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Abstract

For research to be useful, trustworthy, and ultimately
lead to greater dissemination of findings to patients
and communities, it is important to train and mentor
academic researchers to meaningfully engage
community members in patient-centered outcomes
research (PCOR). Thus, it is necessary for research
institutions to strengthen their underlying infrastruc-
ture to support PCOR. PATIENTS—PATient-centered
Involvement in Evaluating effectiveNess of
TreatmentS—at the University of Maryland, Baltimore,
focuses on improving PCOR methods and addressing
health disparities. It relies on evidence-based en-
gagement methods to sustain and leverage innovative
partnerships so patients, health care providers, and
academic partners are motivated to participate in the
conduct and dissemination of PCOR. Program com-
ponents address training needs, bi-directional en-
gagement, cultural competency, and dissemination
and implementation. Activities (guided by community
representatives, leadership from university schools,
patient advocates, and PCOR experts) include provid-
ing resources, conducting PCOR projects, engaging
community members, and disseminating PCOR find-
ings. With its emphasis on the broad range of PCOR
topics and methods, and through fostering sustain-
able relationships with community members and re-
searchers, PATIENTS has successfully cultivated bi-
directional partnerships and provided operational and
scientific support for a new generation of skilled
PCOR researchers. Early evidence of effectiveness in-
cludes progress in training and mentoring students
and investigators, an increase in submission of PCOR
proposals, and community-informed strategies for
dissemination. Programs such as PATIENTS reinforce
the value of bridging the traditional divide between
academia and communities to support patient- and
community-engaged dissemination and implementa-
tion research and foster sustainable PCOR
infrastructure.
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Implications

Policy: Investment and support from funders and
policymakers can strengthen institutional infra-
structure to train and mentor researchers in
patient-centered outcomes research (PCOR).

Practice: Healthcare delivery systems are critical
partners for dissemination and implementation of
findings emerging from research that engages pa-
tients and communities.

Research: For research to be useful, trustworthy,
and lead to greater dissemination of findings, aca-
demic researchers must partner with patients and
communities in PCOR.

BACKGROUND
Despite important breakthroughs and advances, com-
munities with disparities in health outcomes have not
received the full benefits of clinical research, even
among subgroups with equal access to care [1]. One
reason for persistent health inequities may be the use
of research methods that traditionally distance the
researcher from communities of interest, decreasing
the likelihood that outcomes are relevant to patients or
that findings will be effectively disseminated or imple-
mented [2]. Indeed, the rate of translating research
findings into community settings has been “inefficient
and disappointing” when utilizing the traditional re-
search model [3]. This paradigm’s lack of success in
addressing complex health disparities is linked to re-
searchers’ lack of understanding of the social and
economic realities that motivate individuals’ and fam-
ilies’ behaviors, and to inadequate study designs that
fail to incorporate multi-level explanations of health
or perspectives of all stakeholders. When researchers
have incorporated the community, it is often not truly
participatory, but rather “community-placed” re-
search, with community members as passive partici-
pants [1].
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A shift in paradigm is required to foster research that
serves the needs of patients, builds on the strengths of
people and their communities, and draws on their
capacity for problem solving. The onus is on re-
searchers to gain trust and acceptance within the com-
munity and to demonstrate commitment to collabora-
tion and shared decision-making. Unfortunately, due
to entrenched and traditional research approaches,
there is a lack of infrastructure to train researchers in
methods for meaningful engagement to incorporate
the voices of the patient, community, and other
healthcare stakeholders. In response, the field of
patient-centered outcomes research (PCOR) seeks to
identify and reinforce patient and stakeholder engage-
ment throughout the research continuum, including
the prioritization of research questions, study design
and implementation, verification of results, and trans-
lation of findings.

To address the lack of research infrastructure and
insufficient PCOR skills, the Agency for Healthcare
Research and Quality (AHRQ) established a 5-year
effort to enhance and expand the existing capacity of
emerging academic and applied research organiza-
tions, under Section 6301(b) of the Patient Protection
and Affordable Care Act. Initiated in 2013, the over-
arching goal of this initiative was to strengthen re-
searchers’ methodological expertise in comparative
effectiveness research (CER) through the conduct of
research projects and other professional development
activities, and to reinforce the underlying institutional
infrastructure needed to support PCOR, particularly
in regions that serve predominantly minority popula-
tions. In this paper, we describe the context and design
of PATIENTS (PATient-centered Involvement in
Evaluating the effectiveNess of TreatmentS), an
awardee under this initiative, and introduce the reader
to methods and activities to build a skilled PCOR
community. We reflect on experiences implementing
this innovative capacity building project, and present
preliminary evidence of success. Discussion of prelim-
inary findings is coupled with observations on lessons
learned in developing innovative research partner-
ships, expanding PCOR capacity, and disseminating
findings, for potential application to future projects of a
similar nature.

