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Presenter Notes
Presentation Notes
Hello and welcome to all those joining today’s ISPOR. 
Today’s forum is brought to you by the ISPOR Health Preference Research Special Interest Group 
It is based on the shared endeavor of the most recent working group project focused on the use of health preference methods for individual value clarification and decision support. 
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ISPOR has a policy of strict compliance with both United States, and other
applicable international antitrust laws and regulations.

Antitrust laws prohibit competitors from engaging in actions that could result in an
unreasonable restraint of trade.

ISPOR members (and others attending ISPOR meetings and/or events) must avoid
discussing certain topics when they are together including, prices, fees, rates, profit
margins, or other terms or conditions of sale.

Members (and others attending ISPOR meetings and/or events) have an obligation
to terminate any discussion, seek legal counsel’'s advice, or, if necessary, terminate
any meeting if the discussion might be construed to raise antitrust risks.

The Antitrust policy is available on the ISPOR website at ispor.org/antitrust.
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Presenter Notes
Presentation Notes
A systematic literature review (SLR) has been performed by the ISPOR health preference research SIG to assess the current evidence on the feasibility and effectiveness of preference elicitation methods as VCM. 


Background of the Project

Janine van Til, PhD, Department of Health
Technology and Services Research, University of
Twente, Enschede, the Netherlands
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Background

The guidelines for development of patient Decision Aids
recommend to include a value clarification method (Stacey
et al., 2021)

Value clarification methods (VCM) are strategies that are
intended to help patients evaluate the desirability of options
or attributes of options within a specific decision context,
to identify which option [they] prefer (Fagerlin et al., 2013).

There are no established best practices for values
clarification in the context of informed or shared decision
making (Witteman et al., 2016)



Presenter Notes
Presentation Notes
The guidelines for development of patient Decision Aids recommend to include a value clarification method (Stacey et al., 2021)
Value clarification methods (VCM) are strategies that are intended to help patients evaluate the desirability of options or attributes of options within a specific decision context, to identify which treatment option [they] prefer (Fagerlin et al., 2013).
At present, there are no established best practices for values clarification in the context of informed or shared decision making (Witteman et al., 2016)
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Value Clarification Methods

Avoid Risk

PRO CONS Achieve Benefit

Avoid Cost

Talk with the health
care provider

Pros and cons list Priority Setting


Presenter Notes
Presentation Notes
The activities involved in values clarification within the context of shared decision-making are diverse. Ideally, individuals would engage in open discussions with their healthcare providers about the available options, the potential benefits and drawbacks of each, and their personal preferences for achieving or avoiding certain outcomes.
Prior to a consultation with a healthcare provider, certain activities can help prepare for and inform the discussion. These activities are often incorporated into decision aids and may include listing the pros and cons of various options or ranking specific outcomes based on patients' individual priorities in achieving or avoiding these outcomes.  
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Value Clarification Methods

RELATIVE IMPORTANCE OF PREFERENCE FOR
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Presenter Notes
Presentation Notes
Recently, decision aid developers have begun implementing tools and methods to quantify patient preferences. These methods can generate outputs such as the importance of specific attributes or patients' preferences for achieving positive outcomes and avoiding negative ones. Some approaches link these preferences for attributes to preferences for real-world options, helping patients identify which choice aligns best with their values and priorities.
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Background

In 2021, Witteman and others again reviewed existing VCM.

They conclude that VCM that allow patients to see how
different real-world options align with patients' values, show
increased congruence between patient values and patient
decisions (Witteman, 2021 #4).


