5™ International Shared _ _
Decision Making Conference What is the capitol of Norway?

SHARED DECISION MAKING: VISION TO REALITY

(please write in)

What is the capitol of Norway? What is the capitol of Norway?
a) Berlin a) Lillehammer
. b) Bergen
b) Madrid ¢) Oslo
©) OSI(.) d) Kristiansand
d) Paris
Workshop objectives: Workshop Agenda
« Clarify goals for shared decision making 1. Overview and introductions
and patient decision aids 2. Small group discussions
+ Identify measurable outcomes appropriate 3. Conceptual and theoretical approaches to

. . . . measurement of decisions (Karen Sepucha)
for pilot testing, clinical trials and 4. How have people done it? (Dawn Stacey)

implementation studies. ) i : .
T . . 5. Available instruments and psychometric properties
« Critically appraise instruments used to (Jen Kryworuchko)

measure common outcomes 6. Group discussion

* Identify gaps in current measures and
propose a research agenda (Refreshment break around 2:30pm)



PtDA Research Continuum Isn’t evidence enough...?

 Ignatius Semmelweis (an Austrian obstetrician) essentially

iscovered the “germ theory” of disease in 1847.
— Noticed 20% death rate in his hospital, compared to 1% for

mothers who delivered at home.

Development Evaluation Implementation — Following the implementation of hand washing with a bleach,
What arepthe key Does the decision aid What % of eligible . death rate in his hosplt_al al§o fell to 1% o
knowledge gaps? increase knowledge? patients received the * His reward: he was dismissed from his job. _
What is the best Does it lead to higher decision aid? * It took more than 30 years for the germ theory of disease
format? Is the DA decision quality? Does it How many places to become accepted and for its implications for disinfection
balanced? change decisions? are using the tools? to be implemented
+ Even today in the U.S., 2 million people a year will .
w w contract an infection while in the hospital and 90,000 will
die from that infection. Hand-washing rates (outside of
surgery) remain below 60%.
Pfeffer, Evidenced-based management, 2006
Small groups Development
. . « Cost efficiency, resources, simplicity, buy-in to be
Each group will be assigned a stage involved, satisfaction with care, ease of use, can the

outcome be measured

Answer the following questions for your stage: Identifying the gap/need, special clinical interest
—  What is the goal? (How might the goals differ for Decisional conflict resolution, most appropriate decision
researchers, patients, providers, policymakers?) aid, effective care/satisfaction, improving access to

—  What are the most important outcomes/data to services
collect? Face validity with patients and providers — is what is

— Why are these important? needed in the decision aid — right evidence/content

— What is the best way to assess these outcomes? Process for updating
Does it meet IPDAS standards?

Evaluation/Testing Implementation

What does it do for patients? Increase/decrease anxiety, decisional
conflict, patient satisfaction with process

Providers job easier or harder (e.g dispelling myths, use of time),
change process of decision making

Feeling involved in the decision

Right time at right place, something important to them

Who, when, where, how did it happen

Timely, feasible, easily available, improve health outcomes, used,

Policy makers — costs, save money, capacity, improve satisfaction, quality of care, level of involvement, values,
Increase knowledge, satisfaction, communication between pt and « Define target audience and measure how many got the decision aid;
provider decision quality, satisfaction with process, dialogue between
Clinical outcomes (e.g. diabetes — improvement in health outcomes) patient/providers, simple measures to determine providers

Decision aid setting — when does decision aid plan to be perspective of the interaction

implemented — with MD, at home, by nurse — fit with real life
Define context and how broad (e.g. insurance companies, what do Costs — save or be more expensive

they expect — better financial outcomes What proportion of providers' patients get or don't get the decision
Does the decision aid address patients needs/ worries aid

How many people that were not eligible got it?



Conceptual and theoretical
approaches to decision making
and measurement

Karen Sepucha
Massachusetts General Hospital
Harvard Medical School

Approach to measurement
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How to select measures

* What do we want to learn?

« What are the different ways to gather data?

* How well will they address the question?
» At what cost?

* Who else might use the data to make decisions?

» Feed forward in next steps? Feedback to use next
time?

Agenda

» Background

» Decision making theories
— Decision analysis
— Decisional conflict theory
— Theory of planned behavior
 Decision quality

Decision making in health care
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Normative framework

 “Rational” approaches

— Assume decisions are consequential and
preference-based

— Assume actors are purposive, goal-directed

Decision analysis Subjective expected
utility theory (von Neumann Morgenstern)



Decision analysis

Patient
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Evaluation studies

» Holmes-Rovner et al. (1999) used decision
analysis in evaluation of decision aid for
hormone replacement therapy

—how likely are the positive and negative
consequences (0-100)

— how they felt about the consequences (linear
analog scale)

— Used subjective expected utility model to
determine “preferred treatment”

Decisional conflict...

