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Executive summary

Definition of health literacy

Health literacy is about how people understand information about health
and health care, and how they apply that information to their lives, use

it to make decisions and act on it. Health literacy is important because

it shapes people’s health and the safety and quality of health care.

The Australian Commission on Safety and Quality in Health Care (the Commission) separates

health literacy into two components:

¢ Individual health literacy is the skills, knowledge, motivation and capacity of a person
to access, understand, appraise and apply information to make effective decisions about

health and health care and take appropriate action.

* The health literacy environment is the infrastructure, policies, processes, materials,
people and relationships that make up the health system and have an impact on the way
in which people access, understand, appraise and apply health-related information and services.

Importance of health literacy

Health literacy is a significant issue for Australia.
Health information and systems have become
increasingly complex and harder to understand.
Like many other developed countries, almost

60 per cent of adult Australians have low individual
health literacy, which means they may not be able
to effectively exercise their choice or voice when
making healthcare decisions.! Low individual health
literacy is associated with higher use of health
services, low levels of knowledge among consumers
and poorer health outcomes.? It has been estimated
that people with low individual health literacy are
between one-and-a-half and three times more likely
to experience an adverse outcome.®

A systematic review that examined the costs
associated with low individual health literacy found
that, at a system level, additional costs were
equivalent to approximately three to five per cent
of total healthcare spending.* At an individual level,
people with low health literacy spent between
$US143 and $US7798 more per person per year
than people with adequate health literacy.

o Health literacy: Taking action to improve safety and quality

Health literacy is important for consumers because
it affects their capacity to make decisions and take
action to manage their health and health care. It is
important for healthcare providers because it affects
the way that they manage their relationships with
consumers and deliver health care. It is important
for managers and policy makers because the
complexity of their systems and services can affect
the ability of consumers to use those services
effectively. It is also important for broader society
because health literacy contributes to people’s
overall health, and consequently their capacity to
participate and contribute productively to society.
Addressing health literacy can also contribute to
reducing health disparities and increasing equity.

Partnerships with consumers are essential for

both individual health and health care and for

the development of better healthcare systems.
Improving health literacy ensures that consumers
can fully participate in these partnerships, and that
the health system and healthcare organisations are
oriented to support such partnerships.



Improving health literacy

There is much work happening in Australia to
address health literacy, involving individuals

and organisations working in research, health,
education, justice, social services, local government
and many other areas.® However, these activities
are disconnected, and opportunities for shared
learning are limited. Current systems to support
improvements in health literacy at a local, regional,
state and territory level are variable, and are

absent nationally.®

Addressing health literacy in a coordinated way
has potential to increase the safety, quality and
sustainability of the health system. Strategies

are needed to build the capacity of people to
understand the choices they have, make decisions
and take action for their health and health care;
and to build the capacity of the health system to
support, encourage and allow this to occur.

To address health literacy in a coordinated way
in Australia, it is necessary to:

* embed health literacy into high-level systems
and organisational policies and practices

* ensure that health information is clear,
focused and useable, and that interpersonal
communication is effective

* integrate health literacy into education for
consumers and healthcare providers.

Building on the strategies outlined in this paper,
the Commission will work to raise awareness of
health literacy, foster a climate of national action
and collaboration on health literacy, and promote
and provide resource materials for healthcare
organisations to improve their local health
literacy environment.

**people with low levels of
individual health literacy are
one and a half to three times
more likely to have an adverse
health outcome.”®

*%|n the United States, people
with lower health literacy spend
between $US143 and $US7 798
per person per year more on
health services.”®

Health literacy: Taking action to improve safety and quality 6



INTRODUCTION

1 Introduction

Since 2006, the Australian Commission on Safety and Quality in
Health Care (the Commission) has helped to identify, raise awareness
of and support organisations to address safety and quality issues

within health care.

The issue of health literacy has been
raised repeatedly during the course of the
Commission’s work.

There are many different facets to health literacy:

it is seen as a barrier and an enabler, an influencer,
a by-product and a consequence of good health,
education, and social policy and programs. Health
literacy supports health and wellbeing across
people’s lives. Health literacy affects not only a
person’s involvement in the formal healthcare
system, but also decisions they make and actions
they take in the home, workplace and community.®’
It influences people’s lifestyle choices, the type of
preventive health actions they take and the way they
access, use and maintain healthcare regimens.

Almost universally, people have identified health
literacy as an issue that requires national focus and
attention. Improving health literacy is thought to
minimise barriers to safe and high-quality care that
stem from misunderstanding and miscommunication
between patients and the health system, to improve
health outcomes, and to reduce disparities and
inequities in health.

° Health literacy: Taking action to improve safety and quality

Health literacy is also seen as fundamental to the
establishment of effective partnerships between
consumers and healthcare providers. There are
many barriers to engaging in a true partnership,
including the information, status and power
imbalances that often exist in the relationship
between consumers and healthcare providers.
Empowering consumers to improve their knowledge
and capacity for action, and reducing the demands
placed on consumers by a complex health system
is one way of making care more patient-centred
and contributing to a safe and high-quality

health system.

There have been efforts to take a national approach
to health literacy in the past, with a particular

focus on population-based goals and targets.®
These efforts have been hard to maintain, and

their success is difficult to measure.® There is now
increasing recognition that consumers are at the
centre of the health system, and that health literacy
has an impact on the safety and quality of health
care.'®"" With this recognition comes an opportunity
to explore different ways to coordinate health
literacy improvement efforts nationally.

Consequently, the Commission has started
a program of work about health literacy.



1.1 Purpose

This paper is the first of a series of activities by

the Commission on health literacy. The aims of the

paper are to raise awareness of the importance of

health literacy, and to start discussions about how

it can be addressed systematically and who can be
involved in this process.

The paper provides a broad overview of health
literacy in Australia and identifies a number of areas
and actions required to address health literacy

in a coordinated way. Some of these areas and
actions are outside the remit of the Commission;
however, they are important components in
ensuring a coordinated approach to health literacy
across Australia.

Moving forward, the Commission will support
national action to address health literacy in a
systematic way, with a focus on promoting and
providing useful resources to support healthcare
organisations to address health literacy within their
local environment. The Commission intends to build
on this initial paper by developing further resources
on health literacy, including tailored implementation
resources for different individuals and organisations
that outline strategies and actions that they can
undertake to address health literacy within the
healthcare system.

1.2 Audience

The primary audience for this paper is managers,
policy makers and other people involved in the
design and improvement of systems and services
to support the health and wellbeing of Australians.

This paper can also be used by consumers,
carers, healthcare providers, educators, and other
health, welfare and education workers to increase
their knowledge about health literacy, and inform
their decision-making about what they, and their
organisations, can do to address health literacy.

The information in this paper is relevant for
government and nongovernment sectors, including
those involved in the delivery of health and welfare
services, education and training, infrastructure
and planning, community and consumer
advocacy and support, and professional support
and development.

This paper has been designed to provide
information for a range of people and organisations
with different roles and responsibilities in addressing
health literacy. However, the Commission
acknowledges that it is important that different
resources are prepared for different audiences to
ensure that everyone working within the healthcare
system understands their role and the actions they
can take to address health literacy. The Commission
will be developing more tailored resources in

the future.

Health literacy: Taking action to improve safety and quality °



INTRODUCTION

1 Introduction continued

1.3 Structure

Part A of this paper discusses what health
literacy is, how the Commission conceptualises
health literacy, why it matters, how it might be
measured and where it fits in the wider context
of related issues.

Part B describes how efforts to improve health
literacy might be better coordinated through action
taken within systems, at the interpersonal level, and
through education and training programs. There are
details of the types of people and organisations that
have a role in addressing health literacy in Australia,
and examples of the kind of actions that can be
taken by these different groups. Due to the nature
of the Commission’s role, this section tends to focus
on agents and actions within the health system, with
some references to activity in other sectors. The
paper concludes by identifying the next steps that
will be taken by the Commission.

1.4 Consultation

From June to September 2013, the Commission
sought feedback on a draft version of this paper.
More than 100 submissions were received.

The Commission reviewed and analysed the
submissions, and undertook significant revision
of the draft paper to address the key concerns
identified. The submissions have contributed to the
final version of this document and will also help to
shape the Commission’s future work in this area.
A consultation report outlining key themes and
issues raised during the consultation process can
be found on the Commission’s web page.*

1.5 Linking with the National
Safety and Quality Health
Service Standards

The Commission’s work on health literacy links
closely with the National Safety and Quality

Health Service (NSQHS) Standards. The NSQHS
Standards include a range of actions that require
healthcare organisations to work closely with
consumers in the planning, delivery and evaluation
of health care to ensure that it is delivered in a way
that is understandable and that meets the needs
and preferences of consumers. Health literacy
enables people to share in the type of active and
meaningful partnerships which are required under
the NSQHS Standards. Standard 1: Governance for
Safety and Quality in Health Service Organisations
and Standard 2: Partnering with Consumers include
actions that focus on these areas, and most of the
other NSQHS Standards include actions focused on
making information easy to understand.

This paper provides information about the
importance of health literacy and gives examples of
some strategies and approaches that can be used
to address health literacy. This information may

be of assistance to organisations looking to both
strategically address health literacy and meet the
requirements of the NSQHS Standards.

* www.safetyandquality.gov.au/our-work/patient-and-consumer-centred-care/health-literacy

o Health literacy: Taking action to improve safety and quality
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2 What is health literacy?

Consumers are at the centre of our health system. The purpose of the
health system is to improve the health and wellbeing of people so they
can live happier, healthier and more productive lives.

As society changes, the health system is evolving —
moving from a paternalistic model where healthcare
providers made care decisions for patients to

a more collaborative, rights-based model where
people are provided with information and choices
about their health. It is now increasingly being
recognised that people have the right to be partners
in their health care to the extent that they want

to be."

The way in which people make decisions and take
action about health and health care is influenced

by their own skills, capacities and knowledge; and
by the environments in which these decisions and
actions are taken. Together, these factors have been
conceptualised as ‘health literacy’. Along with many
other developed countries,?'® Australia has low
levels of health literacy (Box 1).!

This section provides a synthesis of the definitions
and concepts of health literacy, and the definition of
the two health literacy terms that the Commission
uses in its work.

*eSixty per cent of adult Australians
have low health literacy.”®

o Health literacy: Taking action to improve safety and quality

Box 1

Levels of health literacy
in Australia

In 2006, the Australian Bureau of
Statistics conducted the Adult Literacy
and Life Skills Survey, which identified
that almost 60 per cent of adult
Australians have low health literacy.
This means that they may not be able to
effectively exercise their choice or voice
when making healthcare decisions.!

2.1 Concepts that underlie
health literacy

The term ‘health literacy’ emerged in the 1970s,'®
but did not gain momentum until the 1990s,"” when
it began regularly appearing in academic literature.
The term originated from the field of public health in
the context of health education, health promotion
and primary prevention.

Interest in the concept of health literacy and the way
in which people apply and interpret the term has
evolved to reflect a variety of perspectives on the
topic. There is currently no consensus about the
definition of, or conceptual framework for, health
literacy, and this has been a source of confusion
and debate.’®'® Part of the confusion comes from
the application of the term ‘health literacy’ to
similar, but not identical, concepts. Research that
is relevant to health literacy can be found under
many different banners, including health education,
health communication, consumer participation and
engagement, attitudes and beliefs of consumers,
organisational culture and health promotion.



There has also been a tendency to broaden the
scope of this term to include an increasing range
of factors that may affect the way in which people
interact with the health system, and the health
outcomes that they achieve.

There is considerable research on health literacy,
but the different use of terminology, overlapping
concepts and siloed nature of health and medical
research have made it challenging for people to link
the concepts, draw conclusions and act to address
health literacy.®

The concepts that are most frequently included in
discussions about health literacy are as follows.

Skills and abilities of individuals

The most common use of the term ‘health literacy’
is associated with the skills, abilities, motivations
and capacities of people to ‘obtain, process

and understand health information and services
necessary to make appropriate health decisions’."®
These skills and abilities include the domains of
cultural and conceptual knowledge, listening and
speaking (oral literacy), writing and reading (print
literacy), and numeracy.?° Abilities that have been
identified as important by consumers with regard
to health literacy include knowing when and where
to seek health information, verbal communication
and literacy skills, assertiveness, capacity to
process and retain information, and skills to

apply information.?!

Context and characteristics
of individuals

A range of contextual factors and personal
characteristics have been identified as affecting the
skills and abilities of people to make decisions and
take action about health and health care. These
include age, education, health and mental health
status, occupation, cultural and ethnic background,
language, socio-economic status, social supports
and networks, and prior knowledge and experience
with illness and the healthcare system.'®2122 The
influence of these factors means that the needs
and abilities of people may change over time, and
the life course is a factor that has been included in
some definitions of health literacy.'®'92® Section 5.3
contains more information about many of these
contextual factors.

Environmental and social factors

A different approach to health literacy has

evolved from the fields of public health and health
promotion. This focuses on the environmental and
social factors that influence health. In this model,
health literacy is an outcome of health education
and communication. Improved outcomes and
reduced health disparities are achieved through
greater empowerment and engagement, changed
health behaviours and practices, advocacy, and an
understanding of the social determinants of health.?®

Demands and burdens placed
on individuals

Over the last decade, there has been an increased
focus on the demands and burdens placed

on people who seek care in complex health
systems.?*25 These demands and burdens relate

to factors such as the way in which the health
system is organised; the content and availability

of printed, online and other resource materials for
consumers; interactions between consumers and
healthcare providers; and the physical environment
of health services and settings.?"?%2¢ Some systems
and processes have been designed in a way that
limits access, which can impose barriers for people
and lead to fragmentation of care. Many models

of health literacy focus on the interaction between
skills and demands, and consider that it is important
to both increase skills and reduce demands to
ensure that people are in the best position to make
decisions and take action about their health and
health care.?°

Health literacy: Taking action to improve safety and quality o



PART A

2 What is health Hteracy? continued

2.2 How the Commission defines health literacy

Because of the complexity and range of concepts that are currently included within the broad term ‘health
literacy’, the Commission separates health literacy into two components: individual health literacy and the
health literacy environment. These two components reflect the two predominant factors that influence the
way that a person accesses, understands, appraises and applies information (Figure 1).2

Figure 1 The two components of health literacy

Individual health literacy

HEALTH

LITERACY

Health literacy environment

Source: Parker R, Measuring health literacy: Why? So what? Now what? In: Hernandez L (ed),
Measures of Health Literacy: Workshop Summary; Roundtable on Health Literacy. 2009.

Individual health literacy and the health literacy
environment influence how people undertake a
range of tasks, including:

The Commission defines these two health literacy
components as follows:

¢ Individual health literacy:

the skills, knowledge, motivation and capacity ¢ reading, understanding and acting on

of a person to access, understand, appraise
and apply information to make effective
decisions about health and health care and
take appropriate action.

Health literacy environment:

the infrastructure, policies, processes,
materials, people and relationships that make
up the health system and have an impact on
the way in which people access, understand,
appraise and apply health-related information
and services.

@ Health literacy: Taking action to improve safety and quality

preventive health messages, healthcare
plans, medication instructions and other
health information

completing health and healthcare forms such
as consent forms, insurance forms, Medicare
claim forms and diagnostic survey tools

finding a healthcare provider or service and
making an appointment

making informed decisions about health and
health care

navigating healthcare systems and services

understanding signage and way-finding within
and between health services.



Individual health literacy

Individual health literacy is about a person’s skills
and abilities and how these are applied to health
and health care.”® It covers a range of skills,
behaviours and activities, such as reading about
what foods are required for healthy eating, the
motivation to participate in a cardiac rehabilitation
support group, or the capacity to make an
appointment at an antenatal clinic. As well as the
ability to read, comprehend and analyse information,
individual health literacy includes the ability to
decode symbols, charts and diagrams; weigh risks
and benefits; and convert this information and
decision-making into action.

A range of factors are linked to each person, their
environment and upbringing that can either support
or interfere with the development of individual
health literacy (see Section 5.3). In some cases, the
likelihood of lower individual health literacy might be
increased where disadvantage and vulnerabilities
connect. Individual health literacy is also dynamic:

it can fluctuate depending on issues such as illness,
stress and where the person is in their life course.

Different types of strategies are needed to support
individual health literacy, depending on the
factors that have influenced the way that a person
understands and uses information. Strategies

to raise awareness of health issues might need

to be different for men and women; different
communication requirements might be needed
for those from culturally and linguistically diverse
backgrounds; different cultural considerations will
need to be part of strategies for Aboriginal and
Torres Strait Islander peoples; and different tools
and approaches may be needed for people with
a disability.

Health literacy environment

The infrastructure, policies, processes, materials,
people and relationships of the health system

can be set up and work in a way that makes it
easier or more difficult for consumers to navigate,
understand and use information and services about
health and health care. The way the health literacy
environment works and how complex it is influences
how consumers make decisions and take action
about health and health care.?®% The health literacy
environment sits within the broader societal context.

The health literacy environment includes information
about health and health care, and the structures
and processes of how and where these are
provided. The health literacy environment includes
systems, policies, procedures and protocols at
local, regional, jurisdictional and national levels.
These cover issues such as design and layout of
hospitals, health product packaging and design,
referral pathways, social marketing, design of public
health programs, care coordination processes, and
provision of other types of education, support and
infrastructure for people about health and health
care. It also includes how people work within the
healthcare system, including the communication
processes and relationships that exist between
consumers and healthcare providers, such as
shared decision-making processes.

Sections 7, 8 and 9 of this paper include some
examples of strategies that can be used to address
individual health literacy and the health literacy
environment. However, they do not go into detalil
about the very wide range of potential strategies
that might be needed to address all aspects of
these two components of health literacy.

