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Session overview 

 Range of psychosocial intervention for cancer populations 

 Multi-disciplinary and collaborative approaches 

 Ethical and recruitment challenges & boundaries 

 Impact & Dissemination



Background 

 Young people affected by cancer, or caring for family 
members with cancer, face many psychosocial 
challenges

 Anxiety, depression, reduced self-esteem (e.g., Tulsky et al., 
2011)

 Poorer interactions with family and friends (Corey et al., 2008)

 Guilt for causing parents to suffer (Cantrell & Conte, 2009)

 Miss out on schooling (Pang et. al, 2008)

 Young people reluctant to engage in face-to-face 
counselling (Prior, 2012) due to social stigma

 effective therapeutic relationships  with young people can be 
formed online (King et al., 2006; Skinner & Latchford, 2006).

 The use of avatars  starting to be explored in counselling 

 familiar to most young people (e.g., Beattie et al., 2006; 
http://www.Kooth.com) 



Background 

 Online counselling provision increasingly popular 

alternative to face-to-face counselling (e.g., Barak 

et al., 2008)

 Targets hard-to-reach groups

 Removes constraints of travel, location and time

 Greater sense of anonymity 

 BUT concerns about: 

 Confidentiality, data protection 

 Ethical concerns – monitoring distress etc

 Logistical/technical challenges

 Theoretical challenges e.g., person-centred therapy?



The C:EVOLVE Project: AIMS

1. To develop a virtual reality avatar-based counselling 
world for young people affected by cancer

2. To obtain pilot data on the acceptability, likely usage, 
and therapeutic value of the intervention 

3. To evaluate the impact of the online counselling world 
from the counsellor’s perspective

4. To make recommendations regarding the potential 
pitfalls and challenges in relation to the future delivery 
of such online interventions.



Phase 1 
Initial development (March 13 – Feb 14)

➢ Development of virtual reality counselling world and avatars

➢ Recruitment of young people to Young Persons Panel to help 
design and pilot intervention.

➢ 13 young people (age range 15-21)

➢ Attended six monthly meetings and contributed to closed project 
Facebook Page

➢ Pilot measures and materials for Phase II (live pilot study) 

➢ Identification of ethical and practical issues for Phase II



C:EVOLVE Young Persons Panel 

➢ Brainstorming activities re: important elements of a 

virtual reality counselling world

➢ Voting on preferences for avatar design and 

related assets

➢ Identifying range of relevant emotions, emoticons 

and animations

➢ Testing and feedback 

➢ Creation of “FAQ” page 

➢ Feedback on readability of Phase II Materials



The C:EVOLVE Team



Phase 1 

➢ Development of virtual reality counselling world and 
avatars

➢ Recruitment of young people to Young Persons Panel to 
help design virtual reality counselling world and to test 
out an on-line counselling session.

➢ Pilot measures and materials for Phase II

➢ Identification of ethical and practical issues for Phase II



C:EVOLVE Young Persons 

Panel 
 NHS ethical approval obtained

 13 young people (age range 15-21)

 Five current/past students at Swansea Metropolitan University 

 Eight pupils from Olchfa Comprehensive School, Swansea

 Attended monthly meeting and contributed to closed project 

Facebook Page



Testing out the C:EVOLVE 

world.....







Helping us develop materials for Phase II 



 So far.....

Phase 1 Outcomes: Engaging young people....

Being part of this project 

gave me more confidence and 

enabled me to express my 

opinions in a team [M2, 18] 

It’s helped me 

understand the 

ethics of counselling 

and using social media 

[F6, 18] 

I’ve learnt the 
importance of dealing 

with issues 
surrounding cancer 
sensitivity [F4, 18] 

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 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]





❑ Use of Synchronous real-time chat using 

avatars created by young person and 
counsellor

❑ Supported by full body emotion 

displays

❑  use of emoticons capturing both stable 

and fluctuating emotions

http://vimeo.com/97327333

http://vimeo.com/97327333


Counsellor: Hello how are you doing 
today?

Client 1: Ok I guess



Counsellor: Hello how are you doing 

today?

Client 1: Ok I guess

Counsellor:  How has your week been?

Client 1: Rubbish  [Sad] 

Counsellor: Why is that?

