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Abstract

Objectives To identify and describe the outcomes and
facilitating processes of participation at ‘Find Your Sense of
Tumour’ (FYSOT), a 2-day residential programme/conference
for young people with cancer, from the perspective of
professionals attending and patient representatives.
Design Case study.
Setting Observation of the ‘Find Your Sense of Tumour’
over 18s residential programme and face-to-face
interviews in hospital and phone interviews.
Participants Twenty-six participants — 19 professionals
from hospitals across the UK who accompanied young
people to FYSOT; 3 programme organisers; and 4 young
people from the programme steering committee.
Methods Participant observation and semistructured
interviews.
Results This process evaluation of an educational, social
and peer-to-peer support residential weekend for young
people with cancer identified key outcomes for young people
— positive attitudes (increased sociability, confidence),
belonging (feeling accepted, understood), recreation (trying
new activities, having fun) and increased knowledge (balance
between educational talks and interactions with other young
people); and three overarching facilitating processes — being
with other young people, the professionals accompanying
young people to the event for support and guidance, and the
conference/intentional programming. Being in a safe, relaxed
and fun environment with other young people facilitates the
development of peer support networks and increases young
people’s confidence and knowledge. Although the focus of
the residential programme is on young people, interviewees
acknowledge the impact of attending on professionals’
motivation, learning and changes in practice.
Conclusions This study has extended our understanding of
the role of residential programmes by identifying outcomes
and facilitating mechanisms. We have shown that residential
programmes have an important role in providing participants
with social, emotional and informational support, as well as
play an important role in redefining normality. Longitudinal
quantitative and qualitative research is needed to optimise
outcomes and design and implement quality programmes
that support young people’s development.

Introduction
Young people face rapid developmental
changes. A cancer diagnosis, treatment and
side effects pose a unique set of psychosocial
challenges during this period.1 2 Additional
challenges presented by their disease include

Strengths and limitations of this study
►► Our study was based on a large residential

programme encompassing the range of cancer
types occurring in young people.
►► Attendance at the residential programme is free to
young people aiming to be fully inclusive and limit
socioeconomic bias.
►► Participants represented a range of professionals,
nationally across four UK nations.
►► Observations were made by a single researcher;
however, involvement of the team in analysis and
interpretation of the data limited bias and confirmed
the processes and outcomes of the programme.
►► The observation was based on the over 18s
programme, so it may not reflect the processes and
outcomes for the under 18-year-old event.

understanding their diagnosis and treatment-related side effects,3 fear of recurrence,
worry about body image,4 sexual identity and
fertility,5 becoming independent of their families, and altered experience of education/
employment (eg, educational disadvantage
and delayed preparation for higher education or career goals due to school absence).6
Furthermore, extended periods of hospitalisation, multiple clinic visits and recovery
mean young people miss out on social and
learning opportunities.7 Isolation impacts
on young people’s skills development8 and
leaves them with potentially limited opportunities to learn how to cope with the physical,
psychological and social difficulties that
accompany their cancer diagnosis.7 8 A review
of social well-being in young people with
cancer reported greater challenges in social
functioning compared with the general population and when compared with younger and
older patients with cancer.1
Peer support from other cancer survivors may be important for transition to
cancer survivorship and validating survivors’ emotional and cognitive needs.9 This
premise has informed the development
of residential support programmes (eg,
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recreational summer camps).10 11 For example, a residential programme for children with cancer reported
support,
understanding,
encouragement,
acceptance and learning about their illness and treatment in
those attending.12 The importance of the relationships
developed during programmes, due to the shared significant common experience of a cancer diagnosis for those
attending, was also reported.13
Residential programmes for young people
Since the 1980s camps/residential programmes have
been used to promote successful accomplishment of
developmental life stages for children and young people
with cancer.14 An increasing number of programmes exist;
however, evaluation of what works, outcomes affected and
why is not fully described.7 15
Studies based on residential programmes in younger
adolescents with cancer and children with chronic
diseases have suggested improved self-esteem, developing
connections with other young people, togetherness and
creating memories16; social acceptance, physical appearance, global self-worth and decrease in loneliness17;
increased positive attitudes and respite18; improved
body image, self-compassion and self-esteem; and reduction in depression and alienation.8 Research has shown
changes following residential programmes do not necessarily occur in a linear, positive fashion (eg, outcome
differences by subgroups such as age, gender) so there
is a need for process and outcome evaluations to understand how specific aspects of residential programmes
optimise outcomes. This would allow organisers to design
and implement quality programmes that support young
people’s development.7 15
To date there has been limited systemic evaluation of
residential programmes for young adults with cancer.
Aims of the current research
‘Find Your Sense of Tumour’ (FYSOT; table 1;
online supplementary appendix 1 for detailed plan) is a
2-day residential programme with educational presentations, motivational speakers, workshops and social events
for young people with cancer.19 Despite some evidence
of a positive experience at the residential programme
(Teenage Cancer Trust personal communication, 2014),
this has never been systematically investigated, and the
process and factors influencing these positive outcomes
are not known.