Presenter Notes
Presentation Notes
Witteman et al. (2021) argue that VCMs which are able to present the implications of values, i.e. how different real-world options align with patients values, show increased congruence between patient values and patient decisions {Witteman, 2021 #4}. Within the preference elicitation methods, there are two ways to go about presenting implications of values. 
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Aligning preferences with real-world options

Understand the relative importance of the attributes of the real-world
options to the individual patient

Outcome data for all options on each of the attributes

(Scientific evidence)

Combine relative importance of attributes with the value of
outcomes to derive preferences for real world options

(mathematical or statistical process)

10


Presenter Notes
Presentation Notes
To align preferences with real world options, multiple activities are necessary. 
First, we need methods to elicit the relative importance of attributes from patients in a reliable way.  
Second, we need comparative data on the different treatment options, and how well they perform on these attributes. 
Finally, we need a way to combine relative importance of attributes with the performance data, to derive preferences for real world options. This is usually done through a statistical or mathematical process. 
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Presenter Notes
Presentation Notes
One of the challenges of using preference methods that enable quantitative assessment of preferences is that they are rooted in diverse theoretical disciplines, including economics, psychology, and decision science. This requires extensive theoretical knowledge to design and apply these methods effectively. Second, although several resources provide best practice guidelines for the design, reporting, and analysis of studies aimed at collecting quantitative preferences, most of this guidance is tailored to population-level rather than individual-level preference information. Third, this research bridges two applied fields: decision aiding and preference elicitation. Many health preference researchers may not be familiar with the extensive guidance available for designing, developing, and testing decision aids, most notably the International Patient Decision Aid Standards (IPDAS). Conversely, decision aid developers may lack awareness of the complexities involved in applying health preference methods.
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Different research fields

12

Preferences are defined as
gualitative or quantitative
statements of the relative
desirability or acceptability of
attributes that differ among

alternative health interventions
(MDIC, 2015)

Preferences are inclinations
toward or away from a given
decision option (Witteman et al.,
2016)

Values refers to the extent to
which decision attributes matter
to in individual in making a health
decision (Witteman et al., 2016)
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Presentation Notes
Terminology is different
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ISPOR

Different research fields

Preferences are defined as
gualitative or quantitative
statements of the relative
desirability or acceptability of
attributes that differ among
alternative health interventions
(MDIC, 2015)

www.ispor.org

Preferences are the extent to which
a decision option or health state is
desirable or acceptable, either In
the abstract or in comparison to
other options or health states (from
Witteman 2021 -> reference to
MDIC, 2015)

Values are what matters to an
individual relevant to a health
decision (from Witteman 2021 ->
reference to Rocque 2020)


Presenter Notes
Presentation Notes
The terminology changes over time … more alignment between fields? 
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Aims of the Review

To address a knowledge gap regarding current practices in the design
and testing of preference based-VCM (Pb-VCM) to support individual
value clarification to inform shared decision making.

Design: Which Pb-VCM are used and how are they used?
Testing: What is the feasibility and effectiveness of Pb-VCM?
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Preference-based Methods included in the Review

Group

Structured-
weighting

Health-state utility

Stated-preference

Revealed-
preference

Method

e Simple direct weighting

» Ranking exercises

* Swing weighting

* Point allocation

¢ Analytic hierarchy process
e (uiranking methods

¢ Time fradeoff
e Standard gamble

» Direct-assessment questions

* Threshold technique

¢ Conjoint analysis and discrete-choice
experiments

» Best-worst scaling exercises

e Patient-preference trials
* Direct questions in clinical trials

From: MEDICAL DEVICE
INNOVATION CONSORTIUM
(MDIC) PATIENT CENTERED
BENEFIT-RISK PROJECT REPORT:

A Framework for Incorporating
Information on Patient Preferences
Regarding Benefit and Risk into
Regulatory Assessments of New
Medical Technology By Medical
Device Innovation Consortium
(MDIC) (https://mdic.org/wp-
content/uploads/2015/05/MDIC_PCB
R_Framework Web1.pdf)
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Systematic Review Process

Studies from databases/registers (n =6178) == Studies screened (n= 3207) Studies assessed for eligibility (n= 217)
Scopus (n= 2891) . . |
Pubied (n=2203)

Web of Science (n=1014)
Citation searching (n=70)

Studies included in review (n = 50)

r .