Section 10 provides more information about the
roles of the different people and organisations that
should be involved in addressing both individual
health literacy and the health literacy environment.

Health literacy: Taking action to improve safety and quality o



PART A

3 Why is health literacy important?

Health literacy is important because there is consistent evidence
that indicates associations between individual health literacy, health

behaviours and health outcomes.

Overall, it has been estimated that people with low
individual health literacy are between one-and-a-half
and three times more likely to experience an
adverse outcome.® Lower health literacy has also
been linked to a lack of social empowerment and
efficacy.®' In addition, a recent report by the World
Health Organization suggests that low health literacy
‘significantly drain[s] human and financial resources
in the health system’.%?

This section discusses the evidence about health
literacy, health outcomes, and safety and quality;
and mechanisms that have been proposed for
linking health literacy to outcomes. It also provides
a summary of the benefits of health literacy to
people in different roles within the health system.

3.1 Evidence about health
literacy and health outcomes

The combination of low levels of health knowledge,
low levels of individual health literacy in the
population' and increasing demands from a
complex health system?3 has a significant impact
on health, and the safety and quality of health care
in Australia. Low individual health literacy has been
found to be associated with:234

* increased rates of hospitalisation and greater
use of emergency care

* lower use of mammography and lower uptake
of the influenza vaccine

* poorer ability to demonstrate taking
medications appropriately

* poorer ability to interpret labels and
health messages

* poorer knowledge among consumers about
their own disease or condition

* poorer overall health status among
older people

* higher risk of death among older people.

e Health literacy: Taking action to improve safety and quality

Generally, the associations between level of
individual health literacy and outcomes remain,
even when contextual factors such as age, sex,
education, income, ethnicity and health status are
taken into account.®*

See Box 2 for examples of why health literacy is
important throughout the health journey.

It is difficult to accurately determine the cost of
lower individual health literacy to the person,
healthcare organisations and the system as a whole.
This is partly due to the difficulty in separating the
effects of individual health literacy and other related
concepts that influence behaviour. One systematic
review in the United States that examined the costs
associated with lower individual health literacy
found that, at a system level, additional costs
corresponded to approximately three to five per cent
of total healthcare spending.* At an individual level,
people with lower health literacy spent between
US$143 and US$7 798 more per person per year
compared to people with higher individual health
literacy. However, a later systematic review found
that the results of cost-impact studies were mixed,
and further research was needed to accurately
estimate the cost of health literacy and the benefits
of applying health literacy strategies.®®

There has been far less research about the
impact of the health literacy environment on
health outcomes. It has been recognised for some
time that the complexity of the health system

is challenging for consumers and healthcare
providers,® and that this complexity contributes
to poor-quality and unsafe care.®6:%"



In research about the readability of written Consumers report that their needs regarding

information for consumers, it has often been found information are not always met. It is known

that documents contain language and complex that people who are provided with appropriate
concepts that would be difficult for the average information (based on satisfaction with received
person to comprehend.®-42 Other studies that have information, fulfilled information needs, high-quality
looked at the information that is provided to patients and clear information) report better health-related
about their condition and treatment, particularly for quality of life and lower levels of anxiety and
specific conditions such as cancer, have suggested depression.*® Reports on assessments of the health
that healthcare providers may need to pay more literacy environment of individual health facilities
attention to providing patient-centred information.*® identify issues such as difficulties in way-finding and

written information that is too complex, particularly
on consent forms.*°

Box 2
Health literacy across the health and wellbeing spectrum

Health literacy is important to people throughout their lives and their health journeys, whether
they are in contact with a healthcare service or not. Understanding information about health and
health care is important to health and wellbeing across the spectrum of primary, secondary and
tertiary prevention. Examples of different ways in which health literacy affects people’s lives are
summarised below.

There is limited evidence of an association between health literacy levels and health risk
behaviours such as smoking, alcohol use, physical activity and healthy eating habits.?3* However,
individual health literacy is likely to be an important factor in preventing illness.®? If a person is
given complex information about the importance of these modifiable risk factors, or does not
have the capacity to access, understand and act on the information, they are not being given the
opportunity to make informed choices and prevent future health conditions.

Individual health literacy and the health literacy environment affect a person’s engagement with
the healthcare system, including their likelihood of accessing disease prevention services such
as screening programs. For example, it has been shown that interventions that involve health
literacy training for healthcare providers are associated with increased cancer screening rates.2®

Individual health literacy and the health literacy environment also influence the safety and
quality of health care. A person’s ability to access, understand and use information about
their condition will influence the action they take and the decisions they make about treatment
and management. For example, studies have shown that low individual health literacy can be
a significant risk factor for improper adherence to HIV medication regimens.*445

[E— TS T
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~ PART A

3 V\/hy IS health Iiteracy importaﬂt? continued

3.2 Evidence about health
literacy and safety and quality

Addressing health literacy is one way of protecting
people from potential harm.*® Providing unclear
health information and services can lead to
misunderstandings about the risks, consequences
and necessity of care, or about medication
instructions, healthcare plans or preventive
strategies. All of these scenarios have the potential
to lead to some level of harm for consumers,
whether it is a faster progression of a condition,

a medication error or a poorer health outcome.*+48

The area that has been investigated most frequently
is the contribution that individual health literacy
makes to medication safety risks, particularly dosing
administration risks.*® Low individual health literacy
has been found to be significantly associated

with a poorer understanding of medications,
medication instructions and adherence to treatment
regimens.®#°% Studies have estimated that nearly half
of adults misunderstand common dosing schedules
(such as take two tablets by mouth twice daily) and
warnings that detail important information to support
safe and effective use (such as do not chew or crush,
swallow whole; for external use only).%0®"

There is important research that indicates

people with lower individual health literacy have
lower adherence to anticoagulation therapy.2°

For example, Australian research has found

that impaired cognition, depressed mood and
inadequate health literacy are strong risk factors
for unstable coagulation test results among people
who take warfarin.®?
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In another study based in the United States, half

of patients receiving warfarin at an anticoagulant

clinic thought their medication regimen was different
from what their healthcare provider thought.s3

This suggests that communication of critical
medication information between the patient and the
healthcare provider (and verification of the patient’s
understanding of that communication) was less than
optimal. In this situation, failing to think about the
health literacy of the consumer and tailor information
appropriately can lead to a misunderstanding

of medication instructions, which can place the
consumer at greater risk of a serious adverse event
such as stroke or bleeding.

3.3 How is health literacy linked
to outcomes?

A number of models have been proposed to
explain the links between health literacy, health
outcomes and factors such as age, education,
socio-economic status, cultural background,

social support, and the media.'® Generally, the
data to support these models is limited, and the
models may underestimate the complexity of the
factors, relationships and interactions that exist.?>%*
Nonetheless, understanding these models is
important, as they may suggest places where action
can be taken for improvement.

The key causal pathways that have been described
relate to the way in which individual health literacy,
the health literacy environment and contextual
factors influence the following:2223

* How people access and use
healthcare services.
For example, people with higher individual
health literacy may have a greater
understanding of when to seek treatment and
preventive care, reducing the use of acute
health services. The design of healthcare
facilities may make it more difficult for people
with lower individual health literacy to find the
information and services that they need.



Interactions between consumers and
healthcare providers.

For example, healthcare providers may have
limited awareness of the level of individual
health literacy of their patients and may

not tailor the information that they provide
appropriately. People with lower individual
health literacy may be less likely to ask
questions of their healthcare provider, or to
ask for clarification or more information if they
do not understand. Both of these factors can
affect the likelihood that consumers will follow
the recommended treatment.

How people manage their own health.
For example, people with higher individual
health literacy may have more knowledge
about the actions that they can take to
manage their own condition (such as

what medication to take in an asthma
exacerbation). Programs and support
services such as chronic disease
self-management programs can help to
increase knowledge and change behaviour.

How people exert control over the
factors that shape health.

For example, people with higher

individual health literacy may have a
greater understanding of the social
determinants of health and be involved

in influencing these social determinants
for others. This engagement can be
supported by an environment that provides
health education that is focused on the
development of interpersonal and social
skills, as well as knowledge about specific
health-related issues.

*eStudies have estimated that
nearly half of adults misunderstood
common dosing schedules and
warnings ... to support safe and

effective use (of medications).”®
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3 Why is health literacy important? continued

3.4 \What are the benefits of health literacy?

Health literacy is a complex concept, and it is not always obvious to consumers or people working in the
health system what it means in practice or why it is important to address it. Table 1 summarises some of the
benefits that may result from addressing health literacy for different people within the health system.

Table 1 Examples of potential benefits of addressing health literacy for individuals with different roles
in the health system

Role Addressing health literacy has the potential to:

Consumers make it easier for me to know where to go, what to do and how to find what | need
to improve my health and wellbeing and that of my family

help me to make better decisions about my health, wellbeing and health care and
that of my family

make it easier for me to manage my own health care and the health care of my
family, including maintaining treatment and medication regimens

help me to contribute more effectively to decision-making and action about
healthcare information, provision, planning or evaluation

Healthcare help me to deliver health care that reflects the needs and preferences of my
providers patients and their families, in a way that is easy to understand and act on

help me to work in partnership with my patients and their families so that they
can take appropriate actions and make effective decisions for their health and
health care

help me to change the way | provide health care to make it easier for patients to
access, understand and use the information | provide

help me to reduce the risk of harm to my patients by improving interpersonal
communication and information exchange

Health service help me to organise the way in which health care is delivered to make it easier
managers for consumers to take appropriate actions and make effective decisions for their
health and health care

help me to make it easier for consumers to find, and find their way in,
my health service

help me to make it easier for consumers to access clear, focused and useable
information about health and health care

help me to increase the likelihood of consumers engaging with my healthcare
organisation to improve the safety and quality of my health services

help me to reduce the risk of harm to consumers by improving communication and
information exchange
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Role Addressing health literacy has the potential to:

Health service ¢ help me to make sure that my health service understands and addresses
executives and consumer healthcare needs and preferences

board members | ., o h me to understand and address safety and quality issues that are of concern

to consumers within the health service by actively encouraging consumers to be
involved in decision-making

* help me to improve the experience of consumers and healthcare outcomes by
making sure the care that is delivered is what the consumer would choose

* help me to make sure that the information the health service provides is effective
and fit for purpose

* help me to provide support and a conducive environment for partnerships within
my health service

* help me to be confident that consumers are providing informed consent

Policy makers * help me to ensure that the health system is organised and that care is provided
in a way that makes it easier for consumers to take appropriate actions and make
effective decisions for their health and health care

* help me to make it easier for consumers to access clear, focused and useable
health information

* help me to provide support and a conducive environment for partnerships
between healthcare providers, healthcare organisations and consumers

* increase the safety and quality, efficiency and effectiveness of health care by
empowering consumers to be actively involved in decision-making
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PART A .

4 How can health literacy be measured?

There is a range of different approaches to measuring health literacy.
These tend to reflect the purpose for which it is being measured and the
different ways in which health literacy can be defined.

There is much debate about when and where it

is appropriate and practical to measure individual
health literacy. For example, given the time involved,
it may not be practical or useful to attempt to
measure the individual health literacy of every
person, every time they see a healthcare provider.

There are also concerns that people may feel shame

or embarrassment if their healthcare provider tests
their level of individual health literacy, which can
affect trust and rapport. It has been suggested that
the benefits of measuring individual health literacy
at a clinical level are not worth the potential harms

that can occur.?? Consequently, in the United States,

a universal precautions approach to health literacy
is recommended. This section briefly discusses the
commonly used tools for measuring health literacy
and explains the universal precautions approach to
health literacy.

4.1 How is health literacy
mMmeasured?

Given the complexity and ambiguity of the different
concepts of health literacy, it is not surprising

that the processes for measuring health literacy
are contested.'®® Definitions of health literacy

are broad and include a number of concepts

that are not straightforward to measure (such

as the quality of interpersonal communication,

or an individual’s motivation, empowerment and
decision-making ability).'®

e Health literacy: Taking action to improve safety and quality

The majority of measurement efforts have focused
on measuring the health literacy of individuals
rather than the health literacy environment. There
are different approaches and aims for measuring
individual health literacy, and different tools have
been developed to achieve these aims. The tool or
method that should be used depends on why you
are measuring individual health literacy and what
you intend to do with the results (see Box 3 for
examples of commonly used measurement tools).
For example:

* Healthcare providers can use short form tools
(such as the Newest Vital Sign) to measure
a person’s individual health literacy within
a consultation to quickly identify barriers
to understanding and the best way of
communicating with the individual consumer.

° Healthcare organisations can use more
detailed tools (such as the Rapid Estimate
of Adult Literacy in Medicine) to assess the
individual health literacy of the people to
whom they provide services to help identify
common barriers to understanding and to
target appropriate education and support
programs to consumers.

* Governments, policy makers and planners
can use population-based measurement
tools (such as the Adult Literacy and Life
Skills Survey)®® to measure individual health
literacy across the population to determine
trends and progress and to measure the
impact of population-based strategies on
health literacy.5”



Box 3

Commonly used tools
for measuring individual
health literacy

The most commonly used tools for
measuring individual health literacy are
the Test of Functional Health Literacy in
Adults (TOFHLA), the Rapid Estimate of
Adult Literacy in Medicine (REALM) and
the Newest Vital Sign (NVS).219%5

TOFHLA measures reading fluency.

It consists of a reading comprehension
section (a 50-item test using the modified
Cloze procedure) to measure prose
literacy, and a numeracy section with

17 items that assess an individual’s
capacity to read and understand

actual hospital documents and labelled
prescription vials.58

REALM is a 66-item word recognition
and pronunciation test that measures the
domain of vocabulary.5®

Although these two tests measure
different capacities, they are highly
correlated with each other and with
general vocabulary tests."

NVS is a short practical questionnaire
that requires the interpretation of health
information from a nutritional label.®°

None of the commonly used tools for measuring
individual health literacy provide a comprehensive
assessment of an individual’'s capacities; they
measure selected domains that are thought to

be markers for an individual’s overall capacity. In
addition to literacy and numeracy skills, a person’s
baseline conceptual knowledge of health and
health care will influence their individual health
literacy. There is currently no commonly used tool
that measures this knowledge;'® however, recent
Australian research has been undertaken on the
development of tools and conceptual frameworks
that may better reflect the overall individual health
literacy of a person, as well as their broader social
and environmental contexts. These tools include the
Health Literacy Management Scale®' and the Health
Literacy Questionnaire (Box 4).52
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PART A

4 How can health literacy be measured?

continued

Box 4

The Health Literacy Questionnaire

The Health Literacy Questionnaire (HLQ) is a new measure of health literacy that has

been developed by Australian researchers at Deakin and Monash universities. The HLQ
comprehensively captures the broad components that contribute to individual health literacy,
rather than just measuring a person’s literacy or numeracy. The HLQ also provides detailed
information about what needs to be done to improve systems and services.®?

The HLQ consists of nine domains:

o feeling understood and supported by healthcare providers

O having sufficient information to manage my health

O actively managing my health
O social support for health

O appraisal of health information

O ability to actively engage with healthcare providers

O navigating the healthcare system

O ability to find good health information

O understanding health information well enough to know what to do.

Web page: www.deakin.edu.au/health/research/phi/health-litracy-questionnaire.php

The same issues exist at the population level, with
individual health literacy being measured using
different tools that may be measuring different
things. For example, the Australian Bureau of
Statistics uses the Canadian model of the Adult
Literacy and Life Skills Survey to assess knowledge
and skills at a population level in the following

four domains: prose literacy, document literacy,
numeracy and problem solving. As a by-product
of these, a fifth domain measuring health literacy
was produced." The most recent national survey in
Australia was undertaken in 2006. In comparison,
the United States uses the National Assessment
of Adult Literacy, which includes a component
designed specifically to measure health literacy —
the 28 tasks included in the component focus on
navigation, clinical and preventive health tasks.
The most recent survey was undertaken in 2003.62

@ Health literacy: Taking action to improve safety and quality

To date, there has been much less focus on
measuring the health literacy environment — that
is, how easy or difficult it is for people to navigate,
understand and use health services. Tools are now
being developed that can be used to assess the
health literacy environment of individual healthcare
organisations.“®%485 An Australian example of

this is the Enliven Organisational Health Literacy
Self-Assessment Resource,®® which is based

on the Institute of Medicine’s ten attributes of

a health-literate organisation (see Section 7).

Components that can be included in a review of the
health literacy environment include:®

° navigation and way-finding, such as telephone
systems, signage, maps and reception areas


www.deakin.edu.au/health/research/phi/health-litracy-questionnaire.php

print communication, such as writing style
and use of appropriate illustrations

oral communication, such as staff
offering to help with filling in forms and
healthcare providers checking that they
have explained information in a way that
consumers understand

technology, such as the availability and
functionality of televisions, telephones,
computers, web pages, apps, online tools
and kiosks

policies and protocols, such as development
of consumer information publications, staff
orientation and ongoing training.

4.2 The universal precautions
approach to health literacy

Measuring the individual health literacy of every
person within the time frame of a consultation may
not be practical or useful in all situations. Even

the shortest health literacy measurement tool

will take some time to administer, and a person’s
individual health literacy may fluctuate due to a
range of social and personal factors, as outlined

in Section 5.3. Administering a health literacy tool
during a consultation may also create stress and
embarrassment for the patient. Consequently, a
‘universal precautions’ approach to health literacy
has been used in the United States, and this is also
the model that the Commission supports.

The universal precautions approach works on

the assumption that it is not possible to know a
person’s level of individual health literacy by looking
at them. Therefore, it is important to assume that
there will be barriers to understanding and it will

be necessary to reduce the complexity of the
information and services that are provided. Using

a universal precautions approach can help people
with a range of levels of individual health literacy, as
it's based on the principle of making information and
services easier for all to understand.

