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“Working with the Patient Council over the last
year has brought forth many important ideas

and recommendations for how ICER can improve
our engagement with patient communities. The

Council’s thoughtful review of the existing
process and accompanying materials has

identified opportunities to expand ICER’s reach
while also translating our work to a patient and

lay audience. We are privileged to learn and
grow from the guidance provided by the Patient
Council and are proud of the updates made thus

far. This groundwork will be invaluable as we
strive to hold patients at the center of all we do.”

--Cat Koola Fischer, MPH
ICER’s Director of Patient Engagement and 

Co-Chair of the Patient Council



The Institute for Clinical and Economic Review (ICER) is a non-profit that conducts research on how

well prescription drugs and other treatments work for patients and what a fair price should be.

Introduction to ICER
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ICER conducts health technology assessments - a research process that evaluates how much added benefit a
new treatment brings to patients when compared to existing options.

ICER wants the price of treatments to match the benefits that patients and families receive. Treatments that
work really well should cost more, while treatments that don’t work as well, should cost less. Treatments that
are fairly priced should be easy for patients to access.

To do this, ICER works with patient groups, patients and caregivers, clinicians, insurers, and
manufacturers to understand the added benefit of the new treatment. Our work is
transparent and publicly available on our website, icer.org.

To remain independent, ICER receives the majority of our funding from nonprofit
foundations to ensure that our research is free from conflicts of interest. We list
all our sources of funding here.

ICER is working toward a health care system that can provide all patients access to the

treatments they need at prices everyone can afford.

ICER’s Work

ICER’s Goal

ICER’s Public Process

ICER’s Independent Funding
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In July 2023, ICER announced the creation of a Patient Council to advise on ICER’s patient engagement strategy, outreach, and process for input into
drug reviews and broader initiatives. The Council comprises patient representatives with a range of expertise on health technology assessment (HTA)
and engaging with ICER, offering a variety of perspectives for evaluation of the ICER process. 

Establishing the Patient Council’s formal governance, role, and responsibilities were made in consultation with Jean Mossman, who has international
expertise in HTA. Jean served as the independent facilitator between ICER and the Patient Council members in the early phase of Council development.
Having a neutral facilitator was critical to allow the Council members and ICER to independently voice expectations and concerns, and co-create an
action plan for the Patient Council that met the needs of both parties.

Background

Meet the Patient Council

TIFFANY WESTRICH-ROBERTSON
Patient Council Co-Chair; 

CEO, International Foundation for
Autoimmune & Autoinflammatory

Arthritis (AiArthritis)

REV. TAMMIE DENYSE
Cofounder & President,
Carrie’s TOUCH Breast
Cancer Organization

ISIAH C. LINEBERRY
Executive Director, 

Harrisburg Family Health Care

RICHARD PEZZILLO
Executive Director, 

New England Hemophilia
Association

DINA THACHET
Board Member & Patient Advocate,

Lupus and Allied Diseases
Association (LADA)



Process Evaluation
Evaluate ICER’s current process of patient engagement to identify opportunities for
improved communication and participation

Patient Council Objectives

Diversity & Inclusion
Ensure that the ICER HTA process includes a diversity of experiences

Accessibility

Review ICER’s Patient Portal and public-facing documents to ensure accessibility
and inclusivity
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The main objective of the Patient Council is to help patients and the public understand the value and
impact of their involvement, and improve the diversity of people that are included and heard in the
process of the evaluation of health treatments. The Council aims to achieve this in three key ways:



Objective OutcomeActivity / Project

Supplement patient group onboarding
process with an abbreviated guide

Created a shorter Introduction to ICER
guide pulling in key information from the

full onboarding slide deck

The new guide is now shared with every
outreach email to provide patients a quick
way to learn about ICER before joining an

introductory call with Cat

Onboarding calls are much more grounded
in the “why” and better able to provide

context to ICER’s mission and why patient
input matters to our work

 Learned that videos do not receive much
engagement which helped inform a new

project to redesign the Patient Portal with
a focus on simplified text and infographics

Focus on the “why” of patient engagement
to kick off the slide deck for onboarding

new patient organizations engaging with
ICER

Understand how patient communities
are engaging with ICER’s online Patient

Portal

Added a new first slide to the onboarding
deck to introduce why ICER was inviting
patients into our process before diving

into the details

Worked with Google Analytics to monitor
Patient Portal engagement and gain
insights into which tabs and type of

content receive the most clicks
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Measuring Progress:
Process Evaluation

COMPLETE

IN
PROGRESS



Measuring Progress: 
Diversity & Inclusion
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COMPLETE

IN
PROGRESS

Objective OutcomeActivity / Project

ICER’s Director of Patient Engagement
provided an HTA 101 lecture to the

Knowledge=Empowerment Classroom with
participants from the AiArthritis community

Expand ICER’s reach to new 
patient audiences 

Relaunched ICER’s Instagram account to
more clearly & effectively educate on our
mission, opportunities for engagement,

and impact of patient input

Educated on the context and goals for HTA in
the US among patients with diverse experiences

with diseases, treatments, & accessing care

Instagram (IG) allows for engagement with a
more diverse patient and lay audience than

