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Introduction

> Economic models used to inform HTA usually fail to capture comprehensive 
clinical and economic outcomes of importance to patients or consider value 
elements that influence patient decision-making.

> Gaps in existing methods to systematically identify and quantify patient input for 
use in HTA.

> Various promising approaches have been proposed and are being tested.

> Objective: Demonstrate novel methods to systemically identify and quantify 
patient input, and briefly discuss importance and challenges of incorporating 
patient input in HTA. 



Healthcare Ecosystems

4Credit: McKinsey & Company. Source: https://www.mckinsey.com/industries/healthcare-systems-and-services/our-insights/the-next-wave-of-healthcare-innovation-the-evolution-of-ecosystems#
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Framing the Problem
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• Patients are unique and diverse in their histories, health goals, and experiences of care 
• Patient, family, and caregiver experience is a vital - and often missing - component of measuring 

quality and value

The goal: the right care, to the right patient, at the right time

• Decision-makers - at all levels - need access to effective tools to utilize patient data to drive decisions
Data-driven decisions are imperative, but are disconnected from patients

• U.S. healthcare marketplace is flooded with data - but not representative, accessible, useable or 
useful

• Data landscape is siloed, from clinical trials to service delivery to patient-reported outcomes of care

Patient data is everywhere…and nowhere



From: Hermes, S., Riasanow, T., Clemons, E.K. et al. The digital transformation of the healthcare industry: exploring the rise of emerging platform ecosystems and their influence on the role of 
patients. Bus Res 13, 1033–1069 (2020). https://doi.org/10.1007/s40685-020-00125-x. 



Prioritizing the Right Inputs to Drive 
Meaningful Insights 
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Confidential Draft – Innovation and Value Initiative

Polling Question 1 

What are the biggest barriers to representing the patient voice in value 
assessment? (select the top 2) 

- Availability of real-world data
- Methods used to capture patient input in value assessment
- Acceptance of patient experience data in value assessments
- Limited use of patient-reported outcome instruments in registration trials
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Importance & Challenges of Incorporating Patient 
Input in HTA 
> Drs. dosReis and Slejko will discuss using PAVE Center’s patient-informed value 

elements to elicit and quantify patient input on value elements in MDD treatment and 
translate this into meaningful patient-driven HTA.

> Dr. Frank will discuss using goal attainment scaling and work with patient communities 
to “crowd source” patient input in rheumatoid arthritis, which may be used to inform 
MCDA. 

> Researchers will gain insight into available methods to incorporate patient input into 
methods to inform HTA.

> Innovators and patient groups will learn about how to ensure comprehensive patient 
input is incorporated into the data collection process.

> Payers and HTA bodies can learn about specific approaches useful for integrating 
patient input into decision-making. 
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Background

Preferences Reflect Patient Values

Out-of-
Pocket
Costs

More 
Productive

Symptom 
Relief

Patient preferences are a balance of the relative importance of treatment effects, outcomes, 
and costs.
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• Experiences with managing a health 
condition influence one’s treatment 
decisions

• Individuals develop preferences for 
specific attributes of treatment, 
including tolerance of benefits and risks

• The value of treatment is a balance of 
the relative importance of different 
treatment attributes



Background
• Several dilemmas in the application of a patient-

driven health technology assessment (HTA)
• Determining the elements of value that individuals 

ascribe to a treatment 
• Eliciting this information
• Prioritizing value elements so that it may be 

translated for use in HTA
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Background

• PAVE’s patient-informed value 
elements 

• Domains:
1. Treatment effects
2. Treatment Access
3. Cost
4. Social impact
5. Life impact 

• Disease agnostic but can be tailored to 
specific conditions, treatments, and/or 
service delivery models/interventions
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PATIENT-
INFORMED

VALUE
ELEMENTS

TREATMENT
EFFECTS



Objectives

Three objectives to demonstrate the application of the patient-
informed value elements:

(1) Elicit the value elements that influence treatment decisions
(2) Prioritize value elements for treatment of major depressive 

disorder (MDD)
(3) Translate the value elements into a patient-driven HTA

16



Methodological Approach

• Multi-phase process with continual stakeholder engagement
• Elicitation 

• Narrow to the most important value elements within each of the five domains
• Contextualize the value element to an attribute of a treatment or intervention 
• Select key attributes and refine the language to mimic real-life decision-making

• Quantification
• Use a stated preference tool to collect information on preferences
• Analyze the data and generate preference utility scores

• Translation
• Incorporate the preference utility into an economic evaluation

17



Elicitation of Value Elements

• Qualitative research 
• Individual interviews obtain personal experiences in their own words
• Guided activities elicit important value elements

18



Prioritization of Value Elements
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Participant-selected Elements of 
Most Importance

Patient Stakeholder Advisory 
Group Narrows to Key Elements

Derive Candidate Attributes from 
the Key Elements

Refine Candidate Attributes

Develop a Patient Preference 
Measurement Tool



Results – Choice Task
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Preference Measurement

• Stated Preferences methods to 
quantify:

• Relative importance of treatment 
attributes

• Threshold for trade-offs between 
benefits/risks and costs

• Difference in treatment preferences 
across population segments



Gaps in existing VA for MDD
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• Do previous CEA models address the 
elements found to be important to 
patients?

Mode of 
Treatment

Time to 
Treatment 

Helpfulness

MDD 
Symptom 

Relief

Quality of 
Work

Interaction 
with Others Affordability

• 83 published MDD studies were 
reviewed

• Mode of treatment, effects on 
symptoms, and time to effect were 
often key parameters.

• Productivity was included as a model 
parameter in 35 studies (42%). 

• Five studies (6%) included out-of-
pocket costs.

