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PATIENTS IN
HEALTHCARE
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* “Working together to
promote and support
active patient and public

Involvement in health
and healthcare and

* to strengthen their
Influence on healthcare
decisions, at both the
Individual and the
collective level”




HEALTH POLICY BRIEF
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Patient Engagement. People actively
involved in their health and health care
tend to have better outcomes—and, some
evidence suggests, lower costs.

WHAT'S THE ISSUE?

A growing body of evidence demonstrates
that patients who are more actively involved
in their health care experience better health
outcomes and incur lower costs. As a result,
many public and private health care organi-
zations are employing strategies to better en-
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their medical conditions. What's more, the US
health care system often has seemed indiffer-
ent to patients’ desires and needs. Many prac-
titioners fail to provide the information that
patients need to make the best decisions about
their own care and treatment. And even when
patients do receive detailed information, they
can be overwhelmed or lack confidence in
their nwn choires. Thiose with low levels nf

(James, 2013; Health Affairs)




Multidimensional Framework For Patient And Family Engagement In Health
Continuum of engagement

Levels of Partnership and

engagement Consultation Involvement shared leadership

SUELE EEEney SOreUsts Patients participate to
Policy making focus groups with = »

: o decisions about how to
patients to ask opinions leeaiE ComlFees

Organizational Organization surveys Patients co-lead safety

: - : Patients as advisory o
design and patients about their care = "7 = S0 10 Y =P and quality improvement
governance experiences committees
Focus groups with Patients suggest Patients as co-partners
HEsEEie patients to ask opinions > research question > on the team

. . Decisions are ma
Patients receive

information abouta =P Patients are asked about P> based on patients

. . their preferences preferences, evidence,
diagnhosis o
and clinical judgemen

l Factors influencing engagement:

» Patient (beliefs about patient role, health literacy, education)
« Organization (policies and practices, culture)
» Society (social norms, regulations, policy)

Adapted from Carman K L et al. Health Aff 2013;32:223-231



Shared decision
making (SDM)

A process by which
decisions are made by the
patient and the clinician
using the best available
evidence and patients
iInformed preferences.
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»

Decision to be made
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Information exchange
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Values/preferences
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(Legare et al., 2010)



Patient identified barriers & facilitators to
SDM
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Fig. 2 KEnowledge and power. patient-reported influences on individual capacity to participate in shared decision making.



Interventions for improving the adoption of shared decision

S D M C a n b e making by healthcare professionals (Review)
Légaré F, Stacey D, Turcotte S, Cossi M], Kryworuchko ], Graham ID, Lyddiatt A, Politi MC,

Thomson R, Elwyn G, Donner-Banzhoff N

Healthcare professional
training

THE COCHRANE

COMBINED WITH COLLABORATION®

Patient-mediated
Interventions such as
patient decision aids

(Légaré et al. 2014)



Patient Decision Aids adjuncts to counseling&

Inform

« Provide facts
‘ ‘ Condition, options, benefits, harms

« Communicate probabilities

Clarify values
* Ask which benefits/harms matters most
« Share patient experiences

@ Support
» Guide In steps in deliberation/communication

M - Worksheets, list of questions

@ uOttawa (Stacey et al., Cochrane Library, 2017)




Formats for patient decision aids
(used prior to or within consultations)

R" 1. Print

@ 2. DVD/Video
Q 3. Online/computer-
' ! ?L/ based




Against comparators, PtDAs (105 RCTS&

Improve decision quality with... v' Reduce decisional conflict
(-9% uninformed; -9% unclear
values)****

v Help undecided to decide (36%)

v' Support patients to be less passive
In decisions (32%) ***

v Improve patient-practitioner
communication (9/10; 1 no diff)

GRADE quality: i 4 Potent(:al to r_educe over-use
ok high ** |ow v’ -16% elective surgery |

. *** moderate *very low v -12% PSA — prostate screening
"""""""""""""""""""""""""""""""""""""" v +65% new diabetes medicine

v 13% higher knowledge****

v 110% more accurate risk
perception***

v 106% better match between
values & choices **

I uOttawa (Stacey et al., Cochrane Library, 2017)
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Do Interventions Designed to Support Shared Decision-
Making Reduce Health Inequalities? A Systematic Review
and Meta-Analysis

Marie-Anne Durand’, Lewis Carpenter’, Hayley Dolan’, Paulina Bravo?, Mala Mann?, Frances Bunn?,
Glyn Elwyn®

1 Centre for Lifespan and Chronic lliness Research, University of Hertfordshire, Hatfield, United Kingdom, 25chool of Mursing, Pontificia Universidad Catolica de Chile,
Santiago, Chile, 3 Support Unit for Research Evidence, Cardiff University, Cardiff, United Kingdom, 4 Centre for Research in Primary and Community Care, University of
Hertfordshire, Hatfield, United Kingdom, 5 The Dartmouth Center for Health Care Delivery Sdence, Dartmouth College, Hanover, United States of America

Abstract

Background: Increasing patient engagement in healthcare has become a health policy priority. However, there has been
concern that promoting supported shared decision-making could increase health inequalities.

