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Partnering with stakeholders using an 
example patient-reported outcomes project

Recently, researchers have been challenged to 
design methods that ensure that key con-
stituents are partners in research, and not 

simply participants. Here we describe some inno-
vative approaches we used to engage stakeholders. 
The approaches are drawn from a patient-centered 
outcomes research project, focusing on the graphic 
display of patient-reported outcomes (PROs) data. 
PROs represent patients’ perspectives on the impact 
of health, disease, and treatment, without interpre-
tation by a clinician or anyone else. PROs include, 
among other things, patients’ assessments of their 
symptoms, their level of physical and psychosocial 
functioning, and health-related quality-of-life.1

As a first example of the key role of stakeholders 
in this project, input from cancer patients and clini-
cians, drawn from previous research, motivated us 
to ask whether there might be a “better way” to dis-
play PRO data when used to inform clinical prac-
tice. Specifically, even though cancer patients and 
clinicians endorse the importance of PRO data to 
promote patient-centered care, both groups report 
challenges using PROs in practice because of dif-

ficulty understanding what the PRO scores mean 
(eg, what is a good score or a bad score?; for indi-
vidual patients, which scores should clinicians be 
concerned about?; for clinical trial PROs, what 
differences in PRO scores between treatments are 
clinically important?). The challenges in interpret-
ing PRO data result in part from a large number of 
PRO measures (eg, one database includes more than 
1,000 instruments)2 and no standards across PRO 
measures regarding how they are scored and scaled, 
or in how the data are presented.3 For example, on 
some PRO measures, higher scores represent bet-
ter outcomes; on some PRO measures, lower scores 
represent better outcomes; and on some PRO mea-
sures, whether higher or lower scores represent bet-
ter outcomes depends on the domain being mea-
sured. Further, some measures are scaled 0-100, with 
the extremes representing the best/worst scores pos-
sible, whereas others are normed to, for example, a 
population average of 50. Because of this variation, a 
score of 70 can have a completely different meaning 
depending on the PRO measure (or domain within 
a measure). As noted above, previous research has 
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documented that this variation limits patients’ and clini-
cians’ understanding of the PRO scores, creating an impor-
tant barrier to their use in practice.4-5

To address this stakeholder-driven research question, 
we undertook a three-part study to identify approaches for 
PRO data display that can be easily interpreted, regard-
less of scoring or scaling conventions, with the overall 
goal of improving patient and clinician understanding and 
use of PROs in oncology clinical practice. Part 1 of the 
study identified attributes of graphic displays of PRO data 
that are helpful and confusing.6 Part 2 involved develop-
ing improved PRO data presentation approaches.7 Part 3 
evaluated the accuracy-of-interpretation and clarity of the 
developed approaches.8-10 The methods and findings of 
the three-part study are reported elsewhere;6-10 here, we 
describe the various approaches employed to engage stake-
holders throughout the project.

As described above, the first reflection of stakeholder 
input was in the research question we asked. We then 
sought to identify the key stakeholder groups and ensure 
that they participated in each stage of the project. The rel-
evant stakeholder groups we identified were: patients and 
their caregivers; health care providers (eg, oncologists, 
oncology nurses) who need to understand PRO data for 
their own consideration and for discussion with patients; 
and PRO researchers who develop, validate, and apply 
PRO measures.

Having identified these three key stakeholder groups, 
we sought to obtain broad representation of their perspec-
tives. For example, we ensured that our investigative team 
included a cancer survivor, a cancer care provider, and PRO 
researchers. To supplement the stakeholder input from the 
investigative team, we formed a nine-member Stakeholder 
Advisory Board, with multiple representatives from each 
key constituency. We also aimed to be as broad as possible 
in the populations sampled for data collection. For exam-
ple, we extended beyond the Johns Hopkins cancer center 
to include the Johns Hopkins Clinical Research Network, 
a consortium of academic and community health sys-
tems across the mid-Atlantic United States. Beyond the 
in-person data collection across the region, our study also 
included an internet survey of cancer patients/survivors, 
cancer care providers, and PRO researchers from across 
the United States and internationally. Taken together, 
these approaches improve the diversity of our sample and, 
thereby, the generalizability of our findings.

In addition to obtaining broad perspectives across stake-
holder groups, we created genuine partnerships with the 
stakeholders to inform every aspect of the project. As 
described above, the study itself was motivated by feedback 
from cancer patients and clinicians regarding the challenges 
they experienced when trying to interpret PRO scores, and 
we therefore ensured that each stakeholder group contrib-
uted to the study’s design. Stakeholders also played a criti-

cal role in the conduct of the study. For example, in the 
first part of the study, we conducted one-on-one interviews 
with 50 cancer patients and 20 cancer clinicians to obtain 
their insights regarding attributes of current approaches 
for presenting PRO data that are helpful and confusing.6 
At the completion of each interview, we asked participants 
whether they would be interested in partnering with the 
researchers in developing improved presentation formats in 
the next phase of the project. These volunteers were orga-
nized into work groups that reviewed the findings from the 
initial round of interviews with the investigative team, pro-
vided suggestions regarding candidate formats that could 
be used to improve presentation approaches, and helped 
pilot the internet survey.7 In this way, research participants 
had the opportunity to evolve into research partners, pro-
viding critically important input throughout the process.

The implementation and dissemination of findings is 
another area in which stakeholder partnership is particu-
larly valuable. For example, several of our stakeholder part-
ners have an advocacy background, which can be quite use-
ful for conveying the project’s results in a compelling way. 
Other stakeholders, such as journal editors, are in a posi-
tion to act directly to implement the study findings by, for 
example, adding best practices for presenting PRO data 
to their journal’s author instructions. Notably, some of the 
skills stakeholders bring come in addition to their role as 
stakeholders. For example, one of our patient stakeholders 
has a background in marketing, and this marketing exper-
tise (completely separate from his patient experience) has 
helped the research team think about how to present data 
to broad audiences in a meaningful way.

In summary, this project has implemented stakeholder-
driven approaches to address an important barrier to 
patient-centered cancer care. Several key lessons in stake-
holder engagement have emerged from this experience. 
It is important to identify the key constituencies early 
on in the process. Involving stakeholders from the start 
enables them to play important roles in every aspect of 
the study, starting with study design conception. There 
are also innovative ways to integrate stakeholders in 
study conduct, such as our work groups of research par-
ticipants who volunteered to partner with the research 
team to develop improved data presentation approaches. 
Implementation and dissemination is another area where 
stakeholders, based on their background and connections, 
can play a critical role. Throughout the process, it is valu-
able to challenge the project to obtain perspectives from 
as broad a range of stakeholders as possible. Finally, stake-
holders have expertise beyond their stakeholder roles, and 
these skills can be quite valuable to the overall research 
agenda. In this project, our partnership with stakehold-
ers has helped improve the presentation of PRO data to 
patients and providers, thereby improving the patient-
centeredness of cancer care.
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