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Summary

This thesis explores the experience of taking part in reminiscence work for people with
dementia (PwD) and facilitators in Ireland. It focuses on four dementia care environments
which are typical of the settings in which reminiscence is delivered - day care, respite care,
acute hospital care and a nursing home. Interviews using semi-structured interview
schedules were carried out with PwD taking part in reminiscence sessions and the facilitators
carrying out the sessions. Family members who were available were also interviewed to
provide additional, contextual material. Data from the resulting 21 interviews together with
data from eight observations was analysed using Interpretative Phenomenological Analysis
(I.P.A). This thesis explores the benefits and challenges associated with delivering
reminiscence work in realworld environments205, which may not always be ideal, and
explores some of the environmental and organisational factors which can impinge on the

reminiscence experience.

The findings indicate that reminiscence work is an activity enjoyed by those who participate
in it, both the person with dementia (PwD) and the facilitator, with benefits on both sides. It
has the potential to encourage a person centred environment and to promote Positive Person

Work (PPW) as defined by Kitwood (Kitwood 1997).

The findings point to the need to support facilitators in order to carry out this work. The
findings also indicate that the families of PwD have relatively little understanding of
reminiscence work and minimal input into this intervention and yet could contribute
valuable information and assist facilitators to further individualise reminiscence sessions.
Further knowledge of reminiscence could also enhance families’ knowledge of what goes on
within a care environment and also allow them to use this activity within the home

environment if they chose and were able to do so. There is also little involvement with the



wider community during reminiscence sessions and this is an area which could be explored

further, again with benefits for all concerned.

Lastly this thesis also explores some of the challenges associated with conducting research
with PwD, including issues around gaining access to care environments and conducting

interviews in a person-centred way.
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1 Introduction

1.1 Background to this study

Dementia is by and large a progressive irreversible condition with no single cause and at
present, no cure (Cahill, 0’Shea and Pierce 2012). It is characterised by a progressive decline
in cognitive functioning which can affect social and occupational functioning (Stephan and
Brayne 2008). It mostly affects older people and can impact on memory, language,
communication, mood and personality (Cahill et al 2012). Dementia is an umbrella term used
to refer to a collection of symptoms that can be caused by a number of disorders that affect
the brain (www.alzheimers.co.uk/dementiaguide). There are more than 100 conditions that
cause dementia. The most prevalent dementia sub-types are Alzheimer’s disease, vascular
dementia, mixed dementia (a mixture of Alzheimer’s disease and vascular dementia) and
dementia with Lewy bodies or frontotemporal dementia. These sub-types of dementia
account for approximately 95% of people with a diagnosis
(wwwe.alzheimers.org.uk/dementiaguide). There are other rarer types of dementia such as
those associated with Huntington’s disease, Parkinson’s disease, Creutzfeldt Jakob Disease,
Pick’s Disease, Down 's syndrome and Korsakoff's syndrome. Additionally, there is a related
condition known as mild cognitive impairment (MCI) where people exhibit memory and
cognitive problems similar to but not as severe as dementia and where they can continue to
live a normal life. People with MCI have an increased risk of developing dementia, but not all
progress to dementia and in some cases they may even improve. Not all people experiencing
cognitive difficulties receive a formal diagnosis, so the above statistics do not convey the full

picture (www.alzheimers.org.uk).

Every individual who is diagnosed with dementia will experience it in a different way.
Although there are common symptoms such as memory loss, confusion and communication
difficulties, these vary from person to person. Additionally, although dementia is generally
progressive and irreversible and symptoms will generally worsen over time, the rate of

progression will vary from person to person. The progression of dementia is often viewed as

14



a series of stages: early stage, middle stage and later stage (Appendix A). Some models have
involved as many as seven stages (Reisberg et al 1982). It has been argued that, although
these scales/stages are a useful way of viewing the progression of dementia, by concentrating
on general characteristics they obscure the uniqueness of the individual and are not

conducive to person-centred care (Kitwood 1997).

In addition to the memory loss and cognitive symptoms of dementia noted above, there can
be behavioural or non-cognitive symptoms of dementia such as apathy, sleep problems,
irritability, depression, agitation, wandering, delusions, paranoia, aggression, and anxiety.
These are stressful for the person with dementia (PwD) and the caregiver and can result in
decreased quality of life for both (Savva, Zaccai, Matthews, Davidson, McKeith and Brayne
2009; Cahill et al 2012) as well as affecting caregiver health negatively ( Kim, Chang, Rose
and Kim 2012; Etters, Goodall and Harrison 2008;Connell, Janevic, and Gallant 2001). Such
behavioural and psychological symptoms of dementia have been shown to be a key factor
determining placement in long term care (Schulz, Belle, Czaja, McGinnis, Stevens and Zhang

2004).

1.2 Prevalence of dementia - worldwide and in Ireland

A recent systematic review of the global literature (1980-2009) and meta-analysis estimated
that worldwide 35.6 million people lived with dementia in 2010. The numbers are expected
to double every 20 years to 65.7 million people in 2030 and 115.4 million people in 20.50

(Prince, Bryce, Albanese, Wimo, Ribeiro and Ferri 2013).

In common with other countries around the world, population ageing in Ireland and the
accompanying changing demographic trends expected will mean that Ireland will witness an
increase in the number of people living with dementia. By applying the EuroCode age/gender
specific dementia prevalence estimates to the 2006 Irish Census of Population it has been

estimated that approximately 41,740 people in Ireland are living with some form of
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demential (Cahill et al 2012). It is estimated that by the year 2026, and in the absence of a
cure, the number of people with dementia (PwD)in Ireland is likely to rise and by 2041 there

could be as many as 147,000 people living with dementia in Ireland (Cahill et al 2012).

1.3 Drugs used in the treatment of dementia

Whilst there is no known cure for dementia, there are drugs available which can help with
some of the symptoms. Four drugs are currently used to treat Alzheimer’s disease and are
sometimes also prescribed to people with mixed dementia or dementia with Lewy bodies
(they are not recommended for people with vascular dementia). Donepezil (an example
brand being Aricept), rivastigmine (an example brand being Exelon) and galantamine (an
example brand being Reminyl); with memantine (an example brand being Ebixa) used in the
later stages. Donepezil, rivastigmine and galantamine work in a similar way by increasing
the amount of the chemical acetylcholine. People with Alzheimer’s disease have a shortage of
this chemical and the drugs prevent the action of acetylcholinesterase in breaking down
acetylcholine in the brain. This leads to an improvement in cognitive processes and users
have reported benefits such as improvements in memory, thinking, motivation, confidence
and reduced anxiety. Side effects have been reported including loss of appetite, nausea,

vomiting and diarrhoea (www.alzheimers.org.uk/dementiaguide).

People in the later stages of Alzheimer’s disease, including those considered in the middle
stages but unable to take the three drugs named above, are sometimes prescribed memantine
(Ebixa). People with Alzheimer’s disease often have harmfully high levels of glutamate in
their brains and memantine works by protecting brain cells from the harmful effects of
glutamate. Memantine can temporarily slow down the progression of symptoms in the
middle and later stages of Alzheimer’s disease and can also help with agitation and aggressive
behaviour. Side effects reported have included dizziness, tiredness and increased blood

pressure (www.alzheimers.org.uk/dementiaguide).

