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Objective This study discusses the challenges and successes of engaging young people in a project aimed at developing an online
counselling intervention for young people aﬀected by cancer.
Context For younger people with a diagnosis of cancer or who are
caring for someone with cancer, the psychosocial consequences can
create signiﬁcant challenges for their social and educational development. Whilst young people have been shown to be reluctant to make
use of traditional face-to-face counselling, research is beginning to
suggest that eﬀective therapeutic relationships can be formed with
young people online.
Design The ﬁrst phase of the study involved working with a ‘Young
Persons’ Panel’ of healthy school pupils and university students to
develop and pilot an online counselling intervention and study materials in preparation for a pilot evaluation of the intervention.
Intervention An avatar-based virtual reality counselling world was
created where young people can create their own avatar and receive
counselling over the Internet from a qualiﬁed counsellor via an avatar in a virtual reality world.
Findings The process of engaging young people in the C:EVOLVE
project enabled a unique intervention to be developed and demonstrated positive developmental opportunities. However, despite the
rigorous approach to the development of the intervention, initial
attempts within the pilot evaluation phase of the study showed diﬃculties recruiting to the study, and this phase of the study has
currently ceased whilst further exploratory work takes place.
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Conclusion This study has demonstrated the complexities of intervention development and evaluation research targeted at young
people and the challenges created when attempting to bring clinical
practice and research evaluation together.

Introduction
The negative psychosocial impact of a cancer
diagnosis is well documented in the psychooncology literature. These psychological sequelae extend beyond the aﬀected individual to the
family and the wider support network and have
potentially long-term consequences on quality of
life, social and occupational functioning.1–3 For
younger people with a diagnosis of cancer, the
wider psychosocial and educational consequences can be even more complex, creating
signiﬁcant communication and interpersonal difﬁculties within existing support networks4–6 that
can have a longer-term impact on their social
and educational development that can last into
adulthood.7–11 Young people can also be indirectly impacted by a cancer diagnosis through
coping with the diagnosis of another family
member and may ﬁnd it hard to cope with the
emotional burden of experiencing a family member struggle with their diagnosis and the
informal caring role that may ensue. Studies
have shown that the impact of parental cancer
on children can create psychosocial diﬃculties in
vulnerable young people.12–15 Clearly, therefore,
identifying appropriate support mechanisms for
younger people either personally aﬀected or with
aﬀected family members is an important element
of the care pathway for such individuals and
their subsequent psychosocial well-being.16
Whilst a growing number of studies are evaluating interventions designed to help young
people aﬀected by cancer,17–19 there has been little documented success in relation to the
provision of counselling services for such young
people who are often reluctant to engage in more
traditional forms of counselling due to concerns
about stigma.20–22 In the counselling ﬁeld, the
provision of support over the Internet has
become an increasingly popular alternative to
the more traditional face-to-face delivery of

counselling, oﬀering the user a perception of a
sense of privacy and anonymity that cannot be
accessed by traditional counselling without the
constraints of travel, time and location.23–25 It is
encouraging therefore that research is beginning
to suggest that eﬀective therapeutic relationships
can be formed with young people online and
that it is a service which can be valued and used
by young people.4,26–28 The use of online interventions as a mechanism through which to
achieve psychological beneﬁt amongst young
people across a wide range of settings is
reporting promising outcomes.29,30 Speciﬁcally,
engagement with avatars is recognized as being
familiar to most young people who are used to
engaging with virtual reality computer games,
and younger age groups aﬀected by cancer have
been found to report positive experiences from
engaging with online counselling.27,28 Whilst
there remain concerns about the ability to form
eﬀective therapeutic relationships online
in contrast to more traditional face-to-face
counselling,29 evidence is showing that eﬀective
relationships can be established online, with a
growing number of professionals willing to
embrace such advances if given appropriate
training and support.30–32
Clearly, the provision of any online counselling or psychosocial support intervention to a
vulnerable group must overcome a number of
ethical and logistical challenges. Signiﬁcant considerations in oﬀering any form of online
psychological support to vulnerable groups
include those of conﬁdentiality and data protection, respect for the autonomy and dignity of the
participants, valid consent processes, and access
to follow-up care.33–35 In the context of the provision of online services to young people
potentially under the age of 18, these challenges
also include the safeguarding of young people
in an online environment, recognizing the
boundaries of appropriate provision to
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minimize potential harm, gaining parental consent and putting steps in place to counteract
any technical interruptions.33–36 In designing
evaluation studies that assess the potential beneﬁts of such interventions, therefore, there are a
number of signiﬁcant issues that need to be
built into the methodology and recruitment
process of the research to ensure an ethically
robust study that protects the well-being of its
young participants at all times. Given the logistical and ethical challenges in the provision of
such practice, therefore, developing not only an
intervention but a recruitment protocol that is
attractive to both young people and parents is
a key challenge.37,38 A growing body of literature already recognizes the challenges identiﬁed
above and the importance of the role of not
only young people as research partners to better understand youth and their speciﬁc
environments but also of involving key stakeholders in the development of such
interventions. Speciﬁcally, researchers, policymakers and programme evaluators have begun
to engage young people as research partners,
not only to better understand youth and the
environments that impact their development,
but also to provide them with the tools to
develop and validate knowledge and to inﬂuence the development of programmes and
policies designed to aﬀect their lives.39–43
This study reports on a study (the C:
EVOLVE project) designed to develop an
avatar-based online counselling world for
young people aﬀected by cancer in some way
in their lives, and discusses the challenges
and beneﬁts of engaging young people themselves in the development of the intervention.
Fundamental to the development of the intervention was the engagement of young people
throughout the process, both in the initial
development of the intervention and in its
subsequent evaluation.