v
Studies excluded (n = 167)
Mot & primary study (n= 22
. Mo full text in English (n=4)
i i i No information on values clarification exercise (n
. =4)
Studies excluded (n = 2988) Deta not collected from
References removed (n= 2971) ) . . .
N 3 - ) | patients/consumers/ patient proxies or potential
Duplicates identified manually (n=12)

patients/consumers (n=8)
Duplicates identified by Covidence (n = 2859) The quartitative preference method used to elicit
preferences is not a stated preference or structured

welghting technigque (n=44)

Study objective is not to design or to evaluate an
instrument to elicit quantitative preferences from
indnvidual patients that will inform clinical decisions
and/or is used in the clinical context (n = B5)

16
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Publication trends

Published studies over Time
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Presenter Notes
Presentation Notes
We identified 50 studies that met our inclusion criteria. We see that this concept of eliciting individual preferences in the clinical context has been around some time, but we see a slight increase in the number of published studies in the last 10 years. 

Caitlin: Which Pb-VCM are used and how are they used?
Christly: What is involved in designing a Pb-VCM. 
Discussion: We come back on the question about the feasibility and effectiveness of Pb-VCM. 



Methods Used for Individual
Level Value Clarification

Caitlin Thomas, Evidera, UK
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Adaptive Conjoint Analysis Most Frequently Used Method

18
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Adaptive
Conjoint
Analysis

Rating
Exercise

Analytic
Hierarchy
Process

Multiple
Methods
Used

bl E e

Discrete Threshold Best Worst  Best Worst Ranking Conjoint
Choice Technique Scaling Case Scaling Case  Exercise Analysis
Experiment 3 1

METHOD
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Adaptive Conjoint Analysis - Most Used Method

ACA combines rating and choice-based preference elicitation questions

Based on the initial rating exercise, the ACA algorithm selects questions that are designed to
refine the initial preference estimates and better understand the respondent's true preferences.

* Pros:

— By focusing on the most important attributes, for a respondent, more precise data can be generated
about individual preferences with fewer questions

— Alarger number of attributes can be considered than with other methods that involve trade-offs
— Each survey is customised to what matters the most to an individual patient

Considerations:
— Additional attributes increase the number of questions required
— The initial rating section is very important

* Any misunderstanding in the initial ratings can affect the subsequent adaptive process
— The importance of lower rated attributes are not as well understood

— Aggregating results for a larger sample is more challenging given varied designs
20
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ACA Example — Prostate Cancer Care, Jayadevappa et al. (2019)
15 choice tasks with 3-5 attributes per task

ATTRIBUTES CHOICE SCENARIOS l My Prostate Cancer Treatment Features
+ Supposeyourare given fwo freatment options foryour prostate + |fthese two prostate cancer treatments were identicalin all other Yo rortes
cancer. They are identical in every way, except for their rate of ways, which would you prefer? —— -—
survival, ot [
TreetmentA Trestment B v I
» Tratment Away make many (65 ofpatients surive T0YERIS 5 . o o () iy epeince . Sume 204y eiperine vy -
urinary function problems in the shorttem  function problems in the short-term w'
e B
» Teament B may make almastall 98of patnts sunvive 10 : : :
years - - Less than half (40%) may experience Very few (10%) may experience urinary £ 3 M OR OB R OB OB OB
urinary function problems in the long-term  funcion problems in the long-term
Based onyour respanses, folowing features of prostate cancer eatment are most
: - o important 10 you. You may want to tal with your physcin about
+ How importantwould this difference in survival be o you? » Some (20%) may experience ~» Very few (10%) may experience 1) Uy rion(ch s e ine, oo i, g Wi uiin,
hological distress psychological distress ining o iate, 2 need for s, r cabeter)
Not Somewhat _ Very Extremely pyenoleg 2 wm B Jayadevappa, R., Chhatre, S.,
Imporant™ Important —_ Important™_ Important 3 S bkon 5o e e, e o e i, Gallo, J.J., Malkowicz, S.B.,
chage mpensengh, s ey, e o secodom e Schwartz, J.S. e_md Wittink,
0 6 0 ¢ 0 o 0 Strongly prefer | Somewhat prefer | No Somewhat prefer | Strongly prefer {) Suid M.N., 2019. Patient-centered
freament A |reatmentA | Preference | TreatmentB | treatment B 5) Outofocke xpenses (such 2 b, ensporation, avel, g, and meak) approach to develop the
Patient’s Preferences for
v 9 0 0 0 0 LBIECS (R i o s e s son i pe cal 1500808 15720 My Py D Prostate Cancer Care
) \ an g, A0 e e b oo pena e ) (PreProCare) tool. MDM policy
cure i with @ - 1) e | & practice, 4(1),
21 % Penn Medicine the ...'ﬁ‘i”ﬂ!ﬁ % Renn Modicine the “..J‘i‘i”m % an e b “|5m5hﬁ p.2381468319855375.
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Rating Second Most Common Method
Fertility Preservation in Breast Cancer — Garvelink et al. (2013)

