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A Research Agenda for Translating Disease Specific Care to Patient Goals-Directed
Care for People with Multiple Chronic Conditions
Call Agenda
January 11th, 2016
6:00-7:00pm EST

1. Update on progress of Carealign
a. Burness, JAHF ProHealth Pilot
2. Develop rough timeline (Refer to Timeline and Deliverables tables)
3. Possible meeting in Long Beach, California, around 2016 Annual AGS (from May 19 – 21,
2016)
4. Discuss Research Agenda Conference (first in-person meeting, possibly outside DC, Fall
2016)
5. Discuss agenda for call on the 2nd to draft
6. What do we do first? First steps February-March 2016

A Research Agenda for Translating Disease Specific Care to Patient Goals-Directed
Care for People with Multiple Chronic Conditions
PFCCpartners and NYU Call Summary
January 11th, 2016
6:00-7:00pm EST

1.
2.
3.
4.
5.
6.
7.
8.

Next Steps:
Co-Investigators call on January 26th, 2:00-3:00pm EST
Form Agenda for Co-Investigators Call
Participant 8 and Participant 9 draft no later than next Tuesday the 19th.
Pick date for Fall 2016 meeting (on Co-Investigator call)
Planning Committee call February 2nd, 3:30-4:40pm EST
Form Agenda for Planning Committee Call
Participant 8/ Participant 9 send rough plan through organizational software, Participant 7 and
Participant 3 will see if it works well
Participant 7 sends white paper and meeting summary

Two of the 3 new prongs of Carealign are ongoing: the pilot and beginning the communications
strategy. We are setting the ground work for the ProHealth pilot. We will be training patients and
clinicians, and develop evaluations. It’s a feasibility study. Participant 8 asks if we are using the
patients involved to write training materials. We haven’t gotten that far yet. There is a lot of patient
empowerment work going on that Participant 8 is very familiar with. What exists now is disease
specific, Participant 3 says. The Carealign pilot is just in the beginning phases and we are just
starting to reach out to patients.
The second thing we are doing is working with Burness, a communications firm, with funds we
received grant from RWJ to try to do a communications strategy. We just started that. We have
had one in-person and one phone meeting, trying to figure out how we get the patients etc., and
how to brand this. Is it “patient empowerment,” “health outcomes,” “what is your health outcome
goal?” “Care that matters,” “choosing what matters.” But we aren’t communications experts; we
are trying to work with them to do that.
This PCORI award, the patient engagement in building a research agenda, is the third piece;
everything is heading towards a big dissemination strategy is 3-4 years. Can we study it through
comparative effectiveness research? These three parts will get us ready for dissemination. Patient
and caregiver engagement is key. We won’t have trouble getting researchers and experts; we
already have a small planning group. The planning group and we will figure out how to do it. The

overall structure is not unlike Carealign. It has to obviously be smaller; this is a more limited
engagement. Conference calls, meetings, the structure is familiar to all of us. We need to get
patients and experts into the same room, and see how we get this ready for prime time. What do
we need to know?
Participant 3 asks for any observations, questions, she thinks it’s close to what we discussed at
time of the proposal. Participant 8 has some ideas on how to expand the networks.
Participant 3 says the big thing is everything we do from now to the Fall will build up to a
conference; one thing we will always be doing is planning the conference. The sooner we know
when the better. It will probably 20-60 people. Our calls between now and then and the processes
will narrow down what we really want to focus on at that meeting. Likely, there will be 3-4 major
questions that need to constitute a research agenda. From the point of view of project
management, we need to get the logistics before we know what we want to do; we will always
keep that in mind.
Participant 8 has experience\ coordinating conferences in LA, but not remotely. Participant 7 and
Participant 9 will work together to do program management and planning of the meetings. In
regards to location, nationally, DC is easy to get people to. A lot of people can take the train, or
drive; but this location is not set in stone.
Overall, there will be one big conference in the first year (Fall of 2016), and maybe a white paper
comes out of that. We start with cardiology, although these are not the only questions; there are
some around patient activation. In regards to specialists, cardiologists are involved. In the second
part of the grant, we also have to bring in other specialists, bring in Surgery. We felt this was a
good next focus.
This second part is how we generate a research agenda around surgery. The third piece is to
make sure through all planning we develop a research network, patients, health systems, network
that wants to test some or all of this. That’s the plan overall. The research agenda in cardiology,
then surgery, then research network. The big conference is with cardiology, and then near end of
proposal is the networking meeting. It’s also possible we can fund small face to face in Long
Beach, CA in May around the AGS annual meeting
Participant 3 says the first thing we have to do is work together to figure out a network for more
patients and caregivers, the impetus for the research agenda. In the first 4 months (until end of
April), need to figure out, patient/caregiver piece of this. This will be discussed on the first call with
the Co-Investigators.
With that in mind, Participant 8 asks for the patient/family engagement piece if we are imagining
adding people to the planning committee, or more broadly? Nationally? Conference calls?
Participant 3 says she doesn’t have anything very developed in mind, but maybe in stages, some
input first. She thought networks may organically develop later; in Carealign planning grant the
network developed organically reaching out to difference stakeholders, but it may not be that way
for patient family caregivers.

Participant 8 says it’s possible to get folks involved that have some experience and asks are we
looking to target those with cardiology experience. Participant 3 says yes, it doesn’t have to be the
only model, and cardiovascular disease isn’t the only thing. For instance, if cardiologists/patients
say we need to do patient activation, we will follow that lead. It’s not that cardiology is the only
thing, in the world of traditional disease, body part, it is important so we are starting there but there
are other big issues (such as patient empowerment/activation). Maybe patients do want to talk
about translation of goals into disease specific, or maybe they want to talk about something else;
we want them to guide us.
Participant 8 wants to put more thought into how we jump in with patients and caregivers.
Participant 3 doesn’t want agenda to come from experts. We do need to inform the experts.
Participant 8 says that’s the purpose of patient centered outcomes research. We will learn more
about what the rest of the committee is thinking, and that will help to determine how to incorporate
patients/families caregivers into the work.
One of the keys to success is a common context for what the work is, Participant 8 says. She
helped to inform Carealign, and as it became more defined and tangible, brought in greater
networks to inform iterations. Participant 8 asks if that sounds reasonable. Participant 3 says yes,
very reasonable and good because people might be at different stages of understanding of patient
centered research.
However, some of these people are heavy duty researchers, they are not used to saying this is
the question we want to know and how to frame it. They believe it theoretically, but don’t quite
understand.
We want to avoid bringing everyone in the same room, without preparation, and then they can’t
talk to each other, Participant 8 thinks. We need to make a bridge, foundation work, one of the
ways to do that is to present some definitions, in terms of that work with planning team, these are
our definitions, but we can agree under this project this is how we are thinking of things. That
helps to clarify for researchers and patients to ensure we are all thinking of engagement in the
same way.
How can we frame this is the first step? What working definitions we need to get concrete?
Participant 3 asks. What it is constructing the partnership? Participant 8 asks if it would be helpful
if her and Participant 9 develop a plan of how to get started, Participant 3 says that will be great.
The first call with the Planning Committee will be helpful, Participant 3 thinks. We picked people
with different content and context skills, we have some cardiologists, Participant 13 is working on
how we train patients, what he does research on, but patients aren’t necessarily informing what
they’re doing. That will be very helpful.
Participant 8 says it’s always a good thing to jump in and get their feedback. It would be nice to
present a draft plan to Co-Investigators and get their feedback, and then bring it back to the
Planning Committee.

Participant 7 to send white paper to bring Stephan up to date on the whole Carealign project, and
Participant 7 and Participant 9 will work together on logistics. Participant 8 recommends we use a
project management system, either Asana, Smart Sheet, as they help to keep things organized for
a distant team moving in the same direction. It gives a centrally located place; they use it for
conference planning. Participant 3 and Participant 7 think this is a great idea; Participant 8 and
Participant 9 will share this information and we will decide on a program to use.
NYU and PFCCpartners Possible Meeting Times
Participant 8 will start thinking of a plan. She is serving on a panel in June at international health
promotion conference at Yale, be in New Haven, June 8th-10th. Participant 3 will be in Long
Beach May 17-22. Participant 8 is New` Mexico until the 17th or so, but available the 19th or the
20th. Almost all people will already be there (AGS).
Participant 3 says when Participant 8 comes to Yale that would be a great time to meet and her up
to speed on the other components of Carealign, the pilot and the communications strategy. It’s
very important that it all fits together. We are excited about the tripod approach.
Participant 8 says in that vein, she will be in NYC at end of July 25-27th. Again, Participant 3 says
there will be opportunities; an hour face to face is very helpful. Participant 3 has vacation at end of
July but in town those days. Participant 8 can come in early for that too.
Participant 8 asks if we have plans yet for the August-October time period. Participant 3 says we
want to get the team together, hoping sometime around AGS in Long Beach, CA in May, where
we can prepare for conference in October. On co-investigator call, we can pick a date for the Fall
conference. Participant 8 is ACP second week of October in Philly. Philly is not a bad place to
have a conference; we will consider that in addition to DC since ACP is very involved with this
project as well.

A Research Agenda for Translating Disease Specific Care to Patient Goals-Directed
Care for People with Multiple Chronic Conditions
Co-Investigators Call Agenda
Tuesday, January 26th, 2016
2:00-3:00pm EST

1. Summary and Update on Carealign
a. The John A. Hartford Foundation (JAHF) and Patient Centered Outcomes Research
Institute (PCORI) Funded Carealign funded planning grant summary (White Paper)
b. Carealign Pilot funded by JAHF
c. Carealign Communications Strategy with Burness, funded by the Robert Wood Johnson
Foundation (RWJ)
2. Review PCORI EAIN proposal, and discuss overall vision for goals directed care research
agenda
a. Preliminary Patient/Family Engagement Plan
3. Timeline and Deliverables
4. Roles of Co-Investigators/Planning Committee
5. Agenda for 2/2/2016 Planning Committee Call
6. Tentative meeting in Long Beach, California, around 2016 Annual AGS (from May 19 – 21,
2016)
7. Research Agenda Conference in Fall 2016, general overview and select specific date range
and city (tentatively near DC or Philadelphia)

A Research Agenda for Translating Disease Specific Care to Patient Goals-Directed Care
for People with Multiple Chronic Conditions
Co-Investigators Call Notes
January 26th, 2016
2:00-3:00pm EST
Next Steps:
1.
2.
3.
4.

Revise planning committee meeting agenda and send out to Co-Investigators for review
Develop list of words for definitions and send out to Co-Investigators for review
Send out list of words for definitions to Planning Committee
Send same pre-materials that we sent to Co-Investigators: Agenda, Patient/Family
Engagement Plan, Timeline, Deliverables, List of Members

Welcome and Introductions
The call starts off and Participant 3 reviews all documents sent out to the group. We have the
timeline, deliverables, patient engagement plan, planning committee attachment and agenda. We
have previously sent out the grant that got funded, called the workplan. Those of us on the call are
the leadership group. Participant 3 introduces herself, she is the director of the Division of Geriatric
Medicine and Palliative Care at NYUSOM, a Geriatrician by training and spent most of her career at
University of Michigan, where she was a researcher looking at diabetes, frailty, cognitive impairment,
among other things. She still sees patients in addition to current research, and running the division.
Participant 3 says Participant 8 is her partner in crime, and asks her to introduce herself. Participant 8
is the Founder and CEP of PFCCpartners in Long Beach, CA. Participant 9 is going to support our
work on this project. PFCCpartners was founded from perspective of the patient and family.
Participant 8 has three sons living with mitochondrial disease for 24 years; the goal of their
organization is to inform with patient perspective.
Participant 9 is the Director of Strategies and Programs at PFCCpartners, he has background in
project management and strategy overview so will assist in those functions.
Participant 15 is a Cardiologist at Washington University in St. Louis, focusing in Geriatric Cardiology.
Most recently, he has focused on problems with MCC with comorbid and cardiovascular disease and
worked with Participant 3 and Participant 17 on building Carealign.
Participant 10 is a Senior Associate with ACP, which is his second career; in his first life was a clinical
psychologist, and ran behavioral health system for some time. Needed something new, chance to go
to hill house subcommittee for ways and means, then moved on to ACP. His portfolio includes work
on the medical home, new payment models, and the project that got him involved with Carealign.

Participant 3 is always into short meetings, hopes to finish up today at 10 of 3, think we can get
through the agenda, summary and update, and overview of proposal and ask Participant 8 to talk
about family engagement, timeline and deliverables. We will talk about planning committee call, and
talk about upcoming potential meetings.
Update on Carealign
As you know JAHF and PCORI funded the planning phase, which ended in July 2015. The first of the
three next steps was a pilot to determine feasibility. Feasibility pilot is being done in large PCP
ProHealth in CT, hoping to get into field in May and June. Busy putting materials together,
educational work, goals facilitators how does everyone work together. Preparation for physicians,
how do they think about patients with MCC? Also, evaluation plan in place. We are working very hard
on that.
The second tier is to disseminate and build interest and support for goals directed care. We were
fortunate to have grant from RWJ foundation, with which we hired a communications firm to get the
word out, policy, communications, social media, messaging. Began in January. Working with Burness
in Washington. We are starting with branding; Carealign, should this be priority care, or goals directed
care? There is a lot of support for patient priorities. We are trying to determine name, focus groups,
messaging.
Third piece is us, if we want to test goals directed care, in health systems nationally, we have to get it
ready for comparative effectiveness, a research agenda to understand how it can be appropriately
tested around the country. To figure out an agenda and research network, ready for prime time and
evaluation. That’s the goal of this two year project. Questions or comments?
Participant 10 asks how the beginning phases of project in CT going. He remembers some
trepidation. Getting any project up there is trepidation, Participant 3 says; something new comes up
each week. We are on track. Daisy from ACP is helping us to figure out how to work with the doctors
and APRN’s to figure out how to prepare them for goals directed care. Participant 3 says we have
had so many glitches, she doesn’t know which one he’s talking about, we are a month or two behind,
but have a call with Daisy next Tuesday.
Goals of PCORI Engagement Award
The goal of this PCORI engagement award is to convene patients and caregivers, clinicians and
stakeholders, an array of questions that need to be faced to change the direction of care to patient
aligned goals directed care. One of those things is to translate goals into disease based decisions.
We will start with Cardiology first, because people with MCC tend to have cardiac disease, also we
have many cardiologists are in coalition of the willing. That isn’t the only direction, but it’s one of them.
Other research directions will be articulated by the network we form. Basically, for that goal we will
have a series of workshop, webinar and conferences over two years to design this research agenda.
Specifically, bring in general surgery to think about this; also, to identify and build a collaborative
research network with patients and caregivers. Not only flush out what we are talking about, but other
topics that the network identifies. That’s the specific aims and goals. When we get to timeline and
deliverables, you will see the first thing is to put patient and caregiver network together. Participant 9
and Participant 8 gave us a small outline. Participant 3 asks if what she said makes sense.
Participant 15 says it makes perfect sense but a challenge. Participant 3 says the real hard part is
what Participant 8 will help with. We sent this morning Participant 8 and Participant 9’s outline.
Patient and Family Engagement Plan

Participant 8 says first of all, she is thrilled to be working with an esteemed team, and thrilled about
the project, and building an authentic and sustainable patient and family engagement network for
research. PFCCpartners spends time with hospitals, clinics, healthcare organizations building
sustainable and impactful patient engagement plans. She followed that same theory for developing
this. First, are common definitions, what pieces need to be in place? Patient family centered care is
noun, and the verb is activation. Want to make sure we all look at engagement in the same way.
Authentic engagement, developing a vision statement for engagement, its nebulous. We should
develop a vision statement. Not a burdensome activity, but something to be used as a consensus
activity for common language as we recruit from different networks, speaks in same ways and terms.
Moving into the next section; establishing a charter. We would leave that open, but we do need a
framework, and a charter can do that. A commitment to tap into, networks for recruitment, how often
we meet, how we organize etc. Participant 15 asks to define a network. What would it consist of and
the goals of the network? Participant 8 says that’s a perfect example for common language, what she
means is a group of individual, patients, families, researchers, clinicians, larger stakeholders group;
PFCC will tap into their networks to bring into our network. We will be building a network of patients
and families who inform the agenda for research proposal. Participant 3 says it’s further down the line
that we involve health systems and insurance companies, this is a snowball. This is again, something
we have to flesh out as a group but there is going to be a small group of us that thinks about the
research agenda, but informed by patients and families also. This agenda has to bubble up from the
bottom.

