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The commitments, tools and frameworks
are in place… but will we really impact on NCDs?
• Heads of State and Governments have made political commitments to tackle NCDs,
these are:
• road maps,
• menus of policy options and interventions
• monitoring frameworks
• readiness to move from planning to action at many high level meetings

• A lack of action
• insufficient uptake and implementation of programs

• insufficient reach to community members who might benefit from programs

• A paradigm shift in our approach is necessary to reach NCD and SDG targets

The 9th Global Conference on Health Promotion

Key statements:
•

•

•

We recognize that health and
wellbeing are essential to
achieving sustainable
development
We will promote health through
action on all the SDGs
We will make bold political
choices for health

3 Focal areas
1. Good
governance

2. Healthy
cities &
communities

3. Health
literacy

Critical new developments in health literacy
WHO 9th Global Conference on Health Promotion 2016 – the Shanghai Declaration
• Political mandate to include health literacy to help achieve the SGD targets
• Provincial leaders, regional leaders, Mayors – to be at the centre of
transformational change to meet SDGs
• Push for research, program development and interventions to be created and
applied at the local level
New resources:
1. WHO-SEARO Health Literacy Toolkit for Low and Middle Income countries
2. New practical tools guiding interventions: HLQ, ISHAQ, eHLQ, CHAT, OrgHLR
3. WHO Global Coordination Mechanism for the Prevention and Control of NCDs (GCM/NCDs)
•
•
•

Global Working Group 3.3 on Health Education and Health Literacy
Global Community of Practice in Health Literacy
WHO National Health Literacy Demonstration Projects (NHLDPs)

4. The WHO Collaborating Centre for Health Literacy (established July 2017)

Why are our policies and interventions not reaching everyone?

100% coverage

To be effective here we
really need to focus on
health literacy diversity
To be effective here
can think about
average HL in the
population

How to meet the needs of
those we are currently
failing to engage or be
effective with?
Optimising mass
and/or standardised
strategies
stagnating
campaign/programs

maturing
campaign/programs

Health Literacy: the concept, rather than the
terminology, is the important thing
Health literacy is how people come to…
• think what they think,
• believe what they believe, and
• decide what they decide about health

What information and support do people, and their families, need for
health actions?

Health literacy is
The characteristics of the person + the things and supports they need,
such as..
Skills

Knowledge Motivation Beliefs Confidence Resources

Supports

to
Access

Understand

Appraise

Retrieve /
remember

Use

Information and services to make decisions about their health and the
health of their family and community

What is a health literacy approach?
Access

Understand

Appraise

Retrieve /
remember

Use

A health literacy approach is where we ask questions like:








What patterns of health literacy strengths do people have, especially those
who we are not being effective with or are not reaching?

What strategies are available to us to work with people with low health
literacy? (including the critical role of community conversations)
How can we implement strategies for the people with the lowest health
literacy in the community or people with special health literacy needs?
How can we assist staff to use careful and sensitive assessments and to use
different strategies based on people's needs?

How do we measure health literacy strengths and weaknesses
to understand patients and the community?
Access

Understand

Appraise

Retrieve /
remember

Use

Health literacy is multi-dimensional, so:






We use a questionnaire that is sensitive to the different patterns of
strengths and weaknesses that people may have

Understanding health literacy, especially people ‘missing out or we are not
being effective with, informs intervention development
What exactly are the strengths and weaknesses?

What is Health Literacy: Real-world experience
Thinking about your experiences in trying to look after your health (or that of your
family), what does a person need to be able to get and use all of the information they
need?
1. Brainstorming session

Best practice in concept
2. Sorting and rating of statements
development /
3. Multivariate analysis
questionnaire
development
4. Interpretation of maps

Concept mapping
A structured process to capture the
knowledge of patients, practitioners,
and policy makers

HLQ: Health Literacy Questionnaire (dimensions)
1. Feeling understood and supported by healthcare
6. Ability to actively engage with
providers
healthcare providers
2. Having sufficient information to manage my health 7. Navigating the healthcare system
3. Actively managing my health
4. Social support for health
5. Appraisal of health information

8. Ability to find good health information
9. Understand health information well
enough to know what to do

Who are the
scariest types of
experts to test the
performance of a
questionnaire?
Patients / Community members
&
Frontline clinicians

Psychometric properties of the English, French, Danish,
German, Dutch, Slovakian HLQ… very strong

Health Literacy Overview - an ecological framework
The ecological framework gives us a basis
for considering health literacy effects and
interventions at many levels.