I think this is a disadvantage I think this is an advantage

In this example patients were asked whether o N uurasten-sic .55 20 | W SS——
they thought an attribute was an advantage or when [ decide to cryopraserve ovarian |
: tissue I do not need hormonal stimulation
a disadvantage and the extent of how z
|mp0 rta nt thlS |S tO thelr deC|S|0n maklng . Figure 1. Example of a statement in the value clarification exercise (cryopreservation of ovarian tissue). For each statement in the value clarification

exercise, patient rate whether it is an advantage (green; right side of the figure) or disadvantage (red; left side of the figure) and the extent to which the
statement is considered important in decision making about FP.

* Pros:
— Rating is a simple exercise to implement

—  Alarger number of attributes can be |
considered than with methods that involve eyt it [t et
trade-offs
— Users can add their own attributes ~ — -------------------------------------------------------------------
— Resullts could be aggregated across a larger f‘:.ii’L‘E}.’,‘l'f:i’:ﬁf:&f::'a'i‘.’l':.‘ff,'f;‘"? Coyvesering evecies faces gtes e
sample i
° ConSide rations Figure 2. Example of the summary of given ratings (cryopreservation of ovarian tissue). The red boxes in the column with disadvantages (in red): (left

side of the figure) represent the extent to which each rated disadvantage is important in the decision whether or not to opt for a certain FP option (in this
case cryopreservation of ovarian tissue), as indicated by the patient herself in the previous step (Figure 1). The green boxes in the column with

- The same |mp0 rtance score cou Id be g iven advantages (right side of the figure) represent the extent to which each rated advantage is important in the decision whether or not to opt for a certain FP
tO a” attrlbuteS option (in this case cryopreservation of ovarian tissue), as indicated by the patient herself in the previous step (Figure 1).

22 Garvelink, M.M., ter Kuile, M.M., Fischer, M.J., Louwé, L.A., Hilders, C.G., Kroep, J.R. and Stiggelbout, A.M., 2013. Development of a decision aid
about fertility preservation for women with breast cancer in The Netherlands. Journal of Psychosomatic Obstetrics & Gynecology, 34(4), pp.170-178.
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Analytic Hierarchy Process Third Most Common Method

A B

AHP involves pairwise comparisons between treatment attributes —
for 5 attributes, 10 pairwise comparisons are required 8 e e s s s B 8 8 s e 8o
Respondents report which item in the comparison is more important ~~_»«
and rate this using a scale e.g. from 1 (equally important) to 9
(extremely more important).
Relative weights for attributes are then calculated
Pros ) ) 5 8 7 & 5 4 3 2 1 2 3 4 5 6 7 8 9
Simple to design _
Results can be aggregated across a larger sample "o o
Considerations: e LI
Additional attributes increase the number of pairwise

comparisons required
Does not show level range for attributes (e.g. how much

g 8 7 & 5 -+ 3 2 1 2 3 4 5 6 7 8 9

breathing function improves) Lo

than A

Eckman, M.H., Kopras, E.J., Montag-Leifling, K., Kirby, L.P., Burns, L., Indihar, V.M. and Joseph, P.M., 2017. Shared decision-making tool for self-management of home
therapies for patients with cystic fibrosis. MDM Policy & Practice, 2(1), p.2381468317715621.
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Analytic Hierarchy Process Third Most Common
Cystic Fibrosis — Eckman et al. (2017)

