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ABSTRACT
Objectives To investigate how uptake of cancer 
rehabilitation services is affected by information provision 
and whether it is influenced by people’s perception 
and attitudes towards rehabilitation interventions and 
therapies.
Design This study followed a realist informed mixed- 
methods design. Descriptive secondary analysis of a 
cancer rehabilitation database containing information 
about number of people attending services, their diagnosis 
and sex and semi- structured interviews with people 
affected by cancer (PABC) and healthcare professionals 
(HCPs) were conducted.
Setting Cancer rehabilitation services located in two 
cancer centres in South Wales, UK.
Participants PABC who received care from any of the 
included cancer rehabilitation services. HCPs providing 
cancer rehabilitation at any of the included services.
Interventions Exercise- based cancer rehabilitation, 
fatigue management, acupuncture and allied health 
professional support were provided as cancer 
rehabilitation.
Results Twenty HCPs and 15 PABC were recruited for 
semi- structured interviews across the two services. The 
number of database records used for the secondary 
analysis ranged from 212 to 347 between 2014 and 
2017. Based on descriptive analysis of these records 
and thematic analysis of HCPs’ interviews, uptake of 
cancer rehabilitation services often fluctuated. This could 
be attributed to PABC reporting issues with information 
provision on available services. Based on PABC’s accounts, 
they learnt about cancer rehabilitation in various ways, 
often by chance via word of mouth. Information provision 
was influenced by several issues including lack of 
consensus on what cancer rehabilitation means, the wider 
multidisciplinary team’s (MDT) perception and knowledge 
on cancer rehabilitation, the prevailing medical model in 
healthcare and the lack of routine provision of services. 
The perception and attitude of PABC did not seem to inhibit 
uptake and information provision.
Conclusions To modify these inhibiting issues, the 
education of the wider MDT regarding the aim, modalities 
and importance of cancer rehabilitation is crucial.

INTRODUCTION
With continuing developments in cancer 
screening and treatments, more people are 
living with and beyond cancer. However, a 

cancer diagnosis and its treatments can have 
life- altering consequences. Long- term effects, 
including fatigue, mobility problems, pain, 
breathlessness, malnutrition and depression, 
are health issues that develop during treat-
ment and can have lasting impact up to 5 
years or longer.1 2 Late treatment effects can 
be defined as physical or psychological health 
problems, including cardiovascular toxicities, 
reduced bone density or hypothyroidism that 
present 6 months or later post- treatments 
and could affect whole organ systems.1–3 
While evidence is lacking on the prevalence 
of long- term and late treatment effects in the 
adult cancer population, estimates are avail-
able for some.1 For example, an estimated 
one- quarter to one- third of people affected 
by cancer (PABC) experience fatigue post- 
treatment.1 In the UK, long- term and late 
treatment effects were estimated to affect 
25% of PABC.4 Moreover, cancer- related 
disability that influences the performance of 

STRENGTHS AND LIMITATIONS OF THIS STUDY
 ⇒ Realist methodological framework guided this study, 
providing a rich, detailed middle- range theory that 
helped identify service uptake issues with two can-
cer rehabilitation services in South Wales.

 ⇒ This middle- range theory can help identify the el-
ements of healthcare provision that need to be ad-
dressed to optimise cancer rehabilitation uptake.

 ⇒ A limitation is that interviewing the wider multidis-
ciplinary team and people affected by cancer (who 
did not receive cancer rehabilitation from any of the 
investigated services) was out of the scope of this 
study, thus it is possible that further contextual influ-
ences and issues surrounding cancer rehabilitation 
provision could exist.

 ⇒ A limitation of the descriptive secondary data anal-
ysis is that out of the two cancer rehabilitation 
services investigated, only one of them collected 
service data, hence the full extent of service uptake 
issues cannot be determined.

 ⇒ This study is part of a wider body of work, so not all 
middle- range theories tested and developed could 
be presented in this paper.
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basic activities of daily living could affect approximately 
36.7% of PABC worldwide.5

There is growing evidence that cancer rehabilitation 
can provide help and support with long- term and late 
treatment effects and improve health- related quality of 
life.6 7 Several definitions of cancer rehabilitation exist 
internationally, but most consider cancer rehabilitation a 
service which helps people achieve maximal functioning, 
independence and adaptation to changes caused by 
cancer and its treatments.8–10 The concept of cancer reha-
bilitation should also encompass a holistic view of PABC10 
and consider the impact cancer has on people’s families 
and social environments.11 Additionally, cancer rehabili-
tation is increasingly considered as an intervention that 
should be provided throughout the cancer continuum 
from diagnosis (prehabilitation) to the end- of- life.10 Phys-
ical exercise, dietary advice, speech and language therapy, 
psychological support and health education are some of 
the many interventions that can be provided as cancer 
rehabilitation alone, or in combination depending on 
the individuals’ needs.

Cancer rehabilitation is increasingly being included in 
clinical guidelines, with a systematic review identifying 69 
documents either recommending referral to cancer reha-
bilitation services or providing information on rehabilita-
tion assessment and interventions.12 However, regardless 
of recommendations, provision of and access to cancer 
rehabilitation is not widespread. Evidence from the past 
10 years, predominantly from the USA, suggests that only 
2%–9% of PABC are referred to cancer rehabilitation.12 13 
In Wales (UK), responses to the Wales Cancer Patient 
Experience Survey (WCPES) in 2016 indicated that 41.3% 
of participants who needed practical advice and support 
(including exercise and diet) received limited (26.8%) or 
no care (14.5%).14 The same survey, repeated in 2021, 
showed a further decline in support received, with 54% 
of respondents indicating limited (34%) or no support 
(20%). However, the survey was distributed during the 
COVID- 19 pandemic, which may have influenced the 
responses.15 However, reasons for the insufficient support 
in Wales prior to the COVID- 19 pandemic are unclear. 
Thus, the broad aim of this mixed- methods study was 
to investigate what works for two cancer rehabilitation 
services in South Wales, for whom, in what circumstances 
and how.

Self- determination theory is a behaviour change concept 
that could be applied to cancer rehabilitation to better 
understand how it works and what mechanisms lead to 
issues with accessing services. Self- determination theory 
holds that to develop and maintain a new behaviour, the 
values and skills needed for change need to be internal-
ised by individuals.16 This process of internalisation can 
be maximised by fulfilling three psychological needs: 
autonomy, competence and relatedness.16 Autonomy 
relates to volition, meaning that the required behaviour is 
in line with the individual’s integrated values, beliefs and 
sense of self.17 Competence refers to the skills and confi-
dence needed for change, while relatedness concerns the 

human connections needed to support adoption of new 
behaviours.16 18

Previous research applying self- determination theory 
has suggested that interventions tailored to satisfy 
the three psychological needs could be beneficial in 
engaging people in exercise- based or other rehabilitation 
activities. Such tailoring could include teaching skills, 
non- controlling coaching style, positive feedback and 
information on the benefits of rehabilitation to support 
the autonomy and competence of PABC.19–21 While infor-
mation on rehabilitation might support autonomy and 
competence, international qualitative research investi-
gating cancer rehabilitation, more specifically exercise, 
has found that insufficient information provision was 
reported by PABC as one of the barriers to accessing 
services.22 23 Furthermore, PABC often mentioned that 
they did not know where to go to get help or what exer-
cises to do.22 23

However, information about cancer rehabilitation in 
itself may not be enough to help engagement with services. 
PABC on the receiving end of rehabilitation interven-
tions would also need to be motivated to attend services. 
Evidence from the available literature showed that people 
who did not enjoy exercising prior to their cancer diag-
nosis were less likely to engage in exercise- based cancer 
rehabilitation compared with those who had an active 
lifestyle.22–26 From a self- determination theory perspec-
tive, this lack of enjoyment implies that some PABC may 
not have intrinsic or autonomous motivation to exer-
cise. Hence, a more specific aim of this mixed- methods 
research study is to investigate how uptake of cancer reha-
bilitation services is affected by information provision and 
whether it is influenced by people’s perception and atti-
tudes towards rehabilitation interventions and therapies.