Objective: To evaluate the impact of SDM interventions on disadvantaged groups and health inequalities.

Design: Systematic review and meta-analysis of randomised controlled trials and observational studies.

19 studies* showed:

- significantly better outcomes for disadvantaged patients

- maybe more beneficial to disadvantaged patients than for those with higher
literacy/ socioeconomic status

(*small sample sizes and various study quality)



AN\ International Patient &
wagp; Decision Aid Standards
N\ T/ (IPDAS) Collaboration since 2003

To enhance the quality and effectiveness of patient decision
aids by establishing a shared evidence-informed framework
for improving their content, development, implementation,
and evaluation.

AN
/-

IPDAS Steering Committee: Dawn Stacey, R Volk (co-leads),
M Barry, N Col, A Coulter, M Harter,
V Montori, N Moumijid, M Pignone,
R Thomson, L Trevena, T van der Weijden

BMC Medical Informatics and Decision Making 2013, 13 (Suppl 2).
http://www.biomedcentral.com/bmcmedinformdecismak/supplements/13/S2

mif y Ottawa



To find decision aids
Google: ‘decision aid’

Frangais

Search Results - A to Z Inventory of Decision Aids

Your search: cancer found the following decision aids (see list below).

Click on a title to view a brief description that will help you decide if the decision aid will meet your needs, or try another keyword
searchisss .

Search again:

Found 67 matches.

Breast and Ovarian Cancer

BRCA1 and BRCAZ2: Cancer Risk and Genetic Testing. National Cancer Institute

Breast Cancer Risk: Should | Have a BRECA Gene Test? Healthwise

The BRCA1/2 gene mutation test to evaluate the risks of breast and ovarian cancer ; Le dépistage des mutations génétiques
BRECA1/2 pour évaluer les risques de cancer du sein et de l'ovaire Université Laval

Understanding genetic tests for breast and ovarian cancer that runs in the family: Information and decision aid. Centre for
Genetics Education, NSW Health

Breast Cancer

= A Patchwork of Life - One Woman's Story, For Women Making Breast Cancer Treatment Decisions. Dan L. Duncan Cancer
Center at Baylor College of Medicine




Decision Aid Summary

Title
Audience

Options included

Year of last update or review
Format

How to obtain

Developer

Where was it developed?

Health condition
Type of decision aid

Language

Radiotherapy for Head and Neck Cancer: A Summary for Adults and Their Caregivers.
People diagnoses with head and neck cancer considering radiation therapy.

Three-Dimensional Conformal Radiation Therapy (3DCRT).
Intensity-Modulated Radiation Therapy (IMRT].
Stereotactic Body Radiation Therapy (SBRT).
Proton-Beam Radiation Therapy (PERT).

2015

Web, paper, audio, POF

Click here to view the decision aid on the develop oy

Agency for Healthcare Research and Quality [AHRQ)

http:/www.ahrg.gov/info/customer. htm
Agency for Healthcare Research and Quality (AHRQ)
us

Radiation Therapy
Treatment

English, Spanish

Based on IPDAS criteria (International Patient Decision Aid Standards) this decision aid (andfor supporting materials) meets:

|
e

~pE mF T oeritaris e he definaed 205 natiamt o
?'.--\.-.-\.' (M LE= ] [ .-\.'L": JeTined a5 a patient

5 out of 8 criteria to lower the risk of makin

Not applicable: other criteria for decision aids about screening or testing



What is decision coaching?

B Trained healthcare professional
who is non-directive and
provides support that aims to

develop patients skills in: .C‘

« thinking about the options

« preparing for discussing the
decision in a clinician consultation

* Implementing the chosen option

m Delivered face to face or using
telephone

(O’Connor et al., 2008; Stacey et al., 2008)
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Decision Coaching to Prepare Patients for
Making Health Decisions: A Systematic
Review of Decision Coaching in Trials of
Patient Decision Aids

Dawn Stacey, PhD, Jennifer Kryworuchko, PhD, Carol Bennett, MSc,
Mary Ann Murray, PhD, Sarah Mullan, MSec, France Legare, PhD

Medical Decision Making, 2012

Background. Decision coaching is individualized, nondi-
rective facilitation of patient preparation for shared deci-
sion making. Purpese. To explore characteristics and
effectiveness of decision coaching evaluated within trials
of patient decision aids (PtDAs] for health decisions.
Data Sources. A subanalysis of trials included in the
2011 Cochrane Review of PiDAs. Study Selection. Eligible
trials allowed the effectiveness of decision coaching to be
compared with another intervention and/or usual care.

process without any difference in knowledge or participa-
tion in decision making Coaching plus PIDA compared
with PtDA alone (n = 4) had no difference in knowledge,
values-choice agreement, participation in decision mak-
ing, or satisfaction with the process. Decision coaching
plus PtDA was more cost-effective compared with PtDA
alone or usual core (n = 1). Limitations. Methodological
guality, number of trials. and description of decision
coaching. Conclusions. Compared with usual care, deci-

Coaching (n=10 trials):
- Improved knowledge compared to usual care
- Improved knowledge similar to decision aid group

- Improved or no difference on other outcomes
(values-choice agreement, satisfaction, participation, costs)



Ottawa Personal Decision Guide % 8:’ ¢ %ﬁ
For People Making Health or Social Decisions

@ Clarify your decision.

