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Introduction

Health literacy has recently become a topic of relevance among researchers,
practitioners and policy-makers across various disciplines. One major driver of
this obvious increase in importance is the potential that has been attributed to
health literacy in order to understand, explain and tackle individual as well as
group differences in various health outcomes. Empirical findings such as the results
from the European Health Literacy Project have supported such perspectives as
they have consistently been highlighting the need for action. The emergence of
the topic of health literacy in various research and policy agendas has also been
promoted by the zeitgeist prevailing in Western societies that is also rising in
other parts of the world.

Concepts of health literacy basically address the use of health information in all
forms and thus fit well as an approach to cope with the various challenges that
Western societies have recently been faced with. The rise of digital technologies,
for example, has been associated with a sharp increase in the multimodal availability
of, and a simplified access to, information and data. Citizens and consumers
are therefore challenged by the overwhelming supply of information in various
ways. Other key words such as ‘shared/informed decision-making’ or ‘patient
empowerment’ point to the ongoing transition in the notion of the bond between
the doctor and the patient. The questioning of interaction patterns and power
relationships between experts and laypeople, as well as the shift in the assignment
of responsibilities to laypeople, is not only restricted to healthcare but also applies
to other areas of life — or, in other words, to everyday life where people live,
work, study and play. People are increasingly assumed to act as consumers and to
make choices on health and information, both of which are increasingly viewed as
services or goods. This shift complements the increasing emphasis that is generally
put on the self for the shaping of individual and collective lifestyles. Concepts such
as self-management of chronic diseases or everyday self-optimisation not only
serve as examples but also give indications on the effects of macro-level conditions,
such as the ongoing market liberal transformation of welfare economies. This
sketchy outline of the multifaceted societal developments and challenges illustrates
that they offer favourable conditions to advocate and call for the topic of health
literacy as a promising approach.

The revived interest in health literacy has not only been noticeable in public
health and medical care. This is well documented, such as with the growing
number of published scientific papers and the introduction of health literacy
as a major subject in various policy agendas (most recently and notably in
2016, with the World Health Organization’s Shanghai Declaration on health
promotion). Findings from an exploratory bibliometric analysis confirm the
growing attribution of relevance to health literacy as a subject of research as
they highlight that there was an almost ten-fold increase in the number of
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articles that were published about health literacy from 1997 to 2007. There are
good reasons to assume that the numbers have continued to skyrocket since
them. The multidisciplinary nature of health literacy is reflected by the fact that
information on health literacy can be found in health-related databases as well as
in education, library and information sciences, nursing, pharmacy, communication
and sociology databases. The large interest in health literacy and its international
uptake are also well documented on the policy level with governmental and
non-governmental organisations (NGOs) addressing health literacy promotion in
their national policy strategies and health goals. For instance, the United Nations’
(UN) Economic and Social Affairs Council (ECOSOC) released a ministerial
declaration in 2010 to strengthen health literacy on the policy level. Since then,
health literacy has been included in strategic plans, with health literacy-related
policy programmes, white papers, recommendations, alliances, health goals and
action plans developed and implemented in several countries. Beyond health
policies, in some countries health literacy is also part of educational policies,
placing health literacy at the core curriculum of teaching and learning in schools
starting early on in the life course.

With the proliferation of health literacy research and policy measures, it has
also become clear that there is no unanimously accepted overall definition of the
concept, although available definitions are predominantly overlapping while also
highlighting subtly different aspects. They coexist and may be linked to different
vocabularies and conceptual backgrounds from different academic fields, and it
becomes obvious that they share more commonalities than difterences. In spite of
many similarities, the differences influence attempts to operationalise the concept
that varies widely in scope, method and quality. The currently dominant views
of health literacy have mainly been nurtured by perspectives from healthcare and
public health that started to evolve three decades ago.

From the healthcare perspective, in the early 1990s health literacy was defined
as a set of skills that enables the individual to act as a competent patient within the
patient—provider interaction. Health literacy in this context primarily focuses on
functional skills such as reading, writing and numeracy, and can be broadened to
skills, such as understanding for better health communication, self~management
and caring skills, better adherence and navigation of the health system.

By the end of the 1990s, the public health approach took a shift to people’s
everyday life settings, and views health literacy as a multidimensional concept that
is closely associated with health promotion. Besides cognitive skills, public health
highlights the social and cultural components and connects health literacy with a
Freirean perspective on education, literacy and empowerment in order to improve
health behaviour and to act on the political and social determinants of health and
wellbeing. Thereby it focuses on a social justice approach, taking into account
environmental factors and sociocultural context conditions, the wider social
determinants of health, participation in society and health and personal agency.

Today there is common sense across disciplines that health literacy is a broad
concept. Thus, the field of health literacy has advanced from a concept that focused
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on functional skills in a medical and healthcare context, to an interdisciplinary
and multidimensional construct that entails people’s knowledge, motivation
and competences to access, understand, appraise and apply health information
in order to make judgements and take decisions in everyday life to maintain or
improve quality of life. There is also a consensus that health literacy evolves and
develops throughout life, ‘from the womb to the tomb’. Therefore, efforts to
comprehensively embrace and discuss the topic benefit most from a life course
perspective. Health literacy plays an important role for healthcare, prevention
and health promotion, and in this context, it is a major influence on the capacity
of the individual, throughout his/her lifespan, to make sound health decisions
at home, in the community, in social media settings, at the workplace, in the
healthcare system, in the marketplace and in the political arena.

For many years, the individual’s health literacy skills and related health
knowledge have been the predominant focus of interest, while the environment
with which the individual interacts in the context of health issues received less
attention, although research streams have continuously highlighted that health
literacy is context-specific and aftfected by a social and relational dimension as
well. Attention towards collective health literacy and distributed health literacy
increased substantially, especially since the individual is always embedded into
a social, cultural, economic and political context. Besides the health literacy of
individuals and groups on the micro- and meso-levels, also addressing macro-
level systems and policies was moved up on the health literacy agenda. It became
obvious that health literacy is a systems issue demanding a systems perspective
and systems-wide approach across the whole spectrum, addressing individuals,
professionals, organisations and policy-makers. Addressing health literacy in its
depths and in the long run requires a systematic approach, and to issue it within an
advanced cooperation and network framework for strengthening health literacy at
local, regional, national and global levels, including aiming at (inter)national level
change. In this context, the health-literate healthcare organisation first introduced
a concept to overcome barriers between the individual and population’s health
literacy skills and the complex demands of healthcare settings. This concept has
been transferred to settings beyond healthcare, with various approaches available
addressing the improvement of the physical and social infrastructure of a system
and facilitating the creation of health literacy-friendly settings, including its
responsiveness and training for healthcare professionals and other professional
groups working with people in a health context. However, as of today, social care
organisations remain the only other setting besides various healthcare settings that
have included the health-literate organisations’ approach, but especially regarding
health promotion and prevention, defining and demarcating actions and action
areas in relation to health literacy-friendly settings must encompass further
everyday life settings, such as kindergartens, schools, universities, workplaces and
beyond. Addressing systems and settings, and therefore the structures into which
individuals are embedded, is an important target in order to increase equity and
reduce health inequalities and health literacy disparities.
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This handbook, therefore, draws on a new narrative and should be seen as a
frontrunner for new thinking that aims to provide an overview of the multifaceted
and multidimensional nature of health literacy by adopting a lifespan perspective,
while addressing research, practice and policy. Hence, the book is intended for
health literacy experts, as well as researchers, practitioners and policy-makers who
are interested in, but less familiar with, the topic. The various chapters offer a
wide range of major findings, outline the current discourse in health literacy, and
provide updates about the latest developments and future prospects. The breadth
and depth of the book’s chapters present cutting-edge research and future prospects
for research, policy and practice in the health literacy field.

Comprised of 45 chapters and divided into four thematic parts, the book
addresses different populations, such as children, adolescents, adults and older
people, in different settings, and with a wide range of concepts, methodologies,
programmes and interventions to improve health literacy and governmental,
community and institutional policies. The book further aims to share research
results, to provide insights into new approaches and theoretical considerations,
including making theoretical and practical connections between health literacy
and fields and disciplines such as education, sociology, health promotion, social
epidemiology, public health, healthcare, medicine, nursing or pharmacy. The aim
is to promote future research, practice and policy dialogue among academics,
health and educational professionals, and policy- and decision-makers from
multiple disciplines and sectors, and to engage and support students interested
in learning more about health literacy.

Finally, the book draws on practical experience on a global scope from leading
health literacy projects and organisations: the Health Literacy in Childhood and
Adolescence (HLCA) Research Consortium, the Health Literacy Europe project
(HLS-EU), the Global Working Group on Health Literacy of the International
Union for Health Promotion and Education IUHPE), the International Health
Literacy Association (IHLA), the Asian Health Literacy Association (AHLA) and
more.

We would like to acknowledge the concerted investment of the 100 authors
from 19 different countries who contributed so significantly to the book,
and we also thank Mona Corsmeier, Baris Ertugrul, Alexandra Fretian, Anna
Goedecke, Elena Hannah GroB, Juri Kreuz and Vanessa Ohm who all supported
the formatting process of this book and never lost motivation. A special thanks is
dedicated to the German Federal Ministry of Education and Research (BMBF)
that funded this book to be available as Open Access (HO1EL1824A; Health
Literacy in Childhood and Adolescence, HLCA).
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Part 1

RESEARCH INTO HEALTH LITERACY:
AN OVERVIEW OF RECENT DEVELOPMENTS

One of the first lessons learned from initial efforts aimed at getting acquainted
with the topic of health literacy is the insight that it is challenging to readily grasp
its scope and permeate its depth, in order to develop a deeper understanding
of the concept. There are several reasons for this that can be connected to the
theoretical, methodological and empirical approaches to health literacy. Part 1
of this handbook therefore serves to address these three topics by introducing:
the many facets of health literacy and scoping the current research of theories,
concepts and models; different methods and methodologies on measuring health
literacy; and empirical findings on health literacy, associated outcomes and health
inequalities.

The many facets of health literacy: Scoping the current research of
theories, concepts and models

The first section in this part has four chapters offering insights into different
conceptual approaches to health literacy. Albeit there is a common reference to
the processing of health-related information in almost every definition of health
literacy, there is little overlap of common theoretical frameworks, as reflected
by a wide range of very different and contested definitions and models. The
diversity and proliferation of definitions can be partly attributed to the fact that
the development of health literacy has been informed by different disciplines and
guided by different purposes.

The first set of chapters in this section therefore addresses some of the major
theoretical challenges in the field of health literacy, aiming to contribute to the
guidance and clarification on the topic of health literacy. Kristine Serensen’s
contribution provides a general overview of the theoretical framework by
highlighting commonalities and differences among definitions and concepts of
health literacy. Chapter 2 by Orkan Okan complements the focus on the present
with a historical review, and offers a reconstruction of the various historical streams
that have shaped the current understanding of health literacy. In Chapter 3, Janine
Broder and Graga S. Carvalho focus on a tailored approach to the health literacy
of children and adolescents, which is informed by developmental differences and
synthesises available definitions and models for these populations. In Chapter 4,
Anthony E Jorm focuses on the concept of mental health literacy, which he
developed in the aftermath of the 1993 published public health goals for Australia,
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and which is best described as an approach towards knowledge that a person can
use to take practical action to benefit their own mental health or that of others.

Measuring health literacy: What, why and how?

In the next section, the conceptual chapters are followed by a series of contributions
focusing on methodological issues and basically addressing questions related to the
collection and interpretation of data. Chapter 5 by Andrew Pleasant and colleagues
provides an overview of the tools that are currently in use to measure health
literacy in adults. In order to improve the field of health literacy measurement,
they ask why research seems to continually struggle with measurement-related
issues, also looking at definitions and providing implications as to how to move the
field forward. Torsten Michael Bollweg and Orkan Okan, in Chapter 6, extend
considerations about the measurement of health literacy with a contribution that
focuses on children aged 13 and younger, and build on earlier work. Their chapter
provides both an overview of available tools and discusses challenges and potentials
in this field of research. In Chapter 7, on how they developed and validated a health
literacy tool to assess adolescents” health literacy in Germany, Christiane Firnges
and colleagues share their experiences during the various research steps involved.
In particular they provide key results from their qualitative research, introduce
how those findings were used in the methodological design of their questionnaire,
and highlight the conceptual framework of the tool. Finally, Chapter 8 by Jiirgen
M. Pelikan and colleagues introduces the Health Literacy Europe Questionnaire
(HLS-EU-Q) and discusses the impact of the survey for health literacy policy,
research and practice. It exemplifies the general methodological considerations
they have taken into account when developing and using the tool, including the
variations and adaptations of their tool. In addition, they summarise the many
follow-up studies they have conducted in various countries across the world and
in different populations.

Health literacy, health outcomes and health inequalities:
Some empirical findings

Part 1 is complemented with a set of chapters that focus on empirical health
literacy data. Interestingly, the screening of literature reveals that most of the
findings outline consistent patterns of health literacy. This covers prevalence data
of health literacy in high-income countries, a social gradient of health literacy, as
well as indicators on health outcomes such as the uptake of preventive services,
engagement in health-promoting behaviours and in communicating with health
professionals, or data on mortality and morbidity. The empirical consistency,
however, contrasts with the diversity of the theoretical approaches and also calls
for a careful and critical interpretation when the issue of causality is addressed.
The series of contributions focusing on empirical data covers some of the major
issues and provides valuable information for further readings.



Part 1: Introduction

In Chapter 9, Sarah Mantwill and Nicola Diviani raise the issue of health
literacy and health disparities, and provide an overview of the current research.
In doing so, they discuss three interrelated challenges that they stress not only
to have influenced current research but that should be considered accordingly
when investigating the association between health literacy and health disparities
in future work. Taking a closer look at health literacy in older people in Germany
and internationally, Dominique Vogt and colleagues, in Chapter 10, present and
discuss findings on health literacy in later phases of life. Their view focuses on the
prevalence of limited health literacy among older people, determinants associated
with limited health literacy in older people, and associated consequences. Based
on the Freirean approach to education and literacy, critical health literacy has often
been mentioned as the most important dimension of health literacy as it empowers
people to take greater control over their lives and enables them to take action on
the social and political determinants of health. In Chapter 11 Susie Sykes and
Jane Wills place an empirical focus on the critical health literacy for marginalised
people, and report on the available evidence about strategies to improve critical
health literacy. The next chapter explores the associations between chronic
conditions and health literacy. Gill Rowlands and colleagues thereby focus on
the perspective of patients and citizens and people’s life journeys from childhood
through to adulthood and old age, considering such important aspects as culture
and healthy lifestyles. Kristine Serensen and Josefin Wingdahl’s contribution,
Chapter 13, on research in the European Nordic countries, summarises empirical
findings from Denmark, Finland, Iceland, Norway and Sweden, and also provides
an overview of how the Nordic health literacy network was established. They
introduce numerous projects and thereby discuss the scope and scale of how health
literacy is addressed in the Nordic region and what future opportunities lie ahead.

Part 1 should allow the reader to enter some well-chosen historical, conceptual,
methodological and empirical discussions around health literacy, and be a guide
for the other parts of this handbook.






Defining health literacy: Exploring
differences and commonalities

Kristine Serensen

Introduction

Health literacy has become a priority for health in the 21st century. It is vital for
people’s ability to manage health and to navigate the health system. Health literacy
is also a foundation for health organisations’ capacity to serve patients and clients,
and for society to ensure the health and wellbeing of'its citizens. Health literacy
develops during the life course through formal capacity building and education
as well as informal learning. It is influenced by personal, situational and societal
determinants and has, in turn, an impact on healthcare use and costs, health
behaviour and status, participation and empowerment as well as sustainability
and equity (Serensen et al, 2012).

