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Why did we do this project?

• To find out what research questions are important 

to young people who have experienced cancer, their 

families/carers and professionals. 

• To align research priorities between young people, 

carers and professionals.

• To raise awareness of research needs/gaps within 

this field of cancer care.

• To inform funders of priority research areas for 

young people.



http://www.jla.nihr.ac.uk/priority-setting-
partnerships/teenage-and-young-adult-
cancer/downloads/Teenage-and-Young-Adult-
Cancer-PSP-final-report.pdf

TYA PSP



We experience things differently…



We see different things…



Informing funders and raising awareness

…Is this a priority area of research for young people with cancer?...

…how have patients and the public been involved in identifying the 
research question?...



The aim of the project

“To identify gaps and unanswered questions in research, the 

answers to which may reduce the individual and societal burden 

of young peoples’ cancers.”
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Project overview

•Online survey.

•Questions collected 
from young people, 
families, friends, 
partners, 
professionals.

•292 people sent in 
questions.

•855 questions.

Initial survey

•Top 30 rated 
questions from 
interim survey 
discussed to 
decide Top 10. 

•Online survey.

•104 questions.

•Rated from very 
high to very low 
priority.

•174 people 
responded.

Interim survey Workshop
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How did we reduce the 855 questions from 

the initial survey?

326 ‘out of scope questions’ removed 

(e.g. about availability of services, personal questions, ambiguous questions)

Duplicates combined, questions worded into ‘researchable questions’

Evidence checking:

- Has the question already been answered? 

- Is there a study currently looking at this question?

Found 7 questions already answered, 16 ongoing studies

= 185 unanswered 

questions



Out of scope questions, for example

1. It did not fit the scope of reducing the individual and 

societal burden of young peoples’ cancer or could not be 

answered by research. 

‘Can a cancer sufferer become an organ donor?’

2. It was a statement rather than question (and no specific 

question could be identified from the statement). 

‘Can the late effects Drs stop telling us how BAD outcomes are 

and focus just a little on some of the POSITIVE outcomes’

3. The question related to a specific person’s situation/issue.  

‘Who can I talk to about my worries for my child?’
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Interim survey preparation

• 185 questions – too many to ask people to 
vote on.

• Steering group decided to include all the 
questions asked by more than one person 
(64 questions).

• Steering group voted on the priority of 
remaining questions – top 40 added to 
survey.

• = 104 questions for interim survey.
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Interim survey

• Rate each question - very high to very low priority.

• 174 people responded:

– 58 young people (33%) 

– 45 parents/relatives/friends/partners (26%)

– 71 professionals (41%).

• We worked out the rankings of each question for 

each of the 3 groups then averaged these 

rankings to come up with Top 30 questions for 

the workshop.
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Workshop

• 7 young people.

• 4 parents.

• 14 professionals.

• 3 James Lind Alliance Advisors.

• Homework, then group work to discuss, debate and 

order questions.

• Ensure everyone’s voice was heard.



Pre-workshop task for participants

• Review the Top 30 questions 

• Prioritise the Top 10 and give reasons



Teenage and Young Adult PSP Top 10 questions

1. What psychological support package improves psychological well-being, social 
functioning and mental health during and after treatment?
2. What interventions, including self-care, can reduce or reverse adverse short and 
long-term effects of cancer treatment?
3. What are the best strategies to improve access to clinical trials?
4. What GP or young person strategies, such as awareness campaigns and 
education, improve early diagnosis for young people with suspected cancer?
5. What are the best ways of supporting a young person who has incurable cancer?
6. What are the most effective strategies to ensure that young people who are 
treated outside of a young person’s Principal Treatment Centre receive appropriate 
practical and emotional support?
7. What interventions are most effective in supporting young people when returning 
to education or work?
8. How can parents/carers/siblings/partners be best supported following the death 
of a young person with cancer?
9. What is the best method of follow-up and timing which causes the least 
psychological and physical harm, while ensuring relapse/complications are detected 
early?
10. What targeted treatments are effective and have fewer short and long-term 
side-effects?



This is what success looks like…..

JOB DONE……..NO……



Promoting the TYA PSP





Spreading the word…..

• Dissemination, report, paper, conferences, we have 

a roadshow of presentations 

• Ensure questions not in the Top 10 are not lost

• Out of scope questions to be published

• Active on social media

• Active engagement with research funders

• Collaborate with relevant Clinical Studies Groups

• Encourage researchers in as many ways as we can 

to consider these priorities when they are planning 

new studies.

• Support the networks by designing appropriate and 

acceptable studies to young people and 

professionals
TYA PSP





Thank you to all the young people, carers, parents, 
siblings, friends, partners and professionals  who 

completed the survey

Thank you for listening

Questions?

@TYAPSP