1 this figure does not include people with Down’s syndrome with dementia
16



A more controversial aspect of drug prescribing to PwD concerns the use of psychotropic
medication, including anti-psychotic medication, to address non-cognitive symptoms. A 2009
review for the Department of Health in the UK prepared by Professor Sube Banerjee
estimated that approximately 180,000 PwD were being prescribed anti-psychotic drugs with
possibly 140,000 of those being deemed inappropriate (Banerjee 2009a). These medications
often have negative side-effects, sometimes referred to as a “chemical cosh” (Ballard and
Cream 2005). In the UK, in 2006, the National Institute for Health and Care Excellence
(NICE) urged caution and advised that people with Alzheimer’s disease, Vascular Dementia
and Mixed Dementias with mild to moderate symptoms had an increased risk of
cerebrovascular events and death when taking these drugs and those with Dementia with

Lewy Bodies were particularly at risk.

1.4 Non-pharmacological treatments and reminiscence work

Due to the side effects and other problems associated with the use of psychotropic
medication for non-cognitive symptoms of dementia, it is recommended that non-
pharmacological approaches should be the first intervention for non-urgent, non-cognitive

symptoms (Royal College of Psychiatrists 2005).

There are many non-pharmacological interventions currently in use with PwD. In a 2004
review of non-pharmacological therapies, Douglas, James and Ballard identified three
categories of non-pharmacological intervention, although they noted there could be areas of
inter-lap between interventions. The three categories were: alternative therapies (which
included interventions such as art therapy, music therapy and aromatherapy), standard
therapies (which included behavioural therapy, reality orientation, validation therapy and
reminiscence work) and brief psychotherapies (which included cognitive behavioural
therapy and interpersonal therapy). It was argued that these non-pharmacological
interventions encompassed a move towards a more person-centred care approach in

dementia care, with attempts being made to understand the individual’s experience of
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dementia and to employ strategies to improve their quality of life (Douglas, James and Ballard

2004).

Reminiscence work is considered amongst the most popular of non-pharmacological
therapies and is known to be enjoyed by both staff and participants (Woods, Spector, Jones,
Orrell and Davies 2005). There is some debate in the literature about whether reminiscence
work is actually a therapy (Gibson 2011; Bender, Bauckham and Norris 1999) as it has been
argued that it does not meet a number of criteria for it to be legitimately considered as a
therapy in its formal sense (Bender 1994). In fact, some experts argue that to define
reminiscence as a therapy is incorrect, as seeing it as a therapy fails to consider the many
forms it can take and the many people, some unqualified, who carry out the work (Gibson
2004). Woods argued that reminiscence is not strictly speaking a therapy, though it is an
important activity with therapeutic potential (Woods 1995). It is for this reason the term

reminiscence work is used in this thesis, rather than reminiscence therapy.

Reminiscence has been defined as the deliberate use of prompts, for example photographs,
smells, music and questioning, to promote the recall of pleasant memories with a focus on
stimulating the person, providing enjoyment and fostering a sense of achievement and self-
worth (Dempsey, Murphy, Cooney, Casey, O’Shea, Devane, Jordan and Hunter 2012). Gibson
has suggested reminiscence can be divided into two categories. The firstis simple or
general reminiscence, which is usually aimed at sharing common memories and encouraging
social, educational or recreational objectives. It usually uses open-ended prompts or multi-
sensory triggers to stimulate reminiscence on topics likely to be of interest to participants
and unlikely to trigger painful memories. The second is specific or special reminiscence,
which is usually undertaken with individuals or small, closed membership groups. As the
name suggests it is more specialised, more individualised and may have an element of life
review or self- evaluation involved (Gibson 2011). Within these categories reminiscence can
take many forms such as life story work which involves people reflecting on their lives and

usually compiling a book or record, group reminiscence which sometimes but not always
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results in an end product such as a collage or display and life review which is based on a

psychoanalytical approach.

It is also important to remember that as well as being a therapeutic activity, reminiscence is
viewed by many as an activity which can simply be enjoyed by the PwD (Gibson 2011) and

the value of that should not be underestimated.

1.5 The economic costs of dementia

As well as the emotional and social costs associated with dementia there are also high
economic costs, both for the individual and for wider society. The total estimated worldwide
costs of dementia were $US 604 billion in 2010 with about 70% of the costs occurring in
Western Europe and North America (Wimo, Jonsson, Bond, Prince and Winblad 2013). These
costs included informal care, social care and medical care. Research in the UK has shown that
the estimated costs associated with dementia (approximately £23 billion) are higher than the
costs for cancer and heart disease combined (Subramaniam and Woods 2012). In Ireland a
recent research review for Ireland’s National Dementia strategy, estimated the economic cost
of dementia to be just over €1.69 billion per annum with 48% of that attributable to informal
care provided by family and friends, 43% attributable to residential long stay care and 9%
attributable to formal health and social care services representing a significant economic

burden (Cahill et al 2012).

Although it is acknowledged that dementia is a major health issue which produces significant
pressures on the economic and social systems of countries worldwide, it has been noted that
resources allocated are not on a par with other health conditions such as stroke, heart disease
and cancer (Trepel 2012). In Ireland it has been argued that dementia is neglected,
underfunded and under-prioritised (Cahill et al 2012) and there is a substantial under
provision of services for dementia in comparison to countries with a similar financial input

into the health care system, such as the UK, Australia and Norway(Trepel 2012). In a review
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of the economics of dementia care in Ireland Trepel argued that there may be a connection
between the under provision of services and the lack of an implemented national dementia
strategy which would allow for the planning and implementation of appropriate service

provision (Trepel 2012). Although Ireland had a blueprint strategy in 1999 and a research

review in 2012 (Cahill et al 2012), the strategy has not yet been implemented.

As well as the economic costs at a societal level, there are economic and social costs at a more
individual level. In their research on family caregivers of PwD, detailing statistics over the
period 2003-2007, Brodaty and Donkin noted that 60% of U.S. family caregivers of PwD were
employed, but of those people more than 30% had missed work because of caring duties, 8%
had been forced to turn down promotions and 31% had eventually to give up work (Brodaty

and Donkin 2009).

In Ireland there is an absence of public policy on dementia and unlike other European
countries the Republic of Ireland still has no National Dementia Plan or Strategy. Thisisata
time when other countries around the world such as Norway and France and Australia are
moving on to implementing their third dementia service plans. Empirical data about
dementia in Ireland is very hard to find (Cahill et al, 2012) there is no registry of dementia, no
epidemiological studies of incidence and prevalence rates and very limited community care
services. Recent years have seen new models of home care services being trialled in Ireland
but these services are not embedded in policy documents and are being funded largely
through philanthropic initiatives which may not be sustainable in the future. The main bulk
of dementia care in Ireland is provided by families and the main cost of dementia care is
incurred by informal caregivers (Connolly et al, 2014). In Ireland it is estimated that there
are approximately 50,000 people providing informal care for a person showing at least one of
six symptoms associated with dementia, with the median daily provision of care provided by
these carers estimated at ten hours per day, with some people providing many more hours

each day (Cahill et al 2012).
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1.6 Dementia care in Ireland

Most PwD in Ireland live in the community and are cared for by family members. Of the
41,470 people estimated to be living with dementia in Ireland, 26,104 of those are thought to
be community based, with 644 PwD in acute care, 456 in psychiatric care and 14,266 in long
stay residential care (Cahill et al 2012). The actual numbers of PwD in all settings may be
higher as dementia is often undiagnosed and a recent study suggested that dementia is often

undetected within nursing homes (Cahill and Diaz-Ponce 2010).

