
On Friday, September 6, 2019, the National 
Health Council (NHC) convened a training for 
patients and patient organizations to learn about 
value assessment. Eleanor Perfetto, PhD, MS, 
Executive Vice President, Strategic Initiatives at 
the NHC, welcomed attendees and provided an 
overview of the day. The main objective of the 
conference was to introduce staff and members 
of the patient community to value assessment 
in the US, emphasizing inclusion of the patient 
voice and use of value assessment findings. 
The learning objectives were that attendees be 
able to: explain important terms related to value 
assessment, identify the role and impact of value 
assessment in the US health care system, describe 
opportunities for patient engagement, understand 
where to find value-assessment resources, and 
communicate the importance of patient engagement 
in value assessment to one’s own organization.

To begin the day, Elisabeth Oehrlein, PhD, MS, Senior Director, Research & Programs 
at the NHC, described the emergence of value frameworks in the US and value 
assessments in the current health care environment. Examples of value assessment 
bodies include: the American Society of Clinical Oncology, the National Comprehensive 
Cancer Network® (NCCN), and the Institute for Clinical and Economic Review (ICER). 
Dr. Oehrlein highlighted that patient perspectives and patient-centered evidence need 
to be incorporated into the reviews and reports these organizations release. Next, Joey 
Mattingly, PharmD, MBA, PhD, provided a primer for patient audiences on important 
terms related to value assessment. Dr. Mattingly introduced terms such as efficacy and 
effectiveness, comparative effectiveness, preference versus utility, the quality-adjusted 
life year (QALY), and cost effectiveness. For those unable to attend, online versions of 
presentations explaining these concepts are available in the NHC’s online educational 
series, In the Pursuit of Value: An Introduction to Health Economics and Value 
Assessment.

Back to School with the NHC:
 Patient Community Training 

on Value Assessment 
Executive Summary

Elisabeth Oehrlein, PhD, MS, Senior Director, Research 
& Programs at the NHC, described the emergence of 
value frameworks in the US and value assessments in the 
current health care environment.

This training was funded through a Patient-Centered Outcomes Research Institute® (PCORI®) Eugene 
Washington PCORI Engagement Award (8620-NHC).

Disclaimer: The views presented in this report are solely the responsibility of the speakers and do not 
necessarily represent the views of the Patient-Centered Outcomes Research Institute® (PCORI®), its Board of 

Governors, or Methodology Committee.

1

https://www.nationalhealthcouncil.org/nhc-educational-program-health-economics
https://www.nationalhealthcouncil.org/nhc-educational-program-health-economics


The conference then moved on to a 
panel discussion describing patient-
group experiences participating in a value 
assessment. Case studies were presented 
by Julie Block, President & Chief Executive 
Officer at the National Eczema Association; 
Anna Hyde, MA, Vice President, Advocacy 
& Access with the Arthritis Foundation; 
and Leslie Ritter, MA, Senior Director, 
Advocacy for the National MS Society. All 
three panelists described the substantial 
time commitment meaningful engagement 
in an assessment takes. They stressed 
that it is important to engage early with 
value assessors, so an organization is 
not blindsided review fidnings. If possible, 
they recommended patient organizations 
collaborate with other organizations in their 
disease areas. It is important to consider 
early on which data might be helpful to 
collect – possibly even publishing relevant 
findings in a peer-reviewed journal. While the 
process of a review is challenging, panelists 
agreed that organizations should make sure 
to submit comments on value assessments if 
they can.
 
The next panel discussed the role of value 
assessment in payer decision-making. 
John R. Miller, Executive Director of the 
MidAtlantic Business Group on Health, 
described how employers often rely on 
pharmacy benefit managers (PBMs) to 
conduct value assessments on their behalf, 
but patient groups could work with purchaser 
coalitions to develop disease-specific 
summaries, as these are also important 
for decision making. He also described the 
important role of the eValue8™ tool plays, as 
it is used by employers to define, measure, 
and evaluate health plan performance – 
their own form of value assessment. Surya 
Singh, MD, a Consultant and former CMO 
for Specialty at CVS Health, described 
how value assessments can provide useful 
input into decision making, especially for 

Annie Kennedy, Senior Vice President, Legislation & Public 
Policy at Parent Project Muscular Dystrophy, asks a question 
during the panel on patient group experiences while participating 
in a value assessment.