Project aims and methodology of the C:
EVOLVE project
The overall aims of this project were threefold:
to develop a virtual reality avatar-based

counselling world for young people aﬀected by
cancer informed by the young people likely to
make use of such a service, to gain pilot data on
the acceptability, likely usage and therapeutic
value of the intervention, and to identify recommendations regarding the potential pitfalls and
challenges in relation to the future delivery of
such online interventions for young people.
Phase I of the project represented the initial
planning, development and piloting of the online
counselling world, with Phase 2 representing the
pilot evaluation phase. Both phases of the study
received ethical approval from the University’s
School of Psychology and Counselling Research
Ethics Committee and the South West Wales
NHS Research Ethics Committee. Alongside
this, an appropriate project team was recruited
which included young computer design and
programming research assistants who were current students at the university, overseen by an
appropriately experienced project steering
group including the research team and
qualiﬁed counsellors.
Recruitment to the Young Persons’ Panel
Advertisements for members of the Young
Persons’ Panel were posted on the university’s
website and virtual learning platform and sent to
three local schools. Four student volunteers aged
19–23 years (two males and two females of
White British nationality) were recruited from
the School of Psychology and Counselling at
University of Wales Trinity Saint David, Swansea, who were studying for a degree in
Counselling Studies and Psychology alongside a
Certiﬁcate in Counselling Skills. These students
were recruited carefully following an interview
assessing maturity, ethical sensitivity and a willingness to provide a mentoring role to the
younger individuals in the project group. An
additional eight volunteer pupils from a local
school were then identiﬁed by the school’s deputy headmaster and the relevant consent forms
(including parental consent for those under
18 years of age) were obtained. These school
pupils ranged in age from 15 to 18 years, with
four males and four females, and ﬁve of White
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British ethnicity, one of Asian ethnicity, one of
Black African ethnicity and one of mixed
Welsh–Turkish ethnic origin. A key outcome of
these early deliberations was the decision not to
speciﬁcally target young volunteers to the
Young Persons’ Panel with a diagnosis of cancer
or caring for someone with cancer for the development phase of the project given the ethical
sensitivities in the early stages of this project. All
of the young people were expected to demonstrate an awareness of, and sensitivity to, the
issues that may be faced by young people
aﬀected by cancer in some way in their lives and
to also have some experience in using virtual
worlds. The Young Persons’ Panel (YPP) ﬁnal
composition therefore consisted of 12 young
people between the ages of 15 and 23. One student was identiﬁed as the YPP lead and was also
asked to attend the project steering groups to
represent the YPP.
Engaging young people in the C:EVOLVE Young
Persons’ Panel
The YPP met on a monthly basis on university
premises during the ﬁrst 6 months of the project.
The ﬁrst two project meetings included educational sessions about the ethics of counselling
young people and the sensitivities of the project
target group alongside the ground rules and
boundaries of the YPP. During the meetings
themselves, activities were structured to include
informal testing and feedback of the intervention as it developed alongside more structured
feedback questionnaires on the usability and
likeability of the interface and study materials
and focused smaller-group activities moderated
by the older members of the YPP and overseen
by the lead researcher and project research assistant. Activities were structured by the project
team to ensure that the YPP were able to provide contributions and feedback to all elements
of the project, including the cosmetic and
functional elements of the intervention and the
study materials being prepared for the pilot
evaluation study.
In addition to the monthly meetings, a range
of approaches were employed to engage the

