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PATIENT-
CENTERED 
RESEARCH

i s  i m p o r t a n t  b u t  i t  
i s  n o t  t h e  s a m e  a s  
e n g a g i n g  p a t i e n t s   
I N  r e s e a r c h !

Involving  Patients  in  Research
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PATIENT-CENTERED OUTCOMES 
RESEARCH INSTITUTE (PCORI)

M i s s i o n :  h e l p  p e o p l e  m a k e  
i n f o r m e d  h e a l t h c a r e  d e c i s i o n s ,  
a n d  i m p r o v e  h e a l t h c a r e  d e l i v e r y  
a n d  o u t c o m e s ,  b y  p r o d u c i n g  a n d  
p r o m o t i n g  h i g h - i n t e g r i t y ,  
e v i d e n c e - b a s e d  i n f o r m a t i o n  t h a t  
c o m e s  f r o m  r e s e a r c h  g u i d e d  b y  
p a t i e n t s ,  c a r e g i v e r s ,  a n d  t h e  
b r o a d e r  h e a l t h c a r e  c o m m u n i t y .  

SOURCE: PCORI WEBSITE
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https://www.pcori.org/


Poll question: 

What is the highest level of involvement that you have had 
with patient partners on your projects or studies? 

None
Input (e.g. interviews, surveys and focus groups)
Consultation (e.g. advisory board)
Collaboration (e.g. co-investigator)
Leadership (e.g. PI/co-PI)
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Source: PCORI website

TESTIMONIAL
PCORI-FUNDED RESEARCHER

“ M y  a t t i t u d e  w a s  p r e t t y  
t y p i c a l ,  w h i c h  w a s ,  ‘ L e t  m e  
f i n d  s o m e  p a t i e n t s  a n d  
f a m i l i e s  t h a t  I  c a n  p u t  o n  m y  
g r a n t  …  a n d  w e ’ l l  h a v e  t h e m  
m e e t  p e r i o d i c a l l y  … ”  

“ I t  w a s  i m m e d i a t e l y  a p p a r e n t  
t h a t  [ t h e  p a r t n e r s ]  h a d  t h i n g s  
t o  a d d  t h a t  w e  w e r e n ’ t  
t h i n k i n g  a b o u t  a t  a l l .  I t  w e n t  
f r o m  t h i s  n o t i o n  o f  l e t ’ s  h a v e  
a n  a d v i s o r y  b o a r d  . . .  t o  r e a l l y  
u n d e r s t a n d  t h a t  i f  t h i s  w a s  
g o i n g  t o  w o r k ,  t h e y  h a d  t o  b e  
c e n t r a l  t o  t h e  w h o l e  t h i n g .  ”  

5

https://www.pcori.org/


PCORI 
FRAMEWORK

• E x p e c t a t i o n s
• R e s o u r c e s
• A c c o u n t a b i l i t y

SOURCE: PCORI WEBSITE
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https://www.pcori.org/sites/default/files/PCORI-Foundational-Expectations-for-Partnerships-In-Research.pdf


Lived experience at the table

From subject to stakeholder

How PCORI 

changed my role 

in research
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Involving Patients in Research

LEVELS OF 
ENGAGEMENT
P a t i e n t s  m a y  b e  i n v o l v e d  i n  d i f f e r e n t  w a y s ,  
a s  p a r t i c i p a n t s ,  c o n s u l t a n t s ,  c o l l a b o r a t o r s  
a n d  p r i n c i p a l  i n v e s t i g a t o r s

F o r  P C O R I ,  c o n s u l t a n t - l e v e l  i s  t h e  m i n i m u m  
a n d  h i g h e r  l e v e l s  a r e  e n c o u r a g e d

Study participant 
interview or field 
test 8



Involving Patients in Research

STAKEHOLDERS
f o c u s  o n  p a t i e n t  a n d  f a m i l i e s ,  b u t  r e c o g n i t i o n  o f  b r o a d - b a s e  o f  p a r t n e r s  w h o  m a y  c o n t r i b u t e  t o  
t h e  s t u d y  d e s i g n ,  c o n d u c t  a n d  d i s s e m i n a t i o n

PATIENTS/CONSUMERS

FAMILIES/CAREGIVERS

PT/FAMILY 
ADVOCACY ORGS

COMMUNITY-BASED ORGS

CLINICIANS

PAYERS

LIFE SCIENCES INDUSTRY

CLINICS/HOSPITALS/
HEALTH SYSTEMS

POLICYMAKERS

OTHERS
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Lived experience at the table

CAHPS                              PCORI
W h a t  m a t t e r s  m o s t  t o  
p a t i e n t s  a b o u t  t h e i r  
e x p e r i e n c e  o f  c a r e ?  

F o c u s  g r o u p s ,  c o g n i t i v e  
t e s t i n g  i n t e r v i e w s  t o  
g a t h e r  f e e d b a c k

S t r u c t u r e d  s u r v e y s  t o  
a s s e s s  e x p e r i e n c e

P a t i e n t  a s  d a t a  s o u r c e

W h a t  r e s e a r c h  q u e s t i o n s  
a n d  o u t c o m e s  m a t t e r  
m o s t  t o  p a t i e n t s ?

