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ABSTRACT

Introduction: Cancer is a growing health, social and
economic problem. 1 in 3 people in the UK will develop
cancer in their lifetime. With survival rates rising to over
50%, the long-term needs of cancer survivors are of
growing importance. Cancer rehabilitation is tailored to
address the physical or psychosocial decline in ability to
engage in daily activities. Its use is supported by high-
quality international, multicentre research. Incorporating
strategies for self-management behaviour development
into rehabilitation can prepare individuals for cancer
survivorship. However, healthcare professionals will
need to adjust their therapeutic interactions accordingly.
Research is yet to clarify the impact of the therapeutic
relationship on rehabilitation outcomes in cancer. This
study aims to explore the impact of therapeutic
relationships on self-management behaviours after
cancer.

Methods and analysis: This qualitative study aims to
understand cancer rehabilitation participants’ beliefs
regarding the importance of therapeutic relationships in
developing self-management behaviours. A sample
representative of a local cancer rehabilitation cohort will
be asked to complete a semistructured interview to
identify their perspectives on the importance of
therapeutic relationships in cancer rehabilitation. Data
obtained from the interviews will be analysed, coded
and entered into a Delphi questionnaire for circulation to
a local cancer rehabilitation population to determine if
the views expressed by the interviewees are supported
by group consensus.

Ethics and dissemination: This study was approved
by Wales Research Ethics Committee 6 (15/WA/0331) in
April 2016. Findings will be disseminated through the
first author’s doctoral thesis; peer-reviewed journals;
local, national and international conference
presentations; and public events involving research
participants and the general public.

INTRODUCTION

The increasing incidence of cancer is a
growing health, social and economic
problem. Current estimates expect as many

Strengths and limitations of this study

= This study starts to explore how therapeutic rela-
tionships impact on survivorship, as perceived
by cancer rehabilitation participants.

= Cancer rehabilitation participants will inform the
design of future cancer services as experts in
their experience.

= This foundation study will be unlikely to offer
guidance on how to quantify or measure the
specific impact of therapeutic relationships.

as one in three people in the UK to develop
cancer in their lifetime.! Advancements in
screening programmes and treatments have
improved 5-year survival rates to over 50%
for some cancers.” A joint Department of
Health, Macmillan Cancer Support and NHS
Improvement3 report forecasts a possible 3%
annual increase in the size of this population
with estimation that up to 3 million people
in the UK living with a cancer diagnosis by
2030. This makes the long-term needs of
cancer survivors a growing importance from
a healthcare and social perspective.

Cancer rehabilitation

Cancer rehabilitation is a complex set of
interventions, tailored to meet the needs of
individuals who experience a decline in their
physical or psychosocial ability to undertake
daily activities or life roles at any point follow-
ing a diagnosis." ° Cancer rehabilitation ser-
vices should be multidisciplinary, focus on
meeting the functional impact of cancer and
cancer treatments, and aim to optimise indi-
viduals’ participation in daily activities and
life roles.® Allied health professions (AHP),
including occupational therapy (OT), physio-
therapy, dietetics and speech and language
therapy, play key roles in the delivery of
cancer rehabilitation programmes.
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The last decade has seen a rapidly expanding pro-
gramme of high-quality research into cancer rehabilita-
tion. This research portfolio has demonstrated
improvements in physical and psychosocial outcomes fol-
lowing cancer rehabilitation.”™!!

Key opportunities for cancer rehabilitation to impact
in improving outcomes for people with cancer include
prehabilitation or preparing people for diagnostic inves-
tigations or treatment,'*'* supporting fluctuations in
function throughout and facilitating recovery after treat-
ment'* and supporting selffmanagement thereby prepar-
ing individuals for cancer survivorship.'®

Self-management

There is an increasing body of research guiding self-
management interventions for a range of long-term
health conditions including cancer.'® Much of this
research is focused on the impact of patient education,
skills development and self-monitoring interventions on
enabling people to take control of their health.'” Using
a self-management approach within a clinical context
moves away from traditional rehabilitation service deliv-
ery models. Selffmanagement expects a greater level of
active participation by healthcare recipients. It also
demands an adjustment to the style of therapeutic inter-
actions by healthcare profff:ssionals.]8

Therapeutic relationships

Using therapeutic relationships to support care delivery
aimed at improving treatment outcomes is not unique in
OT. There is also evidence supporting therapeutic rela-
tionships in other professions, including nursing]9 and
psychotherapy.®”

In addition to achieving goal-related physical rehabili-
tation outcomes,21 additional key benefits of adopting
this approach in practice are the potential to facilitate
the development of confidence and self-esteem by redu-
cing anxiety.22

In OT, the therapeutic relationship is considered one
of the most significant dimensions of treatment interac-
tions;23 ideally built through a reflexive process whereby
healthcare professionals consciously engage personal
attributes and behaviours to develop therapeutic rela-
tionships with patients to optimise treatment outcomes.

