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Case Study
Identifying Relevant Stakeholders
Dr. Dermis is a clinical professor in the Department of Human Oncology at Big
University. Her research interest is reducing the incidence of malignant
melanoma in men. In her first study (1-year pilot study), she wants to learn:
 What helps men follow recommendations for skin cancer prevention?
 What barriers keep men from following the recommendations?
Her study will involve focus groups and an online survey with a sample of male
patients from the Big U. academic health center. Which stakeholders seem most
relevant for her at this stage of her research?

Several years and several studies later, Dr. Dermis decides to focus on
melanoma prevention in the construction industry, and she plans to submit a
proposal for 3 years of funding. She plans to work with several major
employers to conduct interviews with upper management, occupational health
nurses, and work crew supervisors to learn about organizational practices
related to melanoma prevention. Which stakeholders could be helpful to her as
she designs and conducts this study?

Considering Dr. Dermis’s research interests, generate an idea for a study that
would involve payers, purchasers, and/or product makers as stakeholders in
her research.
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Exemplar
Methods of Stakeholder Engagement and Examples of Stakeholder Input
Dr. Gretchen Schwarze in the UW-Madison Department of Surgery and her
research team are developing and testing a tool to support patient decisionmaking related to high-risk surgery. In funded research over the past 5 years,
the team has engaged patient stakeholders using various methods to gather
input into the design and conduct of studies.
Meetings with an existing community advisory board (the CARDS®)
Dr. Schwarze participated in 3 meetings (2012, 2015) with the CARDS to obtain
feedback on study materials, including:
• Personalized patient recruitment letter from patient’s physician
• Introduction and questions for patient focus groups; script for a video to
use in focus groups (video portrayed a patient-physician discussion)
• Content and design of question prompt list for patients
• Letter from surgeon to patient encouraging use of a question prompt list
(enclosed with letter) at next clinic visit
Meetings with Patient Advisory Committee
In 2014, with funding from ICTR, Dr. Schwarze and her team developed a
Patient Advisory Council (PAC) of patients and family members who had
experience with high-risk surgery. The PAC met monthly with the research team
2014-2015 to provide input on study design, including
• Identification of surgical outcomes that matter most to patients
• Identification of patients’ informational needs related to decisionmaking
• Content and design of patient decision aid (brochure)
Meetings with Patient and Family Advisory Committees
With funding from the Patient-Centered Outcomes Research Institute, the
research team developed Patient and Family Advisory Councils at 5 sites to
support a study testing the effectiveness of a patient decision aid (2016 –
current). The PFACs meet quarterly to advise Dr. Schwarze on broad issues
related to study recruitment and implementation; each PFAC also advises its
local research team on site-specific issues. Representatives from each PFAC
meet annually with the study investigators and coordinators to review study
progress and problem-solve challenges.
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Examples of UW-Madison Research Involving Stakeholder Engagement
PI, Dept.

Project Goal

Engagement Methods

Burnside,
Radiology

Develop tools to support women’s decision-making
about mammograms

Chui,
Pharmacy

Redesign community pharmacies to prevent OTC
medication misuse by older adults

Patient Advisory Committees
(women 40-49; women 65 and
older); Community Advisors
on Research Design and
Strategies (CARDS)®
Two Stakeholder Groups
(older adults; pharmacy staff);
CARDS®

Gretebeck,
Nursing

Tailor and implement community-based exercise
program for older adults at rural and urban sites

CARDS®; site-specific
Community Advisory Boards

Johnson,
Cardiology
Liu,
Ophthalmology

Develop website with information and resources
for young adults with hypertension
Implement a teleophthalmology program at a rural
health care clinic

CARDS®

Pitt,
Surgery

Develop research and tools to support patient
decision-making about treatment for papillary
thyroid microcarcinoma
Safdar,
Develop stakeholder-driven agenda for research on
Infectious Disease healthcare-associated infections (HAIs)
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Patient Advisory Group; clinicbased multi-stakeholder board;
existing committee; CARDS®
Patient and Family Advisory
Board; Clinician Advisory
Board; CARDS®
Patient interviews; Patient
Engaged in Education and
Research (patient advisory
board); Institutional Advisory
Board; joint meetings w/both
boards; CARDS®

Areas of
Stakeholder Input
Usability of paper, webbased decision aids;
patient informational
materials on
mammography
Redesign of pharmacy
layout, aisle displays to
encourage consultation
with pharmacist
Recruitment materials;
advice on program
sites; program manuals
(participant and
instructor)
Website design,
content, navigation
Barriers to use of
teleophthalmology;
implementation plan
Development of
research and patient
educational materials
Development of
research questions on
prevention, treatment
of HAIs
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Project Overview
****************************************************************************************

Who am I? (Name, School or University Name, Department, Position)
Name:
School or University:
Department:
Position (faculty, student, research staff):

What is my contact information?
Telephone Number:
Email:

What is the name of my project? (Provide a “plain language” title that most people would
understand.)