Methods
Design
We undertook a case study, thought to be particularly
useful to investigate phenomena occurring within reallife contexts.20 We focused on the uniqueness of the case,
particular context, issues and story21 through participant
observation of the over 18s FYSOT and semistructured
interviews.
2

Setting
The observations were conducted at the residential
programme (table 1); self-reported demographics of
young people attending the conference can be seen in
table 2. Interviews were conducted over the telephone or
face to face in the hospital.
Not all participants answered all questions, and the
percentages shown are proportional to the numbers of
patients who answered each question.
Participants
A convenience sample of 19 professionals from 19 UK
hospitals (7 healthcare professionals and 12 youth support
coordinators) who accompanied young people to FYSOT,
3 programme organisers and 4 young people from the
programme steering committee took part in individual
interviews (total n=26). Professionals’ experience of
the residential programme varied, six were first-timers,
and thirteen had attended previously between two and
eight times. Young people on the programme steering
committee had been to the residential programme twice as
participants before being part of the steering committee,
thus had attended three or more times before the interview. The role of the professionals at the conference is to
provide safe guarding and support for the young people
attending in their group.
Procedure
An independent researcher (AM) attended and observed
FYSOT. No young person was approached or asked to
engage with the researcher. Professionals were informed
that a researcher would be observing FYSOT, who in turn
informed young people. All participants knew that if they
did not want the researcher present at any point during
the programme they could inform their group leader/
programme organiser. The researcher was not asked to
leave at any point over the weekend.
Following the observations, professionals, organisers and young people from the programme steering
committee were invited to take part in an individual
interview (in order to be inclusive, 75 professionals were
invited) by an ‘opt-in’ process. Only those who consented
to having their contact details shared were contacted by
the researcher to arrange an interview (n=19). We did
not collect any information on those who did not want
to participate, and all those who consented completed an
interview. Interviewees were sent the interview topic guide
in advance. Twenty-three interviews were conducted over
the phone and three interviews were conducted face to
face. All participants were informed that participation
was voluntary, consent was implicit and assumed when
they agreed to do the interview. Consent was a continuous
process and participants were reminded at the beginning
of the interviews they could stop at any point.
Data collection
Interviewees shared their views of the residential
programme, their experiences and reflections about how
Martins A, et al. BMJ Open 2017;7:e015309. doi:10.1136/bmjopen-2016-015309

Maximum twice

220

>6 months’ post-treatment signed by consultant
as well enough to attend or palliative but stable

All staff attending must have an up-to-date DBS, Good practice for safe guarding vulnerable
which must be renewed every 2 years
populations

1:6

Charity staff
Corporate volunteers

Self-contained apartment (villa) with sleeping,
social and cooking space
Minimum of two group leaders per villa

Medical emergencies/events dealt with by 24hour contracted paramedic team
Friday 16:00–Sunday 23:00

Attendance

Number of delegates

Martins A, et al. BMJ Open 2017;7:e015309. doi:10.1136/bmjopen-2016-015309

Fitness of delegates/
medical criteria

DBS checks

Group leaders:patient ratio

Additional staff/volunteers

Accommodation

Medication/medical events

Conference length

Support steering committee

Improved experience
Safe space

Safe guarding

Safer environment
Relevance of the programme

Maximises experience for young people

Keeps conference ‘fresh’
Residential programme facilitates moving
on for young people in the transition from
illness.