The Agency for Healthcare Research and Quality in
the United States has developed a Health Literacy
Universal Precautions Toolkit®® to help healthcare
organisations and providers understand the kinds
of actions they can take to address health literacy

without measuring the individual health literacy of
each patient (Box 5). The Universal Precautions
Toolkit focuses on identifying the barriers to health
literacy within the healthcare organisation by
undertaking an organisational assessment and
then using tools to improve the interaction between
healthcare providers and consumers. Many of
these tools use iterative approaches and reinforcing
strategies that can be used to ensure that people
who may have more complex health literacy needs
are able to access, understand, appraise and apply
information. As discussed in Section 5.3, people
with more complex health literacy needs may also
have additional barriers to their health and welfare
that need to be addressed in a coordinated way.

Box 5

Health Literacy Universal
Precautions Toolkit
This toolkit provides a series of tools

for healthcare organisations and teams,
focusing on:

O organisational preparedness
and awareness

O improving spoken communication
O improving written communication

O supporting self-management and
empowerment of patients

O strengthening systems.

The toolkit identifies the steps required
to identify the barriers to health literacy
within a healthcare organisation, improve
healthcare workers’ understanding

of health literacy and enable action

to address health literacy within the
healthcare setting.

Web page: www.ahrqg.gov/legacy/qual/
literacy/healthliteracytoolkit.pdf
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PART A

5 Where does health literacy fit in?

The Commission’s work on health literacy is part of a tapestry of policies,
practices, concepts and research initiatives that are relevant to health
literacy in Australia.

Because of the breadth of the concept of health Health literacy is also part of Australia’s national
literacy and the range of potential strategies and approach to safety and quality improvement.
approaches to address it, there can be confusion The Commission has identified health literacy
about where health literacy fits in this tapestry. This as a priority through a number of national
section provides an overview of the main contextual policies including:

and conceptual factors that have influenced the

he A li f lity Fi Kk
Commission’s approach to health literacy. * the Australian Safety and Quality Framewor

for Health Care, which identifies health literacy
as a key action area™

5.1 Health SyStem context ¢ the Australian Safety and Quality Goals

Recognition that health literacy is fundamental to for Health Care, which includes Partnering
good health and high-quality health care is not new with Consumers as a goal and becoming a
in Australia. Health literacy was added to Australia’s health-literate organisation as a core outcome
first set of national health goals and targets in 1993.8 (Outcome 3.0.3)"

In 2007, the National Health and Hospitals Reform o the Australian Charter of Healthcare
Commission identified health literacy as a key factor Rights, which identifies the right to receive
for encouraging stronger consumer engagement.®’ information in a way that people understand
Since 2010, a program of health reform has been as a fundamental component of safe and
under way in Australia that aims to improve the high-quality care.”

effectiveness, efficiency, appropriateness and The requirement to partner with consumers
accessibility of health care. Work is occurring is also embedded in the NSQHS Standards

in eight key streams of health reform: hospitals, (see Section 1.5).

general practice and primary health care, aged care,
mental health, national standards and performance,

workforce, prevention and e-health.®® 5.2 Education SyStem context
Effective partnerships between consumers, In the late 1990s, the World Health Organization
healthcare providers and organisations at all levels developed the Global Schools Initiative, which

of healthcare provision, planning and evaluation are focused on supporting the development of
fundamental to these reforms.®92 Such partnerships health-promoting schools, and was based on the
have been identified as one of the key factors Ottawa Charter and a social model of health.”
needed to enhance the success of large-system The health-promoting schools model was used to
transformation in health care.” A focus on health inform the development of the Australian National
literacy is one way of ensuring that consumers can Framework for Health-Promoting Schools,””
participate in these partnerships, and that the health which takes into account the physical, social
system and healthcare organisations are oriented and emotional needs of all members of the

to support partnerships. It can also contribute to school community.

reducing disparities in health care and outcomes.
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Building on this framework, in recent years the
Australian Government has implemented a number
of initiatives aimed at improving the literacy

and numeracy of Australian children, including
establishing partnerships and programs to help
students at risk of falling behind, and implementing
the National Assessment Program — Literacy and
Numeracy.”®8° Other stand-alone health-based
initiatives that teach health literacy skills within the
formal education context include programs such as
the Stephanie Alexander Kitchen Garden National
Program, MindMatters and KidsMatter.8'-83

In 2008, the Australian Curriculum and Assessment
Reporting Authority (ACARA) was established

to develop and administer a national school
curriculum. Literacy, numeracy, critical and creative
thinking, and personal and social responsibility

are some of the general capabilities that underpin
the curriculum developed by ACARA.8* These
capabilities are all relevant and related to building
health literacy skills.

In addition, as part of its work, ACARA is in the
process of developing the Revised Australian
Curriculum: Health and Physical Education —
Foundation to Year 10,8 which explicitly commits to
developing health literacy skills. This curriculum is
expected to be implemented from 2014.

5.3 Social, personal and
cultural context

As noted in Section 2, individual health literacy

is influenced by a range of personal, social,
environmental and cultural factors. Some of the
factors that are known to influence a person’s
individual health literacy are described in Box 6.
Although low individual health literacy can be found
across the socio-economic spectrum, people from
vulnerable or disadvantaged groups can be at
higher risk of having a low individual health literacy.®®
Health literacy is a particular issue for Australia’s
disadvantaged or vulnerable groups because
having low individual health literacy can exacerbate
underlying access and equity issues that people
from these groups may be experiencing.®’

Some of the different people who may be at higher
risk of low individual health literacy include people
from lower socio-economic backgrounds, people
with lived mental health experience, elderly people,
people living with disabilities, Aboriginal and Torres
Strait Islander peoples, people from culturally and
linguistically diverse backgrounds, people with drug
and alcohol dependencies, people experiencing
chronic or complex illness, and people who are
homeless, socially isolated or geographically
isolated. Because of the impact of these factors on
health literacy, addressing individual health literacy
is often seen as a way of reducing health disparities.

Personal factors, like a person’s previous experience
of health and iliness and knowledge of their own
health condition, will also affect individual health
literacy. Individual health literacy is dynamic: being
tired, in a bad mood, in an unfamiliar place, unwell,
stressed or just uncomfortable will all affect a
person’s capacity to understand, use, apply and act
on information at that time. Consequently, a person’s
individual health literacy can vary from day to day.

Personal factors will also influence the extent to
which a person will want to partner with their
healthcare provider and organisation, and the extent
to which they want to understand, use, apply and
act on health information. Some people may prefer
to leave decisions and action to their healthcare
provider, whereas others may seek a more active
role in their care. A person’s personal preferences
should always inform the way in which interventions
aimed at reducing barriers and improving health
literacy are applied to that individual.
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5 Where does health literacy fit in? continued

Box 6
Factors that can influence a person’s individual health literacy

Age

The 2006 Adult Literacy and Life Skills Survey found that Australians aged 20-44 years had the
highest level of individual health literacy, and that rates were lower for those aged 15-19 years
and 45 years and older.® It has been suggested that differences in individual health literacy
between these age groups may be associated with factors such as differing expectations of

the level of participation in health care among generations, effects of cognitive decline on
people’s mental processing skills,® the length of time since leaving formal education, and the
lower levels of formal education received by older generations.?® Studies have demonstrated an
independent association between low levels of individual literacy and increased mortality among
elderly people.%%:

Education

Education has a strong role in shaping individual health literacy.®® According to the findings of
the 2006 Adult Literacy and Life Skills Survey, people who had higher levels of education had
higher rates of adequate or better individual health literacy. Three-quarters of people whose
highest level of education was a bachelor degree or above had adequate or better health literacy,
compared with 50 per cent of those who finished their education at Year 12 and 16 per cent of
those who finished at Year 10 or below.® Similar results were found in a 2008 study that used

a short health literacy measurement tool to assess the health literacy of a random sample of
South Australians.®?

Disability

People living with disabilities may be at particular risk of low individual health literacy for
functional reasons such as poor vision or intellectual impairment. The health literacy environment
may also exacerbate the impact of a person’s disability. For example, a person with a disability
may have difficulties with physical access to health services, or have difficulty communicating
with healthcare providers.®?

Culture and language

In 2006, almost three million Australians aged 15-74 years spoke English as a second language.
The 2006 Adult Literacy and Life Skills Survey found that only 25 per cent of this group had
achieved a level of individual health literacy described as adequate or better, compared with

44 per cent of people whose first spoken language was English.®

Internationally, cultural literacy — the ability to understand and use culture and social identity to
interpret and act on information - is referred to as a component of health literacy.®' Language
and culture affect the way that people make meaning out of their experiences, and influence
their moral and emotional responses to physical and psychological conditions.®** This can lead
to differing cultural expectations and understanding of health-related issues.
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Box 6 - continued

Gender

The 2006 Adult Literacy and Life Skills Survey found that men and women had similar levels

of individual health literacy overall, with 40 per cent and 41 per cent, respectively, achieving
adequate or higher levels of individual health literacy. There were minor interactions between
gender and age: slightly more younger men (15-44 years) than younger women, and slightly
more older women (45 years and older) than older men had achieved an adequate or higher level
of health literacy.! Despite these similarities, it has been suggested that gender is an important
factor within this area. Men and women have different focuses, motivations and roles when it
comes to health, and therefore different strategies may be needed to address health literacy.®95-%"

Aboriginal and Torres Strait Islander peoples

There is no national data on the individual health literacy of Aboriginal and Torres Strait Islander
peoples. However, education attainment and school-based literacy and numeracy scores for
Indigenous peoples are significantly lower than for the general population.®®®® In addition,
compared with non-Indigenous Australians, Indigenous peoples experience disadvantage across
a range of socio-economic indicators, including education, employment and income.'® It is
therefore highly likely that Indigenous peoples may be at risk of lower individual health literacy.

Key to addressing health literacy within Aboriginal and Torres Strait Islander communities

is ensuring that strategies to address literacy and health literacy build on Indigenous
understandings and perspectives,’! including language and worldview.'? This includes looking
at how information is communicated within the community. For example, in small, close-knit
communities where information and experiences are shared and used to guide decisions among
community members, the health literacy skills of the community can be an important influence
on health behaviour. Concepts such as cultural competence, family and community-centred
care, and using models of healthcare delivery that employ individuals who are trusted by the
community are central to addressing health literacy within these contexts.
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5 Where does health literacy fit In? continued

5.4 Related concepts

Health literacy does not stand alone; it is linked

with a number of other health and healthcare
concepts. Consistent themes across all of these
concepts include the involvement of consumers

in decision-making, healthcare providers being
aware of the needs and preferences of individual
consumers, and healthcare providers and the
health system taking action to address these needs.
These concepts tend to overlap and are often
interdependent.

Key concepts are as follows.

General literacy

Health literacy is one of a range of different
‘literacies’ referred to in health and education.
Others include cultural literacy, technology literacy,
media literacy and scientific literacy.'®® A number

of subject-specific literacies are also referred to in
health, such as oral health literacy, nutrition literacy
and mental health literacy. All of these literacies
require the acquisition of different skills, abilities and
knowledge, but they all build on the foundation of,
and are closely related to, general literacy.

In Australia, only 56 per cent of people have the
general literacy needed to cope with everyday life
and work.'®* This means that around 44 per cent
of Australians have low general literacy, compared
with 59 per cent of Australians with a low level of
individual health literacy.!

General literacy is an important determinant of
health;'951% however, the concept of health literacy
was introduced because it was recognised that
people need more than general literacy skills to

be able to manage some of the complex health
and health system issues they face.””” There is

a considerable overlap between general literacy
and health literacy, but there are also strong
health-specific demands involved in health literacy
that are different to those in general literacy.'®®

Both low general literacy and low individual health
literacy are associated with vulnerability and can
lead to inequity in health care.?
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Patient-centred approaches to care

Patient-centred care is ‘an approach to the
planning, delivery, and evaluation of health care
that is grounded in mutually beneficial partnerships
among healthcare providers, patients and
families’.!" Evidence is building that indicates

that patient-centred strategies can lead to
improvements in the safety and quality of care, as
well as healthcare outcomes." Other terms that are
used for this concept include consumer-centred
care, patient- and family-centred care, and
patient-based care.

Patient-centred systems focus on collaboration
and partnerships between healthcare providers
and consumers to make sure that the needs and
preferences of consumers are met. Individual
health literacy is important to support effective
communication, and an effective health literacy
environment is required to make it easier for
consumers to form partnerships and communicate
their needs and preferences.

Patient motivation or activation

Patient activation, or the motivation to act on
information about health and health care, closely
interacts with health literacy. A consumer can

be provided with information in a way that is
understandable and that logically leads to a
conclusion, but if the consumer is not motivated
they may not act on the information or make the
decision needed.

This lack of action may be a result of the consumer
ceding their right to choose to the healthcare
provider — their preference may be not to make

the choice. Or it may be that the information and
consequences of no action were not communicated
effectively. Either way, motivation will influence the
transformation of information into action.

Higher levels of activation are associated with a
greater likelihood of engaging in preventive health
behaviours, actively seeking information on health
and health care, and fewer hospital visits.'®®



A 2007 study found that higher levels of activation
compensated for lower levels of literacy and
numeracy. The researchers suggested that
making good choices when trade-offs are
necessary is related to activation, and that

the decisions of consumers not only rely on
literacy or comprehension, but also on activation
or motivation.'®

Cultural competence

As Australian society has become more diverse, the
importance of cultural competence has emerged.
Culture is the pattern of a person’s behaviour that
is shaped by their language, thoughts, customs,
beliefs, values and the groups to which a person
belongs (which can be racial, social, psychological,
religious or ethnic)."®

Cultural competence is the capacity to interact with
people across different cultures. To be culturally
competent requires self-awareness; knowledge

of, and a positive attitude towards, cultural
practices and differences; and cross-cultural
communication skills.""112

In a multicultural society, it is important that
healthcare providers and organisations understand
and address cultural barriers to health literacy.
Providing culturally competent services and
communicating in culturally appropriate ways
supports and empowers consumers to engage in
their health and health care.

Both low general literacy and
low individual health literacy
are associated with vulnerability
and can lead to inequity in
health care.

Human rights-based approaches
to care

A number of core international statements to which
Australia is a signatory include provisions about
health and human rights, in particular that it is ‘the
right of everyone to the enjoyment of the highest
attainable standard of physical and mental health’'®
The application of this statement is wide ranging,
and has been interpreted to include, among other
things, social determinants of health, access to
education and information, and involvement of the
population in health-related decision-making.'*

A human rights—based approach supports the
notion that people have a right to be provided with
information about health and health care that is
easy to understand and act on, and that healthcare
systems and processes will be designed in a

way that supports people to achieve the highest
standards of physical and mental health.

Shared decision-making

Shared decision-making is a collaborative process
that allows consumers and their healthcare provider
to make decisions together, taking into account
the best scientific evidence available, as well as the
person’s values and preferences. Generally, the
healthcare provider offers options and describes
their risks and benefits. The consumer and their
support people discuss these options with the
healthcare provider and, taking all information into
account, negotiate a care pathway with which they
are all comfortable. This process ensures that each
person is equipped with a better understanding of
the relevant factors and shares responsibility in the
decision about how to proceed."s

Shared decision-making relies on individual health
literacy, engagement and healthcare providers
applying a patient-centred approach to care. Giving
consumers information and options about health
and health care that are easily understandable
provides consumers with a tool that they can use
to share decisions and partner in their own care.
Consumers can choose to use that tool to the
extent that they want to.
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5 Where does health literacy fit In? continued

Informed consent

Informed consent is an important part of ethical
healthcare delivery. Informed consent is required
from a consumer regardless of the treatment -
from blood test to organ donation — and reflects
a person’s right to decide what happens to their
own body."®

In addition, obtaining informed consent from a
consumer before starting treatment is a legal
requirement in Australia, and the law imposes
a duty on healthcare providers to:"”

e warn of material risks, complications,
side effects and other potential outcomes

e discuss alternative options

¢ discuss the consequences of not proceeding
with the intervention.

The National Health and Medical Research Council’s
General Guidelines for Medical Practitioners

on Providing Information to Patients provides
information on informed consent.'®

Informed consent can only be achieved if the
consumer is provided with information that is easy
to access, understand and act on. Communication
of risk is critical to informed consent, effective
communication and shared decision-making.

A literature review of health literacy in oncology
found that patients with low individual health literacy
could struggle to comprehend the health education
materials and treatment consent forms provided to
them, thus impairing their health decision-making."®
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PART B

6 Addresssing health literacy
IN a coordinated way

Increasing health literacy has the potential to improve health and the
safety and gquality of health care.

This can pe achieved by suppprting and . 6.1 The opportunity

empowering consumers, providing them with

greater access to useable health information and Action is being taken in a variety of settings using
improving the capacity of individuals to use and act a range of different strategies, with many pockets
on this information.?® Achieving these outcomes of excellence and innovation contributing to a

will require action from governments, healthcare patchwork of health literacy activity. However,
providers and consumers to ensure that there is currently the work that is being done is not
sustainable change. consistently known and applied across sectors,

settings, professions, agencies, and health and
healthcare environments. Health literacy work
within Australia is disconnected, and consequently
opportunities for researchers, healthcare providers,
healthcare organisations, consumers and policy
makers to learn from each other are hampered.
Current systems to support improvements in health
literacy at a local, regional, and state and territory
level are variable, and are absent nationally.®

In Australia, substantial activity both inside and
outside the health system is aimed at addressing
health literacy.® This work can fall under the banner
of patient-centred practice, health education,
cultural competence, health information, beliefs
and attitudes of consumers, health promotion

and prevention, consumer behaviour and health
communication. This work is being done by
consumer organisations; local, state, territory

and national government organisations; public There is much that can be learned and shared from
and private healthcare organisations; clinical and existing work in the area. Barriers to health literacy
professional groups; insurers; nongovernment can be reduced by learning from and adapting
organisations; the social sector; universities; existing systems and processes. In the United
industry and others.® States, the development of a national action plan

to improve health literacy has been a key driver for
coordinated action for improvement (Box 7).