The majority of family caregivers are women and as mentioned earlier they are poorly
supported by social policy as reflected in the absence or inadequacy of community support
services (Cahill et al 2012). Formal home care services are provided through the Home Help
Service and the Home Care Support Schemes. These services are either directly provided by
the Health Service Executive (HSE), through community and voluntary organisations or
through private providers. These services are not underpinned by legislation; there are no
quality standards or mechanisms for the regulation of in home services and they not
provided on a statutory basis with differences across the country in relation to service
provision. Day care provision in Ireland is considered limited and respite care is available

(Cahill et al 2012).

For those receiving community care and for those living in residential care or in acute
hospitals, an issue of relevance is the increasing use of migrant workers which may have an
effect on the experience of care. In common with other western countries, Ireland has
increasingly been using migrant workers in the care of older people. A recent report on the
migrant workers caring for older people in Ireland (not specifically those with dementia)
estimated that, in the settings surveyed, migrant workers accounted for almost one third of
all care workers (Walsh and 0’Shea 2010). The migrant workers included registered nurses
and care assistants and the largest proportion were found in private home care and private

long stay care.
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The use of migrant workers in dementia care can produce challenges for the organisation, the
PwD and the migrant worker (Innes 2009) and these challenges are an important
consideration when overviewing dementia care in Ireland. Language and communication,
differences in cultural approaches to the care of older people and a lack of understanding of
historical and cultural references were noted by older people, their families and employers in
the 2010 Walsh and O’Shea study, with employers additionally mentioning the need for extra
time spent on education, training and orientation. For the migrant workers the main
challenges centred on discrimination which was described as significant, acceptance both
from fellow workers and the people they were caring for which tended to improve as time
passed, and difficulties with language and communication especially in relation to local
accents and colloquialisms which again tended to improve with time (Walsh and 0’Shea
2010). However for Irish PwD receiving care from migrant workers, a key challenge will be
their reduced ability to understand their accents/language and the mis-match which may
arise between cultural values and beliefs. The training of migrant workers to ensure they
have a better understanding of Ireland’s history and Irish culture is not mandatory nor

indeed has it been a priority by health and social care providers.

1.7 My personal experiences of reminiscence work

I have an undergraduate degree in Psychology and a postgraduate (Master’s degree) in Social
Work. Having worked with PwD for more than twenty years, in a variety of roles, I have
experienced reminiscence work in three different contexts. The first was in an informal
context, with little in the way of resources or support. The second and third experiences
were more formal with more support and resources available. Each experience taught me

something about reminiscence but raised questions and highlighted challenges.

The first time I encountered reminiscence work was approximately 20 years ago whilst
working with Age Concern as a homecare assistant. My job entailed visiting several elderly

clients, who according to my supervisor, had memory problems, no other details were given.
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One of the clients | worked with would often leave a selection of photographs, letters and
memorabilia lying on her bed. Routinely, I would tidy these to the side and make her bed. 1
mentioned this to my supervisor, who suggested I spend some time talking to her about the
photographs as a form of very informal reminiscence work. There was no extra time or
resources allocated for this and only an initial brief discussion at supervision about
reminiscence work. The client appeared to thoroughly enjoy talking about the photographs
and over the next few weeks I learned much about her life as a younger woman. Her husband
had been a doctor and whilst living in India they had set up a hospital in very difficult
conditions. She had helped with many aspects of the hospital work and this was obviously a

very important part of her life which she enjoyed sharing.

Unconsciously | had, to a certain extent, stereotyped this client, regarding her just as an old
lady with memory problems. From our discussions I had become aware of her rich and
interesting past and it made me more aware of how important it is to get to know each client

and how much that can improve the relationship between carer and cared for.

The second time [ encountered reminiscence work was when I worked as a dementia project
worker at a day care centre of a local authority nursing home. As part of my role I had to
carry out activities with individuals and small groups and then record the outcomes. One of
the activities that I carried out was reminiscence work. Using a variety of prompts such as
music and photographs [ worked with clients, usually on an individual basis. I also observed
activity workers carrying out reminiscence work with small groups. The aim of the work was
to improve quality of life for the clients and add to the person-centred environment of the day
care centre. | was given some initial training and had regular supervision from an
occupational therapist. I had plenty of resources, having access to the activity supplies
belonging to the home and also a small budget to buy extra resources if needed. I noted that
reminiscence was generally enjoyed by the PwD taking part. I also noted that the activity
assistants appeared to enjoy the work too and learned more about the clients in their care

from the sessions. 1 noted the many prompts which could be used in reminiscence work.
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Music and photographs were very popular, but there were also other prompts which proved

very successful.

One example concerned a female client who had worked in one of the Paris Fashion Houses
as ayoung woman. She was French and had, for the most part, lost her use of English and
reverted to speaking in French. The staff dealt with this as best as possible, there were
several who could speak reasonably good French and one who was fluent in French but often
in activities it was difficult to engage this client. One of the activity staff found that by using
different materials and sewing patterns, and drawing on her previous skills, a very simple

form of reminiscence work could be carried out, without the need for much language.

Through observation of the activity assistants and discussions with them I learned of
challenges which can occur during reminiscence work. One such challenge was that
occasionally an “unexpected narrative” would emerge during a session, which the activity
assistants were not always sure how to handle. One example of this was noted during a
session [ observed, when one client revealed that shortly after the war, when times were very
hard, she had worked for a while as a prostitute. The woman concerned came from a fairly
typical middle class family. Her deceased husband had worked in a professional capacity, she
had lived in a nice house, in a nearby town and her family were fairly similar. The activity
assistants were reasonably sure that her family knew nothing about this and were unsure of
how to deal with this disclosure. Another challenge was observed when a client, during a
reminiscence session, became very upset and disclosed that her husband had had an affair
during the early years of her marriage. She was very distressed by the memory of this and
no-one was sure what had triggered the memory. Again, activity assistants were unsure of
how best to support her and if her family were aware of this period of her life. The assistants
were also themselves distressed by the level of upset she showed and the feeling that they

had inadvertently caused the upset.

