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Objectives
The objectives were to:  

        Describe the impact of the Cancer Support Specialist Service on the families that were supported by the
        service.

        Ascertain if, and how, the Cancer Support Specialist Service impacted the multidisciplinary team in the 
        oncology service. 

        Describe the Cancer Support Specialist Service model as it evolves over the implementation period, including
        barriers and enablers to implementation and sustainability.

        Provide recommendations on the future development of this service.

Research design 
Data were collected using semi-structured one-to-one interviews with members of the multidisciplinary team, cancer 
support specialists and family members, and a member of the steering group. In total, 31 participants (23 MDT 
members, including four CSSs, a member of the steering group, and eight family members) contributed to 34 
interviews (two of the CSSs and a member of the steering group interviewed on two occasions). Data were 
analysed using both thematic analysis and a framework analysis approach.

Key findings
Impact of the Cancer Support Specialist Service on families:
• Parents felt valued by the focus of the Cancer Support Specialists on their support needs beyond the medical   
  needs of their child, and found the provision of relational support, the presence and time given to them by the role 
  holders, to be a comfort and form of companionship, reporting that it eased in some way the childhood cancer 
  journey. 
• Cancer Support Specialists indirectly supported parents by providing respite through their support and engagement 
  of children with cancer and their siblings, giving parents time to focus on self-care activities. Parents mentioned the 
  relief they felt to have someone engage their children when they were otherwise exhausted. 
• Parents reported the positive impact that support from the Cancer Support Specialists, in the form of trips outside 
  the home, games and play, had on their children’s enjoyment and mood. 
• Parents reported that the volume of information to take in from the initial diagnosis and throughout the childhood 
  cancer experience was at times overwhelming. The Cancer Support Specialists assisted in this process through 
  providing information incrementally over time to allow for improved assimilation. The Cancer Support Specialists 
  also relieved parents of the burden of having to seek out information about available supports and services by 
  assisting with service-navigation. 
• Cancer Support Specialists developed strong rapports with families, to the degree that Cancer Support Specialists 
  often mediated communication between the multidisciplinary team and families when families felt too 
  overwhelmed to approach the multidisciplinary team. 
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Introduction
There has been increasing recognition of the psychological impact of a cancer diagnosis not just on the child, 
but on the entire family and the wider community. The onset of childhood cancer is sudden and unexpected, and 
the effect on the family unit can be enormous as they embark on a major life transition. Families of children with 
cancer have a high level of psychosocial needs due to the many challenges they may face during their child’s 
cancer journey. However, previous research, including phase one of the Katie Nugent research project, indicates 
that the current healthcare system does not always meet these needs.

The aim of the study was to explore the implementation and impact of the Cancer Support Specialist Service 
from the perspective of the key stakeholders involved.

In response to this, Cancer Support Specialist Service is being introduced as a partnership between the Katie 
Nugent Fund at Children’s Health Foundation, Children’s Health Ireland at Crumlin and the Cancer Fund for 
Children to provide informal psychosocial support to families of children with cancer. During the period of 
introduction of the service, five cancer support specialist roles were appointed throughout the Republic of Ireland, 
providing support to families in St. John’s Ward in Children’s Health Ireland at Crumlin and in the community in 
Leinster, Munster, the midlands, and Connaught.  



• The informal nature of the Cancer Support Specialist roles provided parents with a sense of normality, as they  
  could discuss issues, chat and vent with someone who was outside of the context of the medically oriented \
  multidisciplinary team. While Cancer Support Specialists provided the companionship of friends and family, there 
  was no expectation of reciprocation or need to protect the role holders as can occur when discussing potentially 
  distressing matters with family and friends.

Impact of the Cancer Support Specialist Service on the multidisciplinary team:
• The Cancer Support Specialist Service augmented the multidisciplinary team’s provision of informal support to 
  families, enabling the multidisciplinary team to focus on performing the clinical component of their roles while being 
  assured that families’ informal psychosocial needs were being met.
• The flexible provision of support to families in the evenings and at weekends was particularly welcomed by the 
  multidisciplinary team as it filled gaps in support at these times. 
• The multidisciplinary team welcomed the immediacy of access families had to the services of the Cancer Support 
  Specialists. 

Determinants to the implementation, integration and sustainability of the Cancer Support Specialist Service:
• The co-ordination of communication in the implementation process was an initial challenge to the implementation 
  of the Cancer Support Specialist Service.
• The extensive engagement of stakeholders was a key enabler to the implementation process. 
• The flexible design of the Cancer Support Specialist roles was integral to their successful integration, enabling role 
  holders to respond to the informal psychosocial support needs of children with cancer and their families flexibly and 
  adaptively. 
• Role holder’s personal characteristics enhanced their ability to provide this support. The flexible design of the roles 
  posed an initial challenge to their integration due to the broad job description which led to concerns about new 
  role holder’s performing what were perceived to be discipline specific tasks. The willingness of the funding charities 
  and first role holder to adapt the role descriptions to better fit the workplace infrastructure was important in 
  resolving many of these challenges. 

Limitations
When interpreting the findings, the following study limitations require consideration: 
• The findings are based on a non-probability sample of participants. 
• The small number of parents involved and a risk that parents who were most satisfied with the Cancer Support 
  Specialist Service had a greater incentive to participate. In addition, despite reassurance of confidentiality parents 
  may have worried about critiquing a service that they needed and continued to use.
• The interviews were conducted within six months of people taking up the Cancer Support Specialist role; had the 
  roles been longer in place other impacts on families and multidisciplinary team members may have become 
  apparent. 
• Parents were interviewed at a very stressful and emotional time in their lives and that may have influenced their 
  recall of issues. 
• There was a risk that parents who expressed their satisfaction with the level of support provided by the Cancer 
  Support Specialist Service were presented with recruitment materials more frequently than parents who did not 
  express their satisfaction. 
• While members of the multidisciplinary team interviewed were able to provide detailed commentary on the 
  ward-based Cancer Support Specialist role, their knowledge of the Cancer Support Specialist roles within the 
  community was more limited, therefore they were not in a position to provide the same level of commentary on 
  impact.

Recommendations
In light of the findings and limitations, the following recommendations are proposed:
• In consultation with key stakeholders, consideration be given to the development of a specific strategic plan for the 
next five years. This could include: 
    • How the Cancer Support Specialist Service could be developed, sustained and integrated into the National 
      Cancer Control Programme. 
    • How to promote and communicate the value of the Cancer Support Specialist roles within Children’s Health 
      Ireland, and wider community services.
• To maintain the positive outcomes reported by participants and minimise the potential of burnout and compassion 
fatigue, thus ensuring retention of the Cancer Support Specialists, there is a need for ongoing review of supports 
currently available, including the peer support and mandatory supervision to ensure they meet the needs of the 
Cancer Support Specialists. There is also a need to explore the development of a lone worker policy. 
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• In view of concerns expressed by parents about the void left when the Cancer Support Specialist Service was no 
  longer available to them, there is a need to consider how to taper the Cancer Support Specialist Service support in 
  the context of what supports are available for families once the Cancer Support Specialist completes their term of 
  service with families. 
• Consideration needs to be given as to how to maintain the Cancer Support Specialist Service at times of extended 
  leave and annual leave to ensure an equitable and accessible service to all families across the cancer trajectory.  
• Bearing in mind that the evaluation was conducted in the early phase of the implementation of the Cancer 
  Support Specialist Service, it may be helpful to conduct a further evaluation after the service has been in place for 
  a longer period of time. This would capture the long-term impact on families, multidisciplinary team members, 
  community services, and the Cancer Support Specialist role holders themselves. A subsequent evaluation could also 
  include the impact of any additional roles not included in the current study and capture the retrospective 
  perspectives of family members whose child has finished treatment and are no longer availing of the Cancer 
  Support Specialist Service.  
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Chapter 1
Evaluation in context



Childhood cancer and the family
There has been increasing recognition of the psychological impact of a cancer diagnosis not just on the patient, but 
on the entire family and the wider community (Greally et al., 2023). The onset of childhood cancer is sudden and 
unexpected, and the effect on the family unit is enormous as they embark on a major life transition (Bretones Nieto 
et al., 2022). Childhood cancer has been described as ‘an abnormal event that reorganizes family life’ 
(Lewandowska, 2022a, p. 9). In addition to the profound changes caused by the disease, childhood cancer poses 
significant challenges to the emotional well-being of affected families. It not only causes extreme distress (Pierce et 
al., 2017), uncertainty, fear, and anxiety, but it can act as a destabilising force on family life (Lewandowska, 2022b). 
As family life is disrupted, the dynamics of the family are altered, and the whole family ‘falls ill’ as they struggle to 
adapt to a new reality (Melguizo-Garín et al., 2021). 

Not surprisingly, this sudden and unexpected change in the family functioning can cause significant distress for all 
family members as caring for a child with cancer is an emotionally exhausting task, causing physical, mental, social, 
and economic well-being to decline (Toledano-Toledano & Luna, 2020). After diagnosis, parents find themselves with 
multiple caregiving demands such as treatment and home care while maintaining pre-existing competing demands. 
In addition, parents have to cope with many challenges during their child’s cancer journey such as side effects 
caused by treatment, and life-threatening situations, including experiencing the death of other patients (Chrapek, 
2016). Financial problems and challenges in maintaining professional life can give rise to emotional problems 
(Carlsson et al., 2019; Chrapek, 2016). 

As a result, parents of children with cancer have a high level of needs, including psychosocial, emotional, physical, 
informational, financial, educational, communication, and spiritual needs (Aziza et al., 2019; Cheng et al., 2022; 
Lewandowska, 2022a; Nicklin et al., 2022). In addition, a recent systematic review indicated that the psycho-social 
needs of children and adolescents include a need for normality, the maintenance of hope, feelings of competence 
and independence (Carbonell et al., 2021). Further needs of families, children and adolescents include the provision 
of universal psychosocial support, such as  support in navigating charities, community based services, and 
psycho-oncology services (Delemere et al., 2023), as well as support to develop coping skills (O'Rourke et al., 2019). 
However previous research, including phase one of the Katie Nugent research, indicated that the current healthcare 
system does not always meet these needs (Carlsson et al., 2019; Cheng et al., 2022; Lewandowska, 2022a). As 
children exist in the context of families, interventions that mitigate the impact of cancer on children and families are 
important (Brand et al., 2017).

Supporting families through the cancer journey
The role of Cancer Support Specialist (CSS) is relatively unique in healthcare with few mentions in the research 
literature. A scoping review conducted to develop context on similar roles and the determinants of their 
implementation, integration, and sustainability (Fulham-McQuillan et al, under review) enabled the conceptualisation 
of the category of informal psychosocial support roles within which the CSS roles can be placed. 

The implementation of informal psychosocial support roles has been proposed in international healthcare systems 
to fill gaps caused by the fragmentation of care between hospital and community care (Hughes et al., 2020; 
Rosengren et al., 2023), and gaps within the provision of care to individual patients (Hughes et al., 2020; Willis, 2015). 
These roles are thought to improve the provision of holistic, integrated care to patients (Ilinca et al., 2018) and to meet 
the psychosocial support needs of not only patients but their families (Ventegodt et al., 2016). 
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Introduction
Annually in the Republic of Ireland, there are, on average, 200 children up to the age of 16 diagnosed with 
cancer. Between 2011 and 2020, an average of 191 cancers were diagnosed per year in children aged 0-15 years; 
a further 178 cases were diagnosed per year in adolescent and young adults (16-24 years), giving a total of 
369 cases of cancer diagnosed per year in 0–24-year-olds (National Cancer Registry, 2023). Survival rates in 
childhood cancer are constantly improving with the majority of children now surviving beyond five years. Though 
mortality rates in children’s oncology have declined, childhood cancer treatments have become increasingly 
complex; as a result, families are more frequently faced with lengthy treatment plans, with harsher and long-term 
side effects being more common (Chrapek, 2016; Lewandowska, 2022b).  

This report focuses on the evaluation of the implementation, integration and sustainability of a Cancer Support 
Specialist Service (CSSS) to provide informal psychosocial support to families of children diagnosed with cancer. 
To set this evaluation in context, included in this chapter are a brief review of the impact of childhood cancer on 
the child and their family, the importance of supporting the family through the cancer journey, the background 
and context to this evaluation, and the development of the CSSS. 



This extension of care to the family is particularly needed in the context of childhood cancer due to the well 
documented impacts of childhood cancer on the family such as disruptions to family dynamics, including the 
relationships between siblings of cancer patients and their parents (Borrescio-Higa & Valdés, 2022). Children with 
cancer often experience negative feelings such as depression, discouragement, irritability, and disimproved social 
lives (Borrescio-Higa & Valdés, 2022), while parents may experience anxiety, probable post-traumatic stress disorder 
(Venunathan et al., 2021) and psychological distress (Michel et al., 2020). Psychosocial support can reduce distress, 
improve coping mechanisms and maintain psychological wellbeing (Koumarianou et al., 2021; Marques et al., 2018). 
As such, a model of Care for Psycho-Oncology services for Children, Adolescents and Young Adults (CAYA) with 
Cancer was launched by the National Cancer Control Programme (NCCP) and Children's Health Ireland (CHI) at 
Crumlin in May 2023 (Greally et al., 2023). The primary aim of the Model of Care is to provide a blueprint for the 
provision of psychosocial and psychological support services for CAYA with cancer over the lifetime of the current 
National Cancer Strategy (2017-2026). This model of care highlights the importance of providing a universal level of 
psychosocial care or support to all families entering the care system as a preventative practice (Greally et al., 2023). 
A universal model of support recognises that while families experience extreme distress and anxiety, the majority are 
resilient. In this context, what families need is ongoing information, comfort, and support to mobilize their own inner 
resources. 

Background and context to the evaluation
CHI at Crumlin is the national treatment centre for children with cancer in Ireland and was the site for phase one of 
the Katie Nugent Fund at Children’s Health Foundation research. During phase one the support needs of parents of 
children with a cancer diagnosis who were receiving, or had received care, from the oncology service in CHI at 
Crumlin was explored. Although parents valued the support offered by members of the multidisciplinary team (MDT), 
those involved in phase one clearly identified the imperative for additional supports as they navigate the journey of 
childhood cancer. Parents expressed a wish for additional social, emotional, practical and informational support. In 
addition to identifying many elements which would help and support their child and their families, during their cancer 
journey, parents also identified the need for ‘someone’ who would not be as busy with clinical commitments to 
provide more informal day to day support. While the provision of informal psychosocial support is part of the role of 
all staff working in paediatric oncology (Datta et al., 2019), the literature also indicates that informal psychosocial 
support is not always provided proactively (Scialla et al., 2018). In addition, the time burdens of members of the MDT 
(Murali & Banerjee, 2018), general understaffing in paediatric oncology (Seguin et al., 2022) and understaffing of 
formal psychosocial support providers (Besani et al., 2021; Jones et al., 2018; Scialla et al., 2018) can hinder the ability 
to provide informal support (Wiener et al., 2015). It was in response to this need that the CSSS was conceived and 
introduced into the oncology service in CHI. 

The development of the CSSS
The CSSS is being introduced as a partnership between the Katie Nugent Fund at Children’s Health Foundation, 
CHI at Crumlin and Cancer Fund for Children (CFFC). In addition, to implement a service based on the 
recommendations from phase one of the Katie Nugent research, the partnership aims to ensure through the CSSS 
that families across Ireland have the opportunity to avail of the informal support needed, through both hospital and 
community-based CSSs and the development of a Daisy Lodge, a dedicated therapeutic short break facility for 
those aged 0-24 diagnosed with cancer and their families, in the Republic of Ireland. This support would 
complement the current and long-standing supports that already exist in the cancer services.

The implementation of the CSSS progressed in four stages. (See figure 1 for timeline of implementation).

The first stage of the CSSS was the appointment of a CSS in St John’s ward in CHI at Crumlin in February 2022. Prior 
to its implementation, the CSS role underwent several iterations as the role was adapted for an optimum fit within 
the work infrastructure of St John’s Ward to ensure that the role would provide more informal support, time and 
presence with families. The role and job description were designed to be non-professionally affiliated with the 
overriding emphasis being the delivery of timely/informal and free practical and social support to the families of 
inpatients on St. John’s ward and when needed those attending the National Children’s Cancer Service (NCCS) as 
day patients.    
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1

1 Cancer Fund for Children is an all-Ireland charity providing emotional support to children diagnosed with cancer, and their 
families. Please see www.cancerfundforchildren.com for more information. 

•  •  •  •  •  •  •  •  •  •  •  •  •  •  •  •  •  •  •  •  •  •  •  •  •  •  •  • 



The job description also outlines how as an active member of the Psychosocial MDT the person is responsible for:

• Supporting families during their time in Haematology/Oncology through informal individual, social and emotional 
  support, with planned group opportunities for young people and parents where appropriate, and to improve peer 
  connection and reduce isolation. 
• Providing informal one to one and group activities in the hospital setting (parents and/or children). 
• Contributing to the design and implementation of programmes to support transition, both in age/development 
  and stages of the cancer pathway.
• Developing age-appropriate methods for involving children, young people and parents in the development and 
  evaluation of services.
• Identifying, through the MDT, families that may be in need of support and relaying all direct support offered at 
  each shift following check in and update with the nursing manager. 

The second stage of the implementation of the CSSS commenced with the appointment of an Ireland-wide 
community team of CSS roles. While the first ward-based CSS was designed to work primarily with parents, the 
community-based CSS roles were asked to primarily work with children with cancer and their siblings. The first of 
these roles was appointed in February 2023 to provide support to families in Connaught. This role was followed with 
the appointment of three further community CSS roles in July 2023. These three roles extended support to families in 
the community in Leinster, Munster and the midlands. 

The third stage of the CSSS will be the appointment of a Youth Support CSS role based in CHI at Crumlin to provide 
support for adolescents and young adults (AYA) with a plan to extend this across the AYA Cancer Service network in 
St. James Hospital, Cork University Hospital and Galway University Hospital. 

The fourth stage of the CSSS will be the completion and opening of Daisy Lodge in Cong in Co. Mayo, Republic of 
Ireland. While this facility is still in development, the current CSS role holders refer families to the Daisy Lodge facility in 
County Down, Northern Ireland (see figure 2 for the approximate geographic locations of the CSS roles).
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Agreement on first
CSS role between 
CFFC, the KNF and 

CHI at Crumlin

OCT 2021

Completion of
 Daisy Lodge in 
Cong, Co. Mayo

TBA

First Community 
CSS role 

implemented 
in Connaught

FEB 2023

Ward based
'youth support' 

CSS to be
implemented in 
St. John's Ward, 
CHI at Crumlin

MAR 2024

Three community
CSS roles

implemented across
Leinster, Munster 

and the midlands   

APR - JUL 2023

First ward-based
CSS role implemented

in St. John’s Ward, 
CHI at Crumlin

   

FEB 2022

Figure 1 Timeline of the CSSSs’ Implementation
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Figure 2 Approximate CSS role locations in the Republic of Ireland

Profile of the role holders
While the job description for each CSS role shares the primary duty of providing informal support, the context of 
each CSS role necessarily amplifies and de-amplifies aspects of the role resulting in slightly differing job descriptions. 
In addition, the background of each role holder differs, as do some other demographics. The profiles of CSS role 
holders at the time of writing can be seen in table 1.