Australia does not yet have an agreed national
approach to addressing health literacy. However,
the increasing recognition of health literacy as a
fundamental part of safety and quality provides
an opportunity to agree on strategies to increase
individual health literacy and improve the health
literacy environment.
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Box 7

The United States: A coordinated, national approach to

health literacy improvement

In the United States, federal and state
governments, the Institute of Medicine, and
professional and other organisations have
been looking at ways to address health
literacy in a more coordinated and consistent
way for some time.'3''2° Action has included
legislating the requirement for government
documents to be written in plain

English,”" including requirements in
accreditation standards about written

and oral communication,*” and providing
toolkits with implementation strategies for
addressing health literacy within healthcare
organisations.® The Patient Protection and

Goal 1:

Affordable Care Act (2010) includes a number
of provisions relating to health literacy,'??

and a national policy action plan has also
been developed.

The Department of Health and Human
Services in the United States developed

the National Action Plan to Improve Health
Literacy in 2010."® The plan provides a
framework for consistent action to address
health literacy. It proposes coordinated
societal action across seven different areas to
improve systems, information communication
and education. The seven goals in the

plan are:

Develop and disseminate health and safety information that is accurate, accessible and actionable.

Goal 2:

Promote changes in the health care delivery system that improve health information,
communication, informed decision-making and access to health services.

Goal 3:

Incorporate accurate, standards-based and developmentally appropriate health and science
information and curriculums in child care and education through to university level.

Goal 4:

Support and expand local efforts to provide adult education, English language instruction, and
culturally and linguistically appropriate health information services in the community.

Goal 5:

Build partnerships, develop guidance and change policies.

Goal 6:

Increase basic research and the development, implementation and evaluation of practices and

interventions to improve health literacy.
Goal 7:

Increase the dissemination and use of evidence-based health literacy practices and interventions.
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6 Addresssing health literacy
iIN a coordinated WaYV continued

6.2 Addressing health literacy in
a coordinated way in Australia

To address health literacy in a coordinated way in
Australia, it is proposed that three types of action
are needed. This approach largely focuses on action
within and across the health sector. These actions
reflect international approaches to addressing
health literacy within health care, key points where
individual health literacy and the health literacy
environment influence outcomes, and evidence
about strategies to address health literacy and other
related interventions.

A comprehensive and consistent approach to
addressing health literacy in Australia requires:

°* Embedding health literacy into systems.
This involves developing and implementing
systems and policies at an organisational and
societal level that support action to address
health literacy. These systems could include
altering funding mechanisms to encourage
awareness and action on health literacy,
implementing policies that prioritise health
literacy in program planning, and designing
healthcare organisations in a way that makes
it easier for people to find their way.

@ Health literacy: Taking action to improve safety and quality

¢ Ensuring effective communication.
This involves providing print, electronic or
other communication that is appropriate
for the needs of consumers. It also
involves supporting effective partnerships,
communication and interpersonal
relationships between consumers, healthcare
providers, managers, administrative staff
and others.

¢ Integrating health literacy into education.
This involves education of consumers and
healthcare providers, and could include
population health programs, health promotion
and education strategies, school health
education and social marketing campaigns,
as well as formal education and training of
healthcare providers.

Sections 7, 8 and 9 provide further information
about these three areas of action and strategies
that can be used to increase individual health
literacy and improve the health literacy environment.
A combination of actions from all three areas is
needed to ensure coordinated and sustainable
change (Figure 2). Actions can be undertaken by
consumers, consumer organisations, healthcare
providers, healthcare organisations, governments,
educators, regulators, peak bodies, researchers and
many others (see Section 10).



PEOPLE ARE
ABLE TO ACCESS,
UNDERSTAND
AND ACT ON
HEALTH-RELATED
INFORMATION

Figure 2 A coordinated approach to health literacy
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/ Embedding health literacy in systems

A focus on systems is essential to ensure effective implementation of
both large and small-scale change in health care.*7*=

To ensure that strategies to address health literacy
are coordinated and sustainable, they need to be
embedded in the systems and infrastructure of
society, health care and other organisations.'2%

In this context, ‘systems’ refers to all of the policies,
procedures and practices within an organisation
that are arranged, integrated and administered to
allow the organisation to achieve its purpose. Also
relevant here are wider societal systems, such as
national, state and territory legislation, processes of
government, regulation, policy and programs.

Organisations that have an influence on individual
health literacy or the health literacy environment
include a diverse mix of consumer, health,
education, welfare, public, private, government

and nongovernment bodies. These organisations
deliver health care, welfare and other social support
services; advocate for and support consumers;
undertake research; educate the public, consumers
and healthcare providers; provide healthcare
insurance; and develop policy, legislation,
processes and frameworks about the delivery of
care, provision of education and other relevant
issues. Individuals and organisations in the wider
context of society, culture and the media also have
an impact on health literacy.

There will be significant variation in how strategies
to address health literacy can be embedded in
systems. These strategies will be influenced by the
role, context and focus of different organisations.
Examples of the way in which health literacy

can be embedded into high-level systems and
organisational policies and practices are discussed
in the following sections.
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7.1 Embedding health literacy
in high-level systems

At a broad societal level, ways in which health
literacy could be embedded in systems include:

legislation, such as the Plain Writing Act 2010
in the United States, which requires federal

agencies to use plain language in government
communication, including health information'!

policies and plans, such as the
Communication and Health Literacy Action
Plan developed by the Tasmanian Department
of Health and Human Services (Box 8)

and the lllawarra Shoalhaven Local Health
District’s approach to health literacy (Box 9)

standards, such as the NSQHS Standards,
which include items about the need to
provide information to consumers to meet
their needs,” and the Royal District Nursing
Service’s translation standard (Box 10)

funding mechanisms, such as the funding
provided by the Victorian Department of
Health to community health services that are
high users of language services to provide
linguistically appropriate information, care and
service delivery to clients from non-English
speaking backgrounds®

incentives, such as the component of the
Indigenous Health Incentive (part of the
Practice Incentive Program) that relates to
cultural awareness training and requires
two members of the practice (one of whom
must be a general practitioner) to complete
appropriate cultural awareness training'?®

curriculums, such as the inclusion of issues
relevant to health literacy (including literacy,
numeracy and critical thinking) in the draft
Australian Curriculum for schools.'?”



Box 8
A policy approach to health literacy

The Tasmanian Department of Health and Human Services has developed a Communication
and Health Literacy Action Plan that describes the state government’s approach to improving
health literacy.®

The key principles identified in the plan are:

O people have a right to information: it is the responsibility of government to
communicate effectively

O people have a right to be involved in decision-making about their health and wellbeing

O improving health literacy is a shared responsibility, especially across the health and
education sectors

O improving communication and health literacy requires small contributions from many
people and organisations

O consistency of messages is important, and should be supported by
evidence-informed practice.

Through the plan, the department aims to foster:

O healthcare and human services staff skills, resources and capacity to communicate
effectively with people who use their services

O areduction in literacy-related barriers for people accessing their services

O a more health-literate population in Tasmania by working in partnership with the education
sector and others.

Beneath these three overarching aims, the department has identified 15 specific initiatives to
achieve its objectives.

Web page: www.dhhs.tas.gov.au/about_the_department/your_care_your_say/publications/
health_literacy
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/ Embedding health literacy in systems

continued

Box 9
A Local Health District’s systems approach to health literacy

The lllawarra Shoalhaven Local Health District addresses health literacy through a range of
organisation-wide strategies, including:

O assigning health literacy as a portfolio under the responsibility of the Clinical
Governance Unit

O developing a plain-English policy for consumer information

O developing a process for reviewing consumer information using the plain-English policy
and consumer feedback

O including introductory training on health literacy to all new staff at orientation, as part of
cultural diversity training

O developing an interactive Patient Information Portal for staff and clinicians to search for
and develop simpler consumer information

O developing a Health Literacy Ambassador Program where staff are trained to be
health literacy champions.

*®There has been some concern
that translation of information
about health and health care

Is not done consistently and to
a high standard.®®
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Box 10
Developing a translation standard for health information

Translating information for people for whom English is a second language is a part of addressing
health literacy barriers for culturally and linguistically diverse populations. There has been some
concern that translation of information about health and health care is not done consistently and
to a high standard.

The Royal District Nursing Service has undertaken a project to develop a translation standard
as a means of driving improvement in the quality of translation in health care. The standard was
released in 2013 and identifies 10 components as necessary to ensure a minimum standard of
translation that is of high quality and caters to the health literacy levels of the target audience.
These are:'?®

1. Develop the English text and/or test the translation with members of the target languages
other than English-speaking (LOTE) communities.

2. Undertake a cultural and linguistic assessment of the English text in preparation
for its translation.

Undertake a subject matter expert assessment of the English text, as appropriate.
Organise for the English text to be translated by an accredited translator.
Undertake a cultural and linguistic assessment of the translation.

Organise for the translation to be proofread by an accredited translator.

Include the title of the text in English on the translation.

O RG>

Include the name of the target language in English, on both the English text and
the translation.

9. Distribute the translation in bilingual format (English and LOTE).

10. Date, monitor, evaluate and update the English text and the translation as part of an ongoing
review program.'®

T ..
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/ Embedding health literacy in systems

continued

Many government policies and programs that
are not specifically labelled as being about

health literacy nonetheless have the potential to Box 11
increase the capacity of people to make decisions Developing foundation skills
and take action about health and health care. in adults

Examples include:

the NSW Aboriginal Health Plan 2013-23,
which is founded on consumer-centred
principles and supports partnership and
participation at all levels of health care

the Fourth National Mental Health Plan, which
is based on principles including respect for,
and recognition of, the needs of consumers
as they change across their lifespan; it also
focuses on recognising the value of diversity
and the need for equity

the Fifth Community Pharmacy Agreement,
which has an explicit patient focus and
supports consumer-centred medication safety
strategies such as medication review

the National Foundation Skills Strategy for
Adults (Box 11).
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The National Foundation Skills Strategy
for Adults was developed by the Council
of Australian Governments Standing
Council on Tertiary Education, Skills

and Employment. The strategy has

been informed by the findings from the
Australian Bureau of Statistics which
identifies that 44 per cent of Australians
of working age (15-64 years old) have
literacy levels below the level needed to
meet the complex demands of work and
life in modern economies.'?® The strategy
sets an aspirational target of increasing
the literacy level of two-thirds of the
working population by 2022 to the level
required to meet the complex demands
of work and life, and all jurisdictions have
committed to working towards this goal.

Web page: www.scotese.natese.gov.au/
publications


www.scotese.natese.gov.au/publications
www.scotese.natese.gov.au/publications

7.2 Embedding health literacy into organisational policies
and processes

For organisations that deliver healthcare services, the Institute of Medicine in the United States has identified
10 attributes of a ‘health-literate organisation’. A health-literate organisation is one that makes it easier

for people to navigate, understand and use information and services to take care of their health.?® These
attributes highlight some of the ways in which health literacy can be embedded into organisational systems
(Table 2).'32% Examples of how some organisations have demonstrated some of these organisational attributes
can be found in Boxes 12 and 13.

Many of these strategies will also apply to other types of organisations that have a role in addressing health
literacy. Information on the types of organisations involved in addressing health literacy can be found
in Section 10.

Table 2 Ten attributes of a health-literate organisation®®

Attribute Examples of actions that can be taken by organisations
1. Has leadership that makes ¢ Assign responsibility to an individual or group for actions to
health literacy integral improve the health literacy environment
to the mission, structure o

Design the physical environment to support effective

and operations of the communication and navigation

healthcare organisation . o o
* Make clear and effective communication a priority across all

levels of the organisation and all communication channels

2. Integrates health literacy * Audit the health literacy environment (either in the annual
into planning, evaluation audit program of the healthcare organisation or by running
measures, patient safety and a stand-alone audit)
quality improvement * Ensure that safety and quality and other improvement initiatives

reflect health literacy principles and are evaluated to ensure that
they improve the health literacy environment

¢ Align a focus on health literacy with other organisational
priorities such as reducing health disparities and providing
patient-centred care

3. Prepares the workforce * Incorporate health literacy into orientation sessions and other
to be health literate, and types of training for the workforce
monitors progress o

Provide training that highlights the importance of health
literacy and strategies to reduce barriers for administrative and
front-of-house staff, such as receptionists

4. Includes populations served ¢ Involve consumers in governance processes
by the organisation in the o
design, implementation and
evaluation of health information
and services

Collaborate with members of the target community in the
design and testing of interventions, including design of facilities,
redesign projects and evaluation

Health literacy: Taking action to improve safety and quality @



PART B

/ Embedding health literacy in systems

continued

Attribute

Examples of actions that can be taken by organisations

5. Meets the needs of populations
with a range of health
literacy skills while avoiding
stigmatisation

Adopt an approach to health literacy that does not make
assumptions about levels of individual health literacy (the
universal precautions approach)

Provide alternatives to written information where possible,

and create an environment that does not impose high literacy
demands (such as walls and bulletin boards that are not covered
with a lot of print information)

6. Uses health literacy
strategies in interpersonal
communication, and confirms
understanding at all points
of contact

Foster a culture that emphasises verification of understanding of
every communication (both clinical and nonclinical)

Plan for and provide language assistance where needed, and
treat communication failures as patient safety issues

7. Provides easy access to health
information and services, and
navigation assistance

Design healthcare organisations with features that help people
find their way

Use easily understood language and symbols on signage

Ensure that information that is available about local resources
and services can be understood by consumers with low
levels of literacy

8. Designs and distributes
print, audiovisual and social
media content that is easy to
understand and act on

Stock high-quality educational materials that are appropriate for
consumers with low health literacy

Choose materials that reflect health literacy principles

Test consumer information publications as part of the
development process with the target audience through surveys,
focus groups or other engagement strategies

9. Addresses health literacy
in high-risk situations,
including care transitions and
information about medicines

Identify high-risk situations and establish plans to ensure safe
communication in areas such as informed consent, referrals,
end-of-life care or use of medicines

10. Communicates clearly about
what is covered by health
plans and what individuals will
have to pay for services

Provide easy-to-understand descriptions of health insurance
policies, and communicate the out-of-pocket costs for
healthcare services before they are delivered
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Box 12
Examining the health literacy environment

The Penola War Memorial Hospital in South Australia has developed the First Impressions
Activities project to help identify some of the characteristics of the hospital that help or hinder
the ability of a consumer to make their way around.® Three activities are being undertaken to look
at first impressions of consumers. Feedback and recommendations from the activities are then
being provided to the Director of Nursing, the Leadership Group and the Health Advisory Council
for action.

The three activities are:

O Telephone navigation — An observer is asked to look for the hospital phone number in
the phone book and online. They are asked to call the main telephone number of the
hospital and ask for advice on how to get to the hospital by car. This is repeated at
different times of the day and evening to assess different situations. The observer uses
the First Impressions Telephone tool to report findings and make recommendations for
improvement.

O Web site navigation — An observer is asked to use a search engine to locate the hospital’'s
web site. The observer uses the First Impressions Web Site tool to report findings and
make recommendations for improvement.

O Walking interview — This involves a series of stages where an observer is asked to share
their impressions about the hospital with a guide as they move through different locations
and complete different tasks. The observer is asked to complete tasks such as finding
an entrance to the Accident and Emergency department, and to report back on what
they have noticed, how they feel and what signs or cues they used to complete the task.
The guide uses the Walking Interview tool to report findings and make recommendations
for improvement.

Box 13
Improving way-finding in health services

From 2004 to 2008, Barwon Health undertook a project to develop the Barwon Health Accessible
Hospitals Way-Finding Strategy. This project used a multidisciplinary approach to improving the
accessibility of the site and involved senior staff from speech pathology, aged care, subacute
and inpatient rehabilitation. An audit of the facility and survey of consumers were undertaken,
followed by a redesign of the site, follow-up survey and development of the final way-finding
strategy. The progressive surveys indicated a significant improvement in consumers’ perceptions
of the environment over the course of the project.

Web page: www.health.vic.gov.au/subacute/conf-211108/mccallwhite.pdf
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PART B

8 Ensuring effective communication

Effective communication is a fundamental requirement for safe and
high-quality health care.”” Communication failures are one of the most
commonly cited underlying causes of adverse events* and complaints

about the healthcare system.

The quality and accessibility of information about
health and health care and the way in which it is
communicated are critically important to health
literacy. Health information needs vary between
people, and for the same person, depending on
their current situation. Providing information that
is difficult to understand, overly complex, contains
a lot of jargon, is in an inappropriate format or is
presented in an inaccessible way creates a barrier
to people’s understanding of information about
health and health care.

These barriers are not created intentionally. The
way information about health and health care

is developed and delivered is influenced by a
range of factors, including organisational needs,
culture, traditional practices and expectations, and
availability of time, resources and skills. Addressing
health literacy in a coordinated and consistent

way requires tackling these barriers and improving
communication and information about health and
health care.

Two specific areas of communication are discussed
in this section:

e The provision of clear, focused and useable
information about health and health care
— the content and format of written and
electronic health information needs to be easy
to understand for those with low levels of
individual health literacy.

* Interpersonal communication — this includes
how health information is communicated
verbally and nonverbally between two or
more people.

@ Health literacy: Taking action to improve safety and quality

8.1 Clear, focused and useable
information about health and
health care

Information on health and health care is any
information that is about health, wellbeing and
health care. While primarily provided by healthcare
organisations and practitioners, information on
health and health care also forms the basis of health
promotion campaigns that aim to inform the public
about health issues and modify health-related
behaviour. Health-related information can also be
found in advertising and promotional material for
food, exercise, medicines, insurance and other
relevant products and services.

