ry  changes (b440) were 
rep o rted  by th e  w om en, and  appeared  to rem ain  changed fol
low ing trea tm en t. Several categories in relation to  the  digestive 
system  bo th  func tiona l and  senso ry  (b525, b535, b545) were 
identified. H air (b850, b860) and nail loss w ere tem porary  but 
som e w om en stated  that the  h a ir and  nails that re tu rned  were 
o f a ltered  quality. M ain tain ing  basic body  positions such as 
lying supine, p rone  o r s tand ing  was difficult for som e (d415). 
Fine h and  use (d440) was affected by altered sensation  and 
reduced  pow er, o thers also identify  this as a relevant category 
and  re p o rt th a t hand use m ay also be affected by swollen 
hands and fingers as a consequence o f rem oved lym ph nodes

o r rad io therapy  [22]. W alking (d450) was difficult for those 
w ho are affected by pain fu l neu ropathy ; this adversely affects 
the  w om en’s ability to partic ipa te  in exercise. Ih is  difficulty is 
a source o f anxiety for w om en  w ho  are being  advised o f the 
im portance  o f physical activ ity  in o rd e r to m ain ta in  app ro 
p ria te  body w eight and  reduce th e  risk  o f recurrence. Using 
tran sp o rta tio n  was difficult initially  (d470), as was driving 
(d475) for a variety  o f reasons. O nce again these  difficulties 
w ere short te rm  an d  no t experienced  by all o f  the  w om en. 
Toileting (d530) was a category  was no t included in the  
C om prehensive  C ore Set. Brach and  colleagues recom m end 
th a t it is included  in any fu tu re  studies [ 10], and  its relevance 
was confirm ed by the  w om en in o u r  study  w ho  experienced 
difficulty im m ediate ly  post su rgery  [10].

Form al relationships (d740) w ere affected: difficulties 
w ith unreasonab le  expec ta tions o f em ployers w ere reported. 
O thers  identified em ployers as being  g reat sources o f support 
(e330). 'Ihose w ho had pe ts  rep o rted  that th e ir  com pany was 
a great sup p o rt th ro u g h o u t trea tm en t (e350). A ttitudes o f 
people in au th o rity  (e430) refer to  observable  a ttitudes in o th 
ers in authority , about factors such  as a p e rso n s  value o r t ru s t
w orth iness as a consequence o f th e  cond ition . Several w om en 
encoun tered  occasions w here  o the rs  in au th o rity  m ade deci
sions on th e ir  behalf, w ithou t co nsu lting  them , o r exerted 
undue  p ressure  w hile o the rs  experienced  very positive and 
supportive  accom m odation . Several w om en had encountered  
altered societal attitudes (e460) as a consequence  o f people 
d iscovering that they  had  breast cancer and  som e w om en 
chose not to  disclose th e ir  co n d itio n  because o f this. Finally, 
partic ipan ts  repo rted  experiencing  difficulties in engaging 
w ith econom ic services system s and  polices (e565) including 
financial organ isations such  as banks  and  insurance services, 
as a result o f the ir diagnosis.

D iscussion

'rh is is the first study  to include w om en w ith the cond ition  in 
the  validation  o f the  ICF C om prehensive  C ore  Set for breast 
cancer. The characteristics o f  the  w om en recru ited  for the 
study are com parab le  w ith  o th e r sam ples involving w om en 
w ith  breast cancer [23,24]. I h e  m e thodo logy  used in this 
study followed the sam e app roach  as o th e r C ore  Set validation 
studies [12,18]. N inety-six  percen t o f  th e  categories included 
in th e  cu rren t version o f  th e  C om prehensive  C ore Set were 
confirm ed by the  w om en.

Sim ilar to  o ther valida tion  studies, add itiona l ICF cat
egories were identified th a t are no t c u rren tly  included in the 
C om prehensive C ore  Set for breast cancer, 31 in all (25,26). 
All bu t one o f these were second  level categories. 'Ihe  original 
C ore Set was generated  w ith th o se  w ho  had undergone  su r
gery and rad ia tion  in m ind , so it was expected  that inclusion 
o f w om en w ho had u n d erg o n e  chem otherapy  and  horm onal 
therapy w ould result in iden tification  o f add itional catego
ries. H alf o f the  add itiona l categories identified in this study 
related to  changes in function . M uch discussion  su rro u n d ed  
five categories relating  to  difficulties in cognitive function . 
C ognitive dysfunction  is well recognised  following ch em o 
therapy, the w om en in th is study  rep o rt that it affected social

© 2012 Infornia UK, Ltd.
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6 M . C ooney et al.

in te rac tion  and  preven ted  o r  delayed re tu rn  to w ork  findings 
sim ilar to  M unir et al. [27]. O th e rs  repo rt th a t the  m edical 
profession w ere slow to  acknow ledge th e  p rob lem  o f cognitive 
dysfunction  and  w om en stated  th a t th ey  w ould have benefited 
had  they  received in fo rm ation  in re la tion  to  th is  issue as the 
know ledge w ould have reduced  anxiety  [28]. Difficulties w ith 
cognitive function  experienced  by w om en  in  th is study  was 
not confined to w om en receiving chem otherapy  a finding 
also repo rted  in a recent p rospective  study  w hich found  that 
20% o f pa tien ts  w ith  cancer experience cognitive dysfunction  
before th e  com m encem en t o f chem otherapy  [29].

W om en repo rted  difficulty u n d ers tan d in g  the  im plica
tions o f  the  in fo rm ation  th a t was prov ided  to  th e m  verbally 
i.e. receiving spoken com m unication  (d310). As an  exam ple, 
several spoke about having  difficulty u n d ers tan d in g  the  co n 
sequences o f  decisions m ade  in re la tion  to  ongoing  treatm ent. 
Ih e s e  issues experienced by the  w om en m ust be b o rn e  in m ind 
w hen o b ta in ing  fully in fo rm ed  consen t for any in terven tion  
o r p rocedu re  as the  ability  to  abso rb  and  re ta in  in form ation  
appears to be com prom ised . This h igh ligh ts  the need to p ro 
vide the  pa tien t w ith in fo rm ation  in m ore th a n  one form at, 
to recom m end  they  are accom pan ied  by an o th e r person  w ith 
w hom  they  can subsequen tly  discuss in fo rm ation  received 
and finally the  need  to check the  pa tien t s com prehension .

'Ihe C ore Set for breast cancer have recently  undergone 
validation  from  th e  perspective  o f  in te rn a tio n a l physio thera
pists w ho treat w om en w ith  breast cancer [30]. 'Ihc  physio 
therapists also largely confirm ed  th e  C ore Set. N ine o f the 
add itional categories identified in this study  overlap w ith 
those identified by the physio therap ists  {b l44  M em ory  fu n c 
tions, b850 Function o f  the hair, d 4 l5  M aintaining basic body 
position, d440 Fine hand  use, d450 W alking, d470 Driving, 
d740 Using transportation, e330 People in position o f  authority  
and e430 A ttitudes o f  people in authority) [30]. M ain tain ing  
basic body  positions such  as lying supine o r p rone  (d415) 
was identified by b o th  studies and, to  o u r know ledge, it is not 
som eth ing  th a t has been rep o rted  in  the  litera tu re  previously 
[30]. O ne  w om an found lying difficult due to the rem ain ing  
breast pu lling  on th e  scar area  in th e  sup ine position; o th 
ers had difficulty in  lying prone. B oth studies identify  using 
tran sp o rta tio n  (d470) and  d riv ing  (d475) as problem atic 
activities for a varie ty  o f reasons, these  difficulties were short 
term  and  not experienced  by all o f  the  w om en. H andedness 
and  side o f su rgery  w ere relevant factors. W earing a seatbelt 
was an ongoing  source o f  d iscom fort particu larly  w hen  d riv 
ing as b o th  hands  w ere involved in s teering  w hich m ean t they 
were unab le  to ho ld  th e  belt away from  the  scar site.

E nvironm ental factors consider contextual factors relevant 
to the  ind iv idual they  include physical factors th a t m ay act 
as a b a rrie r to  func tion ing  o r assist with everyday living and 
they  include a ltera tions in social and a ttitu d in a l en v iro n 
m ents. E nv ironm en tal factors are relevant to  th is  popu lation , 
the w om en  in th is  study  identified categories no t included in 
the  cu rren t C ore  Set th a t are for th e  m ost p a rt c ond ition  spe
cific ra th e r th a n  trea tm en t specific. I h e  num bers m ention ing  
each new  env ironm en ta l category  are low b u t som e im portan t 
issues w ere identified. For instance, b o th  G laessel et al. and  the 
p resen t study  identified  tw o categories relating  to people in

positions o f au tho rity  [30]. W om en rep o rted  occasions w here  
o thers in au tho rity  m ade decisions on  th e ir  beh a lf w ith o u t 
consu lting  them  o r exerted undue  p ressure  on  th em  to  re tu rn  
to w ork o r resign. Previous research has dem o n stra ted  th a t, in 
general, w om en experience support initially  b u t th is w ears off 
w ith tim e. Em ployers are in need o f in fo rm atio n  on  w hat are 
reasonable expectations and  how  best to  sup p o rt w orkers on 
re tu rn  to w ork following trea tm en t for cancer [26].

Table V shows the  new  categories identified and the  n u m 
ber o f w om en w ho m entioned  these. It m ust be po in ted  out 
that the n u m b er does no t necessarily reflect those  that ex p eri
enced a problem , as each partic ipan t was n o t asked to confirm  
each category, 'fhe w om en unders to o d  th a t the  pu rp o se  was 
to identify  the  range o f relevant categories, 'fhere  w ere m any  
occasions w here w om en nodded  in ag reem en t w ith o thers , 
these were no t coun ted  as it was not always clear w he ther they  
also experienced the  category, o r they  w ere giving non -verba l 
affirm ation to the speaker. I h e  relative im p o rtan ce  o f each 
category will need  fu rth e r exploration  using  a quan tita tive  
m ethodology. However, it is clear th a t th e  functional co m 
prom ise experienced following trea tm en t is w ide rang ing  and  
im pacts on everyday living.

W om en w ith  breast cancer experience changes in m any  
aspects o f health , changes in how  the  body  system s w ork 
changes in the stru c tu re  o f  the body, changes in how  they  
in teract w ith society and  how society in teracts w ith  them . 
Knowledge o f all the catcgoricvs o f health  afl'ecled by breast 
cancer can facilitate com m unication ; the  categories m ay be 
used to identify  issues relevant to the indiv idual. They m ay 
help in identify ing  those w ho are not progressing  as expected  
along the  recovery pathw ay and indicate th e  need  for rehab ili
tative in te rven tion . Knowledge o f  the  recovery pathw ay m ay 
provide em ployers and  those in positions o f au tho rity  w ith  
m ore realistic expectations and  recovery tim efram e.

The IGF chap ter headings o f the  C om prehensive C ore 
Set were found to be a sim ple and effective m eans o f in iti
ating reflection and d iscussion about aspects o f health  that 
were affected. I h e  ICF offers a well organ ised  fram ew ork  for 
describing the  im pact o f any cond ition , accom panied  by a 
code and clear gu idance as to  w hat is included in each ca t
egory. Its u tilisa tion  to  describe  trea tm en t im pact provides 
evidence-based , clearly interpretable, and  clinically m ean in g 
ful in fo rm ation  that can facilitate com parison  o f  trea tm en t 
regim es, and  identification  o f patient needs. However, the 
large n u m b er o f  categories included in the  C ore Set reduces 
its u tility  in the  chnical setting  and it requ ires fu rth e r testing 
w ith quan tita tive  research to  de te rm ine  th e  categories m ost 
relevant. It m ay no t be possible to generate a perfect C ore Set, 
differences in cu ltu ra l env ironm ents and healthcare  delivery 
m ay w arran t th e  inclusion o f categories th a t are locally re l
evant. Those p lann ing  to  use the ICF C ore  Set m ay need to 
refer to  the  ICF m anual to  identify  categories no t included 
in the  C ore Set, bu t p e rtin en t to w om en w ith  coexisting co n 
ditions, th u s  enabling  in terven tion  strategies to  be based  on 
contextual circum stances su rro u n d in g  th e  individual, w hich 
in tu rn  m ay  im prove patien t com pliance, and  satisfaction 
with trea tm en t [8]. C ore  Sets are in tended  as guidelines for 
assessm ent no t as fixed categories bu t the identification  o f
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7 he IC F  C ore Set fo r  breast cancer fro m  the  perspec tive  o f  w o m en  w ith  the  cond itio n  7

all p e rtin e n t categories rem ains im p o rtan t in o rd e r to guide 
in fo rm ation  provision  as to w hat can be expected and  com 
pare outcom es. In the  in terim  th e  chap ter headings could be 
used  by c linicians at review  to identify  issues relevant to the  
ind iv idual pa tien t and  guide m anagem ent and  rehabilita tion  
decisions.

Q ualita tive  da ta  needs to  be gathered  in a fashion that is 
transparen t, rigorous and  w ithstands scru tiny  to ensure that 
it is trustw orthy . W e used a rigorous m ethodo logy  to ensure 
transparency  such as the  use o f m ultiple coders, repeated 
coding  and  peer review  to ensure  quality  o f da ta  analysis. 
Furtherm ore , the  defin ition  for data sa tu ration  utilised in 
this study  has been  utilised by o thers  (12]. It is however, a 
ph ilosoph ical en tity  and  no t a scientific cut off. In  the analysis 
o f  the focus g roups th e  satu ration  occu rred  at the  5th  focus 
g roup  tw o subsequen t groups did  not identify  any new  cat
egory. Ih e re  is a need lo conduct fu r th e r in te rna tiona l valida
tion  studies across different popu lations w ith breast cancer.

In a list o f 80 item s, there  is always the  possibility  that 
category position  m ay be alfccted by pa rtic ipan t fatigue in 
relation lo  u nconfirm ed  categories. Som e categories included 
in the C om prehensive C ore Set w ould only  be expected to be 
affected in the early post surgical days how ever they  are very 
im p o rtan t to  identify, in o rder to be able to provide patien ts, 
who w ish to  know, w hat can be expected  following treatm ent. 
K now ledge o f how  th e ir  health  m ay be affected m ay influence 
p a tien ts  decisions regard ing  trea tm en t w hen they  are faced 
with op tions and  decisions to be m ade.

'Ihese  results should  be considered  in the context o f n u m 
ber o f lim itations. 'Ihe  sam ple consists o f 33 w om en who 
were all residents o f  Ireland and living w ith in  a reasonable 
d istance from  D ublin  w here the  study was conducted . It was 
not in tended  to  generate in fo rm ation  that could be gener
alised bu t ra th e r to test the relevance o f  the  categories o f the  
C om prehensive C ore Set for breast cancer. W om en living in 
o th e r cu ltu res w ith different healthcare  system s m ay have 
different experiences. For instance w om en w ith  left sided 
surgery  will enco u n ter problem s w ith  seat belts w hen driv ing  
in th is  co u n try  but w ould  not in m ost o th e r coun tries  w here 
driv ing  is co nducted  on  the  o ther side o f the  road.

ITiere is a recognised  need to describe  the  ou tcom es o f 
patho log ical even ts and  subsequen t in te rv e n tio n  in b o th  
the  long  an d  sh o rt te rm  in o rd e r to  be able to  com pare  th e ir  
efficacy, evaluate  im pact on  qua lity  o f life, and  iden tify  and 
plan  fu tu re  h eah h ca re  [31]. R ichardson  et al. s tate  th e re  is an 
u rgen t need  fo r d a ta  on  the  n a tu ra l evo lu tion  and  th e  scale 
o f  p rob lem s facing cancer su rv ivors [32]. The ICF C ore Set 
offers a m eans o f ach iev ing  a com prehensive  d escrip tion . 
I h e  in c lu s io n  o f  th o se  w ith the  co n d itio n  is a p rerequ isite  
for a p a tie n t c en tred  hcalthcare  system . I h e  ICF is not 
w ith o u t its challenges. The n u m b er o f  categories included  
in th e  o rig inal C o re  Set m ake it unw ieldy  fo r clin ical use. 
V alidation  s tud ies th a t have been  u n d ertak e n  from  d iffer
en t perspec tives have resu lted  in the  iden tification  o f  fu r th e r  
categories th a t w arran t consid e ra tio n  o f  inclusion . F u rth er 
w ork  in c lu d in g  statistica l analysis is needed  to refine and 
test th e  categories.

Conclusion

W om en w ith  breast cancer largely con firm ed  the  relevance of 
the  con ten t o f th e  C om prehensive C ore Set for breast cancer. 
F u rther in te rna tiona l validation  studies, utilising  different 
m ethodologies, and across o th e r p opu la tions  are required. 
New categories were identified that need  considera tion  and 
confirm ation  by fu rth e r validation. This is the first step in the 
identification o f all aspects o f health  affected by trea tm en t for 
breast cancer.

'Ihe  course and  du ra tio n  o f recovery post cancer treatm ent 
has no t been  adequately  studied . I h e  C om prehensive C ore 
Set for breast cancer offers a m e th o d  o f m apping  recovery in 
a way tha t overcom es the  p rob lem s w hich exist w ith o ther 
instrum ents. If  know n it m ay serve to  alleviate w orry  and 
assist in helping pa tien ts  p lan  for re tu rn  to  p ie -can cer roles 
and responsibilities. It m ay also assist in identify ing  those  in 
need  o f rehabilitative in te rven tion  and  co n trib u te  to the  gen 
eration  o f guidelines for tim ely referral for rehabilitation.

D eclaration  o f  Interest: Ihis pro ject was u n fu n d ed  and  c o n 
ducted  as part fulfilm ent o f a PhD. 'Ihe  au tho rs have no  co n 
flicts o f interest.
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Body Functions

b l 2 6  T e m p e ra m e n t  a n d  P e rs o n a li ty  fu n c tio n s  

b l 3 0  E n e rg y  a n d  d r iv e  fu n c tio n s  

b I 3 4  S leep

b l 5 2  E m o tio n a l f u n c tio n s

b l 8 0  E x p e r ie n c e  o f  s e lf  a n d  t im e  f u n c tio n

b I8 0 1  B o d y  im a g e

b 2 6 5  T o u c h  f u n c tio n

b 2 8 0  P a in

b 2 8 0 1  P a in  in  b o d y  p a r t

b 4 3 5  Im m u n o lo g ic a l

b 4 3 5 2  F u n c t io n s  o f  t h e  ly m p h a t ic  v esse ls

b 4 3 5 3  F u n c t io n  o f  th e  ly m p h  n o d e s

b 4 5 5  E x e rc ise  to le ra n c e  f u n c tio n s

b 5 3 0  W e ig h t m a in te n a n c e  f u n c tio n s

b 6 4 0  S e x u a l f u n c tio n s

b 6 5 0  M e n s t r u a tio n  f u n c tio n s

b 6 6 0  P r o c r e a t io n  fu n c tio n s

b 6 7 0  S e n s a t io n s  a s s o c ia te d  w ith  g e n ita l  a n d  r e p ro d u c t iv e  f u n c tio n s

b 7 10 M o b ili ty  o f  jo in t

b720 M obility  o f  bone fu n ctio n s

b73Q  M u s c le  p o w e r

b 7 4 0  M u s c le  e n d u r a n c e  fu n c tio n s

b 7 8 0  S e n s a tio n s  re la te d  to  m u s c le  a n d  m o v e m e n t  f u n c tio n s  

b S lO  P ro te c t iv e  fu n c t io n s  o f  t h e  sk in
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d 4 4 5  H a n d  a n d  a r m  u se  

d S lO  W a sh in g  o n e s e lf  

d 5 2 0  C a r in g  fo r  b o d y  p a r ts  

d 5 3 0  T o ile tin g  

d S 4 0  D re s s in g  

d 5 5 0  E a tin g  

d 5 6 0  D r in k in g

d 5 7 0  L o o k in g  a f te r  o n e ’s h e a lth

d 6 2 0  A c q u is i t io n  o f  g o o d s  a n d  se rv ic e s

d630 Preparation oj meals (cooking etc.)

d 6 4 0  D o in g  h o u s e w o rk

d650 Caring fo r  household objects

d 6 6 0  A ss is t in g  o th e r s

d 7 2 0  C o m p le x  in te rp e r s o n a l  in te ra c t io n s

d 7 5 0  In f o rm a l  so c ia l re la t io n s h ip s

d 7 6 0  F a m ily  re la t io n s h ip s

d 7 7 0  I n t im a te  re la t io n s h ip s

d 8 5 0  R e m u n e ra tiv e  e m p lo y m e n t

d 9 2 0  R e c re a tio n  a n d  le isu re

Environm ental Factors

e l  10 F o r p e r s o n a l  c o n s u m p tio n  (fo o d , m e d ic in e s)

e l  15 F o r p e r s o n a l  u se  in  d a ily  liv in g

e l 6 5  A ssets

e225  C lim a te

e3 1 0  I m m e d ia te  fa m ily

(C ontinued)
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b820 R epair fu nctions o f  the  skin 

b840 S ensation  related to  the skin 

B o d y  S tru c tu re s

s420 S tru c tu re  o f th e  im m u n e system  

s4200 S tru c tu re  o f lym phatic vessels 

s4201 S tru c tu re  o f lym phatic nodes 

s630 S tru c tu re  o f rep roductive  system  

s6302 S tru c tu re  o f  breast and  n ipple 

s720  Shou lder region

s730  U p p er e x trem ity  (arm , h and) 

s760 T ru n k

s810  S tru c tu re  o f  areas o f  skin 

A c tiv itie s  a n d  P a r tic ip a tio n  

d l7 7  M aking  decisions 

d 2 3 0  C 'arrying out daily rou tine

d 2 4 0  H and ling  stress and  o th er psychological d em ands 

d 4 3 0  L ifting and carry in g  objects______________________

e315 E x tended fam ily 

e320 Friends

e325 A cquain tances, peers, co lleagues, n e ig h b o u rs  an d  com m unity  
m em bers

e340 Personal care  prov iders, p e rso n a l assistan ts 

e355 H ealth  professionals

e410 Ind iv idual a ttitu d es  o f  im m ed ia te  fam ily m em bers 

e415 Ind iv idual a ttitu d es  o f  ex ten d ed  fam ily m em bers 

e420 Ind iv idual a ttitu d es  o f  frien d s

e440 Individual a ttitudes o f  personal care providers a n d  personal as
sistants

e450 Ind iv idual a ttitu d es  o f  h ea lth  professionals

e465 Social no rm s, p rac tices an d  ideologies

e540 T ran sp o rta tio n  services, system s and  policies

e555 A ssociations an d  o rgan isa tiona l services, system s an d  policies

e570 Social security , services, system s and  policies

e575 General social support services, system s an d  policies

e580 H ealth  services, system s an d  policies

eS90 Labour a n d  em ploym en t services, system s a n d  policies__________
h r ic f  ( lo r e  S c l i n J i C 4 k J  h /  C d lcgory  c i i J c s  in  h o ld . ( Id lc g o n c s  n o( C (in(irnu-J by  (ocun g n iu p -s  in j i c d lc d  hy  ilaliCN
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Appendix 1.1 Assessment forms used to assess quality of published 
studies

Assessment Sheet
Author name Date published
Study population

a.Patients identified at a uniform point/inception cohort _____________

b.Description of source of population _________________________________

c.Inclusion /exclusion criteria described___________________________________________

Response

d.Response ^ 75% ___________________________________________________________

e.Info responders vs. non-responders____________________________________________

Follow-up

f.Followed for a sufficient period of time si2m onths ________________________________

g.Dropout / loss to follow-up less than 2 0% ________________________________________

h.Info on completers versus loss to follow-up ______________________________________

i.Prospective data collection_____________________________________________________

Treatment

j.Treatment type described and adjuvant treatments described_______________________

Outcome

k.Standardised assessment of relevant outcome criteria

Prognostic factors

I.Standardised assessment of patient characteristics and potential clinical prognostic factors 

m.Standardised assessment of potential psychosocial prognostic factor(s)__________________

Data presentation

n.Frequencies of most important measures________________________________________

o.Frequencies of most important prognostic factors_____________________________

p.Appropriate analysis techniques__________________________________________

q.Prognostic model is presented____________________________________________

r.Sufficient numbers Sample Size Positive If The Number Of Cases In The Multivariate 

Analysis Was Ten Times The Number Of Independent Variables In The Analysis (Altman 1991) 

Or That There Were More Than 100 Subjects In The S tudy_________________
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Appendix 1.2 Explanation of the criteria for assessment of 
methodological quality of the studies 

Criteria for assessment of methodological quality of the selected studies:

a. Patients identified at a uniform point/inception cohort

b. Description of source of population

c. Inclusion /exclusion criteria described

d. Response s 75%

e. Info responders vs. non-responders

f. Followed for a sufficient period of time >12months

g. Dropout / loss to follow-up less than 20%

h. Info on completers versus loss to follow-up

i. Prospective data collection

j. Treatment type deschbed and adjuvant treatments described 

k. Standardised assessment of relevant outcome criteria

I. Standardised assessment of patient characteristics and potential clinical prognostic 

factors

m. Standardised assessment of potential psychosocial prognostic factor(s) 

n. Frequencies of most important measures 

o. Frequencies of most important prognostic factors 

p. Appropriate analysis techniques 

q. Prognostic model is presented

r. Sufficient numbers Sample Size Positive If The Number Of Cases In The Multivariate 

Analysis Was Ten Times The Number Of Independent Variables In The Analysis 

(Altman 1991) Or That There Were More Than '100 Subjects In The Study

Explanation of the criteria for assessment of methodological quality of the
selected studies:

a. Positive if patients were identified at a uniform point 
(inception cohort), pre-operatively or in the 
postoperative /post treatment phase. Positive i f  all 
patients are identified at uniform time post operatively.

b. Positive if described in what setting patients were 
recruited (i.e. general practice, hospital, breast clinic, 
from the general public)
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c. Inclusion /exclusion criteria described. Positive if criteria 
were generated for inclusion (such as diagnosis and 
staging of the tumour is provided) and reasons for 
exclusion are given such as metastases, previous Ca 
bilateral Ca etc

Response
d. Positive if response rate was ^ 75%. Positive if 

possible inclusion number is known.
e. Positive if information was presented about 

patient/disease characteristics of responders vs. non
responders or if there was no selective response. 
Positive if no loss to follow-up.

