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Clinical Research Network

Our vision

“Our vision is for real collaboration with young people and
parents/carers at every feasible stage of the research

“hNildren's Hosp.’tal.
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Our PPI

Young Persons Group
aged
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8-18yrs

Practicalities

* All young people received written
information about the group

Meet monthly
(Saturdays)

» Application forms and parental

Receive relevant information sheets were sent out

training in clinical

* Parents were asked to sigh consent
research

forms prior to membership
commencing

* Dietary requirements, travel
arrangements, access issues and
emergency contact details were
noted

Getting started

Open information day
(2006)

Pragmatic approach -
invited yp via various
routes, local schools,
youth groups, specialist
clinics

13 young people
expressed an interest in
joining the group but
only 7 attended the
open day

90 yp in National group
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Scottish Network YPG

Our PPI

Young Persons Group aged
11-17 - senior school

Meet regularly

Receive relevant training in clinical
research

Club/ membership and certification
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Getting started
* Open information day

* Invited pupils via local schools and
specialist nurses.

* 45 arrived and 44 applied for a
position on group.

» 24 were selected to provide as
broad a range of age and
experience as possible.

—Nidren's Hosp.tal .
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Role of the groups

e Ambassadors for young people in research.
e Consultees e.g. NRES Guidance on information sheets.

e Comment on language, terminology, design and content of
research documentation i.e. protocols, reporting forms,
information sheets, methods, schedules and
guestionnaires.

e Comment on age appropriateness of information sheets,
consent forms and assent forms.

e Comment on materials, apps, diaries, produced for
children in clinical trials.

e Learn about research
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Essential informaﬁon]
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BTN

Events Support us Contact us Donate

.. ABOUT US Essential Information

‘w Opening times and admission

What to expect of a visit to
the Pod Admission to Centre of the Cell is
Book 3 visit free of charge for UK school

groups, and for public and family
visitors during school holidays and
special events, but booking is
Pre-visit activities essential. For schools outside of the

Essential Information
Special events
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Running the group

Balance between enjoyable and informal activities- providing valuable
comments and opinions on research materials (dry)

Payment of £20 voucher per meeting
Provide lunch, snacks and drinks

Ice breakers- beginning and end — adults too
Name badges

Flexible timing

Break groups down for feedback — facilitators

Open questions —researchers

Report changes back to the group, reaffirms participation is meaningful
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Any Questions so far?
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Contributed to the national consultation on the
NRES — Guidance for information sheets for children
5-12 and 12-16

Focus group for preparation of Guidance being
produced by UK CRF on transition to

adult clinics

Seaton study — incentives

Commented on information sheets and consent
forms for several trials

Redesigned and written information sheets for tissue
banking information

Presented at the British Science Festival Aberdeen
2012




Working with Industry

NHS

National Institute for
Health Research

Clinical Research Network

medidines for dhildren medianes for children
Young people help researchers to “get real”

research community to
ensure that treatmenrnts
are relevant and effective
in daihy life. This is
driving more ressarchers
to sesk the input of
senvice usaers in the
development of their
weork, which & keading to
a transformation of the
cultural and regulatony
environment for
children’s ressarch.
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“Researchers need 1o make a
distinction between child and
adult studies. Paediatnc studies
need to stand alone. ™
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Streamlining & simplifying the research approval
process— HRA Consultation March 2013

Key topics the HRA wanted our views on included:

How young patients should be recruited and consented for clinical trials.

The extent to which we might feel protected by the newly proposed approval process or even at risk

The measures needed to ensure trust in the system and a feeling of safety.

And generally, to get our views on the proposed process and ask us how best to include young people and families
in research

“I was very impressed by the group. They gave serious consideration to
some complex issues and were clearly very well informed about

research. It was a pleasure to work with them”. Amanda Hunn HRA
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Designing information fit for purpose — working

What we do and

How long will it take?
What is the aim?
What is the drug?

What will | have to do?

Do we have to go ahead with it?

Who will it benefit?