METHODS
To explore how cancer rehabilitation works in South 
Wales and how information provision and people’s 
perception could influence service uptake, a mixed- 
methods realist informed evaluation was identified as an 
appropriate methodology. Realist evaluation is a method-
ological framework, allowing the investigation of how a 
service works for whom and in what circumstances.27 With 
the inclusion of circumstances, realist evaluation explores 
the wider context in which a service is implemented, as 
clinical, social, cultural and political settings can have 
a real impact on a service.28 For these attributes, realist 
evaluation is a good fit for the exploration of complex 
interventions, such as cancer rehabilitation that can have 
multiple components. The reporting of this study follows 
the Realist And Meta- narrative Evidence Syntheses: 
Evolving Standards (RAMESES) II standards for realist 
evaluations.29

Realist evaluation is a theory- driven methodology, 
meaning that based on the underlying theoretical 
framework of the service under investigation, middle- 
range theories are developed at the commencement of 
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research.27 Middle- range theories, or initial programme 
theories (IPTs) as referred to in realist research, can be 
defined as empirical hypotheses that are transformed 
into broad statements that can be tested, verified, refuted 
and refined by data.30 The unit of analysis in realist eval-
uation is context- mechanism- outcome (CMO) configu-
rations.27 Mechanisms (M) define how a service brings 
change and what response it triggers in the target popu-
lation.27 Context (C) refers to any circumstance that can 
support or inhibit a mechanism, including the clinical 
and cultural environment.27 Mechanisms can work differ-
ently in various contexts resulting in both expected and 
unexpected outcomes (O).

Initial programme theory
For this study, IPTs were developed by reviewing the 
research and policy literature on cancer rehabilita-
tion and through discussions with a dedicated project 
Steering group, the members of which were ‘programme 
architects’. Programme architects can be described as the 
developers or leaders of a service under investigation.27 
Using steering groups for IPT development is considered 
an efficient way to involve busy professionals.31 Following 
these processes, four IPTs were developed, out of which 
this paper is focusing on the testing of one: raising aware-
ness on available cancer rehabilitation services in South Wales, 
and appropriate information on their purpose (mechanism) can 
increase their uptake (outcome) if people’s perception and atti-
tudes are supportive of cancer rehabilitation (context).

The rest of this research study focuses on how this IPT 
was tested and refined by investigating whether the mech-
anism of information provision worked differently or 
whether any other contexts existed that could influence 
it and how these led to service uptake changes. Further 
detail of the whole project can be found in the published 
protocol.32 No significant deviations were made from the 
protocol for this study.

Setting
To test the IPT, cancer rehabilitation services (n=2) located 
in two cancer centres in South Wales were investigated. 
The exploration of two service models had the potential 
to represent the wide- ranging nature of cancer rehabili-
tation. To protect the identity of the services, they will be 
referred to by pseudonyms. The Willow Team provided 
inpatient and outpatient services led by specialist occupa-
tional therapists (OTs) and physiotherapists with connec-
tion to other allied health professionals (AHPs). Services 
were tailored to the needs of PABC based on a modified 
version of the concerns checklist.33 Inpatient care was 
focused on the support of acutely unwell PABC. As part 
of the outpatient service, one- to- one sessions or 12- week 
group classes in Tai- Chi, hydrotherapy and circuit training 
were offered, with both gentle and advanced options. This 
approach provided more variety, allowed for tailoring to 
individual needs and gave participants the opportunity to 
progress to more challenging activities. People with any 

type of cancer at any point in the cancer continuum were 
eligible to attend the services.

The Fern Team provided specialist inpatient and outpa-
tient dietetics, speech and language therapy, OT and 
physiotherapy services. They mainly saw PABC during 
active treatments, who were usually referred back to their 
local hospital or community teams for more support 
following the end of their treatments. Similar to the 
Willow Team, inpatient care aimed to support individ-
uals with acute and complex issues. However, outpatient 
care was more varied, including acupuncture and Pilates 
classes for people with breast cancer by physiotherapists, 
dietetic drop- in clinics and OT- led fatigue management 
groups for individuals with any cancer diagnosis. Reha-
bilitation planning was based on initial assessment by 
AHPs and considered the person’s individual goals and 
requirements, although no formal needs assessment was 
provided.

Data collection methods
Mixed- methods research is often recommended in realist 
evaluation to test different elements of the IPT.34 Quali-
tative interviews can help investigate mechanisms, while 
for testing contexts both quantitative and qualitative 
methods can be used, depending on whether new or 
different contexts are expected to be found.34 To deter-
mine outcomes, quantitative methods are often used, 
although qualitative methods can uncover new or unex-
pected outcomes.35

In this study, one- to- one semi- structured interviews were 
conducted with both healthcare professionals (HCPs) 
and PABC to investigate underlying mechanisms, influ-
encing contexts and unexpected outcomes, as including 
both the perspectives of healthcare providers and users 
is considered the best way to learn how and why a service 
works.36 Moreover, secondary analysis of routinely 
collected service data were used to explore cancer reha-
bilitation service uptake as the main outcome. Ethical 
approval for the study was granted by London - South 
East Research Ethics Committee (17/LO/2123).

Secondary analysis of routinely collected data
A database collected by the Willow Team between 2014 
and 2017 was analysed to investigate service uptake of 
the outpatient one- to- one and group exercise classes. 
The database contained information on attendees’ sex, 
diagnosis, exercise class type, prerehabilitation and post-
rehabilitation outcome measure results and the number 
of rehabilitation episodes provided. The Willow Team 
referred to a 12- week long class as a ‘rehabilitation 
episode’. It was possible for people to attend several 
rehabilitation episodes depending on their needs, and 
for some PABC up to 12 episodes were recorded. For the 
purposes of investigating uptake of PABC, episodes 0 and 
1 were used, as these were indicative of how many people 
newly accessed the services. Episode 0 was used from 2014 
to 2016 to mostly refer to PABC who contacted the Willow 
Team, received an appointment, but never showed or 
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disengaged after the initial assessment. From 2016 
onwards, most PABC who did not show were included in 
episode 1. Episode 0 was included in the descriptive anal-
ysis, as these implied that participants were either referred 
or aware of the service, even if they did not engage in the 
long term.

For this IPT, yearly episode 0 and 1 numbers, attendees’ 
sex and diagnosis data were analysed. The Willow Team 
database did not include inpatient data, so the secondary 
analysis is focused on their outpatient services. Moreover, 
the Fern Team did not collect an electronic database 
during the same time period, thus, no comparison was 
available.

Descriptive data analysis
For this secondary analysis, it was theorised within the IPT 
that uptake (number of episodes 0 and 1) would increase 
over time as the rehabilitation service became more estab-
lished and more information about it was provided. It was 
also expected that the number of episodes would follow 
the forecasted increasing cancer prevalence trend.37 
Furthermore, it was expected that attendees’ cancer diag-
nosis would follow the same trend as the most common 
local cancer incidence and prevalence rates, meaning 
that people with breast, lung, colorectal and prostate 
cancer would have the most rehabilitation episodes. To 
analyse these trends, a descriptive graphical presentation 
was conducted, as graphs and charts can enable the visu-
alisation of big samples in a compact, yet coherent way.38 
In addition, graphical methods can reveal multiple levels 
of detail and fine structures providing an overview of the 
data.38

Where graphs and charts indicated unexpected tenden-
cies in uptake of PABC, consultations were arranged with 
the Willow Team. The aim of these consultations was to 
explore any change in staff or service provision that could 
possibly explain discrepancies in the data.

Semi-structured interviews
A purposive sample of cancer specialist HCPs (dietitians, 
physiotherapists, speech and language therapists (SLTs), 
OTs and assistants) and PABC was recruited from the 
Willow and Fern Teams between March 2018 and May 
2019. Recruitment of HCPs was supported by Steering 
group members, who promoted the study and shared 
invitation letters and participant information sheet with 
the staff of the Willow and Fern Teams. Interested HCPs 
could contact the lead author directly via the details 
on the invitation letters, thereby ensuring confidenti-
ality. The recruitment of PABC was supported by HCPs 
working at the Willow and Fern Teams. HCPs distributed 
invitation letters and response slips to eligible PABC at 
their first appointment or re- assessment for a new reha-
bilitation episode. Potential participants were asked to 
read the invitation letter and contact the lead author 
directly via post, telephone or email if they were inter-
ested in participating. This way PABC could keep their 
response confidential. People affected by cancer, who 

wished to have a companion with them, were supported 
to bring a family member, friend or a carer along. Detail 
about inclusion and exclusion criteria can be found in 
the published protocol of this work.32

Semi- structured interviews were conducted, as these 
provide both structure and flexibility to investigate the 
IPTs.39 Realist interview is the widely accepted method 
for realist evaluation, although it has its critique.31 40 
Research accounts exist describing potential for confir-
mation bias or acquiescence while conducting realist 
interviews,31 40 thus the decision was made to use a broad 
topic guide with only microelements of the IPT for this 
study. Hence, this mixed- methods research is referred to 
as a realist informed evaluation. Interview topic guides 
for HCPs and PABC with open- ended questions (online 
supplemental material 1) were developed based on the 
cancer rehabilitation literature, the IPT and consultation 
with the Steering group. Specifically, to test the mecha-
nism of information provision, questions regarding how 
participants learnt about cancer rehabilitation and how 
they got in touch with services were asked, while HCPs 
were inquired about common referral routes. To test the 
proposed context of participants’ perceptions and atti-
tudes, questions were asked around what cancer reha-
bilitation meant for them, whether they were aware who 
provided care for them, what were their expectations 
prior to attending services and whether there were any 
issues that made it difficult for them to attend cancer 
rehabilitation services. HCPs were inquired about the 
difficulties they faced around service provision.

