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Why did we do this project? o

 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.









We see different things...




Informing funders and raising awareness
O

...Is this a priority area of research for young people with cancer?...
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..how have patients and the public been involved in identifying the
research question?...

__wellcome __



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.”

== -=-'_;_:_ T g E [ g [ ik wrgl = L 3 e =
ANEe AN G (S ' TS re s,

o e

“N’n

e AT ] perrar—
et 18 1T = rEoEalliire——i saetifeEs. 1 i %2 S0STpE=——TT}




Multi-Disciplinary Steering Group

Youth Support Co-ordinators
Helen Veitch JLA representative Sheela Upadhyaya

Paediatric Oncology

Bob Phillips Patient representatives

Leila Hamrang
Amy Callaghan
Demi McGeachy
Max Williamson
Lara Veitch

Medical Oncology
Jeremy Whelan

Clinical Oncolo
Karen Dyker

Haematology
Rachel Hough

Funders

Sam Smith

Helen Gravestock/
Caroline Weston/
Anna Carnegie

Psychiatry
Mike Grozsmann

Nursing
Sue Morgan
Sam Smith






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
guestions
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Out of scope guestions, 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?’



Interim survey preparation

e 185 questions — too many to ask people to
vote on.

 Steering group decided to include all the
guestions 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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Workshop

7/ young people.
4 parents.

14 professionals.
3 James Lind Alliance Advisors.

Homework, then group work to discuss, debate and

order questions.




Pre-workshop task for participants

* Review the Top 30 questions
 Prioritise the Top 10 and give reasons

Youir nama:

Your ranking | Your comments/notes Question | Question
1 = most ID
important
30 = least
important




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? S
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
HGAGE ZAEEG ZT A LiZZY0 BGAEZY € 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?






Promoting the TYA PSP
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