Building on numerous overlapping definitions, there is a growing acceptance
of several core aspects of how to define health literacy. Hence, this chapter
aims to provide an overview of existing health literacy definitions; to explore
their differences and commonalities; and to discuss why they are important for
application in policy, research, education and practice. This chapter is relevant
for researchers, policy-makers, decision-makers, educators and practitioners to
help them understand how their interpretation of health literacy influences their
work and its wider impact.

Why is it important to define health literacy?

Definitions, by their very nature, establish a shared understanding of words and
concepts but also set parameters for inquiry and measures (Rudd, 2017). Research
has shown that the concept of health literacy has been used in different ways
in different contexts. It is attributed with value that means it is relative — when
we talk about patients, it depends what is meant by having, for example, ‘low
health literacy’. As an emerging term, it has gained interest from a wide range
of stakeholders. It was first cited in 1974 by Simonds with regards to health
education in schools. However, academically, the first scientific article appeared
in the 1980s, the second at the beginning of the 1990s and in 2006 more than
100 articles were issued. A decade later, more than 1,000 scientific publications
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yearly addressed health literacy, according to PubMed, and this exponential growth
has resulted in more than 7,000 records to date (PubMed, 15 February 2018).

While the lack of one commonly accepted definition has, at times, been a
barrier for action, especially political action in the field of health literacy, it has
become clear through recent research that the definitions that exist are much more
overlapping and similar than often presented. Previously, the disputes about the
uncertainties dominated the health literacy discourse, but increasingly common
grounds are being established, indicating more unifying than dividing factors.
Importantly, this chapter attempts to demonstrate that the definitions refer to
health literacy as one multidimensional, complex and heterogeneous concept,
and may themselves often describe different aspects of the concept (Serensen
and Pleasant, 2017).

An outline of health literacy definitions

In spite of the vast amount of health literacy-related publications, only a few
specifically focus on the analysis of definitions (Zarcadoolas et al, 2005; Massey
et al, 2012; Serensen et al, 2012; Malloy-Weir et al, 2016; Broder et al, 2017;
Cadman, 2017). The first systematic literature review on health literacy definitions
and models was conducted by Serensen et al in 2012. The second focused on
health literacy definitions and their interpretations, and implications for policy
initiatives (Malloy-Weir et al, 2016), and last, a recent study entailed an analysis
of health literacy definitions with relevance for children and adolescents (Broder
etal, 2017). Table 1.1 outlines some health literacy definitions that are commonly
used. The list is not intended to be either exhaustive or exclusive. It draws on the
wide range of disciplines from which health literacy has been applied.

Exploring health literacy definitions

In the last two decades the conceptual approach has moved beyond an individual
approach to an approach considering health literacy embedded in a societal
context, influencing the relationship and interaction between individuals and
the societal services to maintain and improve health (Parker and Ratzan, 2010).
The outline of definitions included in this book shows how the definitions
have evolved. The first clear definition is from 1995, which states that ‘health
literacy is the capacity of individuals to obtain, interpret, and understand basic
health information and services and the competence to use such information
and services in ways which enhance health’ (Joint Committee on National
Health Education Standards, 1995). In 1998, the World Health Organization
(WHO) defined health literacy as ‘the cognitive and social skills which determine
the motivation and ability of individuals to gain access to, understand and use
information in ways which promote and maintain good health’ (Nutbeam,
1998, p 10), whereas since 1999, the American Medical Association Ad Hoc
Committee on Health Literacy has defined health literacy as a constellation of
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Table 1.1: Definitions of health literacy

No Source Definition

1 Joint Committee ‘Health literacy is the capacity of individuals to obtain,
on National Health interpret, and understand basic health information and
Education Standards services and the competence to use such information and
(1995) services in ways which enhance health.’

2 Nutbeam (1998) ‘The cognitive and social skills which determine the

motivation and ability of individuals to gain access to
understand and use information in ways which promote and
maintain good health.’

3 American Medical ‘The constellation of skills, including the ability to perform
Association (1999) basic reading and numeral tasks required to function in the
healthcare environment.’

4 Nutbeam (2000) ‘The personal, cognitive and social skills which determine the
ability of individuals to gain access to, understand, and use
information to promote and maintain good health.’

5 USDHHS (2000) ‘The degree to which individuals have the capacity to obtain,
process and understand basic health information and services
needed to make appropriate health decisions.’

6 Fok and Wong (2002)  ‘To understand and act upon physical and psycho-social
activities with appropriate standards, being able to interact
with people and cope with necessary changes and; demands
reasonable autonomy so as to achieve complete physical,
mental and social well-being.’

7 Nielsen-Bohlman et al  ‘The individuals’ capacity to obtain, process and understand
(2004) basic health information and services needed to make
appropriate health decisions.’

8 Kickbusch et al (2005) ‘The ability to make sound health decision(s) in the context of
everyday life — at home, in the community, at the workplace,
the healthcare system, the market place and the political
arena. It is a critical empowerment strategy to increase
people’s control over their health, their ability to seek out
information and their ability to take responsibility.’

9 Zarcadoolas et al ‘The wide range of skills, and competencies that people
(2005) develop to seek out, comprehend, evaluate and use health
information and concepts to make informed choices, reduce
health risks and increase quality of life.’

10  Paasche-Orlow and ‘An individual’s possession of requisite skills for making
Wolf (2007) health-related decisions, which means that health literacy
must always be examined in the context of the specific tasks
that need to be accomplished. The importance of a contextual
appreciation of health literacy must be underscored.’

11 Kwan et al (2006) ‘... [P]eople’s ability to find, understand, appraise and
communicate information to engage with the demands
of different health contexts to promote health across the
lifecourse.’

(continued)
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Table 1.1: Definitions of health literacy (continued)

No

Source

Definition

12

13

14

15

16

17

18

19

20

21

22

European Commission
(2007)

Pavlekovic (2008)
Rootman and Gordon-

El-Bihbety (2008)

Ishikawa and Yano
(2008)

Mancuso (2008)

ABS (2008)

Yost et al (2009)

Adams et al (2009)

Adkins and Corus
(2009)

Freedman et al (2009)

Massey et al (2012)

‘The ability to read, filter and understand health information
to form sound judgments.’

‘The capacity to obtain, interpret and understand basic health
information and services and the competence to use such
information to enhance health.’

‘The ability to access, understand, evaluate and communicate
information as a way to promote, maintain and improve
health in a variety of settings across the life course.’

‘The knowledge, skills and abilities that pertain to interactions
with the healthcare system.’

‘A process that evolves over one’s lifetime and

encompasses the attributes of capacity, comprehension,

and communication. The attributes of health literacy are
integrated within and preceded by the skills, strategies, and
abilities embedded within the competencies needed to attain
health literacy.’

‘The knowledge and skills required to understand and use
information relating to health issues such as drugs and
alcohol, disease prevention and treatment, safety and
accident prevention, first aid, emergencies, and staying
healthy.’

‘The degree to which individuals have the capacity to read
and comprehend health-related print material, identify and
interpret information presented in graphical format (charts,
graphs and tables), and perform arithmetic operations in order
to make appropriate health and care decisions.’

‘The ability to understand and interpret the meaning of health
information in written, spoken or digital form and how this
motivates people to embrace or disregard actions relating to
health.’

‘The ability to derive meaning from different forms of
communication by using a variety of skills to accomplish
health-related objectives.’

‘The degree to which individuals and groups can obtain
process, understand, evaluate, and act upon information
needed to make public health decisions that benefit the
community.’

‘A set of skills used to organise and apply health knowledge,
attitudes and practices relevant when managing one’s health
environment.’

(continued)
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Table 1.1: Definitions of health literacy (continued)

No Source Definition
23 Paakkari and Paakkari  ‘Health literacy comprises a broad range of knowledge and
(2012) competencies that people seek to encompass, evaluate,

construct and use. Through health literacy competencies
people become able to understand themselves, others and
the world in a way that will enable them to make sound
health decisions, and to work on and change the factors that
constitute their own and others’ health chances.’

24 Wuetal (2010) ‘Health literate individuals are able to understand and apply
health information in ways that allow them to take more
control over their health through, for example, appraising the
credibility, accuracy, and relevance of information and action
on that information to change their health behaviours or
living conditions.’

25  Serensenetal (2012)  ‘Health literacy is linked to literacy and entails people’s
knowledge, motivation and competencies to access,
understand, appraise and apply information to make
judgements and take decisions in everyday life concerning
healthcare, disease prevention and health promotion to
maintain and improve quality of life during the life course.’

26  Dodson et al (2015) ‘The personal characteristics and social resources needed for
individuals and communities to access, understand, appraise
and use information and services to make decisions about
health. Health literacy includes the capacity to communicate,
assert and enact these decisions.’

skills, including the ability to perform basic reading and numerical tasks required
to function in the healthcare environment. Along these lines, Healthy people
2010 in the US defined health literacy as the degree to which individuals have
the capacity to obtain, process and understand the basic health information
and services needed to make appropriate health decisions (USDHHS, 2000).
In 2002, Fok and Wong highlighted the importance of autonomy in their
definition, defining health literacy as ‘to understand and act upon physical and
psycho-social activities with appropriate standards, being able to interact with
people and cope with necessary changes and; demands reasonable autonomy so
as to achieve complete physical, mental and social well-being’ (Fok and Wong,
2002, p 249). The Institute of Medicine alluded that health literacy is a shared
function of social and individual factors emerging from the interaction of the
skills of individuals and the demands of social systems Nielsen-Bohlman et al,
2004). In this regard, Kickbusch and colleagues (2005) proposed a context-driven
definition of health literacy as:

the ability to make sound health decision[s] in the context of
everyday life — at home, in the community, at the workplace, the
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healthcare system, the market place and the political arena. It is a
critical empowerment strategy to increase people’s control over their
health, their ability to seek out information and their ability to take
responsibility. (Kickbusch et al, 2005, p 4)

Similarly, Kwan et al (2006) from Canada have offered a health literacy definition
that refers to ‘people’s ability to find, understand, appraise and communicate
information to engage with the demands of different health contexts to promote
health across the life-course’ (Kwan et al, 2006, p 80). Kwan et al (2006)
furthermore highlight the importance of engaging and equipping all parties
involved in communication and decisions about health, including patients,
providers, health educators and lay people. Similarly, in the definition proposed
by Zarcadoolas and colleagues (2005), a health-literate person is able to apply
health concepts and information to novel situations, and to participate in ongoing
public and private dialogues about health, medicine, scientific knowledge and
cultural beliefs, hence defining health literacy as ‘the wide range of skills and
competencies that people develop to seek out, comprehend, evaluate, and use
health information and concepts to make informed choices, reduce health risks,
and increase quality of life’ (Zarcadoolas et al, 2005, p 196).

Freedman et al (2009) argued that the medical perspective on factors
influencing people’s health should be viewed at a societal level, and that a
distinction must be made between public and individual health literacy. Public
health literacy, according to Freedman et al (2009), can be found when health
literacy is in place in a group or community. Bridging the gap between the
individual and the societal approach, the European Health Literacy Consortium
proposed an all-inclusive definition, stating that ‘health literacy is closely linked
to literacy and entails people’s knowledge, motivation and competencies to
access, understand, appraise and apply information to form judgements and to
make decisions in everyday life concerning healthcare, disease prevention and
health promotion, to maintain and improve quality of life during the life course’
(Serensen et al, 2012, p 3). Similarly, in 2015, Dodson et al highlighted the
community aspect of health literacy, defining it as the personal characteristics and
social resources needed for individuals and communities to access, understand,
appraise and use information to make decisions about health. Health literacy
includes the capacity to communicate, assert and enact these decisions (Dodson
et al, 2015).

Health literacy: a multidimensional, complex and heterogeneous concept

Most research on health literacy has previously regarded it as a one-dimensional
concept primarily focused on reading ability or functional health literacy.
However, with the evolvement of the health literacy field, it has become clear that
health literacy encompasses multiple dimensions, and that it is a rather complex
and heterogeneous construct.

10
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A multidimensional concept

While recognising that the range of definitions is largely overlapping, each
particular definition also highlight specific aspects of health literacy that help
to expand the understanding of health literacy. Health literacy is a skill-based
process that individuals can use to identify and transform information into
knowledge and action. Hence, it is not only about the knowledge that people
pursue, but much more importantly, how the knowledge enables them to act
to maintain and promote their health and the health of others, and to become
aware of the role of communities and society at large. Indeed, recent discussions
have highlighted the importance of moving beyond an individual focus, and
of considering health literacy as an interaction between the demands of health
systems and the skills of individuals (Serensen et al, 2012). In this regard Nutbeam
(2008) distinguishes between functional, interactive and critical health literacy.
Functional health literacy refers to the basic skills in reading and writing that are
necessary to function effectively in everyday situations, broadly comparable
with the content of ‘medical” health literacy referred to above; interactive health
literacy refers to more advanced cognitive and literacy skills, which, together with
social skills, can be used to actively participate in everyday situations, extract
information and derive meaning from different forms of communication, and
apply this to changing circumstances; and critical health literacy refers to more
advanced cognitive skills, which, together with social skills, can be applied
to critically analyse information and use this to exert greater control over
life events and situations (Nutbeam, 2008; see also Chapters 11 and 14, this
volume). According to Kickbusch (2004), health literacy is about rights, access
and transparency. It is about a new form of health citizenship, in which citizens
take both personal responsibility for health and become involved as citizens in
social and political processes that address the root causes of health inequalities
as well as inequalities in access to care.

A complex concept

Health literacy is a complex concept because it is content- and context-specific.
In fact, more and more definitions are appearing that specify particular aspects,
areas, or target groups related to health literacy. A recent study revealed more
than 100 types of specified health literacy (Serensen, 2017). These developments
reveal an amplifying effect of the evolvement of health literacy which, at first
sight, may blur the discourse regarding the definition of health literacy; however,
on the other hand, it may help us to clarify the complex concept in a way where
we can much more easily understand how specific aspects, contexts and target
groups can benefit from the application of the health literacy lens. Examples of
health literacy types include diabetes (health) literacy (Van den Broucke et al,
2014), eHealth literacy (Norman and Skinner, 2006; see also Chapters 18, 39
and 43, this volume) and maternal health literacy (Mobley et al, 2014).

11
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Notably, Mackert et al (2015) identified four streams in health literacy research
focusing on health domains (for example, various conditions and diseases),
populations (for example, by role or age), in specific channels and contexts (for
example, eHealth), and languages. First, various studies exemplified the role of
health literacy in relation to specific illnesses and conditions such as, for example,
AIDS (Kalichman et al, 2000), diabetes (Perrenoud et al, 2015), cancer (Friedman
and Hoffman-Goetz, 2008) and mental health (Jorm, 2000). For more information
on mental health literacy see Chapters 4, 17, 19 and 25, this volume. A second
direction focused on specific patient populations (Pignone et al, 2005) as well
as specific individual roles, such as caregivers (Hironaka and Paasche-Orlow,
2008), mothers (Porr et al, 2006) and parents (Yin et al, 2009). The life course
perspective is also often used, for example, in terms of children (Borzekowski,
2009), adolescents (Abel et al, 2014), adults (Kutner et al, 2006) and older people
(Tiller et al, 2015). Potential gender issues associated with health literacy have been
explored as they relate to both men (Peerson and Saunders, 2009) and women
(Shieh et al, 2010). A third stream of research focused on the various channels
by which people might receive health information, for example, media health
literacy (Levin-Zamir et al, 2011) and eHealth literacy (Norman and Skinner,
2006). Finally, a fourth path included research in languages other than English,
which often included a focus on translations and adaptations of health literacy
instruments and tools into, for example, Asian (Duong et al, 2016) and European
languages (Serensen et al, 2013).