Participants were free to choose the time and location of 
the interview, which were mainly conducted at their own 
home, or at university facilities. All interviews were led by 
the lead author who was a novice qualitative researcher 
working on a doctoral thesis at the time. The lead author 
was a qualified and registered physiotherapist, who had 
not worked in cancer rehabilitation and had no prior link 
to either the HCPs interviewed or PABC. Interviews were 
digitally recorded, and transcribed verbatim by the lead 
author.

Qualitative data analysis and combining qualitative and 
quantitative data
Reflexive thematic analysis of interview data was broadly 
followed as an analytic approach to identify not just simply 
themes, but also contexts, mechanisms and outcomes.41 
Reflexive thematic analysis does not belong to any theoret-
ical framework and it is usually considered realist, thus, it 
can be used with different methodologies. Retroduction, 
commonly used in realist evaluations, was also applied to 
find causal relationships across the data.42 Retroduction 
uses both inductive and deductive reasoning along with 
the researcher’s insights, expertise and abstract thinking.

Interview transcripts were coded by the lead author, 
while the second and third authors checked data extracts 
to determine whether the lead authors’ interpretation 
was accurate to ensure dependability and rigour. To 
ensure trustworthiness of the analysis, a clear audit trail 
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was maintained, and thick descriptions, along with a 
reflective diary, were also documented.

The codes from this qualitative analysis and the find-
ings of the quantitative descriptive analysis were inte-
grated into a new CMO configuration using joint displays 
and triangulation.43–45 When interpreting the findings, 
qualitative codes and quantitative data were mapped 

onto the original IPT in Microsoft Excel to determine 
similarities and differences between the IPT and the new 
emerging findings. Joint displays, such as the use of tables 
within Microsoft Excel, aid visualisation and integration 
of findings from different data sources.44 Moreover, the 
findings were triangulated, meaning that it was explored 
whether data from different sources, such as routine data 

Figure 1 Descriptive analysis of the uptake of the Willow Team across the years, diagnoses and sex of people affected by 
cancer. CNS, central nervous system; GI, gastrointestinal.
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and qualitative interviews, were in agreement or comple-
mented each other.45 In this study, findings from the two 
different data sources complemented each other, leading 
to expansion of what is known about cancer rehabilita-
tion uptake.44 45 Following this process, new contexts and 
mechanisms were identified and different causal relation-
ships between data extracts were discovered. Therefore, 
the original IPT was redesigned into a final CMO config-
uration. The new findings from the data were discussed 
between the authors. The identified new contexts and 
mechanisms are presented in the ‘Findings’ section.

Patient and public involvement
A patient involvement facilitator and a local cancer 
charity representative were active members of the project 
Steering group and helped in the design and develop-
ment of this study.

FINDINGS
Outcome: uptake of cancer rehabilitation services
The findings of the descriptive analysis showed that 
uptake of the Willow Team fluctuated over the years. 
The number of database records, as depicted in figure 1, 
increased from 217 in 2014 to 347 in 2015. However, this 
increase was followed by a drop to 297 in 2016. A further 

drop was observed in 2017, with the Willow Team only 
seeing 212 PABC, more than a quarter less than in 2016. 
This is not in line with the increased uptake theorised in 
the IPT.

Additionally, it was theorised that people diagnosed 
with breast, lung, colorectal or prostate cancer would 
have the most episodes in the database. However, as seen 
in figure 1, while breast, lung and prostate cancer was 
among the four most common diagnoses that people 
attended the Willow Team with, the fourth most common 
diagnosis at the rehabilitation service was head and neck 
cancer. Moreover, variations in service uptake of different 
cancer sites were also observed over time. The number of 
people with breast cancer reached a peak in 2015 (n=97) 
and dropped in 2017 (n=36), halving the previous years’ 
uptake. Lung cancer cases peaked in 2016 (n=81) and 
dropped in 2017 (n=58), and a decrease in 2017 was also 
noticeable for prostate, gynaecological and haematolog-
ical cancers. However, uptake among people with central 
nervous system, head and neck, colorectal and upper 
gastrointestinal cancers increased in 2017 compared with 
2016.

Although data on the sex of PABC were only available 
for 2014 and 2015 due to changes in administration, 
when investigating uptake by sex, a major difference 

Table 1 Characteristics of interviewed healthcare professionals

Participants Profession Experience in cancer rehabilitation

Willow Team Professional_01 OT 16 years

Professional_10 Technician 7 years

Professional_11 SLT 5 months in current role+5 years in another hospital

Professional_14 OT 10 years

Professional_15 Physiotherapist 5 years

Professional_16 OT 3 years

Professional_17 Dietitian 7 months in current role+9 years in another hospital

Professional_18 Dietitian 17 years

Professional_19 Physiotherapist 10 years

Professional_20 OT 16 years on and off

Fern Team Professional_02 SLT 2 years

Professional_03 Technician 1 year and 3–4 months

Professional_04 Dietitian 3 years and 6 months

Professional_05 Technician 4 years and 6 months

Professional_06 Physiotherapist 8 years

Professional_07 Dietitian 9 months in current role+couple of years in community 
cancer care

Professional_08 Technician 10 months in current role+couple of years in different 
oncology- related roles in the same hospital

Professional_09 SLT 5 years

Professional_12 OT 4 years

Professional_13 SLT 1 year and 2 months in current role+18 years in other 
hospitals

OT, occupational therapist; SLT, speech and language therapist.
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can be noticed between male and female participants. 
Figure 1 shows that in 2014 and 2015 more female partic-
ipants (n=340) contacted the Willow Team than male 
participants (n=224). In 2014, almost twice as many 
female participants (n=143) were referred to the rehabil-
itation services than male participants (n=74). However, 
in 2015 the number of male participants contacting the 
Willow Team doubled (n=150). The increased uptake 
among male participants could be partially attributed to 
the rise in the number of people with prostate cancer. 
The number of individuals with prostate cancer nearly 
quadrupled from 2014 (n=13) to 2015 (n=48).

While the Fern Team did not have a database for the 
same period, data from the semi- structured interviews 
suggested that fluctuation in the number of participants 
or poor uptake might have existed.

[…] so we do like a fatigue management course. And again, 
I wouldn’t say they are very well attended. You can get any-
where between kinda two and five patients at a time. But you 
know thousands of patients come through, outpatients that 
you know would be suffering with fatigue, so why they’re not 
accessing that […] yeah it’s quite… you know the turnout 
it’s quite poor from that. (Professional_04—dietitian)

To fully understand causal relationships behind the 
fluctuation in the uptake of people, different diagnoses 
and sex, an exploration of the mechanisms and contexts 
was necessary.

Mechanism: inconsistent or insufficient information provision
Initially, it was theorised in the IPT that providing infor-
mation on and raising awareness of available cancer reha-
bilitation services was the mechanism leading to increased 
uptake. However, as seen above, uptake of the services 

fluctuated. This was partially the result of issues identified 
with information provision, as uncovered by qualitative 
interviews. For the qualitative interviews, 20 HCPs and 15 
PABC were recruited across the two services. Participant 
characteristics are detailed in tables 1 and 2. Interview 
recordings ranged from 26 to 96 min. Three participants 
(participants 10, 16 and 28) had their partners with them, 
thus resulting in dyadic interviews.

The qualitative findings suggest that while information 
provision itself seemed to work to increase knowledge 
about rehabilitation, there was a lack of consistency in 
the ways information was given, such as in the personnel 
providing it. Seven participants recruited from the Willow 
and Fern Teams learnt about rehabilitation services from 
oncology nurses, their oncologists or from AHPs working 
in settings other than oncology. While two participants 
reported straightforward access to rehabilitation services 
this way, others mentioned not knowing who they can talk 
to about their health issues or only receiving information 
if they explicitly raised concerns about long- term effects.

I only found out about those [acupuncture, counsel-
ling] services, cos I talked about my symptoms. Some people 
might not mention those symptoms in a meeting for what-
ever reason. I think it would be helpful maybe if… they 
could delve in a bit more to what was going on with you. 
(Participant_21—person affected by breast cancer)

One participant reported raising their cancer treatment- 
related side effects to members of the multidisciplinary 
team (MDT) only for their issues to be dismissed initially 
as being age related.

