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Learning	  Objec>ves	  

•  Understand	  pa>ent	  and	  
public	  involvement	  (PPI)	  

•  Model	  of	  involving	  young	  
people	  –	  Genera>onR	  

•  Young	  people’s	  stories	  	  
•  How	  to	  do	  PPI	  –	  prac>cal	  
support	  

	  



NIHR	  Commitment	  	  

“The	  NIHR	  is	  commiEed	  to	  involving	  young	  people	  in	  relevant	  research,	  whether	  as	  par:cipants	  or	  
advisors,	  or	  in	  reviewing	  research	  studies	  and	  proposals.	  High	  quality	  research	  involving	  children	  and	  
young	  people	  depends	  on	  listening	  to	  their	  voices,	  as	  well	  as	  their	  families	  and	  carers,	  taking	  account	  of	  
their	  experiences,	  priori:es	  and	  perspec:ves.	  The	  NIHR	  believes	  that	  children	  can	  make	  real	  
contribu:ons	  to	  decision	  making	  in	  these	  areas.”	  



Pa>ent	  &	  Public	  Involvement	  in	  
Research	  

•  Involving	  pa>ents,	  carers	  and	  the	  
public,	  who	  have	  personal	  experience	  
of	  or	  an	  interest	  in	  a	  health	  
condi>on(s),	  in	  research	  or	  research	  
related	  ac>vi>es	  	  

•  An	  ac>ve	  partnership	  between	  
pa>ents	  and	  the	  public	  and	  
researchers,	  doctors	  and	  other	  
NHS	  staff	  	  



“When	  we	  talk	  about	  ‘involvement’	  in	  research,	  we	  mean	  
ac:vely	  geQng	  involved	  in	  the	  research	  process,	  rather	  than	  
being	  par:cipants	  of	  	  the	  research”	  HRA	  

How?	  	  





How	  the	  group	  helps	  researchers	  



What’s	  important	  to	  young	  people	  





Pa>ent	  Perspec>ve	  of	  Research	  

Phoebe	  Rushe	  	  



  Phoebe	  Rushe	  
  2nd	  year	  Medical	  Student	  @	  
University	  of	  Liverpool	  

  Juvenile	  Dermatomyosi>s	  pa>ent	  
  Currently	  treated	  at	  Centre	  for	  
Adolescent	  Rheumatology,	  UCLH	  
and	  Broadgreen	  Hospital.	  	  

  My	  involvement	  in	  research	  
  What	  do	  pa>ents	  think	  of	  research?	  
  Effect	  of	  involving	  young	  people	  in	  research	  
  How	  can	  we	  encourage	  pa>ent	  par>cipa>on	  in	  research?	  



My	  involvement	  in	  research	  



What	  do	  pa>ents	  think	  of	  
research?	  



How	  can	  being	  
involved	  in	  research	  
benefit	  pa>ents?	  



How	  can	  we	  involve	  
more	  pa>ents	  in	  

research?	  	  



How	  can	  we	  involve	  
more	  pa>ents	  in	  

research?	  	  



Thank	  you!	  

phoeberushe@gmail.com	  



Living	  with	  JIA	  &	  contribu>ng	  to	  
research	  

hcp://www.arthri>sresearchuk.org/arthri>s-‐informa>on/your-‐stories/juvenile-‐idiopathic-‐arthri>s/simon-‐stones.aspx	  
	  



Planning	  Involvement	  



Top	  >ps!	  

•  Plan	  involvement	  as	  early	  as	  possible	  
•  Be	  clear	  about	  what	  pa>ents	  or	  families	  will	  be	  able	  to	  do	  
•  Be	  clear	  about	  what	  pa>ents	  or	  families	  will	  not	  be	  able	  to	  

do	  
•  Ensure	   all	   staff	   understand	   the	   reasons	   for	   involving	  

pa>ents	  
•  Support	  pa>ents	  and	  families	  with	  training	  and	  informa:on	  
•  Iden>fy	  a	  key	  person	  within	  the	  research	  team	  for	  pa>ents	  

to	  contact	  
•  As	  a	  minimum	  reimburse	  users	  travel	  expenses	  
•  Where	  possible	  offer	  childcare	  or	  carer	  expenses	  	  
•  Acknowledge	  pa>ent	  input	  and	  be	  sure	  to	  feedback	  on	  the	  

research	  and	  what	  you	  feel	  their	  contribu>on	  meant	  



Budget	  considera>ons	  

•  How	  many	  pa>ents	  you	  involve	  
•  What	  you	  expect	  the	  pa>ents	  to	  do	  and	  how	  

oSen	  
•  Where	  they	  travel	  from	  
•  Childcare	  and	  carer	  support	  

	  
Other	  considera.ons	  include:	  
•  Room	  hire	  
•  Refreshments	  
•  Training	  
•  Sta>onery	  	  
•  Payment	  (if	  you	  feel	  this	  is	  appropriate	  and	  budget	  

allows?)	  
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Addi>onal	  resources	  



Contact	  details:	  
	  
Jenny	  Preston	  
NIHR	  Alder	  Hey	  Clinical	  Research	  Facility	  (CRF)	  
Pa>ent	  and	  Public	  Involvement	  Manager	  
Jennifer.preston@liverpool.ac.uk	  	  
	  
Genera>onR	  website	  
www.genera>onr.ac.uk	  
	  
	  	  @GenrYPAGs	  
	  	  @EATC4Kids	  
	  
	  
	  
	  


