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Session Overview
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Overview and Introduction to Value Assessment 
◦ What is value assessment? 
◦ Why should patients engage? 
◦ What resources are available to help patients and patient groups engage?

Panel Discussion
◦ Catherine Davis Ahmed, VP, Policy and Outreach, The FH Foundation
◦ Annie Kennedy, Senior Vice President, Legislation & Public Policy, Parent Project 

Muscular Dystrophy
◦ Ashley Valentine, Co-Founder and President, Sick Cells

Q&A



What is value 
assessment? 
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Value
VALUE ASSESSMENT

Sometimes called a “Health 
Technology Assessment” or HTA
Multidisciplinary process
◦ Reviews clinical evidence 

compared to existing care

Cost effectiveness
Social and ethical impacts

VALUE FRAMEWORK

A tool used by some organizations 
to evaluate new treatments

• It produces a value assessment, 
report, or recommendation

May be used to guide 
reimbursement, shared-decision 
making, or other decisions
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Value Framework Developers or 
Value Assessment Bodies*
Organizations that conduct a value assessment using a value 
framework as a guide

5*(health technology assessment body)

US examples



Value Framework Developers or 
Value Assessment Bodies*
Organizations that conduct a value assessment using a value 
framework as a guide

6*(health technology assessment body)

US examples
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Westrich K and Buelt L. Current Landscape: Value Assessment Frameworks. Washington, DC: National Pharmaceutical 
Council; Fall 2019. Available from: https://www.npcnow.org/system/files/research/download/npc-current-landscape-
value-assessment-2019-final-web.pdf



Terms in Context Example 

8*(health technology assessment body)

Value Framework 
Developer Value Framework

Mini textbook on their 
approaches to:
• Comparative effectiveness 

research
• Cost effectiveness analysis
• Patient engagement

Methods 
applied to a 

specific 
topic

Value Assessment
• “Value” Recommendation



Why should patients  
engage?
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Value to Whom?
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Patient-Centered Value 
Assessment

Goal of patient-centered VA is for patients to have access to 
treatments they need at prices they can afford. Patient-

centered VA exists when patients have been engaged, heard, 
understood, and respected throughout the entire process, and 

their input is incorporated and guides decision-making. 
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Why Engage?
• Many assumptions go into a value assessment

◦ VA bodies may not be getting their facts straight regarding patient lived 
experiences, such as:

◦ Desired outcomes

◦ Costs

◦ Treatments

• Make these reports a source of information on their condition

• Push value assessors and the researchers to innovate
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Doctor-Patient Rights Project. https://doctorpatientrightsproject.org/dprpreports/access-denied-how-utilization-management-
protocols-can-block-access-to-life-saving-treatments/

Formulary exclusions
Prior authorizations

Step therapy
Non-medical switching

Tiered formularies

Co-pay accumulators

Patient perspectives and 
patient-centered 

evidence needs to be 
incorporated into 
decision-making

Potential Impact on Patient 
Access and Outcomes
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Tools and 
Resources
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Characteristics of Meaningful
Patient Engagement in 

Model Development 

Characteristics of 
Patient Centeredness in 

Model Development

Patient Partnership
 Direct relationships and 

partnerships are bidirectional, 
reciprocal, and continuous.

 Communications are open, 
honest, and clear. Engagement 
goals, participants, methods, 
desired impacts, and actual 
impacts are clearly outlined and 
transparent.

 Created by engaging, 
informing, and actively 
listening to people with 
chronic conditions. 

 Respectful of and 
responsive to patient 
preferences, needs, and 
values in context of their 
own social worlds.

Transparency

Inclusiveness

Diversity

Outcomes

Data Sources

High LowHigh Low

Value Model Rubric
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Planning Drafting and 
Refinement

Dissemination and 
Implementation Evaluation Update and 

Maintenance

Domains of a patient-centered 
value model
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Patient partnership

Transparency to patients

Inclusiveness of patients

Diversity of patients/populations

Patient-centered data sources

Patient-centered outcomes



Rubric Notes
• Groups support the intent behind value frameworks 
• Do not wish to waste resources on unnecessary treatments
• But, patients want information to make informed decisions on the basis 

of what is or is not valuable to them
• Rubric is intended to assist all stakeholders and support developers in 

conceptualizing plans for meaningfully engaging patients
• Rubric should be considered a guide for patient-centeredness good 

practices
• Living document, to be refined over time on the basis of feedback from 

patient, patient group, framework developer, and others
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NHC Get Ready Checklist
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A step-by-step guide for 
patient advocacy 
organizations to engage in 
the development, 
implementation, and 
assessment of value 
frameworks.