young people throughout the project, one of the
most eﬀective ways of maintaining regular contact with the YPP being the use of a closed
Facebook page. This Facebook page was moderated on a daily basis by the lead researcher
and project Research Assistant, but the YPP
team leader was also given the rights to moderate
and edit any Facebook posts. In the early stages
of the project, the Facebook page was used to
primarily remind the YPP of the next meeting,
but once the group appeared more comfortable
with each other it was then used as an eﬀective
communication channel for obtaining feedback
on important issues between meetings.
The development of the intervention
The YPP were involved in a number of activities
that included brainstorming activities at the start
of the project to identify important elements of a
virtual reality counselling world; voting on preferences for avatar design and related assets, for
example preferred facial features and types of
clothing; identifying the range of relevant emotions, emoticons and animations that YPP
would expect to be able to select in an online
counselling world; and assisting in the creation
of the Phase II ‘Frequently Asked Questions’
page for technical help/guidance.
The YPP were involved in the on-going testing
of the C:EVOLVE world as it developed, providing oral and written feedback on the usability
and acceptability of the intervention and engaging in practical testing of the software as it was
being developed. This initial testing and feedback included creating and testing the avatars,
attempting to break the code used by the programme developers, and using the emoticons
and emotion displays to convey changing emotional responses. As the intervention developed,
the YPP engaged in pseudo-counselling sessions
engaging in synchronous real-time chat (with
one young person in the role of counsellor and
the other in the role of client) and replicated the
process that participants would be working
through for the Phase II evaluation (including
testing out the links to the online survey).
Towards the second half of Phase I, the YPP
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also provided input into materials being prepared for the evaluation in Phase II, including
identifying appropriate questions for the ‘Frequently Asked Questions’ page and providing
feedback on the readability of the recruitment
materials and questionnaires.
Examples of the eﬀective use of the closed
Facebook page as a communication tool
included asking the YPP to vote on their preferences for the preferred type of avatar face via
Facebook and to provide comments on the readability of the ‘Frequently Asked Questions’ sheet
in preparation for Phase II of the project. The
closed Facebook page also served as an eﬀective
tool for organizing monthly meetings, gaining
feedback, and providing updates on the progress
of the virtual reality world.
Final design of the ‘C:EVOLVE’ world
The ﬁnal C:EVOLVE world allows its users
(both client and counsellor) to create an avatar;
a 3D graphical representation of the individual
can be customized through altering and/or adding elements such as hair, clothing and skin
tone. The online session itself is based around
the use of synchronous real-time chat supported
by full-body emotion displays through the avatar and the use of emoticons through which
participants are able to select stable and ﬂuctuating emotions at any point during the counselling
session to express a range of core feelings, for

example sad, happy, as well as ‘ﬂash’ feelings
such as confused, scared and worried. Figure 1
demonstrates a screenshot of the ﬁnal C:
EVOLVE world.

Evaluation of the success of engaging
young people in the C:EVOLVE project
Reflections from the research team
Unsurprisingly, it took time for the YPP to form
a cohesive group and actively engage in the project from the outset, with the younger members
of the YPP in the early meetings sometimes
appearing reluctant to contribute to the discussions. However, when the younger group
members worked in collaboration with the university students, their responses became much
more speciﬁc and detailed. An interesting observation quickly formed by the project team was
that these younger individuals became more
enthused and animated when able to test out the
developing interface and were in fact highly
vocal and critical when asked to provide feedback on the intervention itself. Whilst these
younger group members tended to focus on the
technical elements of the intervention (the
‘breakability’ of the system, the quality of asset
design, etc.), the older members of the YPP
appeared to have a more balanced view of the
wider intervention (e.g. how easy it was to use
and navigate). The older members of the YPP
also played an important mentoring role within
the various activities, often being asked to take
the lead to encourage discussions and input
from all involved in speciﬁc activities.
Thematic analysis of YPP’s evaluation data

Figure 1 Screenshot of intervention interface.

At the end of their involvement with Phase I of
the project, the YPP were asked to provide feedback on their experience of being part of the C:
EVOLVE project, through an evaluation questionnaire and the provision of free-text
comments in the form of written comments. Six
questions centred around the perceived beneﬁts
and challenges of being part of the project (e.g.
What is the most important thing you liked

ª 2016 The Authors. Health Expectations Published by John Wiley & Sons Ltd
Health Expectations

5

6 Necessary but not sufficient?, C Phelps et al.

about your participation with the C:EVOLVE
project?). A free-text questionnaire was provided
to participants asking them to respond to the
questions in their own words. The data were
subjected to a basic thematic analysis44 lead by
the project research assistants and validated with
the project lead. This analysis suggested that the
young people appeared to ﬁnd the experience
very positive and rewarding in a number of
ways, with three overarching themes identiﬁed:
the development of interpersonal and teamworking skills; making a diﬀerence; and empathy and understanding. Few negative comments
about the involvement in the project were
reported, with the more negative comments
relating to procedural elements of their involvement; one participant for example stated that
they would have liked to have met more often,
whilst three of the young people mentioned that
they did not like their photographs taken.
The development of interpersonal and teamworking skills
In line with the research team’s own observations as the project progressed, participants
reported a number of beneﬁts from their
involvement in the project in relation to the
development of their interpersonal, communication and team-working skills:
It is something that I haven’t done before and it
helped me develop new skills [M1, 16]