    
 

 

Table 1 Profile of the current CSS role holders

Gender

Female  4
Male  1

Current CSS Roles

Ward-based CSS  1
Community CSS  4

Professional Background

Social work  2
Nursing  2
Play therapy  1



Chapter 2
Research methods



Aim of the study  
The aim of the study was to explore the implementation and impact of a CSSS within the oncology service in CHI at 
Crumlin from the perspective of the key stakeholders involved.

Objectives
The objectives were to:  

       Describe the impact of the CSSS on the families that were supported by the service.

       Ascertain if, and how, the CSSS impacted the MDT in the oncology service. 

       Describe the CSSS model as it evolves over the implementation period, including barriers and enablers to 
       implementation and sustainability.

       Provide recommendations on the future development of this service.

Study sites
The study was conducted in the oncology services in CHI at Crumlin and in the community areas where the CSSs 
are geographically located around the country. 

Inclusion criteria
To participate in the study people had to be either a CSS, a member of the MDT associated with the oncology 
services in CHI at Crumlin, be involved in the implementation of the new service or role, or be a family member in 
receipt of, or have received support from, a CSS.

Access 
Permission to access the site was granted by the Director of Nursing in CHI at Crumlin. 

Data collection methods
Data were collected using interviews with key stakeholders. Semi-structured one-to-one interviews, informed by an 
interview guide, were used to collect data from members of the MDT, CSSs, family members and a member of the 
steering group. An interview guide was developed by the research team which included questions about the 
introduction and impact of the CSSS, as well as questions on barriers and enablers to implementation. The interview 
guide was tailored for each cohort. While the interview guide informed the interviews the interviewer had the 
autonomy to explore relevant areas that may arise during the interview, allowing for greater understanding of the 
research topic (Adeoye-Olatunde & Olenik, 2021). Participants had the option of a face-to-face interview, a 
telephone or online interview. It was originally intended to interview children as part of this evaluation, however no 
parent consented to having their child interviewed. Parents did complete the ‘Pediatric Cancer Quality of Life 
Inventory’ (by proxy) (Varni et al., 1998). However due to the small number of parents participating this data will not 
be reported. 

The recruitment of participants required the assistance of gatekeepers: a specific requirement of the approving ethics 
committees. Hence several people acted as gatekeepers. The Clinical Nurse Manager three (CNM3) in St. John’s 
Ward who was the gatekeeper for the MDT (excluding the nurses) emailed participant information leaflets and 
consent forms to the MDT via an internal email which comprised a list of all of the members of the MDT on St. John’s 
Ward.

As the CNM3 was the manager for the nursing team, she did not function as a gatekeeper for nurses. Nurses were 
recruited through posters advertising the study, which contained contact details for the research team and a QR 
code linking to a participant information leaflet and consent form hosted on the Qualtrics website 
(www.qualtrics.com).
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Introduction
In this chapter, the aim and objectives of the study are described, along with the data collection methods, 
recruitment and detail of the approach to data analysis. This chapter also contains information on participant 
profiles, ethical considerations and study quality.
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Key steering group members involved in the implementation were invited to participate by email from a member of 
the research team. These interviews were used to provide context on the development of the CSS roles within the 
CSSS. 

Parents/guardians who accessed the support of the ward-based CSS received a standardised information leaflet 
about the study from the CSS. This directed them to the research team if they wished to participate. The CSS 
informed parents/guardians of the voluntary nature of the research but did not discuss the research with the parents. 
The CSS did not know which, if any, parents participated in the research. If the parents/guardians had any queries 
about participating in the research for which they wanted local nursing advice, they were directed to the Nursing 
Shift Leader on duty, and if they had further questions, they were directed to the Nursing Manager of the Oncology 
Services. This is in line with the normal procedures within the Haematology Oncology Service in CHI at Crumlin for 
addressing queries or concerns, and to ensure that questions can be responded to in a timely manner, e.g., out of 
hours.

Parents/guardians who were interested in participating in the study had the opportunity to contact the research 
team with any questions they had about the research prior to consenting to be interviewed. A member of the 
research team emailed interested parents/guardians a link to a Participant Information Leaflet and consent form 
hosted on the Qualtrics website (www.qualtrics.com). Parents had at least 14 days to peruse the information before 
participating in any interview. 

The recruitment of parents/guardians was understandably challenging. Six months after the implementation of a 
community-based CSS, another round of parent/guardian recruitment was conducted. The community-based CSS 
was the gatekeeper for parents/guardians referred to their service. This time information packs including a participant 
information leaflet and a consent form with prepaid envelopes addressed to the research team were given directly 
to parents by the community-based CSS. Although the CSS informed parents/guardians of the voluntary nature of 
the research they did not discuss the research with the parents. Parents/guardians interested in participating were 
requested to post their consent form directly to the research team.

Profile of participants 
In total 31 participants (23 MDT members including CSSs and a member of the steering group, and eight family 
members) contributed to the evaluation which involved 34 interviews in total, as three people were interviewed more 
than once (see table 2). Of the 13 family members who consented to be involved, nine were interviewed. One family 
member interview was not used to inform the evaluation as it did not provide information on the CSS role. Finding a 
suitable time to interview family members was a challenge due to multiple competing demands of caring for their 
child with cancer and several of the interviews were rescheduled a number of times. 

In total 29 MDT members consented to participate, however six did not reply when contacted for interview. Within 
the group interviewed several disciplines were represented, including Nurses, Social Workers, Consultant Oncologists, 
Dieticians, Psychologists, and a member of the steering group.  All four of the CSSs who expressed an interest and 
consented to participate were interviewed. 

The interviews were conducted both online and face-to-face. Two participants chose to be interviewed 
face-to-face, two chose to be interviewed by telephone and 27 participants chose to be interviewed online. 
Recruitment of all stakeholder groups was an ongoing process from Oct 2022 - Dec 2023 due to a staffing crisis and 
patient care priorities in CHI at Crumlin. Interviews lasted between 30 and 90 minutes and were conducted by three 
members of the team. 
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Data analysis
All interviews were recorded with the permission of participants and transcribed using a transcription service. Prior to 
analysis, all interviews were cleaned of identifying information, checked for accuracy and uploaded to the data 
management programme NVivo Enterprise (qualitative data analysis software package) which enabled the 
management and analysis of the interview data. Data  were analysed using a framework analysis approach (King, 
2012). King (2012) suggests three approaches to the development of a coding framework which are either based: on 
a subset of the data; on a predefined theoretical position; or a ‘half-way approach’ using a combination of some 
initial predetermined codes and flexibility to refine and develop new codes as the analysis progresses. To answer 
research objectives one and two, the impact of the role on families and MDT, the third approach was used. Initially a 
subset of the data (three interviews) were coded by the research team, subsequent to this the team came together 
to discuss and agree the codes generated. These codes were then used as a framework for the remainder of the 
analysis with the flexibility to adapt or generate new codes as required (King, 2012). As the analysis unfolded some 
codes were merged, and others renamed to reflect the theme being discussed. 

To answer objective three, the determinants to implementation (barriers and enablers), analysis was informed by the 
updated Consolidation Framework for Implementation Research (CFIR) (Damschroder et al., 2022) framework. 
Interview data was coded according to the five domains of this framework, namely: i) the innovation domain; ii) the 
outer domain; iii) the inner domain; iv) the individual domain; and (v) the implementation process. Once the first level 
coding using the five domains was complete for all interviews, data coded to each domain was further analysed 
and coded as either a barrier or enabler to the implementation or sustainability of the CSS role.  

One researcher coded the interviews from the MDT while another coded interviews with parents/guardians and a 
steering group member. The overall team came together at regular intervals to review the coding process and address 
issues in relation to interpretation of data or the need to merge codes or generate new codes. The findings of all the 
analysis were then triangulated (Carter et al., 2014) to develop a more comprehensive understanding of the CSSS 
model, the impact of the CSSS and determinants to its introduction, including how it evolved over its implementation.
In order to contextualise the role and provide supplementary data on the CSSS model, the CSS roles and their scope, 
and the evolution of the CSSS model, key documents were also analysed. Following a request to stakeholders to 
provide any documents relevant to the development of the CSSS, and the CSS roles, the following documents were 
reviewed: the job descriptions; information relating to the roll out of support for families impacted by childhood 
cancer by CFFC in the Republic of Ireland; and the mission of CFFC. Following analysis, the following themes were 
identified: Impact of the CSSS on families and children; Impact of the CSSS on the MDT; Contextual and mediating 
factors that influence the implementation and integration of the CSSS; and Visions for the future of the CSSS (See 
figure 3). These are reported in further detail in chapters three, four, five and six.

 

 

16

Table 2 Profile of participants in the study

MDT members

Number

Expressed an interest  29

Participated in interviews  23

Discipline/Role/Location

Nurses, Social Workers, 
Consultant Oncologists, 
Dieticians, Psychologists, 
Steering group members (19), 
CSSs (4, hospital 1, 
community 3)

Other relevant information

Interviews completed  26 
as 3 MDT members were 
interviewed twice

Family members Expressed interest/
consented  13

Participated in interview  8 

Mother  7 

Father  1

Parents of: 
13-year-old girl 
16-year-old girl
16-year-old girl
2-year-old boy
2-year-old boy
14-year-old boy 
13-year-old boy
16-year-old boy

Figure 3 Themes identified following analysis

Impact of the 
CSSS on families 

and children

Impact of the 
CSSS on MDT

Contextual and 
mediating factors 
that influence the 
implementation 

and integration of 
the CSSS

Vision for the
future of the CSSS



Ethics 
Permission was granted to access the site by the Director of Nursing in CHI and ethical approval was granted by the 
CHI Research Ethics Committee (REC-046-21) and by the Faculty Research Ethics Committee, Trinity College Dublin 
(Ref: 220603). The study was also reviewed, and approval was granted by the Data Protection Officer in Trinity 
College Dublin and CHI. A joint data controller agreement was signed between Trinity College Dublin, CHI, the KNF 
and CFFC. All project team members completed GDPR training provided by Trinity College Dublin. Obtaining 
informed consent and assent, maintaining confidentiality and anonymity, and participants’ rights were all respected 
throughout the project. 

Informed consent was obtained from all study participants. Written information about the study and the nature of 
each individual’s involvement in the study was given to all potential participants. All potential participants were 
informed of their right to refuse to participate and their right to withdraw from the study at any time. Parents/
guardians were informed that neither refusal nor withdrawal would result in any negative consequences to care they 
or their child received. Members of the MDT were also made aware that should they choose not to participate in 
the research or if they withdrew from the study, this would not have any impact on their role within the hospital and 
that this would not be reported by the research team. All participants had at least 14 days to peruse the information 
before participating in any interview. 

The study details and information about the nature of the participant’s involvement were reiterated when the 
interviews were being arranged and at the beginning of the interview. All participants signed a written consent form 
prior to the interview. People appointed to the CSS roles were aware at the time of their appointment that the 
research was being conducted. They were also made aware that their appointment was not contingent on them 
participating in the study. The CSSs informed parents/guardians about the study and did not know which, if any, 
parents participated in the research. Similarly, the gatekeeper who sent out emails did not know if people read the 
email as the read function was disabled and they were not aware who participated.

As the study involved interviewing parents at a very stressful and emotional time in their lives, every care was taken to 
ensure they were not distressed further by a request to participate. It was reiterated to parents at the start of the 
interviews that interviews could be terminated at any point. 

All data files were anonymised, password protected and stored in accordance with the Data Protection 
(Amendment) Act 2003. To ensure anonymity, participants’ identities or any other personal information given during 
the interviews was anonymised through the use of pseudonyms or by removing identifying information. Data from 
the interviews were transcribed by an external company, the company of choice for the School of Nursing and 
Midwifery, Trinity College Dublin. The company is familiar with the process of dealing with confidential information 
and executed a confidentiality agreement. To de-identify interview transcripts, each transcript was assigned a unique 
code made up of the cohort group, and participant number (e.g., PP2 for the second parent to be interviewed). 

To minimise the risk of inadvertently identifying the CSSs or other team members, when reporting quotes, their 
discipline or any other designation will not be described; they will be referred to as MDT1, MDT2 etc.  In data that 
arose from a second interview it is designated as interview two using the following: (ii). Data from parent are 
identified as PP1, PP2 etc.

Rigor and quality 
To ensure rigor and reduce inter-rater variability across the data analysis in the interview data analyses, two 
researchers independently coded 10% (n=3) of the other’s interview data. The codes generated by each coder were 
compared and discussed as a team with the aim of challenging perceptions, ideas and assumptions regarding the 
data and to help develop a more comprehensive and in-depth understanding of the experiences of the introduction 
and impact of the CSSS (Tracy, 2010). The use of the CIFR framework also aided transparency and helped reduce 
inter-rater variability in relation to the analysis on determinants to implementation. In addition, a clear audit trail of 
the research process is articulated, and evidence in the form of extensive quotes is used to support interpretations. 
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Chapter 3
Impact of the CSSS on 
the families and children



Relational support 
Support is an exchange of help provided by one person to another (Melguizo-Garín et al., 2023) and the theme 
relational support refers to the unconditional, flexible support parents received from the CSSS. Parents reported 
overwhelmingly on the positive impact of the relational support offered by the CSSs. Words such as ‘fantastic’, 
‘amazing, ‘willing’ ‘caring’ and ‘the rock’ permeated the interviews. Parents valued the idea of having the CSS that was 
solely there to support them in their journey and was summed up by parents as ‘just being there’. Parents reported that 
the CSS presence and support offered made their journey with childhood cancer much easier:

       “… I don’t know how I can put it into words, to be honest, it's very hard but [the CSS] make[s] a difficult 
        journey much easier.” (PP4) 

       “I just think it's a fantastic service because we went in there and our heads were spinning and you know we        
       didn’t, I’ve never had come across anything like this before never mind in my own family.  And just to have 
       [the CSS] there [they were] the rock, that’s all I have to say on the matter, [they are] a rock that was there.” 
       (PP1)

This importance of this support was affirmed by members of the MDT:

 
       “… [the CSSS] is indispensable… the emotional support and shoulder [the CSS] provides to the patients and        
       families when [they are] there, I simply don’t think they would get if [the CSS was not there].” (MDT14) 
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Introduction
Being told your child has cancer is one of the most distressing experiences that parents can have (Carlsson et al., 
2019). Receiving a diagnosis causes enormous changes and challenges, triggering an array of emotions ranging 
from shock and sadness to fears and anxiety about survival and concerns about impact of treatment on the 
child, including sickness and pain (Kästel & Enskär, 2013; Lewandowska, 2022a). In addition, as the illness and 
treatment trajectory is not a linear process but one that is marked by periods of uncertainty, parents can find 
themselves experiencing grief and shock at different times during the childhood cancer journey. It takes a great 
deal of energy for the whole family to adjust to the disruption caused by childhood cancer (Kästel & Enskär, 2013). 
Parents also worry about how to communicate the diagnosis to the child as well as how to communicate with 
other children within the family (Kenny et al., 2021). Lewandowska (2022b, p1) describes the term ‘collective 
patient’ and ‘family pain’ indicating that the entire family of the ill child is affected by the child’s illness. 

Parents can find navigating the healthcare system and interactions with healthcare staff challenging both during 
the time of diagnosis and later during treatments as parents are expected to process large amounts of medical 
and other types of information (Melguizo-Garín et al., 2023; Salvador et al., 2019a). Childhood cancer is an 
unexpected diagnosis in many cases, and it causes deep upset and upheaval in a family and for many the 
disruption caused by a childhood cancer diagnosis can last for some time (Salvador et al., 2019b). 

Though the mortality rates in childhood cancer have declined the impact of childhood cancer on a family has 
not reduced. Providing adequate supportive care to families enhances families’ experiences of childhood and 
contributes to alleviating some of the illness-induced stress associated with childhood cancer. The focus on this 
chapter, the first findings chapter, is on the impact the CSSS had on families.

Following analysis of the interviews the following themes in relation to the impact on families were identified: 
• Relational Support
• Informational Support 
• Mediation Support-Bridging the Gap
• Navigational Support
• Respite Support for Parents (including practical support such as small errands)
• Support to Siblings 



The informal nature of the CSS presence, whether in hospital or the community not only provided great support as 
parents journeyed through the healthcare system, but the very fact that the person did not have to rush off to deal 
with other issues offered comfort at a time of enormous upheaval in a families’ life:

       “I think it just brought a bit of lightness to the day, you know, knowing that there's someone that you can just 
       kind of sit and have a chat [with]and they don’t have to run off to somebody else and, you know, So I think 
       it's just that kind of personal touch, which is really important, you know.…As in we could go off and have a 
       coffee and kind of a more relaxed chat I suppose [the CSS] really [were not] being pulled in all directions.” 
       (PP5) 

       
       “… the big thing is probably the emotional support… you know even though you mightn’t use it. You know 
       it’s there if you need to use it. I think that’s really good...” (PP7)

       
       “I could see how [the CSS] was supporting people emotionally as well. [the CSS] was there for parents. 
       I have seen it in action because… we were living on the ward practically and to see how [the CSS] dealt 
       with other families and even just to be there silently at the door for them if they needed when things were 
       tough…”  (PP1)

The complexity of childhood cancer treatments requires long periods of hospitalisation and isolation from family and 
friends. The isolation can also continue when they return home with their sick child. Parents welcomed and valued the 
presence and informal ‘check-ins’ by the CSS whether it was in the hospital or family home: 

       “It's amazing, I have to say also I know [the CSS] obviously come[s] for the kids and everything you know it's 
       obviously for the kids but it's just nice to have someone just to check in too.” (PP2)

The very action of accessing support can be demanding for parents so the ‘ready availability’ of the CSS was a key 
benefit. Parents emphasised how the CSS was proactive in offering help as opposed to leaving it up to the parents to 
request assistance:

       “And how can we support you, you know, what can we do for you today or is there anyone in the family 
        that we can support, you know, it's those questions that other people just don’t have the time to ask you 
        or…” (PP5) 

        
        “… without fail every time [the CSS] comes the first thing [they]’ll ask is how am I. How are we all? And 
        the last thing when [the CSS]’s leaving is there anything that you need or anything that you want like you 
        know it's obviously for the kids but it's just nice to have someone just to check in too.” (PP2)

        
        “[the CSS] is there so I don’t have to pick up the phone, I don’t have to, [the CSS] just arrives and [they] 
        just, you know, [they have] a great manner and [they] get[s] it.” (PP4) 

For some parents, who didn’t want what they described as ‘counselling’ the informal nature and approach of the 
comfort and support offered by the CSSS was important. As parents felt they could chat in a ‘normal’ way, and not 
have to feel they were in a formal therapy context:

       “… and not necessarily counselling, but just to have a chat with somebody who kind of gets it, you know.” 
       (PP6)

       “… it's been able to just talk about what we are going through in a normal, informal way, informal definitely 
       100% better for us.” (PP2)   
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As the journey through childhood cancer causes emotional turmoil, parents also spoke of the value of the informal 
support at times of immense emotional distress.  Again, it appeared that the opportunity to have an informal 
conversation at these times is what parents wanted and valued:

 
       “[The CSS] was there for me when we nearly lost [name of child with cancer] and [they] really, really 
       calming and helpful and you know I didn’t know what to do. So I don’t know what we’d do without her 
       either.” (PP8) 

       “you're having a really difficult day… I wouldn’t very often have those days but [the CSS] recognised 
       when I did and kind of said, you know, what's going on and I was able to tell her.” (PP5)

The well-timed provision of the support was also an important factor for parents. It was not only having a supportive 
person who knew when and how to be present with the family, but parents also valued that the CSSs had the 
sensitivity and intuition to know when to withdraw: 

 
       “And if [the CSS] needed to be in your face [the CSS] was in your face, if [the CSS] needed to be in the 
       background [the CSS] was in the background.” (PP1) 

       “Oh yeah, like I said [the CSS] was always there and [the CSS] knew when to come into you and 
       [the CSS] knew when not to intrude. Very intuitive.” (PP4). 