RelativeImportancgofEachTreatmentGoaI ° In thiS example,. pa;tients Were
shown the relative importance of
treatment attributes (goals)

3% e

@ Prevent Lung Infection

M Improve Brealhingl.:unction . They Were aISO Shown their 37 Grf5 4 _ _h;i;df;'ln;;:“e
" fectng of Welleing. personal prioritisation of - ” o
® Minimics doytive. treatment/intervention options N Ty
M Minimize Cost to Patient / .(Comblna.tlon Of treatment Or : : Inhaled Hypertonic Salne
intervention performance and ~ ; 018 +/-0.03
Personal Prioritization of Home Treatments & Interventions / attrlbute Importance) 22 : e Airweay Clearance
" ” 0.18 +/- 0.04

& Erercise _

A . . 20 \ 11 E— e

] e N—  Itis possible to aggregate results | ' 027 +/-004

g st — across a population. In this /

g ohaledantiviotics |GGG . : . 17 =

: example, the exercise intervention L

5 inhaled Puimozyme | . . .

= - " - = - had the h|ghest pr|0r|ty Score on Each number on the circle represents a

patient in the study

average.

24 Eckman, M.H., Kopras, E.J., Montag-Leifling, K., Kirby, L.P., Burns, L., Indihar, V.M. and Joseph, P.M., 2017. Shared decision-making tool for self-management of home
therapies for patients with cystic fibrosis. MDM Policy & Practice, 2(1), p.2381468317715621.
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Preference Insights (Outputs) Shared With the User

35

30

NUMBER OF STUDIES
RN RN N N
o ()] (@) ()]

()]

o

25

30

14

16

Relative Attribute

Importance

« Relative attribute importance was the most common
output provided to users (~60% of studies)

» Preferences for real-world options were provided to
users in approximately a third of studies (36%)

= « 26% of studies with choice-based methods and
48% of studies using structured weighting
methods
! 10
7
© 4 5 5
2 3 3 2
Preference for Real-World Not reported None Desirability of Outcomes
Options

TYPE OF OUTPUT

O Total Structured Weighting Methods Choice Based Methods
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Novel Approaches/Methods

Multi-dimensional thresholding (MDT) is a novel method that involves an attribute ranking exercise (over scale

swings) followed by a series of pairwise thresholding exercises (Heidenreich et al., 2024)

* Pros:
* Involves trade-offs and elicits preferences at individual level
* Accommodates several attributes
* Results could be aggregated across a larger sample
* Considerations:
» Additional attributes increase the number of thresholding exercises required
« Initial ranking exercise is important as it impacts the subsequent series of thresholding exercises
« MDT works best with continuous attributes, and inclusion of categorical attributes, while feasible, does impact precision.
* If several categorical attributes are required, this method may not be the most suitable.

Preference Diagnostic Tool — this approach proposed by Gonzalez et al., (2023) uses a small number of choice

tasks to determine a patient’s likely membership to previously identified clinically relevant preference groups.

* Pros:
* Quick to complete in clinical setting
* Considerations:
* Need to determine clinically relevant preference groups e.g. conduct larger preference elicitation study first
» Assumes patients within each group have homogenous preferences
 Authors note validation work required

Heidenreich, S., Postmus, D. and Tervonen, T., 2024. Multidimensional Thresholding for Individual-Level Preference Elicitation. Value in Health; Gonzalez Sepulveda, J.M., Johnson, F.R., Reed, S.D., Muiruri, C.,
26 Hutyra, C.A. and Mather Ill, R.C., 2023. Patient-preference diagnostics: adapting stated-preference methods to inform effective shared decision making. Medical Decision Making, 43(2), pp.214-226.



