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Abstract

Objective: To describe the growth and outcomes of the Palliative Care Research Cooperative Group (PCRC).
Background: Despite advances, significant gaps remain in the evidence base to inform care for people with
serious illness. To generate this needed evidence and bolster research capacity, the Palliative Care Research
Cooperative (PCRC) group was formed.

Methods: The PCRC supports investigators in the conduct of multisite clinical studies. After developing a
governance structure and completing a proof of concept demonstration study, the PCRC expanded its infra-
structure to include additional resource cores (Clinical Studies; Measurement; Data Informatics and Statistics;
and Caregiver Studies). The PCRC also supports an Investigator Development Center as many palliative care
investigators valued opportunities to advance their skills. Additional key aspects of PCRC resources include a
Scientific Review Committee, a Publications Committee, and initiatives to purposefully engage investigators in
a community of palliative care science.

Results: The PCRC has grown to over 300 members representing more than 130 distinct sites. To date, the
PCRC has supported the submission of 51 research applications and has engaged in 27 studies. The PCRC
supports investigator research development needs through webinars and clinical trials “‘intensives.” To foster a
sense of community, the PCRC has convened biannual meetings, developed special interest groups, and
regularly communicates via a newsletter and its website.

Conclusion: With a particular focus on facilitating conduct of rigorous multisite clinical studies, the PCRC
fosters an engaged multidisciplinary research community, filling an important void in generating and dis-
seminating evidence that informs the provision of high-quality care to people with serious illness.
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Background

HE GROWTH OF PEOPLE living with serious illness has not

been accompanied by the same advancement in evidence
for how to care for them. Evidence growth has been impeded
by small, single-site trials, unrepresentative study cohorts,
and studies lacking sufficient rigor.

Other fields have advanced their evidence through large,
diverse, multisite trials.""? To conduct these trials, these
fields, namely cardiology and oncology, have devised an
infrastructure to support large studies.”” Palliative care has

had neither the infrastructure nor scientific workforce to an-
swer many important questions relevant to improving care for
those with serious illness and their caregivers.

The National Institute for Nursing Research (NINR) fun-
ded the Palliative Care Research Cooperative (PCRC) to
address this need. Formed in 2010, the PCRC provides a
framework to support investigators as they conduct high-
quality multisite palliative care research.” The PCRC offers
core resources in caregiver research, measurement, clinical
study design, and statistical analyses and provides investi-
gators with opportunities to enhance their research skills. The
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PCRC is unique in its engagement of multidisciplinary in-
vestigators, its focus on multiple diseases and conditions, and
its access to clinical populations across the care continuum.
In this article, we describe the growth and evolution of the
PCRC, following up on the initial description published in
this journal in 2010. We also highlight accomplishments,
lessons learned, and plans for the future.

Methods

Phase 1: building the cooperative and conducting
the first proof of concept study

Prior articles describe the founding of the PCRC.”™'” The
PCRC was formed in 2010 to fill an important void in pal-
liative care research. The PCRCs overarching mission is to
support the generation and application of meaningful evi-
dence relevant to care of patients with advanced or poten-
tially life-limiting illnesses and their caregivers. Specific
objectives include expanding research capacity, conducting
high-impact clinical trials, and training new investigators.
Phase 1 of PCRC development, which was supported by the
NINR UC4 funding (UC4NR12584), entailed building the
cooperative and conducting a proof of concept multisite
randomized trial. Phase 1 focused on implementing the
necessary steps to launch the PCRC.> Key components of
these initial years (2011-2013) included the following.

e identification of initial members and sites;

e creation and ratification of the PCRC charter, standard
operating procedures, and terms of reference;

e development of a governance structure (Fig. 1);

e creation of the initial PCRC core resources; and

e conduct of the initial proof of concept multisite random-
ized clinical trial.