P a r t n e r s h i p  i n  s h a p i n g  
r e s e a r c h  p r o p o s a l s

C o - d e s i g n ,  c o - p r o d u c t i o n

P a t i e n t  a s  r e s e a r c h  
p a r t n e r  a n d  i n v e s t i g a t o r
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Involving Patients in Research

PCORI Engagement: What it looks like 
in my work

• VALVE training (2020 - 2022) to prepare patients as 
research advisors (PCORI Eugene Washington Award)

• Currently serving on 3 research teams (2 PCORI-funded)
• Contributing author on 10 published peer reviewed 

journal articles
• Elevate outcomes that reflect quality of life, trust, 

recovery—not just clinical endpoints
11



Involving Patients in Research

TESTIMONIAL 
MGH PATIENT PARTNER

“ I  w a s  n o t  q u i t e  s u r e  w h a t  I  w a s  g e t t i n g  i n t o  w h e n  I  
j o i n e d  t h i s  g r o u p .  I t  i s  f a i r  t o  s a y  t h e  d i s c u s s i o n s
…  g a t h e r i n g  c o n s u m e r s  a n d  h e a l t h  c a r e  
p r o f e s s i o n a l s  t o g e t h e r …
h a d  t h e  k i n d  o f  ‘ t h i n k i n g  o u t  o f  t h e  b o x ’  q u a l i t y  
t h a t  i s  p r o b a b l y  t h e  k e y  t o  a d v a n c e s  i n  p a t i e n t  
c a r e . ”  
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Involving Patients in Research

CHALLENGES AND CONSIDERATIONS

Ident i f y ing  communi ty  and  pat ient  par tners  
( job  descr ip t ions ,  ro les  and  respons ib i l i t i es )  

T ra in ing  and  ongo ing  support  to  encourage  
invo lvement  (hosp i ta l /org/ I RB ,  grant -spec i f i c )

Admin is t ra t i ve  (a l ign ing  schedules ,  payments ,  
t ime l ines )

Mainta in ing  connect ion  and  support  (proposa l
wr i t ing ,  resubmiss ions  –  lag  t ime ,  unfunded)
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Involving  Patients in Research

RESOURCES
P C O R I ’ s  w e b s i t e  h a s  m a n y  t o o l s ,  t r a i n i n g  a n d  t e m p l a t e s  t o  s u p p o r t  r e s e a r c h e r s  w h o  a r e  
i n t e r e s t e d  i n  a u t h e n t i c  p a t i e n t  i n v o l v e m e n t  i n  r e s e a r c h  p r o j e c t s .  

2020 SUMMIT ON MEASURE 
DEVELOPMENT
R e p o r t  d i s t i l l s  i n s i g h t s  f r o m  
5 2  p a r t i c i p a n t s  w h o  c a m e  
t o g e t h e r  t o  i d e n t i f y  w a y s  t o  
i n v o l v e  p a t i e n t s  i n  o u t c o m e  
a n d  p e r f o r m a n c e  m e a s u r e  
d e v e l o p m e n t  ( P C O R I - f u n d e d )

PCORI ENGAGEMENT 
RESOURCES
F r a m e w o r k  f o r  e n g a g e m e n t  
w i t h  t e m p l a t e s  a n d  t r a i n i n g  
f o r  r e s e a r c h e r s  a n d  p a t i e n t  
p a r t n e r s

Patient Engagement in 
OMERACT 
I n t e r n a t i o n a l  i n i t i a t i v e  
f o c u s e d  o n  o u t c o m e s  
m e a s u r e m e n t  f o r  m s k /  
r h e u m a t o l o g y  r e s e a r c h ;  
d e v e l o p e d  P E I R S - 2 2  i t e m  
m e a s u r e
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Involving Patients in Research

EMERGING EVIDENCE
G r o w i n g  l i t e r a t u r e  s t u d y i n g  t h e  t y p e  a n d  i m p a c t  o f  p a t i e n t  i n v o l v e m e n t  i n  r e s e a r c h  s t u d i e s .  

2014 Domecq et al  
Systematic review
I n c l u d e s  1 4 2  s t u d i e s  a n d  
f o u n d  p t  e n g a g e m e n t  a s s o c  
w i t h  i n c r e a s e d  e n r o l l m e n t  
a n d  h e l p e d  s e c u r e  f u n d i n g ,  
d e s i g n  p r o t o c o l  a n d  
s e l e c t i o n  o f  o u t c o m e s .

2019 Forsythe et al  
Health Affairs
S u m m a r y  o f  f i n d i n g s  f r o m  
1 2 6  P C O R I - f u n d e d  s t u d i e s  
e x a m i n i n g  a p p r o a c h e s  t o  
e n g a g e m e n t  a n d  i m p a c t  o n  
s t u d y  a n d  o u t c o m e s
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Involving Patients in Research

How to move toward meaningful 
engagement?
1. How can CAHPS work meaningfully identify important 

outcomes that are rarely measured but important to patients 
(e.g. cumulative effects, multiple health issues)?

2. “If research doesn’t ask the right questions, it won’t find the right 
answers.” How does this quote apply to the CAHPS survey 
work? 

3. What are opportunities for patients as collaborators and co-
investigators on CAHPS work? What are the concerns?
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Involving patients in research

THANK YOU

KAREN SEPUCHA
M a s s a c h u s e t t s  G e n e r a l  H o s p i t a l ,  
H a r v a r d  M e d i c a l  S c h o o l

k s e p u c h a @ m g h . h a r v a r d . e d u

w w w . m g h d e c i s i o n s c i e n c e s . o r g

SUSAN STRONG
C o n s u l t a n t ,  p a t i e n t  a d v o c a t e

Susan@SusanStrong.com
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