While parents valued what they called the ‘personal’ and ‘informal touch’ they were also aware of the value that 
the CSSs skill and knowledge brought to the role. The benefit of the CSSs having a knowledge and understanding of 
oncology services was welcomed:

 
       “And it’s nice as well because [the CSS] has a clinical background I can chat to [The CSS] as well, do 
       you know what I mean? [The CSS] understands what I’m talking about, you know, to depths that other 
       people don’t. So, if I’m telling [the CSS] he’s [child] going through X, Y or Z, [the CSS] just knows.” (PP6)

       “Like I said already we are very practical people but [the CSS] dealt with us in a practical level. Whereas 
       I saw other parents there would be very emotional.  And [the CSS] was able to deal with them accordingly 
       as well, as was needed.” (PP4) 

       “I suppose it's someone very experienced as well who gets what you're going through, you know, they’ve 
       met enough families.” (PP5) 

Although the CSS role was not aligned to a discipline and was an informal support role, parents spoke of feeling free 
to bounce ideas and discuss issues in a space that was still confidential.
 
        
       “One of the earlier discussions I had with [the CSS] was just coping mentally myself and not being able to 
       work…, I needed to know how to address, maybe ideas about how to address things with my own work 
       and I could bounce ideas with [the CSS] in a confidential way.” (PP4)
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Some of the parents also spoke of the importance of having someone outside the context of family for support, as with 
the CSS they didn’t need to explain or discuss details of their child’s illness; as the CSS immediately understood. In 
addition, parents felt that with families or friends they would be asked questions and expected to tell and retell the 
details of their child’s illness, whereas with the CSS there was no expectation of reciprocity in the support offered. In 
addition, parents felt they could talk to the CSS and unlike with family and friends they did not have to worry about 
protecting the CSS from the emotional pain and trauma that they were going through:

 
       “…I can just say this or that, and [the CSS] knows all about it, you know? You don’t like… a normal person 
       that has no background in this, you know? They’re like “And what’s that then?” and “What’s that then?” 
       and then sometimes you don’t even bother saying stuff because they won’t have a clue and you’re tired 
       of explaining.” (PP6) 

       “Someone to talk to when you mightn’t want to, you get sick of ringing your family, I think your family is 
       sick listening to you, you know, (laughs), you don’t wanna be the bringer of bad news all the time and it's 
       nice to have someone that can just listen, you know.” (PP4)

Informational support
The parents also reported positively on the informational support they received from CSSs. The CSS was aware of 
how to navigate systems, knew what services were available and provided that information to parents in an ongoing 
manner. In addition to relieving parents of the burden of having to seek out information, the ongoing nature of 
information provision gave families time to process and assimilate the information given: 

 
       “There was informational support, stuff like that letting you know what’s going on, what supports are 
       available. Like for example the wig, you know, where to get the wig and what supports like grants or services 
       are available for that. We heard about Daisy Lodge...And [the CSS] had put us down on that, we haven’t 
       been able to avail of it yet.  All that sort of stuff.” (PP3)

       “I think the other thing that [the CSS], you know, on a really practical level, it's [the CSS’s] information 
       sharing has been invaluable.” (PP4)

The CSS shared information voluntarily on a variety of issues ranging from who is who within the MDT, services 
available such as Daisy Lodge, charities, financial grants available to information on parking:

 
      “Everything from the Irish Cancer Society to Aoibheann’s Pink Tie, the wigs, everything, everything in that 
      yellow pack that we have. That yellow book [the CSS] was very involved with it and very on top, [the CSS] 
      had all the information and [the CSS] knew what was needed and we didn’t even know what was involved 
      you know.” (PP1) 

      
      “… letting you know what’s going on, what supports are available.  Like for example the wig, you know, 
      where to get the wig and what supports like grants or services are available for that. All that sort of stuff.” 
      (PP3)

      
      “… the role is very well resourced with beautiful booklets and resources… patients and families can have 
      these hard copies of lots of information and resources, which I think is really helpful.  And the direct links to 
      the facility, Daisy Lodge, is great and referring patients in there.” (MDT3)
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The very fact that the CSS knew this information also relieved parents of the burden of having to worry about where 
they would access information as the CSSs became the point of contact if they had questions. As a result of
knowing this, parents felt enabled to concentrate on caring for their sick child:

 
       “I didn’t have to think about anything. I didn’t have to worry about anything. All I had to do was look after 
       my child.” (PP1) 

       “So, you know you kind of feel like you wouldn’t want to be, do you know kind of nearly looking for things, 
       or asking for things.” (PP7) 

In the context of information support, the timely availability of information was also reported by parents to be of 
help:

 
       “… families going in there need all the support they can get in the first few days… I think any support that 
       you can give to parents on the first week because there’s so much happens, just so much to take in, and 
       navigate really is the word I'd use. Trying to navigate your way around everything, I mean… even like 
       parking.” (PP3)

Mediation support-bridging the gap
The theme mediation support refers to the manner in which the CSS was a conduit between the family and the 
wider healthcare system. In this context the CSS facilitated communication between the family and members of the 
MDT, especially at critical times in the child’s cancer journey:

 
       “… you're having a really difficult day and you're really worried about your child and like I wouldn’t very 
       often have those days but [the CSS] recognized when I did and kind of said, you know, ‘what's going on?’ 
       and I was able to tell [the CSS] and then [the CSS] was able to, I suppose I didn’t have the strength to do 
       it [talk to the MDT] myself… [the CSS] kind of stepped in a couple of times when we were very worried or 
       having a very difficult day and felt like we couldn’t kind of communicate what was going on to the 
       consultant because they're so busy and [the CSS] kind of would have stepped in a few times... made those 
       conversations happen for us, which I don’t think they would have without [the CSS] because, the way you're 
       kind of almost, you're not fearful of the [MDT] but… you understand how precious their time is and that there's 
      so many children to look after and you don’t wanna be a burden on people.” (PP5)

At other times the CSS was the conduit for conversations with the various charities or supports in the community:

 
       “And [the CSS] is there you hear about all of these charities, it's very difficult to pick up a phone and go 
       through, I'm only even able to kind of verbalize ‘my son has cancer’ very recently, without bursting into tears.” 
       (PP4) 

       “And they don’t even have to be involved in it they are simply a conduit or a link to all the other support and 
       that happens all the time.” (MDT19) 

Members of the MDT also reflected on the benefit of the CSS supporting families in communicating at difficult 
junctures in their child’s illness. They recognised that because of the more informal relationship parents have with the 
CSS, family members may find it easier to open up and tell them things that they would not tell a member of the 
formal MDT. This was viewed as important in enabling conversations to happen about things that might otherwise 
be left unsaid or unexplored:

 
       “It was really, really good because you know it allows us to understand better as well. You know sometimes 
       they will tell the cancer support specialist things that they won’t necessarily tell me.” (MDT14)



      “[The CSS] really facilitated the conversation being productive, both from a family and medical perspective,
       because [the CSS] knew the family… knew where they were coming from, [the CSS] knew what their 
       priorities were and as a doctor I knew what my medial priorities were, but [the CSS] helped those two 
       things to merge in a really, really positive way in a very difficult situation.” (MDT18)

The role of the CSS in providing feedback to the MDT about how things were going for the family was also noted as 
an important component of enhancing continuity of care and communication from the MDT:

 
       “[The CSS] is really good at feeding back to us... Sometimes when you don’t hear from people you think 
       that they’re getting on great. And that can be a bit of a red flag that people aren’t coping that well. 
       They’re trying to avoid communication with you. And they’re sort of families that I would refer to the 
       community support, or the cancer support worker. And then [the CSS] would bring back… actually it’s 
       not going great for them… maybe they could check in with you… it might be worth giving them a phone 
       call. And that’s really good for us because you feel like the parents are ready to have that conversation 
       then, do you know.” (MDT12)

Members of the MDT also recognised that the CSS was critical in supporting family members to develop confidence 
to communicate with the MDT and to seek out more formal support if needed:

 
       “And I think the third thing which is a big benefit, it [the role] supports families indirectly in that confidence 
        in communication.” (MDT19)

       “Because they [the CSS] know what is going on and I think that [the CSS] kind of is like that but is able to 
       actually provide support, guide families in the direction to formal supports. So, they kind of almost they 
       bridge the gap between the clinical and that the families.” (MDT16)

Navigational support 
There were several comments from families about the benefit of the navigational support received from the CSSs. 
Navigational support consisted of help with navigating and guiding parents and families through the hospitalisation 
experience. While members of the MDT may have explained things to families, the CSS was often the person who 
was present to translate that information into digestible chunks in a manner and at a pace that family members 
could take in:
 
 
       “Naturally enough we didn’t know what to expect at first. But [the CSS] kind of sat with us and [the CSS] 
       explained everything and went through an awful lot with us… we didn’t know about the centre realistically. 
       We didn’t know what supports were there or what we would need or wouldn't need. And [the CSS] just 
       guided us through the whole lot...” (PP1)
 
 
       “I mean some things which we've been able to avail of, other things that are in the pipeline and under 
       discussion… like Daisy Lodge, he's just been really too ill to do stuff like that.” (PP3)

       “[The CSS] is just excellent at signposting and recognising what people need.” (MDT18)

Parents commented on the amount of information that they had to become acquainted with following their child’s 
cancer diagnosis, including available supports. As family’s income can decrease and expenses can also increase at 
this time, the CSSs role was critical in guiding parents in how to navigate the information:
 
 
       “[The CSS] has that information and like there's a lot of charities connected with cancer and specifically 
       children’s cancer. When you're in the middle of it, as we are now, from a time space, from a head space 
       and from a logistical space, it's very hard to see the wood from the trees, you know.” (PP4)

24



25

       “She contacted Aoibheann’s Pink Tie, and she asked them for practical support for me. She got them to send 
       me out vouchers, which was amazing because obviously my social worker hadn’t done that. And considering 
       we were… our original was travelling every ten days for chemo, and then to Galway once a week, so that’s 
       forty minutes. So that was amazing…” (PP6)

In addition to navigating the amount of information, the CSS also supported families to navigate the process involved 
in applying for grants, contacting charities, services and grant applications:

 
       “And trying to organise then… even with the volunteers from Barrettstown to come in… just to do things with 
       [child with cancer’s name]. [The CSS] was kind of coordinating all that in the background if [they] thought 
       somebody needed something, if someone needed an extra little bit… the other services, information, a little 
       bit. Aoibheann’s Pink Tie they would have been emailing us and once they had our email address and all 
       the rest of it and offering their services. But I think the fact that the CSS was the face of it, you know it was 
       easier than dealing with emails or phone calls. [The CSS] was there just in the ward.” (PP1)

The willingness of the CSS to proactively find out relevant information for families that they couldn’t find elsewhere 
was also important to families. One parent spoke of the difficulty her daughter had when her eye lashes fell out 
because of treatment and how the CSS navigated her to YouTube clips to help and support her:

 
       “But her eyebrows and her eye lashes were starting to fall out and that was freaking her out more than 
       her hair. So, I was like, Jeez I don’t even know how to go, because I went into a salon going you know she is 
       able to get stuff on. They were terrified thinking, oh no she got chemo that really we can’t do anything with 
       her... I emailed… [the CSS] going is there any chance you’d have [a] clue of anything that you know to help 
       her. And [the CSS] found… direct YouTube videos and different things... and sent them which was really 
       helpful.” (PP7) 

Respite support for parents 
The uncertainty around childhood cancer can result in parents being reluctant or unable to make any time for 
themselves. The theme of respite support refers to the support offered to parents that enabled them to take time for 
themselves to engage in self-care activities, such as having space and time for themselves. The respite support came 
in many forms, tailored to the individuals needs and varied from family to family. For example, within the hospital 
system the CSS was described as someone that would make time to take the parent for a coffee or create space 
for the parent to go for a walk, or if needed do a small shopping errand:

 
       “… know [the CSS] was around if we needed [the CSS] and if we needed [the CSS], [they] always kind of 
       made time for me, you know, go for a coffee or get out of the hospital even, get some air with [them].” (PP5) 
 

       “… even in terms of lifts… I’d be reluctant to look, ask for help… when we’ve loads of friends and everything 
       around…  When I know there’s [CSSs] people who can [help]… I think it’s really important. I think it’s important 
       that they’re there for people who definitely use them….” (PP7)

The CSSs supported and engaged with the siblings of the child with cancer within the home. Parents spoke of how this 
helped to refocus attention on siblings who may not have received enough attention over the course of their other 
child’s treatment. It also relieved the pressure parents felt to be playing and interacting with their child/children when 
they were emotionally and cognitively exhausted: 

 
       “[The CSS]is here to support the girls, but in turn with… supporting the girls [the CSS] is supporting me… 
       the last while has been intense treatment, and like my head isn’t there to do activities with them. Even the 
       beautiful book [the CSS] gave them, the Invisible String, and [the CSS] went through it all with them and left 
       that there for us as a family. By [the CSS] supporting them, it is inadvertently hugely supporting me.” (PP6)
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       “… as regards what support the cancer nurse specialist [the CSS] gives me. I get a break, a massive break.” 
       (PP2) 
 

      “[The CSS] might come out and you know maybe go for a walk with the girls. Or have a chat with them... 
       I think it’ll be really good for the other two. Because you feel like you’ve ignored your other children for the 
       last [few] months.” (PP7)

Respite support also came in the form of organising activities for the children or organising time away such as in 
Daisy Lodge. The fact that the CSS took the time to organise these activities also provided respite for parents, as it 
relieved them of the tasks associated with organising: 

 
       “So today like was just a lazy day and [the CSS] came and I got a rest and they got to have their activities, 
       and nobody had to go anywhere.” (PP6)

       “… we did have a break to Daisy Lodge and [the CSS] would have kind of organized that for us.” (PP5)

       “… in terms of resources… I mean I mentioned Daisy Lodge and things like that and, you know, there's things 
       that come [the CSS’] way, like there was a zoo trip that we were able to do, it's just kind of nice things 
       close by. I've no capacity to be arranging things (laughs), at the moment.” (PP4) 

The fact that the CSS visited the family home was an important aspect of respite, as it meant that the parent didn’t 
have to organise childcare or take the children anywhere, which frequently adds to the difficulties parents experience 
in accessing time for themselves:  

 
       “Yeah, so I think that’s [coming to the house] just the icing on the cake. It’s just fantastic that, like that now 
      today I could just be in chill out, and [the CSS] came and I get a rest and the kids didn’t have to be loaded 
      in a car to go anywhere to get this emotional support or do activities...” (PP6)

Support to siblings
Siblings of a child diagnosed with cancer can face challenges as the focus of the family turns towards the medical 
and emotional support needs of the child with cancer. Parents mentioned the importance of the CSS connecting 
with all family members:

 
       “Well again, supporting us around the whole family, you know, checking in on the whole family and what 
       we need as a family.” (PP5)

In the context of supporting the whole family, the support offered to siblings to ameliorate the challenges they 
encounter was really welcomed. The parents spoke of how the CSS made space for children to play and process 
their own emotions through the various activities that the CSS engages in:

 
       “… [the CSS] does very beneficial activities with them [siblings and child with cancer] … [the CSS] came 
       there now there today and they did calm boxes and all that type of stuff… So, if they wanted to talk about 
       their feelings they can. Because sometimes I find with kids as well, a complete stranger, they might open up        
       easier to them than to us, or to aunts or to uncles…” (PP6)

       “… we had [the CSS] out to the house. And it just really meant the world to the Children.” (PP8)
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The sensitive developmentally appropriate activities engaged in with the siblings, as well as the warm supportive 
approach adopted by the CSS, was highly valued by the parents:

 
       ‘[The CSS] comes every few weeks and oh my gosh, my children absolutely adore [them]. They love 
       [the CSS], they talk openly with [the CSS] as if [the CSS has] been here all our lives… my little boy like 
       I said isn’t even two so obviously he wouldn't be I suppose as involved in the stuff but he, oh my gosh 
       the minute [the CSS] comes in he runs to [them] and he is with them all the time.” (PP2)

The fact that the CSS offered opportunities for distraction for their child as well as taking a future orientation was also 
welcomed by parents. Moments of joy and positivity were welcomed by the parents:

 
       “[The CSS] would be chatting about things that he wants to do after treatment and [the CSS] [would] be 
       very encouraging to him, like he wants to write a book and he’d be telling [the CSS] and [the CSS] [would] 
       be giving him tips...” (PP5)

       “… although we meet [CSS] in the hospital, [the CSS] helps us more so with the stuff at home, not from 
       an OT perspective, not from, but more just, just bringing joy.” (PP4) 

The transition into survivorship can poses challenges when curative treatment is finished. As the CSSS is available to 
families in the community for a limited time period, parents also spoke about the void that would be left when the 
CSSS was no longer available to them, which they felt was going to be difficult to fill:

 
       “… I don’t know what we are going to do when we don’t have our specialist, [the CSS] 
       has just been invaluable...” (PP2)

      “Because they feel like they’re losing out on their little lives. But [the CSS] was really great for [child with 
      cancer’s name] you know and then for [name of child with cancer] as well. I mean they actually miss 
      [the CSS] now, they really miss [the CSS]… [the CSS] really made a 100% difference to the two of them.” 
      (PP8) 

Discussion  
Relational support is a frequently reported support need of parents in the literature (Cheng et al., 2022; Dwarswaard 
et al., 2016; Lewandowska, 2022a). Findings indicate that the CSSS added to the pre-existing services already 
available in the oncology services and enhanced the care provided to families through the provision of flexible, 
generic informal support. This support was positively appraised by the parents as it met many of their needs and 
assisted them in navigating the difficulties of childhood cancer. The additional relational support provided by the 
CSSS was especially appreciated by parents as it expanded the care beyond the medical needs of their children to 
encompass the family unit; this was reported by parents to be a comfort and a source of companionship. The 
informality of this support provided parents with the opportunity to chat informally and discuss their experiences 
outside of a medical or formal therapy context, allowing for a sense of normality for which parents expressed a 
strong need. 

The provision of adequate informational support to families is an important need that is not always met (Cheng et 
al., 2022; Hashimoto et al., 2023; Nicklin et al., 2022). The CSSS’s ability to provide parents with timely and appropriate 
information about available supports/services was said by parents to relieve them of the burden of having to seek out 
information and allow them to concentrate on caring for their child. In addition, the CSSS supported families in 
navigating the various charities and available services and supports. This is particularly important as it has been found 
that while many supports are often available for families of children with cancer, the lack of connectivity among 
these supports can make them challenging for families to successfully navigate, while the administrative burden can 
be a further source of distress (Delemere et al., 2023).
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The strong rapport between CSS role holders and families resulted in improved communication to the extent that the 
CSSs often bridged gaps in communication between the MDT and families. This improved communication was also 
reported in a UK study of interprofessional care co-ordinators who worked within MDTs (Bridges et al., 2003) and 
support workers in community mental health teams (CMHT) who more readily formed stronger bonds with clients 
due to clients finding them less intimidating than professional members of the CMHT (Wilberforce et al., 2017). A 
challenge common to new informal psychosocial provider roles is role holder’s lack of skills to navigate the
boundaries of this rapport with patients, sometimes leading to the development of dependency (Procter et al., 2022). 
However, the healthcare backgrounds of the CSSs in this study are likely to provide them with the necessary skills to 
manage the boundaries of their relationships with families.  