Follow-up
f. Followed for a sufficient period of time >12months 

Positive if followed for at least 12months
g. Dropout / loss to follow-up less than 20% Positive if 

total number of participants was > 80% on the last 
moment of follow-up compared to the number of 
participants at baseline.

h. Info on completers versus loss to follow-up Positive if 
clinical / demographic information (patient/disease 
characteristics such as age and other potential 
prognostic predictors.

i. Prospective data collection Positive if prospective 
design was used, also positive in case of a historical 
cohort in which the determinants had been measured 
before outcome was determined.

Treatment
j. Treatment type described and adjuvant treatments 

described. Positive if the treatment subsequent to 
inclusion in cohort is fully described or standardised.

Outcome
k. Standardised assessment of relevant outcome criteria 

Positive if standardised questionnaires or objective 
outcome measures were used for at least 1 of the 
following were used for each follow-up measurement: 
pain, quality of life, functional status, general health.
The definition o f a standardised measure that was used 
was; “a published measurement tool designed for a 
specific purpose in a given population” (Finch et 
al.,2002)

Prognostic factors
I. Standardised assessment of patient characteristics and 

potential clinical prognostic factors Positive if standard 
questionnaires or objective measurements were used at 
baseline for at least 2 of the following potential 
prognostic factors; age, pre-operative pain, previous 
history of chronic pain, functional/activity status, post
operative pain levels or more invasive surgery.
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m. Standardised assessment of potential psychosocial 
prognostic factor(s). Positive if standardised 
questionnaires or objective measurements were used at 
baseline of at least 1 of the following 8 potential 
prognostic factors; depression, somatisation, anxiety, 
distress, coping strategies or psychological work-related 
factors(social support, psychological demands, and job 
decision latitude)

Data presentation
n. Frequencies of most important measures. Positive if 

frequency, percentage or mean, median (Inter Quartile 
range) and standard deviation/CI were reported for the 
most important outcome measures.

0 . Frequencies of most important prognostic factors. 
Positive if frequency , percentage or mean, median 
(Inter Quartile range) and standard deviation/CI were 
reported for the most important prognostic factors 

p. Appropriate analysis techniques. Positive if univariate 
crude estimates were provided for the association of a 
prognostic factor with an outcome 

q. Prognostic model is presented Positive if an attempt is 
made to determine a set of prognostic factors with the 
highest possible prognostic value, 

r. Sufficient numbers in sample size. Positive If the 
number of cases in the multivariate analysis was ten 
times the number of independent variables in the 
analysis (Altman 2001).
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Appendix 2.1 Descriptive characteristics of validation studies of the ICF Core Sets

Authors Core Set Population Methodology Statistics Outcome

Coenen M, et 

a!., (2006)

Rheumatoid Arthritis 

-the patient 

perspective

49 participants with 

RA patient 

perspective

Focus groups Kappa coefficient confirmed almost entire Core 

Set, identified missing 

categories

Grill E, et al., 

(2006)

Post-acute

rehabilitation

facilities

2 independent 

raters, Linked items 

from instruments to 

ICF

compared items in 

ICF Core Set with 

FM ™ *,  FAM~ and 

Barthel Index

Kappa, confidence 

intervals

Other instruments missing 

body structure/ environment 

items, new ICFcategories 

identified

K irchberger 1 

et al., (2007)

Rheumatoid Arthritis 

-occupational 

therapy practice?

41 occupational 

therapists in nine 

countries

3 round electronic 

mail survey Delphi

Chi squared or fisher 

exact to analyse 

group differences

The validity of the ICF was 

largely confirmed.

K irchberger 1, 

et al.,

(2007)

Rheumatoid 

Arthritis; The 

Perspective of 

physical therapists

Physical therapists 

n=82

3 round electronic 

mail survey Delphi

Chi squared or fisher 

exact to analyse 

group differences

Confirmed validity 

Identified missing categories
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Xie F, et al., 

(2007)

Core Set for OA In 

patients with Knee 

OA: a Singaporean 

perspective

122 patients completed 

SF-36¥, SCQ~ and 

WOMAC'". Health 

professionals -ICF

cross-sectional

study

Frequency and 

percentages. 

Spearman 

correlations

Content and construct 

supported. Some categories 

missing especially in 

environmental factors

Baux-Haolter 

Eet al., (2008)

Does the ICF Core 

Set cover the 

patient’s with LBP 

problems?

118 Norwegian patients 

referred to physiotherapy 

with LBP

Professionals- 

ICF Patients 

Medical

Outcome Study 

SF36 and 

Oswestry 

Disability Index

Descriptive statistics Core Set captures the 

problems , very few 

categories missing but needs 

further elaboration to improve 

feasibility

Kirchberger 1, 

Cieza A & 

Stuck! G, 

(2008)

Rheumatoid 

Arthritis: The 

perspective of 

psychologists.

20 psychologists in 5 

countries

3 round 

electronic mail 

survey Delphi

Fischer exact test 

(nominal variables) 

Mann-Whitney -U 

(ordinal)

Overall, 66% of the ICF Core 

Set confirmed 

Additional categories 

identified

Xie F, et al., 

(2008)

Brief Core Set OA 

(23 items)

122 consecutive inpatients 

with OA knee

Compared with 

SF36 and SCO

Kappa was used for 

agreement between 

two psychologists

Confirmed 16 of the 23 

categories in the brief core 

set and 14 additional items



Hieblinger R, 

et al.,

(2009)

Chronic Widespread 

Pain Patient 

perspective 

(fibromyalgia)

33 patients 6 focus groups Results were 

analysed into 

meaning units and 

then linked to ICF

Most ICF categories Core Set 

for CWP confirmed Forty- 

eight additional categories 

were identified

Kirchberger 1, 

et al., (2009)

Diabetes Mellitus 

from the patient 

perspective

40 patients in eight focus 

groups

8 focus groups Meaning units and 

then linked to ICF

Seventy-five of the 85 ICF 

confirmed. Additional 

categories identified

Rauch A, et 

al., (2009)

Rheumatoid Arthritis 

does it capture 

nursing practice?

57 nurses in 15 countries 3 round 

electronic mail 

survey Delphi

results linked using 

linking rules

validity largely supported , 

further ICF categories were 

identified

Rauch A, et 

a!., (2009)

Obstructive 

Pulmonary Diseases 

from

physiotherapists

perspective

Fifty-one physiotherapists 

from 18 countries

3 round Delphi 

technique 

electronic mail

Agreement of over 

75% of professionals 

determined inclusion

Validity largely supported. 

Additional categories 

identified
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R0 e C, et al., 

(2009)

Brief ICF core set for 

LBP from the 

Norwegian 

perspective.

118 participating patients 

with LBP

Professionals - 

ICF. Patients 

SF-36 Oswestry 

Disability Index.

Regression models 

were developed

Further elaboration of the 

Brief ICF Core Set for LBP 

with multinational data is 

needed

Algruen B, et 

al., (2010)

A validation of ICF 

core set for stroke 

in Sweden

stroke survivors evaluated 

with Core Set. 99 patients

frequencies of 

impairment

Univariate statistics used, 

variables not normally 

distributed (Kolmogorov- 

Smirnov test) medians used

Suggested reduction 

of Core Set 59 to 28 

body functions 59 to 

41 activit 

/participation.

Glassel A, et 

al., (2010)

Core Set for 

stroke: the 

perspective of 

occupational 

therapists

Sixty-nine occupational 

therapists in 21 countries

3 round Delphi 

technique

Kappa used to determine inter 

rater agreement, inclusion if 

identified by >75% 

participants.

Validity was largely 

supported by 

occupational 

therapists.

Lemberg 1., 

et al., (2010)

The ICF Core Set 

for stroke 

physician 

perspective

88 physicians from 30 

countries

3 round 

electronic mail 

survey Delphi

Kappa used for inter-rater 

agreement, inclusion if 

identified by >75%

Validity confirmed 

additional body 

functions items 

identified



Abdullah M, 

etal., (2011)

Diabetes 

Mellitus: A 

Malaysian 

perspective

professionals filled ICF, 

patients filled in SF36 and 

SCQ1 helped by specialists

100 patients included

multicentre cross 

sectional study 

% health clinics

Descriptive statistics 

Confidence intervals

Content validity 

identified for 

Malaysian population

Bossman T, 

etal., (2011)

Osteoarthritis:

physical

therapists

perspective

72 experts from 22 countries 3-round Delphi 

technique

12 new categories that over 

75% considered important

Content validity 

confirmed, new 

categories identified

Glassel A , at 

al., (2011)

Stroke : Survey 

of Physical 

Therapists

125 physical therapists from 

24 countries

3-round Delphi 

technique

Kappa .confidence intervals 

agreement of >75% accepted

Largely conformed, 

new categories 

identified

Grill et al., 

(2011)

Geriatric post -  

acute

rehabilitation

facilities

209 patients Multi- centre 

cohort study

Multivariable regression 

models independent variables 

the ICF categories

Present Core Set can 

be considered an 

initial model

Hermann KH, 

et al., (2011)

Spinal injury 

perspective of 

physical 

therapists:

81 Physiotherapists from 27 

countries

3-round Delphi 

technique

Kappa bootstrapped 

confidence intervals 

agreement of >75% accepted

Largely confirmed 

covers physical 

therapists 

interventions
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Hermann Kh, 

etal., (2011)

Spinal injury from 

the perspective 

of occupational 

therapists

67 Occupational Therapists 

from 27 countries

3-round Delphi 

technique

Core Set were identified over 

75% agreement

Largely confirmed 

covers Occupational 

therapists 

interventions new 

items identified.

Kirschneck 

M, et al., 

(2011)

Low back pain; 

the perspective 

of the physical 

therapists

84 physical therapists in 32 

countries

3-round survey 

based on the 

Delphi technique

agreement of .75% accepted Validity largely 

confirmed new items 

identified

Koehler B, et 

al., (2011)

Osteoporosis: 

perspective of 

Physical 

therapists

57 physical therapists from 

25 countries

3-round survey 

based on the 

Delphi technique

Descriptive statistics and 

Kappa

Validity confirmed 

additional concepts 

identified by >75% 

participants

Kurtai§ Y, et 

al., (2011)

Reliability, 

construct validity 

and

measurement 

potential ,Core 

Set for OA.

100 patients with OA (84 F, 

16 M; mean age 63 yrs.)

SF-36® and 

WOMAC. Core 

Set for OA health 

professionals. .

A combination of Rasch 

analysis and classical 

psychometric methods

The four scales 

derived from BF-BS, 

A, P, and EF 

components of the 

Core Set were valid 

and reliable



Muller M, et 

al., (2011)

Comprehensive 

ICF Core Set for 

patients in post - 

acute

rehabilitation

facilities

165 patients 2 Austrian and 7 

German hospitals Data 

extracted from medical 

records and interviews with 

patients and health 

professionals

Multi- centre 

cohort study

Any category with a 

prevalence below 5% not 

considered relevant

Most categories 

confirmed no 

significant gaps in the 

established set could 

be identified

Muller M, 

Grill E, et al., 

(2011)

Comprehensive 

ICF core sets for 

acute hospitals

Data extracted from charts 

and interviews held with 

professionals and patients

Prospective 

multi-centre 

cohort study

Absolute and relative 

frequencies at baseline and 

endpoint of treatment any 

category with a frequency of 

below 5% was considered not 

relevant

Core Sets confirmed, 

some categories 

recommended for 

exclusion some 

inclusion

Muller M, 

(2011)

Geriatric Post

acute

rehabilitation

facilities

209 patients in 5 gehatric 

hospitals Data from medical 

records and interviews with 

patients and health 

professional

Multi- centre 

cohort study

95% confidence intervals 

Absolute and relative 

frequencies reported; <5% 

was considered as not 

relevant.

Most categories 

confirmed , additional 

categories identified
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Steir-Jarmer 

etal., 2011

Patients in 

geriatric post

acute

rehabilitation

facilities

209 patients in a muliti centre 

cohort study

Data extraction 

medical records 

and health 

professionals 

interviewed

95% confidence intervals. 

Absolute and relative 

frequencies

reported; <5% was considered 

as not relevant.

Most categories 

confirmed , new 

items identified

Tschiesner 

U, et al., 

(2011)

Core Sets for 

head and neck 

cancer: a 

multicentre study.

A multicentre, cross-sectional 

study was conducted with 

276 patients at 14 

international study-centre

UW-QOLx 

EORTC-QLQa 

patients and 

health

professionals

Frequency analyses and 

Spearman correlations were 

applied

Core Set exhaustive 

and covers a broader 

range any of the 

questionnaires.

Berno S, et 

al., (2012)

Multiple sclerosis

physician

perspective

99 physicians from 36 

countries

3-round Delphi 

technique,

Agreement of .75% accepted 

Kappa used to assess 

agreement between raters

64.5% confirmed, 8 

categories not 

currently included 

identified.

Conrad A, et 

al., (2012a)

Multiple Sclerosis 

-PT perspective

Eighty physical therapists 

from 23 countries

3-round Delphi 

technique

Kappa bootstrapped 95% 

confidence intervals 

agreement of >75% used

Content and face 

validity supported

Conrad A. et 

al.,(2012b)

Multiple Sclerosis 

from OT 

perspective

Sixty-one OTs from 21 

countries

3-round Delphi 

technique

Kappa statistics 

agreement of >75% used

New categories 

identified ICF Core 

Set supported



Glassel A et 

al., (2012)

Stroke from the

patient

perspective

60 patients participated in 15 

focus groups

131 out of 166 ICF confirmed. 

31 Additional categories 

raised

Existing Core Set 

could be confirmed 

almost entirely

Khan F,. 

(2012)

Breast cancer 

core set.

85 women Cross-sectional

survey

Linked with ICF categories 

using 'linkage' rules

16 of 22 categories 

'Activities

/Participation' and 11 

of 23 from 

'Environmental 

confirmed plus 

additional items

KusS, 

Oberhauser 

C and Cieza 

A (2012)

Validation of Brief 

ICF Core set for 

hand conditions

260 patients

Patients filled in instruments 

health professionals used 

ICF

cross sectional 

multi-centre 

study, patient 

interview

multiple regression methods 

used to identify the set of ICF 

categories that best explains 

variation in patients general 

health,

Confirmed relevance 

of Core Set

Leib A, Cieza 

A,

Tschiesner

U.

(2012)

Core Set for 

head and neck 

cancer.

55 physicians from 25 

countries

Physician perspective

3-round survey 

based on the 

Delphi technique

Consensus of s 75%, Kappa 

for linking ICF categories was 

0.988 (95% bootstrapped 

confidence interval: 0.95-0.99)

The content validity 

of the ICF-HNC was 

supported by the 

perspective of 

physicians
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Awad H, 

Alghadir A 

(2013)

Diabetes 

Mellitus: Physical 

Therapists' 

Perspectives.

Twenty-four PTs, from 11 

countries

2 experts 

independently 

identified linked 

to ICF Core Set

Linking agreement and Kappa Validity was 

confirmed Additional 

categories were 

identified

Balestrieri M, 

(2013)

Italian version of 

mini -ICF -APP 

for rating activity 

and participation 

restrictions in 

psychiatric 

disorders

120 consecutive patients Compared ICF 

with other 

instruments

Interclass correlation co

efficient were used and 

revealed significant inter-rater 

agreement for total score 

,ICC=0.987 for each item of 

the Mini-ICF-App. Test retest 

was also significant lccO.993

The mini ICF-App 

seems to be well 

suited to everyday 

psychiatric practice in 

particular in 

schizophrenic 

patients

Bos 1., et al., 

(2013)

ICF Core Set for

neuromuscular

diseases

Compared Core Set with 

HRQOL questionnaires and 

linked concepts in 

questionnaires to onginal ICF

2 experts 

independently 

identified 

concepts and 

linked to ICF 

Core Set

Meaning units identified and 

then linked to ICF

All but one body 

function were 

covered by initial 

Core Set.



Glassel A, et 

al.,

(2013)

Core Set for 

stroke from 

gender 

perspective

12 women and 12 men Individual

interview

Meaning units identified and 

then linked to ICF

143 /166 categories 

confirmed, 38 

additional categories 

identified

Glocker C, et 

al., (2013)

Core Set for low 

back pain from 

the perspective 

of physicians.

Seventy-one physicians in 36 

countries

a Delphi survey Consensus of > 75%, Kappa 

for linking

All ICF components 

confirmed 

3 additional items 

agreed by>75% 

identified

Jobst A, et 

al., (2013)

Chronic

Obstructive

Pulmonary

Diseases:

Seventy-six physicians in 44 

countries

An International 

Delphi Survey

Consensus of s 75%, Kappa

for linking

frequencies

Nine additional 

categories identified 

by >75% of the 

participants
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Oberhauser Brief ICF Core A psychometric study using Short Form 36 as The most relevant ICF Twelve of the original
C. et al., Set for group lasso regression on dependent categohes were identified as 13 Brief ICF Core Set
(2013) Osteoarthritis. data from a convenience variable, all those showing a significant categories were

sample of 879 OA patients categories of effect based on the point wise confirmed, and 3
from 20 countries Core Set for OA 90% confidence intervals additional ICF

independent resulting from 1,000 bootstrap categories were

variables. trials. identified.

*FIM- Functional Independence Measure:
~ RAM - Functional Assessment Measure.
~ SCQ - Self-Administered Comorbidity Questionnaire

WOMAC - Western Ontario and McMaster Universities Osteoarthritis Index
¥ SF-36® - Short Form Health Survey
xUW-QOL- University of Washington Quality of Life Questionnaire
aEORTC-QLQ- European Organization for Research and Treatment of Cancer Quality Of Life Questionnaire 
^ HRQOL- Health Related Quality of Life



Appendix 2.2 Personal communication from Prof. Stucki

From: Stucki, Gerold Prof. Dr.med. [mailto;Gerold.Stucki@med.uni-muenchen.de] 
Sent: 22 January 2009 09:53 
To: Marese Cooney
Subject: AW: ICF Core Set for breast cancer

Dear Marese Cooney 
thank you for your kind mail.

There have been important developments in relation to the ICF Core Set 
development. Hov\/ever, there have been few developments in relation to breast 
cancer. Please find enclosed the most recent updates on the ICF and ICF Core Set 
measurement.
You may consider to use the ICF Core Set-based scale for your study. Indeed, we 
would be very interested to support this development of ICF Core Set for breast 
cancer.
Enclosed find 2 pds for your attention.

With kind regards
Gisela Immich on behalf of Prof. Stucki 
Scientific Research Assistant to Prof. Stucki
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THE ADELAIDE & MEATH 
HOSPITAL, DUBLIN

D an L ynch Ph 4I42({60 em ail: D an  L y n ch jjiim iic li ic G^hfes Committee
U rsuld  R yan Ph 4 1 42342  em ail U rsu la .K ju n V iu n m ch  ic N A T IO N A l (  H l l  [ ) R F N  S H O S P IT A I
S ecre lar ia l I a \  4142371

I \ i  I \ <  , H l .  n i  i i i  i \  j  I i K f ! \ \ i

Dr. Emm a Stokes ........... ... . i
Senior Lecturer 
Departm ent o f  Physiotherapy 
School o f  M edicine 
Trinity College 
Dublin 2

Septem ber 10th 2009

Please quote this reference in any follow up to this letter: 2009/09/! 0 Chairman's 
Action

Uc: A Study to V alidate the International C lassification o f F unctioning (ICF) 
Core Sets for Breast C anccr by W omen with the C ondition U sing a M ixed  
M ethodology Approach.

Dear Dr. Stokes,

Thank you for your recent subm ission o f  the above proposal to the SJII/AMNCT I 
Research Ethics Com m ittee. The Chairm an has given ethical approval to this proposal 
on behalf o f  the Com m ittee.

Yours sincercly,

D aniel R. Lynch,
Secretary,
SJH /AM N C H  Research Ethics Com m ittee.





Appendix 3.2 Letter to focus groups particpants

Dear Participant,

I am a physiotherapist currently interested in mapping the course o f recovery post 
breast cancer treatment in women. The information gained could inform women 
about the expected time to recover and help women plan accordingly.

Many women report that recovery time following breast cancer is longer than 
believed by health professionals. Lack o f information/misinformation can be a 
source o f unnecessary worry. There are many research tools that have been 
developed to assess treatment effects but none assess the whole health experience.
A new tool has been designed by health experts which is thought to include all 
aspects o f the health experience post Breast Cancer treatment but women who have 
experienced the condition have not until now been involved. I am writing inviting 
you to participate in this stage.

The views o f women who have experienced Breast Cancer are very important as 
health experts may not be aware o f all aspects o f health that may be affected and 
may have identified some categories that are not relevant.
Participation involves attending a focus group session which will take at maximum 
two hours. The research has the approval o f the Hospital’s Research Ethics 
Committee.

Your name and address was selected from the hospital database which identified 
you as being someone who is between 1 year and 3 years post surgery for Breast 
Cancer. Your participation, should you wish to be involved, will be on an 
anonymous basis. The focus group session will be recorded; personal details will be 
removed from any recording or transcripts. If you chose not to be involved it will 
not affect your treatment in any way.
I hope that you can spare the time to attend a focus group and I would like to thank 
you for taking the time to read this. Should you have any questions please feel free 
to contact me at 01 8962124 or mcoonev@ tcd.ie.

Yours sincerely,

Marese Cooney 
Lecturer
Discipline o f Physiotherapy
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Appendix 3.3 Patient Information Letter for focus groups

PARTICIPANT INFORMATION LEAFLET 
(Focus Group)

You are being invited to participate in a research study.
Thank you for taking time to read this.

TITLE: A Study to VaHdate the International Classification o f Functioning (ICF) 
Core Sets for Breast Cancer.

WHAT IS THE PURPOSE OF THIS STUDY?
I'he ICF Core Set is a tool designed to describe the whole health experience 
following treatment for breast cancer. It includes different aspects o f health 
function, activity and participation that may be altered following treatment for 
Breast Cancer. The tool was developed by international health experts involved in 
the treatment o f breast cancer and has the approval o f the World Health 
Organisation. Until now, women who have experienced Breast Cancer treatment 
have not been involved in its development.
This is the first time that women who have been treated for Breast Cancer have 
been asked to play a role in its development. Your role, should you participate, is to 
make sure that no category o f health experience has been overlooked and to confirm 
the categories that were identified by the experts.

WHY HAVE I BEEN CHOSEN?
You have been randomised for inclusion into this study from the hospital database 
because you have been identified as being between 1 year and 3 years post surgery 
for Breast Cancer.