Development of a Preference-
Based VCM for a Decision
Aid: Treatments for Primary
Immunodeficiency Diseases

Christine Poulos, RTI Health Solutions, US




28

Health
preference
study

Patient
decision aid

Patient
decision aid
with Pb-
VCM
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Comparing qualities of preference applications

Similar Qualities

« Patient-centered
 Balanced
 Not burdensome

» Good preference
research practices
(including attribute
properties)

Patient

decision aid
with

Pb-VCM

Different Qualities

\

Feasible
Acceptable
Improve decision-
related outcomes

Design
considerations
when N=1

Other design issues
including experimental
design, analysis
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Decision aid for adults with PID considering IGRT

« Primary immunodeficiency disease (PID) often requires lifelong

immunoglobulin replacement therapy (IGRT)

» Unmet need for decision support identified by targeted literature TLR and

clinical experts

* Objective: Develop a patient—centered tool to support shared decision

making between adults with PID considering initiating or switching IGRTs
and health care providers

- Formative research study led to development of beta version of decision
aid with preference-based VCM

Tzivelekis S, et al. Immunotherapy. 15 (9) 2023, Pages 647-656
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Formative Research Process

Literature review

- Outline - Input from study team

!

Evaluation with study team (independent reviews, meetings,
mock treatment-choice discussions without use of an SDM aid,

and an advisory board meeting)

!

Prototype

‘

Pretesting prototype: first round of formative interviews
and mock treatment-choice discussions

!

Evaluation with study team

;

Revised prototype

!

Pretesting revised prototype: second round of formative interviews

‘

Evaluation with study team

Figure 2. Summary of formative research and shared decision-making prototype aid development activities.

SDM: Shared decision making.

!

Final prototype

www.ispor.org

Tzivelekis S, Orange J, Poulos C,
Meckley LM, Peay H, Sutphin J,
Hernandez-Trujillo VP, Wasserman RL.
Development of a novel shared
decision making aid for primary
immunodeficiency diseases.
Immunotherapy. 2023 Jun;15(9):647-
656. doi: 10.2217/imt-2022-0193.
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Preference-based values clarification

» Case 1 Best-Worst Scaling

33

Table 1. Features of modalities of administration of immunoglobulin replacement therapy in the best-worst scaling

preference assessment exercises used in the two rounds of interviews.

Features used in the first round of pretest interviews

1.

[T T« T I« s B ¥ o B~ ¥ B ]

Given at home by you or a family member

. Given at home by a healthcare provider

. Given at a hospital, clinic or doctor’s office by a healthcare provider
. One needle used each time

. More than one needle used each time

. Given monthly for about 4 h or more each time

. Given monthly for about 2-3 h each time

. Given every other week for about 1-2 h each time

. Given weekly for about 1 h each time

Features used in the second round of pretest interviews

1.

[T T« T I« s B ¥ o B~ ¥V B ]

Given at home by you or a family member

. Given at home by a healthcare provider

. Given at a hospital, clinic or doctor’s office by a healthcare provider
. One needle used each time

. More than one needle used each time

. Given monthly

. Given every other week

. Given weekly

. Given for about 4 h or more each time

10. Given for about 2-3 h each time

11. Given for about 1-2 h each time

12. Given for about 1 h each time

Tzivelekis S, et al. Immunotherapy. 15
(9) 2023, Pages 647-656
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Preference-based VCM

— Other design considerations

| like this the most | like this the least
Things you could choose about the treatment

(Please check one) (Please check one)

O
O
O
O
O

Given at home by you or a family member
Given for about 4 hours or more each time
Given for about 2-3 hours each time
Given at home by a health care provider
Given weekly

OO0O00O0

Tzivelekis S, et al. Immunotherapy. 15
34 (9) 2023, Pages 647-656
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Preference-based VCM: User’s Preference Information

You answered all of the questions. We have used your answers to create the personalized results below.

