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The Passive

Patient

Healthcare can be profoundly
disempowering

"When we want your opinion,
we'll give it to you "
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But they don’t necessarily get it.


What Patients Need to Know

 What are my options?

e What are the benefits and
possible harms?

 How likely are these benefits and
harms?

 What are your treatment goals?
Do they match mine?

e What can | do to help myself?
* What can you do to support me?
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Health Literacy

e Capacity to obtain, process and
understand health information
and use it to make decisions
about health and healthcare




People with better health literacy have better

health
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Facts about Health Literacy

e Health literacy benefits society
e Limited health literacy affects health

e Limited health literacy reinforces health inequalities

e Health literacy is affected by context, culture and setting
e Building personal health literacy skills is a lifelong process
e Limited health literacy leads to higher health system costs

Health Literacy: the Solid Facts. WHO Europe 2013



Health information: the Evidence

e In 21 trials involving 2,289 stroke patients and
1,290 carers, information provision led to:

Cochrane
Library

Cochrane Database of Systematic Reviews

* Increased knowledge about stroke _
 Greater satisfaction é
* Less depression

 Active information provision with opportunities to
ask questions may be better than passive
information

Forster et al. Cochrane Database of Systematic Reviews, 2012



Shared Decision Making

One-Time Chronic
Decisions Care
for Tests or Management
Treatments Decisions

Wellness and
Health Promotion
Decisions



Shared Decision Making

Clinicians and patients working together to select tests,
treatments, management or support packages, based on clinical
evidence and the patient’s informed preferences.



Sharing Expertise

Clinician

* Diagnosis

e Disease aetiology

* Prognosis

* Treatment options
 Qutcome probabilities

Patient

e Experience of illness
* Social circumstances
 Attitude to risk

e Values

e Preferences



Six Elements of Shared Decision Making

»

+

1 Invite patient 2 Presentoptions 3 Provide
to participate information on
benefits and risks

a ' ‘_
4  Weigh options 5 Facilitate 6 Assist with
based on patient deliberation and implementation

goals and concerns decision making




Information About Treatments is Often Unbalanced

Harms
minimized

Benefits
exaggerated



Patient Decision Aids

Arthritis: Should | Have Knee Replacement Surgery?

Corﬁ)-are

= | o e - Arthritis: Should | Have Knee Replacement Surgery?

Compare your options

Have knee replaceme nt Try other treatment
surgery

What is usually s You may be asleep duringthis . *® You can {ry exercise,
involved? surgery. Or you may be awake medicines, joint injections, or,

Now th
at you've thought about the facts and your feelings, you may have a general idea

bt num from the waist GOWn. in some cases, another type of of where you stand on this decisi
e ;
ot ision. Show which way you are leaning right now.
» You wil stay inthe hospital far ) i
several days. « You can iry using crutenes, Having knee replacement surgery -
braces, and other types of NOT having knee replacement

‘vou will need several weeks of
physical therapy.

walking support fo help ease
the stress On your Knee.

What are the penefits?

Most people have much less « You avoid the risks and side
pain and are able to do many effects of surdery.
of their daily activities more
gasily.

Leaning toward

Undetided

Leaning toward

» You avoid months of physical
therapy, although ererciseis
gtill important.

What are the risks and » Risks include: » The strong medicines used for

; B :

side effects? — Ablood clot. severg pgm may cavse
constipation, mental confusion,

_ Infection or wound-nealing drowsiness, and nausea and

©2014 Healthwise
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The International Patient Decision Aids Standard (IPDAS) collaboration defines patient decision aids as, “...tools designed to help people participate in decision making about health care options. They provide information on the options and help patients clarify and communicate the personal value they associate with different features of the options. Patient decision aids do not advise people to choose one option over another, nor are they meant to replace practitioner consultation. Instead, they prepare patients to make informed, values-based decisions with their practitioner.” 


Arthritis: Should | Have Knee Replacement Surgery?

3
Your
Feelings

What matters most to you?

Your personal feelings are just as imporiant as the medical facis. Think about what
matters most to you in this decision, and show how you feel about the following
statements.

| want to be able to do low-impact My knee doesn't really get in the way of the
activities, such as swimming and golf, as physical activities | like or need to do.
well as chores and housework.
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Decision aids help a person learn about the options, compare their choices, clarify their feelings, and present their preferences.

They also can test the patient’s knowledge and provide a summary for both the patient and the doctor.


Doctor-Patient Alignment

Top Three Goals and Concerns
for Breast Cancer Decisions

Provider view Patient view

96%

71 80%
59%
I 33% 33%
H -B
= 0%
Keep Live as Look Avoid
breast long as natural using
possible without prosthesis

clothes

Sepucha et al. (2008). Pt Education and Counseling. 73:504-10.
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The patient’s perspective is heard and included (Sepucha)



Patient Decision Aids: the Evidence

e |n 115 trials involving 34,444 participants, use

has led to:
e Greater knowledge
© 1y Cochrane
* More accurate risk perceptions € Library

. . . Cochrane Database of Systematic Reviews
* Greater comfort with decisions

* Increased participation in decision-making
* Better agreement between values and choice

* Fewer patients choosing major surgery

Stacey et al. Cochrane Database of Systematic Reviews, 2014



Managing Long Term Conditions

Professional care —

3 hours per year (1 x 15 mins per
month)

Self-care —
8,757 hours per year




Personalised care planning

Conversation between a patient and a
clinician to jointly agree goals and
actions for managing the patient’s
health problems.

* Proactive

e Targeted

e Holistic

* Anticipatory
e Collaborative

Regularly reviewed



Patients’ Goals may be Different from Clinicians’” Goals

e To better manage my pain relief so | don’t wake up at night

e To stay in my house as long as possible

e To stop taking anti-depressants because | don’t like the side-effects
e To learn how to cook healthy meals that the whole family will enjoy

e To have the same person caring for me from 9am to 3pm so my
parents can go to work

 To meet new people in my local area so | don’t have to travel into the
centre of town

e To receive end of life care at the hospice close to where my sister lives

Source: Coalition for Collaborative Care. Personalised care and support planning handbook. NHS England 2015



1. Preparation

2. Goal

7. Reviewing setting

Care
planning
cycle

6 3. Action
Supporting k / planning

5. 4.

Coordinating Documenting




Care Planning: the Evidence

* |n 19 trials involving 10,856 participants, use has
led to:

 Better physical health (blood glucose, blood pressure)
e Better emotional health (depression)

* Better capabilities for self-management (self-efficacy)
1 3§ Cochrane
s's? Library
Cochrane Database of Systematic Reviews

Coulter et al. Cochrane Database of Systematic Reviews, 2015



What We Have Learnt

Traditional practice styles.......
e Create dependency

* Discourage self-care

e |gnore preferences

e Undermine confidence

Do not encourage healthy
behaviours

e Lead to fragmented care




Informed, Empowered Patients

Have the knowledge, skills and confidence
to manage their own health and
healthcare,

And they......
 Make healthy lifestyle choices

e Make informed and personally relevant
decisions about their treatment and care

 Adhere to treatment regimes
* Experience fewer adverse events

e Use less costly healthcare Health Affairs Feb 2013
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