Domain and population-specific studies on health literacy can contribute to a
deeper understanding of health literacy and its impact on health outcomes. The
continuous effort to study health literacy in diftferent contexts, and developing
improved tools and measurements to be used in research, is a crucial element
of advancing the health literacy field and eventually, the development of more
focused health literacies build productively on the more general construct of health
literacy (Mackert et al, 2015). A recent example in this regard is the systematic
literature review conducted on the definitions regarding children and adolescents’
health literacy (Broder et al, 2017).

A heterogeneous concept

Health literacy is a heterogeneous phenomenon that has significance for both the
individual and society (Mirtensson and Hensing, 2012). According to Martensson
and Hensing, health literacy is characterised as a polarised phenomenon, focusing
on the extremes of low and high health literacy. The health literacy definitions
in this approach are associated with a functional understanding, highlighting
certain basic skills needed to understand health information. The other approach
represents a complex understanding of health literacy, which acknowledges a wide
range of skills in interaction with the social and cultural contexts (Martensson and
Hensing, 2012). Pleasant and Kuruvilla (2008) explain the two approaches as a tale
of two health literacies based on the clinical and public health approaches to health
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literacy. Baker argues from a clinical perspective that knowledge is a resource in
individuals that ‘facilitates health literacy but does not in itself constitute health
literacy’ (Baker, 2006, p 879), and Abel describes health literacy as a knowledge-
based competency for health promoting behaviours (Abel, 2008). Zarcadoolas and
her colleagues (2005) expand this approach to health literacy by identifying the
fundamental scientific, civic and cultural domains of health literacy and defining
the acquisition, understanding, evaluation and use of knowledge as an integral
component of health literacy.

Although health literacy remains subject to varying definitions and conceptual
approaches, both clinical and public health approaches tend to find common
grounds insofar as they focus on people’s ability to find, understand, evaluate
and use information to improve their health and quality of life during the life
course. Furthermore, many definitions incorporate the contextualisation of
health literacy by including a focus on interaction and participation in the wider
community and society (Serensen and Pleasant, 2017). Notably, the Australian
Commission on Quality and Safety in Healthcare (2013) in Australia highlights
the health literacy of the individual as well as the role of the health literacy
environment:

e Individual health literacy is the knowledge, motivation and competencies of a
consumer to access, understand, appraise and apply health information to make
effective decisions and take appropriate action for their health and healthcare.

e The health literacy environment is the infrastructure, policies, processes,
materials and relationships that exist within the health system that make it
easier or more difficult for consumers to navigate, understand and use health
information and services to make effective decisions and take appropriate
action about health and healthcare.

Lost in translation

When discussing how to define health literacy, it is important to also reflect on
the challenge of translating the concept. The definitions of the two words ‘health’
and ‘literacy’ have various origins and are applied differently in various settings
(UNESCO, 2005). Hence, in practice, the English term ‘health literacy’ has
proven difficult to translate into other languages (Serensen and Brand, 2013). The
polarisation seen with regard to the conceptualisation of health literacy is often
mirrored in its translations where the two words are translated as two separate
words, reflecting a broad understanding of health and a narrow understanding
of literacy focusing on ‘functional health literacy’. However, ‘health literacy’ can
also be translated into interrelated words such as ‘health competencies’, ‘abilities’,
‘capabilities’, ‘skills’, ‘capacities’, ‘knowledge’ and ‘awareness’. According to the
thesaurus for these terms, they are closely associated. They represent nuances
of the same term, and the different translations even overlap in some respects

(Serensen and Brand, 2013):
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* Competence can be understood as ‘the ability to do something successtully
or efficiently’ or as ‘the scope of a person’s or group’s knowledge or ability’,
thus it can also mean ‘skill or ability’.

e Skill means ‘the ability to do something well; expertise’ and has its origin in
late Old English ‘scele’, knowledge.

 Ability means ‘the capacity to do something’ and ‘talent that enables someone
to achieve a great deal’.

* Capacity means ‘the ability or power to do, experience or understand
something’.

e Knowledge means ‘facts, information and skills acquired by a person through
experience and education; the theoretical or practical understanding of a subject
as well as awareness or familiarity gained by experience of a fact or a situation’.

* Awareness refers ‘to having knowledge or perception of a situation or a fact’.

The findings from the analysis of translations support the broad overlap of
definitions and the view that we need to understand that the glass 1s half full rather
than half empty when we compare and discuss differences and commonalities. In
other words, we are in the same forest while we may study in detail the different
trees (Mackert et al, 2015).

Implications of applying health literacy definition(s) in policy,
research and practice

As the definition of health literacy expands, so, too, does the scope and depth
of health literacy research, practice implementation and public policy (Rudd,
2017). Therefore, it is important to pay attention to:

* the definition(s) of health literacy adopted in practice;

* the differing and potentially problematic ways in which definitions may be
interpreted;

* the way(s) in which differing interpretations may affect the delivery of health
literacy-related policy initiatives (Malloy-Weir et al, 2016).

The various interpretations of health literacy can be perceived as problematic for
policy-makers, researchers and practitioners. First, it is not clear which definition
of health literacy is best in any given context or by which criteria this should be
judged. Second, if policy-makers understand definitions differently than others
who are implementing and evaluating health literacy-related initiatives, this
may generate confusion and misunderstandings. Third, if policy-makers act on
assumptions that are not fully supported by empirical research, it may lead to
unintended or unwanted consequences (Malloy-Weir et al, 2016). Linguistically,
the term itself implies multiple interpretations building on the understanding of
the two individual words ‘health’and ‘literacy’. Nevertheless, it has become clear
that the two parts are more than their sum, and ‘health literacy’ is an emerging
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field in its own right (Serensen and Brand, 2013). It is important to recognise
that the translations of health literacy are potential carriers of the latent meaning
of literacy and as such, may enhance efforts in certain areas and less in other areas,
depending on the particular interpretation of the notion. Eventually, the loaded
meaning of the translated literacy component may generate a certain agenda and
guide an action framework in research, policy and practice, for instance, if health
literacy is understood primarily as functional health literacy or in its wider sense
of critical health literacy (Serensen and Brand, 2013).

Definitions by their very nature are restrictive, representing summaries of
complex ideas and actions (Nutbeam, 1998). The exponential developments in
terms of health literacy research, policy and practice keep opening new avenues
on how health literacy can be defined in more detail. The multiple aspects each
provide a piece to the puzzle that can help us define what health literacy is and
why it is important (Serensen and Pleasant, 2017). Definitions identify the focus
of concern, provide variables for analysis, set parameters for inquiry and shape
measurement tools. With an understanding of health literacy as multidimensional,
researchers will be better able to investigate the array of contributing factors
that may further explain the link between literacy and health. Furthermore,
practitioners, researchers and others will be better able to generate and test
effective actions at multiple levels. Therefore, when considering the appraisal
and usefulness of the various health literacy definitions, Pleasant et al (2016)
recommend considering four components:

* Focus on system demands and complexities as well as individual skills and
abilities.

e Include measurable components, processes and outcomes.

e Recognise the potential for an analysis of change.

* Demonstrate the linkage between informed decisions and action.

The final word is not said with regards to the definitions of health literacy. As
experience grows and ideas evolve further, the term will need to be regularly
assessed for its meaning and relevance (Nutbeam, 1998). The use of the term
will often be situation-specific and moulded by prevailing social, cultural and
economic conditions that may influence its interpretation. This is particularly the
case when discussing health literacy in high-, middle- and low-income countries
(Dodson et al, 2015). Furthermore, health literacy is a key component of the
trend in increasing people-centred health, which implies strong participation from
both experts and patients and lay people, which may, in turn, have an impact on
how we define health literacy in the future.

Conclusion

The field is expanding, and so is the understanding of how we can define health
literacy. With the growing evidence on health literacy, stakeholders may be more
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likely to understand the phenomenon in light of its multidimensionality. The
differences are in the details in relation to specific aspects of health literacy, rather
than profound differences among the definitions. The similarities are greater than
the differentiating factors, as explained in this chapter.

The health literacy deficit is a public health challenge we cannot neglect. The
discussions concerning differences and commonalities, strengths and weaknesses
should not overshadow the important task ahead to bridge the health literacy
divide. Health literacy in all its facets needs to be recognised by the world
community to develop health for all across the lifespan.
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From Saranac Lake to Shanghai:
A brief history of health literacy

Orkan Okan

Introduction

In the early 21st century, health literacy has evolved into a broadly discussed
and widely researched topic in health research and beyond. In the past 40 years,
health literacy has become an object of interdisciplinary interest, and today,
almost all health-related sciences are engaged in research on the matter. Health
literacy has also attracted the attention of many governments, government-related
organisations and national and international non-governmental organisations
(NGO:s), such as the World Health Organization (WHO) and UNESCO. These
organisations have prioritised health literacy and included it in their programmes
and agendas. Although health literacy was mostly developed in Western countries,
it has become a global phenomenon that, as of today, has been researched
in thousands of studies worldwide and used in countless health education
programmes, and has led politicians to implement national policies to promote
health literacy in their populations and organisations. While the attention given
to contemporary health literacy is continuously growing, a look at the concept’s
past and its roots might help to clarify where health literacy comes from, which
disciplines were the main drivers of the increased focus on health literacy in
research, practice and policy, and what has influenced its development throughout
the past decades. This may also help in understanding and unravelling why the
field of health literacy research is so heterogeneous in relation to conceptual and
methodological approaches, as described throughout this handbook.

This chapter addresses the entire lifespan, and introduces the four main roots of
health literacy: school health education, adult education, healthcare research and
public health. It describes the historical pathway that began in 1974 at Saranac
Lake, New York, USA, and reached its preliminary climax in 2016 at the WHO
Shanghai Conference on health promotion in China. Each of the four roots is
introduced by specifically describing the research, practice and policy interest that
enabled people decades ago to address health literacy in their specialised fields.
These sections show how these roots significantly influenced the pathway of health
literacy and the types of health-related developments that made it necessary to
create and address health literacy at that time. After describing the four roots,
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their inherent intricacies and how they contributed to the field of health literacy,
their commonalities, differences and intersections as well as future implications
for moving the field forward are discussed.

School health education

The origin of the term ‘health literacy’ can be associated with a particular event and
date in the USA. In 1973, during the interdisciplinary Will Rogers Conference
on Health Education at Saranac Lake, a small village in the state of New York,
the future of health education for the US public was discussed (Simonds, 1974).
With the goal of determining how education may be advanced most effectively
to prevent illnesses, experts from education, health, communication and the
entertainment industry came together and addressed various research, practice
and policy issues related to new directions in health education and public health
communication. The proceedings of the conference show that it was Scott K.
Simonds (1974) who understood that health education must be considered an
important social policy topic. He highlighted three dimensions deeply associated
with better health education:

* social responsibility of the healthcare sector to adopt modern health education
principles, to provide health insurance to all citizens and to engage in health
promotion, education and maintenance in all their settings;

* responsibility of education systems to implement health education for children
and young people;

¢ responsibility of the communication and entertainment industry to commit
to public health education throughout their media channels, and to support
the creation of active and health-responsive citizens by using social marketing
and reinforcing healthy practices.

It was in this context that he coined the term health literacy, which he understood
to be the outcome of health education, and recommended establishing quality
health instruction by highly qualified health education teachers in kindergartens
and schools to develop citizens who could meet these health education goals.
Although this model represented a top-down approach that redistributed the
responsibility for good health to individuals, the social justice aspect of these policy
goals became clear: Simonds emphasised that efforts should also be dedicated
to creating a better and more just healthcare system that helped citizens protect
and maintain their health.

However, there is almost no scientific documentation on health literacy in
relation to school-based health education until 1995, when the Joint Committee
on National Health Education Standards (1995) defined the achievement of
health literacy as the major goal of school health education. This was also the
first time that health literacy was clearly defined in the health education context
as the health knowledge and skills ‘to obtain, interpret, and understand basic

22



From Saranac Lake to Shanghai

health information and services and the competence to use such information and
services in ways which enhance health’ (Joint Committee on National Health
Education Standards, 1995, p 5).

Whereas health literacy was understood to be the outcome of health education,
the outcome of health literacy was being literate in the context of health. A
health-literate person was defined as a critical thinker and problem solver,
a responsible and productive citizen, a self-directed learner and an effective
communicator. These dimensions are very much interconnected with Simonds’
recommendation from the 1970s; he understood that being health-literate has
two dimensions: individual health responsibility and public responsibility for
creating a health-supportive environment for the benefit of all citizens. Although
health literacy was highlighted a second time, most prominently in the context
of school health education, it has largely been ignored; it was not considered in
curriculum development, and no assessment or monitoring system for students
was implemented. By the time the Institute of Medicine (Nielsen-Bohlman et al,
2004) indicated that the education system was among the major areas for health
literacy-promoting interventions, 30 years had passed since Saranac Lake, with
almost no health literacy activities in schools. Although the curriculum for health
literacy was renewed in 2007 (Joint Committee on National Health Education
Standards, 2007), today only 75 per cent of the states in the US have adopted
these kinds of health education standards; furthermore, the implementation of
health education standards is very heterogeneous, and programmes are not well
evaluated (Ormshaw et al, 2013).

While for many years health literacy was a school education matter only in
the US, albeit only in rhetorical terms and as a tool that was not really practised,
Australian educators have been constantly highlighting the role of schools
in promoting health literacy, beginning in 1993 with the report on the new
Australian public health goals (Nutbeam et al, 1993). They especially discussed
how schools could facilitate the achievement of health literacy, the necessary
organisational and professional structures and the future challenges associated
with the promotion of health literacy in schools (St Leger, 2001). However, this
approach is not linked to the approach used in the US, and nor does it follow
the US model. Instead, the Australian approach is informed by a public health
approach to health literacy and the WHO-invented health-promoting school
approach (Nutbeam, 1992) (introduced later in this chapter). Nevertheless, it
took another 10 years before the Australian government adopted a curriculum
that addressed the promotion of health literacy competencies in all Australian
schools (ACARA, 2012).

While many countries lack a health literacy component in their school health
education curriculum, Finland proves how health literacy can be promoted and
successfully accomplished through schools (Finnish National Board of Education,
2014). Similar to the US approach both conceptually and structurally, the Finnish
health education curriculum views health literacy as the primary health education
outcome and uses a multidimensional health literacy framework (Paakkari and
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Paakkari, 2012). The curriculum is mandatory for the entire education system.
The health literacy curriculum is based on a previously developed model, and its
core components encompass theoretical and practical knowledge, self~awareness,
critical thinking and citizenship. This understanding is close to how health literacy
is conceptualised in the US curriculum. (The Finnish approach is described in
greater detail in Chapter 34, this volume.)

Many scholars and practitioners highlight the importance of including health
literacy in school health education as schools are viewed as a key arena for
promoting health literacy early in the life course (Nutbeam, 2000; St Leger, 2001;
Benham-Deal and Hodges, 2009). In this context, two books on health literacy,
school health education and adolescent health learning have been published
recently, highlighting available methods, conceptual considerations and future
directions related to this field (Begoray and Banister, 2012; Marks, 2012). The
books conclude that to address health literacy promotion, there is a need for
better classroom-based practices, whole-setting approaches, collaboration across
sectors, parent involvement and better professional development, especially in
terms of teacher education. In this context, the WHO Regional Office Europe
recently published a policy brief on improving school health literacy promotion
in European countries (McDaid, 2016). In conclusion, one important root of
health literacy is health education, but at present, few countries have adopted a
health literacy curriculum, and those that have focus more on school practices
than on conducting studies to produce evidence.

Adult education and literacy learning

The previously mentioned Saranac Lake conference was also a platform for
discussing the health education of adults. Although health literacy was not
directly mentioned as a learning goal for adults, the overall health education
goals were clearly defined to address adult learners as well as children (Simonds,
1974). Although adult education was discussed at this event, it was not the factor
that made adult education a root of health literacy. In fact, adult and continuing
education and literacy learning have a long tradition around the world (Coben,
2013). Both aim to equip adults with basic reading and writing skills, functional
literacy and knowledge (Kerka, 2003), and other approaches are based on the
idea of increasing individual empowerment (Kickbusch, 2001).