Participant 15 asks, regarding geographic, are these networks identified in local area or looking for
more diverse geographic representation? Participant 3 says maybe Participant 8 can talk about
ecology of networks. When Participant 3 thinks of designing a multi-center trial, in the world of
patients and caregivers it’s also national. Similarly, to when we did the planning grant for Carealign,
we got stakeholders from networks around the country. Participant 15 says he’s asking because it
aligns well with the geriatric cardiology section at ACC, they have goal of developing a research
network for geriatric cardiology, which involves patients and caregivers as a source of individuals.
Participant 3 says that sounds perfect. There are some around the country, and in Canada, a fellow
with interest, patients and family caregivers involved in a randomized control trial. That will help a lot
Participant 8 says, who was in that planning team, in regards to network we will recruit from.
Participant 8 says in terms of geography, most of the networks do have a national component. The
guidelines they follow are always strived to create a network representative of those being served,
those living with card disease. Also, look to ensure diversity within patient groups, payer mixes,
ethnic, and income. Those are always their goals, attempt to recruit from a broad network.
Participant 8 says in the second section, identify networks of project team member, and what the
priorities might be. Then, we would look to do convening of research network. In regards to previous
question, that’s for us to identify, starting with smaller network and growing. This same process would
take place with next agenda; surgery etc.
Participant 3 says this aligns the patient caregiver engagement with project. It gets fuzzier as we get
further down the road, we will be planning and figuring out what else needs to be on the agenda. It is
a snowball effect. We have a lot of expertise on the planning committee. This is a huge help, and we
will figure out how to operationalize in the next month of so.
Participant 8 says once we do this, we will all come to have the same vision. Participant 3 asks
Participant 8 how we would go about doing the definitions. Come up with key concepts, what we think
about with goals directed care. For instance, she just got off the call with IOM with scientific panel for

developing measurement for patient and family engagement, do we want to use patient directed, and
is it burdensome to the patient. She likes goals directed care, it makes sense, elevates the
importance of patients goals within the process. We define goals directed care, engagement,
network, any others? Participant 3 says we can through this out to the planning group.
Pre-Work for Planning Committee
Participant 8 says one way to do it is to simply put the questions out to planning team before call next
week. Would have to give some more thought to how we construct and facilitate the conversation so
we have clear outcomes.
Participant 15 says he thinks it would be useful to get some pre-work out as quickly as possible to
think about these things before the call. Would it be unreasonable to ask folks to respond to these?
Participant 3 says these people; all know what’s going on. It’s not unreasonable, depends how big the
ask if. Here’s some words we think suggest these five words, need a common definition for, ask them
to put one definition, take five minutes, or other key words. We can come up with a list of words, and
send Participant 7 words to have common consensus on.
Agenda for Planning Committee Call
Participant 3 says that’s good, she would like the call with planning committee to have some sense of
an introductory call. Participant 3 will do an update, we can rearrange the agenda a bit, talk about
timeline and some logistics about calls. Then, launch into substantive discussion about building
consensus and strategies and vision statement, definitions; logistics for half the call and project for
second half of call. Participant 8 asks if anyone on this call has any questions/edits on the plan.
Participant 3 says we want to hear more about Participant 15’s network, how we might communicate
in the future. Participant 15 says the two main people are John Ofolovo (sp?) and Scott Hummel.
They chair the research working group. Participant 3 says she knows Scott, maybe next month’s call
we can invite them; Participant 8 may know some of them.
Deliverables and Timeline
To summarize deliverables, Participant 3 says, first is to get patient and caregiver plan organized,
then work on preliminary research agenda, then actually work towards a conference in the fall and
develop an agenda. Participant 15 knows well, this is essentially the PCORI version of the U13, a
conference about developing a research agenda but other priorities that the network identifies. Then,
we repeat on a smaller scale with surgery. All the while, the network is growing, and there is a final
research network meeting. A lot of verbiage but that’s basically the outline.
Co-Investigators/Planning Committee Roles
Participant 3 says just the logistics of planning committee and co-investigators; she is thinking we
have one planning call just with co-investigators and one with the planning committee. Two calls a
month. Then, maybe subgroups eventually. She doesn’t see that yet, but we may need that. That’s
what she is thinking. Participant 3 asks for any advice or ideas. Participant 8 says that’s a great
starting point, see how much we accomplish and go from there.
Meeting Planning
Participant 15 says just FYI second U13 conference dealing with drugs in cardiology is in DC October
3-4th; so we do not want to be conflicting with that. He is curious to know the size of the conference,

how many people and what will be the mix of attendees roughly. Participant 3 put ideas together in
proposal not set in stone. Participant 8 asks about the U13. Participant 3 says U13 is NIH mechanism
to plan research agendas, then NIH sends RFA based on idea people have come up with. PCORI
took this idea in a way, having the idea that patients and caregivers should be very involved in it too.
Those of us who do research are used to it on that research side, they articulate an agenda.
Participant 15 says that’s a good description. This is the PCORI twist on it. It’s good because it’s
more open ended, and wants to take advantage of ideas that exist from people not just lab guys. So
Participant 15, Participant 3 says, in her mind, to write this, she thought it’s not super big, we
budgeted for 50-60 people, plan carefully, how to be structured, it will take a lot of planning. We have
to do the logistics, find a date and location before we know the details. We are limited by the finances
of PCORI, we could also charge admission, and we don’t want it to be expensive. We are thinking
about DC, because many people can get to DC. Very happy to share budget, don’t have a whole lot
of money to do this if people want to see that.
Participant 15 asks re the 50 people, if we have a sense roughly what percentage would patients and
caregivers be VS. Professionals. Participant 3 says not yet. PCORI has put on a few of them, we
don’t have a program officer yet, but that will be helpful once we do. Participant 8 says she can talk
with Sue Sheridan at PCORI, also Participant 8 is an ambassador and she can talk to them about the
structure and attendance of these meetings. Participant 3 says maybe some teleconferencing will be
involved. That will take a fair amount of planning. Not sure we can get to it by the fall, one of the
thoughts is to piggy back it around the U13 Participant 15 is doing, GSA or other PCORI meeting.
Also, we may end up having a subcommittee do planning, while others move on to substance.
Lastly, Participant 3 is hoping to have a face to face meeting in Long beach, CA. AGS is in Long
Beach in Mid may, and that is where Participant 8 is located. A lot of the planning committee will be
there. It will be nice to have a face to face, we could possibly use this time to nail down vision
statement and charter.
Participant 8 says that would make things much easier. Participant 15 will be at AGS. Participant 3
says maybe we could bring some patients as well, Participant 14 or others on the committee.
Participant 15 says don’t wait too long to plan that meeting, because it’s such a burden. He thinks all
initial planning seems logical and well done. Participant 3 thinks 1.5 hour calls might be better than
one hour. We might decide to do that. Think about that too. She asks to email any suggestions for the
agenda next week. The next steps below are established, everyone says thank you and signs off.

A Research Agenda for Translating Disease Specific Care to Patient Goals-Directed
Care for People with Multiple Chronic Conditions
Planning Committee Call Agenda
February 2nd, 2016
3:30-4:30pm EST

1. Summary and Update on Carealign (10 minutes)
a. The John A. Hartford Foundation (JAHF) and Patient Centered Outcomes Research
Institute (PCORI) Funded Carealign funded planning grant summary (White Paper)
b. Carealign Pilot funded by JAHF
c. Carealign Communications Strategy with Burness, funded by the Robert Wood Johnson
Foundation (RWJ)
2. Review PCORI proposal (20 minutes)
a. Overall vision for goals directed care research agenda
b. Timeline and Deliverables
c. Roles of Co-Investigators and Planning Committee (length and frequency of calls, subcommittees etc.)
3. Meetings (10 minutes)
a. Long Beach, California, around 2016 Annual AGS (from May 19 – 21, 2016)
b. Research Agenda Conference in Fall 2016, general overview and select specific date
range and city (tentatively near DC or Philadelphia)
4. Patient and Family Engagement Plan and Key Terms Definitions Review (20 minutes)
5. Next Steps

A Research Agenda for Translating Disease Specific Care to Patient Goals-Directed
Care for People with Multiple Chronic Conditions
Planning Committee Call Notes
February 2nd, 2016
3:30-4:30pm EST

Participant 3 starts off the call with introductions and reviews agenda for the call. As everyone
knows, for about 2.5 years we have been working on Carealign, patient goals directed care project
based on the idea that care is directed by patient’s goals, and primary and specialty clinicians align
their care on those goals. That was a planning grant jointly funded by Patient Centered Outcomes
Research Institute (PCORI) and The John A Hartford Foundation (JAHF). The white paper is a good
account of the planning grant. Out of that, we had a road map for going forward, and we embarked on
the next phase of this project which is made up of three pieces. First, is a feasibility study, how can
you actually do this; the second step is messaging, communications and building support for this
around the country. This is the PCORI engagement award, the 3rd step. What do we need to know to
field this in the real world and undergo dissemination and comparative effectiveness research?
Participant 17 is going to update everyone on the pilot.
We have been running as fast as we can beginning in July of last year, Participant 17 says,
taking work from planning phase and building it out. The first stream of work headed by Participant 13
and Participant 12 is trying to figure out a clinically feasible way to articulate patient’s goals and care
preferences and be the source of the interaction between patients and clinicians. We are going to be
testing it out in a couple of sites, and just had the first test. Second stream, is preparing primary and
specialty clinicians who will interact with patients and caregivers in a different way, so disease care is
a way to articulate the outcomes that matter most to individuals. Participant 13 and Daisy had a great
meeting in Washington with people with American College of Cardiology (ACC). What will it take?
Culture change. We had a call with Daisy, training materials are developing nicely, and Daisy keeps
reminding us that less is more. Also, we are actively involved with ProHealth where we will be trying
this out. We have an analyst, project director, and are working on hiring nurses and APRN’s to do
elicitation and Participant 3 has been doing beautiful work incorporating this into the work flow. Over
the next year and a half, two years, we will be working on preliminary works of feasibility; what will it
take to incorporate into the real world?
Participant 6 is spearheading communications project Participant 3 says, and asks her to talk a
little about that effort. She is happy to report with funds from Robert Wood Johnson Foundation we
have been able to fund a communications strategy around goals directed care. We also want to

create demand and awareness with clinicians and health systems. With this funding, we have brought
on Burness located right outside of DC, a communications firm working on messaging, social media,
website, face to face meetings and other in-between work to re-engage stakeholders and identify
additional champions, also policy areas.
The third part of this is the PCORI engagement award. The goal is to get it ready for
comparative effectiveness research (CER), Participant 3 says. The overall goal is to convene,
articulate, investigate and develop a research agenda for goals directed care. The great majority of
people with Multiple Chronic Conditions (MCC) have cardiac problems, so we are starting with
cardiology. Also, there are a group of geriatric cardiologists who are interested in this and who we
think will be a huge help. The cardiology agenda is not the only agenda, there is also the patient
engagement, how do patients articulate burden? Also, other specialist’s, including surgery. Surgery is
ideal as JAHF is funding a project on surgery. The plan is to figure out patient engagement, surgery
and cardiology and the other stakeholders help us figure out, develop a research agenda to test this
widely. There’s no purpose to have an agenda without a way to implement it, so we will have a
network also. There will be a group of people who are interested in testing this. Participant 8 is
helping with patient engagement portion. Participant 3 briefly reviews the timeline and deliverables.
We will start by putting our network together, develop ideas with a focus on cardiology, consensus
conference in the fall to articulate agenda items start all over with surgery and keep building the
network.
In regards to how we will work together, a lot of work will take place through conference calls,
webinars, Join Me, which we have had some success with; the co-investigators will try it also. The
planning committee will talk at least every month, maybe twice a month. There will be homework and
interaction through email. We will probably have some sub committees, one that focuses logistics,
networking, scientific issues, that may be the subject of our next call.
There will be a few in-person meetings this year. First, there will hopefully be one in Long
Beach where PFCCpartners is located, many people from planning committee will be at AGS, we
could potentially have a face to face at Participant 8’s office, and others can join by conference
call/webinar. The hotel is 15 minutes from PFCCpartners. We have just started thinking about the
schedule and will be back in touch soon with a doodle poll to plan it. We have to plan the logistics
before we know the content. Next will be planning a research agenda conference for the fall; It seems
there are so many meetings in the fall, public health, GSA, we want to set a date for the conference
now. Initial thought is early September. Participant 14 says PCORI annual meeting is in November,
something parallel to that in DC would be good for him. PCORI meeting is middle of November.
Participant 3 asks better to piggyback our meeting already going on, that's one question or another
question, we also thought Philadelphia, accessible and reasonably priced Chicago airport hotel, or
Dallas. We will send questions by email, and possibly piggy back with another meeting. This meeting
will be between 60-80 people. As we start the real work of the project, we will have to have a side
group working on logistics because the schedule is daunting. Participant 8 seconds the idea of piggy
backing another meeting.
Now that we have covered some of the important logistics, we can get started on the content
of this award. One big piece is the research agenda and the other is the network; we have to have
strong input from patients and caregivers. Participant 8 has developed a patient and family

engagement plan, missing link of the whole proposal. We sent people some words, which are very
important, we want to make sure people are on the same page then we can talk about the words and
what they mean to us, get some common themes and make sure we are working from.
This plan is intended to give us a roadmap to a sustainable way engage patients and families,
Participant 8 says, it is a draft so if anyone has any ideas or gaps please feel free to bring to our
attention. One of the key places to start, we know as we start to engage patients and families into
healthcare environment we need to make sure we are all speaking the same language; it may seem
remedial but it’s worth our time to come to some common definitions. From the common definitions,
we would create a vision statement; it helps to provide the North Star. For patients and families, this
is different and new. It provides a framework for how patients and families can engage meaningfully.
With that, can also establish a charter for the network, it’s an effort to create a framework to come
together, so that not spending precious time together figuring that out. Then, we move into developing
a network, bring patients and families in. Some of the activities are developing a balanced plan for
recruitment, geographic, ethnic diversity; intentionally recruit across those kinds of lines. Then,
prepare some pieces of information to provide patients and families, they need information to come in
to inform the research agenda, in order to get the most impact we need these foundational pieces to
patients and families can find their voice. We can utilize the PCORI resources to expedite the
onboarding. We will solicit from network participants, we will convene the research network and
review those common definitions introduce charter and identify items of importance to those with
cardiovascular disease and use a framework we have developed to move the meeting forward, that
process will sort of repeat in the second year to build network around general surgery. Participant 8
gives an example, someone asks what a research network is, she’s looking at a research network as
a large group of patients and caregivers and researchers, to develop common definitions and terms
we are leading with.
In regards to the definitions of the words we sent out to the group, would like to talk a little bit
about what it means, what does patient engagement mean? Participant 8 says patient family
cantered care its healthcare for the needs of patients and families, if that's the model, patient
engagement is the action oriented piece of that, patient engagement is the verb put into action, things
they can do engage in, within the clinical relationship, organizational improvement and research
community. It’s about bringing patients and families in, context and framework to provide meaningful
contribution to the work going forward.
Participant 16 asks are we defining patient engagement as it relates to the research agenda or
generally speaking. Participant 8 says in her mind, because its active, it’s similar across all of those
areas. Participant 1 says it seems like in the past, this is switching it to more action oriented to
behavior of the patient. Participant 8 thinks Participant 1 speaks to the evolution of the term.
Participant 3 says is activation another word for it, Participant 14 says engagement is informing the
patients of what’s going on, not just to be a sponge and absorbing. Engagement is information
exchange. Participant 2 says it's the difference between engagement and activation, engagement can
take the form of engaging people in decisions around their health, informing the communication
around their health but also research, policy and health systems. Engagement can be the co-design
of this model, advocacy on behalf of policy change. It can be in clinical interaction, or at home in life,
or around their own health. It's the broader view of engagement, what it takes to address someone’s
health including the systems of care. Get a perspective of individuals and be inclusive to get closer to

right. Activation is about people feeling that they can step up and participate in things related to their
health, the patient activation measures engagement in their own health; they are engaged in support
of their own care. They are an active knowledge speaker, want and have a strong part in their health.
Patient activation is necessary for engagement.
Participant 16 says from his perspective, patient engagement is a conceptual frame that takes
an individual’s acknowledge, skill set, ability and willingness to manage own health and care but also
applies to engaging in systems of care, their knowledge base and how they apply that. In activation,
people take all of that and become activated in terms of doing things that will promote positive
outcomes, utilizing the knowledge they have. They are ready to become part and parcel to the
process, and then activated to do the process.
As a member of the PCORI methodology committee, Participant 17 says, she’s going to
paraphrase, what they mean by patient engagement in their research, informs the decisions that
patients make with their clinician. PCORI considers this for research patients need to be engaged and
involved in questions, and increase the uptake. Participant 17 asks all to go to the website, they are
an active partner every single step of the way, includes everything everyone has said, no step without
patients and caregivers as active partners.
Participant 8 is also involved with PCORI as an ambassador and reviewer as well, her
experience when they first started there was no way she could contribute to a research agenda.
However, once she had the opportunity to talk to a researcher about mitochondrial function; she
wants to know how to improve lung function. Then she understood. Their definitions are right up
there; however she appreciates this discussion with this team to see where everyone is. Participant 3
says we will bug people to respond with the definitions to find some themes, depending on whether
they diverge or not we can decide which we want to talk about. The care preferences diverged a lot,
networks are simple but maybe she’s wrong; essentially what she wants is a stream of consciousness
of what they mean to you. We are considering making the planning committee calls 1.5 hours; the coleads will talk about next steps, level setting, and will be touch about all of these things and send out
doodle polls for the upcoming calls and meetings. Participant 3 says thank you, and everyone signs
off.

A Research Agenda
for Translating Disease
Specific Care to Patient Goals-Directed Care for People with Multiple Chronic
Conditions
Co-Investigators Call Agenda
February 17th, 2016
10:30-11:30pm EST

1. Review last planning committee call, discuss definitions attachment (how to complete these)

2. Vision Statement and Charter: Process of development

3. Dividing into groups, and developing a more granular timeline
a. Logistics
b. Patient Network
c. Research Questions development

4. Fall meeting dates and planning
5. Planning committee call on February 29th agenda. Research questions generation process?