Information on health and health care is central to
consumers’ individual interactions with healthcare
systems and processes, and is needed for them to
seek out and receive services, manage their own
health conditions and make everyday decisions to
maintain good health.

Information about health and health care can

cover a range of topics, including details of
health-promoting behaviours, prevention and
management of specific diseases and conditions,
treatment options, potential risks and benefits
associated with a particular course of action, health
services, cost and treatment instructions.



Why do people need clear, focused
and useable information about health
and health care?

People need clear, focused, useable and evidence-
based information about their health and health care
to understand:

* how to maintain or improve their health
and wellness

* how to access and interact with the
health system

e their diagnosis and prognosis

* the processes and likely outcomes of possible
tests and treatments

* how to manage their own condition
* how to prevent further illness.

They also need information to make the most of
consultations, to learn about available services and
sources of help, to obtain reassurance and help for
them to cope, and to learn how to identify the ‘best’
healthcare providers for them.'s3

Providing understandable and accessible health
information to people can improve people’s
knowledge, understanding and recall about their
health and care.'®*'3® |t can also increase their
feelings of empowerment, improve their ability to
cope, increase satisfaction and may help to reduce
anxiety in some situations.'® These findings apply
to health information provided in written materials,'®®
audiotape, videotape and interactive media,®"1%°
and decision aids.0

It is important that the information that is provided
about health and health care is evidence-based,
so that people are provided with options that are
likely to achieve the best healthcare outcomes for
their situation.

Where do people get information
about health and health care?

Information about health and health care

is developed and distributed by a range of

public and private organisations. For example,
information about medicines can be developed

by pharmaceutical companies, government
departments, pharmacists, healthcare organisations
and researchers. It is likely that the purpose of

the information provided will be different in each
case, which will affect the content and format of

the information.

Today, with changes in technology, people expect a
large amount of information to be easily available in

a format that they understand. People seek out, or

are provided with, health information from a variety

of sources, such as (Figure 3):

¢ their social community, including their
parents, families, friends, neighbours and
work colleagues

¢ the education system, including preschools,
primary and secondary schools, adult
education centres and universities

¢ the health, social and community care
systems, including care providers, health
organisations, and government and
nongovernment care organisations

e private industry, including manufacturers and
providers of food, pharmaceuticals, alcohol,
exercise products and services

* mass media, including health
promotion campaigns, the internet
and private companies promoting their
health-related products.
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8 Ensuring effective communication

continued

Healthcare
organisations

Healthcare Family and
providers friends

Other
healthcare Social networks
workers (blogs, twitter
(receptionist, feeds)
ward clerks)

FOTREESS R Institutions

Media
Community m(:‘;)ls, radio,
papers,
internet)

Private

industry
Government (medicines,

(policies, food, alcohol,
programs, social health product

marketing) and exercise
companies)

Cultural and
belief systems

Figure 3 Examples of sources of information for consumers about health and health care

Changes in technology and expectations about consumer involvement in health care are leading to an
increase in the access and use of health information from digital sources.'*"'%> For example, a 2010 survey
in the United States by PriceWaterhouseCoopers found that people use online tools and resources

(54 per cent) second only to consulting a physician (75 per cent) when gathering information on treatments
and conditions.’*? Box 14 provides an example of health information available on social media.
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Box 14

Providing information about
health and health care
through social media

NPS Medicinewise provides independent,
evidence-based tools and information
about medicines, health conditions

and medical tests for consumers and
healthcare providers. One of the ways
NPS Medicinewise communicates this
information is through its Facebook
page. The page provides access to
videos, challenges and key facts in an
interactive forum.

Web page: www.facebook.com/
npsmedicinewise

I

What types of communication
methods are used?

Health information can be communicated through
the following methods:

e printed information — this includes information
in written and visual formats such as consent
forms, fact sheets, posters, brochures, written
instructions and medication information

e electronic information — this includes
information in written, oral and visual formats
such as web sites, email, television, podcasts,
blogs, twitter feeds, apps, DVDs, radio and
other resources

* interpersonal communication — this involves
exchange of information in a combination of
written, oral and visual formats from person
to person, such as verbal communication
between the consumer and healthcare
providers, receptionists and administrative
staff within a healthcare service. Interpersonal
communication is discussed in Section 8.2.

As well as including appropriate and relevant
content, it is important that information about health
and health care be provided in the appropriate
format. The presentation of the information

should reflect the consumer’s communication
needs. For example, some people may require
information to be interpreted, some people may
prefer pictographic information, and some may
need information provided in braille or through
a relay service.

Providing information in the appropriate format for a
person requires an understanding of any physical,
psychological, social or emotional circumstances
that may affect a person’s capacity to access and
understand the information in different formats.

Box 15 provides an example of how information
can be tailored for different communities

and consumers.

It is also important to note that people need to be
provided with multiple opportunities to access,
understand and act on health information. This
does not mean providing a deluge of information
to the consumer, but rather providing multiple
opportunities for the consumer to gain information,
ask questions and confirm their understanding of
information. This could be done using strategies
such as providing information in different formats,
scheduling follow-up appointments, providing web
links or putting consumers in touch with peer-
support groups.

Box 15

Providing information about
health and health care that is
culturally appropriate

The Menzies School of Health Research
has developed a series of talking posters
focused on public health issues. These
posters provide health information

on coughing, hygiene and smoking in
five different Indigenous languages.
Information is presented on the poster,
with a translation provided in audio form.

Web page: www.menzies.edu.au/page/
Resources/Smoking_is_no_good_clean_
air_grows_healthy_lungs

I
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What is the problem with information

about health and health care? Box 16

There is a large amount of information available The DISCERN instrument

to consumers about health and health care,

including a substantial amount of information online. There is currently a lot of information
Sometimes this information can be consistent, available on healthcare treatment choices
sometimes it conflicts, and other times it may available from a variety of sources,
appear to conflict because the authors can focus including the internet. Not all of this

on different aspects of the same issue. A number information is high-quality, and only

of studies have found gaps between the health a small proportion is based on good
information people need and what is available or evidence. Many of the publications
provided to them.!38.143-145 available provide inaccurate or confusing

advice, and it may be hard to know which

i i i 20
Health information can be unnecessarily complex. e Eie e UEm anel v iieh e 6 isesil

There is evidence that the reading level of most

health information materials is above the average The DISCERN on the Internet Project
adult’s reading ability.3® Many studies have shown is a project funded by the National

that health information cannot be understood Health Service in England to help people
by most of the people for whom it is intended, work out how reliable a piece of health
suggesting that assumptions regarding the information might be. DISCERN is a brief
recipients’ levels of individual health literacy are questionnaire which provides consumers
often incorrect.?° with a valid and reliable way of assessing

A . ) ving health the quality of written information on
ccessing, understanding and applying healt treatment choices for a health problem.

information can be a challenge for many people. DISCERN can also be used by authors
For those with low individual health literacy, this

. e and publishers of information on
challenge is profoundly more difficult.

treatment choices as a guide to the

In addition, information about health and health standard that users are entitled to expect.
care varies in quality, content and format. It can be
difficult for consumers to clearly understand their
options if they are provided with information that [ S
is incomplete, conflicting or not evidence-based.

The complex way in which information is made

available from multiple sources, each with different

drivers and motivations, is a barrier for people with

low individual health literacy. Having low health

literacy will affect a person’s capacity to determine

the reliability of the information with which they are

provided. Box 16 describes one tool that has been

developed in the United Kingdom to help people

assess the reliability of information they have been

given about health and health care.

Web page: www.discern.org.uk/index.php
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What approaches have been used
to improve the communication

of information about health and
health care?

The large amount of health information available has
resulted in an increase in the number of initiatives
designed to improve the quality of this information,
and an interest in quality assessment and
accreditation schemes for reliable information. In
some cases, this issue has been addressed through
nationally and internationally coordinated action.

In the United Kingdom, the Information Standard
has been established. This is an independent
certification scheme for all organisations that
provide evidence-based healthcare information for
the public.'*® The National Institute for Health and
Clinical Excellence also conducts accreditation of
guidance and advice development processes.'"

In the United States, the Plain Writing Act 2010
requires federal agencies to use plain language

in government communication, including health
information.’' This has led to an increase in
guidance and resources available to aid healthcare
organisations to improve the health information
that they develop and distribute. Box 17 provides
examples of some of these resources.

The International Patient Decision Aid Standards
Collaboration has been working on a framework
that could be used to support high-quality patient
decision aids. Patient decision aids are tools

to support the communication of information,
particularly with regard to explaining risk and
options. The collaboration has developed a checklist
and instrument which can provide a preliminary
basis for certifying patient decision aids.'*8

There is also a range of frameworks and tools
that have been developed to help organisations
and healthcare providers engage with consumers
for health and healthcare improvement, including
improvement of communication in health care.
Two Australian-developed examples of tools and
resources for engaging with consumers and the
community can be found in Box 18.

Box 17

Examples of international
tools and resources for
making health information
clear, focused and useable

Over the last 10 years, there has been
considerable work internationally

to develop tools and resources for
healthcare organisations to use in
addressing health literacy. The majority
of these resources focus on simplifying
language and structure to make
information more accessible. Examples of
these resources include:

O Health Literacy Universal
Precautions Toolkit®® (Agency for
Healthcare Research and Quality,
United States)

Web page: www.ahrqg.gov/legacy/
qual/literacy/healthliteracytoolkit.pdf

O Easy does it! Plain Language
and Clear Verbal Communication
Training Manual'*® (Canadian Public
Health Association)
Web page: www.cpha.ca/uploads/
portals/h-1/easy_does_it_e.pdf

o Simply put: a Guide for Creating
Easy-to-Understand Materials'°
(Centers for Disease Control and
Prevention, United States)

Web page: www.cdc.gov/
healthcommunication/
ToolsTemplates/Simply_
Put_082010.pdf

O Plain Language™' (United States
Government)
Web page: www.plainlanguage.gov

I
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Box 18

Two examples of Australian toolkits for engaging with consumers
and the community

South Australian Guide to Engaging with Consumers and the Community

In 2013, SA Health released the Guide for Engaging with Consumers and the Community,'®2
which is both a policy guide and a toolkit for healthcare organisations to assist them in engaging
with consumers and minimising the barriers to health literacy. Some of the tools included in the
document that are relevant for addressing health literacy include:

O Tool 3: Tips for communicating clearly
O Tool 4: The teach-back method

O Tool 6: Encourage questions

O Tool 7: Assessing readability

O Tool 8: Writing health information.

Web page: www.sahealth.sa.gov.au/wps/wcm/connect/f8d1d0004e454788aa0caf8ba24f3db9/
Guideline_Engaging+with+Consumers+and+Community_
Aug2013pdf?MOD=AJPERES&CACHEID=f8d1d0004e454788aal0caf8ba24f3db9

Cancer Australia Consumer Involvement Toolkit

In 2012, Cancer Australia launched the Consumer Involvement Toolkit web site.'®® This web site
has been developed to provide a range of tools for engaging with consumers at a variety of levels
across the health system.

The web site reflects the National Framework for Consumer Involvement in Cancer Control, which
is aimed at enabling and supporting:

O committed organisations
O capable consumers

O inclusive groups

O shared focus.

The web site includes information about why engaging with consumers is useful and how it can be
achieved, and provides a series of tools and supportive resources for chief executive officers and
executives, service managers, healthcare providers, researchers, policy makers and consumers.

Web page: http://consumerinvolvement.canceraustralia.gov.au/

National Framework for Consumer Involvement in Cancer Control web page: http://
canceraustralia.gov.au/sites/default/files/publications/national_consumer_framework_
web_504af020f2184.pdf
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What strategies can be used to make
information about health and health
care easier to understand?

Considerable research has been undertaken to
identify strategies for reducing the complexity of
health information and improving how information
is presented. A systematic review examining
interventions to mitigate the effects of low health
literacy found that comprehension of health
information was improved with use of a few simple
strategies such as presenting essential information
first and by itself, using consistent denominators
for presenting risk and benefit information, and
adding video to verbal narratives.? The review

also noted that there were potential benefits in
reducing the reading level of content and using
illustrated narratives.?

Involving consumers in the development of health
information materials can help to address health
literacy needs by ensuring that the information

is relevant, readable and understandable.'®+'54

(See Box 19 for an example.) Other strategies
which can be effective include personalising written
health information'* and providing a combination
of verbal and written information to reinforce key
health messages.'®®

Finally, one review found that alternative format
resources, such as the internet, audiotapes,
virtual health communities and support groups
improved health knowledge and resulted in higher
user satisfaction.’®® There were also beneficial
effects related to self-efficacy, involvement in
decision-making and confidence in consultations
with healthcare providers. There was also

some evidence of beneficial effects on health
behaviour, particularly with web-based educational
interventions.'®

Box 19

Working with consumers to
develop information that is
clear, focused and useable

The Centre for Health Communication
and Participation, La Trobe University,
led a multidisciplinary team in the
collaborative development of the Making
Sense of MS Research web site.

The team worked closely with healthcare
providers and people with multiple
sclerosis and their family members

to explore the best way of presenting
evidence about treatment options to
people with multiple sclerosis. The
material developed for the web site was
the culmination of significant discussion
and consultation on the issue to ensure
that the information provided was
accessible and understandable for

a wide audience.

Web page:
www.makingsenseofmsresearch.org.au

L
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8.2 Effective interpersonal
communication

Interpersonal communication is communication that
occurs between two or more people. Interpersonal
communication can include interactions between
a consumer and a healthcare provider, between
different consumers supporting each other,

and between families and healthcare providers.
There are many other variations to this type of
communication; the overall goal is to support
greater understanding of health information and
empower people to share in healthcare decisions
to the extent that they choose.

Interpersonal communication generally falls into
three categories: socio-emotional communication,
diagnostic communication and problem solving, and
the provision of counselling and education.'s”

Box 20 contains an example of a communication
project based around one aspect of care.

Effective interpersonal communication is

based on trust, understanding, empathy and
cooperation. A patient-centred approach to
interpersonal communication is frequently used
for building relationships and improving the quality
of care,'®® based on the principles of dignity

and respect, sharing information, collaboration
and partnerships.'®®

Effective interpersonal communication requires
healthcare providers to have an understanding of
health literacy concepts, including an understanding
of the potential to improve the health literacy
environment, and the different capacities and
capabilities individual consumers can exhibit.

This understanding and awareness is needed in
order to tailor health information so it is delivered
in a manner that is understandable and meets

the needs and preferences of each individual
consumer. This may require consideration of the
person’s cultural needs and preferences; physical,
social and psychological needs; and any barriers
to interpersonal communication. It also needs to
acknowledge the lived experience and expertise
of the person.

@ Health literacy: Taking action to improve safety and quality

The importance of interpersonal communication
in the delivery of safe and high-quality health care
is well recognised.'®® Effective communication
between consumers and healthcare providers,
and within the healthcare team, has been linked
to improved consumer health outcomes'®' and is
closely associated with patient safety.'s? Effective
interpersonal communication between consumers
and healthcare providers is also one of the most
important contributors to consumer engagement,
participation and adherence to healthcare plans.'®”

Interpersonal communication can also be important
in community and education settings. Interpersonal
communication is likely to influence people’s
engagement with broad health messages such as
those delivered through school and adult education,
peer-support groups and community-based social
and physical activity programs.

Box 20

Interpersonal communication
about end-of-life care

The Conversation Project is a web-based
project that aims to help people talk
about their wishes and preferences for
their care at the end of life. The project
provides information, advice and tools
for people to engage with their family
and healthcare providers to discuss,

and make decisions about, their future
care preferences.

The web site includes case studies,
templates and a guide for people to help
them consider what care they would

like, who they should talk to and how to
make arrangements to ensure that their
wishes are upheld. This project has been
developed in the United States, but has
applications within the Australian context.

Web page: http://theconversationproject.
org/starter-kit/intro


http://theconversationproject.org/starter-kit/intro
http://theconversationproject.org/starter-kit/intro

What is the problem with
interpersonal communication?

Although health information is widely available

from a variety of sources, people still tend to rely

on healthcare providers for information about their
health and health care, and use other sources for
supplemental information. People report that they
seek information from doctors more than any other
source.'#2183164 However, many people have difficulty
recalling, understanding or applying what their
healthcare providers tell them.'6®

It has been found that, even immediately after
leaving a consultation, people are unable to recall
between 40 per cent and 80 per cent of the medical
information just given to them by their healthcare
provider.'®5'6¢ A significant amount of information
that is recalled can be incorrect.'®” The amount

of health information forgotten by people has

been shown to be directly related to the amount

of information presented, the person’s medical
knowledge, anxiety level and potentially their age.'®®

This failure in recall can indicate ineffective
communication. It reflects a potential mismatch
between what the healthcare provider thinks they
are communicating, what they think the consumer is
capable of understanding, and what the consumer
is actually understanding and recalling. Healthcare
providers’ understanding of health literacy and skills
in interpersonal communication can contribute to
improvements in recall and consumer satisfaction,'’
which can contribute to greater confidence, greater
participation and more effective decision-making
for patients.

In addition, there is evidence that people want more
information than they are given and that healthcare
providers tend to overestimate the information they
have provided.'8%7°

What strategies can be used to
improve interpersonal communication?

Strategies to improve interpersonal communication
are often based on patient-centred principles and
approaches. Fostering a patient-centred approach
to interpersonal communication has been shown to
result in improved communication,”" better health
care and better outcomes.’®”'"? |t is also associated
with increased efficiency of care.'”?

