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Background and Problem Statement

• Value assessment (VA) is a tool increasingly used in the United States (similar to HTA 
outside the US) to aid healthcare stakeholders when estimating the value of 
treatments.1-6

• V/HTAs have been criticized for lacking patient centeredness.7-11 

• Recent and continuing efforts are being made to advance patient centricity in 
V/HTA.12-17

• Patient-experience survey data collected by patient organizations can be leveraged 
to inform patient-centered V/HTA.

While patient engagement in V/HTA has increased over time, it is unknown if 
use of patient-group survey data in V/HTA reports has increased as well
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U.S. Value Assessment Tools

3* Number of assessments as of December 2022. ** Topic reviews counted since implementation of ICER Value Assessment Framework.
Source: https://www.phrmafoundation.org/wp-content/uploads/2023/01/Driving-Progress-in-U.S.-Value-Assessment_PhRMA-Foundation.pdf



Objective and Methods

• Study Design: Exploratory, descriptive 
study 

• Study Sample: ICER final evidence 
reports

• Data Sources: ICER and patient group 
websites 

• Inclusion Criteria:
– ICER final reports from 2017-2022
– Publicly available 

• Descriptive Attributes for 
Abstraction: 
– Condition
– Report date
– Report title
– Survey data from patient 

group
– Survey publicly available
– Report update
– Condition revisited
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Objective: Describe use of patient-experience surveys in Institute for Clinical and 
Economic Review (ICER) reports.



Search Strategy for Patient Experience Input via Surveys

Source: https://icer.org/wp-content/uploads/2020/10/ICER_MS_Final_Evidence_Report_062019.pdf

. . . 
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https://icer.org/wp-content/uploads/2020/10/ICER_MS_Final_Evidence_Report_062019.pdf
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https://icer.org/wp-content/uploads/2020/10/ICER_MS_Final_Evidence_Report_062019.pdf
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https://icer.org/wp-content/uploads/2020/10/ICER_MS_Final_Evidence_Report_062019.pdf
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https://icer.org/wp-content/uploads/2020/10/ICER_MS_Final_Evidence_Report_062019.pdf



Case Study #1: Beta Thalassemia
Survey Available

Source: https://icer.org/wp-content/uploads/2021/11/ICER_Beta-Thalassemia_Final-Report_071922.pdf
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Case Study #1: Beta Thalassemia - Survey Available

Source: https://icer.org/wp-content/uploads/2021/11/ICER_Beta-Thalassemia_Final-Report_071922.pdf

. . . 

. . . 11
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Case Study #1: Beta Thalassemia - Survey Available

Source: https://icer.org/wp-content/uploads/2021/11/ICER_Beta-Thalassemia_Final-Report_071922.pdf
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Case Study #1: Beta Thalassemia - Survey Available

. . . 

Source: https://icer.org/wp-content/uploads/2021/11/ICER_Beta-Thalassemia_Final-Report_071922.pdf
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Case Study #1: Beta Thalassemia - Survey Available

. . . 

Clickable link to the report…

Source: https://icer.org/wp-content/uploads/2021/11/ICER_Beta-Thalassemia_Final-Report_071922.pdf



Case Study #1: Beta Thalassemia - Survey Available

Source: https://thalassaemia.org.cy/wp-content/uploads/2020/06/GTSurveyReport_210212_FINAL.pdf
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Case Study #1: Beta Thalassemia - Survey Available

Source: https://thalassaemia.org.cy/wp-content/uploads/2020/06/GTSurveyReport_210212_FINAL.pdf
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Clickable link 
to the report…



Case Study #1: Beta Thalassemia - Survey Available

Source: https://thalassaemia.org.cy/wp-content/uploads/2020/06/GTSurveyReport_210212_FINAL.pdf
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Case Study #1: Beta Thalassemia - Survey Available

Source: https://thalassaemia.org.cy/wp-content/uploads/2020/06/GTSurveyReport_210212_FINAL.pdf
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Case Study #2: Prostate Cancer
Survey Not Available

Source: https://icer.org/wp-content/uploads/2020/10/ICER_Prostate_Cancer_Final_Evidence_Report_100418.pdf
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Case Study #2: Prostate Cancer - Survey Not Available 

https://www.cancersupportcommunity.org/sites/default/files/d7/document/the_prostate_specialty_report_7-10.pdf
Sources: https://icer.org/wp-content/uploads/2020/10/ICER_Prostate_Cancer_Final_Evidence_Report_100418.pdf 20
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Case Study #2: Prostate Cancer - Survey Not Available 

.  

