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•  Background 
•  National Young Persons Advisory Group ( YPAG) 
•  The role of the group 
•  The importance of involving young people 
•  Some of the activities the group have been involved 

in 
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• Learn	
  about	
  health/clinical	
  research	
  in	
  monthly	
  
mee2ngs	
  
• support	
  and	
  work	
  in	
  partnership	
  with	
  researchers	
  in	
  
the	
  delivery	
  of	
  health	
  research	
  
• provide	
  input	
  and	
  collaborate	
  with	
  key	
  organisa2ons	
  
such	
  as	
  Na2onal	
  Research	
  Ethics	
  Service	
  (NRES),	
  Royal	
  
College	
  Paediatrics	
  Child	
  Health	
  (RCPCH),	
  NIHR	
  Clinical	
  
Research	
  Facili2es	
  (CRFs),	
  R&D	
  within	
  NHS	
  Trusts,	
  
Academic	
  Health	
  Science	
  Networks	
  (AHSNs)	
  to	
  promote	
  
the	
  research	
  agenda	
  and	
  more	
  importantly	
  the	
  
involvement	
  and	
  engagement	
  of	
  young	
  people	
  in	
  their	
  
processes	
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Adults	
  	
  oJen	
  forget	
  that	
  children	
  get	
  bored	
  and	
  don’t	
  want	
  to	
  
read	
  a	
  7	
  page	
  black	
  and	
  white	
  leaflet	
  

Young	
  people	
  can	
  be	
  put	
  off	
  par2cipa2ng	
  or	
  leJ	
  feeling	
  
confused	
  and	
  scared	
  if	
  informa2on	
  isn’t	
  understandable	
  

Adults	
  shouldn’t	
  assume	
  they	
  know	
  what	
  young	
  people	
  want,	
  
we	
  think	
  differently	
  

Some	
  adults	
  overlook	
  how	
  much	
  vocabulary	
  children	
  
understand,	
  making	
  leaflets	
  too	
  complicated	
  or	
  patronising	
  

Young	
  people’s	
  experiences	
  in	
  research	
  must	
  be	
  listened	
  to	
  in	
  
order	
  for	
  the	
  research	
  to	
  improve	
  

We	
  know	
  what	
  we	
  do	
  and	
  don’t	
  want	
  to	
  know	
  	
  
-­‐	
  no	
  informa2on	
  overloads!	
  

To	
  make	
  
research	
  in	
  

young	
  people	
  
for	
  young	
  
people,	
  you	
  

should	
  involve	
  	
  
young	
  people	
  
and	
  listen	
  to	
  
what	
  we	
  want	
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1. Follow up study in children aged 6-8 years old: 
 
Ensure outcomes children and young people felt were important are 
measured 
 
Methods used are most suitable to children, young people and 
parents. 
 
 
2. Asthma study: 
 
Participant Information Leaflets (PILS) are designed to suit children 
and young people. 
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“Generally,	
  outcomes	
  that	
  the	
  
research	
  team	
  had	
  already	
  

iden2fied	
  covered	
  areas	
  suggested;	
  
however,	
  the	
  research	
  team	
  added	
  
two	
  new	
  outcomes”.	
  (Researcher,	
  2013)	
  

“I’ve	
  not	
  run	
  focus	
  groups	
  before	
  
and	
  found	
  this	
  a	
  useful	
  exercise	
  –	
  

I’ve	
  proposed	
  holding	
  focus	
  
groups	
  to	
  help	
  refine	
  messages	
  

for	
  the	
  public	
  /	
  feedback	
  from	
  the	
  
completed	
  research	
  project	
  (if	
  

funded)”.	
  (Researcher,	
  2013)	
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“The	
  comments	
  on	
  what	
  would	
  
be	
  appealing	
  and	
  how	
  to	
  

structure	
  the	
  leaflets	
  for	
  the	
  
younger	
  age	
  group	
  has	
  really	
  

helped”.	
  (Researcher,	
  2010)	
  

“The	
  feedback	
  I	
  received	
  was	
  very	
  
useful	
  and	
  helped	
  me	
  with	
  the	
  

layout	
  and	
  design,	
  and	
  helped	
  me	
  
avoid	
  anything	
  that	
  would	
  have	
  
appeared	
  confusing,	
  unclear	
  and	
  
which	
  pictures	
  to	
  avoid”.	
  (Researcher,	
  

2011)	
  





h`p://www.youtube.com/watch?
v=KvamYWTDwQA&feature=em-­‐upload_owner	
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Recommendations 
Recommenda7on	
  1:	
  
Work	
  with	
  key	
  stakeholders	
  including	
  parents	
  and	
  young	
  people	
  to	
  iden2fy	
  
solu2ons	
  on	
  tackling	
  the	
  major	
  challenges.	
  	