Strategies that can be used by healthcare
providers include using appropriate body language,
confirming understanding of information provided,
listening attentively and prompting for information,
providing options relevant to the person’s situation
and following up about actions to be taken

by consumers.'”®

There are also specific communication interventions
or tools used to foster discussion, debate, and
partnerships and participation by the consumer.'™
These types of interventions include the use of:

¢ plain language to communicate health
information, instructions and choices

e decision aids, which have been shown to
lead to improvements in knowledge and
understanding of screening, prevention
and treatment options,’®*'"® and are often
used to clarify the likelihood of risks and
benefits of different care options (see Box 21
for an example of a tool to foster shared
decision-making)

e shared decision-making processes, which
have been seen as the foundation for patient-
centred care, and as a means of increasing
consumer participation in decision-making.
Use of shared decision-making is associated
with favourable health outcomes'8177
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educative and recall strategies, including
asking people to recount the information
given to them by the healthcare provider
to check understanding. These kinds of
approaches can include the use of the
‘teach-back’ method, ‘ask-tell-ask’ and
‘teach to goal’ techniques (Box 22), among
a range of others. A number of these
educative strategies have been shown to
be effective for people with specific health
conditions, demonstrating improved care
management, recall and understanding

of information.'”®

Box 21

Helping people make
decisions about their care

The Ask Share Know Patient-
Communication Model'”® is part of a
University of Sydney research program
designed to encourage and empower
people to engage with their healthcare
providers and make decisions about their
health. The model encourages people

to communicate with their healthcare

It should also be noted that many of the personal providers by asking three questions:

contextual issues identified in Section 5.3 will
have an effect on interpersonal communication, O What are my options?
such as culture, education, gender and language. o
These personal contextual issues will influence

decisions about effective methods of interpersonal
communication. For example, a person whose first O How likely are each of those benefits
language is not English may require an appropriate and harms to happen to me?
accredited translator during a consultation with a
healthcare provider; or a woman from an Aboriginal
or Torres Strait Islander community may need to
speak with a female healthcare provider if she wants
to talk about women’s business.

What are the possible benefits and
harms of those options?

Web page: www.askshareknow.com.au

Box 22
Educative and recall strategies for working with patients

‘Teach-back’ is a method that healthcare providers can use to confirm that they have explained
to patients what they need to know, in a manner that the patient understands. The healthcare
provider asks the patient to state in their own words the key points of the discussion.*” The cycle
continues until the healthcare provider is certain the key messages have been delivered and
understood.

‘Ask-tell-ask’ is similar to teach-back in that the healthcare provider asks the patient to describe
their current issue, tells the patient in simple language the message they need to communicate
and then asks the patient if they have understood. This is also a back-and-forth cycle of
information and response.

‘Teach to goal’ is an approach based on mastery learning. This approach recognises that,

with repetition, most students can achieve mastery. Teach to goal generally involves identifying
overall educational objectives and then breaking down the objectives into smaller components or
milestones. The learner then incrementally works towards those milestones, while achievement
is progressively assessed, and instruction is tailored to help the learner work towards mastery of
the overall objectives.'s°
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O Integrating health literacy into education

Education is a critical part of promoting and maintaining health,”® and the
links between an individual’'s level of education and health outcomes have

long been known.*

Health literacy, general literacy and education are
all interrelated. A person’s formal and informal
education shapes their general literacy, which in
turn contributes to their knowledge and skills in
understanding health information and systems, and
shapes their capacity for making decisions and
taking action for their own health and health care.

It is also important that healthcare providers
understand individual health literacy and how to
develop an effective health literacy environment.
This section examines how education for various
groups can contribute to addressing health literacy.

9.1 Why provide education to
address health literacy?

Formal and informal education are key mechanisms
for increasing a person’s knowledge and skills.
Therefore, integrating health literacy into education
and supporting education that builds health literacy
skills should form a central part of a consistent

and coordinated approach to addressing health
literacy. In addition, education is fundamental to any
change process. Education helps to provide people
with the tools needed to shift to more effective
methods of health care, and provides them with
the support and impetus to implement new and
unfamiliar processes.

There is a range of ways in which educative
approaches can be used to address health literacy,
including by providing education and training for:

e individual consumers to gain the skills to
understand, critically analyse and apply
information so that they can gain knowledge
of health issues when they require it; for
example, teaching general critical analysis
skills within the school environment or
providing an adult education course to teach
consumers how to identify reliable health
information on the internet

individual consumers to improve their
knowledge of specific health issues; for
example, providing a sexual health course
within a school in order to promote safe sex
practices, or a community health course on
diabetes management

families and carers to improve their
understanding of the health issues the

person they are caring for is experiencing

and the types of decisions that will need to
be made while caring for them; for example,
information sessions for families and carers
on cancer treatment, end-of-life care or health
promotion and prevention

vocational, undergraduate and postgraduate
health sector students to increase their
awareness of health literacy and effective
communication strategies; for example,
providing training to healthcare providers on
different communication techniques — such as
teach-back — that can be used to check that
they have appropriately tailored information
for consumers

other people who work across the health
sector to improve their understanding of
health literacy, the role it plays in healthcare
outcomes and the action they can take

to reduce barriers to health literacy; for
example, providing information sessions to
new staff (including clinical, administrative,
management and reception staff) on the
importance of health literacy within health
care and how to avoid the negative impact
associated with overcomplicated and
inaccessible information

healthcare managers to communicate the
importance of health literacy to effective

and efficient use of health services, and

the strategies that can be used at an
organisational level to create a health literate
environment; for example, information
sessions on the impact of co-design projects,
information design or the business case for
health literacy
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* people involved in the planning, design,
development, implementation and evaluation

of health, education and social services Zone 2T

to improve their understanding of health Educating children about
literacy, thg impact of health literacy on health health and health care

and wellbeing and the role that they play

in influencing health literacy; for example, Life Education is a nongovernment
continuing professional development, online provider of health education to children
training modules, workshops or discussions. through the school environment. The Life

Education program was founded amidst
the groundswell of health promotion

9.2 Education and trammg for and prevention activities occurring in

consumers about health and the 1970s. The program aims to develop

health |iteracy children’s skills and capacity to become
more active health and healthcare

Education and training for consumers about health consumers by assisting them to:

and health literacy focuses on building the capacity
of the individual to understand, appraise, apply and
act on health information.

O acquire age-appropriate knowledge
to support informed health choices

Education for consumers can be delivered in a © develop and practise skills
formal educative environment, such as through and strategies to act upon
schools, vocational education providers, universities individual decisions

and other training providers. Education can also be
delivered in a more informal environment, such as
through peer-support groups, at the workplace or in
a one-on-one encounter with a healthcare provider.

O recognise the values and attitudes
that may influence lifestyle choice
and behaviour.

Web page: www.lifeeducation.org.au

Education for children
I 0 L e

The skills and knowledge needed for effective
decision-making about health and health care are
influenced from early childhood, when children
are first taught hygiene, good eating habits, sun
protection and other preventive health messages.

The education system has an important role to play
in shaping a person’s skills, abilities, capacities
and preconceptions about health and health care.
From preschool through to primary and secondary
schools, children are taught about health and
health care as part of the development of life and
social skills. They are also taught the fundamental
skills and capabilities required to find, understand,
appraise, use and apply information generally
through literacy and numeracy-based programs.
A number of programs have been implemented

at a national level to improve general literacy

and numeracy, and health literacy (see Box 23

for an example of a program to teach children
about health).
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Education for adults

There are two common ways that health education
is often provided to individual consumers. The first
method is by providing basic, untailored health
information for the consumer. In this case, the
consumer does not have to consider options or
make decisions, but simply follows instructions.
When a person is diagnosed with a condition,
they might be provided with an information

sheet that tells them how often to take their
medication. These are mostly passive interactions
with information, rather than communicative and
discursive interactions.

The second method involves a combination of
providing information while also developing the skills
of the individual to independently find information,
critically review it and make informed decisions
about their health issue or concern. For example,

a healthcare organisation may hold an interactive
group education or peer-support session for people
with diabetes. During the session, the organisation
may provide information about different treatment
options, lifestyle changes and different mechanisms
that might be available to help with self-care.

Box 24 provides an example of the development of
a tailored communications tool for Aboriginal and
Torres Strait Islander peoples.

The former method builds on basic or functional
health literacy, whereas the latter looks to build
skills for communicative, critical health literacy
(see Box 25) and provides a foundation for
consumer empowerment.'®!

This is important in a complex healthcare
environment that frequently requires people to
have the capacity to critically review health and
healthcare information. Consumers are often
provided with varied health and healthcare
information from many sources, making it difficult to
identify the most accurate and relevant information.
Effective interactive and critical health literacy can
help people to critically review and act on health
information and therefore improve decision-making
and health outcomes.'®

Box 24

Health promotion tools for
Aboriginal and Torres Strait
Islander peoples

In 2011, the Lowitja Institute funded a
study examining health promotion tools
for Aboriginal and Torres Strait Islander
peoples. The study involved scanning
the literature to identify current health
promotion tools used for Aboriginal and
Torres Strait Islander peoples to identify
the gaps and recommend actions and
opportunities for developing new tools.
The study found that there is growing
evidence that health promotions designed
and led by the Aboriginal and Torres
Strait Islander community can result in
improved health in the community.'®?

An example of a tailored health promotion
tool comes from St Vincent’s Hospital
Melbourne and the Menzies School

of Health Research. In 2009, these
organisations developed a package of
health promotion materials on alcohol
called the Grog Brain Story. The materials
were developed in collaboration with
Aboriginal communities and healthcare
professionals, and aimed to explain,

in language that was familiar to those

in Aboriginal communities, how

alcohol affects the brain. The package
included flip charts and videos, which
were translated into a number of
Aboriginal languages.

Web page: www.lowitja.org.au

Web page: www.youtube.com/
watch?v=2SxTAH3jg0Y and http://
resources.menzies.edu.au/download/
Grog_brain_story.pdf
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Box 25

Functional, interactive and
critical literacy

One of the most common models
of literacy — which is often applied
to health literacy — identifies three
different types:'®!

Functional literacy: sufficient basic
skills in reading and writing to be able to
function effectively in everyday situations.

Interactive literacy: more advanced
cognitive and literacy skills which,
together with social skills, can be used to
actively participate in everyday activities,
to extract information and derive meaning
from different forms of communication,
and to apply new information to

changing circumstances.

Critical literacy: more advanced
cognitive skills which, together with social
skills, can be applied to critically analyse
information, and to use this information
to exert greater control over life events
and situations.

Impact of education for consumers

There is evidence that educative strategies can
make an effective contribution to the health and
health care of consumers. Targeted educative
interventions can help people with low health
literacy to increase knowledge and understanding
of their condition.? For example, there is evidence
that health education and stress management
programs can improve health outcomes for people
with coronary heart disease.'®®184 Telephone-based
health coaching has been shown to improve health
behaviour, self-efficacy and health status, with
vulnerable groups showing the most benefit.'8®
Box 26 provides an example of education for
culturally diverse groups.
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Box 26

Education about local
health services

Goulburn Valley Health instituted a

pilot program that aimed to provide
interactive education and information

to migrants and refugees about the

local healthcare services and systems.
The Hospital Orientation and Health
Information Tours for Migrants and
Refugees program involved the provision
of tours for English language students
from the Migrant Education Centre at
Goulburn Ovens Institute of Technical and
Further Education.

The tour groups were provided with
information about different departments
within the local hospital, as well as
information about how to navigate

the hospital, appropriate accredited
translation services, guides and other
services that were available. The

touring groups were also provided with
information about different safety and
quality issues such as medication safety.®

Training consumers in critical appraisal and
evidence-based medicine has been found to
increase knowledge and confidence in healthcare
decision-making.'®

Printed and electronic consumer information
materials, and educational programs can have

a beneficial effect on people’s knowledge and
understanding of their condition.’®* Mass media
campaigns can result in changes in both
knowledge and health-related behaviours across
large populations.'®”



Programs that focus on improving literacy in schools
and school-based health promotion programs can
improve children’s social and emotional wellbeing.™
For example, there is promising evidence that
classroom-based education about alcohol may help
to reduce alcohol consumption in young people.'®®

There has also been some research that

indicates that consumer-led self-management
education programs may lead to small, short-term
improvements in participants’ self-efficacy, self-rated
health and cognitive symptom management.'®®

Box 27 provides an example of peer support for
people with breast cancer.

Box 27

Peer support for people with
breast cancer

The Breast Cancer Network Australia
auspices a number of peer-support
services, including online networks,

links to local peer-support groups and
personal stories from people who have
experienced breast cancer. Peer support
helps people to cope with illness such as
cancer by providing emotional support
and decreasing social isolation.!9%1%!

For those experiencing serious and/or
chronic illness, linking with people who
are experiencing similar health journeys
and engaging with peer-support groups
can help to improve quality of life.’®?

Web page:
https://www.bcna.org.au/sharing-support

9.3 Education and training for
healthcare providers about
health literacy

There is a growing awareness within the health
system that low individual health literacy affects
outcomes, and there has been a rapid increase in
journal articles, conferences, resources, training
manuals and government policies on health literacy
over the last few decades."” However, a survey of
perceptions of health literacy among healthcare
providers found that they tended to overestimate
their knowledge of health literacy.'®® The healthcare
providers had a general awareness of the issue,
but the researchers concluded that there was an
opportunity to improve the depth of knowledge
about health literacy.'®®

Who should receive training about
health literacy?

There are many people involved in the provision of
healthcare services and the production and use
of health information, and therefore many points
at which failures of communication can occur. It is
important that healthcare providers are aware of:

e the critical influence that health literacy has
on health and health care

* how limited health literacy can influence
health outcomes

¢ their role in contributing to an environment
that makes it easier or more difficult for
people to navigate, understand and use
health services

e effective interpersonal and
communication skills

e strategies they can use to ensure they provide
information, advice and services that are easy
to understand, use and act on

° how to provide, or access, support for
people with specific individual health literacy
challenges (such as disability, cultural or
linguistic diversity, or cognitive impairment).
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PART B

O Integrating health literacy into education

continued

It is not only the clinical workforce of doctors,
nurses and allied health professionals who need

to know about health literacy. Members of the
nonclinical workforce such as receptionists, porters,
ward clerks, volunteers, kitchen staff and cleaners
often interact with consumers and have a very
important role in creating an environment where it
is easier for people to navigate, understand and use
health information and services.

The health literacy environment is also influenced
by executives, health service managers and
other health providers who have a responsibility
for education, policy, quality improvement and
information technology.

People in all of these roles would benefit from some
training in health literacy.

The type, intensity and content of education and
training for healthcare providers will depend on
the role of the person within the organisation

and their level of contact with consumers. For
example, simple health literacy awareness training
within orientation sessions may be sufficient for
administrators; basic communication and health
literacy awareness training might be useful for
reception staff; and more intensive training about
communication and consultation styles might

be appropriate for some healthcare providers.
Boxes 28 and 29 provide examples of health literacy
training for healthcare services.
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Box 28

Health literacy toolkit
for healthcare providers
and organisations

The NSW Clinical Excellence Commission
has developed an online Health Literacy
Guide for healthcare providers and
organisations to reflect on and identify
ways of reducing the barriers to health
literacy within their organisations.

The toolkit includes information about
why health literacy is important, and tools
and strategies that can be applied to
address specific literacy, numeracy and
way-finding issues.

Web page: www.cec.health.nsw.gov.au/hlg

**The type, intensity and content
of education and training for
healthcare providers will depend
on the role of the person within
the organisation and their level of
contact with consumers.”®



Box 29

Health literacy training by the
Centre for Culture Ethnicity
and Health

The Centre for Culture Ethnicity and
Health (CEH) developed a training course
in health literacy to build the capacity of
healthcare providers within the Victorian
community health sector to reduce
barriers to health literacy within their
services. The CEH commenced a pilot
training course in 2013 comprising four
separate modules delivered throughout
2013. Each module focused on a different
aspect of health literacy, including health
literacy theory, organisation-wide aspects
of health literacy, training the trainer and
preparing health literacy champions.

The classroom-based training was
supported by a practical project where
participants had to implement a relevant
health literacy—-based activity within their
organisation based on the principles
and approaches that were taught in

the program.

Web page:
www.ceh.org.au/training/topics

I

It is worth noting that a significant proportion of
people working in the health sector are either
trained through vocational education and training
providers or have no post-school qualifications.

In addition, there is an increasing number of people
who work in the health sector who are educated
overseas. Box 30 provides information about
some of the different types of occupations within
the health sector. Consequently, it is important
that secondary school education and vocational
education and training for health sector workers
include information about the importance of health
literacy and the link to healthcare outcomes, as
well as building the skills and capacity of the future
health sector workers in their own health literacy.

Box 30

The health workforce

Around 1.3 million Australians work in
health-related occupations.’®* In 2011,
there were 70 200 doctors and 257 200
nurses working in Australia. Around

7 per cent (18 000) of the nurses were
enrolled and mothercraft nurses, and

5 per cent (13 000) were midwives.!®®

In addition, a recent survey of the
aged-care workforce noted that more
than 240 000 people are employed

in direct care roles in the aged-care
sector. The proportion of the direct care
workforce that was born overseas is
around 35 per cent for residential facilities
and 28 per cent for community outlets.
Around 80 per cent of residential facilities
and 50 per cent of community outlets
employed personal care assistants and
community care workers who spoke a
language other than English.®®

I L—————

Impact of education for
healthcare providers

Training for healthcare providers in health literacy
has been associated with improved counselling

and communication skills,’®” and increased use of
evidence-based strategies by healthcare providers
to address health literacy.'®” Interventions that
involved health literacy training for healthcare
providers were associated with increased cancer
screening rates and increased ratings of satisfaction
from consumers.2®
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PART B

O Integrating health literacy into education

continued

9.4 Education and training to
Improve communication

Effective communication between consumers and
healthcare providers has been linked to increased
consumer satisfaction, recall of information and
compliance with treatment regimens.'®” It has also
been suggested that improving the communication
skills of healthcare providers results in better health
and outcomes for consumers.'®”

To build interpersonal relationships and provide
effective communication, both consumers and
healthcare providers need to know what messages
should be communicated and have the skills

to communicate effectively.’” Many education
strategies aimed at improving communication
require healthcare providers to adopt new practices
or adapt their current practice to more effective
patient-centred communication styles. Others rely
on the use of communication tools such as decision
aids and shared decision-making processes

with consumers.