ICER typically interacts with for drug reviews;
IG posts have allowed ICER to inform people
who are younger or may never have heard of

ICER before

Leveraged the Patient Council network to
invite patients and caregivers to

participate in ICER reviews

For the sickle cell disease review, a Patient
Council member connected ICER with a

caregiver who delivered an oral comment at our
public meeting



Measuring Progress: 
Accessibility

Objective OutcomeActivity / Project

Revise existing process guides to be more
patient-friendly

Updated the language and phrasing in our
“Share Your Lived Experience” and

“Respond with Feedback to ICER’s Work”
guides to be more accessible

Develop a patient-friendly summary to
accompany every ICER report

Refresh ICER’s Patient Portal to be more
visual and accessible

Created the ICER Snapshot to highlight key
findings and convey impact of patient

engagement on every report
(COPD example)

Provided feedback on the content, layout,
design, and goals of the Patient Portal to
inform the redesign of the landing page

Consistently shared these updated guides at
the start of the review process to increase

understanding and participation 

Received very positive feedback from involved
patient groups; patients in global settings

shared that they appreciate ICER taking this
step to translate our findings to a 

patient audience

We hope the revamped Patient Portal will lead to
increased engagement with our website and

increased understanding of how to participate
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COMPLETE

IN
PROGRESS



Patient-facing
materials reviewed

5
The Patient Council reviewed the following
patient engagement materials and provided
feedback:

Onboarding slides for new patient groups1.
Introduction to ICER guide2.
Share Your Lived Experience guide3.
Respond with Feedback to Our Work guide4.
The ICER Snapshot template5.

Patient Council Summary Report

Patient Portal
recommendations

made

3
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Since the official launch of the
Patient Council, Council members
attended four virtual meetings
(July 2023, October 2023,
December 2023, March 2024)
and one in-person meeting at the
ICER Office in July 2024. 

 Meetings
attended

5

Conference
presentation

mentions

2 ICER’s Director of Patient Engagement, 
Cat Koola Fischer, presented on the role & impact
of the Patient Council at the conferences below:

2024 Patients as Partners in Clinical Research 
2024 Health Technology Assessment
International (HTAi) Annual Meeting

The Patient Council provided
feedback on ICER’s Share Your
Story Form, suggested ways to
track patient community
engagement on ICER’s Patient
Portal, and offered guidance on
how to restructure the Patient
Portal and refresh the landing page. 



The Patient Council aims to include an added focus on patient engagement related to ICER’s policy
initiatives such as patient contributions to ICER’s policy roundtables (during the public meeting) and
resulting policy recommendations (in the Final Evidence Report). The Council also hopes to advise ICER’s
approach to engaging patients in its annual Barriers to Fair Access report. 

Patient Council members will continue to evaluate existing processes and guide strategic adaptations,
advise the redesign of ICER’s Patient Portal, and leverage their advocacy networks to facilitate further
opportunities for ICER to introduce its work and patient engagement process. 

Following the 2024 Patient Council Summit, all Council members renewed their

commitment to the current objectives of process evaluation, diversity & inclusion, and

accessibility as they continue to advise ICER’s Patient Engagement Program. 

Patient Council’s Action Plan for 2024-2025

Looking Forward
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www.reallygreatsite.com
hello@reallygreatsite.com
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Group photo from 2024 Patient Council Summit in Boston, MA 

@reallygreatsite

ICER’s Patient Council members -- Tiffany Westrich-Robertson,
Rev. Tammie Denyse, Isiah Lineberry, Richard Pezzillo, and Dina
Thachet -- for their time, expertise, and strategic guidance on
ICER’s patient engagement program
Kathleen Arntsen, President and CEO of the Lupus and Allied
Diseases Association, Inc., who helped recruit all of ICER’s Patient
Council members
The Patrick and Catherine Weldon Donaghue Medical Research
Foundation for grant funding to support Patient Council activities
Cat Koola Fischer, ICER’s Director of Patient Engagement and Co-
Chair of the Patient Council, for her leadership and facilitation of
Patient Council activities, and for designing and authoring the
2024 Progress Report
Sarah K. Emond (ICER’s President and CEO), Ellie Adair (ICER’s
COO), Kelsey Gosselin (ICER’s Program Director), Priya Ranade
(ICER’s Director of Communications and Digital Strategy), Becca
Piltch (ICER’s Program Manager), and Grace Ham (ICER’s Senior
Program and Events Coordinator) for their participation, guidance,
and support during Patient Council meetings

ICER would like to thank the following individuals
and groups whose contributions and support have
made the 2024 Progress Report possible:

ICER’s Website

Weekly Newsletter

@icer_review

Left to right: Dina Thachet, Isiah Lineberry, Tammie Denyse, Cat Koola Fischer, 
Tiffany Westrich-Robertson