The PATIENTS program

The University of Maryland, Baltimore, established
PATIENTS (PI:C. Daniel Mullins), with a broad focus
on building institutional and community capacity to
address research topics relevant to reducing health dis-
parities. PATIENTS is implemented in West Baltimore,
Maryland, one of Baltimore’s poorest neighborhoods,
which has faced historical injustice, economic and
health disparities, and is the scene of recent political
and social unrest. This community is predominantly
African-American (94%), bears a disproportionate bur-
den of chronic illness, and its residents die from nearly
every major disease at substantially higher rates than
the city as a whole—nearly double the rate from heart

disease, more than double the rate from prostate cancer,
and triple the rate from AIDS. Life expectancy for
residents is 68 years, more than 10 years below the state
average [4, 5]. These persistent disparities underscore
the importance of collaborating with local partners who
can best represent the cultural, social, and health con-
cerns and priorities of West Baltimore residents. Four
individual investigator sub-projects related to the appli-
cant’s thematic research focus were also funded through
this grant.

PATIENTS seeks to accomplish its capacity building
aims through community engagement methods that
leverage innovative partnerships among academic re-
searchers, patient communities, and healthcare sys-
tems. Partnerships are further reinforced by providing
CER/PCOR training and resources to both academic
and community members to foster co-learning and
capacity building. As such, PATIENTS augments the
goals of the AHRQ) initiative by incorporating com-
munity and multi-stakeholder engagement principles
to bring patients, communities, and other stakeholders
from the margin to the center of the research enter-
prise. The program accomplishes this by employing
the 10-step CER/PCOR framework [6], which illus-
trates how patient engagement can be applied
throughout the research continuum, from topic solici-
tation and framing of the research question to transla-
tion and dissemination of Patient-centered Outcomes
Research Institute (PCORI) findings. By implementing
the 10-step framework in the PATIENTS infrastructure
and supported studies, academic researchers embrace
the role of patients and other stakeholders as co-
developers.

In addition to the program components required
under the grant (governance and administration, train-
ing, research capacity building, conduct of research,
and dissemination), PATIENTS’ vision that “Patients
and stakeholders are heard, inspired, and empowered
to co-develop patient-centered outcomes research” led
to inclusion of engagement as the sixth core compo-
nent (see Fig. 1, PATIENTS Program Logic Model).
Community engagement is “a process of inclusive
participation that supports mutual respect of values,
strategies, and actions for authentic partnership of peo-
ple affiliated with or self-identified by geographic
proximity, special interest, or similar situations to ad-
dress issues affecting the well-being of the community
of focus” [7]. These engagement methods require au-
thentic, bi-directional partnerships to gain trust and
build mutual interest in improving the research pro-
cess, and to make dissemination and implementation
strategies more effective by helping researchers under-
stand the needs, priorities, values, and assets of the
community [8, 9].

METHODS
Below, we describe PATIENTS’s governance and ad-
ministrative structure, evaluation, activities to build
PCOR capacity, and approach to community-based
outreach and dissemination.
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Governance/administration

The PATIENTS governance structure, under the di-
rection of C. Daniel Mullins, PhD, at the University of
Maryland School of Pharmacy, includes two leader-
ship committees. The Internal Steering Committee
(ISC) is comprised of 20 individuals who are leaders
from seven University of Maryland Schools and rep-
resentatives of partner organizations (faith-based
organizations, healthcare systems, and research
practitioners) with a successful record of collaboration
in prior projects who could potentially reach out to
their constituent community for members interested in
participating in the research planning process. A sec-
ond group of external advisors includes three PCOR
experts and three patients representing health condi-
tions of interest (multiple chronic conditions, diabetes,
and impairment). Leadership members are not asked
to sign a confidentiality agreement as that is typically
unenforceable, nor are they required to demonstrate
training in research ethics. Each member is paid equal-
ly and expected to attend quarterly meetings and one
annual in-person meeting. During these meetings, pa-
tients and community partners share insights and per-
spectives on PCOR, provide updates on the program’s
progress, and advise on future plans. A mediation
consultant, who provided training for staff and part-
ners, has been retained in the event of partner dispute;
however, none has arisen to date. The program activi-
ties are developed and coordinated by a dedicated team
of experts in training, stakeholder engagement, health
disparities, cultural competency, and dissemination and
implementation, with support from university-based
administrative and project management staff.