Maximise experience

Reducing responsibilities for group leaders

Enables use of all facilities
Promotes peer-to-peer interaction

Safe medical management

Continued

Supports peer-to-peer interaction
Safe space for young people and group
Encourages young people to learn new skills leaders

Manage ‘miscellaneous jobs’
Sign posting young people and group
leaders around venue/to information
Support for group leaders

Safe guarding young people
Providing adequate support for young
people

Safe medical management

Optimal number for peer-to-peer interaction

First attendance can be ‘overwhelming’
Second attendance ‘get it’
Gives as many young people as possible the
chance to attend

Not all young people will be able to selffund their attendance; therefore, the costs
of accommodation travel to and from the
venue, food and all residential programme
activities including workshops are covered.

Conference is free for young people and
professionals who accompany them.

Costs

Promotes inclusivity

Safe guarding
Changing from a single conference for
Relevance of shared peer-to-peer experience 13–24 years to 13–17 years and 18–24
years ensures a safer environment
Some benign brain tumours and
This study focused on the residential programme Facilitates networking and peer-to-peer
haematological disorders experience the
interaction between young people with
for patients now aged 18–24 with any cancer
similar ages and experiences
same treatments and care experiences as
diagnosis and includes some benign brain
tumours and haematological conditions.
patients with malignant tumour
Safe place for young people to share
No parents
experiences
Normalisation

Who can attend?

18–24 years

Rationale

Age range of participants

Purpose

Specification

Structure of 2015 Find Your Sense of Tumour (FYSOT) residential programme for over 18s

Item

Table 1

Open Access
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Table 2 Self-reported demographic details of young
people attending the residential programme

Young people require and respect guidance
Avoids chance of young people staying up
all night

Rationale

Open Access

n (%)
Gender
 Male
 Female

72 (40)
108 (60)

Current age
 18–24 years

174 (95)

 Over 24 years

  9 (5)

Time since last treatment
 Still receiving treatment

32 (18)

 Within last 6 months

40 (22)

 Six months to 2 years

74 (41)

 Over 2 years

33 (18)

4

This paper identifies and describes (1) the outcomes of participation at FYSOT; and (2) the processes that facilitate those outcomes.
DBS, Disclosure and Barring Service checks of criminal record.

Ensuring attendees have enough rest
Friday and Saturday closing times restricted
to 00:00
Conference timing

Item

Table 1

Continued

Specification

Purpose

Main place of care
 A children’s ward

34 (19)

 A ward for adults

32 (18)

 A specialist ward or area for teenagers and
young adults with cancer

87 (48)

 Outpatient department

27 (15)

Cancer type
 Lymphoma

20 (26)

 Carcinomas

12 (16)

 Leukaemia

11 (14)

 Bone and soft tissue

  9 (12)

 Benign tumour

  6 (8)

 Testicular
 Unanswered

14 (18)
104 (58)

young people benefited, challenges encountered and
suggestions for future FYSOT management (Topic Guide,
online supplementary appendix 2). Interviews were digitally recorded (duration between 31 and 96 min) and
transcribed verbatim.
Observations focused on peer-to-peer interactions
between young people and also between young people and
professionals (observations conducted over 29 hours). A
coding sheet developed to assist with the accuracy of the
observations included actors, location, time of day, time
spent observing, the activity observed and interactions22
(online supplementary appendix 3).
Data analysis
The framework approach was used to analyse transcripts and observation field notes, which was a flexible
and rigorous approach to team analysis.23 This method
involves charting and sorting data into a framework
to facilitate comparisons and interpretation of the key
ideas and themes emerging from data. Five key stages
are closely interlinked24 25: (1) familiarisation of the
data, (2) identifying a thematic framework, (3) indexing,
(4) charting and (5) mapping and interpretation
Martins A, et al. BMJ Open 2017;7:e015309. doi:10.1136/bmjopen-2016-015309
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Figure 1

Diagram of Find Your Sense of Tumour residential programme influencing factors.