Unlike school health education, adult education did not provide a particular
definition of health literacy; instead, it drew from traditional literacy and
functional literacy (the ability to use reading and writing and computation
skills to meet everyday life situations and to develop knowledge and potential)
(Andrus and Roth, 2002), and emphasised health-related knowledge and health
communication. Health literacy for adults was based on these sorts of literacy
concepts.

In adult education, the connection between literacy and health was recognised
long before the term ‘health literacy’ was coined. Literacy research in this field
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began early to investigate the effects of poor education and literacy on health
(Segall and Roberts, 1980). During the 1970s, a broad array of research on adult
literacy in the US found that a significant number of adults experienced reading
difficulties (Rudd et al, 2000), and that illiteracy has a direct effect on health and
on interactions with the healthcare sector (Holt et al, 1992). Literacy was especially
important when adults interacted with the healthcare system as patients. It was
known that for adult patients, literacy is an important determinant of effective
health communication with the health sector and health professionals, and of
acquiring and understanding health-related knowledge and information.

Although there was no mandatory health curriculum in adult classes, health
became a fundamental component of adult education. The inclusion of health
projects in adult classrooms was a bottom-up approach driven mainly by adult
educators as they recognised that health is in adult learners’ personal interest.
Educators used this method to motivate adult learners to engage with and better
learn reading, writing, oral expression and maths skills (Rudd et al, 2000). In the
mid-1980s, the book Teaching patients with low literacy (Doak et al, 1996) specifically
linked adult and health education principles to address the promotion of patient
literacy. During this period, professionals from adult education and healthcare
collaborated to provide health-related print materials that corresponded to the
reading abilities of patients (Plimpton and Root, 1994). Poorly educated and low-
literate adults also have poor health status, including the highest rates of morbidity
and mortality (Plimpton and Root, 1994), and this link has been proven in studies
throughout the world (Zarcadoolas et al, 2005, 2006). Therefore, by the time
the second edition of the book by Doak, Doak and Root was published in 1996
(Doak et al, 1996), the healthcare sector had already begun to investigate the
health literacy of patients by using literacy screening tools during routine visits
and studies (Berkman et al, 2011). When the National Adult Literacy Survey
(NALS) found that 90 million American adults had limited functional literacy
skills (Kirsch et al, 1993) that affected their healthcare interactions in terms of
adherence, compliance and communication, it provided a starting point for health
literacy in the healthcare and medicine context that dramatically changed the path,
measurement and political uptake of health literacy. A clear distinction of where
adult education ends and healthcare starts cannot be made within the context
of health literacy. Moreover, those fields intersect, with the healthcare sector
producing rapid screening tools and empirical studies and the adult education
field providing interventions to increase adult patients’ literacy skills. However,
healthcare used the functional literacy concept taught in adult education as the
foundation of healthcare-based health literacy understanding (see Chapter 26,
this volume).

Healthcare: an uprising of health literacy

As mentioned earlier, the healthcare areas dedicated to research on health literacy
are linked to adult education, but are subtly distinct. The roots can be traced
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backed to the 1960s and subsequent decades in the US, where researchers, mostly
physicians in healthcare settings, but also nurses and pharmacists, investigated
patient—provider communication, patient knowledge and comprehension of
health information, and medical adherence and compliance (Segall and Roberts,
1980; Davis et al, 1990; Rudd et al, 2000). During this time, the health system
was changing and becoming more complex, and healthcare providers and health
professionals began to expect patients to assume a more active role in their care
and greater responsibility for their own health (Parker, 2000), if not to say that in
relation to health literacy this was and still is a desire in order to lower healthcare
costs and liability.

The significantly negative results of the NALS and the International Adult
Literacy Survey (IALS) (Statistics Canada, 1995) increased health researchers
and practitioners’ interest in exploring the relationship between patient literacy
and healthcare interaction more deeply than they had throughout the 1970s
and 1980s. That said, the NALS findings triggered a significant uptake of health
literacy in healthcare, and literacy and functional literacy became the core units
of observation throughout the 1990s and 2000s. By that time, US-based and
international studies of health research were clearly showing that limited patient
literacy levels were associated with poor health status and had an impact on several
intermediate factors known to influence health outcomes (Rudd et al, 2000).
In extensive studies in this field, limited patient health literacy was identified as
having negative effects on various health actions and health outcomes. Healthcare
professionals understood that deficiencies in patient literacy could threaten
effective patient—provider communication, medical adherence, treatment, self-
management, utilisation of care and information, and have an overall negative
effect, and that they needed instruments to analyse patient strengths and
weaknesses during medical care procedures to provide better healthcare tailored
to patients’ needs and capabilities.

To address and better identify these problems, fast screeners were developed
(see Chapters 5 and 6, this volume), such as the Rapid Estimate of Adult Literacy
in Medicine (REALM) (Davis et al, 1993) and the Test of Functional Health
Literacy in Adults (TOFHLA) (Parker et al, 1995). These fast screeners were used
in routine testing in healthcare practice and in many studies. They were meant
to identify certain patient needs in relation to education and literacy levels, and
although they were developed more than two decades ago, these tools are still
in use in the US and internationally. Most of the work performed in this era
was dedicated to measuring health literacy and exploring its association with
health outcomes. Defining health literacy was also a matter of discussion in the
1990s and the early 2000s. As a result, the most prominent and frequently cited
definition of health literacy emerged (Malloy-Weir et al, 2016); it described
health literacy as ‘the degree to which individuals have the capacity to obtain,
process, and understand basic health information and services needed to make
appropriate health decisions’ (Ratzan and Parker, 2000, p iv).
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Several health-related organisations in the US began to prioritise the health
literacy of patients, including the US Department of Health and Human
Services, in their Healthy people reports (USDHHS, 2000), the American Medical
Association, through their Ad Hoc Committee on Health Literacy (1999) and
the National Institutes of Health and the National Library of Medicine (NLM)
with several networking, knowledge, database and online resources (NLM,
2000). Among the most prominent evidence of this prioritisation is the report
on health literacy published by the Institute of Medicine in 2004, Health literacy:
A prescription to end confusion (Nielsen-Bohlman et al, 2004), which is still echoed
in the field of health literacy. The report summarised contemporary evidence,
provided possible interventions and solutions, broadened the concept of health
literacy, presented several areas for intervention (namely, culture and society, the
education and the health system), and facilitated the uptake of health literacy by
many sectors and settings. Since the Institute of Medicine, which is now called
the National Academy of Medicine, started engaging with health literacy, they
have been instrumental in developing and organising working groups, meetings,
networks and discussions to improve health literacy research, practice and policy,
and to make it a high priority in the national political agenda (Parker and Ratzan,
2010).

While health literacy has almost always taken a bottom-up approach in
healthcare and medicine, the rise of these policy-related reports led to the National
Health Literacy Act, the National Action Plan on Health Literacy and finally, to
the Patient Protection and Affordable Care Act signed by Barack Obama (Parker
and Ratzan, 2010). That was when health literacy efforts shifted from a bottom-
up approach to a top-down approach, ensuring the support and promotion of
health literacy initiatives backed by law. However, it can also be stated that those
regulations have no enforcement mechanism in regard to health literacy aspects,
and are largely ignored by many in the US.

This healthcare stream also brought the idea behind the health literacy
communication framework into existence, highlighting that health literacy
involves a complex process of communication and interaction between patients
and healthcare providers (Parker and Ratzan, 2010). In this context, health
literacy became known as a two-sided concept in which individual abilities and
system demands and complexities must meet to promote health literacy and
sustain effective health practices. This was clearly a shift towards considering
the environment and addressing health system change, as suggested by Simonds
in 1974. In the long run, this has also led to the concept of the health-literate
healthcare organisation, one that addresses the improvement of the physical and
social infrastructure of the health system to better fit patient needs and demands
(Brach et al, 2012). Highlighting the embeddedness of individuals in their
context, the public health literacy concept, which addressed the health literacy
of both individuals and groups, was introduced in 2009 (Freedman et al, 2009).
However, this concept is not related to the public health approach to health

27



International handbook of health literacy

literacy; instead, public highlights that there is a dimension to health literacy
beyond individual abilities.

Given the number of research studies, measurement tools, interventions and
health education programmes and policies that were produced by this stream,
healthcare research is among the main devices that have advanced the health
literacy revolution in health sciences and practice. The development in this
field continues, and most recently, researchers and practitioners who have been
involved with health literacy for many years have published a brief report on how
to improve health literacy, the concept of health literacy, and its measurement,
interventions and policies (Pleasant et al, 2016).

Public health: the second coming

In public health, the development of health literacy is closely related to the health
promotion movement that began with the WHO’s Ottawa Charter in 1986 and was
mainly driven from within Europe (WHO, 1986). In fact, the bedrock of health
literacy was formed much earlier, in 1974, when the so-called Lalonde report in
Canada introduced the term ‘health promotion’ to broader audiences and health
policy (Lalonde, 1974). Although the term itself was coined in the 1940s by Swiss
medical historian Henry E. Sigerist and subsequently led to advances and new
perspectives in epidemiologic research throughout the following decades (Breslow,
1999), it was the Lalonde report that is believed to have paved the path for health
promotion as it is being discussed today (Hancock, 1985). Unlike traditional
medical approaches to health, a public health framework for strengthening the
population’s health was proposed; this framework was labelled the health field concept.
Although it still comprised the biomedical dimension of health, the framework
specifically addressed the environment, lifestyle and health decisions, individual
responsibility and health behaviour, social determinants of health and populations at
risk in an effort to reduce health inequalities; additionally, it introduced responsive
health systems and health policies to support the accomplishment of these goals.
These ground-breaking ideas were then adopted in the Ottawa Charter.

While the Charter defined the development of personal skills as one of its five
strategies for promoting health, health literacy was not specifically mentioned.
That changed during the 1990s, when, in the context of developing Australia’s
new public health goals, health literacy and health skills were interconnected with
education, and the WHO'’s health-promoting schools approach (Nutbeam, 1993)
and health learning became more important components of health throughout
the lifespan (Kickbusch, 2001). Finally, during the WHO’s Jakarta Conference,
health literacy was introduced to expand and summarise the personal skills
strategy presented in the Ottawa Charta (see Chapter 42, this volume). Health
literacy was then understood to be an indicator of personal skills, namely, health
knowledge, self-confidence, self-efficacy, self~empowerment, attitudes, behaviour,
future orientation, participation, coping, caring and health sector navigation

(Kickbusch, 2001).

28



From Saranac Lake to Shanghai

A year later, in 1998, the new WHO health promotion glossary defined health
literacy as the ‘cognitive and social skills which determine the motivation and
ability of individuals to gain access to, understand and use information in ways
which promote and maintain good health’ (Nutbeam, 1998 p 357). Another
difference to the healthcare approach is the fact that health literacy is not just
restricted to health information, but also to information in general. It was
emphasised that health literacy is a distinct and independent concept rather than
a derivate of literacy (Nutbeam, 2008), and that health literacy goes beyond the
healthcare sector and also addresses everyday life settings.

By highlighting that health literacy goes beyond the ability to read pamphlets
and make appointments, in contrast with the functional literacy take on health
literacy described earlier in this chapter, the public health approach made clear
its differences from the narrow healthcare approach. Shortly atter, by adopting
the idea that literacy is a set of social practices that enables practical abilities in
everyday life (Nutbeam, 1999; see also Chapter 36, this volume), Nutbeam
(2000) highlighted health literacy as an essential skill for the 21st century, and
further introduced a three-tier model of health literacy that comprised functional
health literacy, interactive health literacy and critical health literacy (see Chapter 14,
this volume). This approach is informed by interaction, participation and critical
appraisal, and linked to Paulo Freire’s education for critical consciousness, which
sought to empower citizens in general but the most deprived one specifically.
In this context, health literacy was labelled an important health- and wellbeing-
related life skill required for participation in society and an active, empowering
and dynamic concept (Kickbusch et al, 2005; Kickbusch, 2006) that was
understood to be an important driver in the determinants-based health promotion
approach (Kickbusch, 1997). Although health literacy was already characterised
as a content- and context-specific concept, during the Mexico Conference on
health promotion, the WHO Health Literacy Working Group recommended
broadening the concept by including relational and dynamic aspects as well as the
dimensions of health-related life skills and community development (Kickbusch,
2001). Moreover, this recommendation led to a definition of health literacy as
an important determinant of population health (Kickbusch, 2001). Many of the
WHO’s follow-up conferences have confirmed their interest in promoting health
literacy and have endorsed new approaches throughout the years. In 2008, the
critical role of health literacy for empowerment was highlighted again, and it was
recommended that health education programmes link health literacy development
with actions to address the social determinants of health; furthermore, the
‘Nairobi call to action for closing the implementation gap in health promotion’
identified health literacy as a key strategy and action for improving quality of life
and health outcomes and for reducing health inequities on a large scale (Kanj
and Mitic, 2009).

Health literacy was significantly strengthened when health promotion and
disease prevention were highlighted as important approaches for addressing the
increase in the burden of disease in many developed countries (Kickbusch, 2001).
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At the same time, the citizenship concept, including the capacity and self-efficacy
to manage health and wellbeing, was associated with health literacy. Therefore,
health literacy became an even more important target for public health policies
and for addressing the social determinants of health. Consequently, individual
responsibility was emphasised as a target for improving individuals’ capacities
to address modifiable risk factors and prevent diseases (Peerson and Saunders,
2009). In this context, culture is another indicator influencing health literacy, as
Levin-Zamir and Wills (2012) have highlighted before suggesting that culture
should be considered an important determinant of health literacy, especially in
the context of the increasing migrant and refugee populations moving to Western
countries. While community members and health systems, including health
professionals and further staff, should be culturally competent in order to meet
cultural demands of individuals and populations, culture in this context refers ‘to
the shared values, beliefs, and practices to find meaningful, structured modes of
social interactions interpersonally and institutionally to support the well-being
of its members’ (Levin-Zamir and Wills, 2012, p 6). It is worth mentioning that
culture has likewise become important to health literacy approaches in school
and adult education as well as for healthcare.

When European-based public health researchers conducted the first health
literacy survey in eight European member states (Serensen et al, 2015), it was
a global catalyst for health literacy research, practice and policy around the
world, and many follow-up studies have been conducted since. This widely
acknowledged study and its associated results also led the WHO to report on
health literacy in their ‘Solid Facts’series, which aimed to present best evidence
and identity the policy and action implications of converting research into
practice (WHO, 2013). The report highlighted the importance of delivering
health literacy action as part of the settings approach, how policy interventions
could be implemented at European and national levels, and the need to invest
in and strengthen health literacy research and practice. A subsequent policy
brief supported these recommendations, particularly those related to investing
in health literacy in the education sector (McDaid, 2016). Similarly, health
literacy has been placed high on the agenda in the WHO Southeast Asia Region
via the introduction of a health literacy toolkit for low- and middle-income
countries to help communities to develop their own solutions (Dodson et al,
2015). Furthermore, it informs governments and organisations about health
literacy, and introduces ways to provide action for health promotion, disease
prevention and management and to address inequities in health. Complementing
these developments, and in line with the tradition of discussing health literacy
during the WHO'’s health promotion conferences, the Shanghai Declaration
on health promotion prioritised health literacy development as an important
health promotion and sustainable development goal; in doing so, the WHO
defined the development of health literacy as one of three central pillars of
its agenda, and identified it as the key to empowerment and increased equity
(WHO, 2017).
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In public health, the development of health literacy is ongoing at all levels.
This continued development is best expressed by several national policies in
Europe (Heijmans et al, 2015), and by the WHO’ recent launch of its first
Health Literacy Collaboration Centre with Director Richard Osborne, located
in Australia (Deakin University, 2017). Besides the ongoing and tremendous
public health efforts addressing health literacy in Europe, North America and
the Australasian region, there is only little to no work still in Africa, very little
in the Middle East, India and South America, and also very little in Russia and
the Slavic countries in Europe (Pleasant, 2013a, b).