It is important that information should be tailored
to consider the needs, preferences and context of
the individual consumer or consumer group that

is the audience (see Section 8). This may require
additional training such as cultural competence
training, and training about the services and
systems that are available to support people with
additional needs (such as accredited translators,
relay services and materials for people with a vision
impairment). (See Box 31 for an example of training
about cross-cultural communication skills.)
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Box 31

Cross-cultural communication
training for reception staff

The Centre for Culture, Ethnicity and
Health provides a training course about
cross-cultural communication for reception
and service staff. The course provides skill
development for frontline staff in effective
interpersonal communication techniques
and strategies, with a particular emphasis
on communicating effectively with people
who do not speak English or who have

a low level of English proficiency.

Web page:
www.ceh.org.au/training/topics

General communication skills training and
communication interventions for healthcare
providers can improve their communication
skills,'"198 increase consumer knowledge when
focused on specific topics such as medications,'®®
and increase consumers’ satisfaction with the
quality of their health care.?°° Box 32 provides
examples of the communication education built into
medical education. However, it is also known that
healthcare providers often underuse best-practice
communication strategies, and that these types of
interventions can be hard to sustain and may not be
effective when used alone.?52%

Some education and training interventions have
focused on consumers and tried to improve their
communication with healthcare providers, particularly
doctors.?® These interventions have most frequently
used written booklets or checklists, as well as
videos, coaching and workshops. These types of
interventions have been associated with improvements
in the perceptions of the consumers regarding
control over their health, preferences for an active
role in health care, recall of information, adherence

to recommendations, attendance, and clinical
outcomes.?? It has been suggested that focusing

on education of consumers and changing consumer
behaviour may be more effective in driving more
sustained change in interpersonal relationships.2°!


www.ceh.org.au/training/topics

Box 32

Examples of requirements for
communication and health
literacy in medical education

Much communication training already
occurs at the undergraduate and
postgraduate level for a number of
healthcare providers. Many professional
organisations, colleges, universities,
vocational education and other
training providers currently develop
and deliver education, standards and
professional development relevant to
communication, health literacy and
interpersonal relationships.

For example, the Australian Medical
Council’s Standards for Assessment
and Accreditation of Primary Medical
Programs by the Australian Medical
Council 2012,2° the Royal Australian
College of General Practitioners’
Standards for General Practice (Fourth
Edition),?°* the Royal Australian and New
Zealand College of Ophthalmologists’
Social and Professional Responsibilities
Curriculum Standard?®® and the
Pharmaceutical Society of Australia’s
Professional Practice Standards (Version
Four)2% include requirements for
communicating and building relationships
with consumers. However, not all health
and social professions have the same
level of support and infrastructure for
education, standards and professional
development in these areas.
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PART B

10 Who has a role in addressing
health literacy in Australia?

Everyone can play a part in addressing health literacy.

To address it in a coordinated way requires health literacy principles to be embedded into systems and
integrated into education. Health information needs to be clear, focused and useable, and there needs to
be effective communication between individuals. Many actions can be taken by a wide range of individuals,
groups and organisations to achieve these aims (Table 3).

Table 3 Examples of individuals and organisations that have a role in addressing health literacy

Role Examples of types of organisations and individuals

Consumers Advocates, carers, consumers, families, friends, patients, support people

Consumer organisations Consumer/volunteer/peer support/community organisations, groups

and other support or networks, family and women'’s resource centres, nongovernment
services organisations, migrant support services, welfare services, workplaces
Healthcare providers Aboriginal and Torres Strait Islander health workers, aged-care workers,

allied health professionals, ambulance officers and paramedics,
complementary medicine practitioners, medical practitioners, mental
health workers, nurses, people working in health administration,
pharmacists, specialists

Organisations that Aged-care services, allied health services and practices, community
provide or support healthcare services, community pharmacies, day procedure surgeries,
healthcare services at general practices, home nursing services, local hospital networks, primary
a local level healthcare organisations, mental health services, primary healthcare

services, public and private hospitals, school nursing services, specialists’
rooms, residential aged-care services

Organisations that Councils, professional bodies, unions, workforce associations and societies
support healthcare
providers and workers

Government Australian, state and territory, and local government health, education,
organisations, regulators | infrastructure and welfare organisations and agencies, colleges,
and bodies that advise professional bodies

on or set health and
education policy
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Role Examples of types of organisations and individuals

Private organisations Accreditation agencies, exercise and fitness organisations, food and
which provide alcohol manufacturers and distributers, media outlets, pharmaceutical
health-based goods and medicines organisations, private health insurers, private information
and services development companies, professional indemnity and medical protection

insurers, web and online information development providers

Education and training Colleges, private training organisations, public and private schools,
organisations registered training providers, technical and further education organisations,
universities and other research groups, workplace training providers

The following sections include examples of the types of actions that organisations and individuals in these
categories can take to address health literacy. The examples provided are indicative of the types of actions
that could be taken and are not intended to be exhaustive.

10.1 Consumers

Role Examples of types of organisations and individuals

Consumers Advocates, carers, consumers, families, friends, patients and
support people

Different types of consumers will have different roles within the health system. The type of actions they take
and the skills and information that are needed will vary depending on these roles. The main roles are:

* aperson who is not currently seeking or receiving health care, but is making decisions and taking
action about their own health and that of their family in their everyday life (such as through decisions
about food purchases or exercise)

* aperson who is seeking or receiving health care, and making decisions and taking action about their
own health care (see Box 33 for a sample scenario)

* aperson who is supporting a loved one to seek or receive health care, and making decisions and
taking action about that person’s health care

e aperson who is acting in a shared role with other consumers and possibly healthcare providers (such
as on a board or committee), and making decisions and taking action about issues such as healthcare
provision, planning and evaluation.

Health literacy is relevant for consumers in all of these roles. Individual health literacy enables individuals to
make informed decisions about their own care and empowers consumers to work within groups to engage
in decision-making processes across all levels of the healthcare system. The strategies that can be used
to facilitate effective decision-making and appropriate action will vary depending on the specific role of

the consumer.
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10 Who has a role in addressing
health ”teracy iN Australia? continued

Consumers vary considerably in terms

of their expectations, preferences and
needs. Some people prefer working
with a more collaborative style,
whereas others prefer clear, simple
recommendations that are more
directive.?%” It is important to note that
consumers’ personal preferences

will inform the extent to which they
wish to partner with their healthcare
provider and share decisions and
responsibility in the management of
their care.

Consumers can:

discuss any difficulties they
might have in understanding
health and information with
healthcare providers

discuss difficulties in
communicating with healthcare
providers, ask family to help,

or request support services
such as qualified interpreters or
consumer advocates?°®

ask for further information
about any aspect of
their care®®

be open and honest with staff
and provide details of medical
history and medication that
they are taking?°®

improve their individual
knowledge and skills by
participating in education

raise awareness in their
community about the
importance of health literacy

be involved in the development
and review of consumer
information and resources

be involved in the planning,
design and delivery of
policies, strategies and
projects to reduce barriers
to health literacy.

Box 33

Scenario: How a consumer can get
more information

Shelly has recently been diagnosed with type 2
diabetes by her general practitioner (GP). At the first
appointment after the test results have been received,
the GP talks to Shelly about type 2 diabetes, providing
her with information about the disease, risk factors,
treatment options and potential lifestyle modifications.
The GP also provides her with some pamphlets

about the disease. Shelly has difficulty understanding
the information that is provided to her. She feels
overwhelmed and confused about the treatment
options that the GP has outlined for her, but does not
feel able to tell the GP that she does not understand.

Following this appointment, Shelly recognises that she
has not understood what the GP has told her, what
type 2 diabetes is or what she should be doing to
manage it. She talks to her family and friends about her
diagnosis and looks up diabetes on the internet.

Shelly is still unsure about what she needs to do, but
wants to be sure she is doing the right thing. Shelly
decides to ring the surgery and ask them about her
diagnosis. After talking with the practice nurse, she

is given a number of options to help answer her
questions, including a follow-up appointment with the
GP, talking to the diabetes educator and talking to
someone about a local diabetes peer-support group.

Shelly opts to make an appointment, but also rings the
peer-support group contact.

Before the meeting with the GP, Shelly prepares
questions to ask to improve her understanding of what
type 2 diabetes is, how she can manage the condition
and how it will affect her in the short and long term.
The focus on the specific questions helps her to
understand the information provided, and Shelly and
her GP agree to schedule an appointment with the
diabetes educator to discuss treatment options and
lifestyle modifications. The GP also provides her with
other sources she can go to for more information on
her condition, including books, web sites and support
groups in her area. Shelly also opts to join the local
peer-support group.

I T 0
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10.2 Consumer organisations and other support services

Role Examples of types of organisations and individuals

Consumer
organisations and other
support services

Consumer/volunteer/peer support/community organisations, groups
or networks, family and women’s resource centres, nongovernment
organisations, migrant support services, welfare services, workplaces

Consumer organisations provide support, advice
and services to consumers to help them better
understand their health and health care. This
includes providing information and education about
systems, conditions, processes and practices that
consumers will encounter when improving and
maintaining their health. In this way, consumer
organisations have an important role to play in
addressing individual health literacy.

There is also a range of other supportive services
and organisations that contribute to addressing
health literacy by incorporating health literacy
approaches into their existing work.

Some examples include:

° nongovernment organisations that provide
training programs for healthcare providers
and consumers

* support services that reduce the complexity
of the information they provide to consumers

e community groups and services that provide
information and advice to consumers on
accessing services, lifestyle behaviours and
health management

* peer-support groups that provide information
and advice to consumers on health, health
care and self-management (see Box 34
for an example)

* workplaces that deliver health programs,
messages and preventive health programs.

Box 34
Men’s Health Peer Education

The Australian Government Department
of Veterans’ Affairs runs a Men’s Health
Peer Education program for veterans.
Under the program, volunteers are
trained to provide health information to
the veteran community about lifestyle
choices, health behaviour and men’s
health issues. Health information is
provided across a range of settings - for
example, giving a talk on a health issue
at a local community group or ex-service
organisation meeting; setting up or
working with ‘Men’s Sheds’; running a
stand at a community expo; or personally
chatting to a person, such as with a mate
at a barbecue.?%

Web page: www.dva.gov.au/HEALTH_
AND_WELLBEING/PHYSICAL_HEALTH/
MHPE/Pages/mens.aspx
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10 Who has a role in addressing
health ”teracy iN Australia? continued

10.3 Healthcare providers

Role

Examples of types of organisations and individuals

Healthcare providers

Aboriginal and Torres Strait Islander health workers, aged-care workers,
allied health professionals, ambulance officers and paramedics,
complementary medicine practitioners, medical practitioners, mental
health workers, nurses, community or hospital people working in health
administration, pharmacists, specialists

Healthcare providers are one of the main sources
of information about health care for consumers.

Healthcare providers can significantly influence the

health literacy demand that is placed on people
through the way they communicate and present
information. Healthcare providers can:

recognise the needs and preferences
of individual consumers and tailor
their communication style to the
person’s situation'®

assume that most people will have difficulty
understanding and applying complex health
information and concepts

use a range of interpersonal communication
strategies to confirm information has been
delivered and received effectively

(see Box 35 for a sample scenario)

encourage people to speak up if they
have difficulty understanding the
information provided

use ways of communicating risk information
about treatment options to people that are
known to be effective

participate in improvement projects aimed
at reducing barriers to health literacy
within the healthcare organisation’s
physical environment

participate in health literacy education and
training, if available.
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Box 35

Scenario: How a healthcare
provider can confirm

that health information

is understandable

Dr Flinders, a general practitioner,

has recently attended an education
program provided by his Medicare
Local about health literacy and effective
communication. The course has
motivated him to implement different
methods of communicating with patients
in his practice, in an effort to improve
their understanding and to empower
them to become more involved in
decision-making about their care.

The doctor started by implementing the
following two changes to communication
with patients during a consultation:

Slow down:?"° speaking slowly to
allow more time for people to hear and
understand the information being provided.

The ‘Ask-Me-3’ program:2" improving
communication by encouraging the person
to ask the following three questions:

1. What is my main problem?
2. What do | need to do?
3. Why is it important for me to do this?




10.4 Organisations that provide or support healthcare services

at a local level

Role Examples of types of organisations and individuals

Organisations that Aged-care services, allied health services and practices, community

provide or support healthcare services, community pharmacies, day procedure surgeries,

healthcare services at general practices, home nursing services, local hospital networks, Medicare

a local level Locals, mental health services, primary healthcare services, public and
private hospitals, school nursing services, specialists’ rooms, residential
aged-care services

Healthcare organisations and
support services can take action
to address health literacy by
developing strategies to simplify
the health literacy environment
for consumers. Healthcare
organisations can:

e develop and implement
health literacy policies
and processes that aim to
reduce the health literacy
demands of information
materials, the physical
environment and local care
pathways (see Boxes 36
and 37 for examples)

* provide and support
access to health literacy
and interpersonal
communication training
for healthcare providers,
including training in
communicating risk

e provide education
programs for consumers
aimed at developing health
knowledge and skills.

Box 36

How a healthcare organisation has
developed and implemented health literacy
policies and processes

ISIS Primary Care is a large primary healthcare organisation
with multiple health service sites in Victoria. ISIS Primary

Care established the Health Literacy Project to develop and
implement a health literacy strategy across the organisation.

The key strategies identified in the project are to:

O develop a health literacy policy for the organisation

O map the health literacy environment of the
organisation

O establish a health literacy working group

O develop, conduct and evaluate health literacy training
for all staff, including the management team

O develop a health literacy resource kit for staff

O develop a sustainability plan to enable ongoing staff
training in health literacy.

The project commenced in 2010, and by mid—2013

80 per cent of staff had attended health literacy training, an
organisational health literacy policy had been adopted and
consumer information materials had been improved.®

I
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10 Who has a role in addressing
health ”teracy iN Australia? continued

Box 37

The Optimising Health Literacy (Ophelia) project

From 2012 to 2015, the Victorian Department of Health and Monash University are working
together to develop a Health Literacy Response Framework through the Ophelia project.

This framework will help healthcare organisations to efficiently recognise, understand and
respond to the health literacy needs of members of their community. The aim of this project is to
improve health outcomes and reduce inequalities by reducing the barriers to health literacy. The
project will be developed and trialled across eight health services in Victoria to determine the
usefulness and applicability of this approach in real-world settings.

Web page: www.deakin.edu.au/health/research/phi/OPHELIA.php

10.5 Organisations that support healthcare providers

Role Examples of types of organisations and individuals

healthcare providers

Organisations that support | Councils, unions, professional bodies, workforce associations and societies

Organisations that provide support to healthcare
providers are often influencing organisations. Many
of these types of organisations develop policies,
training modules, frameworks or position statements
on key issues for health and healthcare providers,
and they influence the priorities for the professional
development of healthcare providers. These types
of organisations can:

* lead and coordinate action on health literacy
within their profession (see Box 38 for
an example)

* develop policies and position statements on
health literacy

° encourage and support professional
development opportunities and influence
education programs for healthcare providers
in communication, health literacy and
patient-centred practice in general

e collaborate across the healthcare sector
on health literacy activity, including sharing
strategies and lessons learned among
professions and sectors.
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Box 38

Supportive organisations
taking action

The Australian Dental Association (ADA)
develops and implements a range of oral
health education and health promotion
programs including Dental Health Week,
mouthguard awareness, and babies and
toddlers oral health awareness campaigns.
In addition, ADA develops and distributes
online materials, tools, brochures, posters
and fact sheets such as the Young
Person’s Oral Survival Guide and other
information materials for families and
schools on key oral health issues.

Web page: www.dentalhealthweek.com.
au/downloads/survival_guide_web.pdf
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10.6 Government organisations, regulators and bodies that advise on

or set health and education policy

Role

Examples of types of organisations and individuals

Government
organisations, regulators
and bodies that advise
on or set health and
education policy

professional bodies

Australian, state and territory and local government health, education,
infrastructure and welfare organisations and agencies, colleges,

Government organisations in general can:

* raise awareness about the issue of
health literacy

* embed health literacy principles into health
and education policy (see Box 39 for
an example)

* work collaboratively across all levels of
government to promote coordinated action

e advocate for funding and resource allocation
for health literacy initiatives

* implement, evaluate and share information
about health literacy programs

¢ develop partnerships to facilitate the
exchange of information about health literacy
research and programs between research
and practice communities.

Health sector — specific organisations can:

support the design and delivery of policies,
pathways and processes that reduce the
complexity involved in navigating the health
system, including across sectors and settings

explore opportunities for including
implementation of strategies to address health
literacy as a core requirement of healthcare
service design and delivery.

Education sector — specific organisations can:

explore opportunities to incorporate the
development of health literacy skills into the
school curriculum and vocational training

maintain a focus on the development of
foundation literacy and numeracy skills

provide professional development about
health literacy to educators

develop partnerships with the health sector
and community to work collaboratively on
health literacy initiatives.
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Box 39
Government organisations taking action

The Australian Curriculum, Assessment and Reporting Authority is the independent authority
responsible for the development of a national curriculum, a national assessment program
and a national data collection and reporting program for all kindergarten to Year 12 students
in Australia.?