(online supplementary appendix 4). Analysis was undertaken by one researcher (AM) and validated by two
researchers (RMT, LF). We compared and contrasted
the data elicited from interviews as well as from observations. Efforts were made to search for alternative themes,
divergent patterns and rival explanations to enhance
credibility.26
Interviewees’ quotes are presented in italic, followed by
participant number.
Results
Analysis of interviews and observations identified the
key outcomes and influencing factors. As represented
in figure 1, three interlinked influencing factors were
identified: being with other young people, the professionals accompanying young people to the residential
programme and the conference/intentional programming. These three influencing factors contributed to the
identified outcomes: positive attitudes, belonging, recreation and increased knowledge for young people.
Although the focus of the residential programme is on
young people, interviewees also reflected on the impact
of the programme on professionals (described last in this
section).

can just see them throughout the weekend blossoming.”
(019)
The observations corroborated this theme. For example,
on Friday young people remained at their dining tables
and danced later in the evening; on Sunday, dancing and
socialising with other groups occurred immediately away
after dinner (online supplementary appendix 1 shows
programme). Another example was observed in the
increased numbers of young people recording videos at
JTV Big Brother chair as the weekend progressed. They
shared how they had met and become friends with other
young people over the weekend. Young people from
different groups were observed interacting as a result of
a quiz activity aimed at learning information about other
groups; one individual in particular was observed on
Friday evening first alone in the lounge area, then alone
at the table, not smiling and then being invited by other
young people to participate in the quiz. Following this,
they were then observed dancing and connecting with
other young people on that and subsequent nights.
When reflecting on the weekend at FYSOT, interviewees shared that FYSOT helped young people build
their confidence or how it had given them back their
confidence.

Outcomes
Positive attitudes: change in interactions over the weekend
Interviewees described an increase in young people’s
sociability and confidence over the weekend. When
young people arrived at the venue, they were described
as shy and withdrawn, but as they settled in and attended
the first social activity — the DJ on Friday night — young
people became more sociable and outgoing. Interviewees
described this pattern and its repetition at previous
FYSOT.

Belonging: you are not alone
FYSOT gives young people an opportunity to be with other
young people with cancer and feel accepted and understood, which may not happen outside the programme, as
described here:

“I think you can see an immediate impact in which young
people, while they’re there, will really come out of their shells
(…) our young people that have really low self-esteem, you

Young people described that at FYSOT they did not have
to explain why they had not completed their school
exams (eg, General Certificate of Secondary Education

Martins A, et al. BMJ Open 2017;7:e015309. doi:10.1136/bmjopen-2016-015309

5

“their normal friends don’t understand them, they don’t get
it whereas their cancer friends, as they put it, they do. They
understand where they are coming from, they understand the
issues that they have.” (006)

Open Access
(GCSEs)) or why they may nap in the afternoon (eg, due
to fatigue).
Interlinked with this was a sense of freedom of being
allowed to be themselves. The shared experience of a
cancer diagnosis allowed them to talk about who they
were as a person:
“I think it socialises them with other people in the same shoes
as them (…) with other young people that can empathise
and can understand (…) it just cuts their story short and
they can get on with being themselves and not having to
explain themselves.” (013)
Young people described two worlds, the “cancer world”
and the “normal world”. Professionals and young people
discussed this paradox of feeling normal, not the odd one
at FYSOT compared with feelings of not belonging in the
outside (normal) world.
“just having a really good time (…) They didn’t have to
worry that, you know, they had one leg, or they didn’t have
their hair, because everybody was in the same situation, and
you didn’t have to think about that at all.” (004)
This concept was repeated throughout the weekend,
the idea of not being alone, having cancer friends and
belonging.
“I think they can often feel really isolated in, you know, their
school friendships, or social friendships (…) and they meet
somebody else that’s going through something similar to them,
that’s a really powerful thing (…) a lot of young people will
say, ‘I wouldn’t have made it through this without my cancer
friends.’” (019)
Professionals shared how young people discovered
during FYSOT that recovery was not just physical but
also involved social interaction, peer and psychosocial
support. Being at the residential programme, meeting
other young people and learning how they had coped
with challenges allowed young people to benefit and
learn from the shared experience of others.
Young people mentioned FYSOT helped to address
issues they had not thought about before, as there had
not been space outside the programme for them to
reflect on their experiences and deal with emotions.
While it could be difficult to express feelings due to the
desire to protect their family, the shared experiences at
FYSOT allowed young people the freedom to explore
and understand their experiences and emotions freely.
For example, a young person shared it was like “looking at
someone and recognising what you had been through.” Humour
also connected “cancer friends”, as observed in a video
recorded by a group on Saturday — young people shared
how cancer jokes to the “outside world” could seem offensive; however, at FYSOT it allowed a sense of normalcy,
which they valued.
Recreation: having fun and trying new activities
The intensity of emotions and experiences was balanced
by exposure to (new) recreational and leisure activities.
6