Discussion and future directions

This chapter sought to chronicle the development of health literacy and introduce
major milestones in the evolution of health literacy in different disciplines. Despite
many commonalities, each of the four main roots provides a heterogeneous
pathway for health literacy, and the concept and its community remain in a state
of constant change, both conceptually and practically.

There is some common ground among the four roots of health literacy. For
example, all the approaches define health literacy as the outcome of health
education and associated health learning in schools or educational settings. All
the approaches understand that health literacy is an individual responsibility;
however, they also consider the interrelationship between individuals and their
environment, including social factors and cultural sensibility. While public health
and school health education show that social policy, including citizenship, just
health systems and societies, participation and empowerment, were part of the
early agendas in the 1970s and 1980s, the systems and professional perspectives
that emerged in the 2000s prompted healthcare to emphasise that health literacy
goes beyond individual abilities. Although health literacy initially began as an
upstream approach in adult education and healthcare and a top-down approach
in school health education and public health, today, both top-down and bottom-
up actions can be found in all these disciplines. While the number of countries
developing national policies to ensure health literacy promotion is constantly
increasing, on the other end of the spectrum, school teachers, health educators
and health practitioners are providing programmes at individual and community
levels. The most important understanding that all of the approaches share is that
health literacy must be regarded as a whole-of-society approach involving research,
practice, industry and policy. In this context, including health literacy in the
‘Health in All Policies’ (HiAP) approach is becoming a critical public policy goal
at national and international levels, and governments in many countries as well
as NGOs have already begun addressing health literacy on their HiAP agendas.

The adult education and healthcare streams naturally merged very early in the
US in the 1990s — the former provided teaching methods and educational content
and the latter provided extensive studies. However, school health education has
never connected with these other approaches. In fact, even newer approaches
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such as the Finnish health literacy curriculum do not relate to the healthcare and
public health approaches; instead, they are very similar to the school education
approach developed in the US. Regarding public health, although there are
some intersections with the healthcare approach that primarily evolved after the
Institute of Medicine’s ‘Prescription’ report in 2004 (Nielsen-Bohlman et al,
2004), the two fields seem to coexist mostly independently. Nevertheless, since
Australia adopted a health literacy curriculum for their national school health
education programme that is implemented within the health-promoting schools
approach, there is at least that intersection between public health and school
health education.

Health literacy itself, however, is defined difterently within both. In contrast to
public and school health education, healthcare’s approach to health literacy still
focuses primarily on the use of medical services and adherence, adjusting health
systems to meet patients’ demands, and patient—provider interaction. Public health
is based on a health promotion approach that is much broader and emphasises
the health and wellbeing of individuals in their everyday life, including how they
can improve their living conditions and address the social determinants of health.
The school health education and public health approaches share an understanding
of health literacy that is based on developing socially responsible citizens and
critical thinkers. While in the health education approach these are components
of health literacy itself, in public health, these are greater health promotion goals
to be sustained by addressing health literacy.

However, critical health literacy as introduced in public health is very similar
to the critical thinker approach used in school health education. Especially in
the context of modifiable health risks, health literacy addresses the individual’s
responsibility to prevent those kinds of health threats. Responsibility is also
meant to address the social determinants of health and to encourage patients to
change them in ways that promote their personal health and the health of others,
including encouraging citizens to take on leadership positions and to make
the health system more just and equitable system for all. Approaches in school
health and adult education have conceptually and practically focused more on
improving the ‘literacy’ aspect of health literacy by teaching skills, knowledge
and further cognitive and social abilities, while public health and healthcare
prioritised the ‘health’ aspect as well, by keeping the focus on improving health
outcomes. Decision-making as a product of health literacy seems integral to
all perspectives, but from a medical and healthcare perspective, it is about an
appropriate decision, whereas in public health and education, it is more about
an informed decision. Finally, the WHO-based public health approach highlights
‘information’ (Nutbeam, 2000, p 264) rather than health information, which,
however, is the term of choice in most of the other definitions and approaches.

On a large scale, the main driver of the healthcare approach has always been
US-based healthcare and medical organisations, health professionals, and recently,
health policy-makers, while the WHO has always been the main driver of the
public health approach. In addition to the vast number of studies conducted through
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healthcare research, a main contributor to this stream has been the inclusion of the
health literacy of health professionals, the health-literate organisations approach
and the introduction of health literacy as a two-sided concept involving individual
abilities and systemic complexities. In comparison, public health has mainly
contributed by providing a much broader notion of health literacy that addresses
everyday life settings and is both content- and context-related, introducing a
determinants approach, and emphasising the critical judgement of information
that can be used in health and wellbeing contexts. Moreover, public health has
led to the uptake of health literacy around the world, and to the first and only
international, population-based survey using a self-report questionnaire. In turn,
that study has revived and re-initiated European health literacy research, practice
and policy as well as the uptake of the public health approach in many countries
across the world (see Chapter 8, this volume).

There is still a sharp contrast among these approaches in their understanding of
health literacy, but there are also some commonalities and intersections. From a
lifespan perspective, it is important to have one understanding of health literacy
that, if needed and based on purpose, can be shaped to serve different populations
(based on age, gender, culture, professions, roles), different settings (healthcare,
everyday life, schools, workplaces), different health approaches (physical health,
mental health, wellbeing, digital health), and different conceptual needs (based
on needed personal or environmental skills). For the future of health literacy
development, it will be particularly important that the approaches intersect and
are unified, starting with early years and school education and proceeding to adult
and continuing education, both of which are based on the principle of lifelong
learning for health, and that this approach combines the values and characteristics
of both healthcare and public health, as introduced in this chapter.
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Health literacy of children and
adolescents: Conceptual approaches
and developmental considerations

Janine Bréder and Gracga S. Carvalho

Introduction

The interest in children and adolescents’ health literacy has strongly increased in
recent years (Ormshaw et al, 2013; Broder et al, 2017). Childhood and adolescence
are life phases in which major physical, cognitive and emotional development
processes take place. Likewise, health-promoting attitudes, beliefs and behaviours
surface in these life phases, and can be supported by meeting children and
adolescents’ information needs and fostering their active involvement in their
own health. Therefore, addressing health literacy from an early age onwards is
argued to be a promising investment in children’s health and wellbeing now and
throughout their adolescence and adult lives (Borzekowski, 2009; Sanders et al,
2009; Velardo and Drummond, 2016).

The health literacy concept is multifaceted, with diverse conceptual
understandings. Serensen and colleagues (2012, p 3) define health literacy as
‘being linked to literacy and entail[ing] people’s knowledge, motivation and
competences to access, understand, appraise, and apply health information in order
to make judgments and take decisions in everyday life concerning healthcare,
disease prevention, and health promotion to maintain or improve quality of life
during the life course’

As for adults, there are various health literacy conceptualisations and definitions
addressed to children and adolescents, prominently addressed as outcomes
of school health education (Joint Committee on National Health Education
Standards, 1995; Paakkari and Paakkari, 2012) or through the focus on their
parents or care takers’ health literacy (DeWalt and Hink, 2009; Connelly and
Turner, 2017). Moreover, there is limited evidence available regarding their fit and
appropriateness for the target group, given their life phase-specific particularities
and needs (Broder et al, 2017). Indeed, Fairbrother and colleagues (2016) have
revealed gaps in understanding not only ‘what’ health literacy (skills) children
and adolescents have and develop in the different life phases, but also ‘how’ they
actually interact with health-related information in their everyday lives. Similarly,
Velardo and Drummond (2016) stress the need to bring forward a child-centred
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health literacy understanding that integrates children’s understanding, attitudes
and choices related to health and health-related information.

The purpose of this chapter is, therefore, to highlight life phase particularities
for health literacy by exploring children and adolescents’ health literacy from
development-focused perspectives. Thus, this chapter focuses on:

* synthesising the available definitions, models and research discourse on children
and adolescents’ health literacy;

e describing and discussing considerations of developmental processes and life
phase particularities, for children and adolescents’ health literacy available in
the literature.

Current conceptual approaches for health literacy in childhood and
adolescence

Health literacy is a highly diverse construct, with over 100 different definitions
tor the general population (Malloy-Weir et al, 2016) and at least 12 definitions
and 20 models addressing children and adolescents (Broder et al, 2017). The
major perspectives in the conceptual discussion of children and adolescents’ health
literacy are synthesised in this section.

Most commonly, it has been described as an individual attribute that addresses
how children and adolescents access, comprehend, evaluate and communicate
health information and messages, and how these are used for health-related
decision-making and behaviours (Broder et al, 2017). Within most of the
conceptualisations there is a focus on the acquisition and utilisation of individual
competencies, skills and knowledge that comprise health literacy. Most frequently,
there is an emphasis on individual cognitive abilities, such as reading, writing,
critical thinking or information-processing skills (Wolf et al, 2009). Nevertheless,
it has also been argued to be an umbrella concept, containing, in addition to
cognitive attributes, affective attributes (for instance, self-reflection, self-efficacy,
motivation), operational or behavioural attributes (such as communicative and
social skills) or specific technical skills (such as navigating the healthcare setting
or system, technological information-searching skills; see Broder et al, 2017). An
example for a skill-centred concept is provided by Paakkari and Paakkari (2012),
who define health literacy as a learning outcome of school health education, and
assess students’ abilities in a testing situation. Therefore, health literacy is clearly
detached from the actual actions or behaviour in a given environment. This skill
assessment is common within many performance-based measurement tools of
health literacy in school (Ormshaw et al, 2013).

Another common approach concerns areas of action related to health literacy by
focusing on how health information is used and applied in different health-related
life settings (Serensen et al, 2012) and the ‘context of everyday life’, that is, in
the family and social environment (Kickbusch, 2008). Hence, health literacy is
argued to be a personal and societal asset and a resource for one’s own health and
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the health of others (Nutbeam, 2008). Moreover, health literacy can be regarded
as a tool for personal empowerment (Crondahl and Eklund Karlsson, 2016).

At the outcome level, many concepts define broad levels of purposes and effects
of health literacy, such as healthy behaviours and increased personal health and
wellbeing. Often, models and definitions imply a sequential association effect
between health information on the one hand, and ‘healthier’ decision-making,
reducing risks and promoting personal health on the other, being mediated by
personal health literacy. This implies the underlying assumption of a rational acting
subject, engaging in deliberate health-related choices and actions. By stressing the
active role of the individual, these concepts presume a high degree of personal
agency — the capacity of acting independent of structural factors (Stones, 2015).
Moreover, these assumptions fall short in considering the complexity and broader
set of factors affecting behaviour and behavioural change. These are, for example,
interdependencies between the subject and their life contexts, cultural factors,
social support as well as affective and emotional aspects, such as self-efficacy, self-
determination, habits and belief systems (Malloy-Weir et al, 2016; Broder et al,
2017). As some abilities may be helpful for some children and adolescents in a
specific context, other situations and contexts may require the adaptation of such
abilities or even totally different abilities. Moreover, children and adolescents’
personal abilities as well as their opportunities for applying their health literacy
are determined by the demands posed on them in a given situation as well as by
their socio-ecological and cultural environments.

The importance of considering health literacy as being linked to a given
environment, social contexts (Kickbusch et al, 2013) or as a product of the person’s
attributes and situational demands (Nutbeam, 2017) has been widely emphasised
within the health literacy discourse. For child and adolescent health literacy, Broder
and colleagues (2017) have identified different conceptual approaches in models
for addressing the relation of contextual factors and health literacy, but only very
few definitions referring to it. Most frequently, contextual factors are addressed as
antecedents of health literacy: (a) the interpersonal context, for example parental
socioeconomic status and the home environment; (b) situational determinants,
such as the degree of social support, and influences from family and peers, the
school and community setting, media etc; and (c) the broader social and cultural
environment, for example, characteristics of the health and education system, as
well as political and demographic variables. Some models address the contextual
relationship of health literacy through sociological perspectives, proposing a health
literacy socialisation model (Paek et al, 2011), or socio-ecological model of health
literacy for adolescents (Wharf Higgins et al, 2009). Within the definitions found
in the literature, the relevance of contextual factors is only vaguely considered
through the recognition of different health contexts and life settings, for example,
in the domains of healthcare, disease prevention and health promotion (Broder
etal, 2017). As a result, the interdependency of sociocultural and socioeconomic
factors is recognised, but far less understood than the prevailing focus on individual
attributes (Sentell et al, 2017).
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Regarding the focus of health literacy in children and adolescents, many studies
have addressed the health literacy of people close to the child, such as caregivers,
mothers, parents and teachers’ health literacy (Mackert et al, 2015). As these
people are certainly important contributors to children or adolescents’ health and
health literacy, researchers have proposed that child and adolescent health literacy
be regarded as the sum result of the health literacy skills and resources available in
the proximal social context, namely, adults, peers or institutions the adolescents
trust in. Among others, this is referred to as ‘collective’ (Sanders et al, 2009),
‘distributed’ (Edwards et al, 2015) or ‘public’ health literacy (Freedman et al, 2009).

However, it is equally important to recognise children and adolescents’
health literacy potential from a very young age onwards (Borzekowski, 2009).
Nevertheless, most conceptualisations have not included these target groups,
not even indirectly, so that children and adolescents are just assumed as having
similar health literacy needs and skills sets as their close adults (Broder et al, 2017).
Hence, there are still shortfalls in the recognition of children and adolescents’
subjective perspectives on health, their informational needs and the adequate
levels of participation in health decision-making (Brady et al, 2015; Velardo and
Drummond, 2016; Broder et al, 2017). As a result, this target group particularities
and voices remain underrepresented in health literacy literature. To address this gap,
together with the purpose of discussing approaches for targeting health literacy
in children and adolescents, Okan and colleagues (2016), by building on the
existing 4D model (Forrest et al, 1997), proposed a 5D model that highlights five
dimensions of particularities in children and adolescents: differential epidemiology
and health patterns; demographic patterns and inequalities; developmental
processes; dependency within intergenerational relationships and power structures;
and democracy through participation and citizenship.

Besides general health literacy, numerous topic-specific (for example, oral,
mental or diabetes), area- and context-specific (for example, science, media,
technology, information) literacies are defined for the target group or general
population (Mackert et al, 2015). The outlined conceptual heterogeneity as
well as the occurrence of many specific forms of health literacies — or related
literacies — has resulted in a high internal differentiation or even fragmentation
of the health literacy concept. Consequently, this conceptual heterogeneity poses
challenges for health literacy measurements (see Chapters 5, 6 and 8, this volume),
and influences how health literacy for children and adolescents is operationalised
and promoted in practice and policy.

Particularities of children and adolescents’ development for health
literacy

Given the conceptual heterogeneity and gaps in life phase-specific understandings
for health literacy of children and adolescents, this section explores and discusses

children and adolescents’ particularities for health literacy through a development
perspective. Developmental aspects are important for better understanding of
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(a) how individual health literacy develops during these early life phases, and
(b) how general developmental processes and changes interact and affect a child
or adolescent’s health literacy. Hence, this section outlines current approaches
of how developmental aspects are being considered within current child and
adolescent health literacy literature and research. It is structured into psychological
and sociological perspectives, and then discussed and complemented with insights
from the respective theories and research fields.