WHAT WILL HAPPEN IF I TAKE PART?
Your participation in this study is enfirely voluntary. Participation involves 
attending one focus group session. This will involve coming to a location at a time 
that suits you to meet and discuss your experience o f how treatment affected your 
health with about six/seven other women who have had similar treatment. The focus 
group will take no more than two hours. During this time the procedure o f how the 
focus group will be run will be explained again and you will be asked to sign a 
consent form. Following this the discussion will focus on any changes you may 
have experienced in the way you function, any change in relation to body structure, 
any activity /participation limitations or any environmental factors you have found 
to be a help or a hindrance since treatment. The group will have an opportunity to 
consider the relevance o f all o f  the sections included and be asked to identify any 
areas they think are not covered by the tool. The focus group session will be 
recorded and later transcribed. You will be allocated a code so that no personal 
details will be included in the transcription.
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ARE THERE ANY BENEFITS FROM MY PARTICPATION?
There are no obvious direct benefits from participation. However, reviewing all of 
the categories listed in the tool may help in reporting your health state to your 
doctor on next review.
ARE THERE ANY RISKS INVOLVED IN PARTICIPATING?
There are no risks associated with this study.

CONFIDENTIALITY
Your identity will remain confidential. Your name will not be published and will 
not be disclosed to anyone outside the hospital.

COMPENSATION
The investigator carrying out this research employed and covered under the 
indemnity o f Trinity College Dublin. Nothing in this document restricts or curtails 
your rights.

VOLUNTARY PARTICPATION
Your involvement in the study is on a voluntary basis. You may quit at any time. If 
you decide not to participate, you will not be penalised and will not give up any 
benefits which you had before entering the study.

PERMISSION
The study has Hospital Research Ethics Committee approval.

CONTACT DETAILS
You can get more information or answers to your questions about the study, or your 
participation in the study from;

Ms Marese Cooney Tel: 086-8913972
Email: mcooney@tcd.ie

THANK YOU FOR CONSIDERING TAKING PART IN THIS RESEARCH
STUDY.
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Appendix 3.4 Consent documentation

A STUDY TO VALIDATE THE INTERNATIONAL 
CLASSIFICATION OF FUNCTIONING (ICF) CORE SET FOR

BREAST CANCER

CONSENT FORM

PLEASE TICK YOUR RESPONSE IN THE APPROPRIATE BOX

• I have read and understood the attached 
Participant Information Leaflet YES □ NO □

• I have had the opportunity to ask questions and discuss 
the study YES □ NO □

• I have received satisfactory answers to all my questions YES □ NO □

• I understand what is involved in this study YES □ NO □

• 1 understand that I am free to withdraw from the study 
at any time without giving a reason and without this 

affecting my future medical care YES □ NO □

• 1 agree to take part in the study YES □ NO □

Participant’s Signature: Date:

Participant’s Name in print:

I have explained the nature, purpose, procedures and benefits o f this study. I have 
offered to answer any questions and fully answered such questions. 1 believe the 
participant understands my explanation and has freely given informed consent.

Investigator’s Signature:   Date: ----------

Investigator’s Name in p rin t;______________________________
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A pp en d ix  3.5 D em ograph ic In fo rm ation

ICF Core Sets for Breast Cancer 
General B ackground  In fo rm a tion

Please fill in the following information which may help when analysing your
answers

SEX Female [ ] Male [ ] Age --------------------years

H e igh t cm o r  feet/inches W eigh t------------ kg o r -----------
stone/lbs

CURRENT MARITAL STATUS: (Check only one that is most applicable)

Never married [ ] Currently Married [ ] Widowed [ ]

Divorced [ ] Cohabiting [ ] Separated [ ]

CURRENT OCCUPATION (Select the single best option)

Paid employment [ ] Non-paid work, volunteer/charity [ ]
Self-employed [ ] Unemployed (health reason) [ ]
Retired [ ] Unemployed (other reason) [ j
Student [ ] Keeping house/House-maker [ ]

Other [ ] (please specify)____________

Level o f Education (please tick the highest level of education that you have 
undertaken)
Primary [ ] Secondary [ ] Third level [ ]

How long is it since you had surgery for Breast Cancer? __________________

Left Breast [ ] Right Breast [ ]

Type of surgery____________________________

Have you had Breast reconstruction? Yes [ ] No [ ]

Have you had Radiation Therapy? Yes [ ] No [ ] Currently having [ ]

Have you had Chemotherapy? Yes [ ] No [ ] Currently having [ ]

Have you had Hormonal therapy? Yes [ ] No [ ] Currently having [ ]

Handedness
Right handed [ ] Left handed [ ] Use both hands equally [ ]

Are you on any long term medication for any other medical condition? 
If yes please specify the condition

YES
NO
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When you were in hospital were you seen by

Have you attended a physiotherapist for any related

If yes, how many times?

How many hours per week do you spend engaged in 
moderate exercise? (moderate is exercise vigorous 
enough to make your heart beat faster, 
but you could still hold a conversation)

a physiotherapist? [ ]

condition since discharge ? [ ]
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Appendix 3.6 PowerPoint presentation to focus groups
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05/12/2013

IC F  Four Sections

.Function-the way.things yvorK . . . .  .............................................................................
Structure -any change in shape, position
loss of a part, change in texture C hapter 1 M ental Functions
Activities (being able to carry out a task) 
and Participation (involvement in a life

Environmental factors (make up the 
physical , social and attitudinal 
environment)

M ental Functions

• This includes functions of the brain both 
global such as consciousness, energy 
drive and specific such as memory, 
language or calculation

• Since the commencement of your 
treatment are there any areas of 
mental function that you consider 
to have changed ?

Mental Functions - are there any areas from this 
list that we have not mentioned that you consider 

to have changed ?

Temperament and Personality functions 
(optimism/ extroverston)
Energy and drive  functions (motivation, appetite, 
craving, impulse control)
Sleep (amount onset, staying asleep, quality) 
Em otional functions (control, appropriateness, range) 
Experience of se lf and tim e function (awareness of 
ones identity, position in reality of environment and of 
time)
Body image (phantom sensation)

Chapter 2 
Sensory functions and pain

If you think about you ability to see. hear 
taste, feel and experience pain or 
unpleasant sensation have you noticed any 
changes since starting treatment ?

Sensory functions and pain 
Is there anything on this list that we have not 

mentioned that you would like to add ?

Touch (change in quality of touch numbness, tingling, 
pins and needles, increased sensitivity)

Generalised pain (unpleasant feeling all over, 
throughout the body)

Pain in a body part (unpleasant feeling in a specific 
body part)

1
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Functions in other systems

• S ince the com m encem ent of your treatm ent 
have  you experienced change in any other 
system  that we ha ve  not m entioned ?

Functions in other system s

• Im m u n e  sy s te m  ( bodies ability to fight infection, any 
change in sensitivity or a llergic reaction to any 
substance)

• L y m p h a tic  v e s s e ls  (fluid like substance carried back 
to veins failure results in lymphoedema)

• L ym p h  n o d e s  (glands along the course of the vessels 
can be in the armpit can enlarge and svt/ell)

• E x e rc is e  to le ra n c e  (endurance-abihty to keep going 
overtim e, aerobic capacity)

C hapter 5 D igestive system

Since the start of treatment have you 
noticed any changes in the functioning of 
the digestive system?

Digestive system  -Is  there  anything that you would 
like to add to this section?

• Weight maintenance

Chapter 6 
Reproductive functions

• S ince treatm ent have  you noticed any  change in 
any aspect of reproductive functions?

Sexual function (arousal, orgasm, vaginal 
lubrication)
Menstruation (regularity of cycle, amount 
of loss)
Procreation functions (fertility, pregnancy, 
lactation)
Sensations associated with genital and 
procreation functions (sensations arising 
from menstruation, hot flushes, painful 
periods)
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Chapter 7 
Movement related functions

• .  Since.the.start of.treatment have you 
noticed any change in movement and 
mobility, including functions of joints, 
bones reflexes and muscles?

Mobility of jo int (frozen joints, lax or excessive mobility 
drthnfis, ra’nge 6r arrtounf a nd ’ease o f movement)’ 
Mobility of bone functions (range amount and ease of 
movement)
Muscle power (weakness or paralysis of muscle loss of 
strength or ability to exert force)
Muscle endurance (sustaining muscle contraction or 
time, carrying something, walking a distance, stand for a 
long time )
Sensations related to muscle and movement (stiffness, 
tightness spasm, contractton. heaviness)

Chapters  
Functions of skin, nails and hair

Since the start of treatment have you 
noticed any changes in skin, nails and 
hair?

Protective functions o f the skin (against sun, 
pigmentation quality of skin, broken thinning)

Repair functions of Sktn (healing, bruising, scar 
formation)

Sensations related to the skin (itching burning, pins 
and needles crawling sensation)

Body Structures

Structure refers to anatomical parts of the 
body.

Since treatment have you experienced any 
loss, change in texture or change in shape 
in any part ?

• Im m une system  (lymph node rem oval)
• Lym phatic vessels {change in shape If 

lym phedem a present)
• Structure of reproductive system
• Structure o f breast and nipple
• Shoulder region
• Upper extrem ity (arm, hand)
• Trunk
• Structure areas o f skin
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Activities and Participation

• Activity limitations are difficulties an 
individual may fiave In carrying out a task 
or action

• Participation restrictions are problems an 
individual may experience in life situations

Learning and applying knowledge

Since tlie start of treatm ent tiave you 
experienced any change in your ability to 
learn or apply knowledge?

Making decisions (Making a choice among 
options deciding which task to undertake 
from among several)

G eneral tasks and dem ands

Since the start of treatm ent have you 
noticed any changes in your ability to carry 
out general tasks and demands?

Is there anything on this list that you would like to add to 
the items already mentioned?

* Carry out daily routine (plan manage and complete 
daily duties)

* Handle stress and psychological dem ands 
(taking care o f many children, driving during heavy

traffic)
* Lifting and carrying objects (lifting a cup. 

carrying a child, suitcase)
• Fine hand use (picking up small change off 

counter, buttons)
• Hand and arm  used (pushing , pulling, reaching)
• W ashing oneself

Or from  th is list ?

* Caring fo r body parts (brushing teeth, grooming)

* Dressing (putting on and taking off clothes, shoes, 
boots)

* Eating (included cutting, opening tins)

* Drinking (bring it to mouth, opening cans)

* Looking a fter ones health (physical and mental 
wellbeing balanced diet, exercise)
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•. Buying,goods and services (shoppingetc).

• Preparing meals (cooking etc)

• Doing housework (cleaning washing, ironing)

• Caring fo r household objects (painting 
wallpapering)

• Assisting Others (with learning self-care being 
concerned about wellbeing of others)

Relationships

Since treatm ent have you noticed any 
changes in your ability to carry out the 
actions an(j tasks involvetj in interacting 
with strangers, frientjs. family?

Is there anything from  this list that you would care 
to add to the list of things already m entioned?

* Com plex interpersonal in teractions (meeting new 
people managing interactions and ending interactions 
according to sooal rules)

• Inform al social relationships {neighbours, friends, 
workmates, peers)

• Fam ily relationships (parent child, sisters, brothers 
and extended family)

* Intimate relationships (romantic, spousal and sexual 
relationships)

Major life areas

Since treatment have you noticed any 
changes in major life areas (education, 
worl^. employment, economic life)?

A nyth ing  you w ould like to acdid from  
this list?

• Paid employment (self-employment, part-time, 
full time)

• Recreation and leisure (play, sport .culture 
and crafts

Products and technology

Since treatm ent have you noticed any 
change in the use of any manufactured 
product, equipment or technology which 
prevents or relieves disability or improves 
functioning?
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Support and relationships

Products o r sub s ta n ces  for personal 
consum ption (herbs, supplements, medicines) 

Product o r techno log y (instrument, or 
equipment)

A sse ts  (money, goods, property or other 
valuables that an individual owns or has rights 
of use?

C lim a te  (change in climate temperature, rain , 
wind, seasonal variations)

Since treatment have you found any 
people or animals to be a help or a 
hindrance (in providing physical and 
emotional support)?

I
 Attitudes of others towards you

• Since treatment have you noticed any 
change of attitude of others towards you ?

• Immediate family
• Extended family
• Friends
• Personal care providers and personal assistants
• Health Professionals
• Social norms practices and ideologies (religious 

norms and practices social behaviour of others)

Services, System s and policies

Services that provide benefits designed to 
meet the needs of individuals - can be 
public, private or voluntary 
Systems that are administrative control 
and organisational mechanisms and are 
established by governments 
Policies constituted by rules regulations, 
conventions and standards
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Transportation services, systems and policies (that 
‘ enable p6ople‘ or gtoodsto m6ve o‘r be'movfed) ' 
Clubs associations and organisational services (non 
commercial interests often with membership s tructure) 
Social security, services, systems, policies (income 
support)
General social support services (shopping housework 
transport)
Health services systems policies
(Rehabiiitatton, promoting heatlhy lifestyles)

Labour and employment services systems and policies 
(finding work changing jobs seeking promotion)
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Appendix 3.7 Table demonstrating when saturation occurred

Short L ist o f Body Functions Qualifier Pilot
Focus
1

Focus
2

b126 Temperament and Personality functions 1 1 1

B1265 Optimism 1 1 1

81266 Confidence 1 1 1

b12b2 Concientiousness 1 0

b130 Energy and drive functions 1 1 1

b1300 Energy level 1 0 0

81301 Motivation 1 0

81302 Appetite 1 0 1

b1304 Impulse control 0 1

b134 Sleep 1 1 1

b1340 Amount 1 1 1

b1341 Onset 0 0

b1342 Maintenance 1 1 0

b1343 Quality 1 1 1

B140 Attention functions 0 1 1

B144 Memory 0 1 1

81440 Short term memory 0 1 1

81441 Long term memory 0 1 0

b152 Emotional functions 1 1 1

b156 Perceptual functions 0 1 0

8160 Thought function 1 1 0

B1600 Pace of thought 1 0 0

b16710 Expression of spoken language 1 1 1
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Focus Focus 
3 4

0 1

0 1

1 1

0 0

1 1

0 1

0 0

0 0

0 1

1 1

0 0
0 1

1 0

0 0

1 1

1 1

1 1

0 0

1 1

0 1

0 0

0 0

0 1

Focus

1

total

6

0 4

1 6

0 1

0 7

1 4

0 1

1 4

0 2

1 7

0 4

0 1

0 3

0 4

1 6

0 5

1 6

0 1

1 7

0 3

0 3

0 1

1 6

Focus
5

1

0
0
0
1

1

0
1

0
1

1

0
0
1

1

1

1

0

1

1

1

0
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b180 Experience of self and time function 1
b1801 Body image 1

B210 Seeing function 0

b255 Smell function 1

B230 Hearing function 0

b250 Taste function 1

b265 Touch function 1

b280 Pain 1
b2801 Pain in body part 0

b28011 Chest pain 0

b28013 Pain in back 0

b28014 Pain in arm 1

b28015 Pain in lower limb 1

b28016 Pain in joints 1

b415 Blood vessel function 0

b435 Immunological (allergies, hypersensitivity) 1

B4350 Immune response 0

b4351 Hypersensitivity 1

b4352 Functions of the lymphatic vessels 1

b4353 Function of the lymph nodes 1

b440 Respiration functions 0

b455 Exercise tolerance functions 1

b525 Defecation functions 0

b5254 Flatulence 1

b530 Weight maintanance functiions 1

b535 Sensations associated with the digestive system 0

b5351 Feeling bloated 0

b5352 Constipated 0

b5350 Sensation of nausea 1

1
1

1

0
0
1

1

1

0
0
0
0
0
1

0
0
1

0
1

0
0
1

0
1

1

0
0
0
1

1 1 0
1 1 1

1 1

0 1 1

1 1 0

1 1 1

1 1 1

1 1 1

0 0

0 0

0 1 0

1 1 1

1 1

0 1 1

0 1 1

1 0

0 1

1 1 0

1 1 0

0 1 0

0 1 1

1 1 1

1 1 0

0 0

1 1 1

0 1 1

1 0 0

1 0 0

0 0 1

0 1 5
0 0 5

0 1 4

0 0 3

0 0 2

1 1 5

1 1 7

1 1 7

0 0 0

0 1 1

0 0 1

1 1 6

0 1 4

0 1 5

0 0 2

1 0 3

1 1 4

1 0 4

0 1 5

0 0 2

0 0 2

1 1 7

1 1 4

0 0 2

1 1 7

0 1 3

0 0 1

0 0 1

1 0 4
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b545 Digestive functions 0 1

b640 Sexual functions 1 1

b6400 Arousal 1 0

b650 Menstruation functions 0 1

b660 Procreation functions 0 1

b670 Sensations associated with genital and reproductive functions 1 1

b710 Mobility of joint 1 1

b720 Mobility of bone functions 0 0

b730 Muscle power 1 0

B7300 Function of small muscles of the hand 0 1

b740 Muscle endurance functions 0 0

b780 Sensations related to muscle and movement functions 0 1

b7801 Muscle spasm 0 0

b810 Protective functions of the skin 0 1

bS20 Repair functions of the skin 1 0

bS40 Sensation related to the skin 0 1

bS50 Function of hair 1 1

bS60 Function of Nails 1 1

s230 Structures around the eye 1 0

s2302 Eyebrow loss 1 0

s420 Structure of the immune system '1 1

S4200 Structure of lymphatic vessels 1 1

s4201 Lymphatic nodes 0 0

s630 Structure of reproductive system 0 1

s6302 Structure of breast and nipple 1 1

s720 Shoulder region 0 1

s730 Upper extremity (ann, hand) 0 1

s760 Trunk 1 1

s810 Structure of areas of skin 1 1

d155 Acquiring skills 0 0

0

1

1

1

0
1

1

0
1

0
1

0

0

1

1

1

1

1

1

0

0

1

0
0
1

1

1

0
0
0

0 1 0 0 2

0 1 1 1 6

0 0 0 0 2

1 1 1 1 6

1 0 0 0 2

1 1 1 1 7

1 0 1 1 6

0 0 0 0 0

1 0 0 1 4

0 0 0 0 1

1 1 0 0 3

0 1 1 1 4

0 0 0 1 1

1 1 1 1 6

0 0 0 1 3

1 1 1 1 6

1 1 1 1 7

1 1 1 0 6

0 0 0 0 2

0 0 0 0 1

0 1 1 0 4

0 1 1 0 5

0 1 0 0 0

1 0 0 0 2

1 1 1 0 6

1 0 0 0 3

0 0 0 0 2

1 1 0 0 4

1 0 1 0 4

1 1 0 0 2



d177 Making decisions 0 1

d230 Carrying out daily routine 1 0

d240 Handling stress and other psychological demands 1 1

D310 Communicating with receiving spoken messages 0 1

d415 Maintaining basic body position 0 1

d430 Lifting and carrying objects 1 1

d440 Fine hanr use 'p i' ing up grasping 0 1

d445 Hand and arm use 1 1

d4452 Reaching 1 0

d450 Walking 0 0

d470 Using transportation 1 0

d 475 Driving 0 1

d510 Washing oneself (bathing, drying, washing hands, etc) 0 1

d520 Caring for body parts (brushing teeth, shaving, grooming, etc.) 0 0

d530 Toileting 1 0

d540 Dressing 1 1

d550 Eating 0 1

d560 Drinking 0 1

d570 Looking after one's health 1 1

d620 Acquisition of goods and services (shopping, etc.) 0 1

d630 Preparation of meals (cooking etc.) 0 0

d640 Doing housework (cleaning house, washing dishes laundry, ironing 0 1

d650 caring for hopusehold objects

d660 Assisting others 0 0

d720 Complex interpersonal interactions 0 0

d750 Informal social relationships 1 1

d740 Formal relationships 0 0

d760 Family relationships 1 1

d770 Intimate relationships 1 1

d850 Remunerative employment 1 1

d920 Recreation and leisure 1 1

0 1 1 1 5

1 0 0 1 4

1 0 0 1 5

1 0 0 0 2

1 1 0 0 3

1 1 0 1 6

1 1 1 1 6

1 0 0 1 5

0 0 0 0 1

1 0 0 0 2

0 1 1 0 3

1 1 1 0 5

0 0 0 1 3

0 0 0 1 2

0 0 0 0 2

1 0 0 1 5

0 0 0 0 2

1 0 0 0 2

1 1 1 1 7

1 0 0 1 4

0 0 0 0 0

1 1 0 1 5

1 0 1 0 3

0 1 1 1 3

1 1 0 0 5

1 1 0 0 2

1 1 0 1 6

0 0 1 0 4

1 1 1 1 7

1 1 0 1 6
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e110 For personal consumption (food, medicines) 0 0

e l 101 Drugs 1 1

e115 For personal use in daily living 1 1

e l 151 Assistive products and technology 1 1

e l 65 Assets 0 1

e225 Climate 1 1

e310 Immediate family 1 1

e315 Extended family 0

e320 Friends
e325 Acquaintances, peers, colleagues, neighbours and community

1 1

members 1
n

1
1

e340 Personal care providers and personal assistants

u

0 1

e350 Domesticated animals 0 1

e355 Health professionals 1 1

e410 Individual attitudes of immediate family members 0 1

e415 individual attitudes of extended family members 0 1

e420 Individual attitudes of friends 1 1

e425 Individual attitudes of aquaintences , peeers, colleagues 1 1

e430 Attitudes of people in authority
e440 Individual attitudes of personal care providers and personal

1 1

assistants 0 0

e450 Individual attitudes of health professionals 1 1

e460 Societal attitudes 1 0

e465 Social nomis,practices and idealogles 1 0

e540 Transportation services, systems and policies 0 0

e555 Associations and organisational services,systems and poliies 0 1

Oilcie; 0 1

e570 Social security, services, systems and policies 0 1

0
1
1

1

1

0
1

1

1

1

0
0
1

1

1

1

1

1

0

0
0
1

1

0
0
0

0
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0 0 0 1 1

1 1 1 1 7

1 1 1 1 7

1 1 0 1 6

0 1 0 1 4

0 1 0 0 3

1 1 1 1 7

1 1 0 0 3

1 1 1 1 7

0 1 1 1 6

0 0 1 0 2

0 1 0 0 2

1 0 0 0 3

1 1 0 1 6

0 0 0 1 3

0 0 0 1 3

0 0 0 0 3

0 1 1 1 6

1 1 0 0 4

0 0 0 0 0

0 0 1 0 3

1 0 0 0 3

1 0 1 1 4

0 0 0 0 0

1 1 1 1 5

1 0 0 0 2

1 0 0 1 3



e575 General social support services, systems and policies 

e580 Health services, systems and policies

e5801 Health systems 

e590 Labour and employment services, systems and policies

0 0 0 0 0 0 0 0

1 1 1 1 1 0 1 6

0 0 0 0 1 0 0 1

0 0 0 0 0 0 0 0

Total number of categories in agreed list and in which group they were discussed enabling saturation to be identified. 
Yellow- Categories not confirmed
Blue- third level categories that are subsets of the category above 
Pink- New categories not included in the Comprehensive Core Set
Pink- New ICF Categories identified by women in the focus groups by not included in the Comprehensive Core Set
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Appendix 3.8 Feedback PowerPoint to focus groups
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Validation of the International 
Classification of Functioning, Disability 

and Health (ICF) Core Set for breast 
cancer from the perspective of women 

with the condition

Core Set for breast cancer
B  W hy is it needed?

