
RDS SE:. working in partnership 
to improve research 
RDS SE has been working with partners including the NIHR Clinical Research Network, Kent, Surrey and 
Sussex (CRN KSS) and INVOLVE to increase public involvement and encourage co-production in health 
and social care research. 

Empowering children and young 
people to contribute to health research: 
Introducing the new Young People's Advisory Group for Kent, Surrey & Sussex (YPAG KSS) 

The south east now has its own YPAG 
(Young People's Advisory Group) -
an exciting forum for children and young 
people to get involved in health research 
affecting them and their future wellbeing. 

This feature, based on an account by RDS 
SE lay panel member Victoria Hamer, 
celebrates the success of Kent Surrey and 
Sussex YPAG which grew out of a highly 
successful patient and public involvement 
(PPI) collaboration across the region. 

RDS SE worked in partnership with 
INVOLVE and the NIHR Clinical Research 
Network (CRN KSS) to establish YPAG, 
which has gone from strength to strength 
since its November launch at the Royal 
Alexandra Children's Hospital, Brighton. 

The launch event attracted young people, 
parents/carers as well as Consultants in 
Paediatrics and Paediatric Dentistry, a 
Clinical Researcher and a Paediatric 
Research Nurse. 
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RDS SE PPI lead and group facilitator 
Duncan Barron gave a talk on 
'Empowering Children and Young People 
to contribute to Research'. 

The group meets on a Saturday every other 
month at the Royal Alex. It is open to 
young people aged 8-18 who want to help 
make research better. Consultant 
Paediatrician Professor Paul Seddon, a 
leading figure in the group's evolution, 
secured funding for the first year from 
children's charity Rockinghorse. This allows 
the young people to receive vouchers as a 
thank you for attending and covers 
refreshment costs. 

The friendly, supportive environment, with 
icebreakers and games encourages the 
young people to think and contribute 
creatively, supported by researchers and 
clinicians, who really value this unique 
input. With a shiny writing space on each 
table, ideas come fast and furious! 

"It was fantastic, I liked talking about 
the things you can do to help children 
with asthma" (Faye, 8) 

"It was good to say my views, I am 
definitely coming again" (Christian, 9) 

"I am eager to listen to the thoughts 
and ideas of the other young people ... 
as well as voice my own opinions" 
(Alexis, 1 5) 

"The subjects were very good choices 
and were made interesting through 
the use of games and group 
discussions." (Marwan, 9 and 
Mustafa, 11) 

YPAG is not just for young people. Our 
region has a parallel parents and carers' 
group (PAC) that can provide their own and 
different perspectives on the research 
proposals being. presented. They hear the 
same presentations but in a separate room. 

Everyone benefits from learning new skills, 
working together and making friends at 
YPAG. At the launch the young people, 
facilitated by Duncan Barron, used Mind
Mapping to generate their own rules, 
including that some of the group wanted 
to help facilitate sessions themselves. 
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The YPAG experience 
Teenagers Vindya and Sofia joined the third 
YPAG meeting in March. Below are brief 
snippets of larger accounts each wrote 
about the day. 

" ... I immediately felt comfortable in the 
friendly and welcoming environment. We 
discussed how video games could help or 
be adapted to accommodate disabled 
people such as those with cerebral palsy. 
Our groups came up with some ideas such 
as using virtual reality, head and eye sensors 
and adapted controllers for disabled 
people. Some games may be upsetting for 
some children. It was amazing to see really 
young children coming up with great ideas 
as well and their opinions were valued and 
respected" Vindhya, 17 

" ... we had an opportunity to find out 
about 'diabulimia' - an eating disorder 
where people with diabetes don't take 
enough insulin so they can lose weight. We 
discussed how to help Dr Peter Christian 
encourage young people to take part in his 
survey, which can potentially be a first step 
in diagnosing this serious condition. We 
took it very seriously and came up with 
great wa� to help in this project." Zofia, 18 
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YPAG research discussions 
Three presentations to YPAG's second 
meeting generated so much discussion 
that it was agreed to limit future sessions 
to two topics per meeting. Among 
research ideas presented so far are: 

• Consultant Paediatrician Professor Paul
Seddon's pilot study around treating
acute asthma in 2-12 year olds with
HiFlo oxygen. Did the group think the
study worth doing? Could they help
design posters and information?

• Specialist Speech and Language
Therapist Katherine Buckeridge on
'developing an information-sharing tool
for children with complex
communication needs using parent's
experiences'.

• Extended Scope Physiotherapist Viccie
Smith on preventing osteoporosis. She
was keen to find out if boys would be
interested, even though mainly girls are
affected.

• Dr Peter Christian on Diabulimia in
young people with diabetes. In their
own session, parents and carers could
ask questions about potentially sensitive
issues.

"I was surprised how much feedback 
I got particularly from the children 
who don't have constraints on their 
thinking. They give a different 
perspective and can be much more 
creative" (Researcher) 

"Hattie did not stop talking about the 
meeting and asking endless questions 
about research. We are both really 
excited to be part of the team" 
(Ruth, Mum) 

Like to attend YPAG? 
Next meeting: 19 May 2018 
Location: Royal Alexandra Hospital, 
Brighton 
Contact: ypagkss@nihr.ac.uk 
or Duncan Barron: d.barron@brighton.co.uk 

YPAG KSS is a collaboration between Kent, 
Surrey and Sussex NHS Trusts & Universities, 
INVOLVE, NIHR RDSSE and NIHR CRN KSS 
and our lay panel membership. 

Thanks to Rockinghorse and INVOLVE 
for their support 

INVOLVE 
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