Your opinions about Ig medicine features

Given at home by you or a family member

Given weekly for about 1 hour each time

More than 1 needle used each time

1 needle used each time

Given every other week for about 1-2 hours each time
Given at home by a healthcare provider

Given monthly for about 2-3 hours each time

Given monthly for about 4 hours or more each time

Given at a hospital, clinic or doctor’s office by a healthcare provider

| I I I I I I I I I I
0 1 2 3 4 5 6 7 8 9 10

Longer bars = you like it more; Shorter bars = you liked it less; No bar = you liked the least; Same length bars = liked same amount
Based on your choices, you may prefer the features with the longer bars. The features with shorier bars are the features you liked less.

Take some time to look over the results. You can print or save the results by [insert instructions for downloading or printing results].

You also said that:

* You feel very comfortable being completely responsible for giving yourself your Ig medicine.
* Being able to get your lg medicine when it works best in your schedule is extremely important to you.

35
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* |nput from clinicians:
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Formative Research Process

Literature review

- Outline - Input from study team

1

Evaluation with study team (independent reviews, meetings,
mock treatment-choice discussions without use of an SDM aid,

and an advisory board meeting)

3 clinicians on study
team

Y
Prototype

.

2 advisory panels
Observation of mock

Pretesting prototype: first round of formative interviews
and mock treatment-choice discussions

Y

treatment discussion
in development stage

Evaluation with study team

Observation of mock
treatment

;

Revised prototype

!

diSCU SSIOnS US|ng Pretesting revised prototype: second round of formative interviews

output of decision aid

‘

Evaluation with study team

Figure 2. Summary of formative research and shared decision-making prototype aid development activities.

SDM: Shared decision making.

!

Final prototype

www.ispor.org

Tzivelekis S, Orange J, Poulos C,
Meckley LM, Peay H, Sutphin J,
Hernandez-Trujillo VP, Wasserman RL.
Development of a novel shared
decision making aid for primary
immunodeficiency diseases.
Immunotherapy. 2023 Jun;15(9):647-
656. doi: 10.2217/imt-2022-0193.
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Feasibility considerations
Dl% Location where tool is completed

v=| How to share output with provider

@ Aligning content and personalized output with provider and patient discussion

% Treatments and their features

ZK ‘ 7& Objectivity and access

Longevity of the tool / ability to update

37
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Formative Research Process

* |nput from patients:
* 2 rounds of user
tests of prototype
» Observation of mock
treatment
discussions using
output of decision aid

Figure 2.

Literature review - Outline - Input from study team

!

Evaluation with study team (independent reviews, meetings,
mock treatment-choice discussions without use of an SDM aid,
and an advisory board meeting)

!

Prototype
.

Pretesting prototype: first round of formative interviews
and mock treatment-choice discussions

Y

Evaluation with study team

;

Revised prototype
|

..

Pretesting revised prototype: second round of formative interviews

Y

Evaluation with study team

!

Final prototype

Summary of formative research and shared decision-making prototype aid development activities.

38 SDM: Shared decision making.
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Tzivelekis S, Orange J, Poulos C,
Meckley LM, Peay H, Sutphin J,
Hernandez-Trujillo VP, Wasserman RL.
Development of a novel shared
decision making aid for primary
immunodeficiency diseases.
Immunotherapy. 2023 Jun;15(9):647-
656. doi: 10.2217/imt-2022-0193.
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Acceptability to Patients

w Perceptions of impact / utility

~— Intention to use

www.ispor.org
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Discussion

Gaps

Acceptability of prototype
Patients: Helpful, better for newly diagnosed
Clinicians: Mixed reactions

Unfinished business:

Web design and user testing

Survey-based evaluation of decision outcomes (e.g., knowledge, value
congruence, satisfaction), feasibility, acceptability

www.ispor.org


Presenter Notes
Presentation Notes




Conclusion & Discussion




= | SPOR www.ispor.org

Conclusion from the SLR

Design: Significant variation in Pb-VCM, including within-group
differences.