Evaluation

PATIENTS is also committed to engaging in evalu-
ation activities to monitor and improve processes
and programmatic outcomes, guide strategic plan-
ning efforts, and provide evidence to inform devel-
opment of a sustainability plan. An independent
evaluation team conducts these activities through a
combination of mixed methods, including a needs
assessment survey, annual semi-structured inter-
views with program leadership members and
trainees, and the collection of process data, such as
the number and type of grant proposals awarded
and the collection of training resources. To produce
evidence that resources are perceived as helpful and
effective, staff are exploring options for collecting
data on utilization and application of training re-
sources. These data are presented to the program
leaders to help inform plans for prioritization of
program activities and resource allocation.
Evaluation data have been used to assess and de-
scribe the evolution of PATIENTS; roles played by
partners, advisors, investigators, and community
members; progress toward meeting annual objec-
tives; and to inform strategic planning. The annual
evaluation report is shared with PATIENTS pro-
gram staff and advisory boards for their feedback.

The evaluation team has also developed a logic
model, in collaboration with program leadership,
to delineate the processes, activities, outputs and
expected outcomes of PATIENTS.

PCOR capacity building approach

As part of its mission to improve PCOR, PATIENTS
has conducted several activities to improve the capacity
of researchers and community members to conduct this
area of research. PATIENTS identifies existing training
materials and resources and disseminates them across
the institution and the community, provides lectures and
presentations for faculty and students, mentors re-
searchers, provides training seminars, and conducts
partner site visits. These training materials were obtain-
ed from a review of resources available from agencies
that fund CER/PCOR projects (e.g., AHRQ, PCORI),
universities that conduct CER/PCOR projects, and the
Patient-Centered Research for Outcomes, Effectiveness,
and Measurement (PROEM), a training center of excel-
lence designed to expand and improve training in CER
and PCOR methods. The project team shares informa-
tion about Funding Opportunity Announcements
(FOAs) identified by members of the University of
Maryland CER/PCOR Work Group, collaborates with
community and research partners on proposals and
provides guidance on proposal submissions. Providing
input during proposal writing is a component of the
program’s efforts to build CER/PCOR research capac-
ity at the university and among community partners.
PATIENTS offers support on several levels, including
facilitating partnerships among researchers and commu-
nity partners, mentoring junior investigators or those
new to CER/PCOR, reviewing preliminary study aims,
and providing assistance with navigating the proposal
application process. PATIENTS community partners
are also involved in the proposal process by reviewing
proposals and providing input from a community stake-
holder perspective.

Table 1 presents the four sub-projects funded under
the infrastructure grant that address the program’s
health disparities focus. PATIENTS also supports a
pilot studies program for University of Maryland re-
searchers to apply for one-time, non-renewable awards
of up to US$5000 per application, intended to support
the development of methods for sustainable patient
engagement, or for small PCOR projects such as focus
groups or interviews that may yield pilot data to guide
future research. The merit of the pilot proposals is
evaluated by four reviewers: two internal and two
external to PATTENTS.

Outreach and dissemination activities
Community-based activities include participating in
community health and wellness events and identifying
members of the community to participate in
PATIENTS activities, including discussion of health
issues most relevant to West Baltimore and participat-
ing in the investigator-initiated research sub-projects
funded under the initiative (see Table 1). The program
TBM



(-4
<<
[T
¥T]
(-4
<<
=
2
(-5
(=]

adl

(jeand pue ‘uegingns
‘uequn) Sumas Aq sSuipuly aredwod o] ‘¢
as1eyasip eydsoy Suimoyjoy yjesy
umo 113y} SuiSeuew wouy S|enpiAlpul
Juanald Jey) S10310B) |9A3]-INW Y}
uo saApdadsiad sjuaned o9 0] ¢
‘ued agieyosip palajuad-juaned e
40 sjuauodwod pue SawWodIN0 agieydSIp
Jendsoy-3sod uo saadadsiad siapinoid
aledyyeay pue sjuaired 319 0] °T

aAadsiad juaned ayy
wouy awoy 03 suonisues] pue Sujuueld
a81eydsip jeydsoy anoidwi 03 moy aujwexy

191U8)

|endsoH a1enbs uipjuelq JeISpa o

19)U9)
1e21pa puejliep Jo AJISISAIUN e
19JUud) |BIIPAN |BUOISIY UOIUN e

Qyd ‘eysSnmynuQ nmnyda1aq3
(9107) awoy 03 suonisuely
pue Sujuue)d a8ieydsip

1endsoy uo sandadsiad juaried

2led yjeay ul pasgesua
9q 03 Ajay1] sS91 AjpuedyIuSIS 1M
suonipuod jedisAyd Suiinid0-0d
pue ssau)ji [ejusW y)m 9)dodd e
2Ied Y}|eay |ejusw ul Juswasesua
juaned sadueyus jey sdiysuone|as
uepisAyd-juaned uieisns oy 1eanLd
9q Aew Sumas a1ed Aiewnd sy e
s21ul)? Juapedino jeydsoy 4o ¥3 ayl
Ul 1B JO 92INOS |BNSN B Y}IM S0y}
uey} s1ana)] uoleAnde jusned aysiy
Ajpuediyiusis aney ad1yo s, uepisiyd
e U] udas syuaned passaidaq e