Although the provision of support to siblings is associated with improved psychosocial adaptation it can often be 
neglected (Sloper, 2000; Wawrzynski et al., 2021). Parents appreciated the provision of support to siblings as some 
were concerned that they had somewhat neglected siblings of the child with cancer. The provision of support to 
siblings enabled them to work through their complex emotions and introduced moments of levity in their lives. In 
addition, this form of support, including the presence of the CSS within the home, gave parents the time to consider 
engaging in self-care, as it relieved them of the pressure of having to engage their children when feeling emotionally 
and cognitively exhausted. 



Chapter 4
Impact of the CSSS on 
the multi-disciplinary 
team members (MDT)



Filling the gap of unmet needs for families
MDT members reported positively on the impact of the CSSS on their work. The availability of additional support for 
families was important to the MDT members as they noted that parents had unmet needs that could in part be met 
by the CSSS. In their view, the CSS role operated differently to other MDT team members and was outside of the 
traditional medical orientation of the MDT. In addition, in what they described as an “under resourced” (MDT2) 
setting, the presence of the CSS role was a welcome addition in meeting the needs of families: 

 
       “The role operates outside of kind of the traditional MDT, so we all have our really specific roles whereas the 
       cancer support specialist is able to kind of provide support I don’t know I think for the families in a way that is  
       less medicalised, less clinically orientated.” (MDT16)

       “Listening more than anything… popping into a room... getting to know them from day one. Getting to know 
       what’s important to them, getting to know…. It was just building a relationship so that people feel safe that 
       they can chat. And then if they can chat then you get to know them. If you get to know them and give 
       them that time and just listen, listen, listen.” (MDT17(ii))

The needs of families were emphasised by members of the MDT and having the auxiliary role of the CSS on the 
ward enabling the further prioritisation of families’ multiple needs:

 
       “…we’re not the important people in this, it's the patients and families, but I have to say my day is better 
       when I see [CSS] on the ward because I immediately feel, okay, [the CSS] is here and you just know 
       [they are] going to be with the families who need [the CSS].” (MDT18)
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Introduction
Increasing childhood cancer survival rates and longer treatment times (Erdmann et al., 2021) due to newer 
treatments have led to a greater emphasis on the holistic nature of oncology care which includes the provision of 
psycho-social support to children and their families throughout the cancer journey (Wiener et al., 2015). Increasing 
survival rates and longer treatment times have also resulted in expanding roles for all healthcare staff working in 
paediatric oncology, irrespective of discipline (Challinor, 2023; Cummings et al., 2018). Traditionally nurses were 
the members of the MDT who most frequently developed the longest and most intense relationships with patients 
(Zarenti et al., 2021), however the increased time demands of the clinical component of nurses in paediatric 
oncology can result in nurses not having sufficient time for the provision of psychosocial care and the time for 
greater development of therapeutic relationships with patients (Chan et al., 2019; McCloskey & Taggart, 2010). 
While the literature is sparse in relation to other disciplines, increasing demands also affect the time other 
disciplines have to spend with families, stretching formal psychosocial support services, which ultimately result in 
increased waiting times. 

Increased time demands can also be attributed to staff shortages (Murali & Banerjee, 2018; Zarenti et al., 2021). 
Indeed, retention of staff is an ongoing concern in the Irish healthcare system with high turnover rates (Fleming et 
al., 2022), and high rates of emigration (Brugha et al., 2021; Humphries et al., 2017). The ongoing global shortage 
of healthcare staff (Aluttis et al., 2014) exacerbated by the COVID-19 pandemic also resulted in an increase in 
turnover (Frogner & Dill, 2022), which in turn has impacted outcomes in adult and paediatric oncology 
internationally, including in Ireland (Seguin et al., 2022). Understaffing in oncology settings is a recurring issue in the 
literature particularly due to barriers in recruitment and retention including concerns about the emotional difficulty 
of the role and issues such as burnout (Challinor, 2023). In addition to increased workloads, and time pressures, 
a recent systematic review indicated that juggling multiple caring personas including providing medical and 
emotional care are risk factors for burnout (Zarenti et al., 2021). Although the CSS role is not aligned with a 
discipline, they are a member of the MDT. Hence this chapter focuses on the MDT perspective on the impact of 
the role. 

Following analysis of the interviews with MDT members the following themes were developed which highlight 
some of the impacts of the CSSS on the MDT:

• Filling the gap of unmet needs for families
• Flexibility in the provision of the service for families
• Immediacy of access for families
• Freeing up time for clinical component of MDT work
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       “They’re [families] worried about this, they’re worried about that. And [the CSS is] able to say, I can help 
       with that, even some of it is very practical support that [they will] give them. Or meeting them and checking 
       they’re okay, sometimes it’s a phone call. Or then [they] makes sure they go and have a cup of coffee, or 
       you know links in with play and various people to make sure that the mum can actually leave and get a little 
       bit of a break.” (MDT9) 

The generic nature of the CSS role was welcomed and valued by members of the MDT. Members of the MDT 
referred to having the CSSS as a relief, because it added another source of support to call on: 

       “I can say we have a support worker who will be there… in whatever way you want, rather than having a 
       specific label, having a specific job description. This is a person as a generic support worker and I think 
       that’s the biggest aspect of it.” (MDT19)

      “I suppose we all had kind of almost like huge relief in us that there is somebody then that we can call 
      when we don’t have anybody else to call…” (MDT6)

      “It definitely takes so much pressure off families. I keep coming back to that, it's an extra person, it's a friendly 
      face coming in, even at the weekend sometimes, and I just… think it's good to have that, to build up a 
      rapport with the families.” (MDT12)

      “The universal level of care is listening and making sure families have all the information they need…. 
      the cancer support specialist is whatever the family needs at that time” (MDT17 (ii))

Flexibility in the provision of the service for families
The flexibility and availability of the CSSS at weekends was noted as a benefit as many services were provided only 
between Monday and Friday. Weekends are also a time when there are less members of the MDT working. The fact 
that CSSS was not restricted to a Monday to Friday or nine to five hours ensured that support was provided if families 
experienced challenges or if a child was in the ICU in the evenings or over the weekend, filling this gap within 
services:

       “… [the CSS] does some weekends and that’s been really helpful because you could be leaving a newly 
       diagnosed family or a family of a child that has just relapsed. Or a child in ICU and they don’t get much 
       support then over the weekend... They do go up if they have to go to ICU and they’re obviously very 
       supportive.” (MDT11)

       “… we see lots of challenges at weekends. And having that flexibility, …not being stuck to a nine to four rota 
       … is a brilliant addition I think.” (MDT18) 

       “Being able to be available at a weekend to be a contact for a family …perhaps there is an unexpected 
       decline or deterioration. I think that’s an amazing resource for people and certainly I think people who 
       have had the support of a cancer support specialist over a weekend have really benefitted from it.” 
       (MDT14)

       “I think there is a real gap in the service in that like if you look at weekends or evenings or something like 
       that for a support person to actually be present, to be available to parents who need them. Because you 
       know social workers and psychologists… only work kind of 9 to 5, all the other allied health professionals, 
       OTs, physios… only work sort of 9 to 5. And then nurses are quite busy on the ward.” (MDT5)
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Evenings and weekends were identified as opportune times to provide additional support to families as it provides a 
greater opportunity to spend time with the wider family members such as siblings and other family member visitors. 
As there is less clinical based activity focused on the child during these times; it also allows for a quieter, less busy, 
environment for families to reflect on and address some of their concerns:

      “Whereas at least then if [the CSS] is around and has the capacity to be late and with more flexible hours, 
      [the CSS] is catching parents at different times. If they’re juggling, like mum is here during the day, dad 
      comes in in the evening. But he might know more about this, or he might have a worry. It’s easier to catch 
      them when there’s a bit more leeway in [the CSS’] hours.” (MDT10)

      “… when the humdrum of the day is settling down, the evenings, the weekend time, siblings come in, visiting 
      people come in, and you’ve got a much greater out-reach and that’s where we need to concentrate.” 
      (MDT14)

      “… I think there's some Saturdays covered, which is great… the weekend can be a long time for people. 
      There's less people around and in a way it provides the families with more time as well, because there's 
      less medical things, there's less scans, there's no scans unless someone’s unwell. There's time for them to 
      think and reflect and I suppose to open up to people as well.” (MDT12)

Immediacy of access for families 
The availability of the CSS support and immediacy of access to the CSS, which was partly enabled by having no 
waiting list was viewed as very beneficial to the care of the families:

      “You can just kind of nab her in the corridor and that has been the case exactly with me… I’ve referred at 
      least three families, well not referred but have kind of brought to her attention that especially new families. 
      They need a huge, huge amount of supports and then [the CSS] hasn’t had any waiting lists like a lot of 
      other services.” (MDT16)

      “… really important to meet families as early as possible. You know because they’re generally quite shocked. 
      And they’re not taking in information. They take in less we reckon about half the information. And then it’s 
      liaising with the team. And just kind of picking up little bits of information that might be useful for the team... 
      So, it’s listening, listening, listening, getting to know.” (MDT17 (i))

The availability of the CSSs and their ability to provide support at the right time for families 
was also welcomed by MDT members:

      “… [the CSS] will always text so we’ll always arrange a day and then [the CSS will] text the week before or 
      whatever and I can always WhatsApp [them] yeah if there’s anything… so very, very easy to reach.” (PP2) 

      “… it’s very hard to just get that time that you can sit for half an hour and just listen. So that’s been amazing… 
      after leaving here say [the CSS] would go up to ICU for example for a weekend to see families and they 
      are just blown away by that support. And to be honest I kind of feel like they’ve gotten through it much 
      easier than they might have otherwise, you know.” (MDT7)
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Freeing up time for clinical component of MDT work 
Combining clinical work with family support was spoken of as a challenge for the MDT. Hence clinical work often 
took precedent over time spent supporting families. A combination of a lack of time or specific training were noted 
as factors in the ability of the MDT to respond to families adequately: 

      “Because I have to go do four hundred and one other things… as much as you want to give them the time. 
      But we’re also not hugely, we wouldn’t necessarily have a huge amount of training in how to support 
      somebody either…Yea all of that as much as we’d love to be able to do it, there’s often the time 
      limitations.” (MDT9)

      “Having the time to listen. A lot of us don’t have the time and also having the right words in incredibly 
      difficult situations.” (MDT16) 

Members of the MDT also commented on how the support the CSSS provided to families enabled them to 
concentrate on the clinical component of their work, while being assured that the needs of families were being met:

      “Where we find the support worker, we might say to them can you sit with mum or dad, while they run out 
      to do something. And that’s been great support with us… I’m not talking about their taking over jobs from us. 
      They’re actually allowing us a little bit freer to do our nursing jobs. And [it] is a good support in a nice way… 
      a huge support. And I find the person very supportive to nurses…” (MDT4) 

      “I know if [the CSSS] is supporting a family I can go in and concentrate on the oncology directed care and 
      the medical piece.” (MDT14) 

      “… every... component to the MDT is just delighted when we see [the CSSS] on the ward, we know that our 
      day will be better. We know the families’ needs are going to be met and I think it allows everyone to stay 
      in their lane…” (MDT18) 

Members of the MDT also noted how parents felt a sense of relief when the CSSS was on the ward, and reported 
that the feedback they received from families on the impact of the CSS was overwhelmingly positive:

      “I find it really hard to have anything negative to say about the service because you know the feedback from 
      families which is the most important indicator of how we are doing actually has been overwhelming positive 
      and you know just having that extra support to lean on… in time of distress of which there are many in a 
      patient’s cancer journey.” (MDT14)

Discussion  
Caring for the family who is experiencing the disruption and distress of childhood cancer requires a coordinated 
MDT approach (Loh et al., 2023). It is vital that parents’ support needs are met during and after their child’s cancer 
treatment (Melguizo-Garín et al., 2023). The MDT members in this study reported positively on the auxiliary impact of 
the CSSS on their work in providing care to families. It is important to acknowledge that the MDT participants were 
not in a position to provide the same level of detail on the impact of the community CSS role as they could on the 
impact of the ward-based role. 

An important finding was the perception that the work of the CSSS supported the MDT in caring for families. 
Members of the MDT mentioned that they did not always have enough time to spend with families and to provide 
the informal psychosocial support that families required or the required skills to provide this support. Increased 
treatment times (Erdmann et al., 2021), expanding roles due to increased treatment complexity (Cummings et al., 
2018) and challenges in staff retention in paediatric oncology (Challinor, 2023) can result in a lack of time and ability 
to provide informal psychosocial support. The CSSS’s provision of this support allowed the MDT to focus on the 
technical and medical aspects of care while being assured that families’ informal psychosocial needs were being 
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met. A common benefit of the implementation of informal psychosocial roles within the literature has been to reduce 
the work burden of healthcare professionals in this way (Bridges et al., 2003; Shelton et al., 2010; Stanmore et al., 
2006; Wilberforce et al., 2017).

Meeting the informal psychosocial needs of children and families out of hours including on evenings and weekends 
was a challenge for the MDT prior to the implementation of the CSSS. Increased accessibility of psycho-oncology 
services is a recognised need of families of children and adolescents with cancer (Delemere et al., 2023). Many 
hospital services are not provided on a 7-day model except nursing and medical staff, with many allied health 
professional services provided Monday to Friday only. The provision of allied health services on weekends is an 
ongoing debate in health service design, research and policy (NHS, 2013). One participant suggested that these 
families’ needs on weekends could be met with additional staff, however staff shortages in paediatric oncology are 
an issue both in Ireland and internationally (Seguin et al., 2022). The flexible provision of support to families by the 
CSSS out of hours, in the evenings and at weekends was particularly welcomed as it filled a gap in care at these 
times. This is reflected in the literature on the weekend provision of allied health services (O’Brien et al., 2017). 
Participants noted the presence of the CSSS on the weekend also allowed for greater access to patient’s families, 
which has also been found in the literature (O’Brien et al., 2017). Well timed and immediate support for families 
during working hours was an additional benefit to the MDT as waiting lists for other services tended to cause some 
delay in meeting families’ needs. The immediacy of access to the CSSS for families reduced unnecessary stress for 
families’ during the cancer journey, as short wait times are associated with improved patient satisfaction 
(Abbasi-Moghaddam et al., 2019).



Chapter 5
Contextual and mediating 
factors that influence the 
implementation and 
integration of the CSSS



Challenges that influence the implementation and integration of the CSSS
The challenges to the implementation were Role clarity and boundaries, and Co-ordinating communication in 
implementation. 

Role clarity and boundaries
At the intervention level, a lack of understanding of the role by some members of the MDT in the early stages of 
the implementation resulted in their having reservations about the role’s integration in the ward. Participants also 
recognised that introducing any new role is likely to involve territorial challenges, and while the flexible design of the 
CSS roles was an enabler at the level of the intervention, the integration of new informal and flexible roles into a 
boundaried health system posed particular challenges. A broad job description was perceived to be necessary to 
build in flexibility to the roles, however, the broadness of the description was perceived by some members of the 
MDT as not providing sufficient clarity for the role’s boundaries:

      “… there’s massive potential and need. But… I suppose the broadness of the job description didn’t help.” 
       (MDT1)

      “I think everybody was delighted with the extra support and the extra resources and I think that was across 
      the board, but there was some concern about the… boundaries of the role and how do we integrate 
      successfully that type of role in our already complex MDT system.” (MDT15)

In the early stages of the implementation of the CSSS, when the role was at its most flexible, there were concerns 
from some disciplines about the ward-based CSS performing what were perceived to be discipline specific tasks 
when members of other disciplines were not available to perform these tasks, and perceived insufficient 
communication when this occurred: 
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Introduction
Implementing new roles in existing healthcare systems is a complex process which can present a number of 
challenges (Higgins et al., 2020). These challenges may be compounded within a boundaried health system, 
when a role is not aligned with a specific discipline. International research indicates that the flexible design of new 
roles is an enabler to their implementation and integration as it is associated with an improved level of informal 
psychosocial support provided to patients (Bridges et al., 2003; Cain et al., 2020; Gilburt, 2016; Herber & Johnston, 
2013; Manthorpe & Martineau, 2008). Flexible designs however can also present a challenge due to a low level of 
clarity around the duties and boundaries of new roles leading to tension and conflict with pre-existing MDT 
members (Cain et al., 2020; McCrae et al., 2008; Wilberforce et al., 2017). A lack of support, supervision, and 
training specific to new roles can exacerbate both boundary issues, and difficulties in navigating professional 
relationships with patients (Bennett, 2016; Cain et al., 2020; Huxley et al., 2009; Wilberforce et al., 2017). The body 
of literature on informal psychosocial support roles is small, and as few studies formally explore challenges and 
enablers to implementation, there is little research on determinants that influence each stage of the 
implementation process as outlined in the CFIR (Damschroder et al., 2022). 