Client 1:       [don’t want to talk]



Phase II: Pilot feasibility study (March- August 14)

 Provision of six weekly online counselling sessions 

with qualified counsellor

•Consent to pilot study including completion of online pre-and 

post measures 

Participants: 

 Up to twelve young people (15-25)

 Personal diagnosis

 Caring for someone with cancer in the family



Phase II Aims: Pilot feasibility study (March- August 14)

❑Uptake, drop-out and completion rates

❑Changes in psychological functioning pre and post counselling 

(online measures via survey gizmo link)

❑ Demographic profile of those likely to use intervention 

❑ Satisfaction with counselling 

❑ Perceptions/reflections of online counsellor



If you have answered yes or maybe to the above questions and would like to find out more about the study, 

please email the study team at the School of Psychology and Counselling,  UWTSD Swansea on 

c.evolve@sm.uwtsd.ac.uk  or phone 01792 482084 for a study information pack.      

The C:EVOLVE project is seeking young 

volunteers to take part in a pilot study of a new 

avatar-based online counselling world.

❑  Are you aged between 13 and 25 years?

❑ Do you have access to the internet and are you 

familiar with using online games and social media?

❑  Would you be interested in taking part in a six 

week study of a new online counselling service?

Are you a young person helping to  

look after someone with cancer?

Are you a young person affected 

by cancer yourself?

Would you be interested in having online 

counselling to talk about your feelings and 

worries??

C:Evolve Project Flyer Version 1 21/10/13

mailto:c.evolve@sm.uwtsd.ac.uk


The Recruitment Story 

 Wide recruitment efforts over five months: 

 NHS, University, Tenovus, Press releases, Schools

 C:EVOLVE blog, Twitter, Facebook 

 Four expressions of interest

 One participant

 Paused due to bereavement



Recruitment….why so poor?

➢ Flawed recruitment strategy?

➢ Parental reluctance/suspicion?

➢  Perhaps reluctance of young people to engage in 
counselling may stem from more pervasive issues than 
avoidance of face-to-face counselling 

➢ Reluctance from service providers to promote 
recruitment to such an “untested” intervention?

➢ Lack of personal contact?

➢ Online counselling as an addition/adjunct  not sole intervention?



Considerations: Recruiting young people 

   Further support for the role that young people can play in 

intervention development (Kime, McKenna & Webster, 2013)

100% retention rate to YPP and

 Valuable experience 

 YPP Did not have cancer themselves 

  Poor uptake rates for online counselling documented elsewhere 

(Skinner & Latchford, 2006)

Reluctance and suspicion 

  Intense ethical research framework may ultimately create obstacles 

to engagement/recruitment (Skelton, 2008)

   May be more acceptable if offered as an adjunct to face-to-face 

counselling (Dowling & Rickwood, 2014)



Considerations: Role of Gatekeepers
   Parents also important to target!

greater parental knowledge about online interventions predict more 

positive attitudes towards making use of such interventions for young people 

(Sweeney, Donovan, March & Laurenson, 2015)

 should they have been involved in development of intervention?

  Clinicians and nurses are a key and often trusted communication 

mechanism that can have a significant influence of study participation 

rates 

 Established and trusted relationships with professionals an important 

facilitator in young people’s help-seeking behaviour (Gulliver et al., 

2010) 

Importance of training and support for counsellor crucial 



Counsellor’s Perspective...

The elusive counsellor/ elusive client

 Online counselling comes with a large extra dynamic of insecurity... Is the person seeing 
what is intended, practically seeing what you are seeing... Is it really the person? 

 Challenging to work without body, facial cues, eye contact, tone of voice. Difficult to 
provide reassurance. 

 It is my sense that an online client would need to be quite robust to start with.

 Time to build rapport by means of more small talk would be important. The felt sense of 
each other that comes by image, body presence etc needs to be achieved by words. 
Descriptions of each other, values, personality ... Before any emotional vulnerability is 

explored.
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Nature and Wellbeing



The biophilia hypothesis (Wilson, 1984) states that humans have an 

innate attraction to nature

The Biophilia hypothesis



Chalquist (2009, p.7) states that a variety of psychological symptoms 

such as anxiety, frustration, and depression are created by a 

‘disconnection from the natural world in which we evolved’ and 

suggests that; 

        ‘reconnection to the natural world –whether through 

         gardens , animals, nature walks outside, or nature 

         brought indoors-not only alleviates these symptoms, 

         but also brings a larger capacity for health, 

         self-esteem, self-relatedness, social connection, and joy’.



