
Patient Engagement Meeting – Tuesday, 10am-11:15am 

• PCORnet – all new foundation, People Centered Research Foundation (PCRF) 
o They got the money for this from our networks paying their dues 
o PCORI started this and gave money to PCORnet under their umbrella 
o 33 big investments in PCORnet, and then all of PCORI working over this 

• PCRF will be an all new organization with $28m and have new people in governance 
o This is a small organization right now 
o Original funding was to be used for transitioning over PCORnet projects 
o Money was moved because PCORI was funded by ACA, so the PCRF can protect these 

research programs by taking from PCORI while it is still available in order to build 
sustainability 

o We are part of the discussion of what this new foundation is going to look like and what 
are they going to do 
 There will be new people coming to the new foundation like the FDA or a 

pharma company with a new medication and will want to use our network by 
paying for us to conduct research. This is where sustainable money will come 
from 

 There is a sustainability committee who is working to get all the governance and 
new money figured out 

 Patient voices have been very involved in infusing their priorities into this new 
organization to bring in the richness of patient engagement into the bedrock of 
the new foundation – this will hopefully be part of the new culture 

o We are not sure where the GPC will fit in the new model, but Russ has been very vocal 
in these discussions about how important patient engagement is 

• What things about PCRF raise suspicions or hesitations among patients 
o Unsureness, but we will see what happens – it could be bad or it could be exciting 
o How will this be implemented at a local level? 
o What will the money coming back into the foundation be used for? Open to 

pharmaceutical companies supporting good research, but will it be used for the right 
purposes? 

o How do institutional partners feel? 
o We should put some voice behind what Russ is advocating for as far as patient 

engagement – we need to know the message and patients should be helping to manage 
o Will foundation become so engaged in chasing money that they will forget original 

purpose and the people and engagement get left behind? 
o There are financial models used by pharma that have shown patient engagement has 

been beneficial and the investment has been paid off. With PCORI patient engagement 
is key and a high priority, but this does not always reflect how things turn out. Seems 
like we need a better understanding of what it takes to engage patients in a meaningful 
and respectful way. 

o How often will the engagement groups be able to meet going forward, and what will 
compensation look like? Will there be any limitations, and who is being targeted race-
wise? 



o Nervous about pharma component, as they try to push trials they have been unable to 
recruit for through these collaborations. Engagement needs to happen before the 
protocol is finished so that patients will be more likely to feel that their contribution will 
matter, particularly when they are not even aware of what the title will be. Pharma 
makes people nervous as they seem very self-serving. 

o Would decisions be based more on race rather than on the level of care they need? The 
level of help they would need for the project should be considered. We need 
recruitment diversity in both areas. 

o Is there a way for us to help define what it is to have patient engagement? IRB has many 
regulations on what can be done. Putting together guidelines on how things should be 
done and what limitations exist would be very helpful. 

o Patients do not appear to be seen as professionals even if they have many credentials, 
and researchers tend to not see the value of including them in their work 

o Researchers like things in numeric form where things are cut and dry, engagement is 
more qualitative and very inexact – no clear process that is universal across the board, 
so they tend to lean on checklists as a crutch. Many will not do a qualitative study 
because they cannot relate. Since this is a professional group, we should be able to talk 
to them about this. 
 We need to put together tools that researchers need, even if we don’t like 

them, so that they are able to do things that they need to do 
o PIs are not used to engagement and including them in protocol discussions – they view 

this as turning out into chaos. If we can train them with some guidance on how it should 
be done, they will be able to see that the process will be much less painful than what 
they anticipate and less painful even than bringing in patients are added in after the 
protocol is completed. 

o We can incent people to move towards engagement when we fund them, but even then 
it can turn out very unsuccessful as researchers don’t see the value or don’t understand 
how patients can be involved in data studies 

o Even when training for engagement is offered, people rarely take up the opportunity. 
Over 6 months, only 1 call from a researcher was received asking for training. A video 
was sent out and advertised on message boards, and it did not generate much activity 
and died out very quickly. This initial enthusiasm for engagement tends to die out very 
quickly across all institutions. 
 This does seem to happen with any service offered to researchers. They become 

uninterested very quickly after the initial advertisements. 
 Some GPC PIs are completely uninvolved in the GPC patient engagement efforts 

o There can be many unexpected consequences of pharma funded work which make 
patients very nervous about participating in these studies 

o We would like to see this new organization walk the talk rather than just giving lip 
services to patients and people – we need to fund things with engagement aspects 
rather than just chasing dollars. This needs to be part of the process. Cultures and 
attitudes need to change.  

 



• Maureen Smith – Qualitative Data findings from Health Systems Demonstration Project 
o A team was assembled based on having relatively substantial representation from all 

participating sites, as well as support from GPC and SCIHLS 
 Patient partners, academic leaders, and health system leaders were included in 

the team for each site 
o Three aims 

 First aim – qualitative work based on surveys and case management programs 
• We are also concerned about other factors. Does she live alone? Does 

she have support? This is where the case manager comes in. 
• Healthcare systems think in terms of medicines and doctors 
• Many times doctors will not look at the real causes of issues that are 

concerning to patients – such as a 20 pound weight gain in a patient 
who also has other health issues 

• Case management workers are a supplemental service who is a nurse or 
social worker and they will coordinate and implement a patient’s care 
plan either alone or in conjunction with a team of health professionals 

• They will plan and assess, coordinate services, education patients, and 
do clinical monitoring 

• Patient should not have to coordinate all the many services all on their 
own – this is what care managers do: ask about what has happened, 
make sure patients understand options, monitor outcomes, and help 
the patients make informed decisions 

• Case managers are also not paid… 
• Expansions to Medicaid have brought complexity 
• For role clarity with RN & SW, do patients know their case manager? 

Many do not. 
• Looked at similar outcome metrics – emergency care, hospitalization 

etc. 
 Second aim - Classification scheme for case management programs 
 Third aim - Identify ideas/priorities for future projects 

o What are some possible explanations for differences in program size and staff 
caseloads? 
 In Boston assigned patients do not fall off. They established relationships but 

many patients may not need as much moving forward, so this is why the case 
load could be higher per case manager at that site 

 Case managers do not have restrictions on how often they meet – it happens 
whenever need is indicated 

• This makes it hard to compare one site to another 
 Sometimes case managers only connect with their patients during encounters 
 Most documentation comes from initial assessment when someone is enrolled. 

There seem to only be a few notes afterwards – it becomes much less 
systematic  

 It seems to be there are two different programs under case management that 
are not defined differently from one another 



• It could be a one-time discussion at an encounter, or it could be an 
ongoing relationship that is much more personal; some are reactive and 
others are proactive  

o In qualitative interviews we see large differences in program size and staff caseloads. 
What are some possible explanations for these differences? 

o Survey questions 
 What do you call care/case management programs at your healthcare system 
 How are patients identified 
 Who are provided services 
 How do case managers interact with patients? 
 Is there analyzed data from the program, and what outcomes are measured? 
 How would you rate the quality of communication between program staff and 

PCPs 