What is the main goal of my project? (What do you hope will be better or different as a
result of this project?)

Why am I personally interested in this project?

Who do I want to participate in my project?
Age range:
Race/Ethnicity:
Other:

What will people in my project be asked to do? (Brief description. Limit to 3-4 key
points.)

Why might people want to participate in my project? (Payment for participation,
medical services, educational information, chance to help others, chance to socialize, etc.)
Adapted from Kaiser, B. L., Thomas, G. R., & Cox, E. D. (2016). Hard-to-reach patient stakeholders: An
engagement guide (HARPS). Available at https://www.hipxchange.org/
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What kind of help or support would I like to get from your Community Center?
 Post recruitment materials at the Center (attach sample)
 Speak with staff about recruitment strategies
 Provide space for project activities
 Write letter of support for grant application (attach draft)
 Service Learning Project/Internship
 Other (please describe):

When do I want this help or support?

What kind of help or “compensation” can I offer your Community Center in
return?
 Financial compensation for staff time or facility use
 Donation of goods
 Donation of services/time
 Collaboration on grant or grant-writing
 Other (please describe):

How did you learn about the Center?
 Referred by (fill in name):
 Other (please describe):

Adapted from Kaiser, B. L., Thomas, G. R., & Cox, E. D. (2016). Hard-to-reach patient stakeholders: An
engagement guide (HARPS). Available at https://www.hipxchange.org/
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June 1, 2017
Jane Doe, PhD, RN
UW-Madison School of Nursing
701 Highland Ave.
Madison, WI 53705
Dear Dr. Doe:
I am pleased to confirm my role as a consultant on your grant application. I am
very supportive of the goals of your work and appreciate this chance to be
involved in this important study.
I look forward to working with your team over the coming years to ensure the
success of your project. I truly believe your project can make a big difference in
our community.
I look forward to this opportunity to help out on this grant and am eager to
work with your team.
Sincerely,
John Smith
Director of Community Outreach
Local Community Center

Wisconsin Network for Research Support
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May 1, 2017
Jane Doe, PhD, RN
UW-Madison School of Nursing
701 Highland Ave.
Madison, WI 53705
Dear Dr. Doe:
I am pleased to confirm my role as a consultant on your grant to the UW-Madison
Institute for Clinical and Translation Research, titled “Innovative Methods in
Community Engagement.” I am eager to support the goal of this project to bring
into the research enterprise voices of community members too often excluded
from medical research planning and implementation.
In my role as Director of Community Outreach at the Local Community Center, I
am in daily direct contact with people who use our Center services. Every day, I
see the impact of health disparities. Although I often see flyers for important
health research studies at our Center, I worry that the scientific language
commonly used in recruitment flyers is off-putting to people in our community. I
think your project will go a long way towards helping us understand how to more
effectively engage under-represented groups.
As you saw during your recent visits to our Center, we offer a variety of programs,
such as parenting support groups, women’s empowerment circles, senior meals
and a weekly food pantry. I appreciate the time you spent getting to know our
center. It was particularly valuable for you to come to our staff meeting to explore
how we can work together so this project is a real win-win for both of our teams.
I look forward to the monthly meetings with your team to coordinate our efforts
on this project. I am eager to offer feedback on project materials for lay audiences
and to work with your staff to recruit participants from our Center. Staff at Local
Community Center are excited about this opportunity for the people we serve,
and we look forward to working with you and your team over the next three years.
Sincerely,
John Smith
Director of Community Outreach
Local Community Center
Wisconsin Network for Research Support
https://winrs.nursing.wisc.edu/

Stakeholder Advisory Committee Recruitment Flyer

Want to get paid to give advice?