What decision do you face?

What are your reasons for making this decision?

When do you need to maka a choice?

[] Mot thought akbout it [] Close to choosing

How far along ara wilh making a choice?
“ ng are you g [] Thinking about it [] Made a choice

= Explore your decision.

fa i
ﬁf Knowledge A.—li Values ﬁj Certainty

List the oplions and banafits Rate each benehl and risk Choose the option with the benefils that matber
and risks you know. using stars (%) to show how most 1o you. Avoid the options wilh e risks
much each ona mattars to you. that matier most o youw.
Haw much it . Heow much i
H’““ﬂ":?:g‘:‘ﬂ?ﬁ:”“ matters to you: ““ﬁ?:mi::ﬁ'ﬂ matiers to you:
0% not at all ’ 0% mot at all
Benefits ! Advantages [ Pros Risks | Disadvant 1 Comny
an 5% a great deal I E Ages s 5% agreat deal
Opfion #1
Cplion #2
Option #3
Which oplion do you prefer? [] Option #1 [] Option #2 [[] Option #3 ] Unsure

o -'_—\I
Eﬂ EB Support
Who else is involved?

LTS 'R Sl Bbngn,y pupgilgns )

T — 1L — 1T - I = Wl Ir [




To find Google: ‘generic decision aid’”

Ottawa Personal Decision Guides
The Ottawa Personal Decision Guide (OPDG) and Ottawa Personal Decision Guide for Two (OPDGx2) are designed for any health-
related or social decisions.

They can help people identify their decision making needs, plan the next steps, track their progress , and share their views about
the decision. See this video example of the OPDG being used to coach someone making a decison.

Ottawa Personal Decision Guide
{Two-page interactive PDF. Fill in, save your answers, and print using Adobe Reader.)

French Spanish
= Swedish German

Dutch Japanese
f_ — Ottawa Personal Decision Guide for Two

(Allows 2 people involved in the decision to complete the guide.)

French

You may use any of these guides without requesting permission. These guides are protected by copyright but are freely
available for you to use, provided you: a) cite the reference in any documents or publications; b) do not charge for or profit from
them; and c) do not alter them except for prefilling them for a specific condition/decision as necessary.



Multidimensional Framework For Patient And Family Engagement In Health

Continuum of engagement

Levels of Partnership and
engagement Consultation Involvement shared leadership

To Engage Patients/Families:

- Create health policies that support patient

engagement
Organizational - Establish a culture of patient engagement
design and
governance - Provide training
Research - Develop or gather tools for facilitating patient
engagement
GAUBRUEIES  _ Focus research on priorities established with

patients/public

Factors influencing engagement:
» Patient (beliefs about patient role, health literacy, education)
« Organization (policies and practices, culture)
» Society (social norms, regulations, policy)



J‘ Research Institute
] Institut de recherche
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Patient Decision Aids % C%M ¢ %%

Patient Decision Aids
For specific conditions
For any decision
Developed in Ottawa

Other KT Tools

Decision Coaching

Conceptual Frameworks

Development Toolkit
Development Methods
International Standards
Systematic Review
Decision Aid Library Inventory

Evaluation Measures

Implementation Toolkit
Step 1: Identify the decision
Step 2: Find patient decision aids
Step 3: Identify barriers
Step 4.1: Implementation
Step 4.2: Provide training

F LT T I S [ f S —

Welcome

Patient decision aids are tools that help people become involved in decision making by making
to be made, providing information about the options and outcomes, and by clarifying personal v:
complement, rather than replace, counseling from a health practitioner.

How can | find decision aids?

+ Ato Z Inventory allows you to search for decision aids on particular health topics.

+ Ottawa Personal/Family Decision Guides can be used for any health or social decision.

+ Decision Aid Library Inventory (DALI) allows developers to enter informaton about their decision
inventories.

Where are the online tutorials?

» The Ottawa Decision Support Tutorial (ODST), to help practitioners develop knowledge in share
decision support.

+ The Ottawa Patient Decision Aid Development eTraining (ODAT) to help people create a patien
development process.

* The Implementation Toolkit provides tools and training for incorporating decision support in prac

What's the evidence?

+ An international research group updates the systematic review of trials of patient decision aids f
decisions using Cochrane review methods.
» The International Patient Decision Aid Standards (IPDAS) Collaboration established a set of inte

http://decisionaid.ohri.ca