Psychological perspective on health literacy and development

A common approach for a psychological perspective on health literacy and
development is to focus on cognitive abilities — for example, development-
depending health literacy levels with three successive developmental stages
(Borzekowski, 2009; Sanders et al, 2009; Lambert and Keogh, 2014). The
development perspective from Sanders and colleagues (2009) is presented in
Table 3.1 for children up to the ages of 4, 10, 14 and 18. In this model, health
literacy is conceptualised within four skill areas (prose/document literacy, oral
literacy, numeracy and systems-navigation skills), and examples of activities are
provided for each age and development stage. A more extensive classification
of such an approach can be found within the US National Health Education
Standards (Joint Committee on National Health Education Standards, 1995) that
provides a detailed overview of the health literacy skills that students of a certain
school grade should achieve.

Advocates of these stage models argue that they may provide an overview or a
guideline of what health literacy skills can be expected of children and adolescents
at each specific stage, and hence may enable comparisons at the population level.
Nevertheless, stage models on child and adolescent development have in common
that they set normative standards that a child should be able to reach at a certain age.
In other words, such a development perspective is strongly ‘top-down’ as it limits
health literacy to a predefined set of abilities: if a child develops such abilities, he/
she is considered health literate; if not, he/she is left to a low score, as, for example,
with the widely used measurement tools that typically measure only distinctive
skills, such as reading abilities (TOFHLA, Test of Functional Health Literacy in
Adults) or word recognition (for example, the REALM measurement tool, Rapid
Estimate of Adult Literacy in Medicine) (see Chapters 5 and 6, this volume).

Moreover, stage models offer an idealistic, one-size-fits-all approach, implying
that all children develop at the same speed and reach certain levels at a particular
age, not taking into account individual-environmental interaction. Hence, they
build on the questionable assumption that it is possible to determine how children’s
understanding of health and illness and their health literacy skills typically evolve,
regardless of the environment or the culture in which a child lives. In contrast,
Gossen and Niirnberger (2013) have argued that children gain computer skills at
an increasingly younger age, and that nowadays, ‘age’is not a very good indicator
of children’s abilities.
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Table 3.1: Examples of health literacy levels according to age groups

Prose/ Verbal/expression
document skills (oral Systems-
literacy skills literacy) Numeracy skills navigation skills
By age 4,a N/A Communicate Recognise the N/A
child should be with an adult, relative value of
able to... caregiver or health health choices
provider about (eg, food portion
health behaviours  sizes)
(eg, tooth brushing,
physical activity)
By age 10,a Understand the  Describe ways to  Identify the Describe how
child should be content of a prevent common  characteristics ~ the media can
able to... child-oriented childhood injuries  of healthy versus influence health
handout about  and health non-healthy behaviours
bike helmet use  problems foods on the
basis of sugar or
fat content in
nutrition labels
By age 14,a Develop a Demonstrate Analyse personal Evaluate the
child should be written planto  refusal, negotiation susceptibility to validity of health
able to... attain a personal and collaboration injury, illness or  information,
health goal skills to enhance death if engaging products
that addresses ~ peer and family in unhealthy and services
personal influence on health behaviours and access
strengths, needs  behaviours valid health
and risks information
and counselling
services
By age 18,a Complete a Identify a child Understand and  Complete the
child should be document with  or family’s health  use simple forms enrolment
able to... a child’s medical behaviours and of medication process for child

history and
health needs
and read and
understand the
patient’s bill of
rights

establish personal
health goals for a
family or child

and understand
results of child
health screening
tests (eg, new-
born screening
results, growth
chart)

health insurance
and obtain
school-based
health services

Source: Sanders et al (2009)

Sociological perspectives on health literacy and development

Health literacy scholars have also stressed the interrelatedness of personal skills
with structural and situational factors in a given setting. Therefore, it is critical
to review and discuss considerations of sociological perspectives of children’s

development for the health literacy of children and adolescents by focusing on
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four prominent sociological approaches: sociocultural aspects of the development;
socio-ecological approaches; childhood socialisation: a modern perspective; and
the new sociology of childhood: the concept of intergenerational order.

Sociocultural aspects of the development

Health literacy researchers have applied Vygotsky’s (1978) theory of sociocultural
development to health literacy (Borzekowski, 2009) for highlighting the
fundamental role of social interactions with regards to health literacy and
development. Vygotsky challenged the concept of development taking place in
distinct stages. Rather, he stressed the importance of social interaction, viewing
children’s learning as taking place in a social context. A central aspect in his
approach is the assumption that one’s development potential is limited to a ‘zone
of proximal development’, the distance between the child’s actual development
level and the level it can potentially achieve through guidance and support.
Hence, through ‘scaffolding’, the health literacy abilities a child can develop
through temporary adult guidance or peer collaboration would exceed the health
literacy a child could attain by him/herself. Vygotsky’s interest in how cognitive
processes are directly impacted by the specific culture in a child’s surrounding
results in the concept of the ‘inter-subjectivity of social meanings’. It refers to the
shared understanding of social meanings that occur within social groups through
negotiation and communication (Smith et al, 2015). As health information is
loaded with cultural meaning as well, Okan and colleagues (2016) argue for the
crucial importance of children’s participation within a cultural community to
observe how their peers and adults seek and derive meaning from information
and engage in health decision-making. Promoting children and adolescents’
health literacy may benefit from the concept of ‘guided participation’, proposed
by Paradise and Rogoff (2009), who draw on the idea of scaffolding by Vygotsky
(1978). It entails that ‘children actively engage in cultural practices’ when ‘adult
models guide and regulate performance while creating temporary scaffolds that
offer a form of bridge between old patterns and new’ (Ansell, 2017, p 562). Hence,
it allows children to receive appropriate levels of guidance as they encounter and
master new activities.

Socio-ecological approaches

Wharf Higgins and colleagues (2009) and Okan and colleagues (2017) proposed
a socio-ecological approach to health literacy for children and adolescents
that includes internal and external factors affecting their health literacy. This
socio-ecological perspective on development was originally introduced by
Bronfenbrenner (1979), and represents a prominent approach for highlighting
the relationships between people and their social world within health literacy
research. As such, the relationship between individuals and their social world
are structured in dynamic micro-, meso- and macro-layers, while taking into
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account a life course perspective on the chronologic dimension. Wharf Higgins
and colleagues (2009) locate: (a) internal influences on children and adolescents’
health literacy at the micro context, including factors such as age, gender, beliefs,
values, experiences and socioeconomic status; (b) intrapersonal influences at
the meso context, bridging between the micro and the macro context, and
include factors such as ‘social support and influences, the quality and nature
of human interactions, peers, family’ (Wharf Higgins et al, 2009, p 352); and
(c) external influences, namely, environmental and structural factors in society, the
community and neighbourhood affecting people’s health at the macro context.
They concluded that any approach that aims to promote health literacy effectively
needs to consider the structure of adolescent’s social worlds, and the reciprocal
interaction between individuals and their social environment (Wharf Higgins
et al, 2009; Okan et al, 2017).

Childhood socialisation: a modern perspective

Paek and colleagues (2011) proposed a health socialisation model for health
literacy that focuses on the direct, relative and mediating role of interpersonal (that
is, parents, peers, schools) and medial socialisation agents for adolescent health
literacy. The study revealed that interpersonal and media socialisation agents have
‘similar important roles’ in the development of adolescents’ health literacy skills
(Pack et al, 2011, p 143). They concluded that the recent developments in online
social media and social networks blurred the line between ‘traditional’ media and
interpersonal channels by ‘building new types of relationships and may serve as
a proxy for interpersonal health information sources’ (Pack et al, 2011, p 143).
Indeed, modern types of media, including prominent social media channels such
as YouTube, Facebook and Twitter, apply multimodal designs, such as text-based,
visual, audio and image (Tse et al, 2015). Hence, utilising multimodal social
media designs in health literacy interventions and assessments seems promising
and requires students to develop multimodal literacies instead of learning how
to use single modes, such as print-based media, as advocated by multi-literacies
researchers (Cope and Kalantzis, 2005; Kress, 2010).

By focusing on the (one-directional) impact of social and media structures
on the individual’s health literacy, Pack and colleagues’ research (2011) is in
line with traditional structure-centred approaches to socialisation. Nevertheless,
modern socialisation researchers have emphasised the mutual dependency and
continuous interaction between personal agency and structures (Bauer et al,
2012; Richter and Hurrelmann, 2016). Hence, socialisation is defined as the
process of emergence, formation and lifelong development of human personality,
entailing the reciprocal adjustment of individuals and society (Bauer et al, 2012).
Richter and Hurrelmann (2016, p 270) proposed the concept of ‘the individual
as a productive processor of internal and external reality’ that has been popular in
German-speaking countries, with limited consideration in English publications.
It assumes that personality development is largely constructed and self-directed
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through coping with developmental tasks, and a person’s constant interaction
with their ‘outer reality’, that is, the social and material environment, and the
‘inner reality’, that is, their biophysical and psychological structures of human
personality (Richter and Hurrelmann, 2016). This process takes place as ‘the
individual assimilates environmental factors and reconciles them with his/her
existing views and potentials, and at the same time he/she endeavours to achieve
equilibrium between environmental demands and his/her own needs, interests
and abilities’ (2016, p 269). Hence, the emphasis on the child as the central agent
of socialisation can help to understand the active role that is attributed to the
person’s health literacy. As such, common health literacy concepts presume that
children and adolescents possess adequate degrees of agency and capacity to act
in a given environment. Nevertheless, it has not been investigated what degree
of active agency children and adolescents possess with regards to health literacy
at a certain age and developmental stage, and how this agency is acquired. In
addition to the need of making children’s active role for health literacy visible,
Richter and Hurrelmann’s concept (2016) emphasises the person’s needs and
interests, and the importance of voicing, hearing and understanding children
and adolescents’ own perspectives, beliefs and needs. Therefore, it is impossible
to observe and understand how children and young people are socialised with
regards to their health and health information by using health literacy approaches
that focus on predefined skill areas and standardised testing.

New sociology of childhood: the concept of intergenerational order

Next to modern socialisation models, health literacy researchers, including
Fairbrother and colleagues (2016) and Velardo and Drummond (2016), have
stressed the relevance of the ‘new’ childhood sociology (NCS) paradigms (Biihler-
Niederberger, 2010; James and Prout, 2015) for a child-centred approach to health
literacy. NCS stresses children’s role as active social actors and embodied beings in
their social worlds. It therefore overcomes the traditional sociological perspective
on childhood, rooted within the structural functionalist paradigm, where the
child is regarded as future becoming, waiting to be moulded by adults (Biithler-
Niederberger, 2010). Also, NCS researchers Alanen (2009) and Mayall (2009)
introduced the concept of (inter-)generational order, which Okan and colleagues
(2016) considered to be a helpful approach for understanding the social dimensions
of health literacy. While traditional views distinguish adults and children into two
categories with specific duties and rights that vary with age, development stage
and context, the new concept of intergenerational order stresses the dynamics
of adult—child relations as unequal power structures. As such, an adolescent’s
health literacy agency — referring to their actual options for engaging with
health information and decision-making in a given environment — is ‘bounded
by and in intergenerational relations as well as in wider socioeconomic contexts
and bodily, social and material resources’ (Brady et al, 2015, p 174). Through an
extensive ethnographic study, Lareau (2011) showed that an unequal distribution
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of resources, mainly caused by inequality from social class, manifest in patterns of
unequal intergenerational relations and educational approaches (see Chapter 37,
this volume). These observations revealed the robustness of the social conditions
that children are born into, their manifestation and reproduction in children’s
life trajectories though unequal power structures and parenting strategies. The
latter are characterised by the degree of parental intervention in their child’s
institutional career, the degree of free-time activities being structured/scheduled
and promoted, and the culture of verbal interaction (Lareau, 2011). In summary,
viewing children as being positioned in intergenerational relations sheds light
on unequal power structures and the way children and adolescents, as their own
social groups, are viewed, listened to and involved in health literacy in different
health-related settings, such as their home, school context or healthcare setting.

Conclusion

The purpose of this chapter was to highlight life phase particularities for health
literacy by exploring children and adolescents” health literacy from a development-
focused perspective. First, the chapter highlighted that health literacy is commonly
considered as a combination of predefined individual attributes with a strong focus
on cognitive skills. Within this approach, the focus is on ‘what’—mostly cognitive
— prerequisites children and adolescents need for understanding and dealing with
health information and engaging in health decision-making. Indeed, specific
skills are rather easy to promote through individual focused intervention, which
is in line with traditional health education paradigms that focus on the provision
of information. Nevertheless, children and adolescents’ knowledge acquisition
is embedded in contextualised narratives, for instance, conversations, personal
interpretation, stories, gossip, carrying norms, morals and ideas of sociocultural
practices. Learning and developing health literacy-relevant skills and knowledge
can take place in highly variable and specific ways that are unique to the child
and their family’s specific situation and needs. Hence, health literacy must be
recognised as a personal asset that can take on many forms and dimensions as
one’s life trajectory is shaped by one’s experiences, social condition and choices,
among others. Understanding health literacy as a personal asset of children and
adolescents requires approaches that depart from a person-centred point of
view, with the aim of observing and understanding the person’s strategies for
encountering and dealing with information, their personal mix of resources and
belief systems. A child-centred health literacy understanding would therefore
consider children and adolescents as active and reflective members of the
society, acknowledging their individual perspectives, beliefs, expertise, personal
resources and embodied understandings. Hence, future research should address
how children and adolescents actually mobilise their resources and capabilities
to practice healthy decisions in the context of their everyday life. This implies a
shift away from judging/classifying individuals by their health literacy skill levels
towards observing how these skills are practised and developed by the child within
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a given environment. This relates to the sociocultural research paradigms on
literacy, which focus on how literacy is being practised, viewing it as culturally
and historically embedded and situated in everyday practice (Barton et al, 2000).

Second, health literacy researchers (for example, Nutbeam, 2017) have stressed
the need to focus on health literacy not as an individual attribute, but as the
product of the interaction between social conditions and individual skills related
to health information-seeking and health-related decision-making. Hence, what
and how well a person is able to use their skills largely depends on the situation or
task at hand, and interrelations with environmental factors. Considering insights
from childhood socialisation and childhood sociology enables a differentiated
understanding of this individual-contextual interaction. This can be referred to
as the social embeddedness of health literacy, which has remained under-explored
in current conceptual and empirical research. As intergenerational relationships
and an unequal distribution of power are manifest inequalities, they influence
children and adolescent’s health literacy development and their opportunities for
participating in health-related decision-making. Future research should therefore
address how the health literacy of children and adolescents is promoted or hindered
through the intergenerational transfer of abilities, values, habits and norms as well
as the internalisation of societal ideologies.

[t is important to understand the relationship between the social and material
structures of the environment and personal agency, including one’s biological
and psychological factors, for health literacy. Hence, it is proposed to shift the
focus away from individual skills and to consider it as the interaction between
(a) resources at the personal, interpersonal and societal level and (b) the situation
demands in a given environmental setting. This highlights that, in addition to
promoting skills, health literacy research needs to address questions of how
children and adolescents encountering health information have opportunities and
alternatives for their action in a given environment. If personal health literacy
agency is best developed through continuous and hands-on practice in everyday
health-related life situations, it is crucial that there are protected spaces and
responsive structures available for children and adolescents to do so. Hence, future
health literacy research, policy and practice needs to focus on making children’s
health literacy abilities visible, by insisting on their meaningful participation with
issues that concern their health, and by voicing their perspectives with regards to
health and health information.
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The concept of mental health literacy

Anthony F. Jorm

Introduction

In a 1993 Australian government report, Goals and targets for Australia’s health
in the year 2000 and beyond, Nutbeam and colleagues defined health literacy as
‘the ability to gain access to, understand, and use information in ways which
promote and maintain good health’ (Nutbeam et al, 1993, p 151). They then
proposed a range of goals and targets concerning literacy for various physical
diseases. Curiously, they omitted any mention of health literacy for promoting
and maintaining good mental health. Spurred on by this omission, Jorm and
colleagues (1997a) subsequently proposed the concept of ‘mental health literacy’
that they defined as ‘knowledge and beliefs about mental disorders which aid their
recognition, management and prevention’ (1997a, p 182). They further proposed
that mental health literacy includes ‘the ability to recognise specific disorders;
knowing how to seek mental health information; knowledge of risk factors and
causes, of self-treatments, and of professional help available; and attitudes that
promote recognition and appropriate help-seeking’ (1997a, p 182).