Although research to date cannot provide clear asso-
ciations between the impact of the therapeutic relation-
ship on psychosocial outcomes in cancer” due to
complexity of these relationships, it does form a solid
foundation from which to further look into how this
powerful tool might better support self-management for
those who are learning to live with or after cancer.

Theoretical framework

Self-determination theory (SDT) is a person-centred
behaviour change model which encourages healthcare
professionals to focus on supporting the development of
personal autonomy for patient self-managing long-term
conditions. Within this framework, the idea of

relatedness (identifiable as the therapeutic relationship)
can be considered a key mechanism by which change is
achieved.”> Despite evidence supporting SDT as an
effective model in healthcare, Ng et al?® call for more
research into the mechanisms that effect health behav-
iour change.

Boger et al’’ highlight therapeutic relationships with
healthcare professionals, as part of a broader positive
network, as a fundamental element in providing effect-
ive selfmanagement support. This relationship can
promote knowledge, skills, development of identity and
independence commonly associated with optimal self-
management outcomes, and can be a key feature in
people feeling enabled to manage their own care.

METHODS

Objectives

The objectives of this study are to:

» Describe therapeutic relationships as experienced by
people affected by cancer during rehabilitation.

» Identify participants’ perspective of potential barriers
and facilitators to effective therapeutic relationships
during cancer rehabilitation.

» Understand the importance of the therapeutic rela-
tionship during cancer rehabilitation in relation to
achieving participant-driven outcomes.

Setting

This qualitative study aims to explore the experiences
and perceptions of participants connected with a cancer
rehabilitation service located in South West Wales, UK.
This service is provided by specialist oncology occupa-
tional therapists and physiotherapists based in secondary
care, who work closely with specialist oncology medical,
nursing, dietetics and speech and language therapy
teams. The cancer rehabilitation service links with com-
munity, leisure and voluntary sector organisations across
South West Wales to ensure participants have access to a
holistic programme of physical, emotional and social
support. The Health Board, within which this team sits,
hosts the South West Wales Cancer Centre, which is
responsible for providing specialist cancer services for
residents of the local Health Board and one adjacent
Health Board. The cancer rehabilitation service provides
inpatient rehabilitation to the local oncology/haematol-
ogy ward, and outpatient rehabilitation for this
population.

This study focuses on the outpatient programme,
which is free of charge to participants and offers a holis-
tic needs assessment on first contact and at 12 weeks fol-
lowing individual and/or group rehabilitation. This
service is available to individuals with all tumour sites,
including blood cancers; and can be accessed by self
or professional referral before, during and after surgical
or oncological treatment. This includes availability for
people presenting with long term or late-onset conse-
quences of treatment. See figure 1 for tumour site
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Cancer Rehabilitation Population Composition by Tumour Site in
Relation to Reported Incidence (WCISU 2016).

40.00%
35.00%
30.00%
25.00%
20.00%
15.00%
10.00%

5.00%

0.00%

| In
‘7
Q//b{_}' I

D

B CANCER REHABILITATION 2011-2015

Figure 1

profile of cancer rehabilitation population from 2011 to
2015.

Participant recruitment

All people referred to and recorded on the cancer
rehabilitation service database from 2011 to 2015 will be
eligible to take part in this research. The cancer rehabili-
tation service does not provide treatment for children.
Therefore, eligible research participants would include
persons aged 18 years or older, having been affected by
cancer of any type, at any disease stage and having com-
pleted or be in the process of participating in the local
cancer rehabilitation programme (see figure 2 for
details).

Recruitment to the semistructured interviews and
Delphi questionnaire will follow the procedure outlined
in the study overview (see figure 3). An initial list of
potential research participants from the service referral
database will be cross-checked against a Health Board
patient information management system, to ensure that
up-to-date contact details are available and ensure that
undue distress is not caused by contacting the house-
holds of individuals who have not survived their cancer.
Eligible participants will be posted a research invitation
and preconsent form, allowing time to consider partici-
pation in the study. On return of the preconsent form
using a reply paid envelope, names and contact details
will be held on a password-protected database, accessed
by the research team only. This will be required for the
practical purposes of providing supplemental informa-
tion or explanation of the study, to answer any questions,
complete demographic screening questions and register
participant preference for research activity, arranging of

B ABMUHB 2010-2014

ALL WALES 2010-2014

Relative tumour site profile of cancer rehabilitation population (2011-2015).

face-to-face interviews and recording the return rate
from each round of questionnaires.