To develop effective publicSpecifically:
health
1. The individual level
interventions for complex conditions
(e.g.,
2. The level of local social networks and
NCDs) we need to consider all these
levels
communities
3. The organizational level with an
emphasis on health service and health
promotion organizations
4. Inter-sectoral roles
5. The population and policy level

Can we ensure that the interventions we select
or develop are not…
• Weak
• Only suitable for easy to find ‘average’ patients / highly
empowered people
• Hard to implement in the real world
• Disappear when the ‘project’ stops
Projects can “look good”, have fashionable theory, be trendy, be
pushed by a powerful person/impressive funding…
–but are not really wanted, not scalable and not sustainable

Health literacy intervention development
Problem
•I can not go to the literature to get Health Literacy interventions
•There in nothing there that will fit my clinic/ community/ culture
Realisation
•There is nothing new in health literacy, it is what great frontline practitioners
do each day
Solution
•Use data from ‘usual’ patients
•Work with frontline practitioners, managers and service users/patients to
capture their experiential knowledge and wisdom

Australian Research Council Linkage
Grant (2012-2015)
Investigators
•
•
•
•
•
•
•

Richard Osborne
Rachelle Buchbinder
Roy Batterham
Alison Beauchamp
Sarity Dodson
Brad Astbury
Gerald Elsworth

Partners – Victorian Government
1. Home and Community Care (HACC)
2. Primary Care
3. Hospital Admissions Risk Program (HARP)

www.ophelia.net.au

Ophelia
Ophelia aims to improve health outcomes
and reduce health inequalities by:
Empowering health and community
services to understand, prioritise and
take action – to be responsive to
clients with varying health literacy
strengths and needs.

Developed in partnership with 9 organisations in Victoria

Ophelia protocol
The protocol draws on three
discourses:
1.Intervention mapping
2.Quality improvement collaboratives
3.Realist evaluation thinking
http://www.biomedcentral.com/1471-2458/14/694

Ophelia – optimising health literacy to improve
outcomes; 3 phases
Phase 1:
Identify health literacy
strengths & needs

• Collect health literacy and other data from
community members/ clients
• Explore results (as vignettes/patient stories) in
workshops to generate intervention ideas

Phase 2:
Co-design health literacy
interventions

• Identify which interventions have potential to
address local health literacy needs or improve
outcomes

Phase 3:
Apply interventions;
evaluate on an ongoing
basis

• Health literacy interventions are applied and
evaluated

Ophelia - principles
1 Focus on improving health and well being outcomes
2 Focus on increasing equity in health outcomes and access to services for people with varying
health literacy needs
3 Prioritise local wisdom, culture and systems
4 Respond to locally-identified health literacy needs
5 Respond to the varying and changing health literacy needs of individuals and communities
6 Engage all relevant stakeholders in the co-creation and implementation of solutions
7 Focus on improvements at and across all levels of the health system

8 Focus on achieving sustained improvements through changes to environments, practice,
culture and policy

Ophelia: building on current good practices
Communities of practice, quality
improvement collaboratives

Realist program design and
evaluation

Intervention mapping

Health service settings: participatory service development and quality improvement (e.g. LEAN)

Local stakeholders
identify local
priorities

Document local
needs
Scales of the Health literacy Ques onnaire
Strongly Agree—Strongly disagree

1. Feeling understood and supported
by healthcare providers
• I can rely on at least one healthcare provider

2. Having sufficient informa on to
manage my health
• I am sure I have all the informa on I need to
manage my health effec vely