More recently, Jorm (2012) distinguished a number of components of mental
health literacy, including:

(a) knowledge of how to prevent mental disorders, (b) recognition of
when a disorder is developing, (c) knowledge of help-seeking options
and treatments available, (d) knowledge of effective self-help strategies
for milder problems, and (e) first aid skills to support others who are
developing a mental disorder or are in a mental health crisis. (2012,
p 231)

A notable feature of how this concept has been defined is that it is not simply
knowledge of mental disorders or mental health, but rather knowledge that a
person can use to take practical action to benefit their own mental health or
that of others. For example, knowledge of the genetics of schizophrenia or the
distinction between bipolar I and bipolar II disorders would not constitute mental
health literacy under this definition, because this knowledge does not underpin
any potentially beneficial action.
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The intention in proposing the concept of ‘mental health literacy’ was to draw
attention to an area neglected by both health literacy researchers and by the mental
health sector. At the time the concept was defined (the mid-1990s), the notion that
members of the general public needed an understanding of mental disorders that
could empower them to take action was novel. The emphasis within the mental
health sector was very much on extending professional training, particularly of
the mental healthcare skills of primary care professionals such as GPs. Members
of the public with mental disorders were very much seen as passive recipients
of professional actions (Goldberg and Huxley, 1992). The introduction of the
concept of ‘mental health literacy’, by contrast, portrayed the person affected as
the primary agent managing their own symptoms, with seeking professional help
being one of a range of strategies they might try (Jorm, 2000).

While the concept of ‘mental health literacy’ was originally developed for
adults, it has since been extended to adolescents, as this is an important phase
of life for first onset of mental disorders. For more information on the mental
health literacy of adolescents, see Chapter 19, this volume. Less attention has
been given to the mental health literacy of children.

This chapter looks at what community surveys have shown about these
components of mental health literacy, and examines the measurement of mental
health literacy at both the population and individual level. It argues for the
necessity of having a concept of ‘mental health literacy’, which is additional to
the broader concept of ‘health literacy’, and considers proposals to extend the
concept to include non-stigmatising attitudes and wellbeing literacy.

What community surveys reveal about mental health literacy

The concept of ‘mental health literacy’ led to an initial Australian national
survey of adults in 1995 (Jorm et al, 1997a). Similar surveys were carried out
independently in Germany and Austria in the mid-1990s, although unknown to
each other at the time (Jorm et al, 2000a). These surveys involved presenting a
vignette describing a person with symptoms of a mental disorder (see Table 4.1
for examples), and then asking the respondent a series of questions about the
person. The vignette-based method has become the standard for studying mental
health literacy in community surveys in many countries.

When studying the mental health literacy of the public, it is helpful to have
a standard of ideal responses against which to compare. Various methods have
been used to do this. In some cases it is possible to judge responses against the
published evidence or against existing professional guidelines. However, another
method that has been used 1s to ask similar questions to various groups of mental
health professionals and to examine discrepancies between public and professional
beliefs, for example, about what treatments are likely to be helpful (Lauber et al,
2005; Jorm et al, 2008; Morgan et al, 2014). The Delphi method has also been
used to reach a professional consensus on appropriate public actions, for example,
to develop guidelines on appropriate mental health first aid strategies (Kelly
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Table 4.1: Examples of vignettes used in community surveys of mental health literacy

Type of
problem Vignette

Depression  John is 30 years old. He has been feeling unusually sad and miserable for the
last few weeks. Even though he is tired all the time, he has trouble sleeping
nearly every night. John doesn't feel like eating and has lost weight. He can’t
keep his mind on his work and puts off making decisions. Even day-to-day
tasks seem too much for him. This has come to the attention of John's boss
who is concerned about his lowered productivity.

Schizophrenia John is 24 and lives at home with his parents. He has had a few temporary jobs
since finishing school but is now unemployed. Over the last six months he has
stopped seeing his friends and has begun locking himself in his bedroom and
refusing to eat with the family or to have a bath. His parents also hear him
walking about his bedroom at night while they are in bed. Even though they
know he is alone, they have heard him shouting and arguing as if someone else
is there. When they try to encourage him to do more things, he whispers that
he won't leave home because the neighbour is spying on him. They realise he is
not taking drugs because he never sees anyone or goes anywhere.

Source: Jorm et al (1997a)

et al, 2008a, b, 2009, 2010; Hart et al, 2009; Kingston et al, 2009, 2011; Ross
et al, 2014). Some results from community surveys of adolescents and adults are
reported below to illustrate the various components of mental health literacy,
particularly where there are commonly deficiencies.

Knowledge of how to prevent mental disorders

While some important risk factors, such as traumatic life events, may be outside
of an individual’s control, there are other lifestyle factors that can be modified to
reduce risk. For example, to determine what adolescents can do to reduce their
risk of depression, Cairns and colleagues (2014, 2015) carried out a systematic
review of longitudinal risk and protection factors and a Delphi study to establish
expert consensus on preventive strategies. The found a large number of strategies
to have preventive potential, including strategies to develop mental fitness and
lite skills, fostering healthy relationships and adopting healthy lifestyles.

A survey of Australian young people aged 12-25 assessed their beliefs about
a number of prevention strategies for depression, psychosis, social phobia and
post-traumatic stress disorder (PTSD) (Yap et al, 2012). There was a high level of
agreement by the young people that physical activity, regular contact with family
and friends and relaxing activities were protective, which is consistent with both
the available evidence and professional consensus. However, a major discrepancy
between the young people and professionals’ beliefs occurred for the strategy of
avoiding stressful situations. Whereas most of the young people endorsed this
strategy, few professionals did. The professionals’ views are consistent with the
evidence that avoidance is associated with the maintenance of anxiety disorders,
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and that dealing with stressful situations provides an opportunity to learn effective
coping strategies.

Because some risk factors for mental disorders occur early in life, preventive
action needs to be taken by parents or other carers. In order to guide what parents
can do, a number of systematic reviews have been carried out on longitudinal
studies of parenting factors associated with depression and anxiety and in children
or adolescents (Yap et al, 2014a; Yap and Jorm, 2015) and alcohol misuse in
adolescents (Yap et al, 2017). Delphi expert consensus studies have also been
carried out on preventive strategies that parents can use for reducing the risk of
these problems (Yap et al, 2014b, 2015b). However, parents often do not know
what to do or how to act optimally in these areas. For example, when parental
beliefs about reducing the risk of alcohol misuse were examined in an online survey,
many parents had deficiencies in their knowledge and actions about modelling
responsible alcohol use and in setting appropriate family rules (Yap et al, 2015a).

Recognition of when a disorder is developing

It can be useful for members of the public to be able to recognise when mental
health problems are reaching the threshold that warrants intervention, and to
conceptualise what they are experiencing in ways that facilitate appropriate
help-seeking. Lack of recognition of a person’s problem as a mental disorder may
contribute to the long delays that often occur between reaching the threshold for
a mental disorder and seeking help (P.S. Wang et al, 2007). Community surveys
of mental disorders in many countries have found that many people do not seek
professional help, and even those who do eventually seek help may delay for many
years. Longer delays between onset and professional help-seeking are associated
with worse outcomes, so it is important that these delays be reduced. While
there are many factors that can lead to these delays, an important one is that the
person does not conceptualise what they are experiencing as a mental disorder.
This can be seen in an Australian study of people who sought professional help
for anxiety or mood disorders. The average delay was 8.2 years, but most of
this was the delay between onset and recognition (average of 6.9 years), with a
much shorter delay between recognition and help-seeking (average 1.3 years)
(Thompson et al, 2004).

In community surveys of mental health literacy, recognition can be assessed by
presenting vignettes like those in Table 4.1, and asking the respondent what, if
anything, they think is wrong with the person. For example, in the first Australian
national survey of mental health literacy carried out in 1995, it was found that
while most adults could recognise some sort of mental health problem, some
categorised the problem as a physical disorder or saw it as a personal or employment
issue. For the depression vignette, 39 per cent used the label ‘depression’, while
for the schizophrenia vignette, 27 per cent used the labels ‘schizophrenia’ or
‘psychosis’. Recognition of the problem typically varies between vignettes, and
there is variation between countries. Studies of non-Western countries often
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find that recognition is poorer than in Western ones (Jorm et al, 2005b; Atilola,
2015). Recognition has also varied over time in some countries (Reavley and
Jorm, 2012; Schomerus et al, 2012).

A contributing factor in failure of recognition is that mental disorders often
have first onset early in life and young people may have less knowledge in this
area. It has been found that young people who can give a psychiatric label for
the problem in a vignette have more appropriate help-seeking preferences, while
those who used lay labels such as ‘stress’ and ‘shy’ are less likely to see professional
help as warranted (Wright et al, 2007, 2012). It may be that the use of psychiatric
labels activates a schema about appropriate action to take (Wright et al, 2007).

Knowledge of help-seeking options and treatments available

‘When the threshold for a mental disorder is reached, the person affected needs to
know about sources of professional help and effective treatments that are available.
However, community surveys of mental health literacy show that many members
of the public lack adequate knowledge in these areas. For example, in the 1995
Australian national survey of mental health literacy some major differences
were found between public and professional beliefs. Counsellors (who are not
a registered profession in Australia) were more often seen as likely to be helpful
than psychologists and psychiatrists, while vitamins were more often seen as
likely to be helpful than antidepressants (Jorm et al, 1997a). More recent surveys
of mental health literacy in Australia have shown considerable changes in these
areas, with public views moving to be much closer to those of mental health
professionals (Reavley et al, 2013; Morgan et al, 2014). However, there are still
some major gaps, with the public more likely than professionals to believe in
the helpfulness of close family or friends, a counsellor, vitamins and minerals, a
special diet or avoiding certain foods, and having an occasional alcoholic drink
to relax. By contrast, professionals showed a greater belief than the public in
psychotherapy and cognitive behaviour therapy for depression and anxiety, and
antipsychotics for schizophrenia.

Negative views of mental health services have been found to be common
in many other countries. For example, a survey of the public in six European
countries found that around one in three people believed that professional care for
mental health problems was worse than or equal to no help (Ten Have et al, 2010).

Given that beliefs about services and treatments are often less than optimal,
it 1s not surprising that many people with mental disorders in the community
remain untreated. While there is no single cause of the low rates of treatment
for mental disorders, attitudinal factors are important. An analysis of data from
the 24 countries participating in the World Mental Health surveys found that
a desire to handle the problem on one’s own was the most commonly reported
barrier to not receiving treatment (Andrade et al, 2014). Even when treatment
is sought, a person’s beliefs and attitudes to treatments are an important factor in
whether they are continued (Acosta et al, 2013).
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Knowledge of effective self-help strategies for milder problems

Surveys of mental health literacy in a number of countries have found that
members of the public often believe in the helpfulness of selt-help strategies
(Jorm et al, 1997a, 2005b; J. Wang et al, 2007), and there is evidence that they
commonly use them (Jorm et al, 2000b). Some of these self-help strategies have
evidence of effectiveness (for example, physical activity), whereas others are more
likely to be ineffective (for example, vitamins) or even harmful (for example, use
of alcohol to relax).

Self-help strategies are most often used for milder mental health problems. Jorm
et al (2004) have proposed an ‘overlapping waves of action model’ to account for
the role of self-help. According to this model, a person can use a range of strategies
to deal with mental health problems, including increasing the use of self-help
strategies already in their repertoire (for example, seeking more social support or
engaging in more physical activity), taking up new self-help strategies (for example,
learning meditation or taking a herbal remedy), or seeking professional help. At the
individual level, the person can use these strategies in any order or can use them
simultaneously. However, when looking at the population as a whole, existing
self-help strategies show peak use with milder problems; this is the first wave of
action. New self-help strategies show peak use with more moderate problems;
this is the second wave of action. The third wave of action is professional help,
which increases in frequency as mental health problems become more severe.

Given that members of the public are often positive about self-help strategies,
there is a need to promote those that are most likely to be helpful. Delphi studies
have been carried out to find out which self-help strategies experts think would
be most likely to be effective for milder levels of depression (Morgan and Jorm,
2009) and anxiety (Morgan et al, 2016).

Mental health first aid knowledge

Mental health literacy is not only important to protect one’s own mental health,
but also for the capacity to support others with mental health problems. The term
‘mental health first aid” has been used to refer to ‘the help offered to a person
developing a mental health problem, experiencing the worsening of an existing
mental health problem or in a mental health crisis’ (Kitchener et al, 2015, p 12).
To find out what are appropriate actions to take for mental health first aid, a
number of Delphi studies have been carried out with professionals, consumers and
carers to develop guidelines on how to assist people with various mental health
problems (for example, psychosis, depression, eating disorders), and experiencing
arange of mental health crises (for example, suicidal, self~-harming, experiencing
a traumatic event) (Kelly et al, 2008a, b, 2009, 2010; Langlands, 2008a, b; Hart
et al, 2009; Kingston et al, 2009, 2011; Ross et al, 2014).

Mental health first aid knowledge has been assessed in a number of mental
health literacy surveys by asking respondents what, if anything, they would do to
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assist a person in a vignette if it was someone they knew and cared about. Expert-
consensus guidelines have been used as a standard to judge the adequacy of public
responses. In Australian surveys of adults, the quality of responses overall has been
found to be poor (Rossetto et al, 2014). While respondents often say that they
would listen to the person, provide support and information, and encourage the
person to seek appropriate professional help, other actions, such as assessing and
assisting with any crisis, are rarely mentioned, even when the person portrayed
in the vignette is suicidal. This lack of knowledge can have an impact on actions
actually taken to provide mental health first aid in the community. Longitudinal
studies show that intentions to provide help to a person in a vignette are a predictor
of later providing mental health first aid to someone who has a mental health
problem (Yap and Jorm, 2012; Rossetto et al, 2016).

Measurement of mental health literacy

The term ‘mental health literacy’ was originally proposed as a convenient label to
draw attention to a neglected area. It was not intended to define a psychological
construct. Much of the research that has been carried out on mental health literacy
has involved community surveys aimed at describing various components of
mental health literacy at the population level rather than to provide an assessment
of individuals. However, some researchers have been interested in scale score
measures to quantify mental health literacy, or some aspect of mental health
literacy, at the individual level. O’Connor and colleagues (2014) carried out a
review of scale-based measures and identified 13 relevant studies. They concluded
that there was limited psychometric data on these scales and that most measured
some component of mental health literacy rather than all of those proposed by
Jorm et al (1997a).

Another ‘scoping review’ of mental health literacy measures has been carried
out by Wei and colleagues (2015). They broadened the concept of mental health
literacy for their review to cover mental health knowledge (including knowledge
of positive mental health), knowledge of mental illness and treatments, and
stigma/attitudes towards mental illness and help-seeking. In adopting such a broad
definition, they found 401 studies, which included 14 knowledge measures, 65
stigma/attitude measures and 10 help-seeking measures that had some validation.

Kutcher and colleagues (2016) have argued for the virtues of measuring the
much broader concept of mental health literacy that was used in the Wei et al
(2015) review. They further argued that measures used in evaluation studies
of mental health literacy interventions should simultaneously address all the
components of this broader definition and be relevant to a wide range of mental
disorders. However, it is not clear how practical such a measure would be, given
the number of items that would be required to cover the knowledge, attitudinal
and behavioural components of each mental health literacy dimension and the
complexity of the scoring. Stigma alone is quite complex and multidimensional.
Cross-cultural portability may also be difficult to achieve for an omnibus measure,
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given differences in health systems. An alternative approach is to base measurement
on the specific aims of an intervention rather than try to measure a wide range
of outcomes that are not necessarily the target of intervention.