Following analysis of the interviews with MDT members, CSS role holders, parents and stakeholders the following 
themes were developed which highlight some of the challenges and enablers to the implementation and 
integration of the CSSS:

Challenges 
• Role clarity and boundaries
• Co-ordinating communication in implementation

Enablers
• Role holder characteristics
• Liminal nature of CSS roles 
• Flexible nature of CSS roles
• Willingness of charity and role holder to adapt role descriptions
• Extensive engagement to resolve challenges
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      “… now we’d be very happy to have someone else do them but obviously that needs to be agreed and 
     formalized and, you know, everyone needs to be at the table for that. So there’s just so much uncertainty 
     and not knowing actually what roles were being done and what pieces of our work were being done 
     sporadically, maybe at a time of crisis, maybe it’s when we’re not there, but there was no note or no update 
     to say, look, I’ve just stepped in here and completed this task because there was an urgency or because the 
     mum was upset or for various reasons...” (MDT3)

This occurred in part due to the ward-based role holder having previously held a role in a different discipline within 
the ward resulting in parents and members of the team not always realising that they had changed roles, and thus 
expecting the role holder to perform duties associated with their previous role. This initial confusion exacerbated 
concerns from other disciplines that the boundaries of the role had the potential to blur with the boundaries of their 
own roles:

      “Sometimes… people can still be a little bit confused over roles. And again, it takes people if they’ve been 
      off for a while and to see [the CSS] who is in post at the moment. You’ve nearly to remind them, no not in 
      [their] old role. [They are] in this new role. And this new role has a different remit, it’s got different boundaries 
      and so we do things differently.” (MDT9)

      “… I was with… in a round last week just talking about the cases. And… some of the consultants rely on 
      [the CSS] like really too much as well... It’s like oh can you do that, yea can you do that.” (MDT7)

Some charities and hospitals presented organisational boundary challenges when CSSs in the community engaged 
with them, such as questioning the role and whether it overlapped aspects of their own organisation’s activities:

      “There is still some resistance from professionals as to, are [CSS]s stepping on their toes. … are [CSS]s sort 
      of threatening their role?... And they’ll ask very basic questions... Like do parents need to give consent?... 
      There’s a mindset of sort of ownership. So, ownership of the family, instead of realising just let that go.” 
      (MDT22)

A primary challenge concerned the description of the ward-based CSS role, particularly the use of terminology 
which was believed by some members of the MDT to be discipline specific such as therapeutic and emotional 
support. While both terms were removed from the job description, the provision of informal emotional or relational 
support to families was believed by a number of participants to be a natural aspect of each role within the ward 
from the MDT to household staff in addition to their stated role duties:

      “The most important person on the ward providing emotional support is a lady… who brings the tea… 
      everybody provides emotional support.” (MDT17)

      “I am talking yes more informal and maybe they would feel more likely and more open to discuss certain 
      things with them as is the case so often with the household teams. Like if you want to find out what is going 
      on with a family talk to the people that are in and out all the time doing nonclinical work.” (MDT16)

      “…I think COVID has played a huge part as well, but what I have noticed over the last three and a half years, 
      increasingly, the patients and families have looked to me and my colleagues or to the clinical nurse specialists 
      or to the nurses on the ward to try to get that emotional supportive piece because they’re just not getting 
      it from everyone else and COVID played a part in that because before the grandparents used to be in…” 
      (MDT18)

      “…it’s fantastic, obviously our role is supporting as well, but on a more medical base and kind of managing 
      expectations and stuff like that,  but we’re not counsellors, we’re not trained to provide that support…” 
      (MDT12) 
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Co-ordinating communication in implementation  
A challenge in the early phase of the implementation of the CSSS was in coordinating communication and 
engagement between key decision makers and those in leadership positions. This was a challenge due to general 
understaffing in the ward, staffing changes within disciplines and differing periods in leave among those on the ward 
who were championing the CSSS and those who had reservations about how the new service would best integrate 
into the MDT. These factors may have resulted in a perceived lack of engagement and communication from the 
perspective of both champions of the CSSS and those who had reservations as the following quotes illustrate:

      “… the role profile was shared with disciplines and… I think got an email back from one of the disciplines with 
      twenty questions. And they were meaty, meaty questions. It must’ve took me three or four days to respond to 
      them all. And I responded to them all and I’ve yet to see a response to that email. So, because the team       
      changed and then it moved on.” (MDT23)

      “… we had a couple of newer seniors in that area. And so they were aware of it. But I’m not sure that they 
      saw the, particularly the significance… it was a bit of a perfect storm, both [a senior member of the MDT] 
      and [a senior member of the MDT] had been on leave at different periods. So, I suppose I was kind of 
      getting to know about this when it was almost, you know had been advertised…” (MDT1)

This resulted in “a rocky start” (MDT15) for the role, as there was a feeling that not enough engagement had taken 
place with all members of the MDT, and that some of their concerns had been dismissed. At the time of the earlier 
interviews, participants in some disciplines believed that more communication was necessary to enable improved 
integration of the first of the CSS roles:

      “… I would just recommend more communication in terms of how the post could best be used to 
      compliment the services already in place with the professions already in place, that would be my 
      recommendation.” (MDT2)

However, by the time of the latter interviews in the study, participants noted that the CSS in the ward had settled 
into the workplace structure within a psychosocial model of care that follows the NCCP guidelines and the NCCP’s 
Model of Care for the provision of psychosocial and psychological support services for CAYA: 

      “… because the universal level of care fits into the model, it suits… it makes perfect sense for continuity… 
      we’re very happy to sit under this new psychosocial model of care which falls under the NCCP guidelines 
      for care. And which absolutely includes, the CAYAs model of care… a model which we operate under, 
      which is the preventative model of care for children and family.” (MDT17 (ii))

Enablers that influence the implementation and integration of the CSSS 
Five enablers were identified that supported the implementation and integration of the CSSS, these were Role holder 
characteristics, Liminal nature of CSS roles, Flexible nature of CSS roles, Willingness of charity and role holder to 
adapt role descriptions, and Extensive engagement to resolve challenges.

Role holder characteristics 
At the individual level, the professional backgrounds of the CSS role holders in paediatric healthcare settings were 
considered by participants including parents, members of the MDT and CSS role holders to be an enabler in 
implementing the CSSS due to the skillsets they brought to the service. This included having knowledge and 
understanding of paediatric cancer settings and knowing how to navigate healthcare systems. These skillsets 
enhanced role holders’ familiarity with the local context of the ward and the community setting, increasing the 
speed of their integration:

      “… because [the CSS] worked on the ward as well I think that’s been a huge help. Because [they] know 
      what it’s like to be there… it made that transition much easier... Because… it’s hard in oncology haematology, 
      it’s not easy to be there all the time...” (MDT7)
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       “… our CSS has massive experience in the area and it’s great because [they have] an awful lot of 
       knowledge and also many links to so many services from [their] years working in John’s before this.” 
       (MDT12)

 
       “…we are blessed with the current support worker having considerable experience in this field…” (MDT19)

Similarly, the role holder’s backgrounds allowed for an in-depth understanding of the medical terminology and 
experiences of parents of paediatric cancer patients, which participants believed enhanced the role holder’s abilities 
to quickly and effectively provide informal support according to each family’s circumstances. As previously discussed 
in chapter three, this meant that the informal support provided by CSSs was at times favoured by parents over that 
provided by friends as the parent did not have to expend energy explaining details to the CSS about their child’s 
current stage of treatment:  

      “… it’s easier to text [the CSS] back or ring [the CSS] than a friend, because [the CSS] knows… has that 
      clinical… so it’s a fast… this is happening,” and [the CSS]’s like “Oh right, okay… Whereas I’d be quicker to 
      text [them] back sometimes than a friend…. I don’t have to go into mega detail… I just don’t have the energy 
      for you today, I’m just… having to explain all this.” (PP6)

Members of the MDT and parents noted that the personal characteristics of role holders enhanced their ability to 
build a rapport with families and provide informal support. These included an innate ability to identify people’s needs 
and priorities, and an ability to meet these, being suited to their position and having a good understanding of 
children:

      “The willingness to work and help families, the kindness, not putting themselves first, not talking about 
      capacity, just willing to help, just a really nice, helpful person.” (MDT13)

      “… [the CSS] has an incredible, very natural ability to get to the crux of what people want and what their 
      priorities are, exactly what they need, [they are] able to identify that magically… [they] seem to know 
      innately what people want and need and has an incredible ability to make that happen.” (MDT18)

     “… [they have] an old head on [their] shoulders…, [they are] a nice [person]… just well rounded… very suited 
     to [their] position as well… [they have] a good understanding of children.” (MDT11)

Flexible nature of CSS roles
At the level of the intervention, one of the most significant enablers was the flexible design of the CSS roles. This 
enabled role holders to be responsive and adaptive to the informal support needs of families. This was achieved firstly 
by ensuring that aspects usually associated with healthcare roles such as statutory requirements, the need to spend 
time completing documentation and waiting lists could be avoided:

      “We don’t grind them down with bureaucracy and form filling and statutory requirements. We make it free, 
      so the worker is 90% of the time in front of families. So, it is flexible...” (MDT23)

      “… for the majority of our services there’s waiting lists and there’s no waiting list for this role and this is 
      something the families really like because it’s accessible straightaway.” (MDT15)

Secondly, members of the MDT emphasised that while each member of the MDT had a clinical agenda in addition 
to providing informal support to patients and families, the only agenda of the CSS role holders was to support 
families. Rather than having specific duties, the ward-based role operated under principles which centred around 
being present with the family, giving them time, and listening rather than asking questions:
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      “… in one sense this person doesn’t have any specific job… come under it. And in another sense, it is very, it 
      has very specific principles. It’s like a friendly face going in to talk to the parents… Whereas physically they 
      may not put their arms around a child and family that’s what they’re doing in a different form. They’re sitting 
      with them; they’re giving them this listening ear... and taking direction. They’re giving probably the parent and 
      child a little bit of maybe control back.” (MDT9)

      “… we will spend time with the families as medical professionals. To sit in and answer all of their questions. 
      But… you need somebody to sit and listen. And somebody with some level of understanding… I think that’s 
      where this role has been really important… sometimes you just need people to either be silent and listen, or 
      to help you process through what nobody should have to process through.” (MDT8)

      “… a space for the child to be able to talk… to be able to process what they’ve been going through… I think 
      they really appreciate that it’s not forced… [have] had multiple parents say… to [the CSS], are you a 
      counsellor, are you going to be asking like about feelings… and then they’re instantly reassured when 
      [it is explained that the CSS’] role… is to have fun with them. And to use that space of relationship… for 
      them to open up and talk if they want to, and… have that environment of trust.” (MDT22)

This flexibility enabled the CSSs to focus entirely on the families’ informal support needs at a universal level of care, 
including providing navigational, relational, and practical support such as shopping and doing small errands for 
families to reduce their levels of stress: 

      “… the universal level of care is… is whatever the family needs. And it’s, it can be anything, it can be anything 
      from going out to making a cup of tea. To doing more in-depth work and sitting and listening… Anything that 
      alleviates a little bit of stress. [The CSS] would have on occasions popped into [names shop] and brought in 
      clothes... it’s whatever’s needed at whatever time. And that’s what’s lovely about this role.” (MDT17 (ii))

The amount of time the ward-based CSS had to spend with families was noted by MDT members as a particular 
advantage because time was generally in short supply on the ward:

      “… having I think the cancer support specialist role because you know primarily a support role, I think they 
      have the time to spend with families that we don’t have.” (MDT14)

The need for this informal support, particularly in the ward, was said to have increased since the COVID-19 pandemic 
which resulted in a restriction on extended members of the family, and siblings visiting the ward to limit the spread of 
COVID-19. This left a gap in the support received by families. Many of the participants mentioned the benefit of the 
ward-based CSS having the flexibility to make themselves available in the evenings and on weekends. This availability 
was said to fill a gap in the support needs of families as prior to the introduction of the service there had been no 
support workers operating at these times:

      “The strength is there is a support worker who’s able to come at any time of day and night in the hour of 
      greatest need for our patients. I’ve seen the greatest effect… in the terminal phase of a patient’s journey… 
      and bereavement… I’ve seen that incredibly helpful at antisocial hours, Saturday, Sunday, when we don’t 
      have any official support worker or a support service on the ground.” (MDT19)

      “… the flexibility of the service being available at weekends... Families have the time to kind of catch up and       
      breath after a busy week of doctors in and out every day and investigations and trips to theatre… being… 
      available at a weekend… for a family who you know perhaps there is an unexpected decline or deterioration…  
      I think that’s an amazing resource for people and certainly I think people who have had the support of a 
      cancer support specialist over a weekend have really benefitted from it.” (MDT14)
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      “Or the mum has come in from home and she suddenly says to somebody, oh I have a problem. Or I want 
      to come in, but I can’t because things often arise at five o’clock in the evening. Whereas at least then if 
      [the CSS] is around and has the capacity to be late and with more flexible hours [the CSS] is catching 
      parents at different times.” (MDT10)

Members of the MDT said that while they would like to provide this support, they did not feel they had as much time 
as the families required due to their ongoing clinical duties in the ward:

      “…I think again being able to plug that hole or the gap in the social support piece for parents is really crucial. 
      And sometimes they just need someone to sit with them you know sometimes just to sit and listen, and you 
      know I think parents really need that time to feel listened to and to feel understood. And with the best will in 
      the world, we do it social workers do it, the physios do it, the play therapist do it but we don’t always have 
      the time…” (MDT14)

CSSs in the community were enabled by the flexibility of their roles to develop strategies to engage with different 
categories of patients, from different age groups to genders, and improve their ability to connect with families. 
When a young adolescent patient did not appear to be responding to one of the CSS’s prepared games, the inbuilt 
flexibility of their role enabled the role holder to engage the patient using a novel technique of testing the different 
hot chocolates available in the nearby village:

      “… I just kind of felt like, [adolescent] just wouldn’t talk to me. And I said it to someone, and they gave me a 
      couple of games. You know [the adolescent] had to talk. And then I just said it to the mum one day… I was 
      like look, is it okay if we go and I really felt like we needed to go out of [the house]. And the first day I went 
      [they] met at my car when I was parking. [They were] ready to go. And I was like, oh my God and [they] 
      was like a different child. And it’s, do you know I find like literally I just said right we’re going to do a hot 
      chocolate challenge.” (MDT20 (ii))

Liminal nature of CSS roles 
A unique strength of the CSS roles, as noted by participants, was that they occupied a liminal space between the 
formal healthcare provided by the members of MDTs and companionship as provided by family and friends. This was 
due to the design of the roles in providing informal support, and the focus of the roles on supporting the family. When 
discussing the CSS role, participants including members of the MDT, CSSs, the steering group member and parents 
tended to use terms that reflected this liminal space between formal healthcare and informal companionship, and its 
benefits to families such as friendship, warmth, presence, and feeling valued:

      “… this role was definitely about supporting the whole family… and the wider family. How… can a family 
      navigate the experience of hospital and be supported during it. And like a warm introduction to the hospital 
      and a warm hold throughout. So, and not very specific… it was more just to be there.” (MDT23)

      “I know that there are support specialists in the North… and we had been told about what they did, but I 
      just thought it seemed like a lovely presence to have on the ward.” (MDT10)

      “… the feedback really early on is the surprise [of] the families that [the CSS is] coming to their house. So 
      firstly, that it’s free, so they’re not being charged for this. Understanding that [the CSS is] not part of the 
      medical team… that kind of dawns on them, oh so [the CSS is] not part of the medical team. And yet 
      [the CSS is] still coming out here. And then… the penny drops of we can’t believe [the CSS] coming all this 
      way just to do this work with us… I think it makes them feel special, it makes them feel valued.” (MDT22)

      “… having someone who is not like a member of you know the MDT, like I know they do attend the MDT 
      meetings, but they’re not seen as an employee of Crumlin… and… they’re in their own clothes and… they 
      have a different kind… ID. I think it can be seen as definitely something that’s more informal and considered 
      more of a chat. And I think that can really help parents… (MDT4) 
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As a result of the CSSs occupying this liminal space and spending time with the families, participants noted that they 
were able to connect with the family on a level beyond that of many members of the MDT. This enabled the CSSs to 
improve communication between members of the MDT and families to the benefit of both families and the MDT:

      “So, we might think that there’s one issue going on with the family. But then [the CSS will] come back and 
      go, actually the reason why they’re not turning up was financial. It’s not because they don’t believe in the 
      treatment, or they don’t want their child cured. So, [the CSS] will find out that.” (MDT8)

Extensive engagement to resolve challenges
Engagement between primary stakeholders from the KNF, CFFC and a member of the medical team in CHI at 
Crumlin was an essential enabler in developing the plan for the CSSS. Participants emphasised the extensive 
engagement of stakeholders and potential collaborators during the implementation process, including those who 
had expressed reservations with CSSS. The initial agreement and support of senior staff in St. John’s Ward was an 
essential enabler in the implementation process:

      “I think we then we introduced to… a team of real senior [members of a discipline within the ward]. A couple 
      of [members of a discipline within the ward] maybe in the February, just before the pandemic hit. And in that       
      meeting basically it was like green light, green light, green light...” (MDT23)

The willingness of champions of the CSSS to work to ensure that the CSSS complimented the work of other 
disciplines on the ward, combined with the family centred focus of the MDT were further enablers in the 
implementation process:

      “… let’s negotiate and let’s negotiate with grace. And let’s negotiate with humility. We’re the visiting 
      organisation here so we need to make it work… I think we went into every negotiation saying we’re here to 
      compliment, let’s talk…  and I know these people are busy... But that shows you their belief in their work and 
      their genuine love for families... And I have never worked in a clinical environment where people care more 
      about families in my working career... we’re happy to do the work because I’ve nothing but respect for these 
      professionals.” (MDT23)

As part of this engagement, there was a need to educate members of the MDT on the duties of the role and how 
they differed from existing healthcare roles. This was necessary as being a new role in the health system, there was 
some confusion about what the role entailed:

      “… the first thing we had to do was to have meetings. This role… it’s just a new way of working… there is a 
      link person in the hospital. But the line manager for this role is external. And that’s the first thing people have 
      to realise… So, it meant, the concerns people have; we had meetings then with the line manager, with the 
      person in the role… just to listen to people’s concerns, to iron out their concerns, and see could we address 
      them. And again, reiterate what the role is about, why the role was established. What’s the aim of the role 
      and why we’re rolling this out?”  (MDT9)

      “… what became clear was that education was needed with [members of a discipline on the ward] and 
      saying I understand that this family needs to see [discipline], what I can do is I can advise them where they 
      can get this information, but I can’t do it for them because it’s the [discipline]’s role and its causing 
      difficulties. And we need to work together, we have to find a way. So, it took almost that year for the 
      [members of a discipline on the ward] particularly and [members of a discipline on the ward] to say … 
      will you go see that family, I know you can’t do this piece, but will you please do that piece…” (MDT17 (i))

The willingness of members of the MDT to engage in negotiations, despite their reservations about the role, was an 
important enabler. The process of engaging with members of the MDT to integrate the first of the CSS roles was said 
to have continued for the first year of the role holder’s occupancy in the role. While the majority of the MDT 
members were in support of the role, some continued to have reservations around the specifics of the role:
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      “Then the role came in and again I met with [discipline within the ward] … so there was an awful lot of, 
      with the principle it was around agreeing this. And the role’s not this, is it this, no it’s not that. And so, there 
      was a bit of toing and froing… I met with [discipline within the ward]. I met again… my role became the 
      person in meeting these different disciplines, trying to pave the way, and trying to soften the land along.” 
      (MDT23)

      “… in the last few months there’s definitely been more effort for trying to kind of integrate, it’s still a concern 
      for me, but there’s definitely been more effort to get stakeholders around the table.” (MDT15)

The implementation of the first and subsequent CSS roles in the community benefited from the negotiations 
conducted around the first role. In addition to having addressed reservations of some people, there were also 
procedures in place for subsequent CSSs such as a referral system via the ward-based CSS:

      “… the referrals are the majority are coming from either [the CSS in the ward in Crumlin] or community 
      nurses and the life limiting nurses or AYA nurses.” (MDT20 (i))

A further enabler was the CSS role holders in the community’s willingness to engage with local hospitals, shared care 
centres and charities to develop a wider referral network. This experience of developing working relationships and 
receiving referrals was mostly positive with staff in shared care centres, hospitals, palliative care settings and charities 
responding positively to the potential for the role holder to provide support to families of their patients:

      “But I suppose how I went about it was I called them first the share care centres… I usually ask to speak to 
      a nurse manager or an CNS. Some of the hospitals don’t have a specific CNS… told them who I was,
      told them what I do. Some of them were so excited… couldn’t wait… could you do something with this 
      family, could you do something with this family…” (MDT21)

Willingness of charity and role holder to adapt role descriptions
The CSSS as initially envisioned by CFFC and the KNF necessarily required adaptation for the first of the ward-based 
roles to best fit within the work infrastructure of the ward and to a lesser extent for the first of the community roles to 
fit within the community’s referral network. The two charities worked with the MDT to address concerns and adapt 
the ward-based role to find a match between their initial vision for the service and the needs of the ward, further 
enabling the implementation and integration of the service:

      “… what the role became, what it is now is potentially different where we started… and there is always a 
      point in this which is getting a function and need to be clear about… who we are and what we are. We 
      are not a counselling organisation. We are not a social work organisation. We are not a play therapy 
      organisation, but we are an informal social, emotional support. And we are prepared to be really flexible 
      around that...” (MDT23)

An enabler in this process was the ward-based role holder’s understanding of the necessity to adapt the role to the 
needs of families while ensuring compatibility with the existing formal psycho-social support in the ward. Additionally, 
champions of the role within the ward assisted in this process of adapting the ward-based role to address concerns 
about the overlapping of the role’s boundaries with those of other disciplines on the ward:

      “And then [we] did have an opportunity to meet with [a senior member of the MDT] who was involved to 
      look at some of the job description and to see if we could tweak it a bit. Because you know there was a bit 
      of concern at the overlap. Because it was quite a broad job description.” (MDT1)
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Discussion
Five enablers and two challenges to the implementation and integration of the CSSS were identified. Enablers were 
CSS role holder characteristics, Flexible design of the CSS roles, Liminal nature of the CSS roles, Extensive 
engagement of key stakeholders and collaborators, and Willingness of the charities and role holder to adapt role 
descriptions. Challenges were Role clarity and boundaries and Co-ordinating communication in the implementation 
process. It is again important to acknowledge that the MDT participants were not in a position to provide the same 
level of detail on impact of the community CSS role as the ward-based role.