• “current lack o f common framework and established language 
appears to contribute to d ifficu lty in interpretation o f research 
findings and subsequent u tility  o f findings to enhance service
d e l i v e r y  (Kirki>vact al..201)6)

a  ICF
• globally agreed framework and classification to define the typical 

spectrum o f aspects o f health affected

DFcore set for breast carTcer'

Body Functions (n=i6 >33%)
■ bi3o Energy and drive function
• 6152 Emotional functions

Body Structures (n ^ ,  11%)
■ S630 Structure o f the re p r^u c tive  system
•  S6301 Breast a nd nipple

Activities and Particination(n=22,27%)
• d23o carrying out daily routine
• d63o preparing meals
•  d445 hand andarm  use
•  CI920 recreation and leisure

Environmental Factors (0=23.29%)
•  e 225C lim a te
• 6310 support and relationships
• e4io attitudes o f  family
• 6530 services systems and policies

Focus groups
•  P ilot group

•  6  focus groups, 33 w om en involved

•  Data saturation 5̂  ̂group

Format of Focus groups
Q  Slide I
□  C hapter i; M enta l Functions

El Since the  com m encem ent o f  your 
trea tm ent are there any areas o f  
m enta l fu nc tion  tha t you 
cons ider to have changed

□  Slide 2
0  Temperament and Personality 

functions (optim ism/ 
extroversion)

B  Energy and drive functions 
{motivation, a p a tite , craving, 
impulse control)

B  Sleep (amount, onset, staying 
asleep, quality)

B  Emotional functions (control.
appropriateness, range)

B  Experienceof self and time 
function (awareness o f  ones 
identity, position in reality o f 
environment and o f time)

B  Body image (phantom

Who were the particpants?
B  M e an  age 51 ( range 3 4 -7 6  years)

H  51% p a id  e m p lo y m e n t, 21% ho u s w ife ,i8%  retired  

H  82%  m a rrie d  plus 6 %  sh arin g  w ith  dom estic  
partners  

E l 9 1 %  r igh t hand ed

0  6 8 %  surgery non  d o m in a n t side, equally  d iv ided  
b etw een  m astec tom y a nd  breast conserving  
surgery,

H  m ean  t im e  since surgery 30.5  m onth s  ( range 7 -4 8  
m o n th s)

1
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flo w  was the co n v ersa fi^  
analysed?
•  Two strategies were used to ensure the accuracy o f the data 

analysis; (i) m ultiple coding and (ii) peer review
-(i)independent coding by moderatorand field note taker (MC&RG) 
-(ii)peer revlew-a person previously unconnected w ith the study 

crosschecked 3 o f the seven transcripts o f the data)

•  3 Steps
• Step i: Meaning condensation analysis
• Step 2: Linking to ICF
• Step 3 : Comparison w ith ICF Comprehensive Core Set

• put on a lo t of weight too
on chemo because you were 
...steroids make you eat a lot 
then my sleep pattern was way 
out o f kilte r for a long time, 
sleeping tablets and every thing 
and that worried me that I 
w ou ldn 't get it back because I 
used to be a great sleeper I 
th ink it is coming"

• Meaning unit- weight gain, 
slc*ep pattern

• Intra - rater percentage 
agreement 9j .9%

Transcript

if2  - you feel when there was a 
lot o f people around even your 
own family were kind o f 
gawping 
M eaning u n it

increased social attention 
L in k in g

e4io Individual attitudes o f 
family members, 
e 460 societal attitudes

Step 3: Comparison with ICF Core Set- 74 categories of 

Comprehensive Core Set (80) were confirmed
ICF ca te g o r ie s  n o t c o n f ir n ic d

6720 M o b ility  o f  bone func tions  

d63o Preparation o f  meals (cooking ctc.) 

d65o Caring fo r household goods

6440 Ind iv idua l a ttitud es o f  personal care providers and personal 

assistants

6575 General social support services, systems and policies 

e59o la b o u r  and em p loym en t services, systems and policies

_________  .

ICF Categories id en tified  no t c u rren tly  included

b140 Attention functions s230 Structures around the eye
b144 Memory d1S5 Acquiring skills
b156 Perceptual functions d310 Communicating with receiving spoken
b160 Thought function messages
b16710 Expression of spoken language d415 Maintaining basic body position
b210 Seeir>g function d440 Fine hand use (picking up, grasping)
b230 Hearirtg function d450 Walking
b2S5 Smell function d470 Using transportation
b2S0 Taste function d 475 Driving
b415 Blood vessel function d530 Toileting
b440 Respiration functions d740 Formal relationships

bS25 Defecation functions e330 People in position of authority
6535 Sensations associated with the digestive Domesticated animals

system •430 Attitudes of people in authority
b545 Digestive furKtions •460 Societal attitudes
bS50 Function of hair eSftS EcoTKtmic services systems and policies
b860 Function of Nails

Conclusion
•  Content validity was largely confirmed for the 

Comprehensive Core Set

•  New categories emerged that should be considered for 
inclusion o f the Core Set
• Inclusion o f women who have had chemotherapy and /  or 

hormonal therapy

•  Next step.....
• member checking and quantitative approach questionnaire
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How did discussion com pare w ith  core set ?

M ental functions

General tasks
•  Shopping

•  L iftin g  and carry ing

•  H oovering -  push ing anci p u llin g

•  H anging ou t washing

Sensory functions and pain o th e r systems

3
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Reproductive functions Skin and related structures

Structures
•  S 7 3 0  Upper extremity (arm, hand)
•  S230 structures around the eye
•  S 7 6 0  Trunk
•  S720 Shoulder region
•  S4200 Structure o f lymphatic vessels

•  S4201 structure o f lymphatic nodes

■ ■ • — siM  1 M  111 ^

Top 10
Activities and Participation

•  11nformal social relationships

•  2  R e m u n era tive  em ploym ent
•  3  R ecreation  and le isure

•  4  Doing housew ork

•  5  Fam ily  R e lationships
•  6  Handling  stress and  psychological d em an d s

•  7 Dressing

•  8 M aking  dec isions
•  9  F ine  H a n d  use

•  10 Lifting and  carrying objects

•  Products and technology -  prosthesis, sleeves

•  Assets -  cost
•  Climate
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•  M ethods and  tim ing  o f inform ation  delivery need  to  be 
given consideration  a long  w ith a m o u n t o f detail and  where 
fu rth er inform ation  is available

•  T ransition phases need to  be im proved in th e  way they are 
hand led

•  Pre-operative inform ation?
•  In form ation  on  w hat o th e r w om en found helpful to  deal 

w ith sleep problem s fatigue an d  taste  issues o f  value ?
•  Knowing w hat tasks are difficult may provide people  w ith a 

list o f th ings they can do  to  help
•  N europath ic pain need for research

•  E n d u ra n c e  te s t-  H ow  to  m a in ta in  socia l sp ac e  a n d  
avo id  re p e ti t io n

•  F ertility  is su es

•  Issues  s u r ro u n d in g  p ro s th e s is , w e ig h t a n d  
te m p e ra tu re

•  R ec o n s tru c tio n  

A n y th in g  e lse?

5
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Appendix 4.1 Letter to first pilot respondents

Dear Participant,

This is a questionnaire that will be used eventually on w om en w ho have been treated  

fo r breast cancer. The language in the docum ent is taken directly from  the original 

fo rm at and is inclined to be technical. If participants consider the language difficult 

th a t may choose not to answer.

You are being asked to help piloting the docum ent by reading through it in order to  

determ ine w h eth er each category is easy to answer.

I w ould be grateful if you could underline any word or m ark any category that needs to  

be rephrased to make it m ore understandable.

Thank you very much for your help; it is very much appreciated,

Yours sincerely.

M arese Cooney
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Appendix 4.2 First pilot questionnaire

ICF Core Sets for Breast Cancer 
General B ackground  In fo rm ation

Please fill in the following information which may help when analysing
your answers

SEX Female [ ] Male [ ] Age ---------------------years

H eight cm o r  feet/inches W eigh t------------ kg o r ...........-
stone/lbs

CURRENT MARITAL STATUS: (Check only one that is most applicable)

Never married [ ] Currently Married [ ] Widowed [ ]

Divorced [ ] Cohabiting [ ] Separated [ ]

CURRENT OCCUPATION (Select the single best option)

Paid employment [ ] Non-paid work, volunteer/charity [ ]
Self-employed [ ] Unemployed (health reason) [ ]
Retired [ ] Unemployed (other reason) [ j
Student [ ] Keeping house/House-maker [ ]

Other [ ] (please specify)____________

How long is it since you had surgery for Breast Cancer? ___________________

Left Breast [ ] Right Breast [ ]

Type of surgery____________________________

Have you had Breast reconstruction? Yes [ ] No [ ]

Have you had Radiation Therapy? Yes [ ] No [ ] Currently having [ ]

Have you had Chemotherapy? Yes [ ] No [ ] Currently having [ ]

Have you had hormonal therapy? Yes [ ] No [ ] Currently having [ ]

Handedness
Right handed [ ] Left handed [ ] Use both hands equally [ ]

Are you on any long term medication for any other medical condition?
If yes please specify the condition
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ICF Core Sets for Breast Cancer

Please give each category careful consideration and circle the relevant 
answer.
Feel free to add anything you have experienced that you think is not included

MENTAL FUNCTIONS have you experienced any changes in 
the following since the start of your treatment?

b126 Temperament and personality functions

General mental functions of constitutional disposition of the individual to 
react in a particular way to situations, including the set of mental 

characteristics that makes the individual distinct from others. Inclusions: 
functions o f extraversion, introversion, agreeableness, conscientiousness, 
psychic and emotional stability, and openness to experience; optim ism ; 

novelty seeking; confidence; trustworthiness

Yes No

b130 Energy and drive functions

General mental functions of physiological and psychological mechanisms that 
cause the individual to move towards satisfying specific needs and general 
goals in a persistent manner. Inclusions: functions o f energy level, motivation, 
appetite, craving(inciuding craving fo r substances tha t can be abused), 

and impulse control

Yes No

b134 Sleep

General mental functions of periodic, reversible and selective physical
and mental disengagement from one's immediate environment accompanied by
characteristic physiological changes.
Inclusions: functions o f amount o f sleeping, and onset, maintenance and 
quality o f sleep; functions involving the sleep cycle, such as in insomnia, 

hypersomnia (sleeping too much) and narcolepsy(falling asleep uncontrollably)

Yes No

b152 Emotional functions

Specific mental functions related to the feeling and affective components of the 
processes of the mind.
Inclusions: functions o f appropriateness o f emotion, regulation and range o f 
emotion; affect; sadness, happiness, love, fear, anger, hate, 
tension, anxiety, joy, sorrow; lability o f emotion; fla ttening o f affect

Yes No

b180 Experience of self and time function

Specific mental functions related to the awareness of one's identity, 
one's body, one's position in the reality of one's environment and of 
time.
Inclusions: functions o f experience o f self, body image and time

Yes No

b1801 Body image
Specific mental functions related to the representation and awareness of 
one's body.
Inclusion: impairments such as phantom limb and feeling too fa t or 
too thin

Yes No

Any other changes in mental function not listed above 
please specify;
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SENSORY FUNCTIONS AND PAIN. Since treatment have you 
experienced any changes in the following?

b265 Touch function

Sensory functions of sensing surfaces and their texture or quality. 
Inclusions: functions o f touching, feeling o f touch; im pairm ents such as 
numbness, anaesthesia, tinqUnq, pins and needles, hypersensitivity

Yes No

b280 Generalised Pain

Sensation of unpleasant feeling indicating potential or actual damage to 
some body structure fe lt all over, or throughout the body.

Yes No

b2801 Pain in body part

Sensation of unpleasant feeling indicating potential or actual damage to some 
body structure fe lt in a specific part, or parts, of the body.

Yes No

Any other sensation not covered by the categories above? If yes, 
please specify:

FUNCTION IN OTHER SYSTEMS
Since treatment have you experienced any changes in 
the following;

b435 Immunological

Functions of the body's response of sensitization to foreign substances, 
including infections (hypersensitivity)

Yes
Don’t
know

b4352 Functions of the lymphatic vessels

Functions related to vascular channels that transport lymph.
(lymph is a fluid like substance normally
carried back to veins failure results in swelling of a part)

Yes
Don’t
know

b4353 Function of the lymph nodes

(glands along the course of lymphatic vessels
e.g. in armpit they filter lymph fluid and may enlarge and swell)
Functions related to glands along the course of lymphatic vessels

Yes
Don’t
know

b455 Exercise tolerance functions

Functions related to respiratory and cardiovascular capacity as required 
for enduring physical exertion. Inclusions: functions o f physical 
endurance, aerobic capacity, stamina and fatiguability 
(endurance- ability to keep going over time, aerobic capacity)

Yes
Don’t
know

Any other change in function not listed above please specify;
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DIGESTIVE SYSTEM FUNCTIONS
Since treatment have you experienced any changes in the folio

b530 Weight maintenance functions

Functions of maintaining appropriate body weight, including weight 
during the developmental period. Inclusions: functions o f maintenai 
acceptable Body Mass Index (BM I); impairments such as underwei 
wasting, overweight, emaciation and such as in prim ary and 
secondary obesity

Yes No

Any other change please specify;

REPRODUCTIVE FUNCTIONS
Since treatment have you noticed any changes in the folk

b640 Sexual functions

Mental and physical functions related to the sexual act, Including the 
arousal, preparatory, orgasmic and resolution stages.
Inclusions: functions related to sexual interest, performance, 
clitoral erection, vaginal lubrication,, orgasm; impairments such as in 
impotence, fripidity, vaginismus.

Yes Not
applicable

No

b650 Menstruation functions

functions associated with the menstrual cycle, including regularity c 
menstruation and discharge of menstrual fluids. Inclusions :functiot 
regularity and interval o f menstruation menstruation, extent o f me 

bleeding, menopause; impairments such loss o f menstrual cycle, 
premenstrual tension

Yes Not
applicable

No

b660 Procreation functions

Functions associated with fe rtility , pregnancy, childbirth and lactatic 
Inclusions : functions o f female fe rtility , pregnancy and 
childbirth, and lactation; and such as in subfertility, sterility, 
spontaneous abortions, ectopic pregnancy, miscarriage

Yes Not
applicable

No

b670 Sensations associated with genital and reproductive f

Sensations arising from sexual arousal intercourse, menstruation 
and related genital or reproductive functions(inclusions pain on sexi 
intercourse, painful periods, hot flushes during menopause, night sv 
during menopause) NOT pain on urination

Yes Not
applicable

No

Any other changes not included above please specify;

MOVEMENT RELATED FUNCTIONS Since treatment 
have you noticed any changes in the following;

b710 Mobility of joint
Functions of the range and ease of movement of a jo in t. 
Inclusions: functions o f m obility o f single o r several jo in ts, 
vertebra, shoulder, elbow, wrist, hip, knee, ankle, small jo in ts  o f 
hands and feet; m obility o f jo in ts  generalized; impairments such 
as in hyperm obilityof (excessive mobllity)7 0 /nfs, frozen jo in ts  , 
frozen shoulder, a rth ritis

Yes No

b720 Mobility of bone functions
The Functions of the range and ease of movement of the scapula

Yes No
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(shoulder blade), pelvis, carpal (hand)and tarsal (foot) bones. 
Inclusion: impairments such as frozen shoulder blade and frozen 
shoulder

b730 Muscle power

Functions related to the force generated by the contraction of a 
muscle or muscle groups. Inclusions: functions associated with 
the power o f specific muscles s and muscle g roups, muscles o f 
one limb, one side o f the body, the lower ha lf o f the body, all 
limbs, the trunk and the body as a whole; impairments such as 
weakness o f small muscles in feet and hands , muscles paralysis.

Yes No

b740 Muscle endurance functions

(sustaining muscle contraction over time such as carry something for a long 
time or walk a distance, stand for a long time) Functions related to 
sustaining muscle contraction for the required period of time. 
Inclusions: functions associated with sustaining muscle 
contraction fo r isolated muscles and muscle groups, and a ll 
muscles o f the body

Yes No

b780 Sensations related to muscle and movement
functions (feelings of stiffness, tightness, spasm constriction, 
heaviness)
Sensations associated with the muscles or muscle groups of the 
body and the ir movement. Inclusions: sensations o f muscle 
stiffness and tightness o f muscles, muscle spasm or constriction 
,and heaviness o f muscles

Yes No

Any other changes not included above please specify;

FUNCTIONS OF THE SKIN
Since treatment have you noticed any changes in the 
following;

b810 Protective functions of the skin

Functions of the skin for protecting the body from physical, chemical 
and biological threats. Inclusions ; functions o f protecting against the 
sun and other radiation, photosensitivity, pigmentation, quality o f skin 
; insulating function o f skin, callus formation, hardening; impairments 
such as broken skin, ulcers, bedsores and thinning o f skin

Yes No

b820 Repair functions of the skin

Functions of the skin for repairing breaks and other damage to the 
skin. Inclusions: functions o f scab formation, healing, scarring; bruising 
and elevated scar formation

Yes No

b840 Sensation related to the skin

Sensations related to the skin such as itching, burning sensation and 
tingling. Inclusions: impairments such as pins and needles sensation 
and crawling sensation

Yes No

Any other changes not included above please specify;
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SINCE TR EA TM EN T HAVE YOU HAD ANY  
CHANGE TO THE STRUCTURE OF ANY OF THE  
FOLLOW ING; (includes any loss of a part or partial 
loss, change in shape, change in position, or change in 
texture)

s420 Structure of the immune system
(includes lymph node removal) Yes

Don’t
know No

S4200 Structure of the lymphatic vessels
(e.g. may be altered by lymphedema) Yes

Don’t
know No

s630 Structure of reproductive system Yes Don’t
know

No

S6302 Structure of breast and nipple Yes Don’t
know

No

s720 Shoulder region Yes Don’t
know

No

s730 Upper extremity (arm, hand) Yes Don’t
know

No

s760 Trunk Yes Don’t
know

No

s810 Structure of areas of skin
Yes Don't

know
No

Have you experienced any other anatomical 
(change to any part of the body) change in structure 
not listed above? If so please specify

ACTIVITY LIMITATIONS & PARTICIPATION RESTRICTION

Since treatment have you experienced any change in your ability 
in LEARNING AND APPLYING KNOWLEDGE such as;

d177 Making decisions
Making a choice among options, im plem enting the choice, and evaluating 

the effects o f the  choice, such as selecting and purchasing a specific item , or 
deciding to  undertake and undertaking one task from  among several tasks 
tha t need to  be done.

Yes
Dot
k
n
0
w

N
0

Any other area under learning and applying knowledge that you 
wish to add? Please specify ;

GENERAL TASKS AND DEMANDS Since treatment have you 
noticed any change in your ability to;

d230 Carry out daily routine
Carrying out sim ple or com plex and coordinated actions in o rder to plan, 
manage and com plete  the requirem ents of day-to-day procedures or duties, 
such as budgeting tim e  and making plans fo r separate activ ities  th roughou t

Yes Nc
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the day. Inclusions: managing and completing the daily routine; managing 
one's own activ ity level

d24
0

Handle stress and other psychological demands

Carry out simple or complex and coordinated actions to manage and control the 
psychological demands required to carry out tasks demanding significant responsibilities 
and involving stress, distraction, or crises, such as driving a vehicle in heavy traffic or 
taking care of many children. Inclusions: handling responsibilities, handling stress or 
crises

Yes No

d43
0

Lifting and carrying objects

Raising up an object or taking something from one place to another, such as 
when lifting a cup or carrying a child from one room to another. Inclusions: 
lifting, carrying in the hands o r arms, o r on shoulders, hip, back o r head; 
putting down

Yes No

d44
0

Fine hand use

Performing the coordinated actions of handling objects, picking up, 
manipulating and releasing them using one's hand, fingers and thumb, such 
as required to lift coins off a table or turn a dial or knob. Inclusions: picking 
up, grasping, manipulating and releasing

Yes No

d44
5

Hand and arm use

performing the coordinated actions required to move objects or to 
manipulate them by using hands and arms, such as when turning door 
handles or throwing or catching an object Inclusions: pulling o r pushing 
objects; reaching; turning o r tw isting the hands o r arms; throwing; catching

Yes No

d51
0

Washing oneself

Washing and drying one's whole body, or body parts, using water and 
appropriate cleaning and drying materials or methods, such as bathing, 
showering, washing hands and feet, face and hair, and drying with a towel. 
Inclusions: washing body parts, the whole body; and drying oneself

Yes No

d52
0

Caring for body parts

Looking after those parts of the body, such as skin, face, teeth, scalp, nails 
and genitals, that require more than washing and drying. Inclusions:caring  
fo r : skin, teeth, hair, finger and toe nails

Yes No

d53
0

Toileting

Planning and carrying out the elimination of human waste (menstruation, 
urination and defecation (passing stools)), and cleaning oneself afterwards. 
Inclusions: control over toileting

Yes No

d54
0

Dressing

Carrying out the coordinated actions and tasks of putting on and taking off 
clothes and footwear in sequence and in keeping with climatic and social 
conditions, such as by putting on, adjusting and removing shirts, skirts, 
blouses, pants, undergarments, saris, kimono, tights, hats, gloves, coats, 
shoes, boots, sandals and slippers. Inclusions: putting on o r taking o ff 
clothes and footwear and choosing appropriate clothing

Yes No

d55
0

Eating
Carrying out the coordinated tasks and actions o f eating food that has been 
served, bringing it to the mouth and consuming it in culturally acceptable 
ways, cutting or breaking food into pieces, opening bottles and cans, using 
eatinq implements, having meals, feasting or dining.

Yes No

d56
0

Drinking
Taking hold of a drink, bringing it to the mouth, and consuming the drink in 
culturally acceptable ways, mixing, stirring and pouring liquids for drinking, 
opening bottles and cans, drinking through a straw or drinking running

Yes No
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water such as from a tap or a spring; feeding from the breast.

d57
0

Looking after one’s health

Ensuring physical comfort, health and physical and mental well-being, such as by 
maintaining a balanced diet, and an appropriate level of physical activity, keep warm or 
cool, avoiding harms to health, following safe sex practices, including using condoms, 
getting immunisations and regular physical examinations
Inclusions: ensuring one’s physical comfort :managing diet and fitness: maintaining one’s 
health

Yes No

d62
0

Acquisition of goods and services (shopping, etc)

Selecting, procuring and transporting all goods and services required for daily 
living, such as selecting, procuring, transporting and storing food, drink, 
clothing, cleaning materials, fuel, household items, utensils, cooking ware, 
domestic appliances and tools; procuring utilities and other household 
services. Inclusions: shopping and gathering daily necessities

Yes No

d63
0

Preparing meals

Planning, organizing, cooking and serving simple and complex meals for 
oneself and others, such as by making a menu, selecting edible food and 
drink, getting together ingredients fo r preparing meals, cooking with heat 
and preparing cold foods and drinks, and serving the food. Inclusions: 
preparing simple and complex meals

Yes No

d64
0

Doing housework

Managing a household by cleaning the house, washing clothes, using 
household appliances, storing food and disposing of garbage, such as by 
sweeping, mopping, washing counters, walls and other surfaces; collecting 
and disposing of household garbage; tidying rooms, closets and drawers; 
collecting, washing, drying, folding and ironing clothes; cleaning footwear; 
using brooms, brushes and vacuum cleaners; using washing machines, driers 
and irons. Inclusions: washing and drying clothes and garments; cleaning 
cooking area and utensils; cleaning living area; using household appliances, 
storing daily necessities and disposing o f

Yes No

d66
0

Assisting others

Assisting household members and others with the ir learning, communicating, 
self-care, movement, w ithin the house or outside; being concerned about the 
well-being of household members and others. Inclusions :assisting others 
with self-care, movement, communication, interpersonal relations, nutrition  
and health maintenance

Yes No

Is there any other activity that has changed since treatment not 
listed above? Please specify;

RELATIONSHIPS Have you noticed any changes in the 
following since treatment?

d720 Complex interpersonal interactions

Maintaining and managing interactions with other people, in a contextually 
and socially appropriate manner, such as by regulating emotions and 
impulses, controlling verbal and physical aggression, acting independently in 
social interactions, and acting in accordance with social rules and 
conventions. Inclusions: form ing and term inating relationships; regulating 
behaviours with interactions ; interacting according to social rules; and 
maintaining social space

Yes No
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d750 Informal social relationships

Entering into relationships with others, such as casual relationships with people 
living in the same community or residence, or with co-workers, students, 
playmates or people with sim ilar backgrounds or professions. Inclusions -.informal 
relationships
with friends, neiqhbours, acquaintances, co-inhabitants and peers

Yes No

d760 Family relationships

Creating and maintaining kinship relationships, such as with members of the 
nuclear family, extended family, foster and adopted fam ily and step- relationships, 
more distant relationships such as second cousins, or legal guardians. Inclusions: 
parent-child and child-parent relationships, sibling and extended family 
relationships

Yes No

6110 Intimate relationships

Creating and maintaining close or romantic relationships between individuals, such 
as husband and wife, lovers or sexual partners. Inclusions: romantic, spousal and 
sexual relationships

Yes No

Any other relationship that you have experienced change in since 
treatment not mentioned above? Please specify

Any change in the following MAJOR LIFE AREAS includes 
(education, training, economic life(spending ability entitlements))?

d850 1 Remunerative (paid) employment

Engaging in all aspects of work, as an occupation, trade, profession or other form 
of employment, for payment, as an employee, full or part tim e, or self-employed, 
such as seeking employment and getting a job, doing the required tasks of the job, 
attending work on time as required, supervising other workers or being supervised, 
and performing required tasks alone or in groups. Inclusions: self- employment, 
part-tim e and fu ll-tim e  employment

Yes No

d920 2. Recreation and leisure

Engaging in any form of play, recreational or leisure activity, such as informal or 
organized play and sports, programmes of physical fitness, relaxation, 
amusement or diversion, going to art galleries, museums, cinemas or theatres; 
engaging in crafts or hobbies, reading for enjoyment, playing musical instruments; 
sightseeing, tourism and travelling for pleasure. Inclusions: play, sports, arts and 
culture, crafts, hobbies

Yes No

Any other changes not covered in the two categories above? Please 
specify

ENVIRONMENTAL FACTORS W e are interested in knowing 
whether the following categories acted as a help (+ ) or hindrance 
(-) or are not relevant to you since your treatment
PRODUCTS AND TECHNOLOGY

e110 Products or substances for personal consumption

Any natural or human-made object or substance gathered, processed or 
manufactured for ingestion. Inclusions: food, drink and drugs

+ No
t
rel
ev
ant
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e115 Any product or technology

Equipment, products and technologies used by people in daily activities, 
including those adapted or specially designed, located in, on or near the 
person using them. Inclusions: general and assistive products and 
technology for personal use

+ -
Not
relevant

e165 Assets
Not
relevantProducts or objects of economic exchange such as money, goods, 

property and other valuables that an individual owns or of which he or 
she has rights of use. Inclusions: tangible and intangible products and 
goods, financial assets

+ -

ENVIRONMENT since your treatment do changes in the 
following help(+) or hinder (-) you or are not relevant
Climate

Meteorological features and events, such as the weather. Inclusions: 
temperature, humidity, atmospheric pressure, precipitation, wind and 
seasonal variations

+ -
Not
releva
nt

SUPPORT AND RELATIONSHIPS (people or animals that provide 
practical physical or emotional support) Since your treatment have you 
found the following to be a help a help (+) or hindrance (-) or 
not relevant

8310 Immediate family

Individuals related by birth, marriage or other relationship recognized by 
the culture as immediate family, such as spouses, partners, parents, 
siblings, children, foster parents, adoptive parents and grandparents.