6. Next steps

A Research Agenda for Translating Disease Specific Care to Patient Goals-Directed
Care for People with Multiple Chronic Conditions
Co-Investigators Call Notes
February 17th, 2016
10:30-11:30pm EST

To Do’s:
1. Participant 7 will send out notes from this call and send out notes and to do’s
2. Participant 8 will take Prework responses (definitions) and compile final drafts, send to
Participant 7 and Participant 3 to send to planning committee before February 29th
3. Participant 7 will send Participant 8 definitions by Participant 17
4. Participant 8 will put some ideas together for the Charter by the 29th for the planning committee
call, she will get this out to this team prior, if we think it’s of value we can put it out to larger
planning team.
5. Participant 8 will send vision template to Participant 7 and Participant 3. Participant 8 and
Participant 3 will communicate by email to develop vision statement.
6. Participant 15 will email Kelli Bohannon and initiate the inquiry to use Heart Health for the Fall
meeting. He will copy Participant 7 and Participant 3 on the email.
7. We will look into an online space where people can post, comment and upload documents
a. Participant 7 to reach out to Participant 11 about AGS board
b. Participant 8 will send link to Health Doers (open source)
c. Participant 7 to contact Participant 3 about open source, and communication, create a
chat
8. Participant 3 will ask planning committee on the 29th their thoughts about breaking into groups
9. Participant 3 and Participant 7 will pull some research questions from the grant as food for
thought for the next planning committee call (after the 29th)
10. Participant 7 to develop agenda for Planning committee call on the 29th: communication
platform, words, vision statement, and charter
11. Participant 7 will send Co-Investigators notes from it the PCORI program officer call next week
(February 23rd)
Call Notes:
The call begins with the first agenda item, discussing the last planning committee call and
response to definitions. Participant 3 asks Participant 15 why people won’t do it. It’s mostly a matter
of time he thinks; he still can do it if we want input. Participant 3 said her question is how to best

engage people? Best to engage on the phone? Then re-engage on the phone? Participant 8 signs
on, Participant 3 says thanks for joining. She jumped right to the first agenda item, reviewing last
planning committee call. We didn’t have much luck with definitions, only 2-3 people responded;
maybe we have to wait until people are more engaged. We noticed that on the planning calls for
Carealign, they did more homework. Everybody was eventually engaged with Carealign. The call
went well, and we had a nice discussion about patient engagement. Maybe the most we can hope is
good conversation on the call. Participant 3 asks what they think about that, maybe we don’t think we
expect homework yet.
It depends how soon you want to get this piece completed, Participant 15 thinks maybe giving
deadlines, and reminders would help. Participant 8 has a different take, she thought it was a great
discussion and thinks 2-3 responses written is great, what it did is bring conversation to light, we can
flip back to them a draft, we don’t need to spend a lot of time on that. They can see that they were
heard. Participant 3 says that’s helpful. Participant 8 thinks we should flip it back quickly so they know
there is action on what they’re saying. We sent a dump of what everything they said, Participant 3
says; Participant 7 sent notes that reflected a good conversation. We can pull it all together and send
back out. Participant 17 thought a lot about patient preferences are, maybe we give them here’s what
we want to think about it and let them reflect on that for the next call. Even adopting the PCORI
definition of Patient Engagement works, the important part is getting everybody down to the
perspective. Participant 8 says she would be happy to take a stab at it. Participant 3 says we had a
nice discussion of engagement, we could adopt. Participant 8 will put it together. Participant 17 has
thought about burden, we could reflect on those. Participant 7 will send Participant 8 definitions by
Participant 17. Before she moves on, Participant 3 wants to update that we are talking to program
officer for PCORI next week. Anybody is welcome to join. It’s Tuesday at 3:30pm.
Next, we want to talk about vision statement and charter. Participant 3 asks Participant 8 what
she meant by a charter. Participant 8 is thinking of it as guidelines for engagement, basics about how
to work together, a basic agreement, ground rules, how we will work together, mechanisms, how to
have every voice heard. Some framing kinds of items. Charter is a term they use with healthcare
organizations; we can call it something else. Participant 3 asks if Participant 15 has experience with
this idea, he doesn’t. Participant 3 says it sounds cool and asks if Participant 8 has an example.
Participant 8 will put some ideas together, and send them out. We can see if it makes sense, or not.
Participant 3 says it would have to do with the network, not the planning committee, since we already
sort of know the plan for working with them. Participant 8 says it would be how do those groups
interact, how do we take info from the network, what are the guidelines and how will it inform the
project. Participant 3 likes it, but doesn’t have experience. It helps people who don’t work in this
space regularly, to figure out how they might contribute. When patients understand how they might
impact the research, we don’t spend time with them contributing in ways that aren’t meaningful, and
they participate in ways that are helpful, Participant 3 says it will also clarify her thinking, contributing
to the content, but how would they participate as a network. How would they participate in the
research? If we have a multi-center trial, how do they fit? It would help clarify everyone’s thinking
about that. Participant 8 says it’s really important as a team we are clear on how that’s going to look,
as we design it together.
Participant 3 says Participant 15 mentioned something about an HF group, he says they have
a written proposal, Data Safety and Management Board (DSMB) charter that’s unrelated, it does
include the requirements that are for a specific randomized trial, enrolling patients for exercise
intervention post hospital discharge. This project represents a potential source of investigators, and
also patients who have indicated interest in participating in the research. That doesn’t necessarily
mean that they are interested in a network. It’s a potential source of investigators and patients that
might want to be involved at some level. There is a charter for that, he’s a member, but not sure he
can share outside of the trial. It has sections that define what the role of the investigators are, what

the role of the patients are. This one doesn’t have a patient, there are only 3 people, and they are
oversight for patient safety and ethics, required for randomized trials. Participant 3 says PCORI
probably has them too. Participant 8 will provide an example of a charter; Participant 15 and
Participant 3 think this is a great idea.
Participant 3 wants to come up with a vision statement, she thinks this can be done through
interaction with Participant 8 over email, they are like a message, here’s what we are really doing,
and it’s a good thing to have, can be fairly short, and then pass it on to Participant 15 and Participant
10. Participant 8 will come up with Charter by the 29th for the planning committee call, she will get this
out to this team prior, if we think it’s of value we can put it out to larger planning team. Participant 3
says the vision statement will be up to us, the co-investigators, to give people a vision statement.
Participant 8 says they have a template, she will send it to Participant 3. Participant 15 says to
Participant 3, presumably you have a vision, its translating that into a statement, a sentence or two.
The vision itself should be short. Participant 3 says the vision is all over the grant, the North Star, this
is what we are trying to do.
In regards to breaking out into smaller groups, we have two big streams plus logistics; we have
a date for the Fall meeting, November, 1st and 2nd. Participant 8 says national quality forum has a
space for those that members can use, it may accommodate 60 people. That is an option. Participant
15 asks if we have a budget, Heart House might be an option, very nice conference room; 60-70
would be perfect. We can pay Participant 3 sass. Depends on rates, for the U13, they gave
everything in kind; they might cut us a deal. Kelli Bohannon is the contact. Participant 15 will send
email, there are two hotels used for U13 that ACC has relationships with, it’s not cheap. Maybe since
we are early we can use the rate. Participant 15 can initiate the inquiry, if we are fixed on those dates,
those work for him, the first step is Heart House available it might be available, he can ask, and can
inquire about price. High enough likelihood to email, Participant 15 will email Kelly about that. He will
copy us on the email. The other piece of logistics is when we come out to long beach, we have a time
they will be able to come. She is envisioning that as a two hour meeting at her office. Unfortunately
Participant 17 can’t be there, and Participant 11 can’t go. Participant 8 says she will be back on
Wednesday. She would love to attend some of AGS, and Participant 15 says can get a guest pass.
Participant 3 wants to talk about network. There is a group got connected to through
Participant 17, managed health systems trying to figure out how to do patient centered care, some of
the Kaisers are part of it. They are interested in talking to us. There is a big geriatric research group,
it’s a relevant network. The network is lots of things, including patients. Putting that together is one
stream we want to do. The charter will help us understand d how to use the network, start
brainstorming the research questions. We may sort of have people join two groups then come back
together. We can see what the planning committee thinks. Participant 8 asks if it would be helpful to
in terms of information flow to have an online repository for people to connect. That would make it
easier for people to contribute. Participant 8 says is that the type of thing she can help with, want to
make it as simple as possible. This should be a system where we can upload documents, but also
that people can post and comment.
Participant 15 says they have used for U13 is Google drive, he personally doesn’t like it, but a
lot of people do like it. It enables people to post and look at slides before the meeting. He thinks that
could be good. Participant 3 says AGS has something similar to that, she rarely uses it but will look at
it. Reach out to Participant 11 about AGS board. Participant 8 says some of the patient and family
networks they are using, is similar to, although better since made effort, health doers, open source for
a lot of projects. Benefit of that is people outside the network can see what you are doing, informally.
Participant 3 likes that idea. It gives framework so we aren’t just doing it. Participant 8 can send a link
to health doers, Participant 2 and Participant 5 may have idea. Participant 7 to contact Participant 5
about open source, and communication, create a chat, Participant 3 likes the idea of posting

documents and having people is able to see what we are doing. Put on agenda for planning
committee call. Participant 7 will email Participant 5 about a place to post things, and a conversation.
Participant 3 says the network will grow over time.
We need to figure out how the process is going to work re the research question development.
The idea of research questions, with all the talk about the Supreme Court, they say whatever is at the
top of their head. Maybe we should have the Supreme Court process for research questions, get a lot
of things out there, refine and think about it. Participant 3 asks what they think of that idea. Participant
8 says it’s a good idea. Participant 15 says he thinks it would be useful to have a few ideas to thrown
out there prior, to give an idea of ideas we are trying to develop, a short list, Participant 3 can pull
some she found in the grant, card is one focus but not the only focus, then we can come up with a
few. Participant 3 says even if a few people give one that’s good. Participant 15 thinks categories;
patients involved might have specific questions and concerns that are different than what
administrators might have.
Participant 3 says that’s good, she will think about doing that for the next call, not the 29th. For
the call on the 29th, communication platform, words, vision statement, and charter; we will end up with
substantial enough agenda. We ask people to block off an hour and a half, no one says anything for
an hour, we can continue the conversation if it gets good. Participant 3 thinks we have gotten a lot of
good advice today. Participant 15 says about a call next Tuesday with PCORI, its logistics, we can
send notes from it. Participant 3 says she suspects the next call with PCORI will be more substantive.
His other question, regarding the larger planning group, is Mat Mauer and Dan Forman involved? He
thinks in writing to Kelly about Heart Health it will help having others from ACC involved. Participant 3
said they are scheduled to go to ProHealth and are very involved with Carealign, and will be invited to
the group meetings. We will collect the to do’s and send out notes from this call. Everyone says thank
you and signs off.

A Research Agenda for Translating Disease Specific Care to Patient Goals-Directed
Care for People with Multiple Chronic Conditions
Planning Committee Call Agenda
February 29th, 2016
1:00-2:30pm EST
1. Updates (Fall Research Agenda Meeting, AGS, ProHealth Pilot, etc.) (10 minutes)
2. Communication Platform (Trello): https://trello.com/b/zxHX6ewy (10 minutes)
3. Review Vision Statement, Charter and Definitions (20 minutes)
a. Vision Statement: The PCORI Patient Goals Engagement Award is committed to
creating a research community inclusive of multiple stakeholders including patients and
families, clinicians, policymakers, researchers and payers. These stakeholders will codesign research projects which will provide patients and their families evidence based
information to become more actively engaged in deciding what care matters to them,
and will provide clinicians with resources for designing care based on the values, needs
and preferences of their patients.
4. Network (Research Community) Development
a. How do we identify networks of stakeholders? (15 minutes) (Examples: PFCCpartners,
Carealign project, Section of Geriatric Cardiology (ACC), Healthcare System and
Research Network)
b. How do we work together?
c. Example: PCORI Patient Goals Engagement Award Research Network (community?)
Guide (or charter?) (Separate attachment)
5. Preliminary Research Agenda Questions (examples below) (30 minutes)
a. Patient goals directed care may involve tradeoffs. How do patients understand risk?
What do we need to do to help patients make decisions in the face of uncertainty?
b. How must the relationship between patients and providers be changed to facilitate goals
directed care?
c. What is the role of decision aids and scenarios in goals directed cardiovascular care?
6. Next Steps (5 minutes)

A Research Agenda for Translating Disease Specific Care to Patient Goals-Directed
Care for People with Multiple Chronic Conditions
Planning Committee Call Notes
February 29th, 2016
1:00-2:30pm EST
Next Steps
1. Co-Investigators revise vision statement- make suggested edits including:
a. “Participant 2 says we might want to use PCORI Patient Goals Directed Care with
Multiple Chronic Conditions (MCC).”
b. “Participant 11 suggests making it “We are committed..” which makes it less of a
mouthful at the beginning.”
c. Possibly change to priorities, and ensure we are using same words as Carealign.
d. Shorten? Make one sentence, with goals underneath?
2. Co-Investigators will revise guide Document, add suggested stakeholders
a. Payers, Healthcare systems, HIT, Pharmaceuticals, measures or measure developers
(example: NCQA), Community based partners (AAA’s)
3. Co-Investigators, with help of planning committee, to develop list of stakeholders to bring

in, and decide/work on network strategic plan: How we use the networks/people?
4. Co-Investigators to discuss/decide on HealthDoers or Trello for communication platform
(any other suggestions)
5. Participant 7 to send doodle polls to schedule next two monthly calls and call notes
Call Minutes
Participant 3 begins the call, and starts off with updates, and reviews the attachments.
Hopefully they will help guide the conversation. Starting with some updates, we did have a call
with our PCORI program officer; which went very well. Another big announcement, ACC has
secured Heart House for the Fall meeting. As you know we sent around a doodle poll, almost
everyone is able to come November 1st and 2nd, so these are final dates of the Fall Research
Agenda meeting.
Next, Participant 7 talks about Trello, which is a communication platform that has the
ingredients we have been looking. If anyone is on the computer and can bring this up through the
link in the agenda, which would be great. If you click the link sent, you will be able to see content
as she made this page public. In order to edit, you must sign up which is free and very easy. All
you need to do is click the link and enter is your name, email and password, to create an account.
So, Trello is an organizational tool that allows for collaboration. It can serve as a public forum for
discussion for this project through which we can share information including attachments. Also,
through Trello everyone can contribute by adding new lists, cards (contributing to existing lists),

commenting on existing content and upload attachments. Also has a way to vote on cards. It is
very user friendly. Once you have access to the boards, if you click on an existing card, you can
comment, vote etc. At the end of each list, you can add a card. We think this will be a good way to
post old agendas, notes from our calls, themes, award documents, research questions and ideas
that everyone can see, add to and comment on. Does anyone have any comments/questions
about this?
Some on the call have trouble logging in through different browsers, although Chome
seems to work. Overall, people like it, Participant 17 raises a concern about keeping it organized
once the information continues to accumulate. Participant 7 thinks we could add new boards, but
that’s something she will look into. Participant 7 asks if people can review this and let us know any
if you questions, comments that would be great. Also, if anyone has any ideas that they think
would work better for this please let us know. If we don’t have any objections, we will use this as a
way to share information with you, and ask for feedback. Also, once our network expands it will be
even more useful, we think.
Participant 3 reads the vision statement; Participant 2 says we might want to use
PCORI Patient Goals Directed Care with Multiple Chronic Conditions (MCC). Participant 3 thinks
this is a good idea. Participant 11 suggests making it “We are committed..” which makes it less of
a mouthful at the beginning. Participant 17 thinks for clarity, we should use the same terms for the
same items, and if we end up switching goals to priorities, we do that as well. Participant 15 thinks
the vision statement should be a single sentence, more concise. There could be 2-3 goals
underneath to flesh it out. Participant 8 likes that idea. Also, it should say “we are committed.”
Participant 3 thinks also, we need to get research network or partnership organized to test it. That
just makes it longer so harder to figure out where to go. Participant 8 says she’s thinking of an info
graphic, so we could have those two pieces there. That’s just an idea. Participant 3 asks for
Participant 8 to explain, Participant 8 says the vision statement in the middle with bold goals or
dots, compelling questions and research network. Participant 3 says that seems cool, she likes it.
Participant 10 says if Participant 7 or someone wants to Google it, vision, mission goals and
objectives, Participant 10 says the vision is typically very short, what’s the purpose. Participant 3
says this has been very helpful, will circulate it by email, take a look and reflect on it.
This is not just about the questions, Participant 3 says, but network to test it out in the
future; how we test it. That to her, needs to be further thought through. Referring back to the
engagement plan, that Participant 8 came up with, we are simultaneously working on developing
the research agenda, reach out to a network and engage the network and work together; we want
to talk about how to do that. How do we actually identify networks? Once we identify them, how do
we work with them? Again, we need a framework, how do we work together, this defines it, in a
simple way but so everyone is on the same page.
Participant 3 draws attention to the charter or a guide; this is a draft of what we think it
might be. Participant 8 will talk about it, and then we can have a discussion around some of the
issues. Participant 8 says very much a draft and early ideas, looking to this group to create the
framework as a guide. We talked about the vision statement; the next part is identifying the scope.
Again, diverse representation, she asks if there are any other groups that need to be identified,
payers, would be another group. Participant 2 says measures or measure developers, NCQA.
Also, she thinks clinicians are at the individual level, maybe health systems, for example the VA or
others. Participant 17 says it might be interesting to have people in industry, pharmaceutical and
device industry. Also, EHR, health technology, a nod to it. Participant 10 says what is the mission

of the network? He agrees we should have all of the relevant stakeholders involved, but he’s not
sure they are relevant stakeholders. He says if they aren’t Germaine to this particularly. A little
more clarity on what these networks will be doing; will be helpful in defining the scope.
There are two pieces, Participant 3 says, and the healthcare system, it’s possible they
may be involved in testing, but not the generation of research questions. Participant 2 thinks many
times they are built in the ivory tower (research agendas), so this is really to co-design the
evaluation implementation of work. Participant 16 says, if we are thinking broadly, better to have
more than less, the other group could be Area Agency on Aging (AAA), Community Based
providers, and they work closely with this population, would have a need and know this.
Participant 8 says to answer questions about the network; the research network is encompassing
of diverse perspectives and informing the co-design, that’s how she’s looking at network.
Participant 2 asks if this group is looking to create a research agenda separate from the
work, or will this group be working on the actual work; research agenda setting work would need
all the right kind of partners to make it practical and of the greatest utility. She wants to make sure
she’s on the right page. Participant 8 says yes, this group would be coming up with those
compelling questions. Participant 2, you hit the nail on the head, Participant 3 says, we need it to
be realistic, the idea of having real world partners, everyone helping to design something that
ought to be tested and can be tested. Participant 3 says she likes the idea of a research
community.
Participant 16 says he doesn’t want to get to specific, but NCQA is very interested in
developing metrics to look at this, they may have some information to inform the agenda, that’s
another bucket to consider, certification as well. One thing is creating the research agenda, so
certifying an approach, may be part of the overall research agenda and goals.
Participant 14 says it took 2 days to wean this down at Dallas, Participant 3 says
hopefully this is more focused, the engagement award doesn’t have the same support, here we
are going to focus on the compelling research questions, it is completely analogous, wants to get
back to patient and caregivers. Participant 14 says they pick which area they will focus on, and
pick support groups, the generic support, aging groups and independent living groups. One of the
things- what is the focus going to be?
The main focus, for now, is on people with MCC who also have cardiac disease. We don’t
want to be completely disease specific; Participant 3 says we might have other research
questions. Participant 14 says diabetes and MS, people with diabetes do have renal disease;
many of the MS people have disorders too. Cardiac disorders, two very active communities,
diabetic and MS communities. Participant 8 says this is right on target, those broader groups, to
do exactly this, what are the networks that each of us on this call are connected to, gather those
and think about what we need to reach out to those groups. We need to be clear who we are
targeting, that needs to be really clear.
Participant 1 thinks as we are probably aware, each of the institutes has different coalition
groups, a lot of them would fit very well in this area. Part of NIAM, one place to go and look, and a
number of us might have connections, might want to look at PCOR data being collected, he’s in
Florida, who is into PCOR groups.
Another thing to think about, Participant 2 says, is there have been a number of
research agenda setting convening’s, when representatives from the NIA or the appropriate
institute related to heart disease, having high level research person David Atkins, sometimes this
has spurred specific funding around that research agenda. Who are the people we want in the