For a number of the young participants, these
beneﬁts included conﬁdence and communication
skills developed as a consequence of learning
how to work as part of a team:
The beneﬁts for me are: being able to work as part
of a team and to speak to young people [M5, 23]
Being part of this project gave me more conﬁdence
and enabled me to express my opinions in a team
[M2, 18]
What I liked about the project is working with
others, that has improved my communication
skills. [F2, 18]

Interestingly, a number of participants also
commented on the wider beneﬁts of exposure to

a university-based research environment in the
development of their wider experiences
and awareness:
Being involved with research projects and universities broadens the way you look at the world, you
become more aware. [F4, 18]
You get a better idea of university life, meet new
people, work in a diﬀerent way and see things in
real life. [M4, 23]
Getting involved in research opportunities makes
you an all round person [M2, 18]

Making a diﬀerence
An overriding theme that emerged from much of
the analysis of the evaluation data suggested that
one of the reasons why the young people chose
to volunteer for this project was the opportunity
to make an active contribution to a project that
they clearly believed could make a diﬀerence to
young people aﬀected by cancer in some way in
their lives.
I liked the development of the programme and seeing that the ideas I have put forward are being
implemented in the project. [M2, 18]

For one of the younger male participants, the
experience of being involved in a project of this
nature clearly evoked a positive emotional
response in him:
It feels very good, I haven’t done anything like this
before and helping people makes me feel great.
[M1, 16]

Female participants appeared to speciﬁcally
value the opportunity to become involved in a
project in its infancy which may have a positive
impact on other young people’s lives.
I liked the chance I was given to express my
opinion and make a diﬀerence. [F4, 18]
I liked meeting new people and being able to help
in a project to beneﬁt others. [F1, 22]
We saw something built from the start, and if it’s a
success it will be nice to know we helped to create
it [F5, 22]
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I feel great to be part of such a great cause which
gives young people aﬀected with cancer a great
opportunity to get help. [F1, 22]
I feel happy that I have been given the opportunity. I’m relieved that my input can improve
someone’s wellbeing. [F6, 18]

Finally, responses to the question asking why
young people should be involved in research
projects demonstrated a good understanding of
the beneﬁts young people can bring to the development of interventions of this nature:
Younger generations will understand how to
appeal to their age group and with technology
around the project more eﬀectively and successfully than those of other ages [F2, 18]
Because it will be more eﬀective if aimed at young
people and designed by them. [F3, 22]

Empathy and understanding
Two of the female participants highlighted that
they had developed an understanding of the
skills needed when oﬀering people counselling
support, whether face-to-face or online:
I’ve learnt the importance of dealing with issues
surrounding cancer sensitively [F4, 18]
I’ve learnt that we should try to help a client without
overstepping the mark [F6, 18]

Another female participant reported a better
understanding of not only the many ethical
issues surrounded the development of such an
intervention, but of both counselling and the use
of social media more broadly:
It’s helped me understand the ethics of counselling
and using social media [F6, 18]

Other comments suggested a more general
appreciation of what younger individuals
aﬀected by cancer in some way have to deal with
in their day-to-day lives.
This project has given me an understanding of the
vulnerability that some young people have in their
lives [M3, 17]
I have beneﬁted from this project because I had to
think about other people and issues they may face,

and how not everybody is as lucky as we are [F4,
18]