A key enabler in this study was the flexible design of the CSS roles which enabled role holders to meet the 
psychosocial needs of families in a flexible and responsive manner. The flexible design and boundaries of new 
informal psychosocial provider roles are key determinants which can enable the implementation and integration of 
these new roles (Bridges et al., 2003; Cain et al., 2020; Gilburt, 2016; Herber & Johnston, 2013; Manthorpe & 
Martineau, 2008). The flexible and responsive design of the CSS roles was achieved through a broad job description 
focused on the provision of support to families, and which did not include tasks often associated with healthcare such 
as requiring the documenting of cases or the use of waiting lists. Members of the MDT spoke of their having clinical 
agendas which limited their ability to meet the informal support needs of families whereas the CSSs primary agenda 
was to provide informal psychosocial support to families, and so could spend more time with families than many 
other members of the MDT. 

The flexible design of the CSS roles, and informal nature of the support provided, resulted in the CSS roles occupying 
a liminal space between formal healthcare and informal support as provided by family or friends. This, aligned with 
the increased time the CSSs spent with families, and the CSS’s lack of a medical agenda led to the development of 
strong rapports with patients and their families. The individual ability to develop a strong rapport is an integral part of 
new informal psychosocial roles. As such, the personal characteristics of role holders can dictate the role’s success 
(Procter et al., 2022; Sobotka et al., 2022). The CSS role holders’ personal characteristics were perceived by both 
members of the MDT and parents to enhance their ability to quickly and efficiently connect with families and provide 
support. The backgrounds of role holders in paediatric healthcare provided them with knowledge of paediatric 
oncology and associated skillsets which similarly enhanced their ability to integrate into the work infrastructure of the 
ward and the community, and to quickly understand the changing medical circumstances of the children of parents. 
Introducing a new informal and flexible role to a boundaried health system posed a challenge to implementation 
and integration in the ward setting. This is reflected in the literature on new informal psychosocial roles (Cain et al., 
2020; McCrae et al., 2008; Wilberforce et al., 2017). The broad job description provided a low level of clarity around 
the CSS roles, resulting in some MDT members misunderstanding the CSS role, and having concerns about the CSS 
overlapping the boundaries of existing roles in the team. Broad job descriptions for new informal psychosocial 
provider roles have previously led to concerns about role holders unconsciously breaching the boundaries of existing 
professional roles, duplicating work, and taking on tasks without having professional accountability leading to tensions 
between MDT members and the new role holder (Cain et al., 2020; McCrae et al., 2008; Wilberforce et al., 2017). 
While boundary breaching is often compounded by a lack of training for new roles in the literature (Cain et al., 
2020; Wilberforce et al., 2017), this was not the case for the CSSS as the CSS role holders had strong skillsets from 
their backgrounds in healthcare. These backgrounds however resulted in some MDT members and parents initially 
expecting the role holders to perform duties associated with their previous healthcare roles, which initially 
compounded MDT member’s concerns of overlapping duties. While this issue was not found in the literature, differing 
role expectations resulting in new role holders working beyond the boundaries of their roles can occur when MDT 
members (McCrae et al., 2008; Stanmore & Waterman, 2007) and patients do not receive adequate notification of 
new roles and their duties (Procter et al., 2022; Smith-Merry et al., 2015; Sutton et al., 2016). 

The extensive engagement of stakeholders and potential collaborators and the willingness of the charities and role 
holder to adapt the ward-based role to match the stated needs of the MDT and fit within the work infrastructure of 
the ward were important enablers in negotiating the successful implementation of the CSSS.  Interestingly, there is 
little on the engagement process or adaptations in the small body of literature on the implementation of new 
informal psychosocial provider roles, which may be due to many studies occurring after the implementation of the 
role. However in one study, which was conducted prior to the new role implementation, engagement with the MDT 
on the role’s job description was associated with a greater appreciation and integration of the role (Rolfe et al., 
1999). 

While extensive engagement was an enabler, there was some difficulty in co-ordinating communication between 
key stakeholders due to understaffing in the ward, staffing changes within disciplines and differing periods in leave 
among those on the ward who were championing the CSSS and those who had reservations about how the new 
service would best integrate into the MDT. This resulted in a perceived lack of engagement and communication from 
the perspective of both champions of the CSSS and those who had reservations which may have prolonged the 
engagement process. 
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The expansion of the CSSS was enabled firstly by referrals from the first CSS in the ward to new CSSs, and secondly 
by the engagement of CSSs in the community with local hospitals, shared care centres to develop additional referral 
pathways. This latter engagement often took the form of educating potential collaborators on their roles, particularly 
those who may have been concerned about the CSSS breaching the boundaries of their organisations. New 
informal psychosocial support providers can feel a need to ‘sell’ their roles when meeting with potential collaborators 
outside of their immediate team or organisation (Cain et al., 2020; Smith-Merry et al., 2015). 

An initial challenge that was resolved by this adaptation was the inclusion of the terms therapeutic and emotional 
support in the CSS job description, both of which were deemed discipline specific and not appropriate for an 
informal support provider role. While these terms were removed from the job description, many of the participants 
believed that the provision of informal emotional support was a necessary aspect of working on the ward from the 
MDT and household staff, as has been previously recognised in the literature (Datta et al., 2019; Vance et al., 2022). 

 

 
 
 



Chapter 6
Future directions and 
sustainability



Enablers to the sustainability of the service
Within the theme of sustainability, four enablers and two challenges to the sustainability of the CSSS were identified. 
Enablers were the role holder’s intrinsic motivation to work in the CSS roles, the expansion of the CSSS, boundaries for 
community-based CSS role holders and supervision.

Role holder’s intrinsic motivations to work in the CSS roles
Each of the CSSs had previously worked in permanent healthcare positions which had come with higher levels of 
pay than the CSS roles. All role holders mentioned that they were motivated to take on the role of CSS because it 
aligned closely to their intrinsic motivations to work with and to support families and children. This motivation 
enhanced the service they provided and enabled the sustainability of the roles:
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Introduction
While the previous three chapters outlined the impact of the CSSS on families and on the MDT, and enablers and 
challenges to its implementation and integration, this final results chapter addresses the future of the CSSS 
including determinants to its sustainability, and participants’ visions for its future. Sustainability in this study relates 
to the sustainability of the CSSS and the role holders that make up the CSSS, and is an important factor in 
planning the continuation of new interventions (Shelton et al., 2018). Determinants to the sustainability of new 
informal support roles and new healthcare roles have received less attention in the literature than determinants to 
their implementation and integration. The research on the sustainability of new roles in healthcare mostly refers to 
organisational factors (Crespo-Gonzalez et al., 2020; Maxwell et al., 2013a). This research indicates that many of 
the enablers to the implementation and integration of the CSSS outlined in the previous chapter are likely to 
positively affect the sustainability of the CSSS such as its gradual implementation, and the flexibility of the roles 
(Crespo-Gonzalez et al., 2020; Maxwell et al., 2013a). The findings in this chapter refer to sustainability at the 
individual level and the level of the intervention. 

Burnout is a well-documented factor in the sustainability of healthcare roles (Taranu et al., 2022), due to its links 
with intention to leave and turnover (de Vries et al., 2023). MDT members working in oncology settings are 
repeatedly exposed to situations with a high emotional load and frequently experience compassion fatigue (Van 
Mol et al., 2015). This puts them at a high risk of burnout (Macintyre et al., 2022; Murali & Banerjee, 2018). A 
contributing factor for burnout in nurses is the development of long term relationships with patients (Macintyre et 
al., 2022). CSS role holders may be similarly at risk of burnout due to the strong rapport they develop with families 
who are undergoing traumatic events. A further contributing factor to burnout is when the demands of a job 
exceed a healthcare worker’s available resources (de Vries et al., 2023; Meredith et al., 2022).

The informal psychosocial focus of the CSS roles may however be a protective factor against burnout. A recent 
systematic review found that psychosocial clinicians such as social workers and psychologists in oncology settings 
were at a lower risk for burnout than their nursing and oncologist colleagues (Morris et al., 2021). This lower risk 
was attributed to their not experiencing moral distress regarding treatment decisions to the same degree as 
nurses and oncologists. This lower risk could be attributed to their inbuilt and ongoing clinical supervision/ reflective 
time that is not a feature of nursing or medicine in paediatrics despite the gravity of situations they continuously 
deal with. Additional protective factors were having more experiences of patient’s recoveries in terms of distress 
reduction and the development of coping skills. Motivation and the ability to find meaning in work are further 
factors which can protect against burnout and contribute to the sustainability of healthcare roles (Morris & Bird; 
Tokarz & Malinowska, 2019). 

Following analysis of the interviews with MDT members, CSS role holders, parents and stakeholders the following 
themes were developed which highlight some of the enablers and challenges to the sustainability of the CSSS, 
and participants’ visions for the future of the service:

• Sustainability enablers
  • Role holder’s intrinsic motivations to work in the CSS roles 
  • Expansion of the CSSS
  • Boundaries for community-based CSS role holders 
  • Supervision
• Sustainability challenges
  • Initial limited number of CSS roles 
  • Wellbeing of role holders
• Visions for the future of the CSSS
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      “… I am very satisfied like I still can’t believe that this is my job you know I am someone said to me the other 
      day I found my niche and I am like I think I have because I love all this.  I love the craft, I love the mindfulness, 
      I love the support…”

      “… this role has given [the CSS] the freedom to, you know… do what [they] want to do and that’s just 
      minding kids and families really.”

Expansion of the CSSS
A second enabler to the sustainability of the CSSS was the ongoing expansion of the CSSS. In addition to the 
appointment of community roles during the study, participants anticipated that a planned second ward-based CSS 
would relieve the workload of the first CSS. It was also expected to extend the provision of informal support to more 
families:

      “… they’ve advertised the post around the country. I think it’ll help [the CSS] hugely… because they can take 
      the stuff in the shared care a bit off [the CSS] ...” (MDT7)

Boundaries for community-based CSS role holders
An enabler for the sustainability of the Community-based CSS role holders was having a boundary on the amount of 
time spent working with individual families. Participants spoke of families receiving support for two years. There was 
some variability in the number of visits allocated to families within this time, based on the needs of families:

      “… support is for a period of two years. So, for two years they’ll be under [the CSSS] umbrella… it’s direct 
      work for probably about four to six months… that means going out to families about six to eight times… 
      every three weeks or so... And then… for… the remainder of the two years… [CSSs] just check in with them 
      every month or two. Just a phone call to the parents saying, and then if they need that more intensive 
      support, [the CSSs will] come about out again then...” (MDT21)

Supervision 
Some concerns were raised in the early phases of the implementation around supervision for role holders. However, 
as the implementation progressed mandatory clinical supervision was implemented every six weeks. Participants 
mentioned the lack of readily accessible peer support in the community in comparison to working in a hospital 
setting. With the appointment of further community CSS roles across the Republic of Ireland, the community CSS 
role holders began to hold weekly online peer support sessions, which, at times, included training, and less frequent 
in-person sessions:

      “… a weekly… debrief or check in at the end of the week… [the CSSs] do that… every Friday, [they]… come 
      on to MS Teams and… have a sort of team check in.” (MDT21)

Community CSSs also found supervision from their manager in CFFC to be helpful in protecting against some of the 
challenges that working as a lone worker might pose. One community CSS believed that the level of support 
available in this role was much greater than that provided in their previous healthcare role. Community CSSs also had 
the option of seeking external clinical supervision, the costs of which would be covered by CFFC. This was also found 
to be helpful by those who took it up:

      “[CSSs] also get the option of external clinical supervision… with a psychologist or psychotherapist… [CSSs] 
      source that… and… cancer fund for children cover the cost... I think it’s important to have that.” (MDT22) 
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Challenges to the sustainability of the service
The challenges to sustainability were the initial limited number of CSS roles and the wellbeing of role holders. 

Initial limited number of CSS roles
Many members of the MDT and parents noted that with respect to the sustainability of the CSSS, the main challenge 
was in the number of role holders appointed to the service, particularly within the ward. At the time of the earlier 
interviews there was one role holder in the service, with the community CSSs yet to be appointed. The ward-based 
CSS role holder acknowledged the inability of one role holder to provide support seven days a week. To mitigate the 
challenge of having one CSS on the ward, the role holder limited their annual leave to one week at a time to ensure 
shorter gaps in their continuity of care to families. Understandably, despite these efforts, it was perceived that 
parent’s support needs outweighed the ability of the one role holder to provide it. Participants mentioned that this
meant that there could not be an equal distribution of the service. One parent mentioned that they felt they were 
missing out on this support when seeing other families on the ward receiving it:  
      

      “… it’s a huge amount of patients to serve as one person so like it’s great for the people who are able to 
      access it. But obviously one whole time equivalent is a finite resource it would be great if the support was 
      there that it was able to provide… because sometimes… it’s the family that shouts the loudest that gets the 
      services… because… I think sometimes people get missed along the along the edges.” (MDT16)

      “… we would like more of them… obviously we only have one at the moment… and while one person in a 
      role can fill lots of gaps there is still lots of gaps.” (MDT14)
 

      “… we’d go in there… I think it was every four weeks or something like that… And then we were in for a 
      week. So really that was the only time we got to see [the CSS], but there’s other people then that are 
      going in as day patients, and I’m not too sure if [they] can spread [themselves] around all of them and 
      everybody that’s on John’s Ward. But any support is absolutely a God send in there.” (PP3)

Role holder’s wellbeing
A possible challenge to the future of the service as it stood during the time of the interviews was the impact on role 
holders’ wellbeing. A number of participants expressed concerns relating to the role holders’ strong commitment to 
the role and the seriousness of the families’ situations that they work with. The first role holder’s commitment to the 
CSS role was perceived as putting them at risk of burning out due to their willingness to work extra hours whenever 
needed:
      

      “… you see [them] at night-time coming in at all hours. [They are] there all hours in fairness.” (MDT11)

      “… the problem with [the CSS] is [they] will do actually too much… If you said to [them] I need you in at 
      seven o’clock in the morning [they] nearly would. And [they] stay ‘till ten o’clock at night. But there’s only 
      one of [them]. [They would] end up at some point collapsing… and that’s not fair either.” (MDT10)

      “… it’s very hard to give everyone what they need and not get burnt out. Because it’s all-consuming work.” 
      (MDT7)

      “I suppose then as I said before [they do] seem to be doing a lot of extra work. Because [they are] just so 
      committed to the role. So that you would be worried that how long can that go on and hoping that 
      [they don’t] burn out, or get sick…” (MDT6)

Compounding the possible effects of this commitment was the difficult nature of the role. Participants said that as 
the CSS works with the families of children who are having the most difficulty with their condition, this could take a 
toll on their wellbeing. The role holder is exposed to, and becomes very familiar with families in the ward undergoing 
the most difficult circumstances unlike many members of the MDT:
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      “… I think [their] role is one of the most difficult on the ward. Because [they are] only dealing with the children 
      who are really sick… all of the time. So, you can imagine, [they see] all of the sick children. And all of the 
      really hard cases you know. And I honestly, I mean I don’t know myself how I get through it, because it’s not 
      easy at times… but like I don’t hear all of the stories.” (MDT9)

As lone workers, the community CSS role holders faced slightly different challenges. One community-based role 
holder faced some difficulty with a parent who had expressed anger. The CSS was unsure how to manage if the 
parent required support in the future. Community CSSs need to travel to appointments with families; some role 
holders had long journeys to and from family’s homes. Another role holder sometimes found themselves missing the 
social and companionship aspect of working in a ward-like environment: 

      “I like chats and I like people, so I do. There’re definitely times where I miss the colleague part or the banter, 
      or… just being in that vicinity. It’s very different to what I was doing previously. But it also has its advantages 
      and like it’s kind of swings and roundabouts a little bit… you have those few days of quiet, which I might find 
      a bit tough. And then like the rest of my week is just like go, go, go. Which I’ll be like great…” (MDT22)

A further possible challenge was the difficult circumstances of the families that community role holders worked with. 
As the ward-based CSS often worked with families in the most serious situations on the ward, these were the 
families that they tended to refer to community-based CSSs:

      “…they tend to be sending the like really sort of end of life, like the most serious cases they have.” (MDT21)

Vision for the future of the CSSS
Many participants expressed a need to expand the service to ensure that all families in the ward have the 
opportunity to receive timely informal support from the CSSS, and to protect the ward-based CSS from overworking. 
By extension, it was perceived that this would also assist in reducing pressure on the MDT in the ward. At the time of 
the earlier interviews, participants were not aware of the plans to appoint a second ward-based CSS. However, 
many independently stated that there was a need for the appointment of a second ward-based CSS. Participants 
also envisioned the need for the provision of a 24/7 CSSS in the ward. On witnessing the benefits of the initial CSS 
roles, a number of participants expressed a hope for an extension of the service across Ireland with community 
support so that every family of children with cancer could benefit from the service: 

      “… it would be that every child with cancer and their family have access to a cancer support specialist who 
      has the expertise to support the family. But also… in collaboration with the MDT so that we can make sure 
      that you know every aspect of their needs is addressed...” (MDT14)

      “It would be it would be a lovely thing if it was if there was… a cancer support specialist in each… province 
      or if there were areas so that… they could meet people in the home… if it was more like an outreach kind 
      of a thing where you able to travel to the families that really needed it.” (MDT16)
 

      “… even a second same type of role for the ward would be great. Not even that, it would be great if there 
      would be more [CSSs] around the country.” (MDT10)

Additional visions for the future of the CSSS were to expand the service to families whose children’s health was not in 
the terminal phase, and to expand across age groups to cover the differing support needs across the stages of 
childhood:
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      “… if I was to say a vision of this post. We definitely would need to increase in numbers of support workers 
      we have. We’d need to see them across the age. Because we’re in an age of zero to sixteen… So, they’ve 
      got very different needs… somebody for each… age group. But what you could do is split them into the 
      younger children. And then maybe the younger teens or the older teens, or just put the teens together… 
      you definitely could have somebody for the teens.” (MDT9)

Discussion  
These findings outline factors that were perceived by participants to influence the future direction of the CSSS. These 
were developed in two themes, sustainability of the service, and vision for the future of the CSSS. Enablers to the 
sustainability of the service were the role holder’s intrinsic motivations to work in the CSS role, and the expansion of 
the CSSS. Challenges to the sustainability of the service were the wellbeing of role holders and the initial limited 
number of CSS roles.

While motivation is an important factor in the sustainability of healthcare roles (Tokarz & Malinowska, 2019), recent 
research indicates that intrinsic motivation is a greater prediction of employee retention than extrinsic motivators such 
as high salary levels (Miao et al., 2020). CSS role holders all indicated that their motivation for the CSS roles was 
intrinsic, that is to work directly with families and for their role to focus on providing support. This suggests a high level 
of sustainability of the CSSS. A possible challenge in the implementation of new informal roles is the risk that new role 
holders will take on roles with the aim of using them as a stepping stone to a professional role (McCrae et al., 2008). 
This challenge did not apply in this study as the CSS role holders had all been previously engaged in permanent 
professional and pensionable healthcare roles with higher salaries. This may further reflect their intrinsic motivation to 
take on these new informal roles. 