Step 1. Advance Preparation 
Search: Who are the framework developers working in your area of 
interest? 
Assess: Understand the processes of each framework-
development organization working in your area of interest.
Learn: Familiarize yourself with the developer’s website, materials, 
and past value-related work.
Investigate: What is the FDA review timeline for products in your 
disease area, and how will it impact the timeline for value 
framework development?
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Step 2. Decide Whether to Engage 
Articulate: Everyone involved 
should understand the issues.
Evaluate: Internally evaluate 
your organization’s appetite for 
engagement.
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Step 3. Consider Coalitions and 
Partnerships 
Mobilize: Bring together relevant organizations and stakeholders 
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Step 4. Refine Your Strategy 
Assemble: Your strategy is best 
substantiated with data and facts. 
Gather: Information from your 
community is a key asset.
Search: Fill gaps in data where you are 
able.
Articulate: State your intentions clearly. 
Re-evaluate
Message: Have your message ready to 
deliver.
Prepare: Be prepared for some 
negativity toward patient groups.
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Step 5. Engage with Developers 
Approaching a developer: 
Have a game plan mapped out. 
Objective(s): Define your 
objectives for the conversation. 
Communication with 
Developers
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Step 6. Follow Through 
Follow-up: Demonstrate 
your continued commitment.
Visibility: Use every 
opportunity to be viewed as 
an important stakeholder 
Communication: Keep your 
constituents informed. 
Reliability: Commit for the 
long haul. 
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NHC Value Work Group
• Representatives from NHC patient-group members and non-
member patient organizations by invitation

• Meets monthly by teleconference to share and learn from 
each other’s’ experiences, and to stay up-to-date on topics 
related to value assessment

• Upcoming topics:
• Communications on Value and Value Assessment
• Multi-criteria decision analysis
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A Dialogue on Patient-Centered Value 
Assessment

• Articulate a shared vision for what marks success in enhanced patient 
centricity in VA and

• Outline tangible, feasible actions toward achieving that success. The 
actions may be on the part of patient groups, VA developers, or both in 
collaboration 
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Patient groups

• Add health economists to 
their scientific advisory 
boards, just as clinicians are 
currently included on these 
boards.

Value assessors

• VA bodies can develop a VA-
report section describing how 
patient input guided VA 
decision-making. Rationale 
for why patient input was not 
used in a report should also 
be described to help improve 
data in the future.

In collaboration

• Following an appraisal, the 
VA body and patient group 
can debrief on how submitted 
data were useful and not 
useful, and how data 
collection or presentation can 
be improved for the future. 



Health Economics & Value 
Assessment Education
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• Increase patient-community capacity to engage on value, 
especially regarding value frameworks and assessments, as 
well as other value-related research, programs, and initiatives.

CHAPTER 1
• Role of health economics
• Introduction to basic terms CHAPTER 2

• The Mysterious QALY
• Budget-Impact Analysis

CHAPTER 3
• Diving into Value Frameworks
• What patients and patient 

groups need to know about 
Value Frameworks

• The NHC Get Ready Checklist

CHAPTER 4 (under development)
• Heterogeneity of Treatment Effect
• Sensitivity Analysis in Value 

Assessment



Upcoming NHC Tools and Resources
• Glossary of Value 
Assessment Terms

• Finalized Fall 2019
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Upcoming NHC Tools and Resources
• The NHC 

Considerations Guide 
for Patient 
Organizations 
Developing Comments 
on Value Assessment

• Finalized Fall 2019
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Upcoming NHC Tools and Resources
Pearls of Wisdom: Ways to Make An Impact 
Beyond Public Comments

Examples:
• Engaging Health Economic Outcomes Researchers to assist with 

patient organization engagement
• Provide suggestions on voting questions

• Many communities have participated meaningfully in the Roundtable 
meetings but then the Roundtable panel didn’t know what to do with the 
information because questions were set prior to the meeting
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ICER Patient Participation Guide
•In this guide:

• What is ICER?
• What does ICER do?
• How you can participate in 

ICER’s process
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https://icer-review.org/patient-
participation-guide/



IVI Partnering with Patients Principles 
and Commitments

Principle 1: IVI will involve multiple patient 
stakeholders in value assessment.
Principle 2: IVI will employ robust methods to 
identify and involve patient stakeholders.
Principle 3: IVI will partner with patient 
stakeholders at all stages of research.
Principle 4: IVI will continuously evaluate and 
refine patient partnership action.
Principle 5: IVI will commit resources for 
continuous patient engagement.

32https://www.thevalueinitiative.org/wp-content/uploads/2018/04/2018-04-12.IVI-Partnering-with-Patients_Web-Version.pdf



European Patients’ Academy 
(EUPATI) HTA resources
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https://www.eupati.eu/webinar/webinar-experience-patient-involvement-hta-processes/
https://www.eupati.eu/health-technology-assessment/guidance-for-patient-involvement-in-hta/

Experiences of patient advocates 
in HTA processes along with some 
questions and challenges with 
such involvement and work.

Guidance for patient involvement in HTA

Patient 
experiences 
abroad

https://www.eupati.eu/webinar/webinar-experience-patient-involvement-hta-processes/
https://www.eupati.eu/health-technology-assessment/guidance-for-patient-involvement-in-hta/


HTAi Ethical Considerations for Patient 
Groups Collecting Information

34https://htai.org/wp-content/uploads/2018/02/PCISG-Resource-EthicsShortGuide_May16.pdf



Elisabeth Oehrlein, PhD, MS
eoehrlein@nhcouncil.org

202-973-0540 
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Panel Discussion
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Value Assessment Experiences 
Moderator: Elisabeth Oehrlein, PhD, Senior Director, Research and 
Programs, National Health Council
Panelists:
◦ Catherine Davis Ahmed, MBA, VP, Policy and Outreach, The FH 

Foundation
◦ Annie Kennedy, Senior Vice President, Legislation & Public Policy, 

Parent Project Muscular Dystrophy
◦ Ashley Valentine, Co-Founder and President, Sick Cells
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