Supjew-uo|s|dap
paiseys ysnoiyy diysiauped uepisAyd-juaied
21833e1)s dn pjing pue ‘suondo juswiealy
noge suonsanb yse oy syuaied Jemodwa
‘s9oUd19j21d pue SUIIU0I JudWeal} SSaIdxd
syuaied djay ‘yieay Jiay) aSeuew o} sanijige
dojanap quawanjonul syuaijed uleisns jeyl
S3vd paziieuosiad pausisap Ajjesnynd dojansp o)

suopjeindod juaijed asion
1p 40 (S3Vd) Sa18a1e)s Juswamodwa
pue uofjeAinoe juanied aAdaYd

JO JudWISSasse aAlsuayaldwod e apiaoid o)

1BISO/ @
(wuaned) ueyneyd eiyuA) o
SaAleNIU| Y)|eaH oupe
pue ‘ueduBWYy-uedLyY ‘UedLIBWY
ueIsy SHHA Auno) AiswoSiuop e

Qud ‘uayd alf
(ST0T) 2182 Yljeay pue yeay ui
sjuaijed Jamodwa pue ajeA}de
0} sa183]eJ]S Pazl|euosiad

1B 10} S|L03 10 SAW02INO (7)
pue suois|dap walsAs yyeay (1)
15195 12ulISIp om} se pajuasaid
ale saydeoidde Juswaseuew
91eD U] SI9AISaIRD J0) SIIILIOL] e

sjuedpdied dnois snooy Aq pajeplea

2lam 51daduo0d 3y} JO (%S /) 1SON e
juswaSeuew aled uj jsed ay}

Ul JO MOU JUuBA3]3l 319Mm pajuasald
51daou02 JSow 3134 SIBAISAIR) @

21ed palsjuad-juaned ul sanuedsip en

usjod 03 9INquUIU0 AewW JeY) SIS pue ‘AIdIuyIS
/32e1 ‘98 SS0I0B SIOMBLWERL Y] JepPI|RA O] “C

suojjuanIalul Jojesedwod JO UoNIR|IS

Y3IM S2W0d3no yjjeay patiayaid 1oy sadualayaid
91eS04NS YdJewW 0} IOMIWE) B 31831 0] T

S3W02)N0 y}|eay pauasaid pue suonuanalul
Jojesedwod Jo sanqune Asy Sul
pue Sup3a9)9s jo ssadoud jujof Ayiuenb o 1

JuaW}eal} PASeQ-9dUaPIAS d)qe|leAe
1594 8y} Y)m Sadualajaid awodno
yyeay ,sajeSouns ydjew o) spoylaw
9]eS813S9AU] {SUO|SIIBP JUsWIR]

avew sajesSouns djay o3 spoylaw dojanaq

ealy |eynde) jeuonen
3141 JO UOIIRIIOSSY S JaWIBYZ]Y o
puejAie|y Jajealn
JO UOIIRID0SSY S JaWidyz]y e
S3l|IWe4 JO UoI}eo) puejliel e

Qyd ‘s1aysop uesns

%100

suojjuanalul Jojesedwod
3u1129)9S 10§ SPOYIBN

a1ed-J)as ul sadueyd

Juswaseuew pue adueUIUIEW
-13sod pue -a1d uj sjuswanoidw| e

uoISs|wpeal

pue $3]BISqNS 21ed-J|9S 381eYdSIP

1s0d sAep / usamiaq diysuoie|al oN e

(%S¢ 40 3kl jeuoneu 0y

pasedwod) papiwpeal syuaped JO %I o

s)nsai Aleujwiaid

sjuaied

2.n)iey peay o} Juepoduil JSOW dIe SIWOIIN0
pue sassad0id aledyleay Ydlym aujuLale( €

$9559204d a1ed Jusjed ainjey

Heay Jo uonejuawaldul 191aq YlIM pajedosse
sa13sua)deIeYd Japiaoid pue jeydsoy Ajjuap) g

(21e2-)9S pue ISpaIMmoud|

197394 ‘suo|SSIWpeal JaMO]) SaWwo)no juaied

sanoidw] (U01IeINPS 4H d240julRs 0} Judljed

Sules quawjuiodde agieydsip 3sod ‘uoneanps
juaied pazipiepue)s) UoUSAIRIUL LB J1153] T

swie/usisaq

S9W02IN0

juaned anoidwi 0] (sjendsoy |einl)