My third experience of reminiscence work occurred while working as a care manager with a

local authority, in a Learning Disability Team. As part of my duties [ was reviewing a package
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of care for Robert, a young man with learning disabilities who was developing dementia.
During his review meeting a clinical psychologist recommended life story work as one
possible intervention for him. At the time [ was completing my Masters in Social Work and
offered to undertake the life story work as a project which I could then write up for my thesis.
This was discussed with Robert and, with his permission, over the next sixteen weeks [ met
him for an hour each week and we worked on his life story. [ had sufficient resources in
terms of time as [ was allowed to take time out of my care management hours. | had material
resources as | was given a budget to buy any necessary materials and | had support in that |
was given regular supervision by a senior care manager and a clinical psychologist. I also had
background support from the staff of the small group home where Robert lived, who
provided information and feedback on how he was using his life story book at home, and
from his family (a brother and his family), who provided information, photographs and other
memorabilia. At the end of the sixteen weeks responsibility for the life story work passed on
to his key worker in his home. During this reminiscence work I observed how much Robert
enjoyed participating in the life story work and how it appeared to strengthen his sense of
identity, reminding him of his achievements and also reinforcing his sense of being a unique
individual with his own likes and dislikes. The staff from his home welcomed the life story
book, they had concerns that as his dementia developed he might struggle with memory
problems and in the future staff, who may not know Robert so well, would not know enough
about him to support him appropriately. They hoped the life story book would aid staff to
work with him in a person-centred way, allowing them to see Robert as he truly was, with his
own unique history, likes and dislikes. His brother, nieces and nephews also thoroughly
enjoyed helping him to assemble the book. The family had him to stay one day a week and his
brother admitted that at times they struggled to find ways to engage with him. Robert liked
his family to work with him on the book and Robert’s brother acknowledged that the project

had given them all a new, pleasurable activity to share.

These experiences left me with the distinct impression that reminiscence work was an

intervention with huge potential in the context of dementia care but I was curious to find out
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more about it. How exactly did the individual experience it? What types of triggers/prompts
worked better than others? For those responsible for delivering reminiscence in various care
settings, what were their views and attitudes to reminiscence? What were their attitudes to
the way in which reminiscence might trigger unhappy memories? Did they avoid such topics
or did they, like Kitwood, believe that people have a right to experience both happy and sad
emotions (Kitwood, 1997). Was reminiscence a more appropriate intervention in certain
social care settings compared with others? Based on my own experience I believed that
reminiscence could probably yield multiple psycho-social benefits for the PwD, formal care
staff and family members but [ wanted to find out a lot more about these. In particular, I

wanted to find out what PwD themselves thought about reminiscence.

Based on these earlier experiences, [ was also aware there could be significant challenges
associated with taking part in reminiscence work. [ was aware, for example, of the need for
resources and support in organisational settings if the activity was to be carried out well. |
was aware of the need to build up a rapport with the individual participating in reminiscence
in order to be more knowledgeable about that person's interests, likes dislikes, fears and
concerns. All of these prior experiences motivated me to set out on the journey of this thesis
and to explore some of these questions in a lot more depth. These prior experiences helped

to shape the structure and content of this thesis.

1.8 Rationale

Dementia profoundly affects the lives of those people living with it, their friends and their
families. The memory and cognitive symptoms of dementia cause much distress and the non-
cognitive symptoms are difficult to manage, with medication often deemed inappropriate. At
a societal level, dementia care in Ireland is seen as underfunded and undervalued. Health
and Social policy in Ireland for PwD is in a state of flux, with a National Dementia Strategy
still to be launched and implemented, and calls for specialist training for doctors, nursing

staff and care workers unanswered. Dementia care workers, generally underpaid and
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working in what is considered an unattractive area of care, are expected to adhere to
recommendations promoting quality care (HIQA, 2009) with few resources and without
specific guidelines. Additionally, in Ireland, as in many other Western countries, the
emerging use of migrant workers brings further challenges. The scarce resources coupled
with increasing calls for quality care in dementia settings highlight some of the complexities

involved in providing dementia care in a formal setting.

Reminiscence work appears to offer one possible solution to the conundrum of how to
provide quality dementia care with limited resources. In the context of best practice in
dementia care, it is recommended as an appropriate intervention to address the non-
cognitive symptoms of dementia. (HIQA. 2009). Itis known to be generally enjoyed by PwD
and the facilitators working with them (Woods et al 2005;Gibson 2011) and can be carried
out in a reasonably inexpensive way. Reminiscence work is a complex intervention, and the
experience of the PwD and the facilitator taking part in reminiscence work in Ireland is
under-researched. This thesis aims to elicit the views of the PwD and the facilitators taking

part in reminiscence work and explore the value and meaning they place on it.

1.9 The contribution of this thesis to the knowledge of reminiscence

work

Through in-depth interviews with 21 people and observations conducted in four settings at
two different points in time, this thesis investigates how reminiscence sessions are delivered
in four different dementia care settings in Ireland. It explores the different prompts used in
different reminiscence sessions, the type of topics covered during reminiscence, participant’s
satisfaction and dissatisfaction with the sessions, and the facilitators and obstacles
(environmental and organisational) which can impinge on the reminiscence experience. By
interviewing PwD who participated in these reminiscence sessions, this thesis gives a voice to

people who have in the past been silenced and disempowered. As stated the research also
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uses observations to provide contextual information and to describe and analyse non-verbal
communication associated with the reminiscence experience. Finally, the thesis explores the
experience of five different facilitators, investigating their views about the benefits and
challenges of delivering and engaging in reminiscence work. The contribution of this thesis
to the overall body of knowledge of reminiscence rests in the way in which it explores the
subjective experience of taking part in reminiscence work, from the viewpoint of the people

who are actually taking part in it (the PwD and the facilitator) in real life settings in Ireland.

1.10 The layout of this thesis

This thesis consists of seven chapters, an introductory chapter, the literature review, the

methodology chapter, two findings chapter, the discussion chapter and the conclusion.
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2 The Literature Review

The aim of this literature review is to report on and critique the international and national
literature on the topic of reminiscence work for PwD in order to gain a better understanding
of the use of reminiscence work in dementia care. The review will report on the diverse
settings and ways reminiscence can be carried out. It will draw on literature which identifies
different reasons behind why reminiscence is used and the quantitative literature on
outcome measures associated with reminiscence. The review will examine and critique

existing research in this area and acknowledge on-going research in reminiscence.

An overview of some of the salient explanatory models used to conceptualise dementia will
be provided in order to identify the models most relevant to understanding the place of
reminiscence work as an intervention for PwD. It needs to be acknowledged that different
researchers use varying terms when describing reminiscence. As outlined in the introduction
of this thesis, the terms reminiscence (to describe the process involved) and reminiscence

work (to describe the intervention) are used throughout this thesis.

2.1 Approach to literature search

T

Using the keywords “Reminiscence Work”, “Reminiscence”, “Reminiscence Therapy”, “Life
Review”, “Life Story work”, “Dementia + Therapy” and “Dementia + non-pharmacological
interventions” a literature search was conducted. “Life Review” and “Life Story work” were

later included in the search to widen the scope of the search and because some health care

professionals use these terms interchangeably.