3. Ac vely managing my health
• I spend quite a lot of
health

me ac vely managing my

4. Social support for health
• I have at least one person who can come to
medical appointments with me

5. Appraisal of health informa on
• When I see new informa on about health, I
check up on whether it is true or not
• I compare health informa on from different
sources

Cannot do—Very easy
6. Ability to ac vely engage with
healthcare providers
• Discuss things with healthcare providers un l
you understand all you need to

7. Naviga ng the healthcare system
• Work out what is the best care for you
• Decide which healthcare provider you need to
see

8. Ability to find good health
informa on
• Get health informa on in words you
understand
• Find informa on about health problems

9. Understand health informa on well
enough to know what to do
• Read and understand all the informa on on
medica on labels
• Understand what healthcare providers are
asking you to do

Uncover local
wisdom
(practice
excellence)

Intervention design
and sharing
1. Co-develop
framework
2. Community of
practice

Implement
intervention
Test, evaluate,
feedback, compare

Community settings: participatory community development/ participatory research (e.g. ABCD)
Whole of community perspective and focus
on who is ‘left behind’

Cycling between bottom-up and topdown planning

How can fisherman and their families in a poor
region of Egypt engage in co-design to generate
local solutions?

How can fisherman and their families in a poor
region of Egypt engage in co-design to generate
local solutions?
Ahmed, is a 39 year old fisherman. He is obese, smokes, and was diagnosed
with hypertension in 2000. He is married with no children. Although he has
been told he has several risk factors for heart disease, he doesn’t seek
medical advice on regular basis. He has never used the internet. He only
sometimes looks at health information but finds it is really hard to find, and
work out if it useful or not.
He is on tablets to lower his blood pressure, but sometimes he forgets to
take it. Sometimes he stops getting his medication when he runs out of money.
He doesn’t visit his doctor much. Lately, after encouragement from his wife to
take care of his health, he passes by a pharmacy to measure his blood
pressure. If he finds that he has high blood pressure, he resumes his
medications.

1. Do you
recognise this
person in your
community?

Live
Alone

Born in
UK

9%

100%

Speaks Education
English at college or
home
more

100%

3. “If there were lots
of people like this…
What could services/
community
organisations etc do to
improve outcomes for
these people?

2. What is being done, or
could be done, to
improve outcomes for
this person?

36%

Full or
part
time
work

36%

Unemployed

0%

Retired

Arthritis

Back
pain

45%

45%

27%

Depression or
anxiety

9%

Diabetes

18%

Reports has
no
conditions

Average
number of
conditions

27%

1.5

Vignette: Cluster D
Ahmed, is a 39 years old fisherman. He is obese, smokes, and was diagnosed with
hypertension in 2000. He is married with no children. Although he has been told he has
several risk factors for heart disease, he doesn’t seek medical advice on regular basis.
He has never used the Internet. He only sometimes looks at health information but
finds it is really hard to find, and work out if it useful or not.
He is on tablets to lower his blood pressure, but sometimes he forgets to take it.
Sometimes he stops getting his medication when he runs out of money. He doesn’t visit
his physician much. Lately, after encouragement from his wife to take care of his health,
he passes by a nearby pharmacy to measure his blood pressure. If he finds that he has
high blood pressure, he resumes his medications.
www.ophelia.net.au
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Integrated Ophelia framework
for HL interventions
Changes in
organization

 Prioritization of
responding to diversity
(including outreach and
intake procedures)
 Systematic processes to
support access
 Systematic processes to
respond to diversity (and
to enable staff to do so)

Changes in staff

 Knowledge about
health literacy
 Knowledge of HL
diversity in their
community
 Skills and knowledge
of good practice

Changes in
community
engagement

 Activate and equip
change leaders
 Sustainable mutual
support
 Activating diverse
groups

Changes in
individuals
• Increased health
literacy
 Increased mutual
support in accessing
and using health
information
 Improved access-and
health-related
behaviours

The Ophelia “BreastScreen Victoria” Project

Improving awareness and participation among Aboriginal, Arabic and
Italian women

Background
•
•
•
•

Aim for equitable participation
Aboriginal, Arabic & Italian women under-screened
Aim to increase participation
Project partnership
- BreastScreen Victoria
- Department of Health and Human Services
- Deakin University