Decision making is emotional (hot issue)

Patients’ goal is to resolve the conflict
associated with decision making (as
opposed to maximizing utility)

Certain situations and conditions result in
people adopting more rational
approaches

Janis and Mann, 1977

Possibilities and Probabilities

Gather Information
Probabilities

5% 100 3% 1006 19% 9%

85% 85% 91%

20% 10% 2% 99

80% 90% 89%

Patient A Patient B Patient C

Different outcome probabilities for 3
patients with different severity &
comorbidity

Values Clarification
for Outcomes

Least valued
(Death)

Sexual Dysfunction  Urinary Dysfunction

N(Igst valued
ymptom
Re\?ef)

Different value judgments for 3
patients facing same probabilities

Behavioral Theories

* We are not calm, dispassionate, rational decision
makers...especially when confronting significant medical

issues

* Many people are uncomfortable with numbers and many
of the associated measurement tasks (e.g. standard

gamble) are cognitively

demanding.

« People tend to use simple rules and heuristics to make
decisions (usually “follow the doctor’'s recommendation”)

* Need approaches that meet patients where they are

When do

Are there serious risks
if | don’t change?

people

N

YESl = /Unconflicted

-

adherence

exhibit
vigilance?

Are there serious risks
if 1 do change?

YES 1 \NO‘ Unconflicted

Is there hope for a
better solution?

change

YES 1 \NO‘ Defensive

Is there time to search
and deliberate?

avoidance

YES l

VIGILANCE

No
Hypervigilance



Vigilance (good decision making)...

The extent to which the decision maker(s):

thoroughly canvas wide range of alternatives
survey full range of objectives implicated by choice
carefully weigh positive and negative consequences
intensively search for new information

correctly takes into account any new information, even
when it does not support the alternative initially preferred

reexamines the positive and negative consequences of
all known alternatives, including those originally
regarded as unacceptable before making a final choice

makes detailed provisions for implementing and
executing the chosen course

Decision making in health care

Implications for measurement:

Van den berg et al (2005) used TPB in decision
aid for neonatal testing decisions

< Multiple choice knowledge test with both
gualitative and quantitative items.

« Attitudes toward specific treatment:

For you, having a screening test for Down'’s syndrome at
15 weeks is:

Good 1234567 Bad
Helpful 12 3 4 56 7 Unhelpful
Pleasant 1 2 34 5 6 7 Unpleasant
Beneficial1 2 3 4 5 6 7 Harmful

Implications for measurement

* Annette O’Connor’s decision conflict scale
— This decision is hard for me to make
— | am unsure what to do in this situation

« Several studies (e.g. O'Connor 1999 for HRT)
have used this as key construct in evaluating
decision aids, reported in Cochrane

+ How might you use this in development or needs
assessment? How might you influence patients’
answers to those four questions?

Theory of Planned Behavior

Attitudes

N

Social Norms —‘ Intention ‘— Behavior
Perceived _Z— -7
Control
Azjen, 1991

What are the core concepts?

* |Is there any overlap from these diverse
approaches?

» What are we trying to achieve with
decision aids?



IPDAS Collaborative: Effectiveness items
DECISION PROCESS Median

recognize ...a decision needs to be made
know available options

know different features of options
understand ...values affect decision

clear ...which features matter most to them
discuss values with health practitioners

become involved in dm...in ways they prefer

DECISION QUALITY
improves ..match between features that matter most
to the informed patient & chosen option

Assessing knowledge: patients don't know
what they don't know

Decisional Canflict Scale Informed Subscale
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Percent Correct

60% 80% 100%

No correlation between general and
° 5 pocentCorest o specific knowledge

Concordance

» Match between features that matter most
and chosen option
— Does chosen option need to be implemented?
— Which features should we focus on?

— What logic or decision rule do we use to
determine “match™?

Decision Quality

* Informed Patients
— Perceptions/generic items vs. decision
specific?
— Quantitative vs qualitative?

— How much is enough? Who determines
what’'s important?

Informed?

« 2,575 survey respondents who completed 4,528
modules from the DECISIONS study (medication,
screening and elective surgery decisions)

» Overall, there was no significant association between
responses to item, How informed do you feel?, and
knowledge score.