A diverse range of relevant databases were searched (Appendix B) together with all the
major international journals in the field (Appendix C) including nursing, occupational therapy
and social science journals, which regularly contain articles on reminiscence work. Journals
and databases have been checked on a monthly basis starting in April 2009 and ending in
May 2013.
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2.2 Reminiscence work as a therapeutic intervention

Although in this thesis reminiscence work is not regarded as a therapy, in much of the
literature it is referred to as a therapeutic intervention and is used in many situations and
conditions and across the lifespan as exemplified by the huge body and diversity of literature
which exists on reminiscence work in general, not specifically with PwD. A large body of
literature exists covering the use of reminiscence as a therapeutic tool amongst certain illness
categories, such as people suffering from depression (Bohlmeijer, Smith and Cuijpers 2003;
Stevens-Ratchford 1993; Youssef 1990) and people facing terminal illness (Wholihan
1992;Weishaar 1999). It can also be used during times of transition for example for children
going through the adoption process (Ryan and Walker 1993) and for people with learning

disabilities moving through the care system (Kerr 1997).

It is interesting that, in many ways, using reminiscence as interventions for these conditions
and life stages parallels its use with PwD where similarities exist. For example,

reminiscence work is used with people of all ages suffering from depression and it is known
that approximately 20 - 30% of PwD suffer with depression and epidemiological studies have
shown a possible pathological association between depression and Alzheimer’s disease
(Tsuno and Homma 2009). Reminiscence work is used with children going through periods of
transition such as the adoption process and PwD can also be regarded as going through a

period of transition.
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2.3 Origins of reminiscence work in the care of older people

2.3.1 Robert Butler

It is generally acknowledged that Robert Butler, a US Physician, Gerontologist and
Psychiatrist, founding director of the National Institute on Aging (NIA)2 and founder of the US
Alzheimer’s Disease Association, first recognised the therapeutic benefits of reminiscence
work for older people (Butler 1963) and it was Butler who first brought reminiscence to the
attention of health service professionals and researchers worldwide (Woodrow 1998). Butler
was tremendously influential in the area of aged care research. He was a prolific writer and

his legacy to Medical and Social Gerontology has been very considerable (Achenbaum 2013).

Prior to his seminal publication on life review, an interpretation of reminiscence in the aged
(Butler 1963), reminiscence was generally viewed amongst health professionals as a sign of
pathology and perhaps even of dementia. Butler introduced the idea that reminiscence was a
naturally occurring process where people reflect back on their lives and during this process
they can review and reintegrate unresolved conflicts (Butler 1995). Butler’s views on
reminiscence were no doubt influenced by his training in psychiatry and his clinical work. He
regularly mentioned the Erickson’s life stages in his work on reminiscence. Also, despite his
medical background, Butler showed awareness that the medical model is only one of many
approaches which can be used to better understand the needs of PwD. He argued that most
problems associated with old age are not inevitable or a natural consequence of aging but
rather can be related to other issues, such as disease or socio-economic problems (Butler

2002).

Z The NIA is a division of the U.S. National Institutes of Health. It is dedicated to understanding the
nature of aging and supporting health and well-being in older adults and is designated by the U.S.
congress as the primary federal agency on Alzheimer’s disease research.
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It is also well known that Butler was raised by his grandparents. He spoke about having a
close bond with his grandfather and of his love for the stories that his grandfather told him. It
is thought that Butler’s early years and love for his grandparents together with the routinely
poor treatment of older people he observed during his medical training influenced his views
on society’s treatment of the elderly in general (www.nytimes.com 2010/07/07). It is not
known if the stories passed on to him by his grandfather involved an element of reminiscence
but it is certainly possible that some of his interest in reminiscence may have started in those

early years.

It is unclear why Butler’s ruminations on reminiscence generated such heightened interest
and prompted so much further research. Coleman suggested that Butler’s work appeared to
be seized upon as a means of justifying and giving dignity to older people’s reminiscence
(Coleman 2005). Possibly it was a timely area of research for the 60's and 70's. For as
Coleman has pointed out during the 60s and 70s there was a general shift in favour of
remembering the past (Coleman 2005) and Butler, with his accessible and persuasive style,
was well able to present his authoritative views at just the right time. Certainly, the value of
his input cannot be underestimated, since he re-cast reminiscence and shifted the concept
from originally being associated with decline to it nowadays being a topic that warrants much

research and is encouraged in many health and social care settings.

It is argued that Butler’s writing on reminiscence has motivated most reminiscence research
since the 60s (Chandler and Ray 2002). Certainly Butler's work has greatly influenced the
direction of this thesis by highlighting the importance and value of people’s individual
reminiscences in a society which in many ways does not value its older people. However one
of the major shortcomings of Butler’s contribution is that he failed to align reminiscence
therapy with dementia and consequently his analysis stopped short of demonstrating the

potential Reminiscence had for enriching the lives of PwD.
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2.3.2 Peter Coleman

Around about the same time that Butler was drawing attention to the potential of
reminiscence for older people in the US, a Psychologist Peter Coleman commenced writing
his PhD on the topic in the UK. Coleman’s research centred on the adaptive functions of
reminiscence and he used taped interviews together with psychological testing to collect
data. His work indicated that life reviewing appeared as an adaptive response when
accompanied by dissatisfaction with past life; however, he found no significant evidence for
the role of simple reminiscence as an adaptive function of reminiscence (Coleman 1974). His
work, using case studies, developed over time and he followed up surviving members of his
original research group, eventually including more details of the older people’s past lives

within the context of the social history they lived through.

Coleman moved from an initial, clinical stance in the late 1960s to a broader, social/
psychological stance by the 1980s. It is argued that the development of his work in this way
paralleled the way reminiscence research in the UK developed, from an initial clinical
perspective towards one which incorporated more of a social psychological perspective
(Bornat 2011). His work influenced thinking on reminiscence processes and the way they are
historically and socially shaped. For example, his work with war veterans contributed greatly
to our understanding of traumatic memories and reminiscence and the reconciliation of
memories in later life (Coleman 1999). Like Butler however Coleman in his writing missed
some clear opportunities to discuss, analyse and consider the usefulness of Reminiscence as a

tool in dementia care.

2.4 Further recognition of the importance of reminiscence in the UK

Another eminent person who greatly influenced earlier thinking and writing on reminiscence
in the UK was Malcolm Johnson (Bender, Bauckham and Norris 1999). One of his seminal
works was a paper titled “That was your life: A biological approach to later life” wherein he

advocated for an understanding of older people’s needs in the context of their past
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experiences (Johnson 1976). He is also credited for drawing academic attention in the UK to

the benefits of reminiscence and for greatly influencing gerontological thinking.

Probably as a result of Johnson's contributions during the late 70's, reminiscence work first
became widely used in care settings in the UK when the Department of Health and Social
Security (DHSS) initiated a Reminiscence Aids project. This resulted in a “Recall” pack of
slides, tapes and other materials for use in wards and residential homes (Woodrow 1998). It
is interesting that it was an architect, Mick Kemp, who persuaded the DHSS to fund the
Reminiscence Aids project, he had been working on designing accommodation for elderly
patients and became interested in the way elderly people liked to talk about the past.
Curiously, Kemp was influenced by the work of Butler. He assembled a multi-disciplinary
team which included a psychologist, artists, a musician and a photographer. This team
designed the audio-visual pack with additional guidance from a panel which included a
gerontologist, a psychiatrist, a psychologist, journalists, nursing staff, voluntary workers and
elderly people. The success of the pack was attributed to its format of sounds and images
which could be presented in any setting, with the aid of staff, who did not need to be experts
in reminiscence. It was also thought that the use of the pack helped to legitimise
reminiscence in the minds of the public, turning it into a therapeutic activity, and the success
and uptake of the Recall packs is thought to be an indication of the eagerness of care staff to

have such resources (Bornat 2011).