In the initial phase of the CSSS, role holder’s intrinsic motivation was further exemplified by strong commitment to 
provide sufficient support to families despite being the single role holder in the service. The single worker status of 
CSSs may pose a challenge to the continuity of their services during periods of leave, including annual leave or 
extended leave for other reasons. Members of the MDT believed that the appointment of a single role holder was a 
challenge to the service’s sustainability due to the imbalance between the number of families requiring support and 
the ability of role holders to meet their needs. This imbalance allied with the CSSs’ strong commitment to the role 
was believed to put the role holder’s wellbeing at risk. It has been recognised in the literature that there is a need to 
balance new informal role holder’s caseloads with role holder’s engagement opportunities to ensure sustainability 
(Smith-Merry et al., 2015). The appointment of new roles during the study, and the planned appointment of more 
roles increased the CSSS’ resources and ability to meet the needs of more families. This is important for the wellbeing 
of CSSs, as a heavy workload that exceeds workers’ ability to meet it is predictive of burnout (de Vries et al., 2023; 
Meredith et al., 2022). The appointment of further roles may also enable role holders to provide a universal level of 
care to all families on the ward, including those who appear to be coping well. 

A further challenge noted in the literature was new role holder’s feeling emotionally drained due to the amount of 
time they spent on a one to one basis with a small group of patients (Rolfe et al., 1999). This this did not appear to 
be a factor in this study, perhaps due to the role holder’s prior experiences and expertise in healthcare settings. The 
setting of boundaries on the time spent with families for community CSSs may also be a protective factor against 
emotional exhaustion. 

The lone worker status of the community CSSs was perceived to pose differing challenges to that of the ward-based 
CSSs such as missing peer interaction from working in a hospital environment. Lone workers are known to be at risk of 
loneliness and isolation (Patynowska et al., 2023; Procter et al., 2016). An enabler in this aspect was the development 
of a weekly peer support group that meets remotely and in person. Regular peer support was recommended in a 
recent study as an intervention to combat the risk of loneliness in community workers (Patynowska et al., 2023). One 
community CSS role holder discussed uncertainty around how to manage if a parent who had expressed anger in 
their last meeting required support in the future. A further enabler for the sustainability of the CSSS was the provision 
of supervision which role holders believed helped to protect against some of the risks of lone working, as did the 
option to have external supervision which would be paid for by CFFC. Adequate supervision and support for new 
informal support workers has been noted as enabling the sustainability of new roles by providing role holders with 
opportunities for discussion and reflection (Hek et al., 2004; Sobotka et al., 2022; Stanmore & Waterman, 2007). 
Participants’ visions for the future of the CSSS were to extend the service with a number of aims: including the 
provision of 24/7 support in the ward; community support across Ireland; supporting children whose cancer is not in 
the terminal phase; and expanding support to cover the differing support needs across the stages of childhood. 



Chapter 7
Synthesis of findings 
and recommendations



Synthesis of findings
The findings provide a rich level of detail of the impacts of the CSSS on families and the MDT, and the determinants 
to the implementation, integration and sustainability of the service. Parents felt valued by the focus of the CSSs on 
their support needs beyond the medical needs of their child. The provision of relational support through the presence 
and time provided by the role holders was a comfort and form of companionship to parents, and was said to ease 
in some way the childhood cancer journey, while meeting their support needs. Relational support is a central need 
of parents of children with cancer (Cheng et al., 2022; Dwarswaard et al., 2016; Lewandowska, 2022a), and a 
keystone of psychosocial support (Dwarswaard et al., 2016).  

The informal nature of the CSSs support provided parents with a sense of normality, as they could discuss issues, 
chat and vent with someone who was outside of the context of the medically oriented MDT. An additional value of 
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Introduction
This study, phase two of the Katie Nugent research, An Evaluation of the Cancer Support Specialist Service, 
sought to explore the implementation and impact of a CSSS within the oncology service in CHI at Crumlin from 
the perspective of the key stakeholders involved. This study used a qualitative design comprised of semi-structured 
one-to-one interviews with members of the MDT, CSSs, parents of children with cancer, and a member of the 
steering group of the service. This chapter provides a brief summary of the findings in relation to the impact of the 
CSSS, and the determinants to its implementation, integration and sustainability. An overview of the key findings 
can be seen in detail in figure 4. The chapter concludes with a number of recommendations arising from these 
findings. 

Figure 4 Overview of study findings
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this was that while CSSs provided the companionship of friends and family, there was no expectation of 
reciprocation or need to protect the role holders as can occur when discussing potentially distressing matters with 
family and friends. A such, the role holders occupied a liminal space between the formal care of the MDT and the 
informal support of family and friends, allowing for the development of strong rapports with families, resulting in CSSs 
often mediating communication between the MDT and families when families felt too overwhelmed to approach 
members of the MDT. 

Parents reported that the amount of information to take in from the initial diagnosis and throughout the childhood 
cancer experience was at times overwhelming. The CSSs assisted in this through providing information gradually 
over time to allow for improved assimilation. CSSs also assisted parents by proactively navigating and suggesting 
appropriate supports and services. This relieved parents of the burden of having to seek out information about 
available supports and services, which can be an additional and unnecessary stressor during the experience of 
childhood cancer (Delemere et al., 2023). Parents’ need for informational support is not always met despite the 
importance of information to their ability to cope with stress (Cheng et al., 2022; Hashimoto et al., 2023; Nicklin et al., 
2022). In addition to directly supporting parents, CSSs indirectly supported parents by providing respite through their 
support and engagement of children with cancer and their siblings, giving parents time to focus on self-care 
activities. Parents mentioned the relief they felt to have someone engage their children when they were otherwise 
exhausted. 

As the CSS roles were designed so that role holders would not be constrained by waiting lists, and other 
administrative duties often associated with healthcare roles, role holders were free to spend more time with families 
than many other members of the MDT. This further enabled CSSs to provide flexible, adaptive, and accessible 
support, which was overwhelmingly appreciated by parents. 

While there were initial challenges in the implementation process in co-ordinating communication between 
stakeholders, the extensive engagement of key stakeholders and willingness of the charity and role holder to adapt 
the role description to avoid what were perceived to be discipline specific terms were key enablers to the 
implementation of the CSSS. These determinants are under discussed in the literature on new informal psychosocial 
provider roles, perhaps due to a lack of research conducted during the implementation period.

As frequently found in the international literature on new informal psychosocial support roles (Bridges et al., 2003; 
Cain et al., 2020; Gilburt, 2016; Herber & Johnston, 2013; Manthorpe & Martineau, 2008), the flexible design of the 
roles was a central enabler to the integration of the CSSS. This flexible design enabled role holders to fill gaps in the 
informal psychosocial support provided by the MDT during working hours, and during out of hours, and to respond 
flexibly and adaptively to the varying support needs of children and families. The personal characteristics of role 
holders, including their backgrounds in healthcare, enhanced their ability to provide this support (Procter et al., 2022; 
Sobotka et al., 2022), and the integration of the roles into the MDT. 

Members of the MDT valued the CSSS as an auxiliary support that assisted them in meeting the informal support 
needs of families. MDT members especially welcomed having an extra staff member whose primary agenda was to 
informally support families, as while many recognised that this was a duty of everyone in the MDT, the primary 
agendas of MDT members were the clinical component of their roles, resulting in their having less time to provide 
informal support. It is recognised in the literature that the increasingly complex nature of cancer treatments (Chrapek, 
2016; Lewandowska, 2022b), and understaffing in healthcare, including in oncology settings (Seguin et al., 2022), can 
increase the work burden of MDTs (Murali & Banerjee, 2018). The CSSS enabled MDT members to focus on the clinical 
component of their roles in the knowledge that families’ informal psychosocial needs were being met. This may also 
have supported staff’s wellbeing as an increased workload is a risk factor for burnout in allied health workers (Guveli 
et al., 2015), oncologists (Murali & Banerjee, 2018), and nurses in oncology settings (Zarenti et al., 2021). 

While the flexible design of the CSS roles was an important enabler, it initially acted as a challenge to the integration 
of the roles due to the lack of clarity that the broad role descriptions provided. This is a common challenge when 
implementing new informal psychosocial roles (Cain et al., 2020; McCrae et al., 2008; Wilberforce et al., 2017), and 
led to some concerns about the role holder performing what were perceived to be discipline specific tasks when 
members of other disciplines were not available to perform these tasks. A blurring of role boundaries frequently 
occurs between new flexible roles and pre-existing roles in the early stages of implementation (Cain et al., 2020; 
McCrae et al., 2008; Wilberforce et al., 2017). Additionally, role holders in the community faced initial organisational 
boundary challenges when some charities and hospitals they engaged with questioned their role and whether it 
overlapped with aspects of their own organisation’s activities. 

An enabler of the sustainability of the CSSS, in addition to the gradual implementation (Maxwell et al., 2013b), 
adaptability and flexibility of the CSS roles (Crespo-Gonzalez et al., 2020), was the role holder’s intrinsic motivation 
to perform the roles. Intrinsic motivation is a strong predictor of employee retention (Miao et al., 2020) and may 
protect against burnout (Morris & Bird; Tokarz & Malinowska, 2019). 
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Additionally, as community-based CSSs were lone workers, they faced risks to their wellbeing common to lone 
workers such as loneliness and isolation (Patynowska et al., 2023; Procter et al., 2016). The provision of boundaries 
around the time they spent with families, supervision and support by the CFCC, and the development of a weekly 
peer support group between the CSSs were all enablers against these risks. The provision of supervision and support 
are noted as enablers to the sustainability of new informal psychosocial provider roles in the literature (Hek et al., 
2004; Sobotka et al., 2022; Stanmore & Waterman, 2007). 

Participants believed there was a need to expand the number of roles in the service to ensure its sustainability as 
initially the engagement opportunities of the first CSS were outweighed by the support needs of families on the ward 
leading to concerns about the role holder’s wellbeing. Participants additionally mentioned expanding the service with 
the aim of broadening the provision of support with 24-7 support in the ward, community support across Ireland, and 
to provide support to a greater age range of children and adolescents. At the time of these interviews, the expansion 
of the service beyond the first role holder had yet to take place. As can be seen in figure 1, the expansion of the 
service section to provide support to families across the country, and to an increased age range is part of the overall 
implementation plan for the CSSS. This will go some way to fulfilling these visions and improving the balance of each 
role holder’s opportunities for engagement and the needs of children and their families, further protecting role holders 
and meeting the support needs of more families across the island of Ireland.

Strengths and limitations of the study  
When interpreting the findings, the following study strengths and limitations require consideration. Strengths of the 
study include the diversity of participants involved enhancing the robustness and reliability of the findings. A further 
strength is the composition of the research team. This was an independent team of researchers, comprised of 
experienced researchers with a knowledge of both research and children with cancer and their families.  

Limitations 
When interpreting the findings, the following study limitations require consideration: 

• The findings are based on a non-probability sample of participants. 
• The small number of parents involved and a risk that parents who were most satisfied with the Cancer Support 
  Specialist Service had a greater incentive to participate. In addition, despite reassurance of confidentiality parents   
  may have worried about critiquing a service that they needed and continued to use.
• The interviews were conducted within 6 months of people taking up the Cancer Support Specialist role; had the 
  roles been longer in place other impacts on families and multidisciplinary team members may have become 
  apparent. 
• Parents were interviewed at a very stressful and emotional time in their lives and that may have influenced their 
  recall of issues. 
• There was a risk that parents who expressed their satisfaction with the level of support provided by the Cancer 
  Support Specialist Service were presented with recruitment materials more frequently than parents who did not 
  express their satisfaction. 
• While members of the multidisciplinary team interviewed were able to provide detailed commentary on the 
  ward-based Cancer Support Specialist role, their knowledge of the Cancer Support Specialist roles within the 
  community was more limited, therefore they were not in a position to provide the same level of commentary on 
  impact.  

Recommendations
In light of the findings and limitations, the following recommendations are proposed:

• In consultation with key stakeholders, consideration be given to the development of a specific strategic plan for the 
  next five years. This could include: 
      • How the Cancer Support Specialist Service could be developed, sustained and integrated into the National 
        Cancer Control Programme. 
      • How to promote and communicate the value of the Cancer Support Specialist roles within Children’s Health 
        Ireland, and wider community services. 
• To maintain the positive outcomes reported by participants and minimise the potential of burnout and compassion 
  fatigue thus ensuring retention of the Cancer Support Specialists, there is a need for ongoing review of supports 
  currently available, including the peer support and mandatory supervision to ensure they meet the needs of the 
  Cancer Support Specialists. There is also a need to explore the development of a lone worker policy for the Cancer 
  Support Specialists.
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• In view of concerns expressed by parents about the void left when the Cancer Support Specialist Service was no 
  longer available to them, there is a need to consider how to taper the Cancer Support Specialist Service support in 
  the context of what supports are available for families once the CSSS completes their term of service with families. 
• Consideration needs to be given as to how to maintain the Cancer Support Specialist Service at times of extended 
  leave and annual leave to ensure an equitable and accessible service to all families across the cancer trajectory.  
• Bearing in mind that the evaluation was conducted in the early phase of the implementation of the Cancer Support 
  Specialist Service, it may be helpful to conduct a further evaluation after the service has been in place for a longer 
  period of time. This would capture the long-term impact on families, multidisciplinary team members, community 
  services, and the Cancer Support Specialist role holders themselves. A subsequent evaluation could also include the 
  impact of any additional roles not included in the current study and capture the retrospective perspectives of family 
  members whose child has finished treatment and are no longer availing of the Cancer Support Specialist Service.

   To conclude this report, the authors would like to take the opportunity to acknowledge the commitment of 
   everyone involved in the successful implementation of the CSSS.

 



57

References
Abbasi-Moghaddam, M. A., Zarei, E., Bagherzadeh, R., Dargahi, H., & Farrokhi, P. (2019). Evaluation of service quality 
from patients’ viewpoint. BMC Health Services Research, 19(1), 1-7. 

Adeoye-Olatunde, O. A., & Olenik, N. L. (2021). Research and scholarly methods: Semi-structured interviews. Journal of 
the american college of clinical pharmacy, 4(10), 1358-1367. 

Aluttis, C., Bishaw, T., & Frank, M. W. (2014). The workforce for health in a globalized context–global shortages and 
international migration. Global Health Action, 7(1), 23611. 

Aziza, Y. D. A., Wang, S. T., & Huang, M. C. (2019). Unmet supportive care needs and psychological distress among 
parents of children with cancer in Indonesia. Psycho-oncology, 28(1), 92-98. 

Bennett, L. (2016). Support time recovery workers: 13 years on. Mental Health Practice, 19(10), 28-32. 
https://doi.org/10.7748/mhp.2016.e1078 

Besani, C., Dunne, A., D'Arcy-Bewick, S., Owens, C., Pears, J., O'Marcaigh, A., Malone, A., Fortune, G., Capra, M., & 
Smith, O. (2021). The Development of a National Paediatric Psycho-Oncology Service. Irish Medical Journal, 114(7), 
400-400. 

Borrescio-Higa, F., & Valdés, N. (2022). The psychosocial burden of families with childhood blood cancer. International 
Journal of Environmental Research and Public Health, 19(1), 599. 

Brand, S., Wolfe, J., & Samsel, C. (2017). The impact of cancer and its treatment on the growth and development of 
the pediatric patient. Current pediatric reviews, 13(1), 24-33. 

Bretones Nieto, B., Pozo Muñoz, C., & Vázquez López, M. Á. (2022). Needs Assessment in Parents of Children Affected 
by Cancer: A Qualitative Perspective. Children, 9(12), 1957. 

Bridges, J., Meyer, J., Glynn, M., Bentley, J., & Reeves, S. (2003). Interprofessional care co-ordinators: the benefits and 
tensions associated with a new role in UK acute health care. International journal of nursing studies, 40(6), 599-607. 
https://doi.org/10.1016/S0020-7489(03)00040-3 

Brugha, R., Clarke, N., Hendrick, L., & Sweeney, J. (2021). Doctor retention: a cross-sectional study of how Ireland has 
been losing the battle. International journal of health policy and management, 10(6), 299. 

Cain, C. L., Taborda, C., & Frazer, M. (2020). Creating “risky” new roles in healthcare: Identities, boundary-making, and 
skilling under rationalization and consumer demand. Work and Occupations, 48(3), 353-385. 
https://doi.org/10.1177/0730888420983396 

Carbonell, E. C., Mateo-Ortega, D., & Busquets-Alibés, E. (2021). The psychological experience of pediatric oncology 
patients facing life-threatening situations: A systematic review with narrative synthesis. Palliative & Supportive Care, 
19(6), 733-743. 

Carlsson, T., Kukkola, L., Ljungman, L., Hovén, E., & von Essen, L. (2019). Psychological distress in parents of children 
treated for cancer: An explorative study. PloS one, 14(6), e0218860. 

Carter, N., Bryant-Lukosius, D., DiCenso, A., Blythe, J., & Neville, A. J. (2014). The Use of Triangulation in Qualitative 
Research. 41(5), 545-547. 

Challinor, J. (2023). Global Oncology Nursing Recruitment and Retention: A SWOT Analysis. Seminars in Oncology 
Nursing, 39(1), 151361. 

Chan, E. A., Tsang, P. L., Ching, S. S. Y., Wong, F., & Lam, W. (2019). Nurses’ perspectives on their communication with 
patients in busy oncology wards: A qualitative study. PloS one, 14(10), e0224178. 

Cheng, L., Yu, L., Huang, H., & Duan, M. (2022). Lived experiences with unmet supportive care needs in pediatric 
cancer: Perspective of Chinese children and their parents. International Journal of Nursing Sciences, 9(4), 430-437. 

Chrapek, E. (2016). Psychological difficulties, social support and stress management in parents of children with cancer. 
Journal of Psychiatry and Clinical Psychology, 16(1), 27. 



58

Crespo-Gonzalez, C., Benrimoj, S. I., Scerri, M., & Garcia-Cardenas, V. (2020). Sustainability of innovations in 
healthcare: A systematic review and conceptual framework for professional pharmacy services. Research in Social 
and Administrative Pharmacy, 16(10), 1331-1343. 

Cummings, G. G., Lee, S. D., & Tate, K. C. (2018). The evolution of oncology nursing: Leading the path to change. 
Canadian Oncology Nursing Journal, 28(4), 314.

Damschroder, L. J., Reardon, C. M., Widerquist, M. A. O., & Lowery, J. (2022). The updated Consolidated Framework 
for Implementation Research based on user feedback. Implementation Science, 17(1), 1-16. 

Datta, S. S., Saha, T., Ojha, A., Das, A., Daruvala, R., Reghu, K. S., & Achari, R. (2019). What do you need to learn in 
paediatric psycho-oncology? ecancermedicalscience, 13 916. https://doi.org/10.3332/ecancer.2019.916 

de Vries, N., Boone, A., Godderis, L., Bouman, J., Szemik, S., Matranga, D., & de Winter, P. (2023). The race to retain 
healthcare workers: A systematic review on factors that impact retention of nurses and physicians in hospitals. 
INQUIRY: The Journal of Health Care Organization, Provision, and Financing, 60, 00469580231159318. 