SWa)SAS Uijeay ul SUOIJUBAISIUI paseq
-92UdpIAS Juswa)dw] 0} ainjoniselyul pling

san3Iq0

sjuaned jeiny e

s19pinold pue sasinu jeiny e
sjeydsoy

1eins wa)sAS yljesH SpISIaALY e

siauped Ajunwwod/ydieasay

NY ‘Qud ‘@snoymap ulqoy
(£107) Sswo2Ino
(4H) a4nqiey peay Suirosdu)

‘I'd/a¥ep ueis/ap Apnis

s1a9f01d-qns yaueasal SINIILVC | L @1qelL

page 777 of 782

TBM



ORIGINAL RESEARCH

page 778 of 782

maintains a website, disseminates newsletters and
briefs, and has a social media presence (Facebook).
These outreach activities will help ensure that research
supported by the PATIENTS infrastructure and dis-
semination of findings will be useful and applicable
and thus have a greater likelihood of improving the
health of the community.

RESULTS: PROGRAM ACCOMPLISHMENTS AND LESSONS
LEARNED

Findings and lessons learned address building
community-academic research partnerships, conducting
and expanding PCOR, and community and university
outreach and dissemination.

Fostering sustainable community-academic partnerships
The governance structure adopted by PATIENTS,
coupled with effective engagement and communica-
tion strategies, has established a productive, bi-
directional exchange regarding program priorities
and PCOR training needs among both academic and
community stakeholders. Infrastructure-building ac-
tivities in the first year included a communication plan,
a needs assessment of partners and advisors, and
launch of the first of four research sub-projects. As of
the third year, all but one of the original leadership
members remained on the project team; sub-projects
and pilot studies have been conducted, and the vol-
ume of research proposal productivity continues to
increase.
Lesson learned #1: to bridge the expanse from research to
dissemination requires relationships built on ongoing engage-
ment and mutual respect—PATTIENTS has confirmed that
commitment to community engagement is not a “one-
off” approach, but instead requires significant and
sustained investment of effort and time to keep stake-
holders informed and to build a foundation of mutual
respect [10, 11] that can facilitate dissemination and
implementation. Other inherent challenges in devel-
oping a productive PCOR agenda include the need to
balance the interests of the community and re-
searchers, building dissemination and implementation
strategies into the research design, and addressing eth-
ical concerns such as perceived power differentials and
misunderstanding related to the insider/outsider status
of research team members [12]. In addition to partic-
ipatory best practices such as soliciting partner input
on decisions and including presentations from advi-
sors and community members on in-person agendas,
members of the PATIENTS team hold individual
monthly meetings with each partner, and conduct sev-
eral “reverse” site visits to partner organizations per
year, to “meet them where they are,” learn more about
their organizational priorities, how PATIENTS can
serve their organization, and to disseminate informa-
tion about PCOR within their settings.

Lesson learned #2: clarification and refinement of program
mission and activities matters to stakeholders—Sustaining
enthusiasm and support for collaborative programs

often requires strategic self-assessment regarding pri-
orities and expectations. Several strategic planning
activities, leading to the development of a Program
Logic Model (Fig. 1), were conducted in the second
year of the program to critically examine progress,
generate ideas for the collection of program-related
data for evaluation, and to more fully incorporate the
inputs and activities of the community. The logic mod-
elis a dynamic, graphical depiction of the relationships
between the inputs (resources), activities (program ac-
tions or events), outputs (what is produced through
activities), and how these components are intended
or assumed to produce outcomes (changes or benefits
that result from the program); unique contextual infor-
mation and external factors that may influence imple-
mentation of program activities are also identified. The
PATIENTS logic model delineates program theory
components required by the AHRQ grant (gover-
nance/administration, training, research capacity, re-
search conduct, and dissemination), as well as the
engagement component unique to the PATIENTS de-
sign (distinguished in white) to demonstrate the role,
activities, and expected outcomes related to CER/
PCOR dissemination. The draft Logic Model was
further refined with input from two PCOR experts
on the external advisory board, and following presen-
tation at the September 2015 in-person project meet-
ing. These activities also culminated in the formulation
of PATIENTS mission and vision statements (http://
patients.umaryland.edu/about), restructuring of the
PATIENTS staffing and resources plan to accommo-
date the volume of requests for proposal assistance and
for community outreach activities, and a new focus on
developing a business plan as a part of sustainability.