A demographic data collection tool, based on the
National Cancer Patient Experience Survey,™ will be
used to identify sample age, sex, ethnicity, highest level
of education and main employment status at the time of
starting rehabilitation. In addition to this, data will be
collected relating to any non-cancer long-term condi-
tions, time since first cancer treatment, whether partici-
pants have been treated for one or more cancer
diagnoses and type of cancer treatment/disease
responses status at the time of rehabilitation.

Following a period of 4 weeks, a second mail out will
take place to participants who are yet to have responded.
If no further response has been received from potential
participants within the following 4 weeks, non-consent
will be assumed. These individuals will not be
approached again.

Participant choice

Participant collaboration in service development has
been highly valued by the local cancer rehabilitation
service from its inception in 2008. In an attempt to
maintain this collaborative philosophy throughout the
research, the study design will offer participants a choice
whether they would like to take part in one semistruc-
tured interview and/or up to three Delphi
questionnaires.

Ideally, all participants who identify a preference to
participate in semistructured interviews will be accom-
modated. However, in the event that there are more
volunteers for the semistructured interviews than are
required, participants will be advised during screening

Wilkinson WM, et al. BMJ Open 2017;7:e012625. doi:10.1136/bmjopen-2016-012625 3
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Figure 2 Sampling procedure.

that the interview cohort will be selected from volun-
teers to provide best fit representation of variables,
including tumour site, disease stage, sex and age by the
variables’ percentage proportion of the total local
cancer rehabilitation population. Those participants
who indicate a preference for interview, but are not
selected, will be asked to consider taking part in the
Delphi Technique in order to continue their involve-
ment in the study.

Data collection

Data collection for this study will take place in two
stages. The first stage will include semistructured inter-
views. The second stage will use a Delphi Technique.

Semistructured interviews

Semistructured interviews will offer local cancer rehabili-
tation participants the opportunity to describe their
experiences of therapeutic relationships with local prac-
titioners. These data will inform the first round of
themes for the Delphi questionnaires. This is aimed to
reduce the potential for value judgements to be
imposed on the research by the principal investigator. It
is estimated that 20 interview participants can be
selected to form a representational sample of the local
cancer rehabilitation population. The research team

8

reserves the decision to cease interviewing before this
quota is reached if data saturation occurs.”’

A semistructured interview schedule (see table 1) will
be piloted and then used to facilitate face-to-face inter-
views. The interviews will be conducted by the principal
investigator who is a member of the specialist oncology
therapy team which provides a local cancer rehabilita-
tion programme. A participant briefing will precede
each interview, during which informed consent will be
confirmed for audio-recording of the interview. It is
anticipated that the interviews will last no longer than
60 min, and will take place in an agreed NHS, cancer
charity or other location offering a suitably quiet, com-
fortable and confidential environment. A debriefing
opportunity will follow each interview, to ensure that the
research participant is aware of the purpose of, and pro-
posed use of the interview content; provide support and
signposting to appropriate services if the participant
found the interview upsetting.

The interview transcripts will be analysed by the prin-
cipal investigator using the content analysis framework
offered by Graneheim and Lundman.” Each interview
transcript will be read, identifying meaning themes
including words, phrases and sentences relating to the
therapeutic relationships in cancer rehabilitation. These
will then be condensed and grouped into themes. It will
be these themes which are used to design the first
Delphi questionnaire rather than professionals’ precon-
ceived codes.”

In order to cross-check data analysis to ensure data
quality, consistency in approach and transparency of ana-
Iytical decision-making,29 20% of the interview tran-
scripts will be analysed by a second reviewer. A third
reviewer will be used where needed to undertake a
further analysis and used if thematic discrepancies occur
between the first and second reviewer.

Reflexivity

Stanley and Nayar®® advise a reflexive approach to man-
aging the relationship between the researcher and the
research participants. Maintaining a research journal,
which articulates the experiences of the practitioner—
researcher relationship with study participants, is one
method which will be used to ensure study rigour. This
will explore the advantages and disadvantages of having
a prior therapeutic relationship with research partici-
pants on eliciting accurate research data which is a true
reflection of the participants’ beliefs. This journal will
also articulate the reasoning behind decision-making
during data analysis.