For some, attending FYSOT was their first experience
of being away from family (first time ever or first time
since diagnosis) and with other young people. A weekend
of sharing living spaces with a group of other young
people (and professionals) allowed exposure to cooking,
cleaning or simply making a cup of tea.
Social activities included a DJ, a paying bar, Big
Brother chair, photo booth, chill out area, workshops
(eg, make-up, jewellery making), complimentary
therapies (eg, massages) and swimming (online supplementary appendix 1).
The consumption of alcohol is permitted by young
people at the over 18s programme, as it is believed to facilitate normalisation of experiences in a safe environment
(they could drink but were monitored and supported by
professionals).
“we had an eighteen-year-old boy who'd never been out (…)
it was the first time ever, he’d stood there at a bar, with a
male friend (…) and had a drink. He will say to this day,
that was his most amazing experience, because he was doing
something that a normal young man did (…) we were
monitoring and working with him.” (018)
Increased knowledge: learning from talks and other young people
From inception FYSOT has included young people
sharing their story on the main stage. The benefit of this
was acknowledged in the interviews:
“I think it’s just seeing another young person get up and
speak about, kind of, thoughts and feelings and fears and
anxieties that they have (…) seeing other young people who
are, you know, fit and well and healthy, or sometimes not,
getting up and speaking about experiences that they’ve also
had.” (010)
Listening to other young people sharing their experience was powerful and empowering, as one interviewee
described “they come away feeling reassured, and feeling positive that they can do things” (017). However, there were
potential caveats to listening to others’ stories, such as
feelings of “survivors’ guilt” (eg, when young people who
had relapsed or were palliative shared their stories).
Professionals were aware of this and were there to support
young people.
Learning took place through the formal presentations and informally through sharing of experiences
and coping strategies between young people. One young
person from the steering committee described:
“So it’s just like little insider tips that you get to know about
(…) it’s the link to the cancer community (…) which I think
people definitely take away from it, whether it be the directly
educational stuff from the talks, or whether it just be talking
to other patients.” (026)
Learning from others “down the line” or that “have come
out the other side” was repeated in the interviews, shared
in some presentations and also in peer-to-peer interactions observed. Young people were inspired to see
Martins A, et al. BMJ Open 2017;7:e015309. doi:10.1136/bmjopen-2016-015309
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someone with a similar diagnosis “further down the line”; it
offered hope and practical examples of how to cope with
emerging issues and emotions:
“listen to people that have gone through that with them, and
have come out the other side, and given them advice of how
they did it.” (019)
The structured presentations were catalysts for young
people to share and discuss their views with other young
people and professionals accompanying them when they
went back to their chalets. For example, in this FYSOT
the topic of death and dying was approached in two plays
and the conversations that followed were very difficult,
but it gave the opportunity for young people to talk about
friends they had lost and about their feelings.
Similarly, presentations on relationships and fertility
facilitated discussions about young people’s concerns
about fertility and offered advice on who to contact when
they went back home. Sexuality was a topic discussed
during presentations and also in the safe environment of
the group chalets with other young people who understood them and professional support (eg, young people
discussed fears about disclosing their cancer to potential
romantic partners).
Processes
Analysis identified the key outcomes of the residential
programme: positive attitudes, belonging, recreation and
increased young people’s knowledge. These outcomes
were facilitated by three interlinked processes: being
with other young people, the support and guidance from
professionals accompanying them, and the conference-intentional programming.
Being with other young people: spatial proximity to others
Interviewees described how young people prior to FYSOT
might have had limited peer contact “so they truly could be
the one teenager stuck in a side room (…) Just over the course of
the weekend, him realising that there were other people his age
with the same disease, and they were doing okay (…) The change
in him was quite impressive, and from that it just carried on”
(015).
Being in a room with other young people with cancer
(n=200) was described as overwhelming, astonishing and
empowering:
“I could see (…) how excited they were, how impressed and
amazed they were, to walk into a room where there were that
many young people that they could relate to.” (019)
This context allowed young people to share their feelings:
“You know that no-one’s judging you, so they’re all allowed to be
very emotionally free” (001); feel positive, confident, relaxed
and accepted. The empowering effect of being with other
young people and the respite from limiting beliefs and
being self-conscious about their body image is illustrated
in this example:

them at the side of the pool. Everyone just jumped in and
everyone had scars and bald heads and all that, but it was
just the first time for her that it just didn’t matter (…) It
was just really an inspirational moment for her. That’s what
Find Your Sense of Tumour is all about. It’s just about being
yourself and remembering who you are as a person.” (012)
Support and guidance from professionals
The role of accompanying professionals was pivotal to
the impact FYSOT had on young people. Professionals
invited, organised, accompanied and supported young
people throughout. The level of support and preparation prior to the event varied between hospitals. Some
professionals organised activities prior to the programme
to engage and support young people; this was viewed as
potentially improving young people’s experience at the
event. During the event, professionals were observed
guiding young people, showing them what they could do
and what was available.
Although not all professionals shared the chalet with
young people, there was a shared belief that being present
allowed better support for young people, improved their
relationship with the group and contributed to their
knowledge of how young people support each other and
what their needs were.
“they’d built up a good relationship with each other, and with
us, that we weren’t going to judge them, and they weren’t
going to judge each other. That’s what the weekend created,
it created a really good bond, and it gave them the confidence
to talk about things that are a bit difficult.” (003)
Professionals were advocates for young people and fed
back concerns/problems to organisers at regular meetings throughout FYSOT.
Conference-intentional programming
The three key elements of the residential programme
were peer-to-peer support, having fun and learning; as
one participant described, FYSOT is “about them [young
people] having a good time. Having a good time most of all,
meeting other people. Learning about what’s going on with them”
(020).
Intentional programming had young people at its
core. Young people’s feedback was part of the residential programme and contributed to changes in it (eg, the
balance between presentations and free time changed
throughout the years as a result of young people’s feedback).
There was a culture that emphasised respect, caring,
acceptance and fun through listening, treating young
people as capable, providing empathy and connection.
This professional shared young people’s feedback:
“they felt like they were treated as adults, they felt like they
were respected and the information was given in a funny
way. It was really useful information and it was fun.” (006)

“she hadn’t been swimming since she’s had her cancer
diagnosis (…) people were taking their wigs off and leaving

Observations supported this. On arrival, young people
were received by friendly, welcoming volunteers and
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organisers who guided and informed them. The culture
of acceptance and support was also observed between
young people, who were from the onset supporting
others with mobility constraints. This extended to the
dance floor, where groups were observed dancing with
those in wheelchairs.
Communication on stage was also relaxed. A further
example of the relaxed and fun environment was the
showcase (online supplementary appendix 1) performed
on the second night.
“the showcase (…) clapping and cheering on other cities
(…) there’s just always a really nice feel in the room when
we do that.” (019)
Observations recorded during evenings included young
people, volunteers and organisers smiling and laughing,
a relaxed environment, with dancing and singing.
Fun was also considered integral to presentations as
described here:
“I think fun is essential (…) it lightens the mood and it
makes you listen and learn more when the serious things
come in.” (017)
Education during the event was balanced between topics
covered and presenters (young people sharing their
experience, professionals and inspirational/motivational
speakers). For example, on Saturday a young person did a
presentation on mental health difficulties after treatment
and how to seek help, followed by handset questions and
a presentation with a specialist on fertility focused on the
effects of chemotherapy on fertility (see online supplementary appendix 1 for more details on presentations).
Attendance on Saturday was packed with full attention
from young people, with fluctuations on Sunday. Young
people also shared their views during three sets of handset
questions that allowed immediate visualisation of the
group answers to topics previously identified as relevant
to young people and used for consultation and research
planning.
Professionals
Outcomes also emerged for professionals accompanying
young people. Professionals experienced renewed motivation and passion, and this was facilitated by the relaxed
and fun environment: “it was kind of a reminder that, actually, it is worth those really tough, emotionally draining days,
when you've got your group laughing and dancing” (003).
Moreover, a strong component of learning existed for
professionals:
“I also think for volunteers and for staff and healthcare
professionals, it’s the increased knowledge about how cancer
affects young people and if that’s body image, or confidence,
or relationships, or fertility.” (014)
Learning from listening to young people was considered a powerful training method. In some cases, this was
translated into changes in practice and development of
support specific to young people’s needs.
8