Source: https://icer.org/wp-content/uploads/2020/10/ICER_Prostate_Cancer_Final_Evidence_Report_100418.pdf

Referenced data source
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Case Study #2: Prostate Cancer - Survey Not Available 

.  

Source: https://www.cancersupportcommunity.org/sites/default/files/d7/document/the_prostate_specialty_report_7-10.pdf

Referenced 
data source…
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Case Study #2: Prostate Cancer - Survey Not Available 

Summarized information
Source: https://www.cancersupportcommunity.org/sites/default/files/d7/document/the_prostate_specialty_report_7-10.pdf



Examples of Data Abstraction
2017 Final Evidence Reports

− Condition
− Report date
− Report title
− Survey data from patient 

group

− Survey publicly available
− Report updated
− Condition revisited
− Reference

Descriptive Attributes for Abstraction: 
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Institute for Clinical and Economic Review (ICER) Final Evidence Reports
2017 Assessments (n=8)

Condition Report Date Report Title Survey 
Data*

Survey
Publicly Available

Report 
Updated

Condition 
Revisited Ref

Multiple Sclerosis: 
RRMS and PPMS Mar 6, 2017

Disease-Modifying Therapies for Relapsing-
Remitting and Primary-Progressive Multiple 
Sclerosis: Effectiveness and Value

Yes Yes - 2019
SPMS 1

Rheumatoid Arthritis Apr 7, 2017 Targeted Immune Modulators for Rheumatoid 
Arthritis: Effectiveness & Value Yes No – summarized 

report
- 2019 2

Atopic Dermatitis Jun 8, 2017 Dupilumab and Crisaborole for Atopic Dermatitis: 
Effectiveness and Value No - - 2021 3

Osteoporosis Jul 17, 2017 Anabolic Therapies for Osteoporosis in 
Postmenopausal Women: Effectiveness and Value Yes No – summarized 

report - - 4

Opioid Epidemic: 
Abuse Deterrent Opioids Aug 8, 2017 Abuse-Deterrent Formulations of Opioids: 

Effectiveness and Value No - - 2018, 2020, 
2021 5

Ovarian Cancer Sep 28, 2017 Poly ADP-Ribose Polymerase (PARP) Inhibitors for 
Ovarian Cancer: Effectiveness and Value No - - - 6

Chronic Pain: 
Lower Back & Neck Nov 6, 2017 Cognitive and Mind-Body Therapies for Chronic 

Low Back and Neck Pain: Effectiveness and Value No - - - 7

Tardive Dyskinesia Dec 22, 2017 Vesicular Monoamine Transporter 2 Inhibitors for 
Tardive Dyskinesia: Effectiveness and Value Yes Yes – select items - - 8

*Survey data from patient group



Results: Use of Patient-Experience Surveys in Institute for Clinical and 
Economic Review (ICER) Final Evidence Reports
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Use of patient-experience survey data did not increase across ICER value 
assessment reports from 2017-2022

Survey instruments were not always publicly available

Survey use Survey availability

Year Total 
reports

Reports with 
survey % Full Partial

2017 8 4 50.0% 1 1
2018 12 4 33.3% - 2
2019 9 2 22.2% 1 1
2020 11 1 9.1% 1 -
2021 10 3 30.0% - 1
2022 6 2 33.3% 1 -
Total 56 16 28.6% 4 5



Summary of Findings 

• 16 of the 56 reports (28.6%) referenced patient-input data via patient surveys

• Frequency of survey use did not increase over time
− In 2017, 4 of 8 reports used surveys compared to 2 of 6 reports used surveys in 

2022

• For reports referencing survey data, public availability of instruments varied
− 4 of the 16 (25.0%) survey instruments were publicly accessible
− 5 of the 16 (31.3%) survey instruments were partially available beyond survey 

result summaries
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Conclusions
• Use of patient-experience survey data appears to remain flat across ICER final 

evidence reports from 2017-2022

• Possible reasons for why survey use did not increase
− Patient groups did not have capacity to collect data (e.g., during Covid)
− Interviews or focus groups

• There can be a variety of reasons why instruments are not publicly available 
– Patient groups did not have resources
– Third-party vendors involved 
– Proprietary instruments
– Lack of awareness
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Increased transparency and accessibility of patient-experience surveys can enhance 
understanding of which/how data have been collected and gaps in available data



Next Steps

• Discussions with patient groups involved in data collection to understand challenges 
or barriers to making instruments publicly available
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