Infrastructure developed under the initial grant includes
two principal organizational components, the Project Co-
ordinating Center (PCC) and the Data, Informatics, and
Statistics Core that remain in place today.
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Phase 2: expansion and growth

NINR U24 funding (1U24NR014637; 2013-2018) has
supported Phase 2. Initial NINR funding resulted in a well-
functioning national cooperative group dedicated to palli-
ative care and end-of-life (PCEOL) research. The U24
funded the augmentation of the PCRC to offer more pow-
erful resources for collaborative PCEOL research. The
overarching objective of Phase 2 has been to amplify the
role of the PCRC as a national resource for high-quality,
collaborative, multisite, PCEOL research. In Phase 2, we
added an Investigator Development Center (IDC) and three
research cores (Caregiver, Clinical Studies, and Measure-
ment), as well as a Steering Committee, External Advisory
Board, and key committees (Scientific Review, Member-
ship, Publications) to enhance methods of PCEOL research,
develop the PCEOL research workforce, and enhance the
reach of the PCRC. Initially, the PCRC had a two-member
executive team. As the PCRC grew, the Steering Committee
recommended expanding the executive team, both for run-
ning the PCRC and also to insure a succession plan. Thus, a
three-person executive team was created to include the Co-
Chairs and the Director of the Scientific Review Committee.
The PCRC currently has three Co-Chairs, all multiple PIs of
the U24 (J.K., C.R., K.P.).

PCRC Cores and Centers

PCRC Cores and Centers (Fig. 1 and Table 1) are inten-
tionally interfacing and coordinated, providing a matrixed
environment of support for palliative care investigators. The
Cores and Centers serve to improve the rigor of palliative
care research, increase the competitiveness of research ap-
plications, and enhance study efficiency. Cores and Centers
provide consultation to investigators. Use of Core resources
is available (supported by the U24) free of charge as inves-
tigators prepare their grant applications. Investigators can
budget to consult with Core resources postaward.

The PCRC Cores and the PCC offer “‘on-ramps” to inves-
tigators, providing support to effectively conduct multisite
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FIG. 1.

PCRC organizational structure. PCRC, Palliative Care Research Cooperative.
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TABLE 1. PALLIATIVE CARE RESEARCH COOPERATIVE CORES AND CENTERS

Core name Core lead(s)

Purpose

Resources provided

Caregiver Research ~ Betty Ferrell, PhD, RN

Elaine Wittenberg, PhD

Katie Colborn, PhD
Diane Fairclough, DrPH
Greg Samsa, PhD

Data, Informatics,
and Statistics Core

Facilitates advancement of

caregiver research, elevating
quality and prominence of
caregiver research, and
integrating caregiver concerns
into studies.

Provides expertise in statistical

and data-related aspects of
multisite study design,
evaluation, quality assurance,
data analysis and reporting,

Consulting: study design,
measurement

Library of preferred caregiver
study designs, measures,
and instruments

Consulting: analytic strategies
for multisite studies

Deidentified data repository

Common data elements

Data quality assurance

data sharing, and clinical
informatics.

Clinical Studies Frank Keefe, PhD

Tammy Sommers, PhD

Advises investigators regarding
appropriate interventions and
clinical trials study design,
providing guidance materials

Consulting: study design,
biobehavioral intervention
development

Library of study protocols

and methods that are
standardized, validated, and
relevant to PCEOL
interventions.

Provides expertise in selection
and application of study
measures relevant to PCEOL

Consulting: outcome and
measure selection
Measurement library

studies.

Measurement Antonia Bennett, PhD
Investigator Christine Ritchie, MD, MSPH
Development

Center (IDC)

Project Coordinating Jean Kutner, MD, MSPH

Center (PCC)

Strengthens and enhances
PCEOL investigator pipeline
and expertise, especially in
conduct of multisite studies

Supports PCRC investigators
and sites in logistical and
technical aspects of study
development, management,
and conduct.