In addition to this, the principal investigator is skilled
in recognising if the research relationship runs the risk
of transitioning to a therapeutic relationship as a result
of rapport building. Redirecting the activity back to the
research topic, or sensitively terminating the research
activity and offering aftercare will ensure participant
safety and research validity.” Ongoing data analysis
cross-checking and monthly discussion in formal

4 Wilkinson WM, et al. BMJ Open 2017;7:6012625. doi:10.1136/bmjopen-2016-012625
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Figure 3 Study overview. [
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academic supervision with research mentors will provide
impartiality to the analysis and help to minimise practi-
tioner bias.*®

Delphi technique

The Delphi technique is a multistage process seeking to
understand the experiences of individuals by identifying
areas of consensus and diversity of opinion on a certain
topic, through the use of questionnaires. Statements in
the first Delphi questionnaire will be designed based on
the themes which emerge from the semistructured inter-
views. It will be piloted and sent to the research partici-
pants for whom a returned consent form is held. The
participants will be asked to rate each statement along a
five-point Likert Scale, where 0 indicates ‘of no import-
ance at all’, and 4 indicates ‘of absolute importance’.
Participants would also be invited to rank, in order of
importance, behaviours which typify the features of the
therapeutic relationship which they perceive as import-
ant to them.

The data analysis following this first questionnaire will
look to identify the diversity of opinion, highlight
common viewpoints and remove irrelevant data.
Participants will be invited to comment on the state-
ments and suggest additional ideas which will also be
summarised, analysed and used to generate new or
modified statements which will populate the question-
naire for use in the second round.

The second questionnaire will reflect the participants’
responses back to them, aiming to understand relation-
ships between statements, clarify topics and start to

{ Commence Delphi Technique ]

either build consensus or clarify the scope of diversity in
opinions. In order to ensure the quality of the data ana-
lysis, consensus will be considered to have been achieved
if there is a >75% agreement or disagreement for each
statement on the questionnaire.34

It is expected that there would be at least two rounds
in this Delphi, to offer the opportunity to provide feed-
back to participants, but no more than three rounds.
Following guidance provided by Keeney et al,* the inves-
tigator will determine the number of rounds from a
pragmatic viewpoint considering the time available, the
number of rounds required to scope opinion and par-
ticipant fatigue. Heiko”® argues that consensus without
stability in responses between the Delphi rounds leaves
the results open to misinterpretation. Consensus will be
calculated for each round in order to determine the sta-
bility of the groups’ responses. A third round, if under-
taken, will seek to focus on agreement between
participants, and stability of consensus or diversity in
responses.

Expected outcomes of the study

Anecdotal evidence from conversations with cancer
rehabilitation participants to date would suggest that
therapeutic relationships with healthcare providers will
be perceived as of a high level of importance. There are
a range of other factors which may also be considered
important in developing selfmanagement outcomes.
This research offers a unique opportunity for the beliefs
and opinions of cancer rehabilitation participants to
drive service development.

Wilkinson WM, et al. BMJ Open 2017;7:e012625. doi:10.1136/bmjopen-2016-012625 ]
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Table 1 Semistructured interview schedule

Introduction

Interviewer and interviewee introductions (Read verbatim to interviewee)“This interview will help us to learn more about how
rehabilitation works for people affected by cancer. | will ask you questions to help you describe in your own words your
thoughts, feelings and beliefs about if/fhow cancer rehabilitation has helped you to make life changes after cancer. We know
that everybody’s experience of cancer is different. | want you to feel comfortable enough to say what you really think”

Self-determination theory domains
Autonomy 1.

Interview prompts

Can you tell me how you first came in contact with the cancer rehabilitation

service? (eg, Keyworker/doctor/nurse/self-referral)
2. Can you tell me why you came in contact with the cancer rehabilitation service?
(eg, symptoms of cancer/treatment or return to life role)

Understanding and expectations of 1.
cancer rehabilitation

What did you expect from cancer rehabilitation before you had your first
assessment? (eg, Get back to normal?/Didn’t know what else to do?)

2. Did these expectations change after starting cancer rehabilitation?
If so, what made you change? If not, was there a reason?

=@

Competence

What was the best part about being involved in cancer rehabilitation? (If any)
What was the worst part about being involved in cancer rehabilitation? (If any)
. Has taking part in cancer rehabilitation helped to make changes to your lifestyle

or behaviour? (If so, what types of changes have been made? If not, was there

a reason?)