When I mentioned fatigue, when I was seeing the urolo-
gist they kind of said ‘Fatigue? That’s your age’. And they 

Table 2 Characteristics of interviewed people affected by cancer

Participants Diagnosis Sex Age group (years) Intervention Work status

Willow Team Participant_01 Prostate Male 65–69 Circuits Retired

Participant_02 Colorectal Female 60–64 Tai Chi Retired

Participant_03 Breast Female 70–74 Tai Chi/Circuits Retired

Participant_09 Prostate Male 60–64 Hydrotherapy/Circuits Retired

Participant_10* Prostate Male 70–74 Hydrotherapy Retired

Participant_12 Prostate Male 80–84 Hydrotherapy Retired

Participant_16* Prostate Male 65–69 Circuits Retired

Participant_28* Breast Female 70–74 Hydrotherapy/Circuits Retired

Participant_30 Prostate Male 75–79 Circuits Retired

Fern Team Participant_18 Breast Female 65–69 Acupuncture Retired

Participant_21 Breast Female 35–39 Acupuncture Teacher

Participant_27 Lung Male 55–59 Dietitian/SLT Retired

Participant_29 Prostate Male 65–69 Fatigue management Retired

Participant_37 Breast Female 40–44 Fatigue management Civil engineer

Participant_39 Thyroid Female 60–64 SLT Self- employed

*Dyadic interview.
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didn’t kind of… connect with that at all. Or… a different 
consultant would say ‘Oh, that’s unusual’. As the fatigue 
progressed, I spoke to one of the nurse specialists and she 
suggested Fern. (Participant_29—person affected by 
prostate cancer)

Three participants learnt about the Willow Team 
through accessing a local charity- run support centre 
(Pine Centre), and some of them and their companions 
expressed frustration, as they would not have learnt about 
the rehabilitation service any other way.

If we didn’t go to Pine Centre, we wouldn’t have learnt about 
the Willow nurses, and myself I only know about Willow 
nurses when it’s the end. When they have comfort palliative 
care. I didn’t know that they did things all the way through, 
and that would be a very good thing to have it… more ad-
vertised. (Companion_16—wife of participant_16)

Other participants mentioned education courses and 
information leaflets as the ways they learnt about the 
cancer rehabilitation services.

Well, I mean I knew Willow was there, but… I didn’t know 
how to access them. But then I found out that they were 
one of the presenters at the course, so after… I think it was 
Therapist_01 and another woman came in, and said about 
all the things they did and I thought ‘Ah, that’s what I want, 
that’s where I need to go’ you know so it was a question of be-
ing guided into the Willow services, you know what they do. 
(Participant_03—person affected by breast cancer)

One participant described the issues with information 
provision and referrals as services being disjointed and 
information spreading via word of mouth, indicating that 
there was a lack of information provided by the MDT at 
treating hospitals.

I would say that support seems a bit disjointed in terms of 
getting the information and most of the things that I found 
out about it’s through the support group. I’ve met up with 
them quite a lot, and you… if you speak to people they’ll 
say ‘Oh, well, I’ve just had aromatherapy or acupuncture 
or something…’ And you’re like ‘Oh, well, I didn’t know 
that you can get that’. ‘Oh, if you need to speak to this per-
son and this…’ You know, so it’s seems to be more word of 
mouth, there doesn’t seem to be a formal kind of way of find-
ing things out. (Participant_37—person affected by 
breast cancer)

Context: people’s perceptions, the wider MDT’s knowledge, 
medical model and the lack of routinely provided cancer 
rehabilitation services
The IPT theorised that people’s perception could be 
the context that influences service uptake. If people had 
initial prejudices towards rehabilitation, they would not 
want to attend the services despite being provided with 
relevant information on what rehabilitation services to 
access. However, based on the interviews with PABC, the 
issue was not their perception of rehabilitation being 

something physical or exercise- based, as even PABC who 
were not into exercising and fitness before their diagnosis 
were willing to attend.

I was petrified of the gym. I had never been in… a gym in 
my life and… I said to the Willow girls ‘Oh, no, I can’t 
stand it. I can’t… Those machines, they’re like torture ma-
chines’. But they got me in there, slowly, but surely. I’ve used 
them all. They’re not torture at all. Hahaha [laughing]. 
(Participant_28—person affected by breast cancer)

In addition, some HCPs mentioned that PABC did not 
refer to their services as rehabilitation, indicating that 
people might be less interested in what is provided or 
how it is labelled and more interested in improving their 
quality of life.

[…] if you’d say ‘we are just helping you to live with what 
you’ve got’ that’s how they see it. They don’t always… 
we don’t always call it rehab. We’re just rehab therapists. 
(Professional_01—OT)

Another aspect of rehabilitation perceptions was that 
many participants were unaware of their HCPs’ roles: 
physiotherapists and OTs were often referred to as nurses. 
However, PABC’s insufficient knowledge of professional 
roles did not seem to majorly hold them back from 
attending the rehabilitation services.

The Willow nurse has been brilliant, I do go to Tai Chi with 
them and trynna get my muscles back and other things… 
(Participant_02—person affected by colorectal 
cancer)

What seemed to inhibit the mechanism of information 
provision was the perception of the wider MDT. This is 
supported by the lack of consistency in how PABC learnt 
about the cancer rehabilitation services, and it seemed 
that PABC often learnt about cancer rehabilitation from 
sources outside of their cancer treatment centre where 
Willow and Fern were also located. HCPs reported that 
physicians, and sometimes nurses, often considered reha-
bilitation as an extra or an add- on; therefore, they did not 
necessarily refer to the services.

I think we’re seen as an add- on, where is actually if we were uti-
lised earlier, we’re not an add- on, we can actually enhance the 
services and enhance the quality of care. But that’s not always 
seen until the end. (Professional_06—physiotherapist)

Based on HCPs’ experiences, some of these perceptual 
issues might have stemmed from the ever present medical 
model in healthcare and the lack of holistic care, perpet-
uating that cancer treatments had higher priority than 
long- term and late treatment effects and PABC’s quality 
of life.

What change would I like to see? I would like to see better 
recognition of holistic therapies as a whole. So I would like a 
much less medic centred culture, I’d like more awareness of 
the whole person and their wide reaching needs as opposed 
to just focusing on treatment,… (Professional_09—SLT)
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Additionally, the wider MDT’s knowledge limitations 
regarding cancer rehabilitation impacted their ability 
to make referrals to services. Many interviewed HCPs 
reported that the wider MDT did not always know that 
cancer rehabilitation services existed within their respec-
tive cancer centre.

We did a questionnaire for outpatients last autumn, 66% 
of outpatients didn’t know Therapies were in Fern, which is 
shocking. (Professional_13—SLT)

I guess we’re asking for medical and nursing colleagues who 
are involved in that very early stage, we’re asking them to 
talk about services that they might not even know exist. So 
there’s a lack of awareness of what cancer rehabilitation ser-
vices are available. (Professional_14—OT)

In addition to HCP interviews, based on the consulta-
tions with the Willow Team, the observed drop in breast 
cancer cases in 2017 depicted in figure 1 was due to the 
wider MDT’s lack of knowledge. The Willow Team had a 
physiotherapist, who acted as a contact to other services, 
such as the lymphoedema team. However, while this 
physiotherapist was on extended leave from March 2017, 
these services stopped referring to the Willow Team. The 
reason for the drop in referrals was that these services 
thought that the Willow Team could not provide the 
same rehabilitation interventions as the physiotherapist. 
Due to these issues with the wider MDTs’ knowledge and 
perception of cancer rehabilitation, service promotion is 
important. Professional_19 highlighted that providing an 
education session for a haematology department in their 
local cancer centre helped increase the knowledge of the 
haematology staff and the number of referrals.

[…] Therapist_03 did a… in- service training with them 
[Haematology department] to explain what our team is, 
what we do and what cancer rehab is. So we’ve had a lot 
more referrals since then and that was only a month ago. 
(Professional_19—physiotherapist)

These perceptual and cultural issues of the wider MDT 
might be exacerbated by the lack of consensus among 
HCPs on what cancer rehabilitation means. The 20 HCPs 
interviewed gave various responses regarding what reha-
bilitation meant to them. Many articulated that reha-
bilitation was all- encompassing, providing input from 
diagnosis until the end- of- life.

I see cancer rehabilitation as encompassing at any… being 
utilised at any part of the patient’s cancer journey, so that 
could be right at the very onset, at diagnosis, right through 
to end- of- life. (Professional_12—OT)

Other HCPs expressed that rehabilitation was very 
much dependent on the cancer site and PABC’s needs, 
with traditional rehabilitation considered as recovery or 
restoration.