Webinars

Clinical trial intensives
Pilot grant awards
Mentor matching

Communication

Site and investigator support
Protocol development

Site training

Regulatory coordination
Financial/budget management

PCEOL, palliative care and end-of-life; PCRC, Palliative Care Research Cooperative.

studies. For example, the Clinical Studies and Data, Infor-
matics, and Statistics Cores may serve as starting points for
investigators who are thinking through study design and ap-
propriate analyses. These Cores offer both one-on-one con-
sultation and study guidance through representation on the
Scientific Review Committee. As studies become more clearly
conceptualized, investigators may then draw on the expertise
and tools available through the Measurement and Caregiver
Cores, both of which offer an array of validated participant and
caregiver assessment tools relevant to palliative care popula-
tions. As a study moves from concept to grant submission, and
ultimate conduct, the PCC provides ongoing practical assis-
tance on budgets, timelines, and processes, along with site
identification, protocol guidance, site training, and site audits.

PCRC committees

PCRC committees serve key functions in achieving the
overarching goals of the PCRC. The Scientific Review
Committee aims to improve research quality and rigor by
requiring that investigators who are collaborating with the

PCRC submit a detailed letter of intent (http://palliative
careresearch.org/research/investigators/extramural/), which
includes information on study purpose, significance, inves-
tigators, innovation, approach, and how investigators plan to
collaborate with the PCRC. The letter of intent also provides
information about common data elements and the planned
outcome measurement instruments. Two members of the
Scientific Review Committee and a PCRC statistician pro-
vide recommendations for strengthening the science. This
process informs the PCRC letter of support that is intended to
help grant reviewers understand the role of the PCRC and
bolster their confidence in the investigator’s ability to achieve
the study aims. Once a study is funded, the Scientific Review
Committee reviews the study protocol.

The PCRC Publications Committee encourages dissemi-
nation of new knowledge by working with investigators to
assure that PCRC-supported research follows PCRC Au-
thorship Guidelines and is published in a timely manner.
The PCRC Membership Committee reviews new member
applicants and determines their level of participation (full,
junior, or affiliate), assures that members continue to meet



THE PALLIATIVE CARE RESEARCH COOPERATIVE GROUP

membership requirements, and guides junior members to
advance to full membership (http://palliativecareresearch.
org/members/interested-in-pcrc-membership).

Investigator engagement

The PCRC engages its growing membership via a multi-
modal approach. First, the PCRC meets face-to-face twice
yearly in investigator meetings. In these meetings, we update
members on PCRC progress, provide opportunities for both
informal and structured professional networking, and include
didactic scientific and career development presentations.
Investigators funded through the PCRC describe their work
along with how they interface with the PCRC. In between
face-to-face meetings, the PCRC provides quarterly news-
letters to update members on newly funded projects, findings
from studies, and funding opportunities. The PCRC website
(palliativecareresearch.org) serves as a central and continu-
ously updated resource. The PCRC was built on a commit-
ment to continuous improvement and functioning as a
learning organization. Thus, the PCRC regularly seeks
feedback (e.g., after collaborating on grant application sub-
missions with investigators, face-to-face meetings, webinars,
and intensives). The PCRC has also developed mechanisms
for continuous monitoring and improvement of its operations
to make the organization efficient and effective.

Investigator development

Even though many members of the PCRC are experienced
investigators, many are new to palliative care research and
most are new to multisite clinical trials. The IDC was de-
signed to address this gap. The PCRC IDC supports member
skill development through webinars, pilot studies, and in-
tensives, in addition to didactic sessions at investigator
meetings. We post monthly webinars to the PCRC website.
The pilot study program provides opportunities for investi-
gators to obtain preliminary data needed for future extra-
murally funded research activities through the PCRC. In
addition, the awards offer opportunities for investigators to
participate in investigator development activities and to be
mentored by senior investigators. To facilitate junior inves-
tigator experience with grant reviews and to optimize an in-
terdisciplinary approach to the review process, each pilot
study application has three reviewers: a senior researcher, a
junior researcher, and a nurse researcher. Pilot awardees
benefit from the perspectives of three reviewers; reviewers
benefit from each other’s research expertise, and junior
members learn how to conduct reviews. There are unique and
particularly challenging aspects to palliative care clinical
trials. The clinical trial intensives, modeled after the suc-
cessful clinical trial intensives developed at the National
Heart, Lung, and Blood Institute, immerse selected investi-
gators into a team-based grant writing experience that gives
them the opportunity to walk through grant planning and
writing alongside experienced palliative care research faculty
and statisticians.