Conducting and expanding PCOR capacity
Bridging the traditional divide between community
and academia to improve PCOR capacity requires
identifying common and unique training needs, and
implementing strategies to advance the research port-
folio, in addition to conducting the research.
Addressing the training needs of all stakeholders is
an essential component of the strategy to build capac-
ity to conduct quality research and to contribute to
advancing the CER/PCOR and health disparities re-
search fields.
Lesson learned #3: determining whether training resources
are utilized and effective is challenging—A key element in
building an effective learning healthcare community,
as expressed in PATIENTS’ mission statement, is to
“train patients, stakeholders, and researchers to be-
come co-developers of PCOR.” PATIENTS has made
considerable progress in identifying the knowledge
and skills gaps of academic researchers and communi-
ty members, including developing 26 videos between
May and September 2016 that were published on the
PATIENTS YouTube channel, and cataloging on the
PATIENTS website almost 50 training resources (e.g.,
webinars, case studies, guidelines), with topics ranging
TBM


http://patients.umaryland.edu/about
http://patients.umaryland.edu/about

ORIGINAL RESEARCH

TBM

from patient/stakeholder engagement and
community-based research to guidance on collecting
qualitative data and on grant administration.
However, this repository of resources is largely pas-
sive. Several gaps in the evaluation of the training
program remain to be addressed, including assessment
of the utilization and value of the resources, particular-
ly for community members. Future evaluation efforts
will focus on learning how community members have
applied the information, and whether it has contribut-
ed to building CER/PCOR capacity.

Lesson learned #4: mentoring is a key component of ca-
pacity building—The importance of mentoring has
emerged as critical to building a cadre of qualified
and successful PCOR investigators. Investigators are
provided with assistance in developing proposals, in-
cluding feedback on research methods, population-
specific engagement strategies, the development and
conduct of patient advisory committees, and securing
appropriate letters of support. Based on the grant writ-
ing assistance received from PATIENTS, for example,
one community member expects to be able to inde-
pendently submit a proposal in the future. Mentoring
and networking with investigators with experience
engaging patients throughout the research process
was also recommended by an interviewee, “This
would keep the mentor/trainee relationship, and
trainees can provide advice for future trainees ... I
learned on the job, and it was time consuming. It
would be nice to pass along this information.” A sup-
portive CER/PCOR Work Group for trainees, stu-
dents, and junior investigators potentially interested
in a PCOR career was another suggestion, as one
stakeholder explained, “the CER/PCOR Work
Group is intimidating for trainees. A Work Group with
just trainees that is more interested in methodology,
implementation of projects, career. CER/PCOR
[existing] Work Group is more interested in the big
picture, conceptual [aspects of research].”

Lesson learned #5: expanding a PCOR research portfolio
that fully engages the community is difficult-To date, the
program has supported over 40 proposals, most sub-
mitted to federal agencies including the Patient-
centered Outcomes Research Institute (PCORI) (close
to 60%) and AHRQ (15%), with an approximately
25% success rate. Seven community organizations sub-
mitted letters of intent (LOIs) to PCORD’s Pipeline to
Proposal Awards initiative, which aims to establish and
strengthen PCOR infrastructure for patients, care-
givers, and other stakeholders. Of these LOI submis-
sions, three were invited to submit full proposals and
one was funded. Despite this early evidence of success,
the program plans to continue to engage, mentor, and
train non-academic partners with the objective of an
increase in community involvement in upcoming pro-
posals. Activities to address this need include targeted
mentoring related to the proposal application process
and PCOR requirements, and community outreach
about PATIENTS, patient-centered research, and
health conditions most salient to minority and under-
served populations. PATIENTS will continue to

encourage academic partners to co-develop proposals
with community partners, especially pertaining to
health disparities.

Lesson learned #6: conducting PCOR strengthens skills
while advancing patient-centered outcomes—The opportu-
nity to conduct small research projects and apply for
pilot funds is essential to building the PCOR infra-
structure by reinforcing the skills and multidisciplinary
partnerships necessary to generate high-quality, trans-
latable findings. Preliminary findings from the four
sub-projects (Table 1) help to build evidence regarding
interventions to improve rural patients’ hospital heart
failure outcomes, methods to assist caregivers in mak-
ing care management decisions for others, and patient
activation and empowerment among subgroups with
mental or physical illness; these findings and method-
ological “lessons learned” are shared with internal and
external advisors. Seven University of Maryland re-
searchers have been awarded Pilot Funds; as shown in
Table 2, the topics range from medication manage-
ment, engaging patients with lupus and with mild
cognitive impairment in their healthcare, and psycho-
logical needs of community adolescents. Pilot funds
have been used to support the collection and analysis
of data, as well as to compensate participants. As one
pilot funds recipient reported during an interview con-
ducted for the evaluation, “Pilot grants are a good
resource for trainees interested in PCOR ... when
trying to recruit patients, researchers need to provide
compensation. [It’s a] good use of the Pilot grant.”
PATIENTS is monitoring the dissemination activities
of sub-projects and pilot studies to ensure they contin-
ue to involve community member input and to assess
whether they lead to additional funding. Although
findings from research funded through the
PATIENTS infrastructure have not yet been widely
disseminated, the research sub-projects and pilot stud-
ies continue to advance the field by providing valuable
research experiences for awardees.