room, in terms of funding the activities the group decides? Participant 2 says NIA, Participant 1
says NIA works with Niam. Participant 11 wants us to keep in mind that NIA is already partnered
with PCORI around falls research, bringing them in as a funding partner but also the success of
partnership would be a good thing; having that conversation with Marie Bernard, in terms of how
to work with PCORI. Participant 14 says if we should have someone from the GRECC, Participant
3 says that’s definitely a resource.
Participant 8 thanks everyone for the fantastic input, in moving through the scope and
into the agreements that we are making, to come up with those compelling questions, and how to
organize. She would love to hear ideas through email; the last part that needs to be in the
document is how we are going to organize this. Whether it’s Trello, or something else. How the
networks will engage, virtual vs. in person meetings, what are they agreeing to when joining the
research community?
The trick will be how we will involve them, Participant 3 says. We have to be respectful
of peoples time, how we actually achieve some meaningful engagement with people is something
we need to figure out, some of the leadership or eventual payers, how do we work with them. It’s
not so hard to come up with who we want involved, but how to involve them. Participant 17 says
it’s a bit of an iterative process; the scope will be informed by who is around the table. She thinks
the other thing to think about between now and then, we need to involve a larger number of
stakeholder groups for the convening, what being discussed should be iterative, want to have
some calls with who is involved, start bringing more and more people to the calls and webinars.
The whole point is to have people come up with different ideas and questions, the sooner we start
bringing in more people the better. Participant 3 says its good advice and the challenge.
Participant 8 says it becomes important it’s meaningful, phone calls might be good for some
people, some will comment on a webpage. Participant 8’s thinking is we start broadly, layer on the
different methods, the more we get narrowed down into what we are going to be considering, the
more we can target people to pull in, keeping it broad and a number of ways for people to have
input. Participant 3 asks for any more advice. Leadership group will chew on this, next steps how
will we build out and.
Next, she wants to talk a little bit about compelling research questions, what’s the
scope, how do we use cardiovascular disease as a focus. Participant 3 hopes we might throw out
a few ideas, of what research questions people think are critically important, how we might want to
do goals directed and aligned care, off the top of their head, what do we really need to know?
Obviously we are going to take two years to define this, its iterative, if we think of a few ideas, we
can further define them, and we can make them more focused.
A few questions, identified through the Carealign process, were in the proposal, one of
them is tradeoffs, how do patients understand risk and how do patients make decisions in the face
of uncertainty. Another idea is how do you change relationship between patients/caregivers and
providers to make goals directed care happen? What is the role of decision aids and scenarios, in
patient training?
Participant 14 thinks lifestyle change is an important part, which is already covered in
what we put down. If he has a diagnosis in cardiac area, what effect does treatment have on
lifestyle? Who’s going to pay for it? How expensive it is? And how do I make a decision?
Participant 14 says the questions covered it, communication is key, how do specialists explain to
the patient what their benefit is from a particular procedure, walk an extra 10 steps, live extra 3

days, patients want to know how much better are they going to get? Worth money and pain?
Communication is very important.
Participant 1 says in talking to others with MCC, their more fixated on quality of life as
opposed to mortality, right now the conversation is fixated on that mortality, quality of life is not
communicated as well. That seems like one of the major things, that’s a compelling issue for many
with MCC. Participant 14 says his father in law; he says he will “check out before being fed
through a tube.” Patient decision of what is most important to them. Participant 15 says he agrees,
there a more fundamental question of how patients identify what their goals are, many don’t think
about that. There needs to be a process, how to best go about what their goals of care are, and
the other things follow after. Plus, he says, the goals of care are subject to evolution over time, as
health and mental status change over time. How do we develop ways of what we think are their
goals of care, how do we maintain currency of what patient centered goals are? Background
research is needed to spell out goals. Participant 3 says as you know, Participant 13 has been
very involved with how to help patients construct their goals, how much is known and how much
research is needed. There is a certain amount that is supported by evidence, to the extent that
there is evidence, then there is the second component, how does it translate into day to day
patient interaction? It’s very different from how we currently take care of patients, how to
implement this new focus or strategy that is in fact aligned with that individuals patients goals, a
second area, they suspect, need for additional significant research. Participant 3 says that’s
absolutely right, how that get translates. It needs a lot more work they think. If you think about it as
a big category, what are the preliminary steps?
One thought Participant 17 has is part of it is what is the specific research agenda, but
apropos of some of the discussion, are there some recommendations to all funders about the
kinds of things that should be added to the funding of research, for adults of all ages, what should
all research include? Participant 17 says Participant 1 was talking about, some do find longevity
more important, but for many quality of life. In the long run, bigger effect if we push all research to
see that very few people with A fib have no other diseases. Participant 3 says that’s very well said.
Participant 16 totally concurs with what Participant 17 said, patient goals and what
decisions they make, a lot of people with A Fib, they are not thinking about that, but they are
thinking about how to live best possible life. It’s not only what is the relationship, but if you can
define the goals, where’s the best place to do that. Participant 16 says it would be really
interesting to do goals setting inside and outside medical setting- there a bias that will bring
people down a certain road? It’s a nuance, but might be of interest.
Participant 15 says we need to see that this redesign of care is achieving its objective.
He agrees with that. There need to be measures of how we do that. Participant 14 says we need
to distinguish goals from desires, risk benefit analysis, or tradeoffs that have to be made.
Participant 15 thinks another area, what is the role of various members of the team in achieving
patient centered goals of care? Redefining roles of nurse, therapist, pharmacist, and their roles
may change, and how can EHR be best utilized, patient centered care aligned with their goals.
Participant 1 says she’s not sure if it’s off base, but the role of pain medication, opioids,
she is hearing a lot about. Many are being referred to pain clinics. They feel like they are being
seen as addicts, taking a toll on individuals who has many other difficulties, she doesn’t know how
it could be included, but it is an area, but almost wish patients could sign a waiver, I understand
the implications of taking Tylenol 3 or 4, but I am willing for quality of life to do that now than what I

have to do down the line. She says it’s getting bigger and bigger, but an unbelievable issue with
patients.
Participant 3 says that’s very interesting. Participant 13 just joined the call. Participant 3
says the work that you are trying to do with us and Carealign, how much evidence is there? He
says mostly in psychology and behavioral economics, piecemeal translated into healthcare,
Valerie Reyna, most work in healthcare. He says Participant 17 has encouraged him to get into
writing the evidence and how does it relate to healthcare. In his work, they have done some and a
little bit of evidence out there. Participant 3 asks if this should be part of our agenda, and he says
it should be a component of the agenda. Participant 13 says employee motivation and
satisfaction, Tom Bottenheimer, there are a couple of important things that don’t work, for example
in employer motivation work, the goals can be set by the employer, but for healthcare the patient
need to be the one to set goals. There is a lot we can write about or adapt.
Participant 13 says he suggests using “tools and processes” rather than decision aids,
they have had modest impact, the third research question. Participant 3 says we have had a great
discussion; this is what we will be doing for two years, start broadly and refine it down. Participant
3 thanks everyone for their time and input, and everyone signs off.

A Research Agenda for Translating Disease Specific Care to Patient Goals-Directed
Care for People with Multiple Chronic Conditions
Co-Investigators Call Agenda
March 7th, 2016
11-12:00pm EST
1. Mission and Goals
2. Network Development and Strategy
3. Scope of Project (considering resources)
4. Next steps
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Next Steps:
1. Participant 15 to send website and medical writer information
2. Participant 3/ Participant 7 to send draft agenda
3. Participant 3/ Participant 7 to send updated draft of mission statement, overall vision, and
strategy
4. Participant 8 will update the guidance document with notes from Planning Committee call on
2/29
5. Participant 7 will type notes and next steps and disseminate
6. Co-Investigators will decide on groups: one for network and one for planning the
meetings/research agenda
7. Co-Investigators will decide whether to expand planning committee
8. Co-Investigators will decide on a web platform for Communication (Yammer, Trello, or
HealthDoers?)
Participant 3 thinks we had a good call with the planning committee. We will review the next
steps from that call, and she also wants to spend a little time with network development and strategy;
scope of project. When we start thinking about all the people to involve, what can we accomplish with
the resources we have? As we get all these great ideas, we need to pull back see what we can do.
Participant 3 asks Participant 15 about the size of the U13 budget. Participant 15 asks what
the budget is, he says it’s around $70,000, big conference grant from NIH that is a collaborative
between the institute and the who applies for the grant. Last one, award went to ACC. Participant 15
describes some of the U13’s. He says the thing is, they are able to garner substantial additional
support from industry. The NIA support was less than half of the support for the project. He says it
raised the questions of whether there is opportunity to get support from others. Participant 3 says she
would ask PCORI. She asks whether with engagement awards, if people have raised other monies,
Participant 8 says not that she’s aware of. Participant 15 says even if they say that’s ok, what are the
possible sources to investigate. Participant 8 says also what point in this grant we take this on.
Participant 7 says we are in line with current budget. Participant 3 says she can get other information.
ACC has ability from pharmaceuticals; it may be more appropriate to work with Participant 11 at AGS
for this award. The amount for this award is $250,000. The whole 18 month planning process, that
was a big budget. Participant 3 says for this grant there is the one big conference, then two smaller

ones over two years. Participant 15 says it’s quite a bit more, Participant 7 reviews the budget, there
is approximately $75k for meetings throughout the two years.
Participant 8 says she’s thinking about getting meaningful input, we could have a broad
network informing the project. Participant 3 asks whether we can do that online. That’s sort of one of
the benefits of creating an online space. Participant 8 says its Healthdoers, she reached out and it is
sponsored by NHRI National Regional Health Improvement network.
Participant 7 says what is our specific ask? If we invite them in, we have to have something in
place; Participant 8 says she has no investment in what it is. We have to have something set up, a
charter what is the meaningful way to work with people. Probably several different ways they can plug
in. Participant 3 says Participant 8 creates networks, so she is looking to her for that. The charter is
the strategy, informing the work engaging them on a level.
As you build the network, you provide a broader network with the opportunity to comment on it.
Then you have the planning committee, and whether that needs to be expanded to include others has
to be evaluated stakeholder by stakeholder, Participant 8 thinks. We can think down those two lines,
open ended information gathering and network growing, and targeted.
Participant 3 agrees the planning committee may need to expand. Then the others are
commenting, would be a distal group. Participant 3 says assuming the charter represents the
strategy. It would be nice to look at it more, before we start eliciting from the planning committee,
groups and stakeholders, we can compile a list but what do we do with them? What’s the ask?
Participant 8 says she’s thinking of it in terms of finishing up the charter, getting those pieces
put into it based on last call with planning committee. Then, it really is a matter of figuring out the
online community source, how will we set it up, set it up, refine a document with an ask and inviting.
She doesn’t think we need to lose any of the great people on the list; we need to expand it and make
it more broadly available for people to inform. Maybe a few key questions, let people respond in an
open forum. Participant 8 says if you provide some questions, it starts to build peoples thought
around those subjects, not too much but enough for food for thought. Keep it broad, and filter. It
doesn’t cost much or take much time to contribute. Participant 3 says it’s an iterative process; some
will move closer to the center and become more active.
The second big piece of this is the research agenda, she asks Participant 15 for some advice
on that. Do you volunteer people with content knowledge? Participant 15 says for U13 everything was
volunteer, in part because of the small budget from NIA. All involved did not receive compensation
whatsoever. Everything was completely volunteer, they identified people who are key stakeholders
but also knowledgeable. Identifying suitable speakers and participants. For each of the 3 workshops,
they had 3 co-chairs. We need to think about how it will be directed, a template agenda. They had 3
co-chairs, one from Geri, one from Card and the 1st from ACC. They wanted ACC buy-in. He says if
we want to use that strategy. He is assuming Participant 3 is overall chair, there were also 3 cochairs, assisting with planning, steering committee or organizing committee. They had 9 people on
steering committee, and others that contributed to suggesting who might be good people and topics,
reviewing agenda and making suggestions. That’s how they did it.
Participant 3 says believe it or not, she has a draft agenda for the Fall meeting. She thinks that
Participant 15 said makes perfect sense, that’s easier than the network and the ask. Participant 8

says it makes a lot of sense. She thinks when we are thinking about engaging patients and families
it’s different, when we think about recruiting we want to take the approach of opening it up first, rather
than identifying people. In identifying, you have people feel obligated. When they have opened it up to
people passionate about it is quite successful; they are unlike professionals, who have an
organization supporting them. Even at the planning stage, say we will have 20-30% of participants be
patients/caregivers. She thinks we can do a hybrid of both.
Participant 15 says regarding the patients, there are more than 1 way to do this. PCORI
maintains a list of patients and caregivers who are medically knowledgeable who participate in
PCORI events, depending on the type of individuals we are hoping to attract, there may be a number
of people in the DC area willing to attend. That may reduce travel costs. Participant 8 says the PCORI
ambassador community is a link to that group. Participant 8 is an ambassador; they link through
online Yammer site. Participant 8 loves the idea of inviting those people. Also, from that you have
each of their networks locally. We can tell them we are looking for folks in the DC area. That will be a
rich group to go to. When you go to a group like that, you want to have a couple of different ways to
participate. We need to keep that broad, whether the ideas are on target, then you can take next step
and invite to attend the meeting.
Participant 3 says we are lurking towards a strategy. She thinks what Participant 8 is saying,
some will be with organizations and some will be freelance. Participant 3 says the strategy is work on
vision mission and charter (ask), solicit suggestions from planning committee. Then, we have to
explicitly enrich it with patient and family opinion. Get ourselves established, and define specific ways
people can participate. Participant 15 and Participant 8 agree that sounds good.
Strategy:
1. Finish mission and charter
2. Decide on site (yammer, trello, healthdoers etc.)
3. Then ready to start soliciting ideas about the network and who to reach out to. Also, some
prompting questions as invitation/message, also be clear about the ways people can
participate
Participant 3 says we need some people to do the down and dirty work of what is the research
agenda. That was really helpful. She thinks we should go back to #1. Participant 15 said we just need
a vision or mission statement, if the idea is we are going to use it as a way to inform potential
participants of what we are trying to do, he thinks a mission statement would be better. Hopefully it
will state the goals. To him, vision seems a little loftier, less concrete and therefore may not capture
exactly what we are specifically trying to accomplish with workshops/engagement award. He thinks
mission rather than vision. Participant 9 says he sees mission as external and vision as internal.
Participant 8 says she agrees with both Participant 15 and Participant 9, and we don’t need both. And
to what Participant 9 just said, it makes more sense, the purpose is to engage external. What
Participant 7 sent this morning; it sounds more like a mission statement, than a vision statement.
Participant 3 agrees, says the whole project is a vision, culture change.
Participant 9 says in business he says mission, vision and values. Participant 3 says it may be
more operational and practical to have mission and goals. What we have here are the goals, what we

need to encapsulate is a mission. The mission is shorter. Also, Participant 15 says, it doesn’t have to
be a sentence grammatically. We want to develop an inclusive research community to... The first
sentence, lop off list and say create to design a research agenda. The last could be bulleted goals.
Maybe try that and see what that looks like. Participant 15 says there needs to be something in the
first sentence about what overall goal is. He thinks just the first sentence is inadequate.
Draft: “We are committed to creating a research community inclusive of multiple stakeholders to
create a research agenda for patient goals directed care.”
Participant 15 says we could even say long range is about changing the culture of care for
adults with MCC. Participant 3 says we have had a productive call, Participant 8 and Participant 9 will
help with a website. It’s more like Facebook for companies or organizations, an organizational page,
upload files, have conversations. It’s very interactive, PCORI ambassadors are on that. She’s not
sure what other orgs are on that. Participant 8 says Trello is easy, Healthdoers, broader network,
community. Spreading it across might be more work. Participant 7 says we need to talk to Burness,
the goals of these two things are related but different. Participant 8 says it’s important to be aligned
and integrated; this part is an engagement network grant. It may not be as much external
communications. Participant 3 says it’s coordinated but not the same thing. We will be talking to
them, and maybe have them do a presentation to planning committee. It seems like we have a
network strategy, Participant 3 says, mission, goals we work on charter. Then, then we can work on
network.
Participant 15 thinks what we have been talking about so far is infrastructure, but he would
encourage in parallel to look at agenda for conference, whose going to be giving talks, advance
notice to potential participants, less than 8 months away, people we want there who have other
commitments, within the next month to two months we should have a working draft of workshop.
Maybe that’s something who the pre-designated co-chairs can work on. The other point is, at the
actual meeting how is all of this information going to be recorded. He would propose a medical writer;
terrific, captured everything said at the meeting and put together a draft manuscript. Not going to use
what she wrote, she captured everything, and nobody else had to take notes. Everything that took
place was exceptionally well recorded. Participant 3 wants to hire her. Participant 15 will send email
address. Participant 8 says that will be so great. She is a professional medical writer, he will send
name and email address, and then we can decide whether to reach out. Participant 3 says that’s
fabulous. She is very well educated, fabulous and marvelous suggestion. Participant 8 asks with the
U13 is a template agenda? Participant 15 says they have the second U13, October 3rd and 4th, one
month before our meeting. They have been working for 6 months to develop preliminary agenda, to
try to finalize the agenda and the list of speakers. He needs to think about whether he wants to
disseminate. Have a full day and half meeting set up, who are speaking, reporting from break out
groups. He says one thing he could do, is could send what the agenda was from the first meeting so
we can see how it was laid out. He says they have a website. He will send everyone on this call
medical writer, and the link to their website from the first conference. It has not only full agenda, but
also all the slides from all the presentations, who the speakers were etc.
Participant 3 says this grant had to have the first agenda for the first meeting, it’s a rough draft;
she will send the draft. We need to break off into two groups, planning network and planning research

agenda. She took info from U13, advice is well taken. We have to get going. Participant 3 says. Next
call is Thursday; Participant 15 may or may not be able to join. Nonetheless, we will be moving. We
have our work cut, everyone says thank you and signs off.
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Care for People with Multiple Chronic Conditions
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1. Definitions (See Attachment 1)
2. Review Revised Mission, Goals and Strategy (Guidance Document- update?)
Mission: We are committed to creating a research community inclusive of multiple
stakeholders to create a research agenda for patient goals directed care.
Vision: To change the culture of healthcare for older adults with multiple chronic
conditions so that care is aligned around patient goals.
Strategy for Developing and Using the Research Partnership (or community, or
network?):
1. Finalize mission, goal, key definitions and charter
2. Solicit a broad network of stakeholder, organizations from current planning committee
3. Enrich network/partnership with patients and families
4. Decide upon social media/web sites for participation - Yammer, Trello, Healthdoers
5. Articulate clear ways that the research partners can participate
6. Develop prompting questions to guide participation
4. Planning Committee
a. Sub groups? (One for network, and one for research agenda/planning Fall meeting)
b. Expand planning committee?
5. Review Draft Agenda from Award Application (See Attachment 2)
6. Select on a web platform for Communication and plan for implementation (Yammer, Trello, or
HealthDoers?)
7. Next Steps (divide responsibilities)