There are many examples within the Australian Curriculum where health literacy and education
intersect. Some of these are in the Australian Curriculum Health and Physical Education:
Foundation to Year 10 Draft, which describes overarching aims related to developing students’
knowledge, understanding and skills.2'?

The following aims are linked to health literacy:?'

O Students access, synthesise and evaluate information to take positive action to protect,
enhance and advocate for their own and others’ health, wellbeing, safety and physical
activity across the lifespan.

O Students develop and use personal, interpersonal, behavioural, social and cognitive skills
and strategies to promote a sense of personal identity and wellbeing, and to build and
maintain positive relationships.

O Students engage in and enjoy regular physical movement-based learning experiences, and
understand and appreciate their significance to personal, social, cultural, environmental
and health practices and outcomes.

O Students analyse how varied and changing personal and contextual factors shape
understanding of, and opportunities for, health and physical activity locally, regionally
and globally.

To achieve these aims, the Australian Curriculum Health and Physical Education: Foundation

to Year 10 has two interrelated content streams: ‘personal, social and community health’ and
‘movement and physical activity’. Within the content, there are clear links to the development of
health literacy in students; for example, the personal, social and community health stream aims
to enable and empower students to ‘access and understand health information, and to make
health-enhancing decisions’.??

Web page: http://www.acara.edu.au/default.asp
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10.7 Private organisations that provide health-based goods

and services

Role Examples of types of organisations and individuals

Private organisations
which provide
health-based goods
and services

Accreditation agencies, exercise and fitness organisations, food and
alcohol manufacturers and distributers, media outlets, pharmaceutical
and medicines organisations, private health insurers, private information
development companies, professional indemnity and medical protection
insurers, web and online information development providers

Private organisations and industry have a significant

role in influencing the health literacy of individuals.
Much of the information about health that people
receive in the community is through the marketing
claims and promotional materials of the health,
medicine, food and alcohol industries. In addition,
information about health research and treatment
advances is often communicated through media
outlets or web sites.

In recent years, much work has been done by
private health insurers to support consumers to
understand and act on health information that
can keep them well. Insurers have developed a
range of different tools and resources to support
health literacy, shared decision-making and
patient choice.?3-215

Private organisations and industry can:

e support the dissemination of good-quality,
easy-to-understand health information

* raise awareness of health information and
services in the community

e develop packaging and product design that
simplifies information and makes clear the
action to be taken

* involve consumers in testing the usability,
accessibility and ease of understanding of
products and information about health and
health care.

Insurers can:

develop tools and resources to help their
members make health care choices that are
right for them (see Box 40 for an example)

incorporate health literacy, communication
and tailoring care to consumers as core
requirements of health care that is delivered
under contracts and agreements.

Box 40

Private organisations
taking action

Medibank Private has established an
online hosted health community called
Generation Better. The Generation Better
web page provides a platform for people
to chat about different health activities
they are doing to improve their health
and wellbeing. The web page includes
motivational stories and videos, photos,
hints and tips about healthy food, exercise
and other health activities. It is aimed

at providing a place where people can
exchange information and learn about
healthy behaviour.

Web page: http://generationbetter.com.au
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PART B

10 Who has a role in addressing
health ”teracy iN Australia? continued

10.8 Education and training organisations

Role

Examples of types of organisations and individuals

Education and training
organisations

Colleges, private training organisations, public and private schools,
registered training providers, technical and further education organisations,
universities and other research groups, workplace training providers

Education and training organisations have a

role in both developing the health literacy skills
of individuals and in developing health literacy
knowledge and capacity in healthcare providers.
Education and training organisations can:

develop consumers’ health literacy skills
through fundamental literacy and numeracy
skills in schools and adult education courses

teach skills in analysing and thinking critically
about information in schools and adult
education courses

develop education programs for consumers
that specifically address how to navigate
the complexity of the healthcare system and
develop self-management skills (see Box 41
for an example)

provide education to healthcare providers at
undergraduate and postgraduate level about
health literacy and related issues, such as
communication skills

require the inclusion of health literacy and
related issues in education and training
programs (see Box 42 for an example).

e Health literacy: Taking action to improve safety and quality

Box 41

How Technical and Further
Education South Australia
is improving health literacy
through foundation

skills training

In South Australia, the Certificate | and
Certificate Il in Education and Skills
Development were developed by Technical
and Further Education South Australia and
are delivered by more than 20 registered
training organisations. These certificates
contain units that focus on physical and
psychological health, alcohol, drug use,
medicines and health equipment use, and
sexual health. In addition, one unit orients
participants to the Australian healthcare
system and another unit teaches students
about critically reviewing information and
making informed decisions.

Web page: www.tafesa.edu.au/tafe-sa-
news/2013/03/13/tafe-sa-delivers-on-
foundation-skills

I L—————
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Box 42
Education and training organisations taking action

The Australian Medical Council’s Standards for Assessment and Accreditation of Primary Medical
Programs by the Australian Medical Council 20122% includes a number of standards relating to
communication, relationship building and sharing decisions with patients. For example, on entry
to professional practice, Australian and New Zealand graduates should be able to:

2.1 Demonstrate, by listening, sharing and responding, the ability to communicate
clearly, sensitively and effectively with patients, their family/carers, doctors and other
health professionals.

2.8 Elicit patients’ questions and their views, concerns and preferences, promote
rapport, and ensure patients’ full understanding of their problem(s). Involve patients
in decision-making and planning their treatment, including communicating risk and
benefits of management options.

2.9 Provide information to patients, and family/carers, where relevant, to enable them to make
a fully informed choice among various diagnostic, therapeutic and management options.

3.2 Explain factors that contribute to the health, iliness, disease and success of treatment
of populations, including issues relating to health inequities and inequalities, diversity
of cultural, spiritual and community values, and socio-economic and physical
environment factors.

3.3 Communicate effectively in wider roles including health advocacy, teaching, assessing
and appraising.

3.4 Understand and describe the factors that contribute to the health and wellbeing of
Aboriginal and Torres Strait Islander peoples and/or Maori, including history, spirituality
and relationship to land, diversity of cultures and communities, epidemiology, social and
political determinants of health and health experiences. Demonstrate effective and culturally
competent communication and care for Aboriginal and Torres Strait Islander peoples
and/or Maori.

4.2 Demonstrate professional values including commitment to high-quality clinical standards,
compassion, empathy and respect for all patients. Demonstrate the qualities of integrity,
honesty, leadership and partnership to patients, the profession and society.

4.4 Explain the main principles of ethical practice and apply these to learning scenarios in
clinical practice. Communicate effectively about ethical issues with patients, family and other
healthcare professionals.2%®

Web page: www.amc.org.au/images/Accreditation/FINAL-Standards-and-Graduate-Outcome-
Statements-20-December-2012.pdf
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1T Where should we go now?

The Commission prepared this
paper to raise awareness about

health literacy and stimulate 1.1 A systematic approach

discussion about actions that can Having consumers who are true partners in the

, , o processes of health and health care is necessary
be taken to increase individual for a sustainable and effective healthcare system
health literacy and improve the that provides safe and high-quality care. A core

. . requirement for effective partnerships is health
health ||teracy environment. literacy. In order for partnerships to work, everyone
involved in the partnership needs to be able to give

The paper is primarily aimed at and receive, interpret and act on information in an

effective way. When these conditions exist, there

pohcy makers and NARINEISENS. is the potential to not only improve the safety and

But it may also be used by quality of health care, but also to reduce health

consumers, healthcare providers, Clispaimies 2re [neiease eolt)

executives, board members and Many people within the healthcare sector are aware
. } of the impact that health literacy can have on health,

others to help increase their health care and outcomes, and many people are

know|edge about health |iteracy working in different ways to try to address health

& A el I b literacy within their own environment. However,
ana inform aecision-making a out this work is not always consistent, coordinated or

what they, and their organisations, widely disseminated.

could do to address health literacy. The Commission proposes that health literacy needs
to be addressed in Australia in a systematic and

coordinated way. Coordination, collaboration and a

This section briefly reviews ) .
systematic approach can lead to greater improvement,

the Commission’s proposal because everyone has an opportunity to share

for a systematic a pproach to information, collaborate and build on the progress of all.

address health Iiteracy including The Commission is in a position to advocate for and
. ' . undertake the groundwork needed to foster the type

components of national action, of collaboration that can contribute to a coordinated

and the next steps the Commission approach to addressing health literacy within the
. : : : healthcare sector.
will be taking in this area.
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To address health literacy in a coordinated way, the
Commission proposes that action needs to be taken
across three areas:

1. Embedding health literacy
into systems.

This involves developing and implementing systems
and policies at an organisational and societal level
that support action to address health literacy.

These systems could include altering funding
mechanisms to encourage awareness and action on
health literacy, implementing policies that prioritise
health literacy in program planning, and designing
healthcare organisations in a way that makes it
easier for people to find their way.

2. Ensuring effective communication.

This involves providing print, electronic or other
communication that is appropriate for the needs
of consumers. It also involves supporting effective
partnerships, communication and interpersonal
relationships between consumers, healthcare
providers, managers, administrative staff

and others.

3. Integrating health literacy
into education.

This involves educating consumers and healthcare
providers and could include population health
programs, health promotion and education
strategies, school health education and social
marketing campaigns, as well as formal education
and training of healthcare providers.

Action needs to be taken in each of these areas
at national, state and territory, regional and local
levels. Action could be taken by organisations and
individuals from the health, social, welfare and
education sectors.

11.2 National, coordinated and
collaborative action

Australia has an opportunity to improve the safety
and quality of health care by focusing on health
literacy and agreeing on a national approach to
health literacy. This paper is a first step along this
path. The Commission proposes that national action
is needed to:

* raise the profile of health literacy, including
raising awareness of the roles and
responsibilities of different people and
organisations in addressing health literacy

¢ reach national agreement on where and how
action can be taken to address health literacy,
including identifying priorities for action and
opportunities for collaboration

* integrate health literacy into national, state,
territory, professional and other policies,
programs, planning and education, including
those from health, education, social and
welfare sectors

° examine how to best measure individual
health literacy and the health literacy
environment for the purposes of improvement
at a local level

* support healthcare organisations and
healthcare providers to improve the health
literacy environment, including through the
provision of tools, resources, materials and
leadership for action

* explore opportunities and encourage
cross-government and cross-sectoral
approaches to addressing health literacy,
including through collaborative partnerships
and projects

* examine how the efforts of consumer
groups, networks and other nongovernment
organisations can be integrated and
supported to participate in efforts to address
health literacy
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PART B

1T Where should we go NOW? continued

* promote research that addresses health literacy in the Australian context and use the results of such
research to improve performance, including collaborative partnerships, evaluation of programs and
other research.

These actions are long-term strategies that will require discussion, debate and planning with individuals and
organisations across health, education, social, welfare and other sectors in society.

11.3 The Commission’s next steps

The next phase of the Commission’s work on health literacy will reflect its roles and functions.

The Commission aims to work on two fronts to address health literacy by supporting and fostering
action both nationally and locally. At a national level, the Commission will raise awareness and
foster a climate of national action and collaboration on health literacy. At the local level, the
Commission will promote and provide resource materials for healthcare organisations to improve
their health literacy environment.

The Commission will develop a national statement on health literacy for consideration by Health
Ministers. This statement will affirm the importance of health literacy to the healthcare system and
society in general, and will act as a basis for prompting national cooperation and collaboration.
The Commission will use the statement and this discussion paper as a basis for raising awareness
of the issue of health literacy nationally.

To support local action on health literacy, the Commission will develop tailored resources for consumers,
healthcare providers, healthcare managers, executives and boards to support understanding and

action by different people within the healthcare system. This work will build on the Institute of Medicine’s
approach to developing health-literate organisations (see Section 7.2) and will use a universal
precautions model (see Section 4.2).

The Commission will work with a wide variety of people, organisations and professions to achieve
a shared understanding about key strategies for addressing barriers to health literacy within the
healthcare environment. This phase of work will focus on ways in which health services can make
it easier for people to navigate, access, understand and use health information and services.

Both of these streams of work — focusing on national and local action — link closely with the NSQHS
Standards. The Commission will continue to support healthcare organisations in developing their
understanding of the NSQHS Standards and how health literacy is integral to them.
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Glossary

Carers People who provide unpaid care and support to family members and
friends who have a disability, mental illness, chronic condition, terminal
illness, alcohol or other drug issue, or who are frail or aged.?'

Commission The Australian Commission on Safety and Quality in Health Care

Consumer engagement A process of actively seeking out, supporting, involving and
collaborating with consumers for the purposes of care and improvement
in services. This improvement can be at an individual level, at the health
service delivery level, or at the policy and planning level. Consumer
engagement strategies range from processes to inform or disseminate
information to formal partnerships with a high level of public involvement
and influence.

Consumers Patients and potential patients, carers and organisations representing
consumers’ interests. In this document, consumers can also refer to
support persons such as family members.?"

Critical literacy More advanced cognitive skills which, together with social skills, can be
applied to critically analyse information and use this information to have
greater control over life events and situations.®

Cultural competence A set of congruent behaviours, attitudes and policies that come
together in a system, agency or among professionals that enables
effective work in cross-cultural situations. ‘Culture’ refers to integrated
patterns of human behaviour that include the language, thoughts,
communications, actions, customs, beliefs, values and institutions of
racial, ethnic, religious or social groups. ‘Competence’ implies having
the capacity to function effectively as an individual and an organisation
within the context of the cultural beliefs, behaviours and needs
presented by consumers and their communities.'®

Decision aids Tools that help people become involved in decision-making. Decision
aids are unbiased and nondirective, and aim to support an informed
choice consistent with healthcare values and preferences that may be
acted on. They are explicit about choices and encourage consumers
to express their preference in clinical situations when there are different
options. They are designed to complement, rather than replace,
counselling from a health practitioner.?'®

Functional literacy Sufficient basic skills in reading and writing to be able to function
effectively in everyday situations.'®!

Health care The prevention, treatment and management of illness, and the
preservation of mental and physical wellbeing through the services
offered by the medical and allied health professions."”
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Glossa 'Y continued

Healthcare organisation An organisation that delivers or supports health care at a local level.
They can be in any location or setting, including pharmacies, clinics,
outpatient facilities, hospitals, community settings, practices and
healthcare providers’ rooms.

Healthcare provider An individual that provides health care. Individual healthcare providers
can be doctors, nurses, allied health professionals, nurses’ assistants,
Aboriginal health workers and other people who provide health care.

Health information Any information on health, wellbeing or health care. This may include
brochures, fact sheets, letters, newsletters, presentations, posters,
social media, web sites and videos.

Health literacy The Commission separates health literacy into two components:
individual health literacy and the health literacy environment.

Health literacy environment The infrastructure, policies, processes, materials, people and
relationships that make up the health system and have an impact on the
way in which people access, understand, appraise and apply health-
related information and services. It reflects the demands and complexity
of the health system and society at large.

Health-literate organisation An organisation that makes it easier for people to navigate, understand
and use information and services to take care of their health.2®

Health outcomes The health status of an individual, a group of people or a population that
is wholly or partially attributable to an action, agent or circumstance.”

Health promotion The process of enabling people to increase control over and improve
their health. It moves beyond a focus on individual behaviour towards
a wide range of social and environmental interventions.?'°

Individual health literacy The skills, knowledge, motivation and capacity of a person to access,
understand, appraise and apply information to make effective decisions
about health and health care and take appropriate action.

Informed consent A process of communication between a patient and their healthcare
provider that results in the patient’s agreement to undergo treatment.
This communication should ensure the patient understands all the
available options and the expected outcomes, such as the success
rates and/or side effects for each option.

Interactive literacy More advanced cognitive and literacy skills which, together with social
skills, can be used to actively participate in everyday activities, to extract
information and derive meaning from different forms of communication,
and to apply new information to changing circumstances.'®!
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Interpersonal communication

Communication that occurs between two or more people. Effective
interpersonal communication is based on trust, understanding, empathy
and cooperation. It involves both verbal and nonverbal communication,
tailoring of messages to the needs and preferences of the receiver, and
the use of reinforcing educative strategies to clarify meaning and intent.

Literacy

The ability to read, write, use written information and write appropriately
in a range of contexts. It also involves the integration of speaking,
listening, viewing and critical thinking with reading and writing, and
includes the cultural knowledge that enables a speaker, writer or

reader to recognise and use language that is appropriate to different
social situations.?2°

National Safety and Quality
Health Service (NSQHS)
Standards

Standards developed by the Australian Commission on Safety and
Quality in Health Care to protect the public from harm and to improve
the quality of health service provision. The NSQHS Standards provide a
quality assurance mechanism that tests whether relevant systems are in
place to ensure that minimum standards of safety and quality are met,
and that there is a quality improvement mechanism that allows health
services to realise aspirational or developmental goals.™

Patient-centred care

The delivery of health care that is responsive to the needs and
preferences of patients. Patient-centred care is a dimension of safety
and quality.™

Plain language

Grammatically correct language that includes complete sentence
structure and accurate word usage. Plain language does not mean
‘dumbing down’ or ‘talking down’ to the reader. It is clear writing that
tells the reader exactly what the reader needs to know without using
unnecessary words, jargon or expressions.

Policy A set of principles that reflect an organisation’s mission and direction.
All procedures and protocols are linked to a policy statement.”

Procedure The set of instructions to make policies and protocols operational that
are specific to an organisation.”

Protocol An established set of rules used for the completion of tasks or a set

of tasks.”

Universal precautions
principle

A principle that assumes that everyone may be at risk and that specific
actions should be taken that minimise risk for everyone when it is
unclear which people may be affected. In the case of health literacy
universal precautions, healthcare organisations should ensure that
systems are in place to promote better understanding for everyone, not
just those who are thought to need extra assistance.®
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