Are there any side effects?

with NRES

pr—

Leaflets or A5
booklets
Colour
Relevant pictures
Concise text

Break it down

No acronyms
Don’t lie to us.
Don’t patronise.

don’t want to know:

X

Ethics

Invitation Paragraph

Other medicines

Who is funding the study

What happens when the study ends
What is research

Why were we chosen
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Keeping
meetings
interesting

Safeguarding
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Further Information

Involving Children and Young People in Health and Social Care
Research Edited by fennie Fleming and Thile Boeck

Led by bath children's rights perspectives and methodalogical arguments, there is an increasing
emphasis on children snd young people’s participation in health and social care research by
researchers, policy makers and funding bodies —with many now considering the active involvement
of children and young people a requirement. There is little exploration of how to address and

ing from their participation, howewver.

awercome the many challenges =

Divided into five parts, this practical book begins by considering what research with young peaple is
and why we should do it, before leading the reader into how to undertake it. The baok then
provides practical examples of action and finishes with refiections about the whale process.
Bringing together = variety of experienced researchers, from s wide range of backgrounds in health
and social care and including young people, the chapters provide insight for practical action, a5 well
=3 critical and theoretical reflection. Invotving Children and Young People in Health and Social Care

| Newman et al (June 2012)

Understanding the reasons and processes for involving children and young people in research

Mszking sure that invalwerment is meaningful and not merely tokenistic

Developing research mathods that sre commensurate with different sges and sbilities . . . .
g gmen e ok e o e, g e e e e g Medicines for Children: reflectin
Power and relationships between young people researchers and sgult researchers L]
I I .

Introduction Part 1: What 1. What is Research With Young People? Part 2: Why 2. Sociological Thearies Of Childhood: . . °

Reasons For Involving Children And Young People In Research 3. Why Participatory Ressarch? Exploring Principles

&nd Practice 4. Using Mational Standards For Children and Young People’s Participation To inform Health Research re S e a rC I I l I S a re a e C I Ve

£ []

Part 3: How 5. Moving To The Inside — Employing Young People As Researchers 6. An Exploration Of How Ethics
Inform The Design Of Social Research With Children Under Eleven Years Of Age 7. How To Make Ilwolvemenl A

Positive Experience — Ensuring Adequate Training, Preparation And Support 8. Tral g

Adults And Young People Through Improvisation And Performance Part 4: Action 5. Young Women Researching °
Access To Sport 10. The Transition From Practitioner To Researcher: Physiotherapists Undertaking Research with nVO Ve m e n O I re n a n O l l n
Disabled children &nd Young People 11. Offaring Children confidentiality In Resaarch — what Are The Limits?

12 Getting The Message Across — Working With Young People To Change Perceptions Of Health Research
13. Young People’s Participation In Service E ion 14. & Long Term Partnership — Adults And Young Researchers

‘Working Tegether on The Evaluation Of The children’s Commissioner For wales part 5: Reflection 15. Medicines For ° °

Children: Reficsion O Fow Young People Improve Research 16. heer Research Wth Chikiren And Young Paopie Pe o) p I ein H ea It h an d SO cia I Ca re
Reflecting on The Impact Of Adopting A Rights-Based Rationale 17. What Is it Really Like To Be & Researcher?

Dilemmas, Role conflict And Reflections On Interviewing Children And Young People 18. Youth And Adult Researcher

Reflections on Participatory Research In Australia And The United Kingdom 19. *I"ve Always Had & Passion For Being
& part Of Something Unique" Young People's Reflections On Being Researchers 20. Conclusion — Emerging Processes

or MaXMEng The Invohment O Chikiren And Youn People I peserach Resea rch ] ( RO utledge)

*Routledge is offering 20% 0Off all Routledge titles when ordered from our website.

To order — visit: www routledge comy/. Please quote AC2012 when ordering. Offer ends 31123012,

Sustaining young people’s interest and motivation

Addressing ethical issues that arise throughout the research journey.

Selected Table of Contents

May 2012 | 260pp

HEB: 978-0-1135-66349-6: £85700* £68.00

1 website for mare information and onlin: 2{ Routledc
e e

www.routledge.com
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WORKING IN PARTNERSHIP WITH YOUNG
PEOPLE

We are here to help!

jennifer.preston@Iliv.ac.uk
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