In my head the term changes depending on where the loca-
tion of the cancer is. […] I think rehab within seeing the 
head and neck population is kinda getting them through 

their treatment, […] And then 40% of our case load is kind 
of the neuro- oncology. And I think our rehab with them is bit 
different. So, we can support with palliation and end- of- life 
kind of care. We can actually do traditional rehabilitation 
and therapy if they’re in the position to want to improve a 
certain area. (Professional_02—SLT)

This lack of consensus on what cancer rehabilitation 
means among the AHP community could lead to percep-
tion issues in the wider MDT.

What does it mean to me? This is probably part of the 
reason why it’s so hard to have our colleagues under-
stand this, because cancer rehabilitation is so broad. 
(Professional_14—OT)

Finally, a context that largely influenced uptake and 
information provision about available services is that 
cancer rehabilitation is not routinely provided within the 
cancer pathway.

Referrals into us is probably the other big difficulty, is 
quite ad hoc, it’s only when people know about us, so it’s 
not routine within pathways that if you’ve got a can-
cer diagnosis you get the opportunity to see a therapist. 
(Professional_01—OT)

Additional data extracts illustrating the identified 
mechanisms and contexts are presented in table 3.

DISCUSSION
Summary of findings
Originally, the IPT suggested that information provi-
sion will result in increased cancer rehabilitation uptake 
if people’s perception and attitudes were supportive 
of cancer rehabilitation. However, testing this theory 
through the findings showed that uptake of both the 
Willow and Fern Teams fluctuated and it could be 
attributed to PABC reporting issues with the provision of 
information on available cancer rehabilitation services. 
The perception and attitude of PABC did not seem to 
inhibit uptake and information provision as originally 
theorised in the IPT.

Contexts that were identified as impeding the mech-
anism of information provision was the wider MDT’s 
perception, insufficient knowledge and the medical 
culture. These perceptual and cultural issues were exac-
erbated by the lack of consensus among HCPs on what 
cancer rehabilitation means. Moreover, cancer rehabilita-
tion is not routinely integrated into the cancer pathway, 
meaning that PABC will not necessarily see a rehabil-
itation professional unless they are referred by other 
members of the wider MDT. However, the wider MDT’s 
perception and knowledge could influence the cancer 
pathway, and the routine provision of cancer rehabilita-
tion. This potential association is depicted on figure 2, 
which shows the refined CMO.

 on N
ovem

ber 14, 2024 by guest. P
rotected by copyright.

http://bm
jopen.bm

j.com
/

B
M

J O
pen: first published as 10.1136/bm

jopen-2024-087812 on 14 N
ovem

ber 2024. D
ow

nloaded from
 

http://bmjopen.bmj.com/


10 Csontos JK, et al. BMJ Open 2024;14:e087812. doi:10.1136/bmjopen-2024-087812

Open access 

Ta
b

le
 3

 
A

d
d

iti
on

al
 d

at
a 

ex
tr

ac
ts

 il
lu

st
ra

tin
g 

th
e 

m
ec

ha
ni

sm
s 

an
d

 c
on

te
xt

s

P
ar

t 
o

f 
th

e 
C

M
O

C
o

d
e

D
at

a 
ex

tr
ac

t

M
ec

ha
ni

sm
—

in
co

ns
is

te
nt

 
or

 in
su

ffi
ci

en
t 

in
fo

rm
at

io
n 

p
ro

vi
si

on

Le
ar

ni
ng

 a
b

ou
t 

re
ha

b
ili

ta
tio

n 
fr

om
 

lo
ca

l c
ha

rit
y-

 ru
n 

su
p

p
or

t 
ce

nt
re

“A
nd

 I 
ha

p
p

en
ed

 t
o 

sa
y 

to
 P

in
e 

p
ro

fe
ss

io
na

l ‘
I r

ea
lly

 n
ee

d
 t

o 
d

o 
so

m
et

hi
ng

 m
or

e.
 W

he
re

 c
an

 I 
go

?’
 S

he
 s

ai
d

 ‘I
 p

ut
 y

ou
 in

 
to

uc
h 

w
ith

 t
he

 W
ill

ow
 p

eo
p

le
.’ 

A
nd

 t
ha

t’s
 h

ow
 I 

kn
ew

.[…
] I

 m
ay

 n
ot

 h
av

e 
kn

ow
n 

ab
ou

t 
it,

 h
ad

 I 
no

t 
co

m
e 

th
at

 w
ay

. Y
ou

 
kn

ow
, b

ec
au

se
, w

he
n 

yo
u 

ar
e 

co
nf

ro
nt

ed
 w

ith
 s

om
et

hi
ng

 a
nd

 y
ou

’r
e 

ha
vi

ng
 t

o 
le

ar
n 

a 
ne

w
 c

ar
ee

r…
 m

uc
h 

lik
e 

ge
tt

in
g 

ov
er

 
lif

e…
 w

he
n 

yo
u 

ar
e 

in
 t

he
 m

id
d

le
…

 y
ou

 k
no

w
…

 o
f a

ll 
th

at
…

 y
ou

 d
on

’t,
 w

he
re

 y
ou

 g
et

 y
ou

r 
in

fo
rm

at
io

n 
it 

m
ay

 d
ep

en
d

 o
n 

a 
m

em
b

er
 o

f y
ou

r 
fa

m
ily

. (
P

ar
tic

ip
an

t_
01

—
p

er
so

n 
af

fe
ct

ed
 b

y 
p

ro
st

at
e 

ca
nc

er
)

“[
…

]It
 w

as
 t

he
 r

um
ou

r 
yo

u 
se

e.
 P

in
e 

C
en

tr
e,

 c
os

 t
he

y 
ca

n…
 t

he
y’

re
 w

el
l c

on
ne

ct
ed

 fr
om

 h
er

e 
to

 t
he

 s
am

e 
ho

sp
ita

l. 
P

in
e 

C
en

tr
e.

 P
in

e 
C

en
tr

e 
to

ld
 m

e 
an

d
 I 

d
id

, I
 m

ad
e 

co
nt

ac
t 

he
re

, h
uu

uu
 m

us
t 

b
e…

 w
el

l o
ve

r 
a 

ye
ar

 a
go

. A
nd

 I 
d

id
n’

t 
kn

ow
 t

ha
t 

th
e 

p
oo

l e
xi

st
ed

. I
 d

id
n’

t 
kn

ow
 it

 [h
yd

ro
th

er
ap

y]
 w

ou
ld

 h
el

p
 m

e.
 I 

d
id

n’
t 

kn
ow

 t
he

re
 w

as
 a

 p
oo

l i
n 

Ye
w

 H
os

p
ita

l, 
yo

u 
se

e,
 

th
at

’s
 a

no
th

er
 t

hi
ng

”.
 (P

ar
tic

ip
an

t_
12

—
p

er
so

n 
af

fe
ct

ed
 b

y 
p

ro
st

at
e 

ca
nc

er
)

E
d

uc
at

io
n 

co
ur

se
s 

an
d

 in
fo

rm
at

io
n 

le
afl

et
s

“W
el

l, 
co

s 
it’

s 
on

 t
he

 fo
rm

…
 o

ne
 o

f t
he

 fo
rm

s 
it 

sa
ys

 a
b

ou
t 

m
e 

ap
p

ro
ac

hi
ng

 F
er

n 
to

 a
sk

 fo
r 

th
er

ap
ie

s.
 W

el
l, 

I d
id

n’
t 

ev
en

 
kn

ow
 t

he
re

 w
er

e 
th

er
ap

ie
s,

 s
o 

th
at

…
 it

 c
am

e 
to

 m
e,

 r
at

he
r 

th
an

 m
e 

go
in

g 
to

 t
he

m
”.

 (P
ar

tic
ip

an
t_

18
—

p
er

so
n 

af
fe

ct
ed

 b
y 

ca
nc

er
)

C
on

te
xt

—
p

eo
p

le
’s

 
p

er
ce

p
tio

ns
P

at
ie

nt
s 

no
t 

us
in

g 
th

e 
la

b
el

 
‘r

eh
ab

ili
ta

tio
n’

“I
’m

 n
ot

 s
ur

e 
th

ey
 u

se
 t

he
 w

or
d

 r
eh

ab
. W

hi
ch

 is
 q

ui
te

 in
te

re
st

in
g.