— Patients with high knowledge were less likely to perceive
themselves to be informed (OR 0.69 95%Cl 0.57, 0.87; p<0.001)

Perceptions are not good surrogate for knowledge

How do you calculate concordance?
Sepucha & Ozanne systematic review (in press)
¢ 49 studies (~12 decision aids)

« 10 distinct definitions
— Choices (intentions, treatment received)
— Preferences (calculated, directly assessed)
— Decision rule/calculation (matching, regression)

¢ Only 2 studies reported whether or not patients
were informed



“Who made the decision?” | “they didn't say to me, “Well, we

What about providers?

“Follow the doctor’s recommendation” pervasive
heuristic

To what extent does doctors’ recommendation
incorporate patients’ preferences?

% patients who reported their doctor asked them
what they wanted

— 48.6% surgery (n=445)

— 42.7% systemic therapy (n=355)

— 75.8% reconstruction (n=91)

Involvement in decisions...

could remove the breast, we could
do this, we could do that.” They
just said, “This is what we're going
ta do.” And that was—I wasn't in

Mainly the doctor

“She was competent and compassionate,
... [and] she gave me the data that |
needed to take the emotion out of the
decision. We talked statistics and sizes
and measurements and things that
helped me to be analytical with my
decision.”

X Both equally

to do from the beginning. It was fine.
They [my doctors] didn't disagree. They
didn’t agree. They just said, “Okay.”
They understood.”

Mainly you

IPDAS Collaborative: Development items

Median

... the credentials of the people who developed it

...asked patients what they needed to discuss the
decision

...asked providers what they needed to discuss specif ic
situation

Field tested...with patients facing the decision
...with practitioners who counsel patients
Patients found the decision aid acceptable

Practitioners found the decision aid acceptable

8a. The DA was reviewed by outside experts (provide  rs)
8b. The DA was reviewed by outside experts (patient  s)

Maybe we should just focus on

decision process?

DECISION PROCESS

recognize ...a decision needs to be made
know available options

know different features of options
understand ...values affect decision

clear ...which features matter most to them
discuss values with health practitioners

become involved in dm...in ways they prefer

DECISION QUALITY
improves ..match between features that matter most
to the informed patient & chosen option

What about evaluation
frameworks?

IPDAS Collaborative: Effectiveness items

Median



— Monior Ottawa Model of Research Use
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Diffusion of Innovations System/environmental factors...
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Toward The ‘Tipping Point’:
Decision Aids And Informed
Patient Choice

Earl
Adcp{grs Access to high-quality patient decision aids is accelerating, but not at
13.5% 34 Laggards the point of dlinical care.

16%

by Annette M. 0'Connor, John E. Wennberg, France Legare, Hilary A.
Liewellyn-Thomas, Benjamin W. Moulton, Karen R. Sepucha, Andrea G.
Sodano, and Jaime S. King

Innovators )
5% ABSTRACT: Preference sansitive treatment decisions involve making value trade-offs be-
‘tween benefits and harms that should depend on informed patient choice. There is strong

evidence that patient decision aids not only improve decision quality but also prevent the

*From €M Rogers, Diftusian of lnnavetions, &th editon (New York. The Free Pres, 1995) averuse of options thet Inbormed petiants do not valus, Thia paper tiscusese prgess In

implementing decision aids and the policy prospects for reaching a “tipping poirt” in the
adoption of “informed patient choice” as & standrd of practice. [Health Affairs 26, no. 3
(20073 T16-725; 10.1377/hithaff.26.3.716]



* Patient-centered care

“healthcare that establishes a
partnership among
practitioners, patients and
their families (when
appropriate) to ensure
that decisions reflect
patients’ wants, needs
and preferences and that
patients have the
education and support
they need to make
decisions and participate
in their own care .”

V. u(ﬁﬂ e

Quiality of care from patient perspective PtDA Research Continuum

“Choice: recommended
treatments must offer the

best possible outcome @ @

— consistent with patients

Guide to Quality personal preferences.”

Breast Cancer Care

Development Evaluation Implementation

“Information: patients need to w w
clearly understand the issues
they will be facing, and
deserve readily available,
unbiased, evidence-based

information presented from a
o patient's perspective.”

Final thoughts

* Reliability and validity in measures is
necessary, but not sufficient

» Meet goals? Relevant? Actionable?
Costs?

» Feed forward to support implementation
and diffusion

» Feed back to promote learning about
development and theory