+ -
Not
releva
nt

e320 Friends

Individuals who are close and ongoing participants in relationships 
characterized by trust and mutual support

+ -
Not
releva
nt

8325 Acquaintances, peers, colleagues, neighbours and 
community members
Individuals who are familiar to each other as acquaintances, peers, 
colleagues, neighbours, and community members, in situations of work, 
school, recreation, or other aspects of life, and who share demographic 
features such as age, gender, religious creed or ethnicity or pursue 
common interests.

+ -
Not
releva
nt

8330 People in positions of authority

Individuals who have decision-making responsibilities for others and who 
have socially defined influence or power based on their social, economic, 
cultural or religious roles in society, such as teachers, employers, 
supervisors, religious leaders, substitute decision-makers, guardians or 
trustees.

+ - Not
releva
nt

8340 Personal care providers and personal assistants

Individuals who provide services as required to support individuals in their 
daily activities and maintenance of performance at work, education or 
other life situation, provided either through public or private funds, or 
else on a voluntary basis, such as providers of support for home-making 
and maintenance, personal assistants, transport assistants, paid help, 
nannies and others who function as primary care givers.

+ -
Not
releva
nt

8355 Health professionals
Not
releva
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All service providers working within the context of the health system, + 
such as doctors, nurses, physiotherapists, occupational therapists, speech 
therapists, audioloqists, orthotist- prosthetists, medical social workers.

nt

Is there any other category of support and relationships that you 
would like to add ? Please specify

ATTITUDES of others towards vou. Since treatm ent have you noticed 
any change ( in any opinions or beliefs) in any of the following;

e410 Individual attitudes of immediate family members towards 
you
General or specific opinions and beliefs of im m ediate fam ily m em bers about 
the person or about other m atters (e .g . social, political and economic 
issues), that influence individual behaviour and actions.

Yes Not
applical

No

e415 Individual attitudes of extended family members

General or specific opinions and beliefs of extended fam ily m em bers about 
the person or about other m atters (e .g . social, political and economic 
issues), that influence individual behaviour and actions.

Yes Not
applical

No

e420 Individual attitudes of friends
General or specific opinions and beliefs of friends about the person or about 
other m atters (e .g . social, political and economic Issues), that influence 
individual behaviour and actions.

Yes Not
applical

No

e440 Individual attitudes of personal care providers and personal 
assistants
General or specific opinions and beliefs of personal care providers and 
personal assistants about the person or about o ther m atters (e .g . social, 
political and economic issues), that Influence Individual behaviour and 
actions.

Yes Not
applical

No

e450 Individual attitudes of health professionals
General or specific opinions and beliefs of health professionals about the  
person or about other m atters (e .g . social, political and economic issues), 
that influence individual behaviour and actions.

Yes Not
applicat

No

e465 Social norms, practices and ideologies (this covers social norms of
religious behaviour or etiquette or norms governing social gatherings towards you)

Customs, practices, rules and abstract systems of values and normative  
beliefs (e .g . Ideologies, norm ative world views and moral philosophies) that 
arise within social contexts and that affect or create societal and individual 
practices and behaviours, such as social norms of moral and religious 
behaviour or etiquette; religious doctrine and resulting norms and practices; 
norms qoverninq rituals or social qatherinqs.

Yes Not
applical

No

Any other category that you feel is missing from this section? 
Please specify

SERVICES, SYSTEMS AND POLICIES Since treatment have 
you noticed any change in your use or access to any of the 
following;

e540 Transportation services, systems and policies

Services, systems and policies for enabling people or goods to move or be 
moved from one location to another

Yes

Not
applical No
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e555 Associations and organisational services, systems and 
policies
Services, systems and policies relating to groups of people who have 
joined together in the pursuit of common, non commercial interests, 
often with an associated membership structure.

Y e s

Not
applicable

No

e570 Social security, services, systems and policies

Services, systems and policies aimed at providing income support to 
people who, because of age, poverty, unemployment, health 
condition or disability, require public assistance that is funded either 
by general tax revenues or contributory schemes.

Y e s

Not
applicable No

e575 General social support services

Services, systems and policies aimed at providing support to those 
requiring assistance in areas such as shopping, housework, 
transport, self-care and care of others, in order to function more fully 
in society.

Y e s
Not
applicable

No

e580 Health services, systems and policies

Services systems and policies for preventing and treating health 
problems, providing medical rehabilitation and promoting a healthy 
lifestyle

Y e s

Not
applicable No

e590 Labour and employment services, systems and 
policies

Services, systems and policies related to finding suitable work for 
persons who are unemployed or looking for different work, or to 
support individuals already employed who are seeking promotion

Y e s
Not
applicable No

Is there anything you wish to add to the category above? 
Please specify

Is there anything you would like to add that would describe your 
experience since treatment that is not covered by the categories above? 
Please feel free to add anything that you feel is of importance either 
below or overleaf.

Thank you very much for your time and your input.

Should you have any questions please contact Marese Cooney at 
8962124
e-mail- mcooney@tcd.ie
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Appendix 4.3 Letter to 2"  ̂pilot participants

Dear Reach to Recovery Member,

I am a physiotherapist currently interested in mapping the course o f recovery 
post breast cancer treatment. Those o f you on committee may remember me; 1 
met with you at your committee meeting last November when you provided me 
with very valuable feedback.

A new questionnaire has been designed by health experts which is thought to 
include all aspects o f the health experience post breast cancer treatment 
.However, until now no one has asked women who have had the experience, 
their opinion.

I am writing inviting you to participate in the pilot stage. 1 am enclosing a draft 
o f the questionnaire which will eventually be sent to women who are between 3 
months and two years post surgery. The role o f piloting is to ensure that the 
questions are easy to answer and to determine how long it will take.
Participation involves filling in the enclosed questionnaire and returning it in the 
prepaid envelope.
You are being asked to do two things (i) to fill in the questionnaire to reflect 
your experience o f  having had breast cancer and (ii) what your experience o f 
filling out this questionnaire was. Did you find it easy or hard were there any 
sections that were hard to understand?

Your participation is entirely voluntary; you are under no obligation to be 
involved. Should you volunteer, your answers will inform the final study in 
terms o f  the format o f  the questionnaire and calculating the sample size needed. 
It is thought that filling in the questionnaire should take no longer than 15-20 
minutes.
The research has the approval o f  the Faculty o f Health Sciences Ethics 
Committee, Trinity College. Your name and address was not available to me 
•Your participation if  you decide to be involved will be on an anonymous basis.

I hope that you can spare the time to fill in the questionnaire and I would like to 
thank you for taking the time to read this. Should you have any questions please 
feel free to contact me at 01 8962124 or mcoonev@ tcd.ie.

Yours sincerely,

Marese Cooney 
Lecturer,
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Appendix 4.4 Second pilot questionnaire

IC F  C o re  S e ts  fo r  B r e a s t  C a n c e r
G eneral Background Inform ation

Please fill in the following information which may help when analysing
your answers

SEX Female [ ] Male [ ] Age ---------------------years

Height cm o r feet/inches W eight-------------kg o r------------
stone/lbs

CURRENT MARITAL STATUS: (Check only one that is most applicable)

Never married [ ] Currently Married [ ] Widowed [ ]

Divorced [ ] Cohabiting [ ] Separated [ ]

CURRENT OCCUPATION (Select the single best option)

Paid employment [ ] Non-paid work, volunteer/charity [ ]
Self-employed [ ] Unemployed (health reason) [ ]
Retired [ ] Unemployed (other reason) [ ]
Student [ ] Keeping house/House-maker [ ]

Other [ ] (please specify)_____________

Level of Education (please tick the highest level of education that you have 
undertaken)
Primary [ ] Secondary [ ] Third level [ ]

How long is it since you had surgery for Breast Cancer? 

Left Breast [ ] Right Breast [ ]

Type of surgery_____________________________

Ye s [ ] No [ ]

Ye s [ ] No [ ] Currently having [ ]

Yes [ ] No [ ] Currently having [ ]

Yes [ ] No [ ] Currently having [ ]

Have you had Chemotherapy? 

Have you had Hormonal therapy?

Handedness
Right handed [ ] Left handed [ ] Use both hands equally [ ]

Are you on any long term medication for any other medical condition? 
If yes please specify the condition
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Please give each category careful consideration and circle the relevant 
answer.

Headings in bold are the categories, wording ( ) is given as explanation of what 
included should you need one.

Please add anything you have experienced that you think is not included 

The average time taken to complete this questionnaire is 20 minutes.

Mental Functions. Since surgery have you experienced any changes in any < 
the following?___________________________________________________ _______
Temperament and Personality functions (optimism/ extroversion)

Yes No

Self confidence Yes No

Energy and drive functions
(motivation, appetite, craving, impulse control) Yes No

Sleep (amount, onset, staying asleep, quality) Yes No

Emotional functions (control, appropriateness, range)
Yes No

Experience of self and time
(includes identity, position in reality of environment and of time)

Yes No

Body image
(phantom sensation - feeling as though the missing part is still therej

Yes No

Any other changes in mental function not listed above 
please specify;

SENSORY FUNCTION AND PAIN. Since surgery have you experienced any 
changes in any of the following?__________________________________
Touch (change in quality of touch, numbness, tingling, 
pins and needles. Increased sensitivity)

Yes No

Generalised Pain
(unpleasant feeling all over, throughout the body)

Yes No

Pain in body part
(sensation of unpleasant feeling in specific part)

Yes No

Any other sensation not covered by the categories above? If yes, 
please specify:

FUNCTION IN OTHER SYSTEMS Since surgery have you experienced any
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changes in any of the following?
Immune system
(Any change in your bodies ability to fight infection or any change 
in your sensitivity (or allergic reaction) to any substance)

Yes
Don’t
know No

Functions of the lymphatic vessels
(lymph is a fluid like substance normally
carried back to veins failure results in swelling of a pa rt) Yes

Don’t
know No

Function of the lymph nodes
(glands along the course of lymphatic vessels
e.g. in armpit they filter lymph fluid and may enlarge and swell) Yes

Don’t
know No

Exercise tolerance
(endurance- ability to keep going over 
time, aerobic capacity)

Yes
Don’t
know No

Any other change in function not listed above please specify;

DIGESTIVE SYSTEM Since surgery have you experienced any changes in th< 
following?_________________________________________________ ^

Weight maintenance (gain/loss) Yes No

Any other change please specify;

REPRODUCTIVE FUNCTIONS
Since surgery have you noticed any changes in any of the following
Sexual functions
(arousal, orgasm, vaginal lubrication)

Yes Not
applicable

No

Menstruation
(regularity of cycle, amount of loss)

Yes Not
applicable

No

Procreation functions
(fertility, pregnancy, lactation)

Yes Not
applicable

No

Sensations associated with genital and reproductive functions
(sensations arising from menstruation, hot flushes , painful periods)
NOT pain on urination

Yes Not
applicable

No

Any other changes not included above please specify;

MOVEMENT FUNCTIONS Since surgery have you noticed any 
changes in the following;__________________________________
Mobility of joint (frozen joints, lax or excessive mobility, arthritis) 

(range (amount) and ease of movement of any joint)
Yes No

Mobility of bone functions (range (amount) and ease of 
movement)

Yes No

Muscle power (weakness or paralysis of muscle , 
loss of strength or ability to exert force)

Yes No
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Muscle endurance (sustaining muscle contraction over time such 
as carry something or walk a distance, stand for a long time)

Yes No

Sensations related to muscle and movement (feelings of 
stiffness, tightness, spasm constriction, heaviness) Yes No

Any other changes not included above please specify;

THE SKIN Since surgery have you noticed any changes in the 
following?_______________________________________________
Protective functions of the skin
(against sun, pigmentation, quality of skin, broken /thinning of skin) Yes No

Repair functions of the skin

(healing, bruising, scar formation)
Yes No

Sensation related to the skin

(itching , burning, pins and needles, crawling sensation)
Yes No

Any other changes not included above please specify;

SINCE TREATMENT HAVE YOU HAD ANY LOSS OF A PART, 
CHANGE IN SHAPE, CHANGE IN POSITION, OR CHANGE IN 
TEXTURE OF ANY CATEGORY BELOW?
Structure of the immune system
(includes lymh node removal) Yes

Don’t
know No

Structure of the lymphatic vessels
e.g.may be altered by lymphedema) Yes

Don’t
know No

Structure of reproductive system Yes Don’t
know

No

Structure of breast and nipple Yes Don’t
know

No

Shoulder region Yes Don’t
know

No

Upper extremity (arm, hand) Yes Don’t
know

No

Trunk Yes Don’t
know

No

Structure of areas of skin Yes Don’t
know

No

Have you experienced any other change to any part of the body 
not listed above? If so please specify
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LEARNING AND APPLYING KNOWLEDGE Since treatment have you 
experienced any change in;__________________________________
Making decisions

Making a choice among options, such as selecting and 
purchasing a specific item, or deciding which to undertake task 
from among several tasks that need to be done.

Yes
Don’t
know No

Any other area under learning and applying knowledge that you 
wish to add? Please specify ;

Have you noticed any change in your ability to;
Carry out daily routine

(plan, manage and complete day to day duties)
Yes No

Handle stress and other psychological demands

(for example taking care of many children, driving during heavy 
traffic)

Yes No

Lifting and carrying objects

(lifting a cup, carrying a child, suitcase)
Yes No

Fine hand use

(picking up coins from a table ,buttons)

Yes No

Hand and arm use

(pulling, pushing , reaching)

Yes No

Washing oneself
(bathing, drying, washing hands, etc) Yes No

Caring for body parts

(brushing teeth, shaving, grooming, etc.)

Yes No

Toileting
Yes No

Dressing

(putting on and taking off clothes and shoes/boots)
Yes No

Eating

( includes cutting food using implements ,opening tins)

Yes No

Drinking

(taking hold bring it to mouth, opening bottles and cans)

Yes No

Looking after one’s health
Yes No
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(physical and mental wellbeing, balanced diet, physical exercise)
Acquisition of goods and services (shopping, etc.)

Yes No

Preparing meals
(cooking etc.)

Yes No

Doing housework
(cleaning house, washing dishes laundry, ironing

Yes No

Assisting others
(household members with learning, self-care being concerned about 
the wellbeing of others)

Yes No

Is there any other activity that has changed since treatment not 
listed above? Please specify;

RELATIONSHIPS Have you noticed any changes in the following 
since surgery?______________________________________________
Complex interpersonal interactions

interactions (meeting new people managing interactions and ending 
interactions, interacting according to social rules, maintaining social 
space or normal acceptable distance )

Yes No

Informal social relationships

( interacting with friends, neighbours, workmates, peers)
Yes No

Family relationships

(parent -child, sisters and brothers,and extended family)
Yes No

Intimate relationships
(romantic, spousal and sexual relationships) Yes No

Any other relationship that you have experienced change in since 
treatment not mentioned above? Please specify

Any change in the following MAJOR LIFE AREAS ?
1 Paid employment

(includes self-employment, part-time and full time employment)
Yes No

2. Recreation and leisure

(includes play, sport, arts .culture and crafts )
Yes No

Any other changes not covered in the two categories above? Please 
specify
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PRODUCTS AND TECHNOLOGY
Products or substances for personal consumption
herbs, supplements, medicines)

+ - Not
relevant

Any product or technology
( instrument or equipment to improve functioning) + Not

relevant

Assets
Including money, goods, property and other valuables that an 
individual owns or of which he or she has rights of use. +

Not
relevant

Climate
since your treatment do you find that changes in the climate are a 
help(+) or hinder (-) you or are not relevant 
Inclusions: temperature, humidity, atmospheric pressure, rain, wind 
and seasonal variations

+ -
Not
relevant

SUPPORT AND RELATIONSHIPS (people or animals that provide 
practical physical or emotional support) Since your treatment have you 
found the following to be a help a help (+) or hindrance (-) or not 
relevant
Immediate family
(related by birth marriage spouse, partner, parent child sibling). + -

Not
relevant

Friends
+ Not

relevant

Acquaintances, peers, colleagues, neighbours and community 
members + -

Not
relevant

People in positions of authority
(employers ,supervisors, religious etc) + _

Not
relevant

Personal care providers and personal assistants
(paid help or voluntary help but not family or extended family or 
friends) +

Not
relevant

Health professionals
(doctor, nurse, physiotherapist, social worker etc)

+
Not
relevant

any other category of support and relationships that you would like 
to add ?
Have ATTITUDES of others towards you changed since treatment.( in 
any opinions or beliefs)____________________________________________________________

Individual attitudes of immediate family members towards 
you

Y es Not
applicable

No

Individual attitudes of extended family members towards you
Y es Not

applicable
No

Individual attitudes of friends towards you 
towards you

Y es Not
applicable

No

Individual attitudes of personal care providers and personal 
assistants towards you Y es Not

applicable
No

Individual attitudes of health professionals towards you
Y es Not No
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applicable

Social norms, practices and ideologies (this covers social 
norms of religious behaviour or etiquette or norms governing 
social gatherings) towards you Y e s

Not
applicable

N o

Any other category that you feel is missing from this section? 
Please specify

SERVICES, SYSTEMS AND POLICIES Since surgery have you 
noticed any change in your use or access to any of the following;
Transportation services, systems and policies

(that enable people or goods to move or be moved) Y e s
applicable

N o

Clubs, Associations and organisational services (relating to 
groups of people who have joined together in pursuit of common 
non commercial interests often with a membership structure)

Y e s

Not
applicable

N o

Social security, services, systems and policies
(aimed at providing income support)

Y e s

Not
applicable

N o

General social support services
(support services such as shopping, housework, transport self- 
care and care of others provided to help in order to function more 
fully)

Y e s
Not
applicable

N o

Health services, systems and policies
( treating health problems, providing medical rehabilitation, 
promoting healthy lifestyle) Y e s

Not
applicable

N o

Labour and employment services, systems and policies
(relating to finding suitable work, changing jobs or support in 
seeking promotion) Y e s

Not
applicable

N o

Is there anything you wish to add to the category above? Please 
specify

Is there anything else you would like to add that would describe your 
experience since treatment that is not covered by the categories above? 
Please feel free to add anything that you feel is of importance either 
below or overleaf.

Should answering this questionnaire have raised any health 
concerns that you wish to discuss please contact the breast care 
Clinical Nurse Specialists in St. James’s Hospital at (01) 410 3857 / 401

Thank you very much for your time and your input.

Should you have any questions please contact Marese Cooney at 
8962124
e-mail- mcooney@tcd.ie
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Appendix 4.5 Letter to third pilot participant and final recipients

Dear

I am a physiotherapist currently interested in mapping the course o f recovery 
after breast cancer treatment. The information gained could inform women 
with breast cancer about aspects o f health that may be affected and help them 
plan accordingly. Many women report that recovery time following breast 
cancer is longer than believed by health professionals. Lack o f 
information/misinformation can be a source o f unnecessary worry. There are 
many research tools that have been developed to assess treatment effects but 
none assess the whole health experience.
A new tool has been designed by health experts which is thought to include all 
aspects o f the health experience after breast cancer treatment .However, until 
now no one has asked women who have had the experience, their opinion.

I am inviting you to participate in this stage.
The views o f women who have experienced breast cancer are very important as 
health experts may not be aware o f all the aspects o f health that may be affected 
and may have identified some categories that are not relevant.
Participation involves filling in the enclosed questionnaire and returning it in 

the prepaid envelope. Filling in the questionnaire should take no longer than 20- 
25 minutes. The research has the approval o f the Hospitals research Ethics 
Committee. Your name and address was selected from the hospital database 
which identified you as being someone who is between Smonths and 4 years 
post-surgery for breast cancer.

Your participation, should you wish to be involved, will be on an anonymous 
basis. If you choose not to be it will not affect your treatment in any way.

I hope that you can spare the time to fill in the questionnaire and I would like to 
thank you for taking the time to read this. Should you have any questions please 
feel free to contact me at 01 8962124 or mcoonev@,tcd.ie.

Yours sincerely.

Marese Cooney 

Lecturer,
Department o f Physiotherapy, 
School o f Medicine,
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Appendix 4.6 Participant Information Leaflet (questionnaire)

PARTICIPANT INFORMATION LEAFLET 
‘Participant’

You are being invited to participate in a research study.
Thank you for taking time to read this.

TITLE: A Study To Validate the International Classification O f Functioning 
(ICF) Core Sets For Breast Cancer.

WHAT IS THE PURPOSE OF THIS STUDY?
The ICF Core Set is a tool designed to describe the whole health experience 
following treatment for breast cancer. It includes different aspects o f health 
function, activity and participation that may be altered following treatment for 
Breast Cancer. The tool was developed by international health experts involved 
in the treatment o f  breast cancer and has the approval o f the World Health 
Organisation. Until now, women who have experienced Breast Cancer treatment 
have not been involved in its development.
This is the first time that women who have been treated for Breast Cancer have 
been asked to play a role in its development. Your role, should you participate, 
is to make sure that no category o f  health experience has been overlooked and to 
confirm the categories that were identified by the experts.

WHY HAVE I BEEN CHOSEN?
You have been randomised for inclusion into this study from the hospital 
database because you have been identified as being between 3 months and 4 
years post surgery for Breast Cancer.

WHAT WILL HAPPEN IF I TAKE PART?
Your participation in this study is entirely voluntary. Participation involves 
filling in the accompanying questionnaire and returning it in the envelope 
provided. Participation is on an anonymous basis. The questionnaire should take 
approximately 20 minutes.

ARE THERE ANY BENEFITS FROM MY PARTICPATION?
There are no obvious direct benefits from participation. However, reviewing all 
o f the categories listed in the tool may help in reporting your health state to your 
doctor on next review.

ARE THERE ANY RISKS INVOLVED IN PARTICIPATING?
There are no risks associated with this study.

CONFIDENTIALITY
Your identity will remain confidential. Your name will not be published and will 
not be disclosed to anyone outside the hospital.
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COMPENSATION
The investigator carrying out this research is employed and covered under the 
indemnity o f Trinity College Dublin. Nothing in this document restricts or 
curtails your rights.

VOLUNTARY PARTICPATION
Your involvement in the study is on a voluntary basis. You may quit at any time. 
If  you decide not to participate, you will not be penalised and will not give up 
any benefits which you had before entering the study.

PERMISSION.
The study has Hospital Research Ethics Committee approval.

CONTACT DETAILS
You can get more information or answers to your questions about the study, or 
your participation in the study from:

Ms Marese Cooney Tel: 086-8913972
Email: mcooney@tcd.ie

THANK YOU FOR CONSIDERING TAKING PART IN THIS 
RESEARCH STUDY.
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A ppend ix  4.7 3'̂ '' P ilo t Core Sets fo r  b reast cancer

ICF Core Sets for Breast Cancer 
General B ackground in fo rm a tion

Please fill in the follow ing information which may help when analysing
your answers

SEX Female [ ] Male [ ] Age --------------------years

H eigh t cm o r  feet/inches W eigh t------------kg o r -----------
stone/lbs

CURRENT MARITAL STATUS: (Check only one that is most applicable)

Never married [ ] Currently Married [ ] Widowed [ ]

Divorced [ ] Cohabiting [ ] Separated [ ]

CURRENT OCCUPATION (Select the single best option)

Paid employment [ ] Non-paid work, volunteer/charity [ ]
Self-employed [ ] Unemployed (health reason) [ ]
Retired [ ] Unemployed (other reason) [ ]
Student [ ] Keeping house/House-maker [ ]

Other [ ] (please specify)____________

Level o f Education (please tick the highest level of education that you have 
undertaken)
Primary [ ] Secondary [ ] Third level [ ]

How long is it since you had surgery for Breast Cancer? 