Participants listen as a panel discusses the role of value 
assessment in payer decision-making
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[Nothing] can substitute 
the experience of a patient 
or patient advocate… the 
patient voice matters in health 
care, and especially in value 
assessment.” 

“
- Brandi Akins, Spinal Muscular 
Atrophy (SMA) Patient Advocate



smaller organizations that do not have the resources to conduct their own analyses. 
Larger organizations, with internal research capabilities, conduct their own analyses 
but might use a value assessment as a starting point or additional resource. Leah 
Howard, JD, Chief Operating Officer at the National Psoriasis Foundation, described 
her organization’s efforts to engage payers by hosting an annual payer roundtable. Leah 
questioned the use of value assessment because, despite a favorable ICER review for 
psoriasis medications, patients still experience 
widespread utilization-management barriers. All 
three panelists agreed that value assessments 
should not limit patients’ access to treatments.
 
The training conference’s keynote was given by 
Brandi Akins. Mrs. Akins is a Spinal Muscular 
Atrophy (SMA) Patient Advocate, whose son, 
Merrick, was born with SMA Type 1, the most 
severe form of SMA. At 7 months old, he entered 
a double-blind clinical trial for Spinraza, which 
ended up being the first approved treatment for 
SMA. When Merrick passed away at 2 years old, 
Mrs. Akins continued his legacy by continuing 
to advocate for SMA. Mrs. Akins described her 
experience participating in a panel at ICER’s 
New England Comparative Effectiveness Public 
Advisory Council in March 2019 on the value 
of Spinraza for SMA patients. Many doctors in 
attendance thanked her for her testimony, as she had brought up points like reduced 
caregiver burden and reduced fear of conceiving more children as reasons why Spinraza 
was valuable. “My value is in my story; the story of my son,” was the pivotal statement 
by Mrs. Akins, emphasizing that nothing can substitute for the experience of a patient or 
patient advocate. Mrs. Akins’ testimony reinforced the main reason for the conference: 
the patient voice matters in health care, and especially in value assessment.

In the afternoon, participants 
split into one of two breakout 
sessions, depending on 
their experience with value 
assessments. Participants new 
to value assessments listened 
to a panel discussion led by 
value framework developers 
and learned about the resources 
available to help them begin to 
engage in value assessments. 
Value framework perspectives 
were presented by Jennifer 
Bright, MBA, Executive 
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It is important for patient groups to 
have a good understanding of what 
was studied and what was not studied 
in clinical trials. Identifying gaps can 
help patient groups and collaborators 
identify where they should collect 
additional data.” 

 “
- Bari Talente, JD, National MS Society

Brandi Akins, Spinal Muscular Atrophy (SMA) Patient 
Advocate, gives the conference keynote about her 
experience participating in a panel at ICER’s New England 
Comparative Effectiveness Public Advisory Council.



Director at the Innovation and Value Initiative (IVI); Sarah Emond, MPP, Executive Vice 
President & Chief Operating Officer with ICER; and Alyssa Schatz, MSW, Director, 
Policy & Advocacy with NCCN. Bari Talente, JD, Executive Vice President, Advocacy 
with the National MS Society, presented 
her own experience participating in a 
value assessment. Ms. Bright shared that 
developing a value framework is not an 
easy, streamlined process, and the IVI 
works to improve the methods of existing 
value assessments by interviewing 
patients and patient organizations to 
find out what matters most to them and 
trying to integrate those factors into the 
existing models. Ms. Schatz at the NCCN 
shared her organization’s methodology 
for creating value frameworks for cancer 
treatments, which involves evidence 
blocks, a visual way to help patients and 
doctors find a treatment course that works 
best for them. The evidence blocks can 
be changed as patients and their doctors find it necessary in their particular case. Ms. 
Schatz shared that NCCN recently added affordability as one of the evidence blocks, 
because they recognize the rising cost of treatment as an increasing concern for patients. 