Attachment 1: Definitions
1. Patient goals directed care
“Patients identify their health outcome goals and care preferences, and primary and specialty
care is aligned with these patients’ goals and preferences.” (Tinetti and Blaum, 2015)
2. Patient Engagement
“The meaningful involvement of patients, caregivers, clinicians, and other healthcare
stakeholders throughout the research process—from topic selection through design and
conduct of research to dissemination of results. We believe that such engagement can
influence research to be more patient centered, useful, and trustworthy and ultimately lead
to greater use and uptake of research results by the patient and broader healthcare
community.” (http://www.pcori.org/funding-opportunities/what-we-mean-engagement)
3. Research Network (both purpose and composition)
a. Responses:
i. Research Network (both purpose and composition) brings together leading
health care experts with patients and families to establish a research agenda for
translating disease-specific care into patient goals-directed care for older people
with multiple chronic conditions. (Amy Berman)
ii. Group of like minded clinicians and patient/caregivers with good communication
skills (various modalities) and access to large communication cohort, such as
clinical networks and professional societies or active patient/caregiver
networks. A report created for the Patient-Centered Outcomes Research
Institute (PCORI), developed a taxonomy of research networks in an effort to
create an inventory of existing networks. The taxonomy classified three distinct
categories: Clinical Data Research Networks (CDRN), Patient-Powered
Research Networks (PPRN), and Patient Registries based on a set of
distinguishing characteristics.24 Although the taxonomy and characteristics vary
somewhat from other descriptions and opinions, the taxonomy serves as a
critical starting point for future research on the use of patient-powered networks
and patient registries as data collection tools.Four fundamental elements are
common to the development and management of a successful registry or
network.
1. Well-designed technology. Critical to the success of a patient registry is
the digital technology used to enable patients to join the network, report
and store (and display) information, search for patients with similar
experiences or conditions, and/or link to other resources.
2. Recruitment, encouragement, and gratitude for participation. Without
exception, registry and network founders and managers point to the need
for ongoing promotion of the registry. They note that simply having a
network is not sufficient; it must have a robust membership of active
participants who are contributing to and using the information.
3. Collaborative relationships with researchers. To be effective as data
sources for researchers—and ultimately meet the information or
knowledge needs of patients and caregivers—registries and networks
must work diligently to ensure that the data collected can be used for
research.

4. Partnerships with a broad range of stakeholders. Many of the
registries and networks make it their goal to establish collaborative
relationships with similar organizations for the purpose of sharing
resources, avoiding competition for members, and reducing the fracturing
of efforts to collect data, raise funds, or advance knowledge.
4. Health outcome goals
“Health outcome goals are personalized (not disease-centered) health outcomes that a
person hopes to achieve through their health care.3,4 To inform care, these health
outcome goals must be specific, measurable, and actionable (e.g. pain controlled
sufficiently to allow five hours of sleep most nights; able to walk at least one block).
Health outcome goals are distinct from behavioral goals such as stopping smoking or
losing weight and from disease goals such as improving HbA1c or blood pressure.”
(Tinetti and Blaum, 2015)
5. Care preferences
“Care preferences are the activities, behaviors, and care consequences (“workload”)
involved in being a patient or caregiver (e.g. adhering to medications, dietary
recommendations; health visits; procedures and testing; adverse effects, burden,
discomfort of treatments and self-monitoring and self-management tasks.) that patients are
able and willing to do and tolerate.” (Tinetti and Blaum, 2015)

Attachment 2: Draft Agenda
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Next Steps:
1. Definitions Edit
a. Health outcome goals
i. Participant 10 thinks it’s redundant to say personalized then a person hopes to
achieve. Better to primarily use the top sentence, it sounds redundant as is.
Participant 8 says you may say “health outcome goals are individualized.”
ii. Participant 7 and Participant 3 will wordsmith this
b. Care Preferences
i. Participant 8 likes workload better than consequences
ii. Participant 8 says culture influences activities and workload,
iii. Participant 8 will wordsmith
c. Research Network
i. To close the door on the definitions, let’s take research network out and put it in
the charter (Done).
2. Charter Edit
a. Participant 10 thinks we need to say what the co-investigator team is
b. Participant 10 thinks it would be nice to have a graph to show the circles. Participant 7
says she can draft that.
c. Participant 10 will give comments, then Participant 7 and Participant 3 will edit then
Participant 8 and Participant 9 will edit.
3. Participant 9 will share stakeholder spreadsheet with Participant 7.
4. Participant 7 will type notes and next steps
Call Notes:
Participant 3 starts off the call, she says the agenda is long so we may not make it through the
whole thing. She would like to be finished with Mission, Goals, Strategy, and Definitions etc.
Participant 7 collected the definitions, Participant 8 said let’s not make a big deal out of it but more so
have them serve as level setting. The research network was the most completed one. If we look at
patient goals directed care, that’s what Participant 3 and Participant 17 have come up with. We can
use that or revise. The patient engagement definition came from PCORI. Participant 8 says she
echoes her opinion, it’s our job to hone in and put these to planning committee these are what we are

going with. Planning Committee felt using PCORI definition is the right thing to do, Participant 3 says.
We may change this to priorities. Patient goals directed care is a place holder until we get verbiage
that might better describe. Goals mean so many different things to different people, also who
generates the patient goals. Not everyone understands them to be patient driven, Participant 8 says.
Participant 3 says Participant 17 likes priorities a lot. At some point, we need to decide, the sense is
to be consistent.
Definition 1 (patient goals directed care) is a placeholder, as this may change to priorities.
Patient engagement is set. Let’s switch to 4 and 5 (health outcome goals and care preferences);
these are what we came to through the whole planning grant. Whole idea of a SMART goal, they are
not like goals, they are like outcomes. Participant 10 says he finds it redundant to say personalized
then a person hopes to achieve. Better to primarily use the top sentence, it sounds redundant as is.
Participant 8 says you may say “health outcome goals are individualized.” She agrees to leave it
there. Participant 3 says the reason we have the explanatory ones is because there’s a huge
movement that when people talk about health outcome goals, people think of very specific goals,
A1C, or blood pressure, or stop smoking. That verbiage about goals tends to be disease specific or
behavioral targets.
Participant 10 asks how health outcome goal differentiates from behavioral goal. Participant 3
says it’s a smart goal. They are specific, measureable and actionable, but they’re not behavioral. To
those of us in Geriatrics it seems obvious. A patient she had yesterday wants to go to Florida with
family; it’s not a behavioral goal in the self-management type. Maybe that’s why priorities make better
sense. It’s something you want to achieve through your healthcare. I want to go to Florida and not be
in the hospital. Participant 8 says that’s the distinction. Health outcome goals are generated by
patient. Participant 3 says yes, what matters to you. Behavioral goals are decided upon with a
healthcare professional. Goals become confusing who is generating them, priorities makes it clear it’s
the patient. Participant 3 says if you really want to go to Florida, you have to go to PT, that’s the only
way. She thinks that’s a good distinction. We can take a stab at this, or Participant 8 can, what can
they do through healthcare to achieve goals that matter to them. Targets may be included in that. The
behavioral goals are the means to the end, Participant 3 says. How much workload is patients will to
do to do these things that matter to them? Participant 10 says even priorities can be conceived of as
a behavioral goal. Participant 3 says the best language we have is what really matters to people that
they can achieve through healthcare. Participant 8 says sometimes it’s easier to say what it’s not.
What matters to the person that they can achieve through their healthcare, Participant 3 says.
Participant 17 and a PR firm are struggling with this. It makes sense, but it’s hard. Health outcomes
that matter to patients that can be achieved through their healthcare, Participant 3 says.
That brings us to care preferences, the activities, behaviors, workload etc. that’s involved in
being the patient that they are willing and able to tolerate. Participant 3 says we’ve often said this is
what people are able to achieve through their health outcome goals. Participant 8 likes workload
better than consequences. She wants to add to that that we know a patient’s culture influences their
care preferences. We could consider adding that element. Participant 3 thinks that’s an interesting
idea. She asks Participant 8 to take a stab at it. She says she will. Participant 8 says culture
influences activities and workload, she will wordsmith. Participant 10 says a person has a health
outcome goal; part of it is a recognition and acceptance of care preferences involved in meeting that
goal. A linkage between those two concepts would be ideal. Participant 3 says they should be linked,

because there are fundamental tradeoffs. Conceptually, Participant 10 says, you can’t have a goal
unless it’s aligned with your care preferences. Participant 8 says which influences in part by your
culture are. Participant 8 will wordsmith care preferences. Participant 7 and Participant 3 will take a
stab at #4.
Participant 3 wants to go back to research network; she sort of likes partnership better than
network. We could put a fairly long explanatory answer. She doesn’t have a problem with it being long
and explanatory. Participant 8 says in the charter she drafted it “Network Composition and Structure”
essentially, following taxonomy and providing online space, network development, identify someone
to maintain space, set on a framework of research topics and building partnerships and existing
networks of planning team. She took points in agenda, and tailored them to what we have talked
about. Also, we will want to include the exhaustive list planning committee talked about. Switching
from the definitions to the charter. To close the door on the definitions, let’s take research network out
and put it in the charter. Participant 10 thinks it’s good.
The Charter is a brief one and a half pager we can give to people saying here is what we are
doing. She really likes this, it grabs everything together. Participant 10 says the wording sounds pretty
good. Participant 8 wants to talk about #6- contributions. Participant 3 says it’s good but takes a little
thinking. There is a core of us that works on the meeting and a core that works on network.
Participant 10 asks about this. Basically those on the call plus Participant 15 are the steering
committee, and then we have the planning committee. Participant 3 says what Participant 8 is saying
as we reach out to networks and researchers, what is everybody’s role? We have the core group, us,
and then there will be a group of stakeholders. They will contribute. Participant 10 thinks we need to
say what the co-investigator team is. Include an understanding of the circles. Participant 3 thinks
that’s critically important. She was more thinking about the smaller groups that need to be formed.
They are the next group out from the steering/planning committees. Then, we need to focus on
partnership development. She thinks there are these different roles. How do we divide up these
roles? Participant 10 thinks it would be nice to have a graph to show the circles. Participant 7 says
she can draft that. Participant 3 says there may be different components from each circle.
Participant 8 says Participant 9 started a spreadsheet to keep all networks together.
Participant 3 asks if they could share that with Participant 7. Participant 3 will think about different
contributions, tasks to be done, how we organize to do the different tasks. They circles will represent
how we organize others we bring in. The different tasks we need to divide up among the investigator
team.
Participant 8 has added identified to the vision statement, Participant 7 asks what others think
of it. Participant 8 thinks this helps to say who generates patient goals. We may change this to priority
care, Participant 7 says. What you guys think is part of this decision, although we might talk about
health outcome goals. Participant 10 says that’s why it’s important to have well. We can just change it
to patient goals directed care, Participant 3 says. When we move to priority, we can replace it all.
Participant 8 likes priorities better. Participant 3 says there will be patient focus groups to determine
patient feedback, good to know that you both like this. Participant 10 will give comments, then
Participant 7 and Participant 3 will edit then Participant 8 and Participant 9 will edit.

A Research Agenda for Translating Disease Specific Care to Patient Goals-Directed
Care for People with Multiple Chronic Conditions
Co-Investigators Call Agenda
March 25th, 2016
11:00am-12:00pm EST
1. Updates (AGS Meeting, program officer call)
2. Review Final Charter
3. Planning Committee
a. Sub groups? (One for network, and one for research agenda/planning Fall meeting)
b. Expand planning committee?
4. Review Draft Agenda from Award Application (See Attachment 1)
5. Select on a web platform for Communication and plan for implementation (Yammer, Trello,
Box, HealthDoers)
6. Discuss Agenda for Planning Committee call on Thursday, March 31st, at 11am EST (10am
CST, 8am PST)
7. Next Steps (Divide responsibilities)

Attachment 1: Draft Agenda

A Research Agenda for Translating Disease Specific Care to Patient Goals-Directed
Care for People with Multiple Chronic Conditions
Co-Investigators Call Agenda
March 25th, 2016
11:00am-12:00pm EST
Next Steps:
1. Participant 7 will make sure to get invoice information to Participant 8 and Participant 15
regarding how they invoice NYUSOM.
2. Charter
a. Planning Committee revisit use of Network VS. Community
b. Participant 7 will make the figure to represent the different layers of the
network/community (DONE)
c. Participant 7 will add another sentence along the lines that preferences are sensitive to
other factors that would be considered in choosing preferences including culture, values
and beliefs. (DONE)
d. Participant 7 will switch language to patient priority directed care, or priority aligned care
(DONE)
e. Participant 7 will Edit charter first, send to Participant 8 and Participant 15 (DONE)
f. Participant 8 will edit Charter then Participant 15 will edit Charter
3. Planning Committee Issues and Call Agenda
a. Planning Committee will discuss the idea of having two groups, one two calls a month
one focused on the network and one focused on the agenda
b. Planning committee will be asked to review the draft meeting agenda
4. Draft Research Meeting Agenda
a. Co-Investigators/Planning Committee will eventually draft template for Research
Meeting of how to moderate the sessions so everyone keeps this focus; have some
specific items we want them to cover during the period as discussions are ongoing, like
a playbook.
5. Technology
a. Participant 7 will coordinate with Participant 8 and Participant 9 to set up a time to see
Participant 8’s ambassador page on Yammer.
b. Participant 7 will check on Box to see if we can use NYU box account. Plan is we will
use Yammer, then whether we use Box or DropBox for file sharing.
Notes:
Participant 3 says she wants to start with updates. In regards to the AGS meeting at Long
Beach; we got a tremendous response. It will be 12pm-2pm at PFCCpartners. Participant 8 asks how
many people, Participant 3 says 6-7 people. Participant 17 can’t make it unfortunately. We do have a

room at AGS on Thursday, there is a lot going on than though. Friday time is very good, the one
person who can’t make it is Participant 17, Participant 3 said. Participant 7 and Participant 9 have
talked, and Participant 9 will help organize the AGS meeting. We had a good call with program
officer, she was impressed, and said they don’t even need to have a call every month, we may just
update by email. We discussed how we may want a PCORI person to talk so we will include that in
our planning. Participant 7 has one more update, she will make sure to get invoice information to
Participant 8 and Participant 15 regarding how they invoice NYUSOM.
Next, we are making progress on the old Carealign project with communications firm. It looks
like we are lurking towards Patient Priority Aligned Care (PPAC), she likes the aligned part, but we
have gone back and forth. She hates to lose the fact that we want the care aligned around the
priorities, she also thinks of PPAC as easy to say. We haven’t made a final decision, everyone likes
priorities though.
Participant 3 moves on to discussing the Charter. Participant 7 incorporated everyone’s
suggestions and edits into Charter. She thinks there are 3 substantive issues with the charter: 1) She
likes the organization but should we call it a research network or community? She kind of likes
community. Participant 8 doesn’t have a strong preference either way. Participant 3 says maybe it’s
not a big deal, but we can ask them research community vs. network. 2) Also, layers of an onion, how
to put that idea into words, in the network structure #3, put in some word about that there, and in
contributions put word about that there. She didn’t think of a good way to express it yet. Participant 7
will make the figure. Lastly 3) the third substantive thing is the role of culture. Otherwise, she is happy
with it. She wants it done by the Planning Committee call on 3/31.
Participant 8 says she wants the idea of the onion in contributions section, but couldn’t think of
how to phrase it. Maybe we don’t even have to, maybe with the diagram just put it at the end; a visual
to finish with. Participant 3 thinks the guiding definitions are good. Participant 15 likes adding culture
to these definitions. He thinks adding another sentence along the lines that preferences are sensitive
to other factors that would be considered in choosing preferences including culture, values and
beliefs. Participant 3 thinks that’s a good way to handle it, under care preferences. It could be the
same sentence in both places. When we are thinking about culture, we can break it out into an
additional sentence. Participant 8 meant ethnic, religious, leave a placeholder in people’s minds. We
will put simple sentence in first. Or, we can end with a statement to say all is contingent on culture
etc. Participant 8 says she likes it integrated rather than breaking it out. Participant 3 thinks this
makes sense. Participant 15 agrees. It goes in #1, #3 and #4. Participant 15 says we don’t want the
same sentence 3 times. In definition 1, should it say patient priority directed care, or priority aligned
care. Participant 3 thinks so, also, it’s helpful because when we talk about this we are not doing a
research agenda for palliative care, and they sort of took that word. Participant 17 is very into
outcomes, Participant 3 says. But she’s not sure people know what an outcome is. Participant 3 says
another announcement we have first patient focus group on Tuesday. Everyone thinks this is good.
Participant 7 will send to Participant 8 who will edit, then Participant 15 will edit.
Moving on, we still have to figure out how to do the network and agenda. We are thinking
about splitting the planning committee into a research agenda group and a network group. Participant
15 says when he suggested that, he didn’t realize the draft agenda is as far along as it actually is.
He’s not sure we need that; he thinks it’s quite well developed. Creative grant writing, Participant 3