Left Breast [ ] Right Breast [ ]

Type of surgery____________________________

Have you had Breast reconstruction? Yes[ ] No []

Have you had Radiation Therapy? Yes[ ] No [ ] Currently having [ ]

Have you had Chemotherapy? Yes[ ] No [] Currently having [ ]

Have you had Hormonal therapy? Yes[ ] No [] Currently having [ ]

Handedness
Right handed [ ] Left handed [ ] Use both hands equally [ ]

Are you on any long term medication for any other medical condition? 
If yes please specify the condition
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Please give each category careful consideration and circle the 
relevant answer.

Headings in bold are the categories, wording in italics is given ai 
explanation of what is included should you need one.

Please add anything you have experienced that you think is nc 
included

The average time taken to complete this questionnaire is 20 minutes.

Mental Functions. Since surgery have you experienced any changes in any c 
the following?___________________________________________________ _______
Temperament and Personality functions (optimism/ extroversion)

Yes No

Energy and drive functions (motivation, appetite, craving, 
impulse control) Yes No

Sleep (amount, onset, staying asleep, quality) Yes No

Emotional functions (control, appropriateness, range)
Yes No

Experience of self and time awareness of ones identity, 
position in reality of environment and of time)

Yes No

Body image (phantom sensation - felling as though the missing part 
is still there)

Yes No

Any other changes in mental function not listed above 
please specify;

SENSORY FUNCTION AND PAIN. Since surgery have you experienced an 
changes in any of the following?__________________________________ _______
Touch feeling of touch change in quality, numbness, 
tingling, pins and needles. Increased sensitivity)

Yes No

Generalised Pain (sensation of unpleasant feeling all over, 
throughout the body)

Yes No

Pain in body part
(sensation of unpleasant feeling in specific part)

Yes No

Any other sensation not covered by the categories above? If yes, 
please specify:
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FUNCTION IN OTHER SYSTEMS Since surgery have you experienced any changes i 
any of the following?_______________________________________ ______________
Immune system (sensitivity to infection, allergies, hypersensitivity 
to substances)
Any change in your bodies ability to fight infection or any change in your 
Sensitivity(or allergic reaction) to any substance

Yes
D on’t
know No

Functions of the lymphatic vessels
(lynnph is a fluid like substance normally
carried back to veins failure results in swelling of a pa rt) Yes

Don’t
know No

Function of the lymph nodes
(glands along the course of lymphatic vessels
e.g. in armpit they filter lymph fluid and may enlarge and swell) Yes

Don’t
know No

Exercise tolerance
(endurance- ability to keep going over 
time, aerobic capacity)

Yes
D on’t
know No

Any other change in function not listed above please specify;

DIGESTIVE SYSTEM Since surgery have you experienced any changes in th 
following?_________________________________________________ ^
Weight maintenance (gain/loss)

Yes No

Any other change please specify;

REPRODUCTIVE FUNCTIONS
Since surgery have you noticed any changes in any of the following
Sexual functions

(arousal, orgasm, vaginal lubrication)

Yes Not
applicable

No

Menstruation
(regularity of cycle, amount of loss)

Yes Not
applicable

No

Procreation functions

(fertility, pregnancy, lactation)

Yes Not
applicable

No

Sensations associated with genital and reproductive functions

(sensations arising from menstruation, hot flushes , painful periods)
NOT pain on urination

Yes Not
applicable

No

Any other changes not included above please specify;

MOVEMENT FUNCTIONS Since surgery have you noticed any
changes in the following;__________________________________
Mobility of joint ( frozen joints, lax or excessive mobility, arthritis)
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(range (amount) and ease of movement)

Mobility of bone functions (range (amount) and ease of 
movement)

Yes No

Muscle power (weakness or paralysis of muscle , 
loss of strength or ability to exert force)

Yes No

Muscle endurance (sustaining muscle contraction over time such as 

carry something for a long time or walk a distance, stand for a long time)
Yes No

Sensations related to muscle and movement (feelings of 
stiffness, tightness, spasm constriction, heaviness) Yes No

Any other changes not included above please specify;

THE SKIN Since surgery have you noticed any changes in the 
following?________________________________________________
Protective functions of the skin

(against sun, pigmentation, quality of skin, broken skin , thinning of 
skin)

Yes No

Repair functions of the skin

(healing, bruising, scar formation)
Yes No

Sensation related to the skin

(itching , burning, pins and needles, crawling sensation)
Yes No

Any other changes not included above please specify;

SINCE TREATMENT HAVE YOU HAD ANY LOSS OF A PART, 
CHANGE IN SHAPE, CHANGE IN POSITION, OR CHANGE IN 
TEXTURE OF ANY CATEGORY BELOW?
Structure of the immune system
(includes lymh node removal) Yes

Don’t
know No

Structure of the lymphatic vessels
e.g.may be altered by lymphedema) Yes

Don’t
know No

Structure of reproductive system Yes Don’t No
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know

Structure of breast and nipple Yes Don’t
know

No

Shoulder region Yes Don’t
know

No

Upper extremity (arm, hand) Yes Don’t
know

No

Trunk Yes Don’t
know

No

Structure of areas of skin Yes Don't
know

No

Have you experienced any other change to any part of the body 
not listed above? If so please specify

LEARNING AND APPLYING KNOWLEDGE Since treatment have you 
experienced any change in;__________________________________
Making decisions

Making a choice among options, implementing the choice, and evaluating the 
effects of the choice, such as selecting and purchasing a specific item, or 
deciding to undertake and undertaking one task from among several tasks that 
need to be done.

Yes
Don’t
know No

Any other area under learning and applying knowledge that you 
wish to add? Please specify ;

Have you noticed any change in your ability to;
Carry out daily routine

(plan, manage and complete day to day duties)
Yes No

Handle stress and other psychological demands

(for example taking care of many children, driving during heavy 
traffic)

Yes No

Lifting and carrying objects

(lifting a cup, carrying a child, suitcase)
Yes No

Fine hand use

(picking up coins from a table ,buttons)

Yes No

Hand and arm use

(pulling, pushing , reaching)

Yes No

Washing oneself
(bathing, drying, washing hands, etc) Yes No

Caring for body parts

(brushing teeth, shaving, grooming, etc.)

Yes No

Toileting
Yes No
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Dressing

(putting on and taking off clothes and shoes/boots)
Yes No

Eating

( includes cutting food using implements .opening tins)

Yes No

Drinking

(taking hold bring it to mouth, opening bottles and cans)

Yes No

Looking after one’s health
(physical and mental wellbeing, balanced diet, physical exercise)

Yes No

Acquisition of goods and services (shopping, etc.)
Yes No

Preparing meals
(cooking etc.)

Yes No

Doing housework
(cleaning house, washing dishes laundry, ironing

Yes No

Assisting others
(household members with learning, self-care being concerned about 
the wellbeing of others)

Yes No

Is there any other activity that has changed since treatment not 
listed above? Please specify;

RELATIONSHIPS Have you noticed any changes in the following 
since surgery?______________________________________________
Complex interpersonal interactions

interactions (meeting new people managing interactions and ending 
interactions, interacting according to social rules, maintaining social 
space or normal acceptable distance )

Yes No

Informal social relationships

( interacting with friends, neighbours, workmates, peers)
Yes No
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Family relationships

(parent-child, child parent, sibling and extended family)
Yes No

Intimate relationships
(romantic, spousal and sexual relationships) Yes No

Any other relationship that you have experienced change in since 
treatment not mentioned above? Please specify

Any change in the following MAJOR LIFE AREAS ?
1 Paid employment

(includes self-employment, part-time and full time employment)
Yes No

2. Recreation and leisure

(includes play, sport, arts ,culture and crafts )
Yes No

Any other changes not covered in the two categories above? Please 
specify

PRODUCTS AND TECHNOLOGY
Products or substances for personal consumption
herbs, supplements, medicines)

+ -
Not
relevant

Any product or technology
( instrument or equipment to improve functioning) + -

Not
relevant

Assets
Including m oney, goods, p ro perty  an d  o th e r va luab les that an  individual ow ns o r  
o f w hich h e  o r she has rights o f  use. +

Not
relevant

Climate
since your treatment do you find that changes in the climate are a 
help(+) or hinder (-) you or are not relevant
Inclusions: tem perature, humidity, a tm osph eric  p ressure, precipitation, w ind an d  
s e as o n a l variations

+ -

Not
relevant

SUPPORT AND RELATIONSHIPS (people or anim als that provide practical physical 

or em otional su p p o rt) Since your treatment have you found the following to be 
a help a help (+) or hindrance (-) or not relevant__________________
Immediate family
( related by birth marriage spouse, partner, parent child sibling). + _

Not
relevant

Friends
+ Not

relevant

Acquaintances, peers, colleagues, neighbours and community 
members + _

Not
relevant

People in positions of authority
(employers ,supervisors, religious etc) + _

Not
relevant

Personal care providers and personal assistants
(paid help or voluntary help but not family or extended family or 
friends) +

Not
relevant

Health professionals
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(doctor, nurse, physiotherapist, social worker etc)
+

Not
relevant

any other category of support and relationships that you would like 
to add ?
Have ATTITUDES of others towards you changed since treatment.( in 
any opinions or beliefs)____________________________________________________________

Individual attitudes of immediate family members towards 
you

Y es Not
applicable

No

Individual attitudes of extended family members towards you
Y es Not

applicable
No

Individual attitudes of friends towards you 
towards you

Y es Not
applicable

No

Individual attitudes of personal care providers and personal 
assistants towards you Y es Not

applicable
No

Individual attitudes of health professionals towards you
Y es Not

applicable
No

Social norms, practices and ideologies (this covers social 
norms of religious behaviour or etiquette or norms governing 
social gatherings) towards you Y es

Not
applicable No

Any other category that you feel is missing from this section? 
Please specify

SERVICES, SYSTEMS AND POLICIES Since surgery have you 
noticed any change in your use or access to any of the following;
Transportation services, systems and policies

(that enable people or goods to move or be moved) Y es

Not
applicable No

Clubs, Associations and organisational services (relating to 
groups of people who have joined together in pursuit of common 
non commercial interests often with a membership structure)

Y es

Not
applicable

No

Social security, services, systems and policies
(aimed at providing income support)

Y es

Not
applicable No

General social support services
(support services such as shopping, housework, transport self- 
care and care of others provided to help in order to function more 
fully).

Y es
Not
applicable No

Health services, systems and policies
( treating health problems, providing medical rehabilitation, 
promoting healthy lifestyle) Y es

Not
applicable

No

Labour and employment services, systems and policies
(relating to finding suitable work, changing jobs or support in 
seeking promotion) Yes

Not
applicable No

Is there anything you wish to add to the category above? Please 
specify
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Is there anything else you would like to add that would describe your 
experience since treatment that is not covered by the categories above? 
Please feel free to add anything that you feel is of importance either 
below or overleaf.

Should answering this questionnaire have raised any health 
concerns that you wish to discuss please contact the breast care 
Clinical Nurse Specialists in St. James’s Hospital at ( O i )  410 3857 /
401

Thank you very much for your time and your input.

Should you have any questions please contact Marese Cooney at 
8962124
e-mail- mcooney@tcd.ie
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Appendix4.8 Additional ICF items not included in Core Set

ICF Cfifogories identified
Body Functions
b140 Attention functions (n=13) 
b144 Memory functions (n=18) 
b156 Perceptual functions (n=6) 
b160 Thought functions (n=3) 
b 16710 Expression of spoken 

language (n=14) 
b210 Seeing function (n=17) 
b230 Hearing function (n=2) 
b250 Taste function (n=19) 
b255 Smell function (n=6) 
b415 Blood vessel function (n=3) 
b440 Respiratory function (n=2) 
b525 Defecation functions (n= 3) 
b535 Sensations associated with the 
digestive system (n=8) 
b545 Digestive functions (n=7) 
b850 Function of hair (n=16) 
b860 Function of nails (n=17)

Body Structure
s230 Structures around the eye (n=4)

Activities and Participation
d 155 Acquiring skills (n=3)
d310 Communicating with receiving
spoken messages (n=4)
d415 Maintaining basic body position
(n=2)
d440 Fine hand use (n=5)
d450 Walking (n=3)
d470 Using transportation ( n=4)
d475 Driving (n=6)
d530 Toileting (n=2)
d740 Formal relationships(n=4)

Environmental Factors
e330 People in positions of authority
(n=3)
e350 Domesticated animals (n=3) 
e430 Attitudes of people in authority 
(n=6)
e460 Societal attitudes (n=4) 
e565 Economic services systems and 
policies (n=3)
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A ppend ix  4.9 Final Q uestionna ire
General B ackg round  In fo rm ation

Please fill in the follow ing information which may help when analysing
your answers

Age ---------------------years

H eight cm o r  feet/inches W eigh t------------kg o r -----------
stone/lbs

CURRENT MARITAL STATUS: (Check only one that is most applicable)

Never married [ ] Currently Married [ ] Widowed [ ]

Divorced [ ] Cohabiting [ ] Separated [ ]

CURRENT OCCUPATION (Select the single best option)

Paid employment [ ] Non-paid work, volunteer/charity [ ]
Self-employed [ ] Unemployed (health reason) [ j
Retired [ ] Unemployed (other reason) [ j
Student [ ] Keeping house/House-maker [ ]

Other [ ] (please specify)____________

Level of Education (please tick the highest level of education that you have 
undertaken)
Primary [ ] Secondary [ ] Third level [ ]

How long is it since you had surgery for Breast Cancer?

Surgery Left Breast [ ] Surgery Right Breast [ ] Surgery on Both 
Breasts [ ]

Type of surgery____________________________

Have you had Breast reconstruction? Yes[ ] No []

Have you had Radiation Therapy? Yes[ ] No []

Have you had Chemotherapy? Yes[ ] No [ ]

Have you had Hormonal therapy? Yes[ ] No []

Currently having [ ] 

Currently having [ ] 

Currently having [ ]

Handedness
Right handed [ ] Left handed [ ] Use both hands equally [ ]
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Are you on any long term medication for any other medical condition?
If yes please specify the condition

YES
NO
When you were in hospital were you seen by 
a physiotherapist? [ ]
[ ]

Have you attended a physiotherapist for any related
condition since discharge ? [ ]
[ ]

If yes, how many times?

How many hours per week do you spend engaged in moderate 
exercise? (moderate is exercise vigorous enough to make your heart 
beat faster,
but you could still hold a conversation)

The questionnaire follows, it is divided into four sections;

Section 1 Body Functions 
Section 2 Body Structure 
Section 3 Activities and Participation 
Section 4 Environmental Aspects

There may appear to be some areas of repetition, some questions ask 
about different aspects of the same thing. Please bear with it and answer 
through to the end. Your experience is important to capture. Feel free to 
add anything you think is missing.
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Sectionl. Body Functions

Please give each category careful consideration and circle the relevant 
answer. Questions refer to noticeable change at any stage. Some 
items may no longer be present but please answer yes if they were 
changed at any time.
Feel free to add anything you have experienced that you think is not included

Have you experienced any changes in
the following since the start of your treatment?

Your Temperament and Personality (optimism/extroversion) Yes No

Levels of Optimism Yes No

Self Confidence Yes No

Energy and drive functions ( energy level) Yes No

Motivation Yes No

Appetite (includes cravings) Yes No

Impulse control Yes No

Sleep (If yes please tick all relevant below) Yes No

Amount of sleep, onset of seep, staying asleep, quality of sleep, pattern

Your ability to focus attention or concentrate? Yes No

Any changes in memory? Yes No

Emotional functions (control, appropriateness, range)? Yes No

Any difficulty in perceptual functions (bumping into things)? Yes No

Any change in control or content of thought? Yes No

Any change in speed/pace of thought? Yes No

Experience of self and time function (awareness of ones identity. Yes No
position in reality of environment and of time, out of body experience)

Have you experienced word finding difficulties? Yes No

Any change in body image ? Yes No

Have you had any phantom sensation (feeling as though Yes Not No
missing part is still there )? Relevant

Any change in your vision since treatment started? Yes No

Any change in your sense of smell? Yes No

Any change in your hearing? Yes No
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Any change in touch function?
Yes No

Any change in taste function? Yes No

Any o ther changes in mental function not listed above 
please specify;

Since treatment have you experienced Pain? Yes
Did have

Yes 
Still do

No

Chest / Trunk pain Yes
Did have

Yes 
Still do

No

Pain in Back Yes
Did have

Yes 
Still do

No

Pain in arm Yes
Did have

Yes 
Still do

No

Pain in lower limb Yes
Did have

Yes 
Still do

No

Pain in joints Yes
Did have

Yes 
Still do

No

Pain in a specific body part not mentioned above; Yes
Did have

Yes 
Still do

No

Any o ther sensation not covered by the categories above? If yes, 
please specify:

Have you had any change in blood vessel function (circulation)? Yes
Don’t
know No

Any increase or decrease in tendency to get infections? Yes
Don’t
know No

Since treatment have you experienced any changes in 
Sensitivity or allergies to substances? Yes

Don't
know No

Any problems with your lymphatic vessels (lymphedema)? Yes
Don’t
know No

Any problems with your lymph nodes (e.g.in armpit)? Yes
Don’t
know No

Any changes in your respiratory system (lungs) since treatment?
Yes No

Any change in your Exercise tolerance functions (endurance- ability to keep 
going over time, aerobic capacity)

Yes No

Since surgery any ongo ing problem with constipation or diarrhoea? Yes No

Have you had any difficulty with feeling bloated? Yes No

Any difficulty maintaining appropriate body weight? Yes No

Have you had any difficulty with feeling nausea?
Yes No

Any difficulty with hair function, loss change in quality?
Yes No
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Any difficulty with nail function, loss change in quality?
Yes No

Since treatment have you noticed any changes in;
Sexual functions (arousal, orgasm) Yes

Menstruation functions (regularity of cycle, amount of loss) Yes

Procreation functions (fertility, pregnancy, lactation) Yes

Sensations associated with genital and reproductive functions 
(includes symptoms of menopause, hot flushes , night sweats, 
painful periods)

Any other changes not included above please specify;

MOVEMENT RELATED FUNCTIONS
Have you noticed any change in the mobility (freedom of movement) of your Yes
joints?

Since surgery have you had any difficulty with frozen scapula (shoulder blade) Yes

or pelvis?

Have you noticed any change in Muscle power (weakness or loss of strength Yes

or ability to exert force)?

Any change in Muscle endurance functions (sustaining muscle contraction yes
over time such as carry something for a long time or walk a distance, stand for did 
a long time)?

Yes
Have you noticed any change in the strength of your hands? did

Sensations related to muscle and movement functions (feelings of stiffness, yes
tightness, spasm constriction, heaviness)? did

Any o ther changes not included above please specify;

FUNCTIONS OF THE SKIN ;
Have you noticed any changes in the Protective functions of the skin (burn 
more easily, tan more easily, change in quality)?

Any change Repair functions of the skin (healing, bruising, scar formation)?

Yes

Yes

Sensation related to the skin (itching, burning, pins and needles, crawling 
sensation)?

Any o the r changes not included above please specify;

Not
applicable

Not
applicable

Not
applicable

Not
applicable

Yes 
Still do

Yes 
Still do

Yes 
Still do

Yes 
still do

Yes 
s t il l  do

Yes 
Still do



Section2.
This section refers to any change in shape or loss of a body 
part or change in dimensions or texture including 
accumulation of fluid
Did you experience loss of eyelashes? Yes

Did you experience loss of eyebrows?

No

Yes No

Don t
Did you have removal of lymph nodes in your armpit? know

Don’t
Have you at any stage developed lymphedema? know

Have you had any part of your reproductive system removed since your breast
surgery? Yes No

Have you had removal of or change in shape/size of your breast /nipple? Yes No

Have you had a change in shape or appearance around the shoulder region? Yes No

Has your arm / hand changed in shape or appearance? Yes No

Has any area of your trunk changed in shape or appearance? Yes No

Have you lost areas of skin or have areas of skin that have changed
appearance? Yes No

447



Section 3.
This section refers to difficulties in carrying out tasks or being 
involved in certain life situations. Many may have only been 
present for a very short period after surgery.
Please answer Yes if they were ever a problem.

Don’t
Since the start of treatment has your ability to learn new skills changed? Yes know

Has your ability to make a decision changed? Yes
Don’t
know

Have you at any time following surgery had difficulties carrying out your normal 
daily routine? Yes

Don’t
know

Has your ability to manage stress and psychological demands changed (such as 
driving in heavy traffic or minding several children)? Yes

Don't
know

Have you experienced any difficulty in absorbing spoken instructions or 
information?

Since surgery did you have any difficulty in maintaining body position, standing 
for long periods or sitting?

Yes

Yes

Don't
know

Don’t
know

Have you had any difficulty lifting and carrying objects?
Yes

Don’t
know

Any difficulty in picking up or grasping small objects (e.g. coins or buttons)
Yes

Don’t
know

Have you had any difficulty using your hand or arm?
Yes

Don’t
know

Have you had any difficulty reaching at any stage ?
Yes

Don’t
know

Have you had any difficulty walking at any stage?

Have you had any difficulty using transportation at any stage after surgery? 

Have you had any difficulty driving the car at any stage after surgery?

Yes

Yes

Don’t
know

Don’t
know

Was washing or drying yourself ever a difficulty? Yes Don’t
know

Was caring for body parts such as brushing teeth or cutting nails ever a 
problem? Yes

Don’t
know

Was using the toilet ever a problem?
Yes Don’t

know

Was dressing ever a problem? Yes
Don’t
know

Was eating (cutting food and bringing it to your mouth) ever a problem? Yes
Don’t
know

Was drinking (bringing a glass/cup to your mouth) ever a problem?
Yes

Don’t
know
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Don’t
Was shopping ever a difficulty (food , clothes, services) following treatment? know

Yes

No

Was cooking and preparing meals ever a difficulty follow/ing treatment? Yes * No

Was doing housework (cleaning, washing dishes, laundry, ironing) ever a Don’t
problem since surgery? Yes know nq

Was taking care of household goods (managing plants, wallpapering, painting , Don’t
DIY) a problem after surgery? Yes know nq

Has your ability to help others with learning or self-care or being concerned for Don’t
others changed since the start of treatment? Yes know ^o
RELATIONSHIPS Have you noticed any changes in the following since 
treatment?
meeting new people managing interactions and ending interactions, interacting
according to social rules, maintaining social space or normal acceptable '
distance?

Don’t
relationship with friends and neighbours and peers changed in any way? Yes know nq

relationship with employers, professionals service providers changed in any Don't
way? Yes know nq

Have family relationships changed (parent -child, child parent, sibling and Don't
extended family)? Yes know nq

Have intimate relationships changed (romantic, spousal and sexual Don’t
relationships)? Yes know no

Any other relationship that you have experienced change in since treatment not 
mentioned above? Please specify

Yes
Since treatment have you experienced any change in paid employment (includes Yes but nq
self-employment,
part-time and full time employment)? normal

Since the start of treatment have you started any new recreation Yes No
or leisure pursuits (includes play, sport, art culture and crafts)?

Since the start of treatment have you given up any recreation Yes No
or leisure pursuits (includes play, sport, art culture and crafts)?
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Section4. Environmental factors.
This section is concerned with the physical, social and attitudinal 
environment in which people live their lives. W e are interested in 
knowing whether the following items acted as a help (+) or 
hindrance (-) or are not relevant (NR) to you since your treatment

Did you find any food or drugs to be a help to you? Please specify

Did you any food or drugs to be a hindrance or cause problems for you?
Please specify

Have you found any product or technology to be a help (instrument or 
equipment to improve functioning e.g online shopping he lp fu l, special swimsuit) 
Please specify
Have you found any product or technology to be a hindrance (instrument or 
equipment to improve functioning e g seatbelts )
Please specify;
Have you found assistive products such as prosthesis, special bra, swimsuit to 
be a help?

Have you found assistive products such as prosthesis, special bra, swimsuit to 
be a hindrance?