Delemere, E., Gitonga, I., & Maguire, R. (2023). “A Really Really Almost Impossible Journey” Perceived Needs and 
Challenges of Families Impacted by Pediatric Cancer: A Qualitative Analysis. Comprehensive Child and Adolescent 
Nursing, 46(4), 277-294. 

Dwarswaard, J., Bakker, E. J., van Staa, A., & Boeije, H. R. (2016). Self-management support from the perspective of 
patients with a chronic condition: a thematic synthesis of qualitative studies. Health Expectations, 19(2), 194-208. 

Erdmann, F., Frederiksen, L. E., Bonaventure, A., Mader, L., Hasle, H., Robison, L. L., & Winther, J. F. (2021). Childhood 
cancer: survival, treatment modalities, late effects and improvements over time. Cancer epidemiology, 71, 101733. 

Fleming, P., Thomas, S., Williams, D., Kennedy, J., & Burke, S. (2022). Implications for health system reform, workforce 
recovery and rebuilding in the context of the Great Recession and COVID-19: a case study of workforce trends in 
Ireland 2008–2021. Human resources for health, 20(1), 1-11. 

Frogner, B. K., & Dill, J. S. (2022). Tracking Turnover Among Health Care Workers During the COVID-19 Pandemic: A 
Cross-sectional Study. JAMA Health Forum, 3(4), e220371. 

Gilburt, H. (2016). Supporting integration through new roles and working across boundaries. King's Fund Retrieved 
01/03/23 from https://www.kingsfund.org.uk/sites/default/-
files/field/field_publication_file/Supporting_integration_web.pdf

Greally, H., Besani, C., & & Love, D. (2023). National Model of Care for Psycho-Oncology Services for
Children, Adolescents and Young Adults with Cancer and their families in Ireland. Retrieved 20/11/23 from 
https://www.hse.ie/eng/services/list/5/cancer/profinfo/psy-
cho-oncology-programme/caya-psycho-oncology-model-of-care.pdf

Guveli, H., Anuk, D., Oflaz, S., Guveli, M. E., Yildirim, N. K., Ozkan, M., & Ozkan, S. (2015). Oncology staff: burnout, job 
satisfaction and coping with stress. Psycho-oncology, 24(8), 926-931. 

Hashimoto, H., Takahashi, K., & Imai, Y. (2023). Nursing practice to fulfill the information needs of parents of hospital-
ized children with cancer and related factors. Journal of Pediatric Nursing, 72, e98-e104. 

Hek, G., Singer, L., & Taylor, P. (2004). Cross-boundary working: a generic worker for older people in the community. 
British Journal of Community Nursing, 9(6), 237-244. https://doi.org/10.12968/bjcn.2004.9.6.13118 

Herber, O. R., & Johnston, B. M. (2013). The role of healthcare support workers in providing palliative and end-of-life 
care in the community: A systematic literature review. Health & social care in the community, 21(3), 225-235. 

Higgins, A., Murphy, R., Downes, C., Varley, J., Begley, C., & Elliott, N. (2020). Factors influencing the implementation of 
epilepsy specialist nurse role: using the consolidation framework for implementation research. Journal of Clinical 
Nursing, 29(7-8), 1352-1364. 

Hughes, G., Shaw, S. E., & Greenhalgh, T. (2020). Rethinking integrated care: A systematic hermeneutic review of the 
literature on integrated care strategies and concepts. The Milbank Quarterly, 98(2), 446-492. 
 



59

Humphries, N., Crowe, S., McDermott, C., McAleese, S., & Brugha, R. (2017). The consequences of Ireland’s culture of 
medical migration. Human resources for health, 15, 1-9. 

Huxley, P., Evans, S., Beresford, P., Davidson, B., & King, S. (2009). The principles and provisions of relationships: findings 
from an evaluation of support, time and recovery workers in mental health services in England. Journal of Social 
Work, 9(1), 99-117. 

Ilinca, S., Leichsenring, K., Rodrigues, R., & World Health Organization. (2018). Developing integration around primary 
care: New professional roles and emerging professions in integrated care delivery. Public Health Panorama, 4(04), 
615-619. 

Jones, B., Currin-Mcculloch, J., Pelletier, W., Sardi-Brown, V., Brown, P., & Wiener, L. (2018). Psychosocial standards of 
care for children with cancer and their families: A national survey of pediatric oncology social workers. Social work in 
health care, 57(4), 221-249. 

Kästel, A., & Enskär, K. (2013). Family participation in childhood cancer care. Journal of Nursing Education and Practice, 
4(3), 112-123. 

Kenny, M., Duffy, K., Hilliard, C., O’Rourke, M., Fortune, G., Smith, O., Hynes, G., & Higgins, A. (2021). ‘It can be difficult 
to find the right words’: Parents’ needs when breaking news and communicating to children with cancer and their 
siblings. Journal of psychosocial oncology, 39(4), 571-585. 

King, N. (2012). Doing template analysis. Qualitative organizational research: Core methods and current challenges, 
426, 426-450. 

Koumarianou, A., Symeonidi, A. E., Kattamis, A., Linardatou, K., Chrousos, G. P., & Darviri, C. (2021). A review of 
psychosocial interventions targeting families of children with cancer. Palliative & Supportive Care, 19(1), 103-118. 

Lewandowska, A. (2022a). The needs of parents of children suffering from cancer—continuation of research. Children, 
9(2), 144. 

Lewandowska, A. (2022b). Parents and Their Children in the Face of Cancer: Parents’ Expectations, Changes in Family 
Functioning in the Opinion of Caregivers of Children with Neoplastic Diseases—Further Studies. Children, 9(10), 1562. 

Loh, A. H., Radhakrishnan, V., Khan, M. S., & Sullivan, M. J. (2023). Implementation of Multidisciplinary Teams for the 
Treatment of Childhood Cancer. In Pediatric Surgical Oncology (pp. 1-17). Springer. 

Macintyre, M. R., Brown, B. W., & Schults, J. A. (2022). Factors influencing pediatric hematology/oncology nurse 
retention: a scoping review. Journal of pediatric hematology/oncology nursing, 39(6), 402-417. 

Manthorpe, J., & Martineau, S. (2008). Support workers: Their role and tasks: A scoping review. Social Care Workforce 
Research Unit, King's College London. Retrieved 18/04/2023 from https://kclpure.kcl.ac.uk/ws/portalfiles/por-
tal/148864909/manthorpeandmartineau2008support.pdf

Marques, G., Araújo, B., & Sá, L. (2018). The impact of cancer on healthy siblings. Revista Brasileira de Enfermagem, 71, 
1992-1997. 
Maxwell, E., Baillie, L., Rickard, W., & McLaren, S. (2013a). Exploring the relationship between social identity and 
workplace jurisdiction for new nursing roles: A case study approach. International Journal of Nursing Studies, 50(5), 
622-631. 

Maxwell, E., Baillie, L., Rickard, W., & McLaren, S. M. (2013b). Exploring the relationship between social identity and 
workplace jurisdiction for new nursing roles: A case study approach. International journal of nursing studies, 50(5), 
622-631. https://doi.org/10.1016/j.ijnurstu.2012.10.015 

McCloskey, S., & Taggart, L. (2010). How much compassion have I left? An exploration of occupational stress among 
children’s palliative care nurses. International journal of palliative nursing, 16(5), 233-240.

McCrae, N., Banerjee, S., Murray, J., Prior, S., & Silverman, A. M. (2008). An extra pair of hands? A case study of the 
introduction of support workers in community mental health teams for older adults. Journal of Nursing Management, 
16(6), 734-743.   
 



60

Melguizo-Garín, A., Benítez-Márquez, M. D., Hombrados-Mendieta, I., & Martos-Méndez, M. J. (2023). Importance of 
Social Support of Parents of Children with Cancer: A Multicomponent Model Using Partial Least Squares-Path Model-
ling. International Journal of Environmental Research and Public Health, 20(3), 1757. 

Melguizo-Garín, A., Hombrados-Mendieta, I., José Martos-Méndez, M., & Ruiz-Rodríguez, I. (2021). Social support 
received and provided in the adjustment of parents of children with cancer. Integrative cancer therapies, 20, 
15347354211044089. 

Meredith, L. S., Bouskill, K., Chang, J., Larkin, J., Motala, A., & Hempel, S. (2022). Predictors of burnout among US 
healthcare providers: a systematic review. BMJ open, 12(8), e054243. 

Miao, S., Rhee, J., & Jun, I. (2020). How much does extrinsic motivation or intrinsic motivation affect job engagement 
or turnover intention? A comparison study in China. Sustainability, 12(9), 3630. 

Michel, G., Brinkman, T. M., Wakefield, C. E., & Grootenhuis, M. (2020). Psychological outcomes, health-related quality 
of life, and neurocognitive functioning in survivors of childhood cancer and their parents. Pediatric Clinics, 67(6), 
1103-1134. 

Morris, S. E., Tarquini, S. J., Yusufov, M., Adolf, E., Amonoo, H. L., Bain, P. A., Borstelmann, N. A., Braun, I. M., Hughes, T., & 
Muriel, A. C. (2021). Burnout in psychosocial oncology clinicians: A systematic review. Palliative & Supportive Care, 
19(2), 223-234. 

Morris, T., & Bird, D. Role of graduate mental health workers within primary care. Nursing times, 102(37), 27-28. 
https://elib.tcd.ie/login?url=https://search.ebscohost.com/lo-
gin.aspx?direct=true&db=cmedm&AN=17004694&site=ehost-live 

Murali, K., & Banerjee, S. (2018). Burnout in oncologists is a serious issue: What can we do about it? Cancer Treatment 
Reviews, 68, 55-61. 

NHS. (2013). NHS Services, Seven Days a Week Forum: Evidence base and clinical standards for the care and onward 
transfer of acute inpatients. Retrieved 15/10/23 from https://www.england.nhs.uk/wp-content/uploads/2013/12/evi-
dence-base.pdf

Nicklin, E., Velikova, G., Glaser, A., Kwok-Williams, M., Debono, M., Sarwar, N., & Boele, F. (2022). Long-term unmet 
supportive care needs of teenage and young adult (TYA) childhood brain tumour survivors and their caregivers: a 
cross-sectional survey. Supportive Care in Cancer, 1-12. 

O'Rourke, C., Galway K., Semple C., & J., B. (2019). Literature review and mapping of supportive services for children 
and young adults experiencing cancer. Retrieved 01/03/23 from https://pure.ulster.ac.uk/ws/files/77030172/O_Ro-
urke_Galway_2019_QUB_Cancer_Fund_for_Children_Review_and_Mapping_of_Supportive_Services_Cancer.pdf

O’Brien, L., Mitchell, D., Skinner, E. H., Haas, R., Ghaly, M., McDermott, F., May, K., & Haines, T. (2017). What makes 
weekend allied health services effective and cost-effective (or not) in acute medical and surgical wards? Perceptions 
of medical, nursing, and allied health workers. BMC Health Services Research, 17(1), 1-13. 

Patynowska, K. A., McConnell, T., McAtamney, C., & Hasson, F. (2023). ‘That just doesn’t feel right at times’ – lone 
working practices, support and educational needs of newly employed Healthcare Assistants providing 24/7 palliative 
care in the community: A qualitative interview study. Palliative Medicine, 37(8), 1183-1192. https://-
doi.org/10.1177/02692163231175990 

Pierce, L., Hocking, M. C., Schwartz, L. A., Alderfer, M. A., Kazak, A. E., & Barakat, L. P. (2017). Caregiver distress and 
patient health-related quality of life: psychosocial screening during pediatric cancer treatment. Psycho-oncology, 
26(10), 1555-1561.

Procter, S., Harrison, D., Pearson, P., & Dickinson, C. (2022). Theorising worker–client relations in front-line service work: 
Understanding the experience of non-professionally affiliated workers in UK mental health services. New Technology, 
Work and Employment, 37(1), 124-145. 

Procter, S., Harrison, D., Pearson, P., Dickinson, C., & Lombardo, C. (2016). New Ways of Working in UK mental health 
services: developing distributed responsibility in community mental health teams? Journal of Mental Health, 25(2), 
126-130. https://doi.org/10.3109/09638237.2015.1078880 
 



61

Rolfe, G., Jackson, N., Gardner, L., Jasper, M., & Gale, A. (1999). Developing the role of the generic healthcare support 
worker: phase 1 of an action research study. International journal of nursing studies, 36(4), 323-334. https://-
doi.org/10.1016/S0020-7489(99)00026-7 

Rosengren, K., Buttigieg, S. C., Badanta, B., & Carlstrom, E. (2023). Diffusion of person-centred care within 27 European 
countries–interviews with managers, officials, and researchers at the micro, meso, and macro levels. Journal of 
Health Organization and Management, 37(1), 17-34. 

Salvador, Á., Crespo, C., & Barros, L. (2019a). The Benefits of Family-Centered Care for Parental Self-Efficacy and 
Psychological Well-being in Parents of Children with Cancer. Journal of Child and Family Studies, 28(7), 1926-1936. 
https://doi.org/10.1007/s10826-019-01418-4 

Salvador, Á., Crespo, C., & Barros, L. (2019b). Parents' psychological well-being when a child has cancer: Contribution 
of individual and family factors. Psycho-oncology, 28(5), 1080-1087. 

Scialla, M. A., Canter, K. S., Chen, F. F., Kolb, E. A., Sandler, E., Wiener, L., & Kazak, A. E. (2018). Delivery of care 
consistent with the psychosocial standards in pediatric cancer: Current practices in the United States. Pediatric blood 
& cancer, 65(3), e26869. 

Seguin, M., Morris, M., McKee, M., & Nolte, E. (2022). " There’s Not Enough Bodies to Do the Demand": An Exploration 
of Key Stakeholder Views on the Role of Health Service Capacity in Shaping Cancer Outcomes in 7 International 
Cancer Benchmarking Partnership Countries. International journal of health policy and management, 11(7), 1024. 

Shelton, R. C., Cooper, B. R., & Stirman, S. W. (2018). The sustainability of evidence-based interventions and practices 
in public health and health care. Annual review of public health, 39, 55-76. 

Shelton, W., Moore, C. D., Socaris, S., Gao, J., & Dowling, J. (2010). The effect of a family support intervention on 
family satisfaction, length-of-stay, and cost of care in the intensive care unit. Critical care medicine, 38(5), 1315-1320. 
Sloper, P. (2000). Experiences and support needs of siblings of children with cancer. Health & social care in the 
community, 8(5), 298-306. 

Smith-Merry, J., Gillespie, J., Hancock, N., & Yen, I. (2015). Doing mental health care integration: a qualitative study of 
a new work role. International Journal of Mental Health Systems, 9(32), 1-14. 

Sobotka, S. A., Lynch, E., & Agrawal, R. (2022). The Role of Care Coordinators for Children with Respiratory 
Technologies and Home Nursing. Pediatric Allergy Immunology and Pulmonology 35(2), 49-57. https://-
doi.org/10.1089/ped.2021.0236 

Stanmore, E., Ormrod, S., & Waterman, H. (2006). New roles in rehabilitation - the implications for nurses and other 
professionals. Journal of Evaluation in Clinical Practice, 12(6), 656-664. https://doi.org/10.1111/j.1365-2753.2006.00633.x 

Stanmore, E., & Waterman, H. (2007). Crossing professional and organizational boundaries: The implementation of 
generic Rehabilitation Assistants within three organizations in the northwest of England. Disability and Rehabilitation, 
29(9), 751-759. https://doi.org/10.1080/09638280600902836 

Sutton, K., Isaacs, A. N., Dalziel, K., & Maybery, D. (2016). Roles and competencies of the support facilitator in 
Australia’s recovery-oriented mental health initiative: a qualitative study from Gippsland, Victoria. Australian Health 
Review, 41(1), 91-97. 

Taranu, S. M., Ilie, A. C., Turcu, A.-M., Stefaniu, R., Sandu, I. A., Pislaru, A. I., Alexa, I. D., Sandu, C. A., Rotaru, T.-S., & 
Alexa-Stratulat, T. (2022). Factors Associated with Burnout in Healthcare Professionals. International Journal of 
Environmental Research and Public Health, 19(22), 14701. 

Tokarz, A., & Malinowska, D. (2019). From psychological theoretical assumptions to new research perspectives in 
sustainability and sustainable development: Motivation in the workplace. Sustainability, 11(8), 2222.

Toledano-Toledano, F., & Luna, D. (2020). The psychosocial profile of family caregivers of children with chronic 
diseases: A cross-sectional study. BioPsychoSocial medicine, 14(1), 1-9. 

Tracy, S. J. (2010). Qualitative quality: Eight “big-tent” criteria for excellent qualitative research. Qualitative inquiry, 
16(10), 837-851
 



62

Van Mol, M. M., Kompanje, E. J., Benoit, D. D., Bakker, J., & Nijkamp, M. D. (2015). The prevalence of compassion 
fatigue and burnout among healthcare professionals in intensive care units: a systematic review. PloS one, 10(8), 
e0136955. 

Vance, N., Ackerman-Barger, K., Murray-García, J., & Cothran, F. A. (2022). “More than just cleaning”: A qualitative 
descriptive study of hospital cleaning staff as patient caregivers. International Journal of Nursing Studies Advances, 4, 
100097. 

Varni, J. W., Katz, E. R., Seid, M., Quiggins, D. J., Friedman-Bender, A., & Castro, C. M. (1998). The Pediatric Cancer 
Quality of Life Inventory (PCQL). I. Instrument development, descriptive statistics, and cross-informant variance. 
Journal of behavioral medicine, 21, 179-204. 

Ventegodt, S., Kandel, I., Ervin, D. A., & Merrick, J. (Eds.). (2016). Concepts of holistic care. Springer. 

Venunathan, A., Reethadevi, V., & Muthugounder, K. (2021). Childhood cancer–Angst and impact among the parents 
A cross-sectional survey. IOSR Journal of Nursing and Health Science (IOSR-JNHS), 10(3), 15-21. 

Wawrzynski, S. E., Schaefer, M. R., Schvaneveldt, N., & Alderfer, M. A. (2021). Social support and siblings of children 
with cancer: A scoping review. Psycho-oncology, 30(8), 1232-1245. 

Wiener, L., Kazak, A. E., Noll, R. B., Patenaude, A. F., & Kupst, M. J. (2015). Standards for the psychosocial care of 
children with cancer and their families: an introduction to the special issue. Pediatric blood & cancer, 62(S5), 
S419-S424. 

Wilberforce, M., Abendstern, M., Tucker, S., Ahmed, S., Jasper, R., & Challis, D. (2017). Support workers in community 
mental health teams for older people: Roles, boundaries, supervision and training. Journal of Advanced Nursing, 73(7), 
1657-1666. 

Willis, L. (2015). Raising the bar: Shape of caring: A review of the future education and training of registered nurses 
and care assistants: Health education England. The Shape of Caring Review, Lord Willis of Knaresborough,. Retrieved 
05/05/2023 from https://www.hee.nhs.uk/sites/default/files/documents/2348-Shape-of-caring-review-FINAL.pdf

Zarenti, M., Kressou, E., Panagopoulou, Z., Bacopoulou, F., Kokka, I., Vlachakis, D., Chrousos, G. P., & Darviri, C. (2021

 

 
 
 

 

 

 

 



Notes

63



Cancer Fund for Children is a registered charity in Northern Ireland: 
Charity number NIC100532, HMRC Tax Number XR29768. 
Registered charity in the Republic of Ireland:
Charity number 20142681, Charity Tax Number CHY 21682.