says. Participant 15 says we need to work on network part. Participant 3 was thinking it would reduce
the number of calls everyone has to be on. Part of it is to be respectful of people’s time. Participant 3
says Participant 15 she is flattered it is far along, but it needs work. He thinks it’s a solid
template/draft. Participant 3 asks Participant 8 what she thinks about having two groups. Participant 8
is in favor of not adding extra calls etc. so maybe keep going this way, and then see. Participant 3
says maybe we need two calls, one devoted to the agenda and one to the network. The other thing
about having two calls a month, it won’t be forever, it will be right around the meeting and right now,
but next year maybe one.
Participant 3 says Participant 15 when planning U13’s been it a smaller group, how was the
flow for that. He thinks that’s about right, he says just so you know, his next U13 was planned on
Rosh Hashanah, not a single person realized it. They have decided ultimately to move it to February,
a year from now. Participant 15 says there will not be one this year. They thought it was going to be
then, so planning is on hold, but it will gear up again. Participant 15 says insight into a lot of work at
beginning, then around meeting, makes sense. Participant 3 asks Participant 15 to validate this with
planning committee; Participant 3 says we may want to ask them if they want two calls a month or
two groups. She may ask other people to join, bring in an expert. Such as Dan Matlock for decision
aids. Participant 8 says for them they work out invitations early on. Participant 7 says maybe bring in
Gary. Participant 8 says Gary is so good. Participant 8 says she was at another conference where
they use creative ways of capturing information. Participant 8 says Participant 5 and Participant 17
were there. Some people will be more comfortable with research side and some with network side,
Participant 3 says. That will be a big agenda for call next week.
Participant 3 says homework for planning committee will be to review the agenda. The topics
are coming from work on Carealign. We are going to talk about cardiology, but changing the
relationship between patient and clinician. It is a draft. Participant 15 says the cardiology problems
picked are intended as examples, specific then more broadly, he thinks in looking at the first couple of
topics, he thinks critically important thing is their role (presenter) in terms of maintaining focus on the
real outcomes that are desired from sessions to identify specialty what are the research questions
and answers, begin to think about how we can move forward. He thinks 45 minutes for discussion is
great, and will allow people to discuss. He thinks giving this direction is great. Participant 1 is a
patient and caregiver, and arthritis program officer.
Participant 8 says it would be useful to have a template of how to moderate the sessions so
everyone keeps this focus. Participant 15 says to expand on that, have some specific items we want
them to cover during the period as discussions are ongoing. Participant 8 says a playbook.
Participant 3 says we are a month or two away from that, because we still need to think about the
content. Between the talks and the well-moderated session, more content may come out. We need to
see whether the content will bring out what we want the session to bring out. Participant 15 says in
the same way, the speakers should have objectives they should accomplish. In U13 all speakers to
send PowerPoint beforehand for review for 3 reasons 1) ovoid overlap 2) talks would be reasonably
close to time frame and 3) perhaps most importantly to ensure they were addressing the topic and
issues, these aren’t going to be canned talks. Participant 15 says maybe the charge for a second
group would be to set forth the objectives for speakers and review slides. Participant 15 says maybe
that would be a good role for second group. Participant 3 says the thing that’s haunting her is the
content, is it right? We could have them help with that. Divide up into groups to do the nitty gritty. We

will pose to the planning committee network/research agenda, whether we have more calls or two
different calls. Participant 15 says that doesn’t include work between the calls, of course. Participant 3
says we need to get more homework; they didn’t do their first homework. Participant 3 thinks they will
respond to things, and as people get into it they will respond. Participant 15 asks if the speakers are
aware, Participant 3 says kind of, Dan and Dan have been very involved, especially Dan Matlock. The
one is the most distant is Mat, Participant 15 says he can get Mat there. Dan Kramer had been pretty
cooperative. Participant 15 says Kramer was at our Carealign meeting.
Participant 3 moves on to web platform. Participant 7 says she likes Yammer, then an
additional file sharing program, such as Box or DropBox. She asks Participant 8 if she has a strong
preference regarding the selection of online platform. Participant 8 says HealthDoers is still in
learning curve, she says it’s interesting because we looked to create a community on Yammer a year
and half ago, people were struggling with how to use it. It’s very much like Facebook. The other
benefit to Yammer is PCORI ambassador program is on Yammer. That is half the battle with social
media, getting people to use a new platform. Participant 3 asks Participant 9 what he thinks. He
recognizes the feed similar to Facebook, Polls; it took but all but 30 seconds to set it up. He would be
interested to see how the different groups connect. He likes it, and will tinker more with it. Participant
3 is hoping he and Participant 7 can start it out. Participant 8 says maybe it would be helpful to set up
a time to see Participant 8’s ambassador page. Participant 7 will check on Box to see if we can use
NYU box account. Plan is we will use Yammer, then whether we use Box or DropBox. Participant 7,
Participant 8 and Participant 9 will coordinate on this. Participant 3 says we will develop agenda and
send around before planning committee. Participant 7 will do final edits on the charter, and then send
to Participant 15 and Participant 8. Participant 8 will edit then Participant 15 will edit; final drafts by
next week for planning committee call. Everyone says thank you, and signs off.

A Research Agenda for Translating Disease Specific Care to Patient Goals-Directed
Care for People with Multiple Chronic Conditions
Planning Committee Call Agenda
March 31st, 2016
11:00am-12:30pm EST
1. Updates (20 minutes)
a. Burness
b. Technology Platform selection (Yammer and File Sharing TBD)
c. Meeting during AGS, Friday, May 20th 2016 from 12:00-2:00pm
2. Review Final Charter (20 minutes)
a. Network vs. Community
b. Use of Priorities vs. Goals
c. Incorporation of Culture in Definitions
d. Research Network Figure (See Attachment 1)
3. Planning Committee Calls: Subgroups vs. 2 calls a month, one for network, and one for
research agenda/planning Fall Research meeting (10 minutes)
4. November 1st -2nd Research Meeting Draft Agenda (See Attachment 2) (30 minutes)
a. Structure of Meeting
b. Content
c. Creation of a “Playbook” to guide presenters and moderators and maintain focus on
creation of research questions and agenda, and
5. Next Steps (5 minutes)

Attachment 1: Patient Priority Aligned Care Research Agenda Network

Attachment 2: Draft of Agenda for Fall Research Meeting

A Research Agenda for Translating Disease Specific Care to Patient Goals-Directed
Care for People with Multiple Chronic Conditions
Planning Committee Call Agenda
March 31st, 2016
11:00am-12:30pm EST
Next Steps:
1. We will use term Community, rather than Network
2. We will develop a net name for the project, most likely incorporating community and
priorities (rather than goals)
3. Participant 7 will make final edits on Charter and diagram
a. Diagram- outer circle as Community or Broader Community
4. Participant 3 will start reorganizing agenda for Fall Research Agenda meeting
a. Start at 10-11am on November 1st and end at 3pm on November 2nd
b. Organize agenda around principles, rather than diseases? Triangulate?
5. Participant 7 will set up next calls every two weeks for the next month or so, so we can
focus on networks and who we reach out to for talks and moderating, then we can focus
next time on the research community
6. Participant 9 and Participant 7 to get everyone set up on Yammer
Notes:
Participant 3 welcomes everyone to the call, and asks if everyone has the materials that
were sent out including the charter and agenda for this call. Starting with updates, we are working
with Burness to figure out communication approach. This week at Yale we had the first focus
groups. A focus group for patients and one for Clinicians that Participant 17, Jess and Eliza were
able to organize. From these we learned a lot. One thing we wanted to test is priorities over goals.
Priorities was popular with the doctors, as we get more information we will let you know.
Participant 17 says it was also patients and caregivers, even match between the two. From what it
sounded was a lively discussion for clinicians and patients/caregivers. We will keep you updated.
We will probably have to go through and substitute priorities for goals.
Participant 7 and Participant 9 have taken the lead on technology platform, Yammer has
some advantages, platform that PCORI uses, and we can link with PCORI. Yammer, Participant
14 uses it all the time, trick is to sign up for alerts, once a week or twice a week, these are the
updates on your. Participant 8 adds that we have hospitals and organization; it clears firewalls that
other sites don’t. \
Regarding our meeting at PFCCpartners on May 20th, quite a few people will be there;
we will be meeting from 12-2pm. As the date approaches, we will get information to everyone. For
those who aren’t coming we will set up a video or phone conference, a plan and agenda to get
some work done. We are looking forward to having a face to face and including others. Participant
3 says thank you to Participant 8 and Participant 9 for planning, Participant 9 says the first step
will be who will be attending. Participant 8 says excited to host.

Moving on, we have been working very hard on the charter. It’s a guide as to what we
are going to try to do together and with the stakeholders. Participant 8 has been extremely helpful;
the leader group has been working on this. We are nearly done; hopefully everyone has had a
chance to review it. Participant 8 will walk us through it. The overall reasoning is to map out the
vision, how we will accomplish it etc. including common definitions, so we can work together well,
Participant 8 says. Also, it allows us to really expand the network or community to be inclusive and
a lot of different voices. The more we can speak in similar ways and with similar values, the more
diverse perspectives we can enjoin.
Participant 8 says she won’t go through the whole charter, one of the first things we
need to go back and do is change goals to priorities. She asks if anyone has a preference
regarding network vs. community. Participant 17 says community seems more connected.
Network may be the mechanism, but she likes community. Participant 11 says she liked
community for the reasons Participant 17 just gave. Participant 14 says network might be superior
is it has implication that people will be talking to each other. Participant 2 says she appreciates
you additional nuance of a network, a network also can be jargon and imply other kinds of things
and community is a clearer team. Participant 2 says it sounds more inclusive. As we go about
expanding out networks or communities. Participant 8 says her patient and family networks; she
thinks community would resonate more patients/caregivers. She asks if anyone has ideas what
will resonate. Participant 17 says PCORI does refer to it as a network, specific activity, but she
thinks for researchers either term would resonate. Participant 3 thinks either term would work. She
appreciates what Participant 14 is saying, it’s more specific, or implies a closer relationship.
Participant 3 says she thinks community will work for researchers/academic types. Network is
more of a technology term; Participant 14 says he uses community interchangeably with network.
Community is more inclusive; network is more something like LinkedIn for contacts. He says MS is
a community but a network building. He thinks if we are recruiting people not previously involved
in research it’s a better term. Participant 1 likes community better, network is more professional.
As an individual, she would be more apt to join a community rather than a network. Participant 8
says since the purpose is to be inclusive, maybe use community. Participant 3 says she agrees.
We will use community.
Moving on to the next item; the use of term priorities vs. goals. Participant 14 says he
likes priorities better. Priorities are important. Participant 8 agrees. Your priorities inform your
goals and guide how you approach care. There is so much confusion around patient goals and
what that looks like, she is really of the opinion we move away from the term because there is
confusion about goals. Participant 2 says she prefers patient priorities, it’s more approachable,
and a priority is not an A1C. This is what’s important to me; it’s not a clinical thing. She prefers
patient goal directed care. She likes both for different reasons. Patient priority doesn’t work for
Participant 2. Participant 14 says he has a friend who wants to go skiing, the priority was going
with family even if it meant going off therapy. That’s when priority trumped the goal. We talk about
that, family and life events, may trump the best goal that you have which is no stroke. Participant 8
says that’s a great example. That leads to another question, patient directed health outcome
goals, specific measurable and actionable. If we are going to switch over to priorities, it’s not
specific and measurable. Not all priorities are. Participant 14 says you can measure that that trip
was a success and managed to avoid, Participant 3 says in a way health outcome goals, your
prioritize among health outcome goals, it may be patient priority goals.
Participant 17 says it’s good to have this discussion. She thinks patient priorities
includes both health outcome goals, what they want from their health, but also care preferences
what they are willing and able to do to reach these goals. For patients and caregivers to make
decisions, you need to think about where they get to and how to get there. It includes both those

aspects. Eileen says its goals, how do you prioritize those goals. Participant 17 says that’s all
about the tradeoffs. Participant 3 says if you have the document in front of you. The type of care is
it patient priority care. If you get to #3, there are patient health outcome goals and care
preferences. Participant 17 says you can’t have one without the other. Participant 3 asks for any
more comments. Participant 14 says one thing about priority is risk aversion, younger patients
have less risk aversion, and older patients may be less risk averse. Patients that he deals with are
ex-military or fire fighters or police officers they are less risk averse. We may want to consider
when we talk about prioritization.
Participant 8 says this leads us to including culture, which was missing. You can think of
culture in many ways, but these things certainly impact priorities and goals. We made an attempt
to write that in in #3 and 4 in the definitions. She wants to throw that out there to see if there are
any comments. Participant 17 says she thinks that’s terrific, and that’s a nudge to her and
Participant 13 to incorporate culture as well as values. Participant 14 says culture is important.
Working in various communities, knowing the language and how people respond to who is
delivering the message. If you are not linked in to that culture. Participant 14 says thinking back to
days at King County, they took that into consideration. Participant 13 says this is why the
specification of the goal statement is so important. First, we need to think through mental picture
to accomplish goal. On the flip side, take a universal broad value and making that specific to time,
culture, and place. Using a word that patient would say on their own. Having them articulate
wording of goal or priority in the way they would say it or do it. Participant 8 says some people
don’t want to go to the doctor. We need to make space for those to be present in the clinical
relationship. Participant 8 asks for any other comments. We are in agreement that the
incorporation of culture is a positive step. Participant 8 says feel free if you have other words or
ways to incorporate to forward those to us.
Lastly, taking a look at the graphic Participant 7 put together. What we are thinking
about is to create the research community to broaden perspective. This is capturing different ways
people may come into the project and opportunities for input. Moving from co-investigators to
broader network. She asks if it makes sense and any thoughts or suggestions. Eileen says it
makes sense, Participant 17 says it sounds good. Participant 15 says we use the term
stakeholders is used in both places. Participant 8 says her way of thinking about it was we may
have. Participant 3 says some stakeholders get excited and get closer and closer to project. Some
just comment etc. So she doesn’t know how we can explain that. Stakeholders are the best word
he thinks of. Participant 15 says nuance in the name, the red broader community, it still
encompasses the same group but broader but larger. Participant 7 agrees. We will change it to
community. Maybe “Broader Community”? Participant 10 says he likes the diagram. Participant 17
says they are modern colors. Participant 8 says we will put finishing touches and distribute it.
Participant 3 is mindful that Participant 15 has to leave at noon, in 15 minutes, so she
wants to move on to draft agenda for Fall Research Agenda Meeting. The reason we have to
bring up it up so early is we had to plan the logistics before we are confident of the content. In
order to do the proposal, she had to have a draft document, so people will recognize your names.
There is some basis for why this is together. She wants to hear people think it’s going in the right
direction etc. This meeting is happening November 1st-2nd, research agenda for patient priority
care that would interest funders and articulate a research agenda. Analogous to U13 meetings.
One question about the agenda is structure. We are thinking to start at noon, then
working dinner and goes to midafternoon the next day. That’s the easiest for only one night in a
hotel. This agenda isn’t organized that way, but one thing we will decide to do. Participant 15 says
a day and a half agenda. Participant 15 says there is a potential problem, breakout groups at the
end. Some might need to leave early, so we might need to get input. He thinks the last session is

critically important for meeting. He throws that out there. Participant 14 says one of the problems
starting at noon, lunch break somewhere in between. The two worst times to teach were before
lunch and after lunch. Participant 3 says hopefully interactive but point well taken. Participant 17
says some folks you could get in at 10 or 11am, some later; Participant 14 says it’s a good time
for chatting. Participant 7 says we have reserved the rooms. Participant 10 says 10am they start,
that allows people on east coast to get there. The next step is last part of conference. End at 3pm
the next day. Participant 17 says some always leave early, but 3pm should be good.
Now to start on the tough stuff: the content. The first topic, cardiovascular disease is the
lense, hypertension a fib and hypertension; Participant 3 says that is where she started, with what
is big and common. Participant 17 says it already raises the question, do you organize this around
diseases, or some other sort of organizing principle to organize the meeting around. Participant 14
says he going of that, risk benefit analysis, and use these as examples and talk about how to
make decisions in those cases. Participant 3 says one of the ways we have been thinking about
this is tradeoffs. Participant 17 says tradeoffs, uncertainty, treatment complexity, then select
certain conditions, but organize around things that matter to patients. Along those lines, Eileen
says we will want to use priorities, Participant 3 notes this is before we changed the name. Going
from a disease perspective, has been the creation of problems. Eileen thinks its ok to use
cardiology disease as long as we understand the parameters. Participant 8 says she wonders if it
makes sense to start with topic 3, changing the provider relationship, start with strategy and build
through the disease. Participant 3, Participant 15, Participant 17 all like that. Participant 17 says a
patient to give one of these talks. In the course of next few months we will have some idea of who
will do a talk.
Participant 13 says he wonders if we shouldn’t have so many clinical topics in the Fall
meeting agenda. He thinks these would be from a clinician perspective. Participant 15 says this is
an issue we discussed on the smaller call, the importance to providing direction to ensure they will
address what we want them to address. We won’t let it be guidelines, no drugs etc. but rather how
do we apply therapies along the lines of priorities. Participant 15 likes what Participant 17 says he
likes moving to pick three up and using the general categories and diseases as examples.
Participant 8 likes that idea too. She does a fair number of conferences and workshops, and one
thing can be a patient presenting alongside a physician, can present a well-rounded from both
perspectives. Participant 13 says take one or two clinical topics, and triangulate it through all of
these things, how each person would look at it and do about it. How do we get shared cognitive
space around what are the different things going through my head, how do we reach shared
understanding? If we can borrow ideas from other fields, Participant 3 likes that a lot. Before
Participant 15 leaves, she wants to meet the clinicians where they are. If we are so out in front of
some of the people we want to communicate with, that we do provide a bridge to them. Participant
15 agrees with that, and therefore should be incorporating regular clinicians into this. What about
the average practitioner out there? Participant 14 says one comment on topic 3; he doesn’t like
the word changing. He likes crafting the provider and patient relationship. Maybe developing the
provider patient relationship to provide goals directed care.
Regarding the meeting agenda, Participant 17 says she wants to get back to meeting
clinicians where they are. What is the evidence gap for moving to the care that we want and the
whole concept is comparative effectiveness, the unspoken but implied comparator is regular care.
The idea of meeting clinicians where they are, but what do you need as clinicians to move to this
care, that will provide the evidence gap. PCORI is all about informing decisions of patients.
Participant 1 says if the first topic was benefit analysis, using the topics here, which would be eye
opening and then crafting a better or another way of electing priorities. Participant 10 says
example of hypertension, priority of a component and life priority to focus it on. The major issue is
the priority, Participant 3 says this is really good, it’s reorienting the framework.