  This	
  could	
  be	
  achieved	
  in	
  collabora2on	
  
with	
  organisa2ons	
  such	
  as	
  the	
  Nuffield	
  Council	
  for	
  Bioethics	
  and	
  the	
  Royal	
  College	
  
of	
  Paediatrics	
  and	
  Child	
  Health	
  (RCPCH)	
  

Recommenda7on	
  2:	
  
Summary	
  level	
  results	
  should	
  be	
  made	
  publicly	
  (open	
  access)	
  available	
  for	
  all	
  clinical	
  
trials	
  

Recommenda7on	
  3:	
  
A	
  pa2ent	
  specific	
  (confiden2al)	
  results	
  feedback	
  sheet	
  mandatory	
  part	
  of	
  the	
  
research	
  process	
  (as	
  is	
  the	
  Pa2ent	
  Informa2on	
  Leaflet)	
  

Recommenda7on	
  4:	
  
We	
  agree	
  with	
  the	
  House	
  of	
  Commons	
  Select	
  Commi`ee	
  inquiry	
  that	
  peer	
  review	
  is	
  
vital	
  to	
  the	
  reputa2on	
  and	
  reliability	
  of	
  scien2fic	
  research	
  and	
  we	
  agree	
  that	
  journal	
  
ar2cles	
  remain	
  the	
  primary	
  instrument	
  for	
  the	
  publica2on	
  of	
  summary-­‐level	
  trial	
  
results.	
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Continued…. 

Recommenda7on	
  5:	
  
Researchers	
  and	
  sponsors	
  should	
  ensure	
  provision	
  for	
  the	
  on-­‐going	
  supply	
  of	
  a	
  
treatment	
  shown	
  to	
  be	
  successful	
  in	
  a	
  clinical	
  trial	
  to	
  the	
  study	
  par2cipants	
  

Recommenda7on	
  6:	
  
To	
  explore	
  alterna2ve	
  and	
  innova2ve	
  ways	
  of	
  engaging	
  with	
  more	
  young	
  people	
  
and	
  families,	
  building	
  our	
  links	
  with	
  charitable	
  organisa2ons	
  and	
  parent/young	
  
people’s	
  groups	
  	
  

Recommenda7on	
  7:	
  
MCRN	
  PPI	
  work-­‐stream	
  to	
  work	
  closely	
  with	
  the	
  MCRN	
  Children’s	
  Research	
  Industry	
  
Group	
  (CRIG)	
  to	
  explore	
  how	
  models	
  of	
  closer	
  collabora2on	
  with	
  industry	
  partners	
  
can	
  be	
  implemented	
  

Recommenda7on	
  8:	
  
Build	
  on	
  collabora2ons	
  with	
  NIHR	
  Evalua2on,	
  Trials	
  	
  and	
  Studies	
  Coordina2ng	
  
Centre	
  (NETSCC)	
  to	
  encourage	
  involvement	
  of	
  young	
  people	
  and	
  families	
  in	
  the	
  
iden2fying	
  and	
  priori2sing	
  of	
  research	
  studies	
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Continued…. 

Recommenda7on	
  9:	
  
Develop	
  an	
  effec2ve	
  communica2ons	
  strategy	
  that	
  showcases	
  involvement	
  
ac2vi2es	
  and	
  sustains	
  the	
  objec2ves	
  highlighted	
  at	
  Genera2onR.	
  	
  This	
  will	
  require	
  
the	
  use	
  of	
  innova2ve	
  communica2on	
  tools,	
  such	
  as;	
  a	
  dedicated	
  Genera2onR	
  
website,	
  E-­‐Magazine	
  and	
  the	
  use	
  of	
  social	
  media	
  

Recommenda7on	
  10:	
  
To	
  develop	
  a	
  systema2c	
  way	
  to	
  measure	
  the	
  impact	
  of	
  involvement	
  ac2vi2es	
  

Recommenda7on	
  11:	
  
Work	
  with	
  the	
  educa2on	
  sector	
  to	
  promote	
  clinical	
  research	
  educa2on	
  in	
  schools,	
  
sharing	
  resources	
  such	
  as	
  Tes2ng	
  Treatments	
  Interac2ve,	
  resources	
  developed	
  by	
  
NHS	
  England,	
  and	
  Centre	
  of	
  the	
  Cell.	
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Moving forward 

For	
  a	
  full	
  copy	
  of	
  the	
  report	
  and	
  all	
  key	
  resources	
  please	
  click	
  
on	
  the	
  following	
  link:	
  
h`p://viewer.zmags.com/publica2on/62b8f2e9	
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