Community and institutional outreach and dissemination and
implementation strategies
Improving the rate of culturally appropriate transla-
tion of findings that matter to patients and providers
requires multi-modal outreach and dissemination ap-
proaches and a commitment to identification of factors
most likely to contribute to program sustainability.
Lesson learned #7: Engaging senior-level leadership within
partner organizations is important for awareness and sus-
tainability—In addition to including representatives
from seven university schools on the ISC,
PATIENTS staff meet regularly with school deans to
personally inform them about the program’s goals and
accomplishments, learn more about their priorities,
and to make them aware of PCOR training opportu-
nities for students and junior investigators within their
departments. This strategy has also been effective at
maintaining buy-in of community-level partners.
While time-consuming, these efforts to engage senior
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Table 2 | PATIENTS Pilot Studies

Purpose of funds

Phase

Title

Transcription, supplies honoraria, meeting space, AV equipment

Transcription, travel, honoraria, supplies

Data analysis

Assessing the psychological needs for well-being in adolescents residing in southwest Baltimore
Integrating the voices of individuals with mild cognitive impairment in healthcare decisions

Data collection

Transcription, supplies, honoria, meeting space, transportation

Data collection

Undergraduate students’ perspectives on how to develop meaningful interventions to curb nonmedical use of prescription stimulants

Transcription, participant payments, stakeholder compensation

Compensation, transportation, printing service
Compensation, gift cards, travel, software

Data collection

Patient experience, work tasks, and desired outcomes associated with pharmacotherapy self-management in older multimorbid patients

Engaging patients with systemic lupus erythematosus to elicit meaningful treatment outcomes

Data collection

Awaiting IRB approval
Awaiting IRB approval

Patient, pharmacist, and physician perspectives on atrial fibrillation risk stratification schemes and shared decision-making
Patient-centered approach to developing a plan to achieve blood pressure control while on medication for hypertension

Coordinator, gift cards, interviews, software

leadership has been critical to build awareness and
regard for the program and to identify important fac-
tors related to sustainability. Additionally, although it
is important to have a community leader’s support as a
portal to a community, the leader often provides the
commitment to the partnership, but assigns others to
assist with implementation. Thus, it is equally impera-
tive to involve these members from each partner
organization.

Lesson learned #8: explaining PCOR, PATIENTS and
disseminating relevant health information entails meeting the
community “where they are.”—In addition to the reverse
site visits to partner organizations, the program
employed several communication strategies to reach
its outreach objectives, including a program website,
and e-mail newsletters and briefs. When communicat-
ing findings to the community, partners suggest prior-
itizing select findings that are most relevant and most
likely to impact decision-making. Furthermore, com-
munity partners recommend that PATIENTS partici-
pate in community outreach activities, which have
been valuable for informing community members
about PATIENTS, PCOR, and health-related informa-
tion in ways that are most meaningful and resonant for
them. These activities include participating in local
community health fairs sponsored by PATIENTS’
faith-based partner and health walks in Druid Hill
Park, showing support for these partners, promoting
the program within the community and disseminating
information to improve health and quality of life. In
year 2, PATIENTS staff participated in 95 health fairs,
with 385 community members signing up to receive
newsletters. To celebrate the program and learn about
the work of PATIENTS-affiliated researchers and op-
portunities to participate, the first annual PATIENTS
Day was held on the Baltimore campus in spring 2016.
The day-long event included health-oriented vendors
from around the city, free health screenings, refresh-
ments, and representatives from local organizations
such as the American Cancer Society of MD, the
National Kidney Foundation of MD, and the
National Diabetes Association of MD, as well as the
Leukemia & Lymphoma Society and the Black Mental
Health Alliance. PATIENTS will continue to evaluate
the effectiveness of these strategies as the program
matures, particularly to disseminate PCOR research
findings supported by the infrastructure and capacity
building activities.

The PATIENTS website (http://patients.umaryland.
edu/), launched in mid-June 2014 (year 1), includes
information about PCOR, PATIENTS governance
and partnerships, PATIENTS sub-projects, training
materials, resources for pilot funding and CER/
PCOR proposals, and findings from relevant, recently
published articles. In collaboration with community
partners, the PATIENTS leadership identified chronic
illnesses about which members of their communities
are most concerned, such as cancer, diabetes, HIV/
AIDS, hypertension, and mental health; behavioral
health topics such as exercise and nutrition; and infor-
mation on assistance to help pay for medications.
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Quarterly newsletters distributed via e-mail and re-
ceived by almost 300 individuals describe program
activities and accomplishments and include an article
featuring a PATIENTS member. E-mail briefs present
program news and updates to advisors and project
members on a monthly basis.