Ms. Emond described how ICER takes a population-level approach when conducting 
their reviews. ICER is currently in the process of updating their value assessment 
framework for 2020 and beyond. Ms. Emond shared that ICER recognizes the 
importance of the patient perspective in their reports and will try to engage more patients 
and patient groups in the future. Ms. Talente urged attendees to make sure that the 
correct data and information are submitted and published in the reviews. It is important 
for patient groups to have a good understanding of what was studied and what was 
not studied in clinical trials. Identifying gaps can help patient groups and collaborators 
identify where they should collect additional data. 

After the panel discussion, Drs. Perfetto and Oehrlein from the NHC presented on 
resources that patient groups might find useful as they engage on value assessment. 

The final panel discussion addressed the topic of Communicating the Importance 
of Engagement in Value Assessment to your Board, Staff, and Constituents and 
was moderated by Jennifer Schleman, MPS, APR, Senior Director, Marketing, 
Communications & Public Relations at the NHC. Panelists Cat Davis Ahmed, MBA, 
Vice President, Policy & Outreach, Familial Hypercholesterolemia (FH) Foundation, 
and Kenny Mendez, MBA, President & Chief Executive Officer, Asthma and Allergy 
Foundation of America (AAFA), shared their approaches to communications. 

A panel of value framework developers discuss the resources 
available to help participants begin to engage in value 
assessments.
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Ms. Schleman asked Ms. Davis Ahmed and Mr. Mendez about how to navigated two 
different paths in communications: communicating proactively (before an assessment) 
and communicating reactively (during or after an assessment). Ms. Davis Ahmed 
described how she and her organization engaged on one of the first ICER reports and 
had to communicate about it in a reactive manner. She stressed the importance, as 
a patient advocacy organization, of being the reliable source of information for your 
specific disease area. Working 
with ICER was also an opportunity 
to spread the word and raise 
awareness about a disease like 
Familial Hypercholesterolemia, which 
is severely underdiagnosed. She 
also stressed that patient advocacy 
organizations have a responsibility 
to be at the table to communicate 
what is most important to their patient 
community. 

Mr. Mendez told attendees that 
communicating about assessments begins with relationships and transparency. He 
shared how AAFA participated in two separate ICER reviews within a span of less than 
two years. He suggested identifying internal resources, to the extent possible, to assist 
with proactive communications. For example, Board members also may be well versed 
on value assessment or related topics, so they would be a good surrogate for the 
organization’s messages. Mr. Mendez also suggested using forums such as Facebook 
live to connect with a patient community. He also recommended briefing the board, staff, 
and constituents on who ICER is and what a QALY is and what it measures. Mr. Mendez 
also made the point that it is important to engage all the way to the end of a review. While 
the process may be longer and more difficult than imagined, the goal of helping patients 
get access to the treatments they need must be kept at the forefront of everyone’s mind. 

To wrap up the day, Ms. Davis Ahmed and Mr. Mendez discussed how ICER reports 
can potentially be the only source of information that decision makers look at, so it is 
important to use proactive communication during the review process so the patient 
perspective in included. “The perception of patients is that they just want a shiny, new 
treatment no matter the cost, when in reality they just want an effective, affordable, and 
valuable treatment,” said Ms. Davis Ahmed. 

Overall, attendees reported that the day was a great success fueled by passionate 
participants and panelists as they learned how and why they should participate in value 
assessments. Interviews with our speakers and presentations from the conference can 
be found on the NHC website. 
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The perception of patients is 
that they just want a shiny, 
new treatment no matter the 
cost, when in reality they just 
want an effective, affordable, 
and valuable treatment.”

“
- Cat Davis Ahmed, MBA, 
  Familial Hypercholesterolemia (FH) Foundation
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