If ‘mental health literacy’ were a psychological construct, one might expect
to find a broad general factor reflecting correlations between a wide range of
items tapping into the definitions of Jorm et al (1997a) or Wei et al (2015). At
one extreme of this dimension might be mental health professionals, while at the
other end might be children who are completely ignorant of the area. On the
other hand, if ‘mental health literacy’ is simply a term to draw attention to an
important area, one would not necessarily expect any underlying factor.

This 1ssue has been investigated in relation to treatment beliefs in factor analytic
studies of data from three Australian community surveys. In these surveys,
respondents were asked to rate the likely helpfulness or harmfulness of a wide
range of potential interventions for a person in a vignette. These studies found
three factors of treatment beliefs: medical (with high loadings on medications,
psychiatric ward and ECT), psychological (with high loadings on counsellor,
social worker, phone counselling, psychiatrist, psychologist, psychotherapy
and hypnosis), and lifestyle (with high loadings on close friends, close family,
naturopath, vitamins, physical activity and getting out more) (Jorm et al, 1997b,
2000¢, 2005). These same factors are found in relation to a range of different
vignettes. One of these studies also found a fourth factor labelled ‘information-
seeking’, which covered getting information from the web, a book, health
educator or consulting an expert by email (Jorm et al, 2005). It is notable that
the interventions that load on a factor do not reflect greater mental health
literacy, as judged by what professionals rate as likely to be helpful. Rather, they
include both interventions that have evidence of effectiveness and others that
do not. This is seen most clearly in the medical factor, which includes beliefs
in psychotropic medications, like antidepressants and antipsychotics, but also in
analgesics and antibiotics, which are not indicated for mental disorders. Rather
than the ratings reflecting knowledge, or lack thereof, they appear to be based
on overarching attitudes to general classes of treatment, which might be applied
to any health problem. Members of the public do not appear to be ‘empty
vessels” waiting to be filled with knowledge provided by experts. Rather, they
have pre-existing general attitudes in favour of or against certain broad classes of
interventions. These broad general attitudes can be viewed as a type of mental
scaffold on which more specific evidence-based knowledge is grafted. Thus, a
person with a strong predisposition towards lifestyle interventions might learn
to favour physical activity over vitamins for depression, while still retaining the
general commitment to that class of interventions.

Challenges and extensions to the concept

While the concept of ‘mental health literacy’ grew out of the concept of ‘health
literacy’, it has since taken an independent path. Mackert and colleagues (2015)
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have expressed concern about the fragmentation of the area of health literacy,
including by health domains. They argue that domain-specific health literacy
measurements make it difficult to compare findings across domains and to advance
the area more broadly. In a commentary on Mackert et al (2015), Jorm (2015)
argued that both a broad concept of health literacy and a domain-specific concept
of mental health literacy are needed, depending on the purpose. For example,
a broad concept would be useful for a community survey investigating health
literacy across a number of domains, whereas a domain-specific concept would
be appropriate for evaluating an intervention targeting a specific aspect, such
as mental health first aid knowledge. Jorm (2015) argued that the concept of
mental health literacy has been useful in drawing attention to a neglected field
that was being ignored by both mental health and health literacy researchers,
that the introduction of the concept had had the desired impact on government
mental health policies, that it has led to the development of specific interventions
targeting mental health literacy and also to the development of measures that
meet the aims of specific interventions. These advances may have been slower
to occur without the concept of mental health literacy.

Others have argued that the concept of mental health literacy is too narrow or
have proposed extensions (see Chapter 25, this volume). Kusan (2013, p 14) has
stated that the original definition of mental health literacy ‘effectively translates
to knowledge of the contents of the DSM and reflects the dominant biomedical
orientation of the mental health field” He has redefined mental health literacy as
‘the selt-generated and acquired knowledge with which people negotiate their
mental health’ (2013, p 14), and included such topics as resilience, salutogenesis
and mindfulness, which have been associated with positive psychology. In a similar
vein, Bjornsen et al (2017) have noted that mental health literacy and its measures
have focused on knowledge and beliefs about mental ill health rather than on
mental health, and have proposed the term ‘positive mental health literacy’ to
refer to the latter. On the other hand, the knowledge proposed by these concepts
of positive mental health literacy overlaps considerably with knowledge required
for the prevention of depression (Cairns et al, 2015) and for dealing with mild
anxiety (Morgan et al, 2016), as proposed in more traditional approaches to
mental health literacy that conceptualise mental health as a continuum and call
for action at all points on this continuum.
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Introduction

Why does the field of health literacy seem to continually struggle with issues
related to measurement and — by extension — definition? Definition should be
the basis of measurement, but of course, measurement should continually inform
definition (Baker, 2006; National Academy of Medicine, 2009; Pleasant, 2009;
Pleasant et al, 2011, 2015; Pleasant and McKinney, 2011; Serensen and Pleasant,
2017). The field of health literacy has not always proceeded following the scientific
method of: develop a hypothesis, test that hypothesis and, if warranted, revise and
re-test. The hypothesis, in this case, is the definition of health literacy.

As Enrico Fermi, creator of the world’s first nuclear reactor, is attributed
to having said, ‘There are two possible outcomes: if the result confirms the
hypothesis, then you’ve made a measurement. If the result is contrary to the
hypothesis, then you’ve made a discovery’ (Jevremovic, 2005, p 397). Bill Gates,
co-founder of the Microsoft Corporation, is reported to have said, ‘I have been
struck again and again by how important measurement is to improving the
human condition’ (Gates Foundation, 2013). In today’s policy world, it is quite
commonly stated that it requires numbers (and thus measurement) to get into
the policy conversation — and it is equally often proposed that we measure what
matters — but stories win the hearts and minds of policy-makers.

Health literacy deserves a central role in policy discussions and decisions, not to
mention daily clinical and public health practice, theory development, programme
evaluation and research, and the entire range of activities related to health and
wellness. There is a long way to go before health literacy reaches that level of
influence. At least part of that long road exists because the field has not coalesced
around a theoretical construct that is measurable and transferable across contexts.

Thus, the field of health literacy faces a choice. Do we continue to follow
the dominant paradigm that seems to have situated us along a too well-travelled
road to scientific paralysis caused by reductionism — the tendency to ask smaller
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and smaller questions in the face of complexity? Or do we attempt to embrace,
rather than ignore, the true, deep and meaningful complexity of health literacy
in action? Do we strive to build more and more measures for smaller and smaller
areas of interest requiring fewer and fewer items in each measurement tool? Or
do we build larger and larger questions that help people who are struggling with
or who are already successtully using their health literacy in their own lives to
fully inform us about the complex pathways they are taking and the difficult
choices they are making?

The latter path toward embracing complexity requires a mixed-method
approach of applying both quantitative and qualitative methods, but in order to
get to that level of complex understanding we need to develop new and better
valid and reliable tools for both discovering new knowledge and testing what we
think we already know (Hawkins et al, 2018). While all that matters about health
literacy in people’s lives can’t yet be counted or fully understood — and may never
fully be so — we are most definitely not yet counting or fully understanding all
that we should or could. Simply put, there is not yet a widely adopted method
of measuring all that we could measure with our current understanding. This
leads to even greater challenges for the field, including making systematic reviews
unnecessarily difficult, if not impossible, to conduct due to the incomparable data
produced by conflicting approaches to measurement. (Okan et al, 2015, 2018;
Broder et al, 2017). Therefore, a continuing discussion about the measurement
of health literacy seems fully warranted.

Health literacy measures and screeners

Beyond considerations of reliability and validity, approaches to quantifying health
literacy are largely considered either a screener or a measure (National Academy
of Medicine, 2009). In this chapter, both approaches will generally be lumped
into a single category of ‘tools’. Certainly there are key differences between items
developed as quick screeners and more complete measures of health literacy, but
that distinction is not central to the discussion in this chapter.

Currently, the largest freely available collection of tools associated with the
measurement or screening of health literacy exists at the ‘Health Literacy Tool
Shed’ (nd), a resource created by Michael Paasche-Orlowe of Boston University
in the US. As of this writing (late 2017), the Toolshed includes 134 tools — a
good number of which are variations on a common approach. For example, the
Cancer Message Literacy Test (CMLT) makes three appearances — two listings for a
listening tool and one for a reading tool. Similarly, there are five different versions
of the Rapid Estimate of Adult Literacy in Medicine (REALM). Additionally,
there are six variations on the basic REALM approach that range from focusing
on genetics to dentistry and on to vascular surgery (for the entire list, see https://
healthliteracy.bu.edu).

According to the Health Literacy Tool Shed website, its current approach and
goals are to include measures that match the following criteria:
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1. Are published in peer-reviewed journals, which describe the measure and its
development process.

2. Were published prior to January 2014, with plans to add more over time.

3. Measure an individual’s health literacy. Some of the health literacy tools that
are not included assess the complexity of the healthcare system, provider
communication skills or other facets of organisations or materials.

An overview of the most used of the health literacy tools

While this is most definitely not an indicator of quality, to determine which
of these tools were most mentioned or cited within the text of peer-reviewed
journal articles, we conducted a search on PubMed using the keyword phrase
‘health literacy’ and the acronym or key identifier of each tool. In terms of total
number of mentions or citations, TOFHLA (Test of Functional Health Literacy
in Adults) (Parker et al, 1995) and REALM (Rapid Estimate of Adult Literacy
in Medicine) (Davis et al, 1991) appeared most frequently. In declining order,
others are NVS (Newest Vital Sign) (Weiss et al, 2005); Chew (Chew et al,
2008) or BHLS (Brief Health Literacy Screen) or SILS (Single Item Literacy
Screener); eHEALS (eHealth Literacy Scale) (van der Vaart et al, 2011); HLS-
EU (European Health Literacy Survey) (HLS-EU Consortium, 2012); and
HLQ (Health Literacy Questionnaire) (Osborne et al, 2013). In another level of
analysis, number of mentions or citations per year, the order from most to least
is TOFHLA, HLS-EU, NVS, REALM, HLQ, eHEALS and Chew or BHLS or
SILS versions (see Table 5.1).

We did not limit this analysis to citations only. Any mention of any of the tools
would appear in the PubMed findings given the search strategy. Further, we
combined all versions of tools with multiple iterations into a single category for
analysis. We also combined Chew’s original three items and other studies which
have reduced the number of items reflecting the exact same or similar constructs

Table 5.1: Most mentioned or cited health literacy measurement tools (listed by total)

Average mentions

Health literacy Year range of PubMed Total number of or citations
measurement tool mentions or citations mentions or citations per year
TOFHLA 1995-2017 185 8.4
REALM 1991-2017 167 6.4
NVS 2005-17 86 7.2
Chew or BHLS or SILS 2004-17 53 4.1
eHEALS 2006-17 45 4.1
HLS-EU 2012-17 39 7.8
HLQ 2013-17 22 5.5

Others: SAHLSA (Short Assessment of Health Literacy for Spanish-speaking Adults) — 6; HALS (Health
Activities Literacy Scale) — 3; NUMi (Numeracy Understanding in Medicine Instrument) — 3; HLSI (Health
Literacy Skills Instrument) — 2.
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into a single item for this analysis. We report findings only on the seven most
commonly mentioned or cited tools.

As shown in Table 5.2, the most used measures vary considerable in their size
and the definition of health literacy they are based on. We determined which
definition was used by examining text in the original reporting article. Largely,
this was as simple as identifying which definition of health literacy was cited. At
times, the HLQ is the perfect example of this — the authors would cite a historically

Table 5.2: Supporting definitions and size of existing health literacy tools

Health literacy

If relevant, do
items reflect

measurement No of  Health literacy definition cited as basis in every attribute of
tool items  original article the definition?
TOFHLA 36-67 None N/A
REALM 7-66  None N/A
NVS 6 Institute of Medicine et al (2004) No
eHEALS 8 eHealth literacy is comprised of six core No
skills or literacies: traditional literacy; health
literacy; information literacy; scientific literacy;
media literacy; and computer literacy. The
foundations of the eHealth literacy concept
are based in part on social cognitive theory
and self-efficacy theory, which promote
competencies and confidence as precursors to
behaviour change and skill development, and
are described in detail elsewhere
HLS-EU 47 As an outcome of health education and Yes
communication activities, health literacy
represents the cognitive and social skills
that determine the motivation and ability of
individuals to gain access to, understand and
use information in ways that promote and
maintain good health
Chew or BHLS  1-3 Health literacy is the ability to perform No; for example,
basic reading and numerical tasks required no assessment
to function in the healthcare environment or self-report of
(American Medical Association, 1999) numeracy skills
HLQ 44in  The World Health Organization (WHO) Developed
9 scales describes health literacy as ‘the cognitive and  own construct

social skills which determine the motivation
and ability of individuals to gain access to,
understand and use information in ways
which promote and maintain good health’
(quoted in Nutbeam, 1998, p 10)

map of health
literacy as part
of the measure
development
process
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common definition yet in their work forge an entirely new conceptual model/
definition of health literacy for use as the basis for their approach to measurement.

The number of items in a tool to measure health literacy has long been an
issue in the field. The initial and continuing heavy push toward applying health
literacy in clinical contexts in the US has clearly had an effect on the shorter
tools such as the REALM and NVS. However, more recent and internationally
developed tools like the HLS-EU (see Chapter 8, this volume) and HLQ are
clearly seeking to identify more complex understandings of health literacy based
on the number of items each tool contains.

Finally, we turn our attention to the nature of these most frequently mentioned
or cited health literacy tools in terms of whether they are self-report or more
objective measures, how the original sample for validation was selected, whether
they are freely available, and note a few limitations of each tool from our
perspective.

A near majority of these tools are based on self-reports, while the three older
tools — TOFHLA, REALM and NVS — attempt a more objective approach to
measurement: TOFHLA assesses health knowledge and some numeracy skills;
REALM assesses the ability to correctly pronounce a written word aloud; and
INVS is based on a nutrition label for ice cream. We leave it to readers to decide
for themselves if those measurement topics are objective measures that are truly
reflective of health literacy. Self~report measures, such as HLS-EU and HLQ,
in our opinion, can lend themselves to better pre-post testing and lower the
possibility of stigma as well.

The only initial validation with a random sample of the adult population
of interest was performed with the HLS-EU (HLS-EU Consortium, 2012).
Other tools were initially tested with convenience samples of various types. We
encourage those considering using these tools to assess whether the tool has been
proven valid and reliable with a population reflective of the one you plan to assess.

An interesting development in the field of health literacy has been the move
toward privatisation and competition versus open access and creating public
goods. One of the implications of this, is simply whether a tool 1s freely and easily
accessible to those with limited resources. In regard to the tools that seem to be
most mentioned or cited (and again, we caution that popularity is not necessarily
an indicator of quality), many, but not all, are freely available for use.

Finally, in Table 5.3, we briefly list some (but this is not an exhaustive list)
selected limitations for each tool. We do so hoping this perspective is useful to
other researchers and practitioners as they consider which tool(s) might best fit
their needs. Thematically, it seems that the most common nature of a limitation
is a reflection of a limited focus of many of the tools. While definitions of health
literacy, like the Calgary Charter on health literacy (Coleman et al, 2009),
have started moving toward highlighting not only individual abilities but also
recognising barriers created by health systems and professionals, the measures of
health literacy are largely limited to the idea that health literacy is an individual
level factor and overlooks system dynamics (Paasche-Orlowe et al, 2005). If we
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Table 5.3: Attributes and limitations of existing health literacy tools

Original
Health validation based
literacy Self-report  on random
measurement or objective sample of Freely
tool measures?  population? available? Selected limitations
TOFHLA Objective No No —long  Solely focused on clinical
tests of version context. Singular reliance on
knowledge v