Some small scale research was later carried out on the use of the Recall packs. One of the
original Recall team and another researcher evaluated the use of the pack in a hospital setting
with a group of patients with a variety of diagnosis, including dementia (Norris and Abu El
Eileh 1982). They observed increased levels of interaction and spontaneity amongst the
patients, and staff reported the groups positively influencing their relationship with the
patients, leading to a profound effect on the morale and caring philosophy of the ward as a
whole (Bender, Bauckham and Norris 1999). One of the interesting aspects of the work on the

Recall reminiscence packs was that the team who devised the pack and the panel who
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advised represent the many, diverse backgrounds of those who can be involved in
reminiscence work. They included people with no particular expertise but an interest in the

subject.

Since that time reminiscence work has become increasingly popular in the UK and is used by
a wide range of allied health professionals including occupational therapists, activity co-

ordinators, nurses and psychologists.

2.5 The National Institute for Health and Clinical Excellence and the

Social Care Institute for Excellence (NICE/SCIE) guidelines

In 2006 in the UK the NICE/SCIE guidelines for dementia were published
(www.nice.org.uk./guidance/cg42). These guidelines were the first joint health and social
care evidence-based practice guidelines produced in the UK and were produced for NICE
collaboratively by the National Collaboration Centre for Mental Health and SCIE. They dealt
comprehensively with the care and support of PwD including assessment, early intervention,
pharmacological interventions and psycho-social interventions. They also addressed the
needs of carers (Gould and Kendall 2007). The guidelines made specific recommendations
for specific types of dementia, for example Alzheimer’s disease and dementia with Lewy
bodies and also made more general recommendations which could apply to all types of
dementia. Interestingly, in their analysis of the challenges associated with developing these
guidelines Gould and Kendall noted that one important challenge was partly epistemological.
The fact that dementia could be understood using a medical model or a social model meant
there were tensions between the hierarchically based orthodoxy of evidence based medicine
and the non-hierarchical knowledge based practice emerging from social work research
(Gould and Kendall 2007). The guidelines did manage to incorporate both viewpoints and
included diverse research approaches. This may be as a result of the diverse composition of

the Guidelines Development Group (GDG) which included clinical and academic experts in old
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age psychiatry and geriatric medicine, clinical psychology, nursing, social work, occupational

therapy, general practice, one service user and two carers (Gould and Kendall 2007).

In respect to reminiscence as an intervention for PwD, it is noted in the guidelines that
although there is insufficient evidence to recommend routinely offering reminiscence to PwD,
it has the potential to impact the mood of the PwD positively (www.nice.org.uk). It is also
noted in the guidelines for psychological interventions for PwD with depression and/ or
anxiety (CG42 1.8.1) that a range of tailored interventions should be considered giving

reminiscence as an example (www.nice.org.uk).

In addition to the NICE/SCIE guidelines, in the SCIE Dementia gateway series, which is a
website produced by SCIE with a range of resources including information, films, activities
and e-learning, in the category of Keeping Active and Occupied, reminiscence is

recommended as a way to build the strengths of the PwD. (www.scie.org.uk/dementia).

2.6 The history of Reminiscence Work in Ireland

Reminiscence work appears to be widely used in Ireland, as noted in the methodology
chapter and it is mentioned as an activity on the websites of many residential care homes and
day centres. However unlike the US or the UK there is no documented history in the
Republic of Ireland of when reminiscence was first used or how it has developed as an
intervention and how today it is experienced and delivered, nor has there been up until very
recently any comprehensive evaluation of Reminiscence in aged care settings, nor attempts
made in Ireland to understand more about where and how reminiscence is delivered. Hence
the relevance of this PhD thesis which focuses on reminiscence in the context of dementia
care in Ireland. There is a growing interest in reminiscence work amongst academics and
practitioners in Ireland and their contribution to the knowledge base on this subject is

discussed later in this chapter.
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2.7 Reminiscence work with PwD

In contrast in overseas countries, and in the context of dementia care, reminiscence work has
been the subject of research studies for more than 25 years (Subramaniam and Woods 2012).
Studies show that reminiscence can be carried out with PwD for a variety of reasons, either as
a therapeutic intervention or more simply as an enjoyable activity or possibly a combination
of the two (Gibson 2004). Subramaniam and Woods note that as a psychosocial intervention,
reminiscence work is at the interface of cognitive and emotion focused approaches, with a
potential to affect both autobiographical memory and well-being (Subramaniam and Woods
2012). Reminiscence work is associated with encouraging sociability and assisting in forming
new relationships, promoting identity and self-worth and improving relationships between
PwD and care staff (Gibson 2004) but most importantly it is recognised as an activity which

PwD enjoy (Gibson 2011).

It is also known that reminiscence work can be useful to reduce the non-cognitive or
behavioural symptoms of dementia. Psychotropic medications including anti-psychotics,
anti-depressants and tranquillizers are often used to control such symptoms but concerns
have been raised that there is inappropriate and unnecessary prescription of these drugs
(Margallo-Lana, Swan, O’Brien et al 2001) and that side effects such as sedation and falls may
lead to reduced well-being and quality of life (Ballard, O’Brien, James et al 2001). In the UK, in
2009 Professor Sube Banerjee completed a ministerial review of the use of antipsychotic
medication with PwD (Banerjee 2009a). He concluded that anti-psychotic drugs appeared to
be overused in dementia care and argued that this was a problem not just in the UK but
worldwide (Banerjee 2009a). His findings have more recently been supported by those
reported from a Northern Irish study where it was shown that a recent increase in the use of
psychotropic medication in older people (between 14% - 26%) was witnessed. The same
study also showed that some care homes were more likely than others to prescribe, possibly
indicative of an institutional culture or of physicians’ respective practices. Itis interesting

that the authors of this Northern Irish study pointed to the paucity of research into non-
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pharmacological interventions and a lack of resources as some of the possible reasons for the
increased prescription of anti-psychotic medication (Maguire, Hughes, Cardwell, and O’Reilly
2013). However this paucity in using non-pharmacological interventions is probably in some
way explained by the lack of empirical evidence about the efficacy of such interventions.
However what these writers have failed to highlight is the difficulties involved in obtaining
research funding to test out the efficacy of non-pharmacological interventions in dementia
care and the difficulties involved in undertaking randomized control trials (RCTs)in this

complex area.

A general rule of thumb for years has been that non-pharmacological approaches should be
the first intervention for non-urgent, non-cognitive symptoms in a PwD (Royal College of
Psychiatrists 2005). Reminiscence work is one of a range of non-pharmacological
interventions which can be used with PwD and is known to be enjoyed by both staff and

participants (Woods et al 2005).