Results

The PCRC has achieved its initial goals through collabo-
ration with NINR, development of new research infrastruc-
ture and resources, creation and continuous refinement of
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processes, and engagement of a growing collaborative in-
terdisciplinary research community. Table 2 summarizes key
contributions and achievements.

PCRC growth

Asnoted in Figures 2 and 3, the PCRC has seen tremendous
growth since inception, increasing from initial membership of
24 individuals and 12 sites to a current membership of 332
individuals and 134 geographically dispersed sites. Among
current members, 43% are full members, 48% are junior
members, and 9% are affiliate members.

Investigator development and community building

The pilot award program has received 38 applications and
selected 17 pilot awards for funding. More than 100 re-
viewers have participated in pilot grant reviews. To date, 26
investigators have participated in PCRC clinical trial inten-
sives. Evaluations have been uniformly positive; 20 grant
proposals were subsequently submitted by intensive partici-
pants. Of 21 respondents to a six-month follow-up survey,
100% indicated that the intensive had had a positive impact
on their career.

Partnership and engagement with the NINR

In keeping with the spirit of the structure of the U24 co-
operative agreement, the partnership between PCRC leader-
ship and the NINR has been key to the PCRC development
and expansion as a national leader in palliative care science.
The initial UC4 funding mechanism and the current U24
explicitly require active engagement between the funder and
the PCRC principal investigators. This collaboration and
engagement assure a commonality of purpose and relevance
to national PCEOL research priorities and enhance the visi-
bility, legitimacy, and accessibility of this resource to in-
vestigators and other funding agencies. Examples of the close
partnership include jointly agreed upon milestones and col-
laboration on selection of pilot awards as well as pre- and
postaward communication with investigators. In addition, the
collaborative interactions between the NINR program and
scientific staff and the PCRC leadership position the PCRC to
be responsive to new and future clinical trial initiatives and
new NIH policies and programs. Maintaining both a collab-
orative and strategic partnership between the NINR Office of
End-of-Life and Palliative Care Research and the PCRC fa-
cilitates the ongoing and forward-thinking strategies within
the U24 funding mechanism that allows the PCRC to con-
tinue to grow. An example is the evolution of the PCRC IDC
to offer innovative training programs in palliative science to
promote a sustainable and diverse research workforce."!

The PCRC Centers and Cores are aligned with NIH em-
phasis on new model programs that will scale-up the sus-
tainability of evidence-based interventions and create new
tools and research methods that will enable interventions that
are effectively delivered with communities of practice.'” In
keeping with a new emphasis by the NIH on dissemination
and implementation research in health,w‘14 the PCRC Cen-
ters and Cores create novel resources and new opportunities
for researchers to participate in integrated, team science and,
through their members and sites, the potential for earlier
uptake of research findings into research and clinical care.