If you have assets did, you find having Assets (financial assets, money, goods 
property that you owns or have use of) to be a help or a hindrance to you

If you do not have financial assets, have you found not having them to be a 
help or a hindrance
Since treatment does hot Weather (changes in temperature , humidity) help or 
hinder you

Since treatment does cold Weather (changes in temperature , humidity) help or 
hinder you

SUPPORT AND RELATIONSHIPS (people or animals that provide practical 
physical or emotional support) Since your treatment have you found the 
following to be a help a help (+) or hindrance (-) or not relevant

Immediate family ( related by birth marriage spouse, partner, parent child sibling) 

Extended family

Friends

Acquaintances, peers, colleagues, neighbours and community members 

People in position of authority (employers .supervisors, religious etc)



Personal care providers and personal assistants (paid help or voluntary help but +  
not family or extended family or friends)

Domesticated animals (cats or dogs or others)

NR

NR

Health professionals (doctor, nurse, physiotherapist, social worker etc) 
Is there any other category that you would like to add? P lease specify

NR

A T T IT U D E S  of o thers  towards you. Since treatm ent have you noticed any 
change ( in any op in ions o r beliefs) in any of the following;

Individual attitudes of immediate family mem bers towards you
Yes Not

applicable
No

individual attitudes of extended family mem bers towards you
Yes Not

applicable
No

Individual attitudes of friends towards you
Yes Not

applicable
No

Individual attitudes of acquaintances , peers and colleagues towards you
Yes Not

applicable
No

Individual attitudes of people in authority towards you
Yes Not

applicable
No

Individual attitudes of personal care providers and personal assistants 
towards you

Yes Not
applicable

No

Individual attitudes of health professionals towards you
Yes Not

applicable
No

Do you think societal attitudes have changed towards you
Yes Not

applicable
No

Have you experienced any change in customs .practices, social norms, (this 
covers social norms of religious behaviour or etiquette or norms governing 
social gatherings) towards you

Any other category that you feel is missing from this section? P lease specify

Yes Not No
applicable

S E R V IC E S , S Y S TE M S  A N D  P O L IC IE S  Since treatm ent have you noticed any 
your use or access  to any of the following;

"I" = increased access /use = decreased access/use

Transportation services, systems and policies (that enable people or goods to 
move or be moved)

Not I
relevant 4-
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Clubs, Associations and organisational services (relating to groups of people 
who have joined together in pursuit of common non commercial interests often 
with a membership structure)

^  Not I
I relevant -\

Economic services systems and policies (including banks getting loans and |  relevant J 
insurance services such as travel insurance)

Social security, services, systems and policies (aimed at providing income 
support)

Not
relevant

General social support services (support services such as shopping, 
housework, transport self-care and care of others provided to help in order to 
function more fully)

Not
relevant

Health services, systems and policies ( involved in treating health problems, |  re°evant I 
providing medical rehabilitation, promoting healthy lifestyle)

Other health services delivering interventions for physical psychological or 
social well being e.g. ARC .specialist services

Not
relevant

Labour and employment services, systems and policies (relating to finding 
suitable work, changing jobs or support in seeking promotion)

Not
relevant

Is there anything you wish to add to the category above? Please specify

Is there anything you would like to add that would describe your 
experience since treatment that is not covered by the categories above? 
Please feel free to add anything that you feel is of importance either 
below or overleaf.

Thank you very much for your time and your input.

Should you have any questions please contact Marese Cooney at 
8962124
e-mail- mcooney@tcd.le
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Appendix 4.10 Reminder letter

Discipline of Physiotherapy, 
Trinity Centre for Health Sciences, 

St James Hospital, 
James's Street

Dear Participants,
You recently received a questionnaire from me.
This note is written with three purposes in mind, to thank, to 
prompt and to apologise;
I wish to extend a very sincere thank you to all those who 
took the time to fill out the questionnaire, your answers when 
collated will be made available to women who are beginning the 
journey, the health professionals involved and the wider 
research community.
If you are one of those who opened the questionnaire and 
decided to take part but put it aside and forgot about it, may I 
offer a gentle prompt, every response counts and adds to the 
picture.
And finally, to those who opened the letter and decided not to 
participate , may I offer my apologies for again intruding with 
this note.
I would like to thank you for taking the time to read this and I 
wish you all the very best for the future.

Yours sincerely.

Marese Cooney,
mcoonev@tcd.ie , 01 8962124, 086 8913972
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Appendix 6.1 Ethics approval June 2013

COLAISTE NA TRIONOIDE, BAILE ATHA CLIATH TRINITY COLL
Cbrifi(hEChh U ia id D iii

Damh na nEolai'ochtai Slainte, 
Foirgneamh na Ceimice 
Colaiste na Trionoide,
Baile Atha Cliath 2, Eire.

Faculty of Heal 
Chemistry Buil 
Trinity College, 
Dublin 2, Irelar 
T:- +353 (0)1 8!

Marese Cooney
Discipline of Physiotherapy, 
Trinity Centre for Health Science

5 July 2013

Study: An investigation to determine which aspects of health affected by breast 
cancer do women w ith the condition report to health professionals and which 
health professionals offer intervention

Dear Applicant(s),

Further to  a meeting o f the Faculty o f Health Sciences Ethics Committee held in 
June 2013, we are pleased to  inform you that the above project has been 
approved w ithout further audit.

Yours sincerely,

- fU

Dr. Ruth Pilkington 
Chairperson
Faculty Research Ethics Committee
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Appendix 6.2 1st iteration health professionals survey 
SECTION 1

The categories listed below have been identified, by women with the condition, 

as categories of heath affected when treated for Breast cancer.

You are asked to review each category identify those that in your professional 

capacity you can affect either directly or indirectly.

Please indicate "Yes" with a ^  and "No" with an X

CATEGORY OF 
HEALTH

DIRECTL
Y

INDIRECT
LY

If yes, what direct intervention 
would you use

Temperament and 
Personality 
(reduced optimism/ 
self-confidence)

Energy and drive 
functions ( reduced 
energy level)

Sleep difficulties

Problems with focus 
of attention or 
concentration?

Memory problems

Alterations in 
emotional functions 
(control,
appropriateness,
range)?

Altered perceptual 
functions (bumping 
into things)

Change in control 
or content of 
thought?
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Change in 
speed/pace of 
thought?

CATEGORY OF 
HEALTH

DIRECTLY
INDIRECTL
Y

If yes, what direct 
intervention would you use

Word finding 
difficulties

Change in body 
image

Phantom sensation

Change in 
vision

Change in sense of 
smell

Change in hearing

CATEGORY OF 
HEALTH

DIRECTLY
INDIRECTL
Y

If yes, what direct 
intervention would you use

Change in taste 
function

Pain

Change in 
circulation (poor 
circulation, feeling 
cold)

Increase or 
decrease in 
tendency to get 
infections?

Sensitivity or 
allergies to 
substances
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Lymphedema

Problem s w ith 
your lymph nodes 
(e.g.in arm pit)

respiratory
problem s

CATEGORY OF 
HEALTH

DIRECTLY
INDIRECTL
Y

If yes, w hat direct 
in tervention w ould you use

Exercise to lerance  
functions
(endurance- ability 
to  keep going)

Problem w ith 
constipation or 
d iarrhoea

Difficulty w ith 
feeling b loated

M aintaining 
appropria te  body 
w eight

Feelings of nausea

Hair function loss 
change in quality

Nail function, loss 
change in quality

Difficulties w ith 
Sexual functions 
(arousal, orgasm )

Altered
M enstruation
functions
(regularity of cycle, 
am ount of loss)
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Procreation 
functions (fertility, 
pregnancy, 
lactation)

Symptoms of 
m enopause, hot 
f lu sh es , night 
sw eats
MOVEMENT
RELATED
FUNCTIONS

DIRECTLY
INDIRECTL
Y

If yes, w hat direct 
intervention would you use

Change in th e  
mobility (freedom  
of m ovem ent) of 
joints?

CATEGORY OF 
HEALTH

DIRECTLY
INDIRECTL
Y

If yes, w hat direct 
intervention w ould you use

Frozen scapula 
(shoulder)

Reduced muscle 
pow er (w eakness 
or loss of strength  
or ability to  exert 
force)?

Muscle endurance 
functions 
(sustaining muscle 
contraction over 
tim e such as carry 
som ething for a 
long tim e or walk a 
distance, stand  for 
a long tim e)?

Reduced strength  
of hands

Sensations related  
to  muscle and 
m ovem ent 
functions (feelings
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of stiffness, 
tightness, spasm 
constriction, 
heaviness)?

FUNCTIONS OF THE 
SKIN

DIRECTLY
INDIRECTL
Y

If yes, what direct 
intervention would you use

Protective 
functions of the 
sl<in (burn more 
easily, tan more 
easily, change in 
quality)

Repair functions of 
the skin (healing, 
bruising, scar 
formation)

Sensation related 
to the skin (itching, 
burning, pins and 
needles, crawling 
sensation)
SECTION 2

The second section refers to changes in Body Structure including changes in 

shape or loss of a body part or change in dimensions or texture including 

accumulation of fluid.

Please indicate w hether you can offer professional help with any of these 

categories

BODY STRUCTURE DIRECTLY
INDIRECTL
Y

If yes, what direct 
intervention would you use

Loss of eyelashes

Loss of eyebrows

Problems as a result 
of lymph node 
removal

Lymphedema
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Alteration in 
reproductive 
system, 
hysterectomy

Change in 
shape/size of 
breast /nipple

Change in shape or 
appearance around 
the shoulder region

A rm / hand 
changed in shape or 
appearance

Trunk changed in 
shape or 
appearance

Lost areas of skin or 
have areas of skin 
that have changed 
appearance
SECTION 3

This section deals w ith Activities and Participation and includes difficulties in 

carrying out tasks or being involved in certain life situations.

Please indicate w hether you could help with these altered categories of health

ATCITIVIES AND  
PARTICIPATION

DIRECTLY
INDIRECTL
Y

If yes, w hat direct 
intervention would you use

Reduced ability to  
learn new skills

Reduced ability to  
make a decision

Reduced carrying 
out normal daily
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routine

Reduced ability to 
manage stress and 
psychological 
demands

Reduced ability to 
absorb spoken 
instructions

Reduced ability to 
maintain body 
position e.g. 
standing, for long 
periods

Reduced ability to 
lift and carry 
objects

Reduced ability to 
pick up small 
objects (e.g. coins 
or buttons)

Reduced ability to 
use hand or arm

Reduced ability to 
reach

CATEGORY OF 
HEALTH

DIRECTLY
INDIRECTL
Y

If yes, what direct 
intervention would you use

Reduced ability to 
walk

Reduced ability to 
use transportation

Reduced ability to 
drive the car

Difficulties bathing, 
washing or drying
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oneself

Reduced ability to  
care for body parts 
such as brushing 
teeth or cutting 
nails

Difficulties using 
the toilet

Reduced ability to  
get dressed

Reduced ability 
eating (cutting food 
and bringing it to  
ones mouth)

Reduced ability 
drinking (bringing a 
glass/cup to  ones 
mouth)

Reduced ability to  
do shopping (food, 
clothes, services)

Reduced ability to  
cook and prepare 
meals

Reduced ability to  
do housework 
(cleaning, washing 
dishes, laundry, 
ironing)

Reduced ability 
taking care of 
household goods 
(managing plants, 
wallpapering, 
painting, DIY)
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R educed  ability to  
he lp  o th e r s  w ith  
learn ing  o r  self-care

R educed  ability 
m e e t in g  n ew  
p e o p le  m an ag in g  
an d  en d in g  
in te ra c t io n s

Difficulties w ith  
re la t io n sh ip s  with  
fr iends,  n e ig h b o u rs  
an d  p e e rs

Difficulties w ith  
re la t io n sh ip s  with  
em p lo y e rs ,  
p ro fess iona ls  
serv ice  p rov iders

Difficulties w ith  
family re la t ionsh ips  
(p a re n t  -ch ild ,  child 
p a r e n t ,  e x te n d e d  
family)

Difficulties w ith 
in t im a te  
re la t io n sh ip s  
(rom an tic ,  spousal 
a n d  sexual 
re la tionsh ips)

C hanges  in paid 
e m p lo y m e n t  (self- 
e m p lo y m e n t ,  p a r t-  
t im e  and  full-time)

C h an g es  rec rea t io n  
o r  le isure  pu rsu its  
( includes play, 
sp o r t ,  a r t  cu l tu re  
an d  crafts)
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SECTION 4

This last section is concerned with the physical, social and attitudinal 

environment in which people live the ir lives.

Please indicate whether you could help offer advice on these categories that 

may help or solutions if items in these categories are a hindrance

PHYSICAL, 
SOCIETAL AND 
ATTITUDINAL 
ENVIRONMENT

DIRECTLY
INDIRECTL
Y

If yes, what direct 
intervention would you use

Issues with food or 
drugs

Issues with 
products or 
technology (online 
shopping helpful, 
prosthesis, special 
swimsuit, 
compression 
sleeve)

Managing assets 
(financial assets, 
money, goods 
property that the 
person owns or has 
use of)

Dealing with 
weather (changes 
in temperature, 
humidity

SUPPORT AND 
RELATIONSHIPS
(people or animals 
that provide 
practical physical or 
emotional support)

DIRECTLY
INDIRECTL
Y

If yes, what direct 
in tervention would you use

Can you offer 
advice on how to 
utilise help offered 
or deal with 
hindrance in these
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categories?
Immediate family 
(related by birth, 
marriage, partner, 
parent, child, 
sibling)

Extended family

Friends

Acquaintances, 
peers, colleagues, 
neighbours and 
community 
members

People in position 
of authority 
(employers, 
supervisors, 
religious etc)

Personal care 
providers and 
personal assistants 
(paid help or 
voluntary help but 
not family or 
extended family or 
friends)

Domesticated 
animals (cats or 
dogs or others)

Health
professionals 
(doctor, nurse, 
physiotherapist, 
social worker etc)

ATTITUDES of
others towards the 
individual

DIRECTLY
INDIRECTL
Y

If yes, what direct 
intervention would you use
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Can you advise on 
how to deal with 
change (in any 
opinions or beliefs) 
in any o f the 
following;
Individual attitudes 
of imm ediate family 
members

Individual attitudes 
of extended family 

members

CATEGORY OF 
HEALTH

DIRECTLY
INDIRECTL
Y

If yes, w hat direct 
in tervention would you use

Individual attitudes 
of acquaintances, 
peers and 
colleagues

Individual attitudes 
of people in 
authority towards 
the individual

Individual attitudes 
of personal care 
providers and 
personal assistants

Individual attitudes 
of health 
professionals 
towards the  
individual

Change in societal 
attitudes

Change in customs, 
practices, social 
norms, (this covers 
social norms of
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religious behaviour 
or etiquette or 
norms governing 
social gatherings)

SERVICES, SYSTEMS 
AND POLICIES

DIRECTLY
INDIRECTL
Y

If yes, what direct 
intervention would you use

Can you intervene  
to help manage 
changes
experienced in the 
categories below?
Transportation 
services, systems 
and policies (that 
enable people or 
goods to move or 
be moved)

CATEGORY OF 
HEALTH

DIRECTLY
INDIRECTL
Y

If yes, what direct 
intervention would you use

Economic services 
systems and 
policies (including 
banks getting loans 
and insurance 
services such as 
travel insurance)

Social security, 
services, systems 
and policies (aimed 
at providing income 
support)

General social 
support services 
(support services 
such as shopping, 
housework, 
transport self-care 
and care of others 
provided to help in 
order to function
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more fully)

Health services, 
systems and 
policies ( involved 
in treating health 
problems, providing 
medical 
rehabilitation, 
promoting healthy 
lifestyle)

Other health 
services delivering 
interventions for 
physical
psychological or 
social well being 
e.g. ARC,specialist 
services

Labour and 
em ploym ent services, 
systems and policies 
(relating to  finding 
suitable work, changing 
jobs or seeking 
promotion)
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Appendix 6.3 Second iteration of health professionals survey

Women who have been treated for breast cancer have identified the ICF 
categories below as being altered
You are being asked to review each category and indicate whether you 
think in your professional capacity you can provide intervention that can 
help. Please give each category careful consideration and indicate in the 
appropriate box whether you consider you can impact directly, indirectly 
or not at all.

The headings in bold are the categories and wording in italics is given as 
explanation of what is included should you need one.

Menital Functions.
b126 Temperament and personality functions

Includes things like : extraversion, introversion, agreeableness, 
conscientiousness, emotional stability, openness to new experience; optim 
confidence

Yes No

b130 Energy and drive functions
Includes: energy level, motivation, appetite, craving(including craving for 
substances that can be abused)and impulse control

Yes No

b134 Sleep
Includes the amount of sleep, getting to sleep, staying asleep and quality o 
sleep; also includes insomnia, and narcolepsy(falling asleep uncontrollably)

Yes No

b152 Emotional functions
Inclusions: appropriateness of emotion, control and range of emotion; 

sadness, happiness, love, fear, anger, hate, tension, anxiety, joy, sorrow; 
flattening of emotional responsiveness

Yes No

b180 Experience of self and time function
The awareness of one's identity, one's body, one's position in the reality of 
one's environment and ofjime.
Includes experience of self, body image and time

Yes No

b1801 Body image
Includes phantom sensations (felling as though the missing part is still there 
and feeling too fat or too thin

Yes No

Any other changes in mental function not listed above 
please specify;

SENSORY FUNCTION AND PAIN. Since surgery have you experienced any 
changes in any of the following?________________________ ______ ______
b265 Touch function

The ability to identify by touch, different surfaces and their texture or quality. 
Includes feeling numbness, tingling, pins 
and needles increased sensitivity

Yes No

b280 Generalised Pain
Unpleasant sensation indicating potential or actual damage felt all over, 
or throughout the body.

Yes No

b2801 Pain in body part
Unpleasant sensation indicating potential or actual damage felt in a specific 
part, or parts, of the body.

Yes No

Any other sensation not covered by the categories above' 
please specify:
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FUNCTION IN OTHER SYSTEMS Since surgery have you experienced any changes in

b435 Immunological
Any change in your bodies ability to fight infection or any change in your 
Sensitivity(or allergic reaction) to any substance

Yes
Don’t
know No

b4352 Functions of the lymphatic vessels (vascular channels that tt 
lymph)
(lymph is a clear fluid normally carried back to veins failure results in swellinc Yes

Don’t
know No

b4353 Function of the lymph nodes
(glands along the course of lymphatic vessels
e.g. in armpit they filter lymph fluid and may enlarge and swell) Yes

Don’t
know No

b455 Exercise tolerance functions
Functions related to breathing and heart rate needed to keep exercising over 
Time

Yes
Don’t
know No

Any other change in function not listed above please spec

DIGESTIVE SYSTEIVl Since surgery have you experienced any changes in the

b530 Weight maintenance
including weight gain .underweight, wasting, overweight Yes No

Any other change please specify;

REPRODUCTIVE FUNCTIONS
Since surgery have you noticed any changes in any of the

b640 Sexual functions
Inclusions: functions related to sexual interest, performance, vaginal lubrication 
orgasm,

Yes Not
applica

No

b650 Menstruation functions
Inclusions : regularity and time between periods, amount of menstrual 

bleeding, menopause

Yes Not
applica

No

b660 Procreation functions
Includes changes associated with fertility, pregnancy, childbirth and lactation.

Yes Not
applica

No

b670 Sensations associated with genital and reproductive fu
Includes changes in sensations ahsing from sexual arousal intercourse, 
menstruation (inclusions pain on sexual intercourse, painful periods, hot 

flushes during menopause, night sweats) NOT pain on uhnation

Yes Not
applica

No

Any other changes not included above please specify;

MOVEMENT FUNCTIONS Since surgery have you noticed any 
changes in the following;_____________________________
b710 Mobility of joint

Includes the amount and ease of movement of a single or several joints, 
hyper mobility of (too much movement available) joints, frozen joints , 
frozen shoulder, arthritis

Yes No

b720 Mobility of bone functions
The amount and ease and ease of movement of a bone such as the 
shoulder blade, pelvis, carpal (hand) and tarsal (foot) bones. Inclusion 
problems such as frozen shoulder blade and frozen shoulder

Yes No
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b730 Muscle power
Inclusions: specific muscles and muscle groups, one side of the body, the 
lower half o f the body, all limbs, the trunk and the body as a whole;,

Yes No

b740 Muscle endurance functions {sustaining muscle contraction 
over time such as carry something for a long time or walk a distance, stand 
fo ra  long time) Inclusions: applies to individual muscles and muscle 
groups

Yes No

b780 Sensations related to muscle and movement
functions (feelings o f stiffness, tightness, spasm constriction, 
heaviness)

Yes No

Any other changes not included above please specify;

THE SKIN Since surqery have you noticed any chanqes in t he
following?
b810 Protective functions of the skin

Includes; protecting against the sun and other radiation, sensitivity to the sun, 
pigmentation, quality of skin ; insulating function of skin, callus formation, hardening;

Yes No

b820 Repair functions of the skin
Functions o f the skin for repairing breaks and other damage to the skin. Inclusions: 
functions of scab formation, healing, scarring; bruising and elevated scar formation

Yes No

bS40 Sensation related to the skin
Sensations including itching, burning sensation, tingling and crawling. Yes No

Any other changes not included above please specify;

SINCE TREATMENT HAVE YOU HAD ANY LOSS OF A PART, CHANGE IN 
SHAPE, CHANGE IN POSITION, OR CHANGE IN TEXTURE OF ANY BELOW?
s420 Structure of the immune system

(includes lymph node removal) Yes
Don’t
know No

S4200 Structure of the lymphatic vessels
(e.g. may be altered by lymphedema) Yes

Don’t
know No

s630 Structure of reproductive system Yes Don’t
know

No

S6302 Structure of breast and nipple Yes Don’t
know

No

s720 Shoulder region Yes Don’t
know

No

s730 Upper extremity (ami, hand) Yes Don’t
know

No

s760 Trunk Yes Don’t
know

No

s810 Structure of areas of skin Yes Don’t
know

No

Have you experienced any other change to any part of the body 
not listed above? If so please specify

LEARNING AND APPLYING KNOWLEDGE Since treatment have you 
experienced any change in;____________________________________
d177 Making decisions

Making a choice among options, implementing the choice, and evaluating the effects 
of the choice, such as selecting and purchasing a specific item, or deciding to 
undertake and undertaking one task from among several tasks that need to be done.

Yes
Don’t
know No

Any other area under learning and applying knowledge that you
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wish to add? Please specify ;

Have you noticed any change in your ability to;
d230 Carry out daily routine

Carrying out simple or complex actions to plan, manage and complete day-to-day 
duties, such as time management for separate activities throughout the day.

Yes No

d240 Handle stress and other psychological demands
To carry out tasks involving stress, distraction, or chses, such as dhving a vehicle in heavy 
traffic or taking care of many children. Inclusions: handling responsibilities, handling stress 
or crises

Yes No

d430 Lifting and carrying objects
Lifting and taking something from one place to another, such as when lifting a cup or 
carrying a child from one room to another

Yes No

d440 Fine hand use
picking up small objects using one's hand, fingers and thumb, such as coins off a table or 
turn a dial or knob. Inclusions; picking up, grasping, manipulating and releasing

Yes No

d445 Hand and arm use
Includes: pulling or pushing objects; reaching; turning or twisting the hands or arms; 
throwing; catching

Yes No

d510 Washing oneself
Washing and drying one's whole body, such as bathing, showering, washing hands and 

feet, face and hair, and drying with a towel.
Yes No

d520 Caring for body parts Looking after skin, face, teeth, scalp, nails and genitals, that 
require more than washing and drying.

Yes No

d530 Toileting
Includes ability to carry out toilet activities and cleaning oneself afterwards.

Yes No

d540 Dressing
putting on and taking off clothes and footwear putting on, adjusting and removing shirts, 
skirts, blouses, pants, undergarments,, tights, hats, gloves, coats, shoes, boots, sandals 
and slippers.

Yes No

d550 Eating
bhnging it to the mouth and eating it, cutting or breaking food into pieces, opening bottles 
and cans, using knives and forks, having meals, feasting or dining.

Yes No

d560 Drinking
Taking hold of a drink, bringing it to the mouth, mixing, stirring and pouhng liquids for 
drinking, opening bottles and cans, drinking through a straw or dhnking running water such 
as from a tap or a sphng.

Yes No

d570 Looking after one’s health
maintaining a balanced diet, and an appropriate level of physical activity, keep warm or 
cool, avoiding harms to health, following safe sex practices, including using condoms, 
getting immunisations and regular physical examinations
Inclusions: ensuring one’s physical comfort :managing diet and fitness: maintaining one’s 
health

Yes No

d620 Acquisition of goods and services (shopping, etc)
Selecting, buying and transporting all goods and services required for daily living, such as 
food, drink, clothing, cleaning materials, fuel, household items, utensils, cooking ware, 
domestic appliances and tools; procuring utilities and other household services.

Yes No

d630 Preparing meals
Planning, organizing, cooking and serving simple and complex meals for oneself and 
others, making a menu, cooking and serving the food.