Participant 3 asks for any other comments. Participant 17 says rather than all of us
speaking at the meeting it may be an opportunity to bring in some young investigators that we
might want to bring on board. Participant 3 says that’s a very good suggestion. One thing she
thought, our group might be moderators, and reach out to others to be the speakers. That’s a
broad way of looking at it; she thinks that’s a great suggestion. Participant 3 asks if anyone has
anymore suggestions, she thinks topic one we may pick tradeoffs, what about the idea of the
bigger decisions, topic two? Is that meaningful? In big decisions, can go through uncertainty,
commiserate with outcomes we want. Anything can be an example. Participant 14 says he prefers
complex decisions. Or, procedural decisions, Participant 17 says. Participant 3 likes the
triangulating idea. The point of PCORI bringing in diverse stakeholder groups. Participant 8 says
she has been listening, she doesn’t know what an ICD is, and it’s still not an inclusive
conversation. We are authentically making space for everyone to be able to contribute. Also, she
thinks some of the folks on the call could be the moderators. Participant 8 says if we go back to
creating a framework. Participant 14 says invite people from networks. Participant 3 says she has
a lot of ideas to go for a second draft. The ultimate project does have to be somewhat specific; we
need to figure out how to balance. There has to be a specific product. Participant 3 says she stuck
in the disease specific framework; she will circulate for people to help.
Next, Participant 3 wants to talk about how we work together. When we start to talk
about the research agenda that is very productive, we have forgotten about the research
community. Focus calls on one thing or another so we make progress. Choice is to divide into two
sub groups, one focusing on stakeholders and community or two calls. Call by call or divide into
two. She thinks call by call with same group. Phi says call by call is efficient, sub groups less work
for them but more for you. For two months, we need to work pretty hard we want to nail down the
people, we need to do that quickly, two calls a month for the next two months, then we can back
off a little bit. A few more calls. Participant 8 likes the plan, she likes keeping everyone together.
Participant 3 says if we have one good call on community, that might give enough direction and
we can go from there. Eileen says she needs to get off, Participant 3 says thanks for joining. She
has some other thoughts, she will email. Eileen signs off. Participant 17 says having everyone
together gets good perspective and get consensus pretty quick. Participant 10 thinks the group
isn’t too big.
In terms of next steps, Participant 3 will take a shot at reorganizing agenda, and will set
up a call in 2-4 weeks, so we can focus on networks and who we reach out to for talks and
moderating, then we can focus next time on the research community. Other next steps, with
Participant 9 and Participant 7 to get everyone set up on yammer. Everyone says thank you, and
signs off.

A Research Agenda for Translating Disease Specific Care to Patient Goals-Directed
Care for People with Multiple Chronic Conditions
Or
Patient Priority Care Research Agenda and Community (?)
Co-Investigators Call Agenda
April 7th, 2016
12:00-1:00pm EDT
Dial-in Information:
1) Dial 855-925-3266, toll free in the US
2) Enter Meeting ID 83344#
3) Speak your name, then enter #

a. Review Final Charter (Separate document) and Revised Figure (Attachment 1)
b. Review Original Strategy for Developing and Using the Research Community
a. Finalize mission, goal, key definitions and charter
b. Solicit a broad network of stakeholder, organizations from current planning committee
c. Enrich network/partnership with patients and families
d. Decide upon social media/web sites for participation - Yammer
e. Articulate clear ways that the research partners can participate
f. Develop prompting questions to guide participation
c. What is “the ask” of the Planning Committee to help grow the network?
d. How do we interact with the different layers of the community? (mainly two outer
circles) Phone calls, in-person meeting? What content will we put on Yammer?
e. Next Steps
a. Yammer
b. Agenda for Next Planning Committee Call
c. Any Long Beach, CA meeting updates

Patient Priority Aligned Care Research Agenda Network

*Includes researchers, patients,
families, policy makers, caregivers,
clinicians and other stakeholders.

A Research Agenda for Translating Disease Specific Care to Patient Goals-Directed
Care for People with Multiple Chronic Conditions
Or
Patient Priority Care Research Agenda and Community (?)
Co-Investigators Call Agenda
April 7th, 2016
12:00-1:00pm EDT
Next Steps/Agenda for Planning Committee Call:
1. Planning committee agenda
2. Yammer Tutorial
3. General categories for groups we want involved- ask for names of groups and contacts for
each group (if they know them)

The call starts off looking over the Charter. Participant 7 will go back through the Charter and
fix “community.” Participant 7 asks about title. Participant 8 says Patient Priority Care Research
Community. Participant 3 says she likes it to reflect award we got, which is for a research agenda,
because we need a community also. She feels funny taking it out. Also everyone in the community
isn’t a researcher. Participant 3 says she will talk to PCORI about this whether to call it Patient Priority
Care Research Community or Patient Priority Care Research Agenda and Community. They might
not care and be more interested in community. If we ask everyone for their network, we will get a lot
of people. We need to do B and C. Participant 7 and Participant 9 will get going on Yammer and Box
and how we use it. Participant 7 is worried about the attendees at the Fall Research Agenda Meeting;
Participant 3 thinks the network IS the attendees. Participant 3 was hoping we could talk about
network.
Participant 8 says we have done A, figured out what we will be working on. The next place is to
figure out and launch the place that is the next thing that needs to get done. E and F would be on the
Yammer site as people are invited in, and we would also have the document but also some bullet
points clear ways they can participate. Getting the community going. Participant 8 says as we are
extending the communication, they have first steps to take. Participant 7 asks how we get that
participation. She says it is to create yammer community, put mission and vision at the top including
the document so people can get an understanding then also, thinking of a bullet list to speak to Letter
E on the list, prompting questions to get conversation going. Participant 7 asks if any of Yammer
people would come to meeting. She says maybe, let’s so how it goes, an overwhelming response
that’s not possible. That’s uncomfortable because we don’t know. Who attends in November, maybe

we are thinking about it with the scope of the planning team with the idea that some Yammer people
might come. Participant 7 says that’s helpful.
Participant 3 says how do we get Yammer participation, how do people know to go to Yammer.
Do you think that Yammer is broad and in a way broadly reach out to planning committee, at first we
thought 5 people but maybe we don’t limit it? Participant 8 says her inclination is to make it broad. As
long as we are providing info, she is in favor of broadening. She thinks if we develop the ask, a
Yammer walk through. Participant 9 says we can put together a technical assistance sheet, organize
it like a book. People have found that useful. Participant 9 will put that together.
Participant 10 says we also need to think of what categories of stakeholders we are looking
for. That will inform who will go out and get them. Developing a centralized spreadsheet. Participant 3
says we have a list. Participant 7 says we can have a list and designate on the list of who they are.
We need researchers, clinical, patients and caregivers. Our networks will help with this. Participant 10
says the college uses national organization of families, we don’t ask for a specific person, institute of
patient centered family. Participant 10 asks if we are looking for organizations or individuals.
Participant 8 says she was thinking of groups. Sometimes when you ask to identify individuals, that’s
different. That’s easier than reaching out to individual, etc. Participant 7 says we may want specific
people.
Participant 3 says when we talk to planning committee, we certainly need categories, and we
will take people, reaching out to broader community. The planning committee may not know then all.
How do we get past what the planning committee knows. Participant 8 thinks it would be snowball
mechanism. Participant 8 says we have a large committee and a lot of connections. She thinks there
is a great potential for just snowballing. On the call we can ask people to give orgs on the call. We
need to develop categories to fill, that is diverse. Let’s come up with groups: Patient groups, caregiver
groups, health systems, payers, educators, specialty societies. Participant 8 says between her
Participant 14 and Participant 1 a lot of patient/caregivers including patient ambassador,
policymakers. We can see where we are, and make sure it’s more diverse and target if we see gaps.
Participant 3 says the PCORI has diversity in it, but it’s a gap. Participant 7 says we can send the
planning committee the general categories and say we will be asking for the groups.

Patient Priority Care Research Agenda and Community
Planning Committee Call Agenda
Monday, April 18th, 2016
2:00pm-3:30pm EDT (1:00-2:30pm CDT; 11:00am-12:30pm PDT)
1. Call-in via Zoom
a. Join from PC, Mac, Linux, iOS or Android with https://zoom.us/j/621362593 and use
online audio.
OR
b. Join from PC, Mac, Linux, iOS or Android with https://zoom.us/j/621362593 and call in
by telephone:
i. Dial: +1 408 638 0968 (US Toll) or +1 646 558 8656 (US Toll)
ii. Enter Meeting ID #: 621 362 593
2. Updates
3. Yammer Tutorial
a. https://www.yammer.com/patientprioritycareresearchagendaandcommunity/#/home
b. An overview of Yammer
i. Creating an account, how it works, connecting with other communities etc.
ii. Discuss how to split Groups within the Community
4. Strategy for Community Building
a. Strategy for forming “Broader Community” Circle:
i. Once we have content on Yammer, share Yammer link with online communities,
social media, email blasts etc.
b. Strategy for forming “Stakeholder” Circle two-fold:
i. Most activated from “Broader Community” (Yammer, or other) enter the
“Stakeholder” circle (virtual and in-person meetings)
ii. Key people and organizations invited to join the “Stakeholder” circle (virtual and
in-person meetings)
c. ASK from Co-Investigators/Planning Committee for Community Building
i. Sharing Yammer link
ii. Names of organizations/groups to involve (gather on call if possible)
iii. Names of key people (gather on call if possible)
5. Next Steps

Patient Priority Care Research Community

Patient Priority Care Research Agenda and Community
Planning Committee Call Agenda
Monday, April 18th, 2016
2:00pm-3:30pm EDT (1:00-2:30pm CDT; 11:00am-12:30pm PDT)
Next Steps:
1. Planning Committee joins Yammer
2. Assemble list of groups to pilot Yammer with based on suggestions of Planning Committee
a. AGS Groups
b. PCORI Ambassadors
c. Change Agents
d. Carealign group
e. Healthdoers
f. Nursing (Eileen)
3. Think a content on Yammer
a. Charter, White Paper, other publications?
b. Value Proposition
c. Questions/polls
Participant 3 says what we are going to try to do today, focus on the research community and
talk about Yammer as a mechanism for connecting people. Participant 9 has taken the lead on this,
so he will do a tutorial on Yammer. In regards to updates, Participant 3 says we are getting ready to
start training at ProHealth in CT. Training for patients and providers in the next month. We are
continuing to work with PCORI, also many of us getting ready for in person meeting at AGS.
Participant 9 starts off the tutorial, he says first and foremost we found out to get people into
the community will be more of a focus on dispersing the link. Everyone and anyone we are trying to
invite, we just need to send link and it will prompt them to make an account or sign in and it will take
them right to this page. The only way to send direct invitations through Yammer is through email. We
can import CSV files, we could put together a spreadsheet of contacts and they will get an email
invitation to join Yammer. We will eventually make groups under this network, people who are in
multiple networks. These are where the different networks are. Within each, you can create
subgroups; we have conference groups, up for discussion for all of us to decide how to utilize that
function. One of the main questions is how do we get other people who are on Yammer to our page;
the best answer is to take that Link. Participant 8 says it’s a pretty common thing to see (people
posting links to other networks). Participant 9 says if Participant 8 was going to invite that network to
ours, we can post the link. Right now we would have to accept the request, at one point we may have
it be public. It would take people in the network seeing the link and clicking on it. The thing about it is
we can disperse this link any way we want. We can personalize emails, FB sharing, twitter etc. For
example, if there are 20 people we want they can get a personal email.
Participant 8 says that is the next step is to post content. Participant 11 says its best to have
interactive content, questions, the one thing you worry about around networking here is a flat set of

content. You can post a poll, if its files you have to attach. Participant 8 says she agrees 100% about
it being interactive. Our small group discussion last week was around the strategies. Participant 3
thanks Participant 9; she asks if there is anything else, he says dispersing the link is the big thing.
Participant 10 asks if they can make format larger, it looks like it’s relatively small. Participant 8 says
we can make font bigger. Participant 3 asks if we can organize it in some way so people can see all
stuff. Participant 8 says we maybe can on the back end, but we want things to organically grow.
Participant 9 thinks that would be a good first step to get everyone on the call onto Yammer. Even in
planning committee, if we have subgroups we can split them up into groups. It would be nice to not to
have a lot of calls, but have communication through email and Yammer.
Participant 3 says she would like to sort of get people’s ideas about this. We are trying to figure
out; we know many people on call have active networks. There is a general invite for the broader
community, and more specific invite for types of stakeholders we want and specific people who will be
useful. Participant 3 says she’s looking for some advice. Participant 8 says just to recap a
conversation from last week. One of the ways that we are thinking about it at this point is moving
actually from broader community into the concentric circles, creating a greater diversity profile. One
thought is if we really broaden the community in red circle, wide invitation, we will get people
interested in topic, personal reason for being excited in work, as the community grows we can see
who bubbles up being participatory they may bubble up into the inner circles. The other way to think
about is inviting people directly. If we only invite people who are already known, we might miss
people who are great. It’s not an either or, or and, but she would love to hear thoughts back on that.
Participant 3 asks if anyone has comments on what Participant 8 said. She says the idea
behind that is to invite in a larger group. Participant 5 he says thank you for that, he likes the notion of
cultivating a broad diverse group to become engaged, possibly in a robust way to meet needs. He
thinks having a very strong value proposition for engagement. He wonders what’s in it for that broad
community. Participant 8 says it makes sense and it’s a great question. She doesn’t have a quick
answer. Participant 8 says this method is what they use to make patient family advocacy groups. She
thinks some of that is in the vision statement, North Star of the project.
Participant 8 says part of the next piece of strategy, #1 what are those buckets of
stakeholders? We can match up and ensure we have participation from different stakeholders groups.
Participant 3 says the PCORI ambassadors, what is the ask? She says maybe the charter and the
link. She says traditionally the invitation has been around the vision statement. Participant 9 says
individualizing the invitations might help. Participant 5 says his other suggestion is to give people
some concrete examples of things they might contribute, share your story about how care was
aligned around your goals and preferences. An example of 2-3 ways people can participate.
Participant 8 says as we think about what these are, we can build an example based around that.
Participant 10 thinks maybe sampling an approach to see if it works well, best bang for the
buck. Participant 8 says that’s a good idea. She hopes we get some of that starting with the planning
committee. Participant 3 asks who we think we should send this to, Participant 11 says any of the
AGS networks that are relevant. She would want some advice of who it should go to. Participant 3
says she doesn’t know what AGS has that might be relevant. She said they would gear more towards
health networks, with Participant 15 around the internal medicine subspecialty. It’s a matter of
deciding whose best to hit each network. Participant 3 says maybe the planning committee can
forward Participant 7 and Participant 9 a list of networks. She thinks PCORI ambassador network is a
good way to start. Participant 17 says we also have the stakeholder group as part of the Carealign
project; almost all of them are primed to this. Also, some represent networks themselves and some
are individuals. Participant 8 says we can certainly put those out to patient advisory council, and staff
working in these areas.

Participant 3 says Participant 5 is very plugged in, she asks what networks he might
recommend. Participant 5 says change agents and target to those who would be appropriate; also
many of the ones that Participant 11 mentioned. Eileen sent a chat about the nursing groups.
Participant 8 says another community is the 100 billion healthier lives project. They have a wide
variety of stakeholders. Participant 3 asks if they exist on Yammer, Participant 8 says they are on
HealthDoers but she can connect with them directly. We are getting a lot of ideas here. Participant 5
says the Healthdoers community does a lot around patient engagement and activation; he will send
information. He says they had a defined universe, target population, desired segments, and is there a
similar notion here?
Participant 8 says what we have so far is the stakeholders that have been identified so far.
Participant 3 says we want representatives from heath systems, also payers like NIH and
foundations, we can expand that asterisk. Participant 5 says is there a certain number of individuals
in order to have a robust conversation. He was curious if there is a number target. Participant 3 says
in her imagination are we cast a wide net, and some will bubble up. She is hoping we come up with
50 people who are somewhat activated. Possibly those are people we have interacted with before
and some will be newly identified. One job is to come up with the research agenda, with content
knowledge, and then in order to inform the research and guide that’s why we need the broad group.
Participant 5 says that’s helpful. Participant 10 says to what extent we want to focus on diversity.
Everyone thinks it’s very important. He says the college has someone who does this kind of work. He
will talk to her and see what groups would be good to get involved. He thinks a co-investigator call
would be a great idea. Participant 8 says she’s on the board for that project.
Participant 8 says they have learned a lot over the years about cultivating diversity, that’s why
we are casting wide nets; rural, urban, diversity in the broadest possible sense. Encouraging us to
move away from ore conceived ideas of diversity. We can always invite individuals, but by going
broad first we make room for people who don’t currently have a voice in the system. Participant 3
says we will focus on next steps, reach out to planning committee, and we will have specific asks to
send this link. We want to put the community together now, because we need to get to work on the
research agenda. But we wanted to get a head start on this; she asks Participant 8 if she has next
steps. Participant 8 says organizing content, value statement, having everyone on the planning call to
think about networks, write them down and send to us. Participant 15 says he had a problem. Eileen
says it was very simple but she’s not sure if it’s because she’s on the NYU network but it works
perfectly. Participant 3 will try to get on this afternoon. Participant 8 says maybe it would be good for
Participant 9 and Participant 15 to walk through this so make sure people can sign in. Participant 3
says we will be touch regarding content, and how to cast a broad net. Participant 3 thanks everyone
for joining and everyone signs off.

Patient Priority Care Research Agenda and Community
Co-Investigators Call Agenda
April 21st, 2016
11am EDT (10am CDT; 9am CDT)
Dial-in Information:
1) Dial 855-925-3266, toll free in the US
2) Enter Meeting ID 83344#
3) Speak your name, then enter #

1. Content on Yammer
a. Charter, White Paper, other publications?
b. Value Proposition
c. Content of Questions/polls
2. Pilot of Yammer?
a.
b.
c.
d.
e.

PCORI Ambassadors
Change Agents
Carealign stakeholder group
Healthdoers?
Libby- other patient groups?

3. Next steps (divide work and talk about next Planning Committee call on 4/28)

Patient Priority Aligned Care Research Agenda Network

*Includes researchers, patients,
families, policy makers, caregivers,
clinicians and other stakeholders.