“Young people were speaking about the mental health
talk (…) So now what I’m going to try and do is work
with a mental health professional to design a workshop or
programme for our patients.” (010)
FYSOT is also a networking opportunity for professionals. However, some professionals struggled with
negotiating time to attend; this may be due to a lack of
shared understanding about the event. Instead of being
just a fun activity, attending the residential programme
contributed to practice and service improvement, namely
professionals described following up young people
and identifying topics that young people needed support
with and how they could support them in practice after
FYSOT.
Discussion
This process evaluation of an educational, social and peerto-peer support residential programme for young people
with cancer identified key outcomes for young people —
positive attitudes, belonging, recreation and increased
knowledge; and three overarching facilitating processes
— being with other young people, the professionals
accompanying them and the conference/intentional
programming. Attending the event also had an impact on
professionals’ motivation, learning and changes in practice.
FYSOT contributed to a greater sense of group identity or community (similar findings have been reported
in the literature (eg refs 16 17). This is a developmentally
important task for young people14 27 who are interrupted
by their diagnosis, and although family and friends
provide an important and valued source of support,28
this support may be insufficient as family and friends may
not understand survivors’ feelings and experiences.29 30
People who have endured a similar stressful life experience may be more effective at providing information or
appraisal support.31 At FYSOT young people’s contact
with other young people helped them by reassuring and
validating their feelings and thoughts. As they shared
similar experiences, they could offer specific guidance
and advice.32 33 The support received by hearing the experience and insights of others who had been diagnosed
has been coined as ‘experiential support’ in a study with
young breast cancer survivors.34 Furthermore, at FYSOT
young people had different opportunities to learn from
others, informally and formally, and this information
could prepare them for what to expect and directly help
them cope more effectively with problems that arise as a
result of their cancer.
The facilitating factors identified are consistent with
the Development Systems Theory35 proposal of contexts
that facilitate young people’s potential to become fully
expressed, which include (1) activities and experiences
developmentally appropriate, interesting and engaging,
and (2) providing developmental support via interactions with caring people and opportunities for building
skills.35 36 Emphasising the normalcy of each young person
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was a core element of FYSOT, and this has been found
to be important to a positive residential programme
experience.37 The role of professionals has seldom been
explored in the literature; however, this study illustrates
they have a pivotal role on the impact of the event for
young people by offering tailored support and facilitating a safe and relaxed environment. This may reflect
the unique skill required for caring for young people,
which has been recognised specifically for nursing38
and also generically for all members of the multidisciplinary team.39 This supports previous reports in cancer
experience literature: how professionals are critical to
facilitating a good experience.40 41
We were able to identify the main outcomes and
processes through triangulation of methods and perspectives, observations, and interviews with professionals
accompanying young people, young people from the
steering committee and organisers. Nevertheless, this
study has a number of limitations, not least the absence of
the experience of the young person from the perspective
of a number of young people. This study was carried out
to provide the evidence to appropriately design a longitudinal evaluation from the perspective of the young people
attending, significant others and professionals involved in
their care who attend the conference. The results have
informed the survey for data collection, and retention
rate at the second data collection point is 100%, which
we think reflects the understanding of the conference
gained during this study.
Further, although the experiences of young people
attending the November 2015 conference were not
examined extensively, two of the steering committee
members interviewed were young people who attended
the November 2015 conference and a further two young
people from the steering committee had attended
previous conferences. We interviewed a number of professionals, some of whom had attended more than once, and
their views may have been a collective view of a number of
conferences. However, the description of the residential
programme reflects the learning of over 14 years’ experience of running FYSOT that will inform others planning
similar programmes.
However, while analytical processes facilitated
robust interpretations, the observations were from a
single person. Our protocol detailed that notes taken
throughout the residential programme were descriptive
and no interpretations would be made until analysis. We
acknowledge that the process of recording is in itself an
interpretation; however, the researcher visited all settings
within the residential programme to capture as many
experiences as possible.
Research is needed to systematically identify the benefits of residential programmes so that best practice can
be developed and implemented. Future studies should
include quantitative and qualitative data collection with
large sample sizes and long-term follow-up of participants
to determine efficacy of the residential programmes
curricula. Our findings extended our understanding
Martins A, et al. BMJ Open 2017;7:e015309. doi:10.1136/bmjopen-2016-015309

of the role of residential programme by identifying the
outcomes and facilitating mechanisms. We show that
these programmes play an important role in providing
participants with social, emotional and informational
support, as well as play an important role in redefining
normality.
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