Ophelia – optimising health literacy to improve
outcomes; 3 phases
Phase 1:
Identify health literacy
strengths & needs

• Collect health literacy and other data from
community members/ clients
• Explore results (as vignettes/patient stories) in
workshops to generate intervention ideas

Phase 2:
Co-design health literacy
interventions

• Identify which interventions have potential to
address local health literacy needs or improve
outcomes

Phase 3:
Apply interventions;
evaluate on an ongoing
basis

• Health literacy interventions are applied and
evaluated

Needs analysis - 2016

Group

HLQ Survey Interviews

Workshop
participation

Aboriginal

52

9

17

Arabic

71

3

30

Italian

173

4

12

Control

133

5

23

-

21

21

103

NW clinic staff
TOTAL

429

Total number of
people
consulted:
553

Barriers to screening identified
Knowledge

Fear
Priority

“A friend thought she didn’t need to go as she has no family history.”
“She doesn’t go because she fears people touching her and causing pain.”
“You put others first, your family comes first. It’s a cultural thing.”

Health Beliefs

“My neighbour believes God will take better care of her than her GP.”

Access

“I don’t know how to get there. I don’t have a car. I can’t go.”

Trial 1: Screening shawls for Aboriginal women
Background
• Requested during Nan Aunty Mum project
• NZ model
Trial
• Customised shawls with Aboriginal design
• Partnering with VACCHO and VAHS
• Group booking model
• Clinic staff training
• Trial successful

Trial 2: Reminder letters in language when due for routine
appointment
• Target women due for a routine reminder letter
• Randomised control trial
• Received letter in English or in Italian/Arabic
• 1032 women included (710 Italian, 322 Arabic)

Trial 2: Reminder letters in language when due for routine
appointment
Results
Group

Trial arm

Booked

Not booked

Arabic

In language

53.0%

47.0%

Arabic

English

47.5%

52.5%

Italian

In language

64.5%

35.5%

Italian

English

66.2%

33.8%

No difference

Trial 3: Outbound calls in language
•

Target lapsed women

•

Randomised control trial

•

Received call in language or no call

•

195 women included (115 Italian, 80 Arabic)

Trial 3: Outbound calls in language
Results

Group

Trial arm

Booked

Not booked

Arabic

In language call

55% (21)

45% (17)

Attended (of those
that booked)
90% (19)

Arabic

No call

5% (2)

95% (40)

100% (2)

Italian

In language call

71% (41)

29% (17)

78% (32)

Italian

No call

7% (4)

93% (53)

100% (4)

• Women who received a call in language were x10 more likely to book than
women who didn’t receive a call
• The majority of women who booked actually attended their appointment.
Of those that didn’t attend, most cancelled.

Further trials…

Trial
Trial
Trial
Trial

4:
5:
6:
7:

Peer education program
Pharmacy engagement
Staff training
Media ads & animation

Integrated Ophelia framework
for HL interventions
Changes in
organization

 Prioritization of
responding to diversity
(including outreach and
intake procedures)
 Systematic processes to
support access
 Systematic processes to
respond to diversity (and
to enable staff to do so)

Changes in staff

 Knowledge about
health literacy
 Knowledge of HL
diversity in their
community
 Skills and knowledge
of good practice

Changes in
community
engagement

 Activate and equip
change leaders
 Sustainable mutual
support
 Activating diverse
groups

Changes in
individuals
• Increased health
literacy
 Increased mutual
support in accessing
and using health
information
 Improved access-and
health-related
behaviours

Health service responsiveness and access to healthcare
Examples of health literacy barriers

A person from the community….
• Little knowledge about entitlement to
service
Approaches a health service
Lack of confidence
Note: The worse •a healthcare
Limited knowledge of how the service
system performs,• the
higher a
works
Receives a service
person’s health literacy
needs
to be
• Difficulty
explaining
needs to intake
workers

Service is responsive to needs
Fully engages with providers/
fully understands own health
needs