Yes No

d640 Doing housework
cleaning the house, washing clothes, using household appliances, storing food and 
disposing of garbage, washing, drying, folding and ironing clothes; cleaning using bmshes 
and vacuum cleaners; using washing machines, driers and irons.

Yes No

d660 Assisting others
Helping others with their learning, communicating, self-care, movement, within the house or 
outside',

Yes No

Is there any other activity that has changed since treatment not
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listed above? Please specify;

RELATIONSHIPS Have you noticed any changes in the following
since surgery?
d720 Complex interpersonal interactions

Maintaining and managing interactions with other people, in a socially 
appropnate manner, such as by regulating emotions and impulses, controlling 
verbal and physical aggression, acting independently in social interactions, and 
acting in accordance with social rules and conventions

Yes No

d750 Informal social relationships
Includes casual relationships with people living in the same community or 
residence, or with co-workers, students, playmates or people with similar 
backgrounds

Yes No

d760 Family relationships
Creating and maintaining family relationships, such as with members of the 
immediate family, extended family, foster and adopted family and step- 
relationships, more distant relationships such as second cousins, or legal 
guardians.

Yes No

d770 Intimate relationships
Creating and maintaining close or romantic relationships between individuals, 
such as husband and wife, lovers or sexual partners.

Yes No

Any other relationship that you have experienced change 
in since treatment not mentioned above? Please specify

Any change in the following MAJOR LIFE AREAS ?
d850 1.Paid employment

Includes all aspects of work or payment, as an employee, full or part time, or 
self-employed, such as seeking employment and getting a job, doing the 
required tasks of the job, attending work on time as required, supervising other 
workers or being supervised, and performing required tasks alone or in groups.

Yes No

d920 2. Recreation and leisure
Engaging in any form of play or leisure activity, such as sports, programmes of 
physical fitness, relaxation, amusement or diversion, going to art galleries, 
museums, cinemas or theatres; engaging in crafts or hobbies, reading for 
enjoyment, playing musical instruments; sightseeing, tourism and travelling for 
pleasure.

Yes No

ENV
hind

RONMENTAL FACTORS Have any of the following been a help (+ )  or 
ranee (-) or are not relevant to you since your treatment

PRODUCTS AND TECHNOLOGY
e110 Products or substances for personal consumption

Inclusions: food, drink and drugs
+ - Not

relevan
t

e115 Any product or technology
Equipment, products and technologies used by people in daily activities, 
including those specially designed, for personal use

+ -
Not
relevan
t

e165 Assets
Including money, goods, property and other valuables that an individual owns or 
of which he or she has rights of use. +

Not
relevan
t

Climate
since your treatment do you find that changes in the climate 
are a help(+) or hinder (-)  you or are not relevant
Inclusions: temperature, humidity, atmospheric pressure, precipitation, wind and 
seasonal vahations

+ -
Not
relevan
t
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SUPI
or emc

a he!

^ORT AND RELATIONSHIPS (people or anim als that provide practical physical 

tionai sup po rt) Since your treatment have you found the following to be 
p a help (+) or hindrance (-) or not relevant

e 310 Immediate family
such as husbands, partners, parents, siblings, children, foster parents, adoptive 
parents and grandparents.

+ -
Not
relevant

e320 Friends
Individuals who are close and ongoing participants in relationships characterized by 
trust and mutual support

+ -
Not
relevan!

e 325 Acquaintances, peers, colleagues, neighbours and 
community members + _

Not
relevant

e330 People in positions of authority
Individuals who have decision-making responsibilities for others such as teachers, 
employers, supervisors, religious leaders, substitute decision-makers, guardians or 
trustees.

+ -
Not
relevant

e340 Personal care providers and personal assistants
Individuals who provide services as required to support individuals in their daily 
activities and maintenance o f performance at work, education or other life situation, 
such as providers o f support for home-making and maintenance, personal assistants, 
transport assistants, paid help, nannies and others who function as pnmary care 
givers.

+ -

Not
relevant

e355 Health professionals
Includes doctors, nurses, physiotherapists, occupational therapists, speech therapists, 
audiologists, orthotist- prosthetists, medical social workers. +

Not
relevant

any other category of support and relationships that you would 
like to add ?

Have ATTITUDES of others towards you changed since treatment.( in
any opinions or beliefs)_________________________________________________________________________ ______ _______
e 410 Individual attitudes of immediate family members

Yes Not
applica

No

e415 Individual attitudes of extended family members
Yes Not

applica
No

e420 Individual attitudes of friends
Yes Not

applica
No

e440 Individual attitudes of personal care providers and personal 
assistants Yes Not

applica
No

e 450 Individual attitudes of health professionals
Yes Not

applica
No

e465 Social norms, practices and ideologies (this covers social norms of
religious behaviour or etiquette or norms governing social gatherings towards you)

Includes practices and behaviours, such as social norms o f moral and religious 
behaviour or etiquette; religious docthne and resulting norms and practices; norms 
governing rituals o r social gatherings.

Yes Not
applica

No

Any other category that you feel is missing from this section? 
Please specify

SERVICES, SYSTEMS AND POLICIES Since surgery have you 
noticed any change in your use or access to any of the following;
e 540 Transportation services, systems and policies

Not
applicableServices, systems and policies for enabling people or goods to move or be moved from 

one location to another
Yes No
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e555 Associations and organisational services, systems and 
policies
relating to groups of people who have joined together in the pursuit o f common, non 
commercial interests, often with an associated membership structure such as a club Yes

Not
applicable

No

e570 Social security, services, systems and policies
Services, systems and policies aimed at providing income support to people who, 
because of age, poverty, unemployment, health condition or disability, require public 
assistance

Yes

Not
applicabk No

e575 General social support services
providing support to those requiring assistance in areas such as shopping, 
housework, transport, self-care and care of others, in order to function more fully in 
society.

Yes Not
applicabk No

e580 Health services, systems and policies
for preventing and treating health problems, providing medical rehabilitation and 

promoting a healthy lifestyle Yes

Not
applicable No

e590 Labour and employment services, systems and policies
Services, systems and policies related to finding suitable work for persons who are 
unemployed or looking for different work Yes Not

applicable No

Is there anything you wish to add to the category above? Please 
specify

Is there anything else you would like to add that would describe your 
experience since treatment that is not covered by the categories above? 
Please feel free to add anything that you feel is of importance either 
below or overleaf.

Thank you very much for your time and your input.

Should you have any questions please contact Marese Cooney at 
8962124
e-mail mcooney@tcd.ie
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Appendix 6.4 Third and final iteration of health professionals survey
Section 1. Body Functions 
This section deals with changes in 
physiological functions.
Do women present with any of the 

following as a problem?
If yes, how do you respond?

NO
They
don't
pres
ent
with
thes
e
symp
toms

NO 
They 
don't 
present, 
if they 
did, 1 
would 
treat

YES
they
present, 1 
treat

YES-
1 give written 
advice on 
management

YES,
1 give verbal 
advice on 
management

1 refer onwards
to -
please
insert name of 
profession

1 don't treat, 1 tell 
them it is part of 
the package

Reduced optimism/self-confidence, change 
in temperament

Reduced energy levels, reduced drive

Problems with sleep quality, quantity, onset

Reduced ability to focus attention or 
concentrate
Memory problems

Altered ability to control emotions, altered 
range of emotions

Perceptual problems, bumping into things

Slowed thought process/altered content of 
thought

Word finding difficulties

Altered body image



Phantom sensation

Change in vision

Do women present with any of the 
following as a problem? If yes, how do you 
respond?

NO
They
don't
pres
ent
with
thes
e
symp
toms

NO 
They 
don't 
present, 
if they 
did, 1 
would 
treat

YES
they
present, 1 
treat

YES-
1 give written 
advice on 
management

YES,
1 give
verbal advice 
on
management

1 refer onwards
to -
please
insert name of 
profession

1 don't treat, 1 tell 
them it is part of 
the package

Change in hearing

Change in taste

Change in smell, hypersensitivity

Sensation of tingling, numbness, pins and 
needles

Complaining of generalised pain (more than 
two locations)

Pain in a specific location such as breast, 
back, joints, arms, legs

Altered circulation, cold peripheries

Reduced immunity, hypersensitivity or 
allergic response increased tendency to get
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infections

Lymphedema

Problems w ith nodes in arm pit

Respiratory problems

Reduced exercise tolerance

Do women present with any of the 
following as a problem? If yes, how do you 
respond?

NO
They
don't
pres
ent
with
thes
e
symp
toms

NO 
They 
don't 
present, 
if they 
did, 1 
would 
treat

YES
they
present, 1 
treat

YES-
1 give written 
advice on 
management

YES,
1 give verbal 
advice on 
management

1 refer onwards
to -
please
insert name of 
profession

1 don't treat, 1 tell 
them it is part of 
the package

Problems w ith constipation

Problems w ith normal w eight m aintenance

Problems w ith bloating, nausea

Problems to do w ith sexual function

Problems to do w ith menstrual function, 
regularity and am ount o f loss

Issues to do w ith fertility  and reproduction



Menopausal symptoms, hot flushes and 
night sweats

Problems w ith jo in t hyper/hypo mobility

Frozen shoulder or scapula

Reduced muscle power, reduced ability to 
exert force

Reduced muscle endurance, such as carry 
fo r some time, walk a distance

Reduced hand strength

Do women present with any of the 
following as a problem? If yes, how do you 
respond?

NO
They
don't
pres
ent
with
thes
e
symp
toms

NO 
They 
don't 
present, 
if they 
did, 1 
would 
treat

YES
they
present, 1 
treat

YES-
1 give written 
advice on 
management

YES,
1 give verbal 
advice on 
management

1 refer onwards 
t o -  
please

insert name of 
profession

1 don't treat, 1 tell 
them it is part of 
the package

Muscle stiffness, tightness, spasm, feelings 
o f heaviness

Alterations in function o f skin, burning 
more easily, tanning more easily, change in 
quality o f skin

Slower healing o f skin, bruising scarring
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Sensory problems of the skin , itch ing , pins 

and needles, crawling sensations

Problems to do w ith hair loss, change in 
quality or regrowth

Problems to do w ith nail loss, change in 

quality, regrowth

Are there any perceived gaps in service provision in relation to any of the categories listed in the previous section?



Section 2. Structures 
This section relates to changes in 
anatomical structure, texture or 
appearance.
Do women present with any of the 
following as a problem? If yes, how do you 
respond?

NO
They
don't
pres
ent
with
thes
e
symp
toms

No 
They 
don't 
present, 
if they 
did, 1 
would 
treat

YES 
they 
present, 
1 treat

YES- 
1 give 
written 
advice on 
managemen 
t

YES,
1 give verbal 
advice on 
managemen 
t

1 refer onwards 
to
insert name of 
profession

1 don't treat, 1 tell 
them it is part of 
the package

Loss o f eyebrow/s and eyelashes

Alterations in immune system such as loss 
o f lymph nodes /  vessels

Change in breast /n ipple shape or 
appearance
Change in shape o f shoulder region or 
appearance

Change in shape o f upper limb

Change in shape o f trunk or appearance

Problems w ith areas o f skin loss or 
appearance

Are there any perceived gaps in service provision in relation to any o f the categories listed in the previous section?
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Section 3. Activities and Participation 
This section refers to tasks and 
engagement in social activities. Have 
women presented with any of the 
following? If yes, how do you respond?

NO
They
don't
pres
ent
w ith
thes
e
issue
s

No
They don't 
present, if 
they did, 1 
would 
treat

YES They 
present, 1 
treat

YES-
1 give written 
advice on 
management

YES,
1 give verbal 
advice on 
management

1 refer 
to
insert name of 
profession

1 don 't treat, 1 
tell them it is 
part o f the 
package

Problems acquiring new skills

Problems making decisions

Problems carrying out daily routine

Problems handling stress and psychological 
demands

Problems processing spoken messages

Problems maintaining body position e .g ., 
lying, standing

Problems lifting and carrying

Problems w ith fine hand use, buttons 
picking up small items

Problems w ith hand an arm use, reaching, 
grasping
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Problems walking

Problems using transportation as a 
passenger

Problems bathing/ drying

NO
They
don't
pres
ent
with
thes
e
issue
s

No 
They 
don't 
present, 
if they 
did, 1 
would 
treat

YES 
they 
present, 
1 treat

YES- 
1 give 
written 
advice on 
managemen 
t

YES,
1 give verbal 
advice on 
management

1 refer onwards 
to
insert name of 
profession

1 don't treat, 1 
tell them it is 
part of the 
package

Problems with brushing teeth, cutting nails

Problems with using the toilet

Problems dressing

Problems with eating, bringing food to 
mouth, opening cans cutting food

Problems with bringing drinks to mouth, 
mixing stirring pouring liquids

Problems with looking after one's health 
physical and mental
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Problems shopping for goods or services

Problems w ith preparing food, organising, 
cooking sharing

Problems doing housework including 
washing, garbage disposal cleaning and 
tidying

Problems doing DIY, gardening, 
wallpapering

NO
They
don't
pres
ent
with
thes
e
issue
s

No 
They 
don't 
present, 
if they 
did, 1 
would 
treat

YES 
they 
present, 
1 treat

YES- 
1 give 
written 
advice on 
managemen 
t

YES,
1 give verbal 
advice on 
management

1 refer onwards 
to
insert name of 
profession

1 don't treat, 1 
tell them it is 
part of the 
package

Problems helping others w ith self-care or 
learning

Difficulties meeting new people managing 
interactions and ending interactions

Problems w ith relationships w ith friends and 
neighbours and peers

Problems w ith relationship w ith employers, 
professionals service providers



Problems w ith fam ily relationships changed 

(parent -ch ild , child parent, sibling and 

extended fam ily)

Problems w ith intim ate relationships 

changed (rom antic, spousal and sexual 
relationships)
Problems w ith paid em ploym ent (includes 

self-em ploym ent,

Problems w ith recreation or leisure pursuits

Are there any perceived gaps in service provision in relation to any o f the categories listed in the section above?
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Section 4. Environmental factors 
This section contains external factors that 
are environmental and contextual. Do 
women present with problems in any of 
the following areas? If yes, how do you 
respond?

NO
The
Y
do
n't
pre
sen
t
wit
h
the
se
issu
es

No 
They 
don't 
present, 
if they 
did, 1 
would 
treat

YES 
they 
present, 
1 treat

YES- 
1 give 
written 
advice 
on
manage
ment

YES,
1 give 
verbal 
advice 
on
manage
ment

1 refer onwards 
to
insert name of 
profession

1 don't treat, 1 tell 
them it is part of 
the package

Problems w ith food or drugs

Problems w ith products or technology to be 
a help ( online shopping h e lp fu l, prosthesis, 
special swimsuit, compression sleeve)

Problems w ith Assets (financial assets, 
money, goods property that you owns or 

have use of) to be a help or a hindrance to  
you
Problems dealing w ith W eath er (changes in 

te m p e ra tu re , hum idity)



Support and Relationships

Most women report receiving great 
support but a few experienced problems. 
Have any women presented with problems 
with any of the following;
Problems w ith Immediate family ( related by 
birth marriage spouse, partner, parent child 
sibling)

Problems w ith Extended family

NO
The
y
do
n't
pre
sen
t
wit
h
the
se
issu
es

No 
They 
don't 
present, 
if they 
did, 1 
would 
treat

YES 
they 
present, 
1 treat

YES- 
1 give 
written 
advice 
on
manage
ment

YES,
1 give 
verbal 
advice 
on
manage
ment

1 refer onwards 
to
insert name of 
profession

1 don't treat, 1 tell 
them it is part of 
the package

Problems w ith friends

Problems w ith acquaintances, peers, 
colleagues, neighbours and community 
members
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Problems with people in position of 
authority (employers, supervisors, religious 
etc.)
Problems with personal care providers and 
personal assistants (paid help or voluntary 
help but not family or extended family or 
friends)

Problems with health professionals (doctor, 
nurse, physiotherapist, social worker etc.)

Attitudes

Women have reported changes in attitudes 
of people towards them ,Have any 
reported the following and how did you 
deal with it:
Problems with Individual attitudes of 
immediate family members

Problems with individual attitudes of 
extended family members

NO
The
y
do
n't
pre
sen
t
wit
h
the

No 
They 
don't 
present, 
if they 
did, 1 
would 
treat

YES 
they 
present, 
1 treat

YES- 
1 give 
written 
advice 
on
manage
ment

YES,
1 give 
verbal 
advice 
on
manage
ment

1 refer onwards 
to
insert name of 
profession

1 don't treat, 1 tell 
them it is part of 
the package
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se
issu
es

Problems w ith individual attitudes o f friends

Problems w ith individual attitudes o f people 

in authority

Problems w ith individual attitudes o f 
personal care providers and personal 
assistants
Problems w ith  individual attitudes o f health  

professionals

Problems with societal attitudes

Problems w ith changes in customs, 
practices, social norms, (this covers social 
norms of religious behaviour or etiquette  or 

norms governing social gatherings)

Problems w ith  transportation services, 
systems and policies (that enable people or 

goods to move or be moved)

Problems w ith clubs, associations and 

organisational services
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NO
The

y
do
n 't
pre
sen
t
w it
h
the
se
issu
es

No 
They 
don't 
present, 
if they 
did, 1 
would 
treat

YES 
they 
present, 
1 treat

VES- 
1 give 
written 
advice 
on
manage
ment

YES,
1 give 
verbal 
advice 
on
manage
ment

1 refer onwards 
to
insert name of 
profession

1 don't treat, 1 tell 
them it is part of 
the package

Problems w ith economic services systems 

and policies (including banks getting loans 

and insurance services such as travel 
insurance)
Problems w ith social security, services, 
systems and policies (aimed at providing 
income s u p p o rt)

Problems w ith general social support 
services (support services such as shopping, 
housework, transport, self-care and care of 
others provided to help in order to function  

m ore fully)
Problems w ith health services, systems and 

policies ( involved in treating health  

problems, providing medical rehabilitation, 
prom oting healthy lifestyle)
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Problems w ith  o ther health services 

delivering interventions fo r physical 
psychological or social well-being e.g. ARC, 
specialist services

Problems w ith labour and em ploym ent 
services, systems and policies (relating to  

finding suitable work, changing jobs or 
support in seeking prom otion)

Are there any perceived gaps in service provision in relation to any o f the categories listed in the section above? 

Thank you for taking the tim e to com plete this questionnaire.
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Appendix 6.5 E-mail to manager of services

Dear Siobhan,

I am a physiotherapist currently in the final stage o f my PhD which mapped all o f the  

areas o f health affected by breast cancer and its treatm ent from  the perspective of 
w om en w ith the condition.
I have utilised an international instrum ent called the ICF (International Classification o f 
Functioning Disability and H ealth), it is recognised by W .H.O .
The first tw o stages o f the study involved focus groups and a questionnaire.
Having mapped the aspects affected I am now interested in identifying w h eth er and to  

whom  the w om en report these aspects o f health affected and which professional is 

involved in their treatm ent.
An anonymous questionnaire will be sent to all who have patients w ith breast cancer 
as part o f their caseload in order to  address these questions.
To that end I need to identify the  num bers involved and I am writing to you as head of 
service to request permission to  circulate to your staff and establish how many  

questionnaires would be appropriate for your service?
Circulation is planned for July and will involve all eight centres o f excellence in breast 
care. The questionnaire is com pletely anonym ous and no location will be identifiable.

If you feel that it would be of benefit to know m ore about the study or have me  

present to your staff I would be m ore than happy.

Yours sincerely,

Marese Cooney

Assistant Professor,
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Appendix 6.6 Letter of invitation to participants
Discipline o f Physiotherapy,

Trinity Centre fo r Health  

Science

Dear Health Professional,

Thank you fo r taking the tim e to read this research study.

You are receiving this questionnaire because you have been identified as a 

professional involved in the care o f wom en who have been diagnosed w ith breast 

cancer.

A previous study involving w om en w ith  breast cancer has identified a w ide range of 

aspects o f health that are affected by the condition and its trea tm en t. However, it is 

not clear w h e th er the w om en report these to health professionals during clinical 

encounters and it is not always clear which health professional would deal w ith  which 

presenting difficulty.

You are being invited to com plete a questionnaire which has tw o  aims (a) to  discover 

w h eth er w om en are presenting the problem s they experience to  health professionals 

and (b) to  match the categories o f health affected w ith  professionals w ho deal w ith  

them .

Each question represents an aspect o f health contained in the  W HO's International 

Classification o f Functioning, Disability and Health (ICF) th a t a group o f Irish w om en  

(33 involved in focus groups, 297 questionnaires) reported as being relevant to  their 

experience.

The questionnaire is divided into four sections Body functions which deals w ith  

changes in physiological functions, body structures refers to  any anatom ical change in 

shape or texture  , activities and participation are tasks and involvem ent in life 

situations and the last section deals w ith  environm ental aspects or contextual aspects 

of life .

Your involvem ent is o f course entirely optional, the questionnaire is com pletely  

anonymous. This questionnaire is being circulated to all centres o f excellence for 

breast care and every response is im portant. Ethical approval has been granted by the  

Trinity Research Ethics Com m ittee.

I would be very grateful if you would consider participating, I am  m ore than happy to 

answer any questions that you may have,

Yours sincerely.
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Marese Cooney,

Discipline of Physiotherapy

mcoonev(5)tcd.ie Mobile 086 8913972, Office: 018962124
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Appendix 6.7 PARTICIPANT INFORMATION LEAFLET (Health 
Professionals)

‘Participant’

You are being invited to participate in a research study.
Thank you for taking time to read this.

TITLE: An investigation to determine the aspects o f health affected by 
breast cancer that women with the condition report to health professionals 
and which professionals offer intervention. 

W HAT IS THE PURPOSE OF THIS STUDY?
The ICF Core Set is a tool designed to describe the whole health experience 
tbllowing treatment for breast cancer. It includes different aspects o f health 
function, activity and participation that may be altered following treatment for 
Breast Cancer. The tool was developed by international health experts involved 
in the treatment o f breast cancer and has the approval o f the World Health 
Organisation. Women who have been treated for Breast Cancer have 
participated in focus groups (N=33) and postal questionnaire (n=297) the output 
o f which is a list o f aspects o f health that they report as altered as a result of 
having the condition. Your role, should you participate, is to (a) indicate which 
o f the aspects o f health the women report to you and (b) your response in terms 
o f whether you would treat or not.

WHY HAVE I BEEN CHOSEN?
You have been identified as suitable for inclusion into this study as a 
professional who has women diagnosed with breast cancer as part o f their 
caseload.

W HAT WILL HAPPEN IF I TAKE PART?
Your participation in this study is entirely voluntary. Participation involves 
filling in the accompanying questionnaire and returning it in the stamped 
envelope provided. Participation is on an anonymous basis. The questionnaire 
should take approximately 20 minutes to complete.

ARE THERE ANY BENEFITS FROM MY PARTICPATION?
There are no obvious direct benefits from participation. The answers may inform 
future service provision for women receiving treatment for breast cancer.

ARE THERE ANY RISKS INVOLVED IN PARTICIPATING?
There are no risks associated with this study.

CONFIDENTIALITY
Your identity will remain confidential. The questionnaire is anonymous and not 
coded in any way.

495



COMPENSATION
The investigator carrying out this research is employed and covered under the 
indemnity o f  Trinity College Dublin. Nothing in this document restricts or 
curtails your rights.

VOLUNTARY PARTICPATION
Your involvement in the study is on a voluntary basis. You may quit at any time. 
If  you decide not to participate, you will not be penalised and will not give up 
any benefits which you had before entering the study.

PERMISSION.
The study has Trinity College Research Ethics Committee approval.

CONTACT DETAILS
You can get more information or answers to your questions about the study, or 
your participation in the study from:

Ms Marese Cooney Tel: 086-8913972
Email: mcoonev@tcd.ie

THANK YOU FOR CONSIDERING TAKING PART IN THIS 
RESEARCH STUDY.
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Appendix 6.8 Background information (Health professionals)

Thank you for considering participation.

Prior to filling in the questionnaire please read the Participant Information Leaflet and tick the boxes as appropriate;

I have read the participant information leaflet and understand the proposed study. ! i

I also understand that I am under no obligation to participate. [  i

If I chose to answer the questionnaire I understand that I am giving consent to be involved 1 

Please indicate your profession with a tick;

Breast Surgeon
Oncologist
Radiologist
Radiation Therapist
Breast Care Nurse
Nutritionist/Dietician
Occupational Therapist
Psychologist
Physiotherapist
Social Worker
Are you currently involved in the treatm ent of women with breast cancer? Yes No

What proportion of your total case load do women with breast cancer constitute?________________%

Is the institution in which you work Public Z] Private [Z I work in both — 1
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