TABLE 2. PALLIATIVE CARE RESEARCH COOPERATIVE KEY CONTRIBUTIONS AND ACHIEVEMENTS

Structural components

Processes

Outcomes (January 2011-2017)

Centers
Project
Coordinating
Center

IDC

Cores
Data, Informatics,
and Statistics
Core

Caregiver Core
Measurement Core

Clinical Studies
Core

Committees
Executive

Steering

Membership

Scientific Review

Publication

External Advisory
Board

Project support
¢ Budget development
* Site selection support
e Letter of intent template
* Protocol template with required data sharing
language
Protocol instructions for investigators
¢ Institutional Review Board (IRB)
suggested language
¢ Study site onboarding and training
e Study site monitoring
Communication
e Quarterly newsletters
* Monthly e-mail updates
* PCRC website (http://palliativecareresearch.org)
e Social media (Facebook, Twitter)

e Monthly webinars

¢ Mentor/mentee matching

¢ Advisory role for content of face-to-face
investigator meetings

e Palliative care clinical trial intensives

¢ Collaboration with the National Palliative Care ®

Research Center (NPCRC)

Consulting:
e Statistical
¢ Electronic data capture
¢ Database development
e Data quality assurance
e Data repository curation

Caregiver research expertise
Measurement expertise

Clinical studies design expertise

Primary oversight of PCRC strategy, finances,
and operations

Advises executive committee on strategic
directions

Monitors compliance with PCRC membership
guidelines

Reviews applications for PCRC membership
and makes membership recommendations to
PCRC Executive and Steering Committees

Reviews proposals for new PCRC-supported
research to determine potential impact,
feasibility, and appropriateness for conduct
within the PCRC with a goal of strengthening the
science of palliative care and end-of-life research

Facilitates, encourages, and coordinates
dissemination of results from PCRC-
supported studies, and knowledge derived
therefrom

Provides guidance to the PCRC Steering and
Executive Committees

70 letters of support
51 grant applications supported

11 extramurally funded grants (e.g., NIH, ACS)
supported

* 17 pilot grants funded (9 more to be funded 7/
2017)

e Establishment of special interest groups

e 2 palliative care clinical trial intensives

attended by 26 investigators

Monthly webinars, attended by an average of

45 participants; archived on PCRC website

(http://palliativecareresearch.org/

corescenters/idc/idc-webinars)

¢ 4 study recruitment training videos (://palliative
careresearch.org/resources/videos/)

e Common data elements

e Data repository of deidentified data available
for secondary analyses

e Consulting with 52 investigators

Caregiver measurement library
Consulting with 59 investigators
Measurement library

Consulting with 31 investigators
Consulting with 11 investigators
Behavioral intervention protocol library

Review and approval of: Membership, Scientific
Review Committee recommendations
Membership growth (see figures)

42 LOIs reviewed
11 protocols reviewed

11 publications directly attributable to UC4 and
U24 funding.

Additional 45 publications supported by PCRC
activities.

Serves as the PCRCs external horizon scanning
function, providing advice on overall trends,
threats, and opportunities to inform PCRC
strategic planning. Twice yearly meetings.

LOI, letter of intent.
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Membership Growth
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FIG. 2. PCRC growth.
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The PCRCs development of a deidentified data repository
also aligns with the efforts of the NIH to create resources to
ensure data are shared broadly, consistently, safely, and ef-
ficiently for appropriate use across the research community.'>
The capability of the PCRC to ensure that deidentified da-
tasets are maintained, queried, and reconfigured will facili-
tate new analyses and contribute to a cost-effective and
efficient means for advancing PCEOL research. In addition,
the creation of a seminal central repository of palliative re-
search data will serve to facilitate standardization of how data
are reported and permit new studies to build on the data
collected to enhance the value of each study.'®™'® The ca-
pability of the PCRC to acquire and retain a nationally rep-
resentative research database supports NIH initiatives such as
the Big Data to Knowledge (BD2K) initiative aimed at fa-
cilitating discovery, supporting new knowledge, and maxi-
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mizing community engagement.'® The potential of the PCRC
to train researchers in palliative care science on big data
methodology, statistical design, and incorporation of infor-
matics into multitrial designs will allow researchers to
maximize the potential of existing data and enable new di-
rections for palliative research.'”