42


Presenter Notes
Presentation Notes
To address a knowledge gap regarding current practices in the design and testing of preference based-VCM (Pb-VCM) to support individual value clarification to inform shared decision making. 
Design: Which Pb-VCM are used and how are they used?
Testing: What is the feasibility and effectiveness of Pb-VCM?
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Outcome Measures

www.ispor.org
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Conclusion from the SLR

Design: Significant variation in Pb-VCM, including within-group
differences.
Testing:

Wide variability in outcome measures

Use of diverse study designs

ssues with reporting

nsufficient evidence for guidelines, but enough for good
practices?
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Presentation Notes
To address a knowledge gap regarding current practices in the design and testing of preference based-VCM (Pb-VCM) to support individual value clarification to inform shared decision making. 
Design: Which Pb-VCM are used and how are they used?
Testing: What is the feasibility and effectiveness of Pb-VCM?



= ISPOR

Impact on the patient, clinician
and health care system

Implementation in Clinical Practice

45

Design of the Pb-VCM

Embedding in a DA

www.ispor.org


Presenter Notes
Presentation Notes
Janine introduces….  If there is less than 15 minutes left go to questions from the audience after 1 Q&A (and when there are people at the microphones). 

Janine to Christine: What should the ideal Pb-VCM look like (which method, educational part, flexibility, output (process of doing it, preference: attribute importance or also preferences for real-world options) (2 min)

Christine to Janine: What are the challenges to providing preferences for real world options: (missing comparative data, valuation problem, precision of estimates problem, perceived as promotional activities) 2 min)

Janine to Caitlin: What type of decisions would benefit most from using Pb-VCM and what is the potential impact? -> really benefiting shared decision making (2 min)

Caitlin to Christine: What are the challenges to realizing the potential value? [incorporating flexibility, long design and evaluation process (2 min)
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ey heclthearedeerens For questions:

HealthPreferenceSIG@ispor.org
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HP SIG Next Steps

Shared in
December
with the
SIG for
review

ISPOR

Montreal

Discussion
of next HP
SIG

project

www.ispor.org
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Join Our Special Interest Group ooco Special Interest

. . . Grou
For more information, emaiil P

€« C @ httpsy/fwww.ispor.org/member-groups/special-interast-groups

L |SPOR ABOUT ~ GETINVOLVED ~ MEMBERSHIP  MANAGE PROFILE  Q JOIN/RENEW

Yo u m u St be a n I S PO R m e m be r HEOR RESOURCES  STRATEGIC INITIATIVES  CONFERENCES & EDUCATION  PUBLICATIONS MEMBER GROUPS  HEOR CAREERS
to join a Special Interest Group

HOME / MEMBER GROUPS

Special Interest Groups

Special interest groups enable ISPOR members to identify key topics in HEOR and
initiate platforms to focus on these topics.

e e ISPOR members initiate special interest groups to advance health economic and outcomes research and the

Biosimilars use of this research in healthcare decisions. Special interest groups develop valuable tools and manuscripts
Clinical Outcome Assessment for the global heath economic outcome research audience. Special interest group membership is open to all
Digital Health ISPOR members.

Health Preference Research . :
calth Freterence feseere Become a Member to Join a Special Interest Group

Medical Devices and
Diagnostics

Medication Adherence and
Persistence

Nutrition Economics
Oncology  Join an Active Special Interest Group (open to ISPOR members only)
Open Source Models
Patient-Centered

Personalized / Precision
Medicine

Rare Disease
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Presentation Notes
If you aren’t already a member of our SIG, please JOIN OUR Special Interest Groups!   Stay up to date with ISPOR Health Preference Research activities.  
* Join to: 
Receive the quarterly update with SIG activities during the year and during conferences.
Learn about preference sessions at ISPOR conferences.

Note: 
* All SIG publications, webinars and conference presentations are available on the HPR SIG homepage.


mailto:statisticalmethodssig@ispor.org
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More Preference Sessions Later Today!

13:45 - 14:45 How Can We Move From Generating Robust
Patient Preference Information to Producing Decision-Ready
Outputs?

16:00 - 19:00 Patient-Centered Research Poster Session 4

50
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See you at the next preference session.
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