					

We are looking for people to join our
Stakeholder Advisory Committee
to support (type of) research
Who are we looking for?
People in the (Madison area) who would like to share their ideas and opinions with University of
Wisconsin-Madison researchers
Why do we need your help?
To help UW-Madison researchers understand how to make (insert study focus) research projects
better
When do we meet?
(meeting time/date)
Where do we meet?
(location) We can help with transportation and childcare, if needed.
What does being on the committee involve?
• Complete a x-hour training
• Come to at least xx meetings during the year
• Get to meetings on time; stay for the whole meeting
• Listen and share your ideas
What will you get out of this?
• $xx for each meeting you attend
• Opportunity to give advice to researchers at UW-Madison
• Snacks at each meeting
Who should you call to get more information?
(contact info)

Adapted from Kaiser, B. L., Thomas, G. R., & Cox, E. D. (2016). Hard-to-reach patient stakeholders: An engagement guide (HARPS).
Available at https://www.hipxchange.org/

Please join our new Diabetes Quality Care Team
We invite you to join our new Diabetes Quality Care Team at Mile Bluff Medical Center (MBMC).
The team’s goals are to:
(1) Increase diabetic eye screening rates at MBMC to 70% (90th-percentile nationally)
(2) Streamline teleophthalmology referrals at MBMC
Your perspective and opinions can really make a difference!
Who will be part of the team?

MBMC primary care providers, patient care team members, and
teleophthalmology staff

What will the team do?

Work with a Quality Improvement facilitator to design a primary care
workflow to improve diabetic eye screening rates

How often will the team meet? Meet 2-3 times (1 hour per meeting) in May/June 2017
(meeting time to be determined by team members)
Where will the team meet?

Mile Bluff Medical Center

Will there be food?

YES!

Might you be interested in joining our Diabetes Quality Care Team? (If yes, we will follow-up with
you to answer any questions and to schedule a meeting time convenient for team members.)
 Yes
Your Name:

 No

_____________________________________________________
 Email ________________________________________

Preferred Contact:
 Phone ________________________________________

Timothy Bjelland, DO
Chief Medical Officer
Mile Bluff Medical Center

2870 University Ave., Ste. 206
(Used with permission of Dr. Yao Liu)

Yao Liu, MD
Director, UW Teleophthalmology Program
UW School of Medicine and Public Health

Madison, WI 53705

T(608)263-1481

F(608)263-7694

(Used with permission of Dr. Aleksandra Zgierska.
Study funded by Patient-Centered Outcomes Research Institute,
protocol OPD-1601-33860.)

Research project:
Mind-Body Therapies:
What works best to reduce chronic back pain?
We are looking for 10 adults to join a Patient Family Advisory

Committee (PFAC) and give us advice on this research project.
PFAC members must:
• Have experience taking opioid medications for chronic low back pain
OR
• Have experience living with someone taking opioid medications for chronic
low back pain
What does being a PFAC member involve?
 Come to 2-3 meetings a year
 Be willing to share your ideas and opinions with University of Wisconsin-Madison
researchers
 Give advice on how we can improve this research project and share what we learn
 Use email to communicate with research staff between meetings
When and where does the PFAC meet?
 Meetings will start in March 2017 (5 year project)
 Each meeting will be about 2 hours long (afternoon or early evening)
 Meetings will take place in Madison, WI, at a location on a bus route.
What are the benefits of being a PFAC member?
 Earn $125 for each meeting you attend (up to $250-375/year)
 Learn more about chronic low back pain
 Contribute to research on improving treatments for chronic pain

Want to get more information about the PFAC?
Contact our Project Manager, Cindy Burzinski by
Wednesday, January 18, 2017 at 608-262-6549 or
cindy.burzinski@fammed.wisc.edu

Cindy Burzinski

Patient Advisory Committee (PAC) Orientation Meeting
Sample Agenda with Objectives – 90 minute meeting
Activity
1

2

3

Content
Welcome, introductions,
opening question

Project goal; Role of PAC
members; Roles of other
project advisory boards (if
relevant) and project staff

Working together

4

Effective communication

5

Give feedback on
research materials

6

PAC meeting process;
Membership Agreement

Time

Objectives

o Begin to establish group environment
(non-hierarchical, respectful, etc.)
:20
o Start to create group bonds
o Enable PAC members to describe
project goal and PAC role comfortably
and accurately
:10 o Define various stakeholder groups and
clarify how stakeholder groups and
project staff will interact
o Allow all PAC members to share ideas
and suggestions
:10 o Establish norms for respectful
communication as a group
o Distinguish effective feedback on
research materials and processes from
:10
ineffective feedback
o Experience “typical” PAC work
:25 o Practice giving effective feedback
o Clarify steps for attending PAC meetings
and typical structure of meetings
:10 o Clarify mutual responsibilities of project
team and PAC members
o Reflect on usefulness, quality of meeting