The PCRC has incorporated into its studies the value of
patient-centered data. Through the resources of the Mea-
surement and Caregiver Cores, many PCRC-supported
studies include trial designs that incorporate individuals and
family caregivers. This emphasis is in keeping with many of
the efforts of the NIH precision medicine initiative (PMI),
which includes the patients’ perspective in research and fa-
cilitates their maximum engagement in their care.”*?' Similar
to PMI approaches, PCRC research is guided by inclusion of
individualized and/or family-centered trials that seek to find
better prevention strategies, treatment selections, and new and
novel therapies.”**! The PCRC and its Centers and Cores have
recognized the centrality of patient engagement in clinical
trials and their role in healthcare decision-making in palliative
care research to facilitate best outcomes.**

The NIH has also undergone a multifaceted effort to im-
prove the quality and efficiency of clinical trials to ensure
rigor and efficiency of research within the clinical trial set-
ting.”> The PCRC was developed as a national resource in
the conduct of evidence-based clinical trial research and to
build a cadre of investigators who maintain scientific rigor
and oversight. In keeping with recent NIH changes to address
efficiency, accountability, and transparency of clinical re-
search,23 the PCRC has emerged as a national resource to
ensure advancement of palliative knowledge and improve
palliative care. The PCRC continues as a national resource to
assist researchers with complex trial designs, accrual of
sample sizes that are representative of national populations,
and to provide the expertise and resources needed to ensure
data from these trials are shared broadly and efficiently. As the
NIH enacts new policies for training of investigators and staff
responsible for clinical trial oversight, use of centralized
IRBs, data safety monitoring requirements, and enhancing the
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design, conduct, and oversight of trials, the PCRC Cores and
responsible data sharing infrastructure will continue to ensure
transparency of NIH-supported multisite clinical trials.*?

Discussion

The PCRC has succeeded in creating a research infrastruc-
ture that addresses key needs in the field. Particular strengths of
the PCRC include an engaged and growing interdisciplinary
research community, diverse membership that includes re-
search sites in varied geographic regions, both academic- and
community-based sites and methodologic cores specific to re-
search challenges and priorities relevant to the palliative care
and end-of life-population. Because the PCRC promotes the
use of common data elements and requires that studies con-
ducted through the PCRC maintain their deidentified data in a
common repository, the PCRC also serves as an avenue for
investigators to engage in secondary data analysis and com-
parative effectiveness research in a way currently not available
to palliative care researchers through other means.

A key facilitator of PCRC successes is a highly collabo-
rative and engaged investigator community. PCRC members
generously volunteer their time, actively serve on commit-
tees, review pilot grant applications, and present at PCRC
investigator meetings. Despite it being a new venture, in-
vestigators have been willing to take a risk on the PCRC,
submitting their extramural grant applications, working with
the PCRC through process improvements, and supporting the
science and the work of colleagues by serving as study sites.
The PCRC has been fortunate to have the active engagement
of senior investigators in the field, who have been generous
with their time and expertise, and who have endorsed the
PCRC as a key resource for advancing and enhancing palli-
ative care research.

The shared leadership model among the PCRC executive
team, with open communication and truly shared governance,
has facilitated efficiency and modeled a team science approach,
which is critical to successful palliative care research. The
PCRCs highly competent operations staff autonomously han-
dle day-to-day operations, allowing the executive committee to
focus on more strategic and oversight responsibilities.

Collaboration with and support by the NINR, along with
advocacy of and proactive communication by and accessi-
bility to the PCRC of NINR Scientific and Program Officers,
have been key to the PCRC success. Partnership with the
National Palliative Care Research Center (NPCRC), creat-
ing purposeful synergies, particularly as related to investi-
gator development, has enriched and unified the palliative
care research community. Finally, the PCRC owes some of
its success to institutional support from Duke, the University
of Colorado, and the University of California, San Francisco,
demonstrating flexibility and a willingness to work with PCRC
leadership to facilitate virtual, cross-institutional structures
and processes.