 I 
th

in
k 

th
ey

 ju
st

 u
se

 it
 a

s 
ca

nc
er

 s
up

p
or

t 
or

 h
el

p
 w

ith
 m

y 
ca

nc
er

”.
 (P

ro
fe

ss
io

na
l_

02
—

S
LT

)

PA
B

C
’s

 
in

su
ffi

ci
en

t 
kn

ow
le

d
ge

 o
f 

p
ro

fe
ss

io
na

l r
ol

es

“T
he

n 
I w

as
 r

ec
om

m
en

d
ed

 t
o 

go
 t

o 
th

e 
gy

m
 in

 Y
ew

 H
os

p
ita

l w
ith

 t
he

 W
ill

ow
 n

ur
se

s”
. (

P
ar

tic
ip

an
t_

16
—

p
er

so
n 

af
fe

ct
ed

 b
y 

p
ro

st
at

e 
ca

nc
er

)

C
on

te
xt

—
th

e 
w

id
er

 M
D

T’
s 

p
er

ce
p

tio
n 

an
d

 k
no

w
le

d
ge

, 
an

d
 t

he
 m

ed
ic

al
 m

od
el

C
an

ce
r 

re
ha

b
ili

ta
tio

n 
se

en
 

as
 a

n 
ad

d
-  o

n

“I
’d

 li
ke

 t
o 

se
e 

a…
 a

 t
he

ra
p

ie
s 

te
am

 a
s 

a 
w

ho
le

 e
m

b
ed

d
ed

 in
to

 s
tr

at
eg

ie
s,

 e
m

b
ed

d
ed

 in
to

 d
is

cu
ss

io
ns

, i
t 

b
ei

ng
 n

ot
 s

ee
n 

as
 

an
 a

d
ju

nc
t 

or
 a

n 
ex

tr
a,

 b
ut

 a
s 

a 
co

re
 s

er
vi

ce
. S

o 
I w

ou
ld

 li
ke

 t
o 

se
e 

th
e 

re
co

gn
iti

on
”.

 (P
ro

fe
ss

io
na

l_
09

—
S

LT
)

E
ve

r 
p

re
se

nt
 

m
ed

ic
al

 m
od

el
“I

s 
th

is
 v

er
y 

m
uc

h 
a 

fo
cu

s 
is

n’
t 

it 
on

 ‘T
hi

s 
is

 y
ou

r 
tr

ea
tm

en
t,

 y
ou

’r
e 

go
nn

a 
ha

ve
 r

ad
io

th
er

ap
y,

 y
ou

’r
e 

go
nn

a 
ha

ve
 

ch
em

ot
he

ra
p

y’
 . 

A
nd

 I 
th

in
k 

so
m

et
im

es
 y

ea
h,

 t
he

y 
d

on
’t 

se
e 

th
e 

ho
lis

tic
 p

ic
tu

re
 a

nd
 t

he
 b

ig
ge

r 
p

ic
tu

re
 a

nd
 a

ct
ua

lly
 h

ow
 

th
ey

 c
an

 s
up

p
or

t 
p

at
ie

nt
s 

th
ro

ug
h 

th
at

. B
ec

au
se

 a
ct

ua
lly

 if
 w

e 
w

er
e 

in
vo

lv
ed

 s
oo

ne
r 

w
ith

 t
he

ir 
p

at
ie

nt
s,

 t
he

y 
w

ou
ld

 g
et

 
th

ro
ug

h 
th

e 
tr

ea
tm

en
t 

ea
si

er
. A

nd
 I 

th
in

k 
th

er
e’

s 
ce

rt
ai

nl
y 

a 
m

ed
ic

al
 m

od
el

 a
nd

 c
ul

tu
re

 y
ea

h.
 W

hi
ch

 is
 fr

us
tr

at
in

g,
 b

ut
 y

ea
h,

 
I c

er
ta

in
ly

 t
hi

nk
 t

ha
t 

it’
s 

th
at

 k
in

d
 o

f n
ur

se
s 

an
d

 d
oc

to
rs

, a
nd

 y
ou

 k
no

w
 e

ve
ry

on
e 

th
in

ks
 it

’s
 ju

st
 n

ur
se

s 
an

d
 d

oc
to

rs
 in

 t
he

 
N

H
S

”.
 (P

ro
fe

ss
io

na
l_

06
—

p
hy

si
ot

he
ra

p
is

t)
“[

…
]s

o 
w

e 
ha

ve
 a

 b
ig

 c
ha

lle
ng

e 
on

 o
ur

 h
an

d
s 

to
 e

nc
ou

ra
ge

 t
he

 w
id

er
 m

ul
tid

is
ci

p
lin

ar
y 

te
am

 t
o 

st
op

 t
hi

nk
in

g 
ab

ou
t 

th
at

 m
ed

ic
al

 m
od

el
 a

nd
 s

ta
rt

 t
hi

nk
in

g 
m

or
e 

ab
ou

t 
th

e 
lo

ng
-  t

er
m

 c
on

d
iti

on
s 

m
od

el
, w

hi
ch

 is
 m

or
e 

m
ul

tid
is

ci
p

lin
ar

y 
an

d
 

su
p

p
or

tin
g 

p
eo

p
le

 t
o 

lo
ok

 a
ft

er
 t

he
m

se
lv

es
 in

 t
he

 lo
ng

 r
un

”.
 (P

ro
fe

ss
io

na
l_

14
—

O
T)

“I
 t

hi
nk

 t
he

 c
ul

tu
re

 w
ith

in
 t

he
 N

H
S

, b
ec

au
se

 it
’s

 v
er

y 
fo

cu
se

d
 o

n 
nu

rs
es

 a
nd

 d
oc

to
rs

 t
ha

t 
ha

s 
to

 c
ha

ng
e”

. 
(P

ro
fe

ss
io

na
l_

18
—

d
ie

tit
ia

n)

W
id

er
 M

D
T’

s 
la

ck
 

of
 k

no
w

le
d

ge
“[

…
]if

 t
he

 s
ta

ff
 d

on
’t 

un
d

er
st

an
d

, h
ow

 w
ou

ld
 y

ou
 t

he
n 

ex
p

ec
t 

a 
p

at
ie

nt
 w

ho
’s

 m
ay

b
e 

ne
ve

r 
co

m
e 

ac
ro

ss
 a

 s
p

ee
ch

 t
he

ra
p

is
t 

to
 u

nd
er

st
an

d
(…

)”
 (P

ro
fe

ss
io

na
l_

02
—

S
LT

)
“I

 t
hi

nk
 u

nf
or

tu
na

te
ly

 w
e 

ha
ve

 q
ui

te
 a

 q
ui

et
 r

ep
ut

at
io

n,
 n

ot
 e

ve
ry

b
od

y 
kn

ow
s 

w
ha

t 
w

e 
d

o 
as

 a
 T

he
ra

p
ie

s 
Te

am
 le

t 
al

on
e 

th
en

 t
he

 b
re

ak
d

ow
n 

of
 p

hy
si

o,
 O

T,
 s

p
ee

ch
 a

nd
 la

ng
ua

ge
[…

]b
ut

 t
he

y 
st

ill
 u

nf
or

tu
na

te
ly

 I 
th

in
k 

ev
en

 t
o 

th
is

 d
ay

 a
 lo

t 
of

 
d

oc
to

rs
 d

on
’t 

re
al

is
e 

w
ha

t 
w

e’
re

 h
er

e 
fo

r 
an

d
 w

ha
t 

w
e 

ca
n 

d
o 

fo
r 

th
e 

p
at

ie
nt

s”
. (

P
ro

fe
ss

io
na

l_
05

—
th

er
ap

y 
te

ch
ni

ci
an

)

C
on

tin
ue

d

 on N
ovem

ber 14, 2024 by guest. P
rotected by copyright.

http://bm
jopen.bm

j.com
/

B
M

J O
pen: first published as 10.1136/bm

jopen-2024-087812 on 14 N
ovem

ber 2024. D
ow

nloaded from
 

http://bmjopen.bmj.com/


11Csontos JK, et al. BMJ Open 2024;14:e087812. doi:10.1136/bmjopen-2024-087812

Open access

Comparison with existing literature
As seen above, the descriptive analysis of a cancer reha-
bilitation database showed a fluctuation in the uptake of 
PABC. While the findings of this realist- informed evalu-
ation suggest that information provision issues and the 
wider context are related to this uptake fluctuation, 
other factors not reported as part of this IPT could also 
contribute. As seen in the wider literature, staff capacity 
could lead to care provision issues, leading to reduced 
uptake.46 47 Staff capacity has been investigated as part 
of the wider project (Realist evaluation and economic 
analysis of cancer rehabilitation services in South Wales 
(REEACaRS)),32 although it was more related to another 
IPT, the findings of which are reported elsewhere.48 
Additionally, staff capacity issues do not explain the poor 
attendance of PABC reported by HCPs working for the 
Fern Team.