Problem seen
as….
People not
accessing the
service
Large numbers
of clients ‘do
not attend’

Clients drop
• Services don’t tailor what they do to
out; outcomes
individual patients’ learning needs or styles
not achieved
• Fewer people reach these last levels

• Most likely to be those with higherFail to establish
• Providers unaware that patients are not
rapport or fully
health
and
able
to putliteracy
knowledge
intohigher
practice – may
participate in
socioeconomic
status.
lead
to frustration and
lack of This
trust creates
own care
inequity… health literacy is therefore an
equity issue

The Development and
Testing of the
Organisational Health
Literacy Responsiveness
(Org-HLR) Tool

Org-HL
Responsiveness
Framework

“The WHO European Action Network
on Health Literacy for Prevention and
Control of NCD”
To be launched by Portuguese Government
and Russian Federation in January 17-18, 2019

Flagship WHO Projects:
China, Egypt, Myanmar
Also underway:
EU: - Portugal, Slovakia, Denmark, Norway,
Netherlands, France, Ireland
Elsewhere: Australia (x2), Philippines (x3),
Thailand (prisons), Mali, Benin
Emerging:
India, Brunei Darussalam, Canada

http://www.who.int/global-coordination-mechanism/activities/working-groups/wg-february-2018/en/

HL Demonstration Projects
Europe
1. Portugal, Lisboa

3. France, Réunion

•Academe/NGO/MoH/ 4xhealthy cities

•Academe/Municipality

•Diabetes access and management

•Service access: Diabetes, cardiovascular
and ischemic diseases, renal disease

•HL Monitoring, Ophelia

2. Norway, Oslo
•Academe/Municipality
•COPD management
•HL monitoring, Ophelia

•Ophelia, eHealth Literacy

4. Slovakia, Kosice
•Academe
•Kidney, CVD, COPD control & management
•HL monitoring, Ophelia

HL Demonstration Projects
Europe
5. The Netherlands, Maastricht

7. Dublin, Ireland

•Academe/Hospital

•NGO – National Heart Foundation

•Musculoskeletal disease management

•CVD control/primary prevention

•HL Monitoring, Ophelia

•Schools / families – focus on obesity

6. Denmark, Aarhus
•Academe/Rehabilitation Hospital
•CVD control/secondary prevention
•HL Monitoring, Ophelia, responsiveness
•Ophelia, Responsiveness

•Ophelia

8 - 100. ??

Prospective Demonstration Projects
Asia / Africa
Philippines, national

Benin, Atacora

MoH, contract research

INGO, Academe

3 to 5 Ophelia projects across life course

Diabetes management and control

Mali, Bamako

HL monitoring

NGO Santé diabète/ MoH/Academe
Diabetes control
HL monitoring, Ophelia co-design

Others

GCM/NCD National Health Literacy Demonstration Projects (NHLDP)
• Concept Note
• Background
• Overview of setting up a WHO NHLDP
• Phases of the Ophelia approach
• Specific activities
• Evaluation
• Resources and materials
• Time Frames for running an Ophelia project
http://www.who.int/global-coordination-mechanism/activities/working-groups/wg-february-2018/en/

Future international developments in Health Literacy
• Digital health literacy
– eHealth Literacy Questionnaire (eHLQ) / eOphelia

• Knowledge Action Portal by WHO
• Organisational Health Literacy
– Universal Precautions Toolkit, 10 Attributes of a health literacy organization, Organisational
Health Literacy Responsiveness tool (OrgHLR), Vienna Concept of Health-Literate Hospitals and
Healthcare Organizations (V-HLO)

• WHO Action Networks
– EURO Action Network on Measuring Population and Organizational Health Literacy (M-POHL
Network)
– EURO Action Network on National Health Literacy Demonstration Projects (NHLDPs)
• Lisbon, Portugal, 2019 - January 17, 18.

• Health Literacy and Health Security
– Using health literacy thinking for getting a country ready for Ebola / influenza pandemic etc

Thank you
Richard.osborne@deakin.edu.au