PATIENTS academic and community partners have
also disseminated findings in scientific publications
and conferences, including comparing traditional and
technology-based engagement methods [13], effective
use of CBPR principles to engage patients [14], con-
siderations for designing more patient-centered clini-
cal trials [15], implementation of engagement methods
throughout the research process [16], and incorporat-
ing the views of patients in clinical trials [17], authored
by a PATIENTS community partner.

Lesson learned #9: it is never too early to focus on sustain-
ability—At program mid-point, and given early evi-
dence of program success, attention and resources
have been applied to identifying and reinforcing fac-
tors associated with sustainability of the infrastructure
to support CER/PCOR. The logic model framework
continues to serve as a guiding framework for data
collection and evaluation efforts, essential for demon-
strating to sponsors and stakeholders the impact of the
program, the link between program activities and out-
comes, and the appropriate allocation of resources.
Contextual factors, such as institutional support for
the program, availability of funds to conduct PCOR,
alignment with partners’ priorities, and the develop-
ment of new partnerships, are also expected to influ-
ence the trajectory of the program and the likelihood
that current activities can be maintained or scaled up
throughout the institution and the community.

CONCLUSIONS
The gap between evidence-based health interventions
and actual health care delivery, particularly among
communities with persistent disparities in health out-
comes, underscores the need to develop and support
methods that meaningfully engage and incorporate
patients, community, and other stakeholders through-
out the research continuum. In this article, we describe
a PCOR infrastructure program that is building a
skilled PCOR community by providing researchers
with methodological expertise through training,
mentoring, and the conduct of research projects, and
by utilizing culturally appropriate community engage-
ment approaches to build collaborative, reciprocal,
respectful partnerships aimed at addressing this gap.
These activities also build PCOR capacity, allowing
the future development and conduct of projects and
activities with diverse funding sources and partners.
Findings suggest that PATIENTS has achieved its
foundational aim of fostering sustainable partnerships
with diverse patients and healthcare systems. ISC
members and external advisors meet with the project
team to share insights and perspectives on PCOR and
community health concerns, respond to PATIENTS

progress and updates, advise on future plans, and
participate in evaluation activities to inform the evolu-
tion of the program. Program staff have also imple-
mented engagement, outreach, and communication
strategies to establish and sustain bi-directional inter-
action, and to strengthen the underlying institutional
infrastructure for PCOR. There is also early evidence
that PATIENTS has shown progress toward achieving
its second aim (one of AHRQ’s overall goals under
this FOA), to provide faculty and staff with methodo-
logical expertise in CER/PCOR, and to conduct and
expand PCOR by leveraging these partnerships.
PATIENTS has been able to increase the capacity to
conduct PCOR by providing CER/PCOR-related
materials and resources, supporting CER/PCOR pro-
posal submissions, advising on building and maintain-
ing patient advisory boards, and establishing partner-
ships between academic and community members.
Although the majority of submissions to date were
led by academic researchers, PATIENTS expects an
increase in submissions co-developed by community
members. PATTENTS has also been able to build
PCOR capacity by funding pilot projects through a
competitive review process.

Future efforts will address the program’s third
aim to advance dissemination and implementation
strategies for PCOR findings, particularly those re-
lated to health disparities from studies supported by
the PCOR infrastructure. Current engagement
strategies, such as the program website, e-mail
newsletters and briefs, PATIENTS Day, and com-
munity outreach activities, will continue to inform
partners and increase awareness of PATIENTS and
PCOR within the community. As the program ma-
tures, continues to build trust, and balances the
priorities of the community and researchers, appro-
priate dissemination strategies will be developed in
conjunction with community members. The mid-
point of the program’s funding period also presents
a critical time to focus on sustainability beyond the
AHRQ funding period. The PATIENTS leadership
will consider the evolution of the program, desired
outcomes, and the sustainability factors that are
necessary to reach these outcomes. These factors
will include solidifying existing funding sources
and partners, as well as diversifying and securing
new funding and partnerships. The roles and re-
sponsibilities of the ISC and advisors beyond the
program’s funding period will be revisited and
reassessed to best support the program. Findings
from PATIENTS-supported projects and dissemina-
tion strategies will be used to demonstrate the im-
pact of the program and the importance of sustain-
ing PATIENTS beyond the current funding
mechanism.

Programs such as PATIENTS have the potential to
reinforce the value of bridging the traditional divide
between academia and communities to support
patient- and community-engaged dissemination and
implementation research and foster sustainable
PCOR infrastructure. Early evidence demonstrates
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that investments in community-engaged and PCOR
infrastructure should be considered by academic insti-
tutions to improve dissemination and implementation
of evidence-based advances and practices.
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