Another factor influencing patient uptake not directly 
investigated in this study could be the incidence and prev-
alence of cancer. In this study, breast cancer and lung 
cancer were the two most dominant diagnoses among 
cancer rehabilitation attendees at the Willow Team. 
This reflects the rate of new local cancer cases, as breast 
cancer (n=1391) and lung cancer (n=1302) were the two 
most prevalent diagnoses from 2014 to 2017.49 Colorectal 
cancer (n=1137) had the third highest number of new 
cases between 2014 and 2017 in the local area.49 However, 
this was not reflected in the uptake numbers of the Willow 
Team, as colorectal cancer was the sixth most common 
diagnosis among participants (n=54) during the same 
period. Despite this, emerging evidence suggests that a 
high proportion of patients with colorectal cancer have 
physical and psychological rehabilitation needs.50 Pros-
tate cancer (n=1086) had the fourth highest number 
of new cancer diagnoses in the local area between 2014 
and 2017. People affected by prostate cancer can face 
severe long- term and late effects,51 althoughonly 122 
were referred to rehabilitation during this period. More-
over, incidence of prostate cancer was consistent between 
2014 and 2015, with 228 new diagnoses reported in the 
local area each year.49 Therefore, the sudden increase 
in prostate cancer uptake of the Willow Team cannot be 
explained by a rise in incidence.

What further supports the findings of the descriptive 
analysis is the WCPES results. People affected by breast 
cancer were most likely to receive practical support with 
their long- term and late effects (63.4%, n=1449) in all 
of Wales in 2016.14 Moreover, when breaking down the 
WCPES responses by region, practical support provi-
sion in the local area of the Willow Team (65%, n=257) 
was higher than the national average for Wales.14 This 
supports the findings of the descriptive analysis that 
people affected by breast cancer were more likely to 
access cancer rehabilitation interventions of the Willow 
Team and receive support. Moreover, the findings of the 
descriptive analysis align with the international trend, in 
that breast cancer historically had the highest represen-
tation in the cancer rehabilitation and supportive care P
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literature.52 53 On the other hand, the WCPES responses 
of people affected by prostate cancer show that higher 
percentage of respondents did not receive any practical 
advice or support with their long- term and late effects 
(20.3%, n=128) compared with the all- Wales responses 
(16.4%, n=807).14 These WCPES results could reflect 
the uptake issues of the Willow Team regarding people 
affected by prostate cancer. However, while the WCPES 
results support the findings of this realist- informed evalu-
ation, it must be considered that survey results cover a size-
able geographical area, with numerous hospitals within 
one location. It could be possible that PABC located in 
the area of the Willow Team received generic support 
from another hospital or a charity- run support service, 
which met their cancer rehabilitation needs. However, it 
was out of the scope of this study to investigate all support 
services that could help PABC.

Moreover, in the descriptive analysis differences were 
identified in the uptake of PABC based on their sex, with 
more female participants attending the exercise classes 
of the Willow Team. Evidence from the wider literature 
suggests that men were often not offered rehabilitation 
opportunities due to the MDT’s perception of mascu-
linity and gender.54 While this realist- informed evaluation 
did not specifically investigate the reasons behind differ-
ences in uptake based on participants’ sex, it might be 
possible that the MDT’s perception of gender roles influ-
enced information provision about cancer rehabilitation.

In this study, the potential mechanism behind the 
uptake issues was the inconsistent or insufficient infor-
mation provision. Evidence from the wider literature 
supports this mechanism, as multiple accounts exist both 
from the UK and internationally regarding insufficient 
information provision on exercise and rehabilitation 

opportunities throughout cancer treatments.22 23 The 
results of this study also align with self- determination 
theory, which suggests that if PABC do not receive infor-
mation about the value and benefits of cancer rehabilita-
tion, they will lack the competence to engage with these 
services.20 Interviews with PABC in this study indicate 
that even though they received information in various 
formats, it enabled them to make decisions about their 
care and attend cancer rehabilitation, thus potentially 
satisfying their need for competence.

However, competence in itself is not enough to result 
in behaviour change and as a result, increase rehabili-
tation uptake. Autonomous motivation is also necessary 
based on the self- determination theory.16 Regarding 
autonomous motivation, the majority of the participants, 
particularly the subgroup attending the exercise classes 
provided by the Willow Team, had an active lifestyle prior 
to their cancer diagnosis. This could indicate that these 
participants had autonomous motivation to engage with 
exercise- based cancer rehabilitation before attending 
their first session. Thus, their autonomy did not need to 
be supported to engage with the Willow Team. However, 
active lifestyle does not explain the motivation of partici-
pants who attended the Fern Team’s services, which were 
not exercise- based and included acupuncture and fatigue 
management. Hence, it is possible that their autonomy 
was also supported alongside their competence to engage 
with the Fern Team when they received information 
about the cancer rehabilitation services.

However, without the right information, neither partici-
pants’ autonomy nor their competence can be supported 
to engage with cancer rehabilitation services. This is a 
particular issue, as due to the lack of integrated care and 
routine service provision, PABC can be discharged from 

Figure 2 Refined context- mechanism- outcome configuration. MDT, multidisciplinary team; PABC, people affected by cancer.
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cancer services without ever being offered rehabilitation. 
Lack of integrated cancer rehabilitation in the treatment 
pathway has been reported internationally.55–58 However, 
it must be mentioned that since the publication of the 
National Health Service Long Term Plan, rehabilitation, 
particularly prehabilitation, has received greater atten-
tion, aiding its integration into treatment pathways in the 
UK.59 In Wales, the recently published Cancer Improve-
ment Plan also outlined steps to integrate prehabilitation 
into the cancer pathway.60 However, the Cancer Improve-
ment Plan is particularly focused on prehabilitation, thus 
HCPs need to ensure that rehabilitation throughout and 
following treatments are also equally embedded into 
cancer pathways. Hence, addressing the ever- present 
medical model and educating the wider MDT is crucial.

Many HCPs in this study reported the persisting 
medical model as a potential inhibiting context. This 
finding aligns with the wider literature, which shows that 
the medical model often manifested in the prioritisation 
of pharmaceutical and surgical treatments compared 
with cancer rehabilitation.55 Moreover, the conservative 
thinking of certain medical professionals and ‘traditional 
values’ have been found to be a barrier to the imple-
mentation of exercise classes specific to PABC,61 even 
though current national and international guidelines 
recommend rehabilitation interventions.9 12 62 Prominent 
figures in oncology physiotherapy in the UK also argued 
that the medical model was a barrier to the provision 
and the development of cancer rehabilitation services.63 
Therefore, education of the wider MDT is necessary. 
There is emerging evidence that staff education might 
improve cancer rehabilitation referrals.64

Strength and limitations
Realist methodological framework guided this study, 
providing a rich, detailed CMO configuration that helped 
identify service uptake issues with two cancer rehabili-
tation services in South Wales. This is the first study in 
Wales that investigates the supporting and inhibiting 
contexts faced by cancer rehabilitation services and pres-
ents causal relationships in a model. This model could 
help understand what elements of healthcare provision 
needs to be addressed to meet PABC’s needs and improve 
their quality of life.

While the findings can be useful for service improve-
ment, the study also has some limitations. The sample size 
for the qualitative interviews was relatively small, partic-
ularly from the Fern Team, which could pose an issue 
as PABC in their care received different interventions, 
including fatigue management, acupuncture, SLT and 
dietitian input. This could limit the transferability of the 
findings. Additionally, interviewing PABC, who did not 
receive interventions from either of the two rehabilita-
tion services, as well as members of the wider MDT, was 
beyond the scope of this study. Therefore, it is possible 
that other contexts and mechanisms exist that could 
influence service uptake.

Regarding the quantitative analysis, the Willow Team 
did not collect data on their inpatient ward activity, so it 
is not possible to present the true extent of their service 
uptake. However, data collection in rehabilitation services 
is a historical issue, and research in recent years have 
identified these problems.46 Solutions have been offered 
and guidance are available for the minimum set of data 
that all cancer rehabilitation services should collect.46

Interviews were conducted between 2018 and 2019, 
covering a different time period than the routinely 
collected data (2014–2017). This means that data extracts 
from interviews may not directly explain the fluctuations 
observed within the routinely collected data. However, 
consultations were arranged with the Willow Team to 
confirm reasons behind the fluctuations and many of 
the interviewed HCPs were employed by the Willow 
Team while the routine data were collected. Therefore, 
these data extracts are still representative of the contexts 
surrounding cancer rehabilitation.

This realist- informed evaluation is part of a wider 
body of work, so not all CMO configurations could be 
presented here.48 Moreover, as this study was conducted 
prior to the COVID- 19 pandemic, it may not be represen-
tative of current service provisions. However, based on the 
2021 WCPES results, support for PABC did not improve,15 
and the COVID- 19 pandemic had a significant impact on 
cancer rehabilitation services, further highlighting the 
need to address the inhibiting contexts identified in this 
study.