2.8 Where does reminiscence work take place?

The literature shows that reminiscence work with PwD takes place in a variety of settings. It
takes place in day centres (Head, Portnoy and Woods 1990; Tadaka and Kanagawa 2007), in
long stay facilities (Pullan 2009; Lai, Chi and Kayser-Jones 2004; Politis, Vozzella and Mayer
2004; Haight, Gibson and Mitchel 2006) and in the community (Schofield and Tolson 2010).
The setting in which reminiscence work takes place will undoubtedly impact on the
individual’s experience. Even within similar settings there will be differences which impact
on the reminiscence experience. In their 1990 study of two day centres Head and colleagues
found the impact of reminiscence differed between the two day centres and concluded this
was because of differences in the environment between the two, which highlighted the need

for careful definition of contextual factors in reminiscence work (Head et al 1990).
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2.9 How is reminiscence work carried out?

The actual prompts or triggers used to initiate reminiscence have also been researched, and it
is acknowledged that more research is needed in this area (Subramaniam and Woods 2012).
Prompts can either be general, such as songs from a particular era, or individualised, such as
personalised albums or videos (Hepburn, Caron, Luptak, Ostwald, Grant and Keenan 1997;
Carol et al 1997). An example of a study into individualised prompts is the 2009 study by
Yasuda and colleagues which examined the effectiveness of personalised reminiscence photo
videos. It concluded that they were an effective way to trigger reminiscence for a PwD
(Yasuda, Kuwabara, Kuwahara, Abe and Tetsutani 2009). Others have concentrated on
specific memories and their relation to reminiscence, for example, Chaudhury has carried out
much work showing that memories of a person’s home can be a very effective way to
individualise the reminiscence experience (Chaudhury 2008). Interestingly, in their 2012
systematic review of the impact of individual reminiscence for PwD, Subramaniam and
Woods concluded that there is a small body of evidence that life review with a PwD which
results in the production of a personalised life story book is associated with improvements in
cognition and well-being, whereas less personalized reminiscence work, which does not use

personalised triggers is of relatively little benefit (Subramaniam and Woods 2012).

In recent years, much research interest has been invested into using information computer
technology (ICT) and multimedia computer systems as prompts to reminiscence work with
PwD (Cosley et al 2011; Capstick 2011;Mulvenna, Doyle, Wright, Zheng, Topping, Boyle and
Martin 2011;Subramaniam and Woods 2012). A recent guide from SCIE for social care
providers on using ICT with PwD included a section on using ICT in reminiscence work. In the
guide ICT is acknowledged as an important resource for reminiscence work as it can give

virtual access to a wide variety of prompts instantly, can easily be individualised and is

flexible (www.scie.org.uk).

Another possible advantage of using ICT in reminiscence work is that bringing together

certain multimedia prompts such as videos, sound, music and written materials can be time
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consuming, but if presented in a multi-media scrapbook using ICT it could mean more lively
content, which is easily accessed (Newell, Carmichael, Gregor and Alm 2002). With most
people becoming more and more involved in the use of ICT, including PwD, it is likely that
this area of research will grow. In the excellent review referred to earlier in this chapter,
Subramaniam and Woods argue that in five years’ time it will be normal for PwD to have a
digital life story including favourite music, photographs and other items. This, they believe,
has the potential to take person-centred care to a higher level (Subramaniam and Woods
2012). Whilst this is quite possible, it is also likely that some people will prefer not to engage
with ICT and there will always be a need for other types of prompts, which can touch senses
in ways that, at the moment, ICT may not be able to. This thesis examines the use of such

prompts as employed in different health and social care settings in Ireland.

2.10 Challenges and Problems associated with Research into

Reminiscence Work

Most of the earlier studies undertaken to evaluate reminiscence, in the context of dementia
care, were quantitative and many have been criticised on the basis of their having serious
methodological flaws including their having faulty conceptualization, with inadequate
definitions of the type of reminiscence work being carried out and outcomes expected, lack of
adequate controls, limited sample sizes and poor measurement (Coleman 2005; Woods et al
2005). Very few studies have been identified in the literature which use a qualitative

approach.

Kiernat’s study, one of the earliest reported, provides a good example of work reflecting
methodological weaknesses. (Kiernat 1979). In that study, Kiernat looked at the effects of a
group life review activity on three groups of nursing home residents all living in the same
long term care facility. For an RCT the sample was small, (N=23) and the study continued

for only ten weeks, with a variable attendance rate (Kiernat 1979). Although it concluded that
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many of the group members enjoyed the activity and showed behavioural improvements
during the period of the study, its findings were critiqued by academics who argued that the
methodological problems associated with it made it difficult to extrapolate beyond the study

(Woods and McKiernan 1995).

The well-known Cochrane review on reminiscence published in 2005 which examined the
international literature on reminiscence and dementia was only successful in identifying five
studies meeting their selection criteria for RCTs or quasi randomized control trials (QRCTs)
(Baines 1987, Goldwasser 1987, Thorgrimsen 2002, Lai 2004 and Morgan 2000). This
finding could be viewed as another indication of the methodological problems associated
with reminiscence research (Woods, Spector, Jones, Orrell and Davies, 2005). The authors of
the Cochrane review noted that these studies had important methodological weaknesses,
including small sample sizes and difficulties in carrying out post-treatment assessments. The
Cochrane review also noted that, although the findings in general were encouraging, there
were limitations to the conclusions since the trials involved different types of reminiscence
and different stages of dementia (Woods et al 2005). Although not overtly stated, it could be
argued that the Cochrane Review indirectly pointed to the salience of using other research
methodologies when conducting studies examining reminiscence work in dementia care. For
example in none of the studies involved and reported on in the Cochrane Review have any
attempts been made to elicit the views of PwD about their experiences of participating in

reminiscence.

To better understand the challenges associated with conducting research into reminiscence
work with PwD, it is necessary to look at the very broad range of different factors which may

affect cognitively impaired peoples' experience of reminiscence sessions.

The first is the fact that reminiscence work is not a standardised activity and, in the context of
dementia, it can involve different methods of delivery, different aims and different outcomes
(Gibson 1994). As this thesis will demonstrate, even within reminiscence groups, methods of

delivery and prompts used can change from session to session. In addition, reminiscence can
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be a “stand alone” activity or it can be used in conjunction with other psycho-social
interventions such as music therapy. Secondly, reminiscence work does not occur in a
vacuum (Gibson 1994) and in dementia care, it typically takes place in nursing homes, day
centres and hospitals. Accordingly, the setting itself in terms of decor and organizational
ethos may impact on the way the intervention is delivered and experienced. Thirdly,
reminiscence work is carried out by people, all of whom are different - both the facilitators
delivering the sessions and those with a cognitive impairment participating. These
differences in people, including amongst other attributes, their different personalities,
interests, likes, dislikes can impact on the way reminiscence is experienced. In other words,
each person will bring his or her own personality and life history to the reminiscence session.
Each PwD will be affected by the dementia in different ways and possibly may have other
health, social or psychological concerns which may affect the reminiscence experience.
Facilitators also have different professional or non-professional backgrounds, different

training and different sources of support.