Research regarding humans and nature shows positive physical and 

psychological effects from being in, as well as viewing, natural 

environments

These effects include :

Faster recovery from surgery                                         

 Decreased pain

Enhanced mood

Lowered stress

Increased ability to concentrate.







Publications/Impact 

 https://ecancer.org/en/journal/article/602

-sowing-the-seeds-or-failing-to-blossom-a-
feasibility-study-of-a-simple-ecotherapy-

based-intervention-in-women-affected-by-

breast-cancer/abstract

 https://ecancer.org/en/video/4550-how-

does-your-garden-grow-for-cancer-

patients-small-gardens-could-bring-big-

benefits
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A psychosocial evaluation of the impact of 

the Tenovus Cancer Care “ManVan for 

Wales”

DR CERI PHELPS, UNIVERSITY OF WALES TRINITY SAINT DAVID

DR RACHEL IREDALE, UNIVERSITY OF SOUTH WALES

 RHIANNON SKILTON, TENOVUS CANCER CARE 





The ManVan Project 

 The Tenovus ManVan was launched in March 2014 in partnership 

with the Movember Foundation and Prostate Cancer UK 

 The UK’s first dedicated mobile support service for men affected by 

prostate, testicular and penile cancer. 

 Provides nursing advice, counselling for individuals and couples, 

group support and welfare rights advice directly to men in their 

communities across Wales. 

 Travelled to more than 100 

     different locations across all seven 

     Welsh Local Health Board areas. 



Research reflections… a moveable (literally) feast….

 Evaluation of a completely unique “intervention”

 Pragmatic, avoid burden 

 Complex, difficult to control

 Multiple services received 

 Awareness-raising V engagement with services 

 Buy-in from the ManVan team crucial 



Conclusions II 

 Clear potential value of the provision of mobile 
cancer service delivery in the provision of 
psychosocial support and care to men at different 
stages of their cancer journey and with different 
demographic, psychological and clinical profiles. 

 Men still reluctant to engage with counselling 
services (V “tea and a chat”)

 Potentially important role in awareness-raising 

 E.g. Bridgend Ford Occupational Health day
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Background

❑ Women with a diagnosis of secondary breast cancer have 

complex and often unmet needs 

❑ higher level of psychological distress compared to that at 

receiving a primary diagnosis (Breast Cancer Care, 2009; Reed 
et al. 2010; Mahon et al. 1990; Parle et al., 2001) 

❑ high levels of psychosocial morbidity (Cohen, 2002; Coristine 

et al 2003).

❑ Feelings of uncertainty, lack of control, stigma, abandonment, 
anger and isolation (Hanson-Frost et al. 2000; Krigal et al, 2014; 
Pollin; 1995; Mosher et al., 2013). 



Methods

❑  Qualitative focus group methodology

❑  ideal way of obtaining rich narrative information about shared 

experiences of health and illness (Wilkinson, 1988; McLeod, 2011) 

❑  previously used as an aid to exploring and planning future needs 

of women with a diagnosis of secondary breast cancer (Breast 

Cancer Care 2008) and other cancer patient groups (e.g., 

Hughes & Phelps, 2010). 



Findings: Thematic Analysis  

Table of superordinate and sub-ordinate themes

Superordinate theme 1: 

A loss of support 

Superordinate theme 2: 

A changing identity

Superordinate 

theme 3: Living 

with no cure

Sense of abandonment Self stigma An uncertain future 

Needing time to reflect Walking in their shoes Resilience 

Perceived reluctance to 

explore the death 

question 

A common identity 

through shared 

experience 

Reluctance to seek  

psychosocial 

support 

A missing link 



Impact….









Reflections & Conclusions 

   Working with cancer population requires high levels of professional skills 

 Communication 

 Collaboration 

 Moral and ethical standards

 Important to demonstrate impact of research on patient population 

 Evaluation of psychosocial initiatives can be messy  - essentially 
“complex interventions”.

 Often learn the most from the things that don’t go to plan!
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