Implications for practice and future research
Promotion of cancer rehabilitation is essential and educa-
tion for the wider MDT needs to be provided to increase 
staff’s knowledge for improved referral rates and service 
uptake. Future research could focus on the development, 
feasibility, effectiveness and implementation of educa-
tional and promotional interventions for cancer reha-
bilitation. Additionally, as the findings suggest that the 
lack of routine provision of cancer rehabilitation is an 
inhibiting context, it is important to consider integrating 
cancer rehabilitation into the treatment pathway. Recom-
mendations from the international literature suggest 
that conducting a rehabilitation needs assessment from 
diagnosis through to recovery, or adopting a prospective 
surveillance model, could help integrate rehabilitation 
and facilitate the timely identification and management 
of long- term and late effects of cancer treatments.65 66 
This continuous surveillance and rehabilitation service 
integration could be supported by the routine use of 
patient- reported outcome measures and improved elec-
tronic healthcare systems.65 67 68 Moreover, embedding 
rehabilitation professionals or a rehabilitation navigator 
within cancer centres and care teams can provide PABC 
with earlier access to the right supportive services.69 
However, more research is required to test the effective-
ness and implementation of new integrated care models, 
as well as to establish robust evaluations and feedback 
mechanisms to rapidly improve care provision.70
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Based on realist philosophy, the stratified nature of reality 
means that final knowledge cannot be fully achieved, and 
new contexts and explanations may continue to emerge. 
In this study, only PABC who completed rehabilitation 
episodes with either the Willow or Fern Teams were inter-
viewed. However, interviewing PABC who did not receive 
any cancer rehabilitation interventions from these teams, 
or who disengaged for any reason, could expand the 
knowledge base on the factors influencing cancer reha-
bilitation service uptake. Future research could focus on 
exploring the experiences and perspectives of PABC who 
have not received rehabilitation or supportive care.

As for this study, only oncology specialist AHPs working 
in cancer rehabilitation were interviewed, future research 
could explore the perspectives of the wider MDT, which 
could help further develop the CMO configuration 
presented.

CONCLUSIONS
While cancer rehabilitation has been found to improve 
clinical and patient- reported outcomes throughout the 
years, the findings of this realist- informed mixed- methods 
study indicate issues with cancer rehabilitation uptake due 
to variations in how PABC were informed about existing 
services. Information provision was influenced by several 
contexts, including a lack of consensus on the meaning 
of cancer rehabilitation, the wider MDT’s perception 
and knowledge on cancer rehabilitation, the prevailing 
medical model in healthcare and the absence of routine 
service provision. To address these inhibiting contexts, 
educating the wider MDT regarding the aim, modalities 
and importance of cancer rehabilitation is crucial.

X Judit Katalin Csontos @CsontiK and Tessa Watts @tesswatts15
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Patient Interview guide 

Phase 2: face to face, individual, audio recorded interview 

Principal Investigator: Judit Katalin Csontos 

Interviewee – Interviewer Introduction 

The aim of this interview is to look at how cancer rehabilitation services work in South Wales. I 

would like to explore what rehabilitation means for you and what value cancer rehabilitation has for 

you. We aim to investigate what helps you make the most of the services and what barriers you have 

to face in accessing rehabilitation and getting appropriate help for your needs. These interviews will 

help us to better understand what works in cancer rehabilitation and how it works. Better 

understanding of how cancer rehabilitation works for you can identify the achievements and 

problems of the services and can help to improve them. Therefore I would like you to tell me 

anything that is important for you. There are no right or wrong answers. 

General questions:  

How are you? 

How has your day been? 

Research question Interview questions 

What do patients and service providers 

understand as cancer rehabilitation?  

 

Could you tell me how you learnt about cancer 

rehabilitation? 

 

What did you think cancer rehabilitation was 

when you started it? 

 

Could you tell me what cancer rehabilitation 

means for you now? 

What are the barriers and facilitators of cancer 

rehabilitation? 

 

 

Could you tell me what kind of problems you had 

with your health and well-being related to your 

cancer or treatment that you needed help with? 

 

Could you tell me what bothered you related to 
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What are the barriers and facilitators of cancer 

rehabilitation? 

 

 

your health? 

 

 

 

 

 

 

What kind of help have you got from 

consultants, nurses, healthcare professionals, or 

health and social care services? 

 What do you think which aspects of care 

was helpful (eg. patient information, 

contact with professionals, exercise)? 

 Could you tell me in what way was it 

helpful (eg. getting fit, help with 

independence)? 

 How did the care provided live up to 

your expectations? 

 Who provided help? 

 How did you get in contact with them? 

 Was there anything that made it hard for 

you to access help or get in contact with 

a professional? 

 Could you tell me what made it hard for 

you to access the cancer rehabilitation 

service? 

 

Do you think this help was enough to ease the 

problem?  

 What more do you think could be done 

(eg. more information, more sessions)? 

 What do you think, why you did not get 

enough help? 

 

After rehabilitation what bothers you about your 

health condition? 
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What value cancer rehabilitation has from 

patients’ and service providers’ perspective? 

How did cancer rehabilitation affect your life, 

everyday activities? 

 

What kind of permanent changes the 

intervention you received evoke in your 

lifestyle? 

 

What do you think in what way cancer 

rehabilitation was valuable for you? 
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Service provider Interview guide 

Phase 2: face to face, individual, audio recorded interview with service providers 

Principal Investigator: Judit Katalin Csontos 

 

Interviewee – Interviewer Introduction 

The aim of this interview is to look at how cancer rehabilitation services work in South Wales. I 

would like to explore what rehabilitation means for patients and for you (healthcare professionals) 

and what value cancer rehabilitation has for you. I aim to investigate what helps patients to benefit 

from the services and what barriers they face in getting appropriate help for their needs. Your 

answers can help us understand what works in cancer rehabilitation and how it works. Better 

understanding of how the services operate can identify achievements and problems and help 

improving cancer rehabilitation. I would like you to tell me anything that is important for you. There 

are no right or wrong answers. 

General questions: 

How are you? 

What is your position at your institution? 

How long have you been working for this institution? 

Research question Interview questions 

What do patients and service providers 

understand as cancer rehabilitation?  

Could you explain to me what cancer 

rehabilitation means for you? 

 

Could you tell me what your expectations of 

cancer rehabilitation are as a professional? 

What are the barriers and facilitators of cancer 

rehabilitation? 

 

 

 

Could you tell me what therapies or support do 

you offer at your institution? 

 

What principles, theories or guidelines do you 

follow in the therapies and support of cancer 

patients? Could you explain it to me why? 
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What are the barriers and facilitators of cancer 

rehabilitation? 

 

 

What are the most common referral routes (eg. 

consultant, General Practitioner, self-referral)? 

 

 

In your experience what are the most common 

cancer sites and site related problems patients 

visit cancer rehabilitation with? 

 

Could you tell me what type of patient 

assessment do you use? 

 Why do you use this type of patient 

assessment? 

 

Could you tell me what the difficulties you have 

to face in providing patient care are?  

 What do you think the sources of these 

difficulties are? 

 Could you tell me about any institutional 

difficulties you have to face? 

 Could you tell me about any patient 

related difficulties you have to face? 

 

What do you think about the 4 level model of 

rehabilitation?  

 Do you think your work is guided by this 

model? 

 

What value cancer rehabilitation has from 

patients’ and service providers’ perspective? 

Could you tell me what the short-term benefits 

of therapy and support are? 

 

What are the long-term benefits of therapy and 

support? 
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What do you think what aspects of health and 

well-being the support you provide can affect? 

 

 

BMJ Publishing Group Limited (BMJ) disclaims all liability and responsibility arising from any reliance
Supplemental material placed on this supplemental material which has been supplied by the author(s) BMJ Open

 doi: 10.1136/bmjopen-2024-087812:e087812. 14 2024;BMJ Open, et al. Csontos JK


	Exploring what influences the uptake of cancer rehabilitation services: a realist informed mixed-methods study
	Abstract
	Introduction
	Methods
	Initial programme theory
	Setting
	Data collection methods
	Secondary analysis of routinely collected data
	Descriptive data analysis
	Semi-structured interviews
	Qualitative data analysis and combining qualitative and quantitative data
	Patient and public involvement

	Findings
	Outcome: uptake of cancer rehabilitation services
	Mechanism: inconsistent or insufficient information provision
	Context: people’s perceptions, the wider MDT’s knowledge, medical model and the lack of routinely provided cancer rehabilitation services

	Discussion
	Summary of findings
	Comparison with existing literature
	Strength and limitations
	Implications for practice and future research

	Conclusions
	References