While the PCRC has successfully achieved its initial goals,
there remain significant challenges and opportunities. The
PCRC business model, as proposed in the 2013 U24 award,
was premised on gradually increasing reliance on extramu-
rally funded multisite studies to support PCRC infrastructure.
As the PCRC began to collaboratively work with investiga-
tors to support their multisite studies, it became clear that,
given required sample size needs in often heterogeneous
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palliative care populations, these studies required budgets
that regularly exceed budget caps for most funding agencies.
The PCRC leadership realized early on in the U24 funding
that it is not possible to support cooperative group infra-
structure on R-type grants alone. The PCRC has thus relied
on rebudgeting within its original U24-awarded amount to
support fundamental infrastructure components (e.g., Cores,
Centers) that have been identified as essential resources by
investigators. As we look to the future of the PCRC, we are
exploring funding and business models that best accommo-
date the realities of the required sample sizes and budgets for
conducting rigorous multisite studies.

Another significant challenge and opportunity involves
tremendous investigator development needs. It has become
apparent that there are significant investigator knowledge
gaps, particularly related to designing, conducting, and ana-
lyzing multisite clinical studies. In recognition of these greater
than anticipated investigator development needs, the origi-
nally proposed ‘‘Junior Investigator Development Core” was
renamed as the “‘Investigator Development Core.”” In addi-
tion, the PCRC has identified a significant lack of local re-
search resources at many members’ home institutions. Of
particular note is lack of access to statistical resources and
inexperienced or minimal pre- and postaward research ad-
ministration resources. While the PCRC can fill some local
institutional gaps, it does not have the resources, or capability,
of making up for all local deficits.

The PCRC has tracked easily quantifiable outcomes (e.g.,
number of consultations provided by Cores, number of pilot
grants awarded, number of extramurally funded grants sup-
ported, Table 2). Nevertheless, we have found it more chal-
lenging to effectively track the impact of the PCRC and its
growing membership in quantifiable ways. The PCRC has
identified as a key priority for the future developing an effi-
cient approach to identifying meaningful outcomes and
building systems to track and report these metrics.

While the executive team has been fortunate to work
within, and across, academic institutions that have supported
the mission of the PCRC, the PCRC and its investigators have
encountered significant issues stemming from existing tra-
ditional research silos and structures that complicate multi-
site, cooperative group-based research. For example, a
number of investigators with whom the PCRC has collabo-
rated have encountered roadblocks related to allocation of
indirects, IRB review and approval for multisite research, and
variable institutional rules related to subcontracting and
payment of study sites. As studies begin the process of pro-
viding deidentified data to the PCRC data repository, issues
of data ownership also must be addressed. The future success
of the PCRC likely will include use of a central IRB to pro-
vide support to its members and increase the speed with
which we can do our work.

Finally, while the PCRC has been generously funded by its
existing U24 cooperative agreement, the success of the
PCRC is fundamentally reliant on significant volunteer and
unfunded effort from its Core directors, and committee and
task force chairs and members. The majority of attendees at
PCRC investigator meetings support attendance at these
meetings out of their own resources. In the increasingly tight
funding environment, with multiple competing demands,
heavy reliance on goodwill and volunteerism is a potential
organizational weakness.
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Conclusion

The PCRC is uniquely contributing to advancing the sci-
ence of palliative and end-of-life care through creation of a
multidisciplinary research community as well as infrastruc-
ture and resources that enhance the rigor of the science. The
PCRC, unlike other cooperative groups, solely focuses on
palliative care research. It has purposely been designed as a
learning organization, constantly evaluating and revising its
procedures to assure relevance in a rapidly changing external
context. As the PCRC looks to the future, it expects to expand
it resources to meet the evolving research priorities, facili-
tating conduct of studies that address the more complicated
and complex questions relevant to care of people with ad-
vanced or potentially life-limiting illness, ultimately im-
proving care for this vulnerable population.
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