Patient Priority Care Research Agenda and Community
Co-Investigators Call Agenda
April 21st, 2016
11am EDT (10am CDT; 9am CDT)
Next Steps:
1. Participant 8 will ask administrator of PCORI site if its ok
2. IT Packet for Yammer by Tuesday, then email Planning committee to get it going
3. Put vision statement today with Charter attached, post a question before we send the email on
Tuesday
4. How can you see yourself contributing? Welcome to join our community etc.
5. Use suggestions about re-organizing agenda for meeting
Notes:
Participant 8 was thinking about content on Yammer, might be helpful to post it as a document,
but break it up, post of definition, pull pieces out of charter around what we are trying to do. That
might be a way to get conversation rolling. Participant 9 says he was thinking the same thing, we can
turn different pieces of charter into posts themselves, they could respond to the vision statement,
separately from objectives, etc. that gives us content. Participant 8 says we can highlight the vision
statement. Participant 7 says she doesn’t know if we put a question for the vision statement, because
we don’t want to change it. How would you contribute? Can you see yourself contributing? What she
was thinking was starting with the decision, and the piloting group. The first pilot group is the planning
committee, vision statement, asks planning committee to go on, respond, and then post other things.
Participant 7 says she worries about planning committee doing it. Participant 11 does a lot of work on
social media, Participant 14 and Participant 1, Participant 5. They will do it; with the researchers it’s
harder. Participant 8 says ok so half the planning team. We don’t want to get out of balance.
Participant 3 says as you know from work at PCORI it’s not how academic researchers work.
Participant 8 thinks it’s fine if some do and don’t participate. Participant 3 thinks some people can get
used to doing it; we have to adapt and be more pragmatic.
That’s a nice topic for discussion in person at AGS meeting, Participant 3 says. We will have
Lillian, Participant 15, Participant 3, this is the wave of the future, and how do we fit it in. Participant 8
says also there is value to it for the researchers. Participant 3 says absolutely, they all want patients
involved, and call a meeting but this is the new way of interaction. Participant 9 says the platform
itself may help others find a way to interact and give us feedback. In terms of researchers, we are
going to face that problem no matter what. Hopefully we can encourage them to use the email
function, a weekly update of what’s new on the Yammer page, with them it may just be. Participant 7
asks how to activate the email, Participant 9 says we can have an IT packet, how do you turn on

email. Participant 3 says we have a planning committee call next Thursday, charge the planning
committee to do it. She would love to have it ready for Thursday. We should definitely put the vision
post and poll question, then have some content and see how interaction will happen on Yammer, the
IT packet we can disperse for that meeting. Participant 9 will put together the IT packet. Participant 7
says we can post that too for others not on Planning Committee.
We can email planning committee ask to help get it going on Tuesday. Participant 9 says
Wheel will be in the IT, he’s done this type of thing in the past, show them right where it is on there,
need to make sure to diagram. How to get on the page etc. Participant 8 says the other thing we
might consider is a picture; get some color, the graphic with the circles.
Participant 7 says this is a good first step, but upcoming we can post other things like research
agenda questions etc. Also, we can add groups. As an example, we were coming up with a vision
statement, couple weeks lag, and we post it. Participant 3 says as we start doing the pilot, we will
have a good sense by the end of next week, and then do we move on and reach out to change
agents or ambassadors. Participant 8 thinks let’s move it to planning committee and get some
feedback, then we can tweak internally, then broader perspective. Participant 7 asks if there is a
home feed, Participant 8 says she’s in 4-5 networks, she hasn’t logged in recently, and she does
most on her phone, but has a network. Participant 8 suggests requesting other networks. We have to
figure out how to make that part of IT package, when she goes on, she gets the feed, and she gets a
weekly email summarizing activity. She gets PCORI ambassador email every.Tara might have done
something similar for Perinatal, Participant 8 suggests checking in with her.
Participant 3 says how does this relate to the targeted recruitment. Participant 9 says the
planning committee could give people. Participant 3 says Participant 17 and Participant 3 will pick 4-5
people who we want to be part of this. Participant 7 says an email to those people with charter, an
invite and link. Participant 9 says there is a function on Yammer to personalize a message and send it
out through Yammer; it eliminates at least one of those steps. We could do it all at once, take all
planning committee list 4-5 people and send a more targeted invitation. Participant 7 says also an
email explaining things. Participant 8 asks if we are thinking of inviting people like this, are they in
larger or smaller circles. Participant 3 says she’s thinking about, she’s expert on one side of it, some
are content people who will help with research agenda, some are clinicians, some from health
systems, it’s not a lot, and we don’t have the resources to do a lot. Participant 8 says to go back to
original question, as to how Yammer relates to those more directed, if we keep thinking about the
graphic of the concentric circles, gathering information, ideas, that’s what Yammer’s purpose is. Yes,
we want them on yammer, but we want them to more directly drive the research agenda. A more
specified role. One of the things that confuses her, Participant 3 says, she knows the content, she
doesn’t know if we have enough content experts on patient caregiver size. She says the main
purpose of yammer is function and ideas. Also, Yammer might help to identify content experts. We
need some diversity and patients and caregivers. The Yammer might take a while for the bubble up;
we might need to move quicker.
Participant 8 says yes it takes more time to bubble up, but it’s organic. What she suggests is
we get started with yammer, broaden it to patient/stakeholder groups, if we don’t get something we
have other resources, we can go to advisors, we can find leaders, and we will be tapping into that
group anyway. Participant 8 says let’s put it out there, get started, if we aren’t getting the kind of

response we need in month we can. The timeline next week we do planning committee, then week
after is expanding to PCORI ambassador group, and see what kind of tweaking we need to do to
have it make sense to them. Participant 8 will ask administrator of PCORI site if it’s ok. Participant 3
says we need to get on peoples scheduled.

Patient Priority Care Research Agenda and Community
I.
II.
III.

IV.

V.

VI.

VII.

Mission: We are committed to creating a research agenda for patient priority aligned care facilitated by a research
community inclusive of multiple stakeholders.
Vision: To change the culture of healthcare for older adults with multiple chronic conditions (MCC) so that care is
aligned with their health outcome goals and priorities.
Scope of the Community: A community of diverse stakeholders including researchers, patients, families, policy
makers, caregivers, clinicians, payers, funders and other stakeholders representing and/or caring for older adults
with MCC.
Community Structure
1. Interactive technology platform to host collaborative space.
2. Continuous community development, recruitment, encouragement, and gratitude for participation.
3. Partnerships with a broad range of stakeholders, building on the existing networks of the Planning
Committee.
4. Collaborative community interactions including the guidance of the researchers to translate research
priorities into a comprehensive research agenda.
Community Stakeholder Agreements
1. Commit to respectful collaboration with all stakeholders in the community.
2. Actively inform the co-design of the research agenda.
3. Focus on the translation of disease specific care into patient priority aligned care.
Contributions:
1. Co-Investigator Team: Identify and invite stakeholders to participate in meetings and dialogue about
patient priority directed care, cultivate overall plan for development of research community and agenda,
develop online community, coordinate and host in person meetings and maintain focus on the mission
of this award across all community and research agenda development activities.
2. Planning Committee Team: Participate in 2-4 in person meetings, monthly planning meetings (virtual)
and supplementary calls as needed to identify existing networks from area of expertise to contribute to
the broader Stakeholder Community and contribute intellectually to development of research agenda.
3. Stakeholder Community: Utilize web based portal to suggest research questions, react to others’ ideas
and identify the research needs of older adults with MCC and possibly attend an in person event to codesign the research agenda.
Guiding Definitions
1. Patient Priority Aligned Care is based on patient identified health outcome goals and priorities, which
are rooted in a person’s values, culture and preferences, and form the basis for the alignment of
primary and specialty care.
2. Stakeholder Engagement is the meaningful involvement of patients, caregivers, clinicians, and other
healthcare stakeholders throughout the research process—from topic selection through design and
conduct of research to dissemination of results. We believe that such engagement can influence
research to be more patient centered, useful, and trustworthy and ultimately lead to greater use and
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uptake of research results by the patient and broader healthcare community (based on PCORI
Definition).
3. Patient Directed Health Outcome Goals are high priority health outcomes that a person hopes to
achieve with their health care team. To inform care, these health outcome goals must be specific,
measurable, and actionable (e.g. pain controlled sufficiently to allow five hours of sleep most nights;
able to walk at least one block). Health outcome goals are distinct from behavioral goals such as
stopping smoking or losing weight and from disease goals such as improving HbA1c or blood pressure.
These goals are formed within the context of each patient’s culture, values and belief structure.
4. Care Preferences are the activities, behaviors and care workload involved in being a patient or
caregiver that is reasonable for a patient to take on in the context of their lives, which is influenced by
the culture, values and beliefs of the individual.
Patient Priority Aligned Care Research Agenda Community

Broader Community*
informing agenda through
online platform

Stakeholders*
informing agenda through
virtual and in-person
meetings

Planning
Committee
Support Project Planning
Connectors to Build the
Community

Co-Investigators
Maintain Focus on the
Mission, Vision of the
Project

*Includes researchers, patients,
families, policy makers, caregivers,
clinicians and other stakeholders.
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Instructions for Joining the Patient Priority Care Research Agenda and
Community Network on Yammer
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Register with Yammer
1) Go to Yammer.com
2) Enter you company email address

3) Check your email inbox and follow instructions to verify your account activation.
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Join the “Patient Priority Care Research Agenda and Community” Network
1) Log in to your Yammer profile (yammer.com)

2) You will be taken to your Home Network Page. Enter our Network URL into your internet
browser –
https://www.yammer.com/patientprioritycareresearchagendaandcommunity
*Note: You must be signed into Yammer to find our Network page via a URL link
3) Click “Request an Invitation”
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Navigating the Network
1) Confirm that you are working under the “Patient Priority Care Research Agenda and
Community” Network. Refer to Step 2 below for how to navigate between Networks.

2) Use the Edit Settings icon at the bottom left of the screen to move between Networks you have
joined. Your “Home Network” will be automatically joined when you activate your account.
Your Home Network is based on the domain name of your email.

“Home Network” Example

Our Network
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3) Enjoy the Yammer Network!

A

A

B

D
C

A

Network News Feed – The news feed will change when you navigate between groups within the
network. Each group will have their own feed, and the “All Network” group will show networkwide communications. This is where you can post updates, comment, reply, and generally
interact with content.

B

Groups Navigation Bar – Move between Groups within the overall Network

C

Related Networks – A list of the Home Networks represented in our Network

D

Edit Settings – Change personal settings and navigate between your different Networks
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Utilize Email Notifications
1) Select “Edit Settings” from the Gear Icon

2) Select the “Notifications” Tab and select “Patient Priority Care Research Agenda and
Community”
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3) Select your desired amount of email notifications and digests. You can choose to receive emails
when there is activity in any of the Network Groups. If you want to receive emails whenever
there is activity in the Network as a whole (in comparison to individual groups), select “All
Network.” As Groups develop, you may only want email updates from individual Groups.

Note: Yammer is supported on both the Apple and Android Application Platforms for you to download
on your mobile device.
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A Research Agenda for Translating Disease Specific Care to Patient Goals-Directed
Care for People with Multiple Chronic Conditions
List of Participants January 1st-April 29th, 2016
Co-Investigators
Name
Caroline Blaum, MD, MS

Title
Project Lead

Libby Hoy

Project Co-Lead

Michael W. Rich, M.D.

Project Co-Lead

Role
Dr. Caroline Blaum is a practicing geriatrician and
palliative care physician who has conducted extensive
research and led numerous clinical interventions and
health care redesign projects for complex patients,
particularly frail elders and patients with multiple
comorbidities and geriatric conditions. Most recently,
she was one of the leaders of the planning process
that developed the Carealign care model that proposes
to align primary and specialty care of patients with
multiple chronic conditions with patient health outcome
goals and care preferences. This planning process
was co-funded by the JAHF and PCORI from 1/2014
to 7/2105. Currently, she is Co-PI, with Dr. Mary Tinetti
at Yale, of the JAHF funded pilot study of the
Carealign model on subcontract from Yale University.
She will lead this project, overseeing all activities and
assuring that deliverables, milestones and outcomes of
the project are achieved.
Libby Hoy is the mother of three sons living with
mitochondrial disease. She has 20+ years of
experience navigating the health care system. In 2010,
Ms. Hoy founded PFCCpartners to create a community
of patients, families, providers and health care
organizations committed to the shared learning of
Patient & Family Centered Care practice. She has
served as an Advisor to Patient Centered Outcomes
Research Institute (PCORI), Partnership for Patients,
Institute of Medicine (IOM), National Quality Forum
(NQF) and as Faculty for the Institute for Healthcare
Improvement (IHI). Ms. Hoy and the PFCCpartners
work to develop the infrastructure and capacity for
healthcare systems to engage patients and families in
all aspects of clinical care. She will be co-lead on all
aspects of the project, and will assure strong patient
and caregiver input in all areas.
Dr. Rich is a Professor of Medicine and Cardiology at
the Washington University School of Medicine, and
Director of the Cardiac Rapid Evaluation Unit at
Barnes-Jewish Hospital in St. Louis. Dr. Rich’s primary
research focus has been the prevention and treatment

Neil M. Kirschner, PhD

Planning Committee
Name
Amy Berman, RN

Project Consultant

of cardiovascular disease in the aging population. He
has participated in numerous investigator-initiated and
multi-center clinical trials involving elderly cardiac
patients, and he has published extensively on heart
failure disease management, coronary heart disease,
atrial fibrillation, and cardiovascular risk reduction in
the elderly. He is an internationally recognized expert
in geriatric cardiovascular disease, and he is past
president of the Society of Geriatric Cardiology. Dr.
Rich is extremely interested in patients with MCC
along with their cardiovascular diseases, and will
provide cardiology expertise to efforts to develop a
research agenda to turn disease specific
cardiovascular care to patient goals-directed care. IN
addition, Dr. Rich has extensive experience in using
planning processes and conferences to develop
research agendas which is the core of this project.
Dr. Kirschner is Senior Associate for Health Policy and
Regulatory Affairs of the American College of
Physicians (ACP). Dr. Kirschner manages a portfolio of
issues for ACP that includes revitalizing primary care,
the medical home and neighborhood, healthcare
payment reform and comparative effectiveness
research activities. He represents ACP, an important
collaborating organization and will act as a planning
committee member as well as consultant to this
project. He was instrumental in the original Carealign
planning process.

Title
Senior Program
Office at the
Hartford
Foundation (JAHF)

Role
Ms. Berman is a crucial advisor as an expert in
helping develop and evaluate innovative, costeffective models of care for older adults.

Associate Professor,
Department of
Medicine, Section of
Health Services
Research, Baylor
College of Medicine
Dean and Erline
Perkins McGriff
Professor at NYU
School of Nursing

Dr. Naik is a geriatrician and will provide expert opinion
in patient-centeredness and improving outcomes in
older adults with multi-morbid conditions. He is also a
VA researcher.

Janet Austin, PhD

Patient and
Caregiver
Representative

Ms. Austin was vital to the development of the
Carealign approach. She is both a patient and
caregiver and has extensive networks around
chronic pain issues. She will continue to represent
the patient and caregiver perspective in this
project.

John Dodson, MD, MPH

Assistant Professor,
Department of
Medicine NYUSOM
Assistant Professor,

Dr. Dodson is a cardiologist whose research aims to
address some of our current gaps in knowledge in
order to achieve better decision-making and more
patient-centered care for older adults with

Aanand Naik, MD

Eileen Sullivan-Marx,
PhD, RN, FAAN

Dr. Sullivan-Marx is a recognized leader in the care of
older adults, developing health policy and improving
functional outcomes. She will provide critical input and
a nursing perspective. She was on the Steering
Committee for the Carealign Planning Project.

Lillian Min, MD, MSHS

Mary Tinetti, MD

Nancy Lundejberq, MPA

Department of
Population Health
NYUSOM
Director, Geriatric
Cardiology Program
NYU Langone
Medical Center
Assistant Professor,
Internal Medicine
University of
Michigan Medical
School
Gladys Phillips
Crofoot Professor of
Medicine (Geriatrics)
and Professor in the
Institute for Social
and Policy Studies, of
Epidemiology
(Chronic Diseases)
and of Investigative
Medicine; Section
Chief, Geriatrics
Chief Executive
Officer for AGS

Phil Posner, Ph.D.

Patient
Representative

Rob Schreiber

Hebrew
Rehabilitation
Center- Boston, Chief
Medical Officer
Harvard Medical
School, Instructor in
Medicine

Project Coordinators
Name
Rosie Ferris, MPH

Stephen Hoy

Title
Senior Research
Coordinator in the
Department of
Geriatric Medicine
and Palliative Care at
NYU School of
Medicine
Director of Strategy
and Programs for
PFCCpartners

cardiovascular disease. He will be extremely helpful in
informing the agenda for goal directed care in
cardiology.

Dr. Min is a geriatrician and expert in hypertension.
She will be instrumental in helping develop a research
agenda to move from disease to patient goal specific
care for older complex patients. She is a VA
researcher.
Dr. Tinetti is a geriatrician and researcher in geriatrics.
She served as PI of the JAHF funded Carealign
planning project which developed the Carealign
approach. She is currently the PI of the JAHF pilot to
test implementation of the Carealign approach in a
large primary care practice in Connecticut.

As long term COO and now CEO of AGS, Ms.
Lundejberg will provide vital expertise and networking
resources for this project. She is very involved in
healthcare policy for people with MCC.
Dr. Posner is a patient representative and was crucial
to the development of the Carealign approach. He will
continue to represent the patient perspective in this
project.
Dr. Schreiber is a geriatrician, researcher and expert in
post-acute care, chronic disease self-management,
patient and caregiver activation and transitions of care.
He will provide expertise in the development of this
research network and agenda.

Role
Rosie is a senior research coordinator at NYUSOM.
She will be vital in the coordination of both virtual and
in-person meetings. She will be responsible for project
communication and communication with project
funders in regards to reports and deliverables. She will
also be vital as she will be responsible for both writing
and producing all deliverables for the project.
Stephen will be essential in coordinating meetings and
handling the logistics of meetings that take place. He
will also be vital in managing the social media
presence for the project.