Overall experience in a ‘Tweet’
As shown in Table 1, participants were also
asked to ‘sum up’ their experience of being
involved in the project through each participant
coming up with a ‘tweet’, followed by a group
vote for the favourite tweet.
Summary of Phase II evaluation
Following NHS ethics approval for Phase II, the
project team were actively involved in promoting
the next phase of the project and took part in a
number of recruitment activities including posters at local hospitals and a mail out through the
funding body to its supporters. The target sample for this phase of the study was between 6 and
8 volunteers aged between 12 and 25 years,
either personally aﬀected by cancer or with a relative with cancer. Each participant would be
oﬀered up to 6 weeks of online counselling with
a qualiﬁed counsellor, with measures taken
before and after each online session. Following a
rigorous consent process including the screening
out of highly distressed individuals, eligible participants were asked to complete a battery of
mood, emotion and psychological functioning
questionnaires through an embedded online survey link before and after each online session.
Rigorous safeguarding procedures were put in
place in accordance with British Association for
Counselling and Psychotherapy (BACP)
Table 1 C:EVOLVE Phase I ‘tweets’
#LetTheKeyboardDoTheTalking
The keyboard is your inner voice screaming to be heard
#Silent
Changing the face of counselling #CThisEvolve
Feels good to get involved in something that can change
someone’s life #Proud
Saving the avatar, one virtual world at a time
#SitDownTypeOut
Counselling liberates your personal worries, keyboards puts
your voice into text #KeyboardCounselling
Let’s see how this project evolves #FunTimes
Can’t type fast enough #OnlineCounselling
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guidelines on online counselling and the Welsh
Assembly School-Based Counselling policies
(2011) to ensure good practice in the delivery of
online counselling and the protection of young
people within this virtual environment. These
included the following:
1. Ensuring that online counselling was appropriate for the presenting concern through
robust screening procedures.
2. Maintaining conﬁdentiality and privacy in
line with the Data Protection Act (2004)
whilst making it clear that concerns over the
welfare of the child will take precedence.
3. Minimizing harm and distress through the
recruitment of an appropriately qualiﬁed
counsellor and clear withdrawal, exit and follow-up processes.
4. An identiﬁed process for following up the
online session through telephone contact in
the event of interruption of counselling due
to technological problems.
In this 4-month period, four expressions of
interest were received; one was ineligible to take
part due to being below 13 years of age, another
young person was interested but his mother was
reluctant for him to take part in online counselling; another never followed up the initial
query, and one participant consented and agreed
to take part.
The one participant who consented to take
part completed the baseline measures and ﬁrst
online counselling session, but was then contacted us to say that she felt unable to continue
with the study due to the passing away of her
aﬀected family member. Due to the funding
period coming to an end, we have currently
ceased active recruitment to the study, but are
exploring opportunities to continue this evaluation phase.

Discussion
The aim of the C:EVOLVE project was to
develop an eﬀective online counselling intervention for young people aﬀected by cancer that
was seen as relevant and acceptable by that target user group. The young people provided

critical input during the development of the
intervention and the design of the avatars to
ensure that the package was easy to use, attractive and functional for the target group; this
resulted in the development of a novel online
counselling intervention which the project team
considered ready to be piloted with young people aﬀected by cancer in some way in their lives
in the Phase II feasibility study. Unfortunately,
despite the rigorous approach to the development of the intervention documented in this
paper, initial attempts within the pilot evaluation phase of the study showed a poor level of
recruitment to the study, with the project funding coming to close before any participant
successfully completed the intervention.
Kime, McKenna and Webster43 have highlighted the essential role that young people can
play in the development process of an intervention, and the 100% participant retention rate over
the 6 months of the study suggests the young people did successfully engage with the project, with
the use of the Facebook page appearing to facilitate this on-going engagement.45 Previous
research has highlighted the personal beneﬁts for
young people getting involved in research such as
a greater understanding of responsibility and
building of new skills,46,47 and this paper suggests
that the young people gained valuable experience
and knowledge from participation in the project.
Our young people clearly learned about the process of ‘doing research’, and as the project
developed it was apparent that the young people
deepened their wider understanding of diﬀerent
aspects of counselling and the ethical issues associated with research and young people.
Importantly, our study suggests that when engaging young people in the development of
interventions, it is eﬀective to also appoint older
‘mentors’ to support the young group members to
facilitate eﬀective dialogue.
There are a number of interlinked possible
explanations for the early failure to recruit into
this study; ﬁrstly, the intervention may have
been inappropriate for the target audience. This
is unlikely given the steps documented in this
current paper; however, future in-house testing
will explore further into how young people
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navigate/respond to key elements of the intervention, and how they respond to the word
‘counselling’. There is a suggestion in the literature that online counselling may be more
acceptable to young people if oﬀered as an
adjunct to face-to-face counselling,48 thereby
providing a more simple referral mechanism but
limiting the potential reach of such an intervention. It has to be acknowledged that the
members of the Young Persons’ Panel did not
themselves have cancer. Whilst the project team
recognized from the outset that young people
aﬀected by cancer may well have diﬀerent needs,
the cautious approach operated for Phase I was
considered appropriate on ethical grounds given
the novelty of the project and the need to ensure
that the intervention was acceptable to young
people. On reﬂection, whilst the project steering
group included counsellors with signiﬁcant experience in counselling young people aﬀected by
cancer, engaging with young adults who had
been through the cancer experience may have
provided additional important insight into the
development of the intervention and its
evaluation.
Skinner & Latchford49 identiﬁed poor uptake
rates for online forms of counselling that has
also been documented elsewhere, and this reluctance and suspicion of e-forms of therapeutic
intervention may well also apply to a target
population who we assumed would be more
accepting of such interventions. Previous
researchers have suggested that the intense
ethical research frameworks involving young
people in research studies can ultimately create
obstructions to a process designed to have
beneﬁt for that participant group,37–39 and such
obstacles may well be further exaggerated in an
intervention study that has to consider the
many ethical implications of an online intervention. These challenges include the way that
adults negotiate access to children and the particular nature of the research environment (in
the current study, the provision of online counselling through the parental home) in which
researchers often engage with young people.50
We believe that the non-targeted recruitment
due to the ethical constraints of the study

