
 

 

 

 

 

September 12, 2014 

Mr. Tony Coelho, Chairman 
Partnership to Improve Patient Care 
1720 Eye Street, NW 
Suite 400 
Washington, DC  20006 
 

Dear Tony: 

Thanks for sending the summary of the roundtable discussion on “Accountability for Patient 
Engagement in Research and Dissemination” sponsored by the Partnership to Improve Patient 
Care (PIPC) and Families USA.  PCORI appreciates the ongoing interest of both PIPC and Families 
USA in making certain that engagement and patient-centeredness are carefully evaluated and 
effectively implemented to improve relevance, quality and usefulness of healthcare research. 
We also thank you for the kind words regarding PCORI’s role and will continue to strive to merit 
and preserve this trust.  
 
Some specific responses and reactions are given below, along with suggestions for next steps. 
 
Regarding prioritization of research, PCORI is moving quickly toward a more targeted, 
stakeholder-driven agenda and portfolio, based largely on input from our stakeholder groups 
and the hard work of the Advisory Panels. This will be manifest in both a growing number of 
highly specific targeted announcements and in the list of high-priority topics for the pragmatic 
clinical studies.  We are learning much from the research funded under our early broad 
solicitations and we now appreciate more fully what we are looking for in response to our more 
targeted announcements.   
 
We agree that we can improve further on our topic solicitation activities and particularly in the 
early sifting of the numerous topics received.  We also agree with you on the importance and 
unique value of input provided by patient advocacy organizations and the potential for shared 
accountability regarding topic input.  We will be happy to discuss further what would enhance 
transparency and effectiveness for these processes. 
 
On the topic of pre-engagement,  our Engagement Awards, as well as the Pipeline-to-Proposal 
Awards help to broaden awareness of PCORI processes and opportunities and  provide capacity 
building  for  further funding among groups currently not adequately “research ready”  or  
engaged with appropriate partners.  We also remain very eager to meet with new groups and 



will take under consideration your suggestion to focus these presentations more directly on 
opportunities.  
 
Your further comments on the important role of organizations and the possibility of linking our 
Ambassador’s program more consciously with engaging organizations are appreciated and will 
be considered by our engagement team. The Advisory Panel on Patient Engagement will also be 
addressing how to expand the role of patient organizations in PCORI activities at the October 1st 
meeting.   The issue of compensation of patients and the public for participation in 
prioritization, topic generation, dissemination or other activities is challenging.  PCORI is, 
however, addressing this issue by compensating participants in the activities where we actively 
recruit and engage stakeholders in our research processes. PCORI compensates patients at the 
same rate as clinicians, scientists and other stakeholders in conducting prioritization and merit 
review.  Our Pipeline-to-Proposal awards are another attempt to recognize the needs for 
support in the pre-research phase and our Patient and Family Engagement Rubric recommends 
that when patient partners are involved in the planning, conduct and dissemination of research 
that  “time and contributions of patient partners are valued and demonstrated in fair financial 
compensation.” The compensation sub-committee of the Advisory Panel on Patient 
Engagement is also developing a PCORI statement on compensation fairness for patients, 
caregivers and patient/caregiver organizations engaged in PCOR. 
 
We agree wholeheartedly that recognition and inclusion of clinicians in all PCORI activities is as 
important as and highly complementary to inclusion of patients and caregivers.  As you also 
point out, the lack of time and compensation by employers are barriers.  Your advice 
concerning clinicians and providers from the medical advisory teams within some non-profits is 
promising.  We would look forward to further conversation on this topic. 
 
We are a bit surprised at the comment regarding a lack of transparency in creating our Rare 
Diseases Advisory Panel.  If we neglected to publicize this opportunity to all relevant groups, 
we’d be very glad to hear about it and to address it going forward.  The issue of selection of 
committee chairs and co-chairs is definitely a delicate area. Perhaps we could have been more 
transparent in some of these appointments, although we’ve tried hard to be so.  We have not 
felt that an election by a newly formed panel was optimal, and have relied largely on staff 
judgment to identify individuals with time, energy and leadership experience to serve in these 
important roles.   
 
We concur with essentially everything you’ve written about patient engagement in  research – 
namely, that researchers seem to be learning to do it, possibly so that  they will get funded, but 
that some are already very expert in it, and others have rapidly come to appreciate the value it 
brings to research.  Engagement officers, empowered like the scientific project officers, are our 
answer to “enforcing engagement.”  They will work hand in hand with the scientists to ensure 
compliance with this requirement – because we believe this is part of good science.  We agree 
that the appropriate strategy for and amount of engagement varies a good deal depending on 
the research question and study design. This is an important part of our evaluation process – to 
identify the types of engagement that work best for particular kinds of projects.  We also agree 



with the idea of a broad survey of patients who’ve been involved with PCORI projects and 
believe that through our WE-ENACT survey tool will be able to capture this rich information.  
 
On the topic of community engagement in research, I don’t think we are yet pleased with the 
range of investigators we’ve funded.  While there are numerous academic researchers who are 
skilled at engagement and patient-centered research, we’d thought we would have a much 
broader and more diverse group.  Our engagement awards and especially the Pipeline-to-
Proposal awards are our response to the current observations on investigator mix. 
 
The idea of patient involvement on the methodology committee has been mentioned by others 
previously, as has the idea of industry involvement. The committee itself is chosen solely by the 
Government Accountability Office. My guess is that they wouldn’t be open to altering the mix 
of the committee, but I will explore the idea of an advisory group to the MC, as you suggest.   
 
Regarding dissemination, I believe you heard at the Roundtable that our plan is still in 
development.  This plan is being built with an eye toward complementing and interfacing with 
the work that AHRQ will do using PCOR Trust Fund dollars.  An advisory group including 
patients, caregivers and possibly other stakeholders is an interesting idea.  We will consider it 
and discuss it with you as the plan rolls out – near the end of this calendar year.  Co-branding 
with patient organizations representing target populations is most certainly a part of our plan 
already.  That is why we require the inclusion of patient organizations with our large pragmatic 
clinical studies. Support for this kind of dissemination will obviously be needed, and whether 
that comes from PCORI or AHRQ (possibly channeling funds from PCORI) will be worked out in 
the plan.  In fact, all of your suggestions related to dissemination – on review and interpretation 
of results, development of decision aids, and joint planning with AHRQ all fit nicely with how we 
see dissemination and the role of patient organizations in dissemination.  PCORI looks forward 
to your participation and input at the Dissemination and Implementation Action Plan Workshop 
to be held on December 10th, 2014. You will be receiving an invitation in the near future with 
more details from Mathematica who is organizing the initiative. 
 
Once again I thank you, Tony, and PIPC for this great work.  There are a number of issues I 
identified where discussion soon is in order.  I will leave it to Sue Sheridan and Jean Slutsky to 
identify next steps. 
 
Best wishes, 

 
Joe Selby, Executive Director 
Patient-Centered Outcomes Research Institute 
 
cc:   Jean Slutsky 
        Sue Sheridan 
        Gray Norquist    