In their 2010 article proposing a conceptual guide for reminiscence research and practice,
the authors, whilst acknowledging that research into reminiscence has in the past been
problematic due to conceptualization and measurement difficulties, nonetheless proposed
that reminiscence research had now entered a more mature stage with isolated studies of
increasing sophistication. They gave examples such as the work of Cappeliez and O’'Rourke
and their work on empirical validation of a model of reminiscence and health in later life
(Cappeliez and O’Rourke 2006) which they argued showed greater attention to theory and
model building. Interestingly, they also drew on the work of Gibson (Gibson 2004) whose
research includes reminiscence work with PwD to provide examples of a more solid
grounding of practical application in theory and research (Webster, Bohlmeijer and

Westerhof 2010).

In general this research review has revealed that there is a consensus amongst several of the

experts in the area that more research is needed in the area of reminiscence work with PwD
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(Woods et al 2005) and that rigorous evidence based research has been slow to emerge
(Subramanian and Woods 2012). Other experts on reminiscence work and PwD caution that
research studies in this area often lack rigorous evaluation (Dempsey et al 2012; Coleman
2005). The next two sections will explore some of the more pertinent quantitative and

qualitative research on reminiscence work with PwD.

2.11 Quantitative research into the use of reminiscence work with

PwD

Much of the quantitative research dedicated to investigating reminiscence in the context of
dementia care focuses on primary outcomes and the extent to which the intervention may
affect these outcomes. The 2005 Cochrane review acknowledged that reminiscence therapy
could yield various different outcomes. These included (i) enhanced communication, (ii)
increased sense of personal identity, (iii) enjoyable activity in company with others, (iv)
improved mood and well-being, (v) stimulated memories and (vi) enhanced individualisation
of care. Reminiscence has also been associated with the maintenance of identity and the
encouragement of feelings of self-worth (Coleman 1986; Gibson 1998) and improvements in
coping capability and with the maintenance of positive self-concept (Wong 1995). The ALOIS
Register, a study-based register created and maintained by the Cochrane Dementia and
Cognitive Improvement Group which contains records of RCTs, Controlled Clinical trials
(CCTs) and some Open-label studies, has a record of 47 studies involving reminiscence and
PwD and caregivers of the PwD. Of these studies, 43 are noted as completed, three are
ongoing and the status of one is unclear. An RCT design is used for the majority of these
studies (34), with 11 using a CCT design, one an open label design and one being described as
having an unclear design. Quantitative research is deductivist and objectivist and
incorporates a natural science model of the research process, often influenced by positivism

(Bryman 2004).
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2.12 Qualitative research into the use of reminiscence work with

PwD

Qualitative research, with its emphasis on words rather than quantification, is regarded as
inductivist, constructionist and interpretivist (Bryman 2004) and therefore may be more
suited to studies related to the experiences of a phenomenon as is the case of PwD’s
experience of reminiscence, in this thesis. In their 2012 systematic review and meta-
synthesis of qualitative research into the use and effectiveness of psychosocial interventions
with PwD, which includes reminiscence work (Lawrence, Fossey, Ballard, Moniz-Cook and
Murray 2012), the authors note that recent Medical Research Council (MRC) guidelines in the
UK point to the need to not only measure outcomes but also explore the ways in which the
intervention is implemented, and qualitative research is particularly suited to exploring the
process and identifying the effective components of an intervention (Lawrence et al 2012).
Many of the qualitative studies related to reminiscence are small-scale and difficult to
compare as they cover different types of reminiscence work, such as life story work or
general reminiscence and different settings. Individual qualitative studies provide insight
into the use of psychosocial interventions such as reminiscence work (Lawrence et al 2012)
and add value to the debate on reminiscence work. They can be regarded as pieces in a
puzzle, which can all add to the bigger picture. There are no databases for qualitative
research similar to the Cochrane Library or the Alois register, which may suggest that

qualitative research is not valued as highly as quantitative research.

In their systematic literature review of life-story work (LSW) in health and social care,
McKeown and colleagues identified four papers concerning LSW with PwD which all used a
qualitative approach and are all salient research studies (McKeown, Clarke and Repper
2006). One study concerned the construction of family biographies of PwD living in nursing
home, collated in albums or videos (Hepburn et al 1997 and Carol et al 1997). One described

nursing home staff’s account of the introduction of life stories as an assessment tool
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(Hansebo and Kihlgren 2000). One described the use of life stories documented in albums as
told by relatives to care staff (Batson et al 2002) and the final paper recounted the special
reminiscence work carried out in Northern Ireland with PwD whose behaviour challenged
staff (Gibson 1991; Gibson 1994). The positive outcomes noted in these studies include
enjoyment and stimulation (Batson et al 2002), greater understanding of the PwD and
improved care practices as a result (Hansebo and Kihlgren 2000; Gibson 1991; Gibson 1994)
and individualisation of discourse away from a pathological discourse (Hepburn et al 1997
and Carol et al 1997). In all studies the intervention was generally enjoyed by the PwD and
staff and in one study, family members found the life-story book a useful conversational aid
when engaging with the PwD (Batson et al 2002). These positive outcomes all suggest that in
these contexts LSW helped staff understand the PwD and see beyond the dementia diagnosis.
However the Batson et al study did acknowledge some potentially negative outcomes for the
staff participating which will be discussed further in the next section which explores negative

outcomes associated with reminiscence work.

2.13 Negative outcomes associated with reminiscence work

The literature reviewed for this thesis reveals few negative outcomes associated with
reminiscence work. The study by Batson and colleagues did note some staff members found
it emotionally draining listening to stories being repeated over and over by the PwD with
memory problems (Batson et al 2002). In the same study staff also noted that taking part in
LSW could be emotional for PwD (Batson et al 2002), however experiencing emotion is a
normal part of life and as long as the person is not left in a “bad place” then it is not

necessarily a negative outcome (Murphy 2002; Gibson 2011).

Interestingly, Coleman has suggested that in some ways the emphasis on the short-term
positive outcomes of reminiscence has led to the neglect of reminiscence being recognised as
areconciling and healing activity, which was part of Butler’s original article. The neglect of

this important element of reminiscence is significant because whilst reminiscence is usually
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rewarding, there can be difficulties if it is being used for healing purposes when reflections
over past distressing events and painful memories may be traumatic or distressing. Coleman
suggests staff may need training in ways of supporting a person to undertake the task of

achieving reconciliation in their life story.

The literature shows an element of unease amongst care staff on the subject of reminiscence
work and negative emotions. One example can be seen in a study of community nurses
undertaking life review with palliative care patients (not specifically PwD), it was shown that
nurses had concerns about triggering negative emotions during life review and requested
qualified support with this (Trueman and Parker 2006). Caution is advised by many
researchers in the field (Gibson 2004). Bender in particular advises of the need to exercise
caution when carrying out reminiscence with a generation who have been through world
wars and may have been traumatised possibly without ever having admitted to it (Bender
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