7

Meeting evaluation

:05

<insert department logo>

Membership Agreement
<Name of Stakeholder Group>
<Project Name>

Thank you for agreeing to serve on our <stakeholder group>! This agreement explains our
responsibilities to you and your responsibilities as a member of the <stakeholder group>. Please read
the agreement carefully. If you understand and agree with all of the responsibilities, please sign at the
bottom of the page.
I understand that the research team will
• Send me an agenda before <stakeholder group> meetings
• Lead focused discussions at meetings
• Make sure that everyone has a chance to contribute at meetings
• Pay me <amount of stipend> for each meeting I attend
• Give me feedback on my participation as a <stakeholder group> member
I understand my responsibilities related to <stakeholder group> meetings. I will:
• Let <engagement coordinator> know at least 1 day before the meeting if I can come or
not
• Do my best to attend most <stakeholder group> meetings during the project
• Let <engagement coordinator> know as soon as possible if:
o I will be late to a meeting
o My contact information changes (address, phone numbers, email)
• Arrive on time and stay for the entire meeting.
• Participate fully in discussions at meetings
• Treat all of the <stakeholder group> members, members of the research team, and guests at
meetings respectfully
I understand my responsibility to protect the confidentiality of <stakeholder group> members.
I will:
• Not share <stakeholder group> members’ names, addresses, phone numbers or other
identifying information with people outside of our group or on social media.
I understand that my membership in the <stakeholder group> may end for any of these
reasons:
• I miss more than one <stakeholder group> meeting without notice.
• I do not live up to all of the responsibilities listed above.
I have read the responsibilities. I understand them and agree to them.
Name ________________________________________________________________
Signature ______________________________________

Date ________________

Adapted from Kaiser, B. L., Thomas, G. R., & Cox, E. D. (2016). Hard-to-reach patient stakeholders: An engagement
guide (HARPS). Available at https://www.hipxchange.org/

Budget Issues for Stakeholder Engagement
CATEGORY
Recruiting Advisors

GOAL
Identify and connect with potential
stakeholder advisors

Project staff time

Clinic staff time

Staff time to: manage
training logistics,
develop tailored
training, deliver and
evaluate training
Room rental
Communtiy liason time
Food

Transportation

22

QUESTIONS

Who will develop recruitment
materials? Who will review
these materials? Who will
make final decisions on
content and format?
Do I need to connect
with people outside the
UW to reach my target
stakeholders? Who? Will I
build on existing relationship
or initiate a new relationship?
Will I have clinic staff recruit
stakeholders for me?
What materials and methods
will be most effective to reach
my target stakeholders?

Community Center
staff time

Recruitment material
costs (mailings, web
site, DVDs, printing,
etc.)
Training/Orientation

COST

Help stakeholders understand role
and prepare them for success
Who will develop training or
adapt existing training? Who
will print, collate training
materials for facilitators,
stakeholders? Who will
schedule training, reserve
space, arrange for food?
Where will the training/
orientation be held?
Do I need help/support from
staff outside the UW?
How long is the training?
What time of day? What
kind of refreshments are
appropriate?
Will stakeholders need help
with transportation? Does
location have easy parking?
Do I need to cover cost of
parking? Is training site
easily accessible by public
transportation?

Budget Issues for Stakeholder Engagement
CATEGORY
Childcare

GOAL

Equipment, supplies

Ongoing Meetings

Staff time to:
manage project
logistics, plan and
facilitate stakeholder
meetings, maintain
communication with
stakeholders, troubleshoot issues
Room rental and
equipment
Community/clinic
liason time (Think
creatively about what
you can give back to
partner organizations.
See Project Overview
handout.)
Food
Transportation
Childcare
Technology

COST

QUESTIONS
Will stakeholders need help
with childcare? Can someone
provide on-site care?
Will I have printing costs for
training materials? Will I need
flip charts or a white board?
Will I need other supplies
(pens, markers for flip chart,
note cards, name tags)?

Run meetings that produce
meaningful results for all involved
Who will handle meeting
logistics? Who will be develop
meeting agendas and
appropriate activities? Who
will maintain communciation
with stakeholders? Who will
facilitate meetings?
See questions above
Do I want outside help with
ongoing group support managing RSVPs, setting up
childcare/transportation,
etc.?
See questions above
See questions above
See questions above
Will I use phone/video
conferencing for meetings?

From Kaiser, B. L., Thomas, G. R., & Cox, E. D. (2016). Hard-to-reach patient stakeholders: An engagement guide (HARPS). Available at
https://www.hipxchange.org/
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