2. Can you tell me how important to you it has been to make changes to your
lifestyle or behaviour?
3. Can you tell me how confident you feel in maintaining any changes into the

future?
Participant perspective of relatedness

1. Can you tell me what you think the rehabilitation team does the best?
2. Can you tell me what the rehabilitation team could do better?
3

. Is there anything that the rehabilitation team did or said that stands out in your
memory? (eg, special/significant/specific moments that were good or bad)

Importance of relatedness 1.

How important has the relationship between you and the rehabilitation team

been in making lifestyle or behaviour changes?

2. Many people think of rehabilitation being provided by NHS therapists.
Sometimes other practitioners have an important role in your recovery from
cancer. Is there anyone else who you feel you have had a significant
therapeutic relationship with?

3. Can you describe what it is about this relationship that has helped you/held you

back?

Ethical considerations

This study has been reviewed by the Wales Research
Ethics Committee 6. Favourable ethical opinion has
been given (15/WA/0331).

DISCUSSION

There is a growing body of research which has been
exploring the effectiveness of cancer rehabilitation pro-
grammes. This research has compiled a robust case for
the use of physical activity in supporting people to live
well with the impact of cancer or cancer treatments.
However, there has been little exploration into the rela-
tionship between the rehabilitation participants and the
professionals delivering the rehabilitation programmes;
or the rehabilitation participants’ experiences of these
programmes.

Strengths and limitations
Groundwater-Smith and Mockler®’ propose a framework
for ensuring quality of practitioner research. In addition

to observing ethical processes, it incorporates demon-
strating transparency in processes, being collaborative in
nature, being transformative in intent and being able to
justify itself to its community or practice. This research
protocol has set out to achieve these quality indicators.
However, there are limitations to this study which need
to be considered.

There is a risk of an overly positive bias in the data,
given the existing clinical relationship between partici-
pants and the principal investigator. Professional prac-
tice doctorates were designed to close the gap between
clinical practice and academic knowledge generation by
enabling practitioners to approach the solution of real-
world problems through researching their own field of
practice.” This approach recognises the need to con-
sider practice issues within the complexities of their
context, and may limit the generalisability of the
findings.

Selecting an external interviewer may have reduced
the bias of the pre-existing therapeutic relationship
between the participants and the principal investigator.

6 Wilkinson WM, et al. BMJ Open 2017;7:¢012625. doi:10.1136/bmjopen-2016-012625
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However, the decision for the principal investigator to
conduct the interviews is congruent with the principles
of practitioner research and is closely scrutinised
through academic supervision and reflexive journaling.
The impact of this relationship will be a point of focus
in the analysis and interpretation of results.

Using the Delphi technique offers the advantage of
participants’ contributions via adding additional ideas
and comments, reinforcing the validity of the interview
findings. A Delphi technique offers participants a
focused structure for providing their thoughts on per-
sonal experiences, while remaining anonymous during
rounds of consensus building. Being able to reconsider
and revise answers in private may also emphasise the
reliability of the findings by reducing the risk of group
coercion.”” Considering the participants in cancer
rehabilitation to be the experts in their experience as a
group is not only crucial to the design of a Delphi study;
it is an opportunity for cancer rehabilitation participants
to voice their opinions formally. This will add a unique
angle to research into cancer rehabilitation which has
been largely researched from a healthcare professional
pf:rspective.10

Therapeutic relationships have historically been a chal-
lenging construct to define. Holmqvist et al”* used a
Delphi study to define the therapeutic relationship from
a professional perspective. This research aims to build
on their work by exploring rehabilitation participants’
perceptions of importance of therapeutic relationships,
given their role as collaborators in self-management
outcome development.?” It is not considered likely that
this work will be able to identify therapeutic relation-
ships as being effective in isolation from other treatment
modalities. Given the focus of this study is to understand
the importance, and identify barriers and facilitators, of
therapeutic relationships, it is unlikely that the issues of
quantifying and subsequently measuring therapeutic
relationships will be able to be addressed by this study.

CONCLUSIONS

The purpose of this study is to better understand how
cancer rehabilitation participants perceive the import-
ance of therapeutic relationships, in preference to
relying on professional observations. This will enable a
foundation for the further development of cancer
rehabilitation services. This will aim to ensure future ser-
vices are fit for purpose, and inform education pro-
grammes for professionals working in cancer and
non-cancer-specific settings.
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