• Interaction with others was difficult 
to ascertain, potentially covered by 
HRQoL.



Model Perspective for MDD
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• A model built from the payer or 
healthcare system perspective is 
unlikely to have components that 
are patient-centered

• The societal perspective may include 
inputs important to patients. 

• 43% of studies used a societal 
perspective for their analysis 

• Several studies reported some patient-
specific measures within this 
perspective. 

Slejko JF et al. Value in Health. 2019;22(5):545-548. 



Translate MDD Findings to VA
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Health States and Outcomes: Reflect patient-important outcomes using measures that are 
meaningful to patients (e.g., days of feeling hopeful)

Patient Engagement in VA: Inform uncertainty in model structure or inputs

Allow model structure to reflect a range of treatment types in 
comparisons

Enable parameter uncertainty to reflect the importance of individual 
attributes (e.g., data on time to treatment helpfulness)

Preference Heterogeneity: Preference subtypes based on patients’ willingness to trade off 
treatment attributes for out-of-pocket costs; subgroup analysis

CEA Outputs: Productivity was a key attribute important to patients and could be 
reflected as an alternative denominator

Implementing the Patient-Informed Reference Case



Polling Question 2
Of the four categories for translation into value assessments, which appears most 
feasible, in your opinion: 

- Patient engagement in VA
- Preference heterogeneity
- Health states and outcomes 
- CEA outputs

24



Leveraging Existing Tools

 Modify the impact inventory table for specific 
conditions.

 Existing domains may already comprise these elements 
(depends on perspective). 

 Expand domains as needed.

JAMA. 2016;316(10):1093-1103. doi:10.1001/jama.2016.12195 25



Recommended Practices

Value & Outcomes Spotlight, September 2021

 Incorporating PCOs cannot be onerous or burdensome.

 Variety of perspectives needed. 

 VA is multidisciplinary – expertise in qualitative 
interviews/focus groups is needed.
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Thank you.

• Contact information
• Susan dosReis sdosreis@rx.umaryland.edu
• Julia Slejko jslejko@rx.umaryland.edu
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How could including patient 
communities improve HTA?Patient 

engagement 
in HTA –
Why? What methods would support 

engagement of patient communities?



Capturing inputs
Patients | Other Stakeholders |PublicPros and Cons
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Patients FamiliesClinicians

Health systems The public

Whose views 
inform HTA?
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HTA 
Fully realized

Patients

FamiliesClinicians

Health systems The public

FunctioningLived experience

Symptom impactExpanded outcomes
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1) Input from the project Steering Committee and review of literature

2) Drafting of goal items for pilot survey, cognitive interviews

3) Pilot survey and item refinement

4) Second round survey data collection

5) Final Steering Committee data review

Methods

33



Respondents

N=47
Women: 93%
White: 87%
College-educated: 72%
Age range: 28-72 years

Feasibility 
Pilot
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Survey 
Domains
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My goals for living with RA are to…

• Symptom Management – 8 items
• Life Impact – 7 items
• Managing My RA – 4 items
• Treatment Features – 12 items
• Other Goals



Not important
Somewhat important
Important
Very important

Item 
Importance 
Ratings
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Importance
Ratings
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Symptom Management Manage RA pain
Improve the quality of my life with RA
Reduce how my RA pain interferes with my life 
Reduce my tiredness or fatigue
Limit surprises in how my RA symptoms affect me 
Improve my ability to do things like dress, eat, or walk 
Improve the quality of my sleep
Reduce my morning stiffness

Life Impact Be independent
Do things that I enjoy doing 
Reduce life interference
Reduce the ways that RA interferes with my ability to work/take care of my life
Reduce symptom impact 
Be a friend/loved one despite symptoms
Reduce social time interference

Managing my RA Feel like I can manage my RA 
Reduce my worry or anxiety about my RA
Reduce my sadness about my RA 
Feel more accepting of my RA

Treatment Features Find treatments that are effective
Have the information I need to make treatment decisions 
Know what to expect with treatment 
Reduce treatment impact on my life 
Understand treatment options
Find treatments that have very few side effects 
Manageable side effects 
Find treatments that don’t cost too much
Reduce treatment time



Sources of input

PolicymakersClinicians More clinicians
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General public



Ideal sources of input

PolicymakersClinicians More clinicians

39

General public Patients



Health 
Authorities

Health 
systems Clinicians Patients The 

public

Identify Goal Sets X X X X X

Collect Input X X

Deliberate X X X X X

Goal 
Attainment 
Scaling

40



Feasibility

41
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Pursue continued open-ended goal 
elicitation to ensure the goal set 
continues to reflect the patient 
community goals accurately. 
Periodically review goals via 
patient/clinician GAS discussions to 
further enhance the fidelity of the goal 
set to the patient community of interest.

Improving feasibility

1

2



Conclusions
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• Patients can identify and prioritize 
goals relevant for treatment 
evaluation and comparison.

• Patient-important goals collected 
using this method reflect the wide 
range of input from patients with 
lived experience and can be 
subsequently incorporated into 
deliverable healthcare valuation.



Next Steps
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• Proactively address limitations of 
existing online patient networks in 
terms of gender, age, and race and 
ethnicity.

• Involve methodologists to aid with 
translating patient goals into MCDA 
weights.



HTA 
Fully realized

Patients

FamiliesClinicians

Health systems The public

FunctioningLived experience

Symptom impactExpanded outcomes
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Polling Question 3

• Do you expect that incorporation of patient input will 
increase in Value Assessment/HTA over the next 3 years?
- Yes, I expect to see increased incorporation of patient input.
- No, I expect that things will stay at the current level.
- Unsure



Discussion
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