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“It’s so appealing 
to be able to give 

parents tools 
that are easy to 
understand and 
visual instead of 
dense medical 

jargon.”
 Nerissa Bauer, MD, MPH 
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Innovative Strategies for Patient Engagement and Research Design

Introduction

The mission of indiana children’s health services Research (chsR) is to improve 
the health and health care of children by developing and applying the best scien-
tific evidence and methods available. chsR examines how children get access to 
health care and searches for solutions to health services issues in order to find the 
best possible health outcomes for children. some of chsR’s main goals are to iden-
tify the most effective ways to organize, manage, finance, and deliver high quality 
care to children.

in order to achieve these goals, a primary objective for health services researchers 
is to discover and develop research and evaluation methods that will produce the 
best outcomes for patients, practitioners, and populations. a recent trend in health 
research has been to utilize input directly from patients through a method called 
patient engagement.
 
Patient-Centered Outcomes Research

in 2010, as part of the Patient Protection and affordable care act, the Us con-
gress established the Patient-centered Outcomes Research institute (PcORi), 
which mandated to “improve the quality and relevance of evidence available to 
help patients, caregivers, clinicians, employers, insurers, and policy makers make 
informed health decisions.”1 specifically, PcORi was authorized to fund compar-
ative effectiveness research (cER). Patient-centered outcomes research (PcOR) 
and cER fit squarely into the aims of health services research, and are a fast-grow-
ing methodology when researchers consider how practitioners can deliver high 
quality care. 

PcOR operates under the premise that research is more likely to improve the care 
of patients if they and other key stakeholders are involved in all aspects of the 
research.2 For instance, if the object of a research project is to develop an effec-
tive method for pediatricians to use when treating teenage patients with diabetes, 
engaging teenagers, parents, and even teachers would help researchers, especial-
ly those who may not have extensive first hand interaction with kids in that age 
group. The researchers can use the feedback they receive from actual patients in 
order to develop a system that will best meet those patients’ needs.
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The challenge with patient-centered outcomes research is to find a method that allows a researcher and a member 
of the community to communicate in a way that is mutually beneficial. Researchers are rarely trained interact 
effectively with community members. They also are often so immersed in their own specialties they don’t know 
how to explain key points in a meaningful way. Meanwhile, patients and community members could come from 
many different backgrounds, with varying degrees of prior knowledge. Differences in cultures, education levels, 
communication styles, interpersonal skills, and age can create potential hurdles for researchers trying to involve 
patients and the community directly in research design. Thus the researcher must find an approach that will clearly 
communicate what he or she is looking for and garner appropriate community responses. 

The idea of involving both design research experts as well as patient or community stakeholders in solving this 
problem emerged from a fruitful collaboration between Dr. sarah Wiehe, chsR faculty, and her visual commu-
nications colleague from herron school of art & Design, helen sanematsu, MFa. Ms. sanematsu’s approach em-
ploying  strategies from human- (or user-) centered design research and service design was a novel idea in health 
research and it resulted in tangible solutions to Dr. Wiehe’s research problems at the time. What emerged was a 
very productive and innovative partnership between indiana University school of Medicine and herron school 
of art and Design, working together to communicate medical or health services concepts in a way that would be 
accessible to community members through visual media. 

The Service Design Technique

The Patient Engagement core (PEc) was born out of a 5-year, multi-project federal grant funded by the agency 
for healthcare Research and Quality (Pi: Dr. aaron carroll). The core utilizes designers to bridge the communi-
cation gap between patients and researchers. Members of the core work to instill patient-centeredness into health 
services research using design techniques. They collaborate with patients and other invested laypersons in order 
to adapt study methods and protocols in a way that maintains the integrity of the research but makes them more 
relevant to the specific study population.3  The PEc aims to engage patients at every step of the research process: 
study design, research methods, implementation, and post-implementation, where they focus on providing infor-
mation to the entire patient population. 

The design team worked with patients to craft a visual explanation of a study on pharmaco-
genetics that would be easy for participants to understand.



The Patient Engagement Core’s visual design team crafted a set of pamphlets that would attract the attention of 
parents of children with ADHD for Dr. Bauer’s ADHD Group Visits Program.

specifically, the design team works directly with actual patients and community members to help health services 
researchers design effective research tools, as well as useful, patient-friendly “products” for practitioners. They 
have worked with a variety of clients in chsR and our sister organization Pediatric and adolescent comparative 
Effectiveness Research (PacER), on topics including diabetes, aDhD, and pharmacogenetics.

How It Works

When a principle investigator (Pi) has a study, and is interested in making it community-based participatory 
research, he or she will contact the Patient Engagement core (PEc). The PEc team then invites community 
members, often patients or parents of patients relevant to the field of the Pi’s research, for a “generative session.” 
These sessions are similar to a focus group, in that they request input from the community members present, but 
they are more collaborative and substantive. Everyone present is encouraged to provide honest input, participating 
in a back-and-forth with the leaders of the design team who run the sessions. The goal of these sessions is to 
generate strategies on how to make aspects of the Pi’s research more relevant to the people he or she is targeting 
in the study.

after the generative sessions, the design team presents the client Pi with one or more deliverables. These deliverables 
are often tools the he or she may use to conduct human subjects’ research, such as a visual aid research technicians 
can use to help conduct interviews with study participants. The design team’s deliverables have proven extremely 
effective for study teams because rather than simply instructing researchers to improve peer recruitment skills, 
they provide tools that will help them accomplish these tasks. 

Tools like these are successful because engaging patients in generative sessions allows those who will benefit from 
the deliverables to provide input into what is information is communicated clearly and what is not.  Visual design 
research specialist Dustin Lynch explains, “There is a disconnect between research and the community…We want 
grass roots research, we want people to invite science to solve problems that are important to them. We’re able to
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do that by introducing the community to the process of research by involving them, 
reminding them that they are the experts of their lives and they have information 
that makes them not subjects of research but partners in it.”

chsR faculty member Dr. nerissa Bauer, recently appointed as associate director 
of the PEc, has seen great success as a client. Dr. Bauer says she has been im-
pressed with the visual design team’s ability to take an idea and translate it into a 
product that is understandable to both families and providers. “it’s so appealing 
to be able to give parents tools that are easy to understand and visual instead of 
dense medical jargon,” she says. in fact, after working with the PEc, she finds it 
difficult to conduct research without the use of visual communications, because it 
has proven so effective. 

Utilizing visual design and communication is especially beneficial in the field of 
health services research, where patient-centered outcomes are an inherent goal. To 
date, the Patient Engagement core has five fully completed projects and seventeen 
in progress, but that is only the beginning. The visual design team has expanded 
from two to four designers, and currently they have three funded grants, eight 
grants under review, and five more in development. When Dr. Wiehe began the 
PEc two years ago, her goal was to assist up to ten investigators per year. however, 
the unique methods and positive results have made the core very popular, and Dr. 
Wiehe speculates they will serve nearly double the number of projects as the orig-
inal goal. she says the tremendous demand results from investigators appreciating 
the value of engaging patients in a tangible way to address research challenges, a 
service they are often unable to provide for themselves. 
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