(necessitating a two-phase process of consent
before participants were conﬁrmed as being eligible to take part in the study), alongside the
failure to actively engage parental input in the
planning process, may have created a signiﬁcant
barrier to recruitment. Anecdotal evidence from
the parents of potentially eligible young people
in the current study certainly suggested that
parental reluctance, suspicion and concerns
about engaging with the Internet and virtual
environments created a barrier for recruitment
into the study. Previous studies have suggested
that greater parental knowledge about online
interventions predicts more positive attitudes
towards making use of such interventions for
young people51 and highlights the need to not
only better engage and educate parents about
the potential beneﬁts of online counselling in
their role as key gatekeepers to increase uptake
rates, but also in the actual design of the initial intervention.
Additionally, clinicians and nurses are a key
and often trusted communication mechanism
that can have a signiﬁcant inﬂuence of study
participation rates, with Gulliver et al.’s systematic review52 clearly identifying the
importance of established and trusted relationships with professionals such as general
practitioners as being an important facilitator
in young people’s help-seeking behaviour. Patel
et al.53 highlighted the need to engage schoolbased, community-based and specialist health
professionals in supporting the provision of services addressing the mental health needs of
young people to reduce reluctance to engage
and fear of stigma. Whilst our study was supported through the local school, the funding
charity and the NHS genetic service, it was not
actively promoted by wider health professionals
within the ﬁeld of oncology and yet the latter
are often seen as the key trusted gatekeepers in
the cancer care process.54

Conclusions
This study has demonstrated the complexities
of intervention development and evaluation
research targeted at young people and the
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many challenges created through attempts to
merge the ﬁelds of clinical practice and
research evaluation in a way that produces an
ethically rigorous approach in terms of both
practice and research without creating a
research ‘obstacle course’ that creates too
many barriers to successful recruitment and
evaluation of the intervention. The process of
engaging young people in the C:EVOLVE project enabled an appropriately targeted
intervention to be developed and clearly
demonstrated positive developmental opportunities for the young people through the
creation of an environment for collaboration
and
intergenerational
partnerships.
The
research team is conﬁdent that the online
counselling intervention is now tailored appropriately for the target group, but the
subsequent diﬃculties in recruiting for the
evaluation phase of this project suggest that it
is important to recognizing the parents’ ultimate gate-keeping role in promoting or
hindering the uptake of such interventions as
well as the need to engage clinicians in the
process of recruitment as trusted endorsers of
the intervention in question. The research team
is now keen to employ these lessons learned
and is engaging in further in-house exploratory
work in relation to the usability of the intervention whilst seeking further funding to
continue with Phase II recruitment to evaluate
its potential therapeutic eﬀectiveness and
acceptability of the active components of
the intervention.

Funding
This project was funded by Tenovus the Cancer
Charity under its Innovation Grant Scheme 2012
[TIG2012-09].

Acknowledgements
The research team would like to thank the members of the Young Persons’ Panel and Olchfa
Comprehensive School, Swansea. Thanks also
to the study collaborators for their important
insight at key stages of the project: Lorraine

Sherman; Lucy Beddall; Ruth Groﬀ; and Liwsi
Kim Protheroe Davies.

References
1 Coristine M, Crooks D, Grunfeld E, Stonebridge C,
Christie A. Caregiving for women with advanced
breast cancer. Psychooncology, 2003; 12: 709–719.
2 Pitceathly C, Maguire P. The psychological impact of
cancer on patients’ partners and other key relatives: a
review. European Journal of Cancer, 2003; 39:
1517–1524.
3 Vanderwerker LC, Laﬀ RE, Kadan-Lottick NS,
McColl S, Prigerson HG. Psychiatric disorders and
mental health service use among caregivers of
advanced cancer patients. Journal of Clinical
Oncology, 2005; 23: 6899–6907.
4 Cantrell MA, Conte TM. Enhancing hope among
early female survivors of childhood cancer via the
internet: a feasibility study. Cancer Nursing, 2008; 31:
370–379.
5 Cantrell MA, Conte TM. Between being cured and
being healed: the paradox of childhood cancer
survivorship. Qualitative Health Research, 2009; 19:
312–322.
6 Zelter L, Recklitis C, Buchbinder D, Zebrack B,
Casillas J, Tsao J. Psychological status in childhood
cancer survivors. Journal of Clinical Oncology, 2009;
27: 2396–2404.
7 Larcombe IJ, Walker J, Charlton A, Meller S,
Morris Jones P, Mott MG. Impact of childhood
cancer on return to normal schooling. British Medical
Journal, 1990; 301: 169–171.
8 Pang JWY, Friedman DL, Whitton MS et al.
Employment statu among adult survivors in the
Childhood Cancer Survivor Study. Pediatric Blood
and Cancer, 2008; 50: 104–110.
9 Langeveld NE, Grootenhuis MA, Voute PA,
De Haan RJ, Van Den Bos C. Quality of life, selfesteem and worries in young adult survivors of
childhood cancer. Psychooncology, 2004; 13: 867–881.
10 Stam H, Grootenhuis M, Caron H, Last B. Quality of
life and current coping in young adult survivors of
childhood cancer: positive expectations about the
further course of the disease were correlated with
better quality of life. Psychooncology, 2006; 15:
31–43.
11 Lewis P, Jordens C, Mooney-Somers J, Smith K,
Kerridge I. Growing up with cancer. Accommodating
the eﬀects of cancer into young people’s social lives.
Journal of Pediatric Oncology Nursing, 2013; 30:
311–319.
12 Osborn T. The psychosocial impact of parental
cancer on children and adolescents: a systematic
review. Psychooncology, 2007; 16: 101–126.

ª 2016 The Authors. Health Expectations Published by John Wiley & Sons Ltd
Health Expectations

Necessary but not sufficient?, C Phelps et al.
13 Visser A, Huizinga GA, Van der Graaf W,
Hoekstra HJ, Hoekstra-Weebers JEHM. The impact
of parental cancer on children and the family: a
review of the literature. Cancer Treatment Reviews,
2004; 30: 683–694.
14 Huizinga GA, Visser A, Van der Graaf W et al.
Stress response symptoms in adolescent and young
adult children of parents diagnosed with cancer.
European Journal of Cancer, 2005; 41: 288–295.
15 Krattenmacher T, Kuhne F, Ernset J, Bergelt C,
Romer G, Moller B. Parental cancer: factors
associated with children’s psychosocial adjustment –
a systematic review. Journal of Psychosomatic
Research, 2012; 72: 344–356.
16 Corey A, Haase J, Azzouz F, Monahan P. Social
support and symptom distress in adolescents/young
adults with cancer. Journal of Pediatric Oncology
Nursing, 2008; 25: 275–284.
17 Kato PM, Cole SW, Bradlyn AS, Hollock BH. A
video game improves behavioural outcomes in
adolescents and young adults with cancer: a
randomised trial. Pediatrics, 2008; 122: e305–e317.
18 Roberts CS, Piper L, Denny J, Cuddeback G. A
support group intervention to facilitate young adults’
adjustment to cancer. Health & Social Work, 1997;
22: 03607283.
19 Kazak AE. Evidence-based interventions for
survivors of childhood cancer and their
families. Journal of Pediatric Psychology, 2004; 30:
29–39.
20 Prior S. Young people’s process of engagement in
school counselling. Counselling and Psychotherapy
Research, 2012; 12: 233–240.
21 Chandra A, Minkovitz CS. Stigma starts early:
gender diﬀerences in teen willingness to use mental
health services. Journal of Adolescent Health, 2006;
38: 754, e751–754, e758.
22 Fox CL, Butler I. ‘If you don’t want to tell anyone
else you can tell her’: young people’s views on school
counselling. British Journal of Guidance and
Counselling, 2007; 35: 97–114.
23 Barak A, Hen L, Boniel-Nissim M, Shapira N. A
comprehensive review and a meta-analysis of the
eﬀectiveness of Internet-based psychotherapeutic
interventions. Journal of Technology in Human
Services, 2008; 26: 109–160.
24 Chester A, Glass CA. Online counselling: a
descriptive analysis of therapy services on the
Internet. British Journal of Guidance and
Counselling, 2006; 34: 1145–1160.
25 Maheu MM, Gordon BL. Counseling and therapy on
the Internet. Professional Psychology: Research and
Practice, 2000; 31: 484–489.
26 Borzekowski D, Rickert V. Adolescent cybersurﬁng
for health information, a new resource that crosses

27

28

29

30

31

32

33

34

35

36

37

38

39

40

barriers. Archives of Pediatric Adolescent Medicine,
2001; 155: 813–817.
Hanley T. Understanding the online therapeutic
alliance through the eyes of adolescent service users.
Counselling and Psychotherapy Research, 2012; 12:
35–43.
King R, Bambling M, Reid W, Thomas L. Telephone
and online counseling for young people: a naturalistic
comparison of session outcome, session impact and
therapeutic alliance. Counselling and Psychotherapy
Research, 2006; 6: 175–181.
Richards D, Vigano N. Online counseling: a narrative
and critical review of the literature. Journal of Clinical
Psychology, 2013; 69: 994–1011.
Kauer SD, Mangan C, Sanci L. Do online mental
health services improve help-seeking for young
people? A systematic review Journal of Medical
Internet Research, 2014; 16: e66.
Bambling M, King R, Reid W, Wegner K. Online
counselling: the experience of counsellors providing
synchronous single-session counselling to young
people. Counselling and Psychotherapy Research,
2008; 8: 110–116.
Finn J, Barak A. A descriptive study of e-counsellor
attitudes, ethics, and practice. Counselling and
Psychotherapy Research, 2010; 10: 268–277.
British Psychological Society. Ethics Guidelines for
Internet-Mediated Research. INF206/1.2013.
Leicester: British Psychological Society, 2013.
Available from: www.bps.org.uk/publications/policyandguidelines/research-guidelines-policydocuments/
research-guidelines-poli.
Baker KD, Ray M. Online counseling: the good, the
bad, and the possibilities. Counselling Psychology
Quarterly, 2011; 24: 341–346.
Bond T. Ethical guidelines for researching counselling
and psychotherapy. Counselling and Psychotherapy
Research, 2014; 4: 10–19.
Anthony K, Nagel DM, Goss S (eds). The Use of
Technology in Mental Health: Applications, Ethics and
Practice. Springﬁeld, IL: Charles C Thomas, 2010.
Skelton T. Research with children and young people:
exploring the tensions between ethics, competence
and participation. Children’s Geographies, 2008; 6:
21–36.
Valentine G, Bulter R, Skelton T. The ethical and
methodological complexities of doing research with
‘vulnerable’ young people. Ethics, Place &
Environment, 2001; 4: 119–125.
O’Donoghue JL, Kirshner B, McLaughlin M.
Introduction: moving youth participation forward.
New Directions for Youth Development, 2002; 96:
15–26.
London JK, Zimmerman K, Erbstein N. Youth-led
research and evaluation: tools for youth,

ª 2016 The Authors. Health Expectations Published by John Wiley & Sons Ltd
Health Expectations

11

12

Necessary but not sufficient?, C Phelps et al.

41

42

43

44

45

46

47

organisational, and community development. New
Directions for Evaluation, 2003; 98: 33–45.
O’Donoghue J, Kirshner B, McLaughlin M. Youthadult research collaborations: bringing youth voice
and development to the research process. In:
Mahoney J, Eccles J, Larson R (eds) After-School
Activities: Contexts of Development. Mahwah, NJ:
Erlbaum, 2004: 131–156.
Roth J, Brooks-Gunn J, Murray L. Promoting health
adolescences: synthesis of youth development
program evaluations. Journal of Research on
Adolescence, 1998; 8: 423–459.
Kime N, McKenna J, Webster L. Young people’s
participation in the development of a self-care
intervention, a multi-site formative research
study. Health Education Research, 2013; 28:
552–562.
Braun V, Clarke V. Using thematic analysis in
psychology. Qualitative Research in Psychology, 2006;
3: 77–101.
Mychasiuk R, Benzies K. Facebook: an eﬀective tool
for participant retention in longitudinal research. Child:
Care, Health and Development, 2012; 38: 753–756.
Bozlak CT, Kelley MA. Youth participation in a
community campaign to pass a clean indoor air
ordinance. Health Promotion Practice, 2010; 11:
530–540.
Fleming F. Young people’s involvement in research:
still a long way to go? Qualitative Social Work, 2011;
10: 207–223.

48 Dowling MJ, Rickwood DJ. Experiences of
counsellors providing online chat counselling to
young people. Australian Journal of Guidance and
Counselling, 2014; 24: 183–196.
49 Skinner AE, Latchford G. Attitudes to counselling
via the Internet: a comparison between in-person
counselling clients and Internet support group users.
Counselling and Psychotherapy Research, 2006; 6:
158–163.
50 Valentine G. Being seen and heard? The ethical
complexities of working with children and young
people at home and at school. Ethics, Place &
Environment, 1999; 2: 141–155.
51 Sweeney GM, Donovan CL, March S, Laurenson SD.
Logging into therapy: parent attitudes and intentions
to use computer-based therapies for youth mental
health. Internet Interventions, 2015; 2: 437–445.
52 Gulliver A, Griﬃths KM, Christensen H. Perceived
barriers and facilitators to mental health help-seeking
in young people: a systematic review. BMC
Psychiatry, 2010; 10: 113.
53 Patel VM, Flisher AJ, Hetrick S, McGorry P. Mental
health of young people: a global public-health
challenge. The Lancet, 2007; 9659: 1302–1313.
54 Caldon LM, Collins KA, Reed MW et al. Clinicians’
concerns about decision support interventions for
patients facing breast cancer surgery options:
understanding the challenge of implementing shared
decision-making. Health Expectations, 2011; 14:
133–146.

ª 2016 The Authors. Health Expectations Published by John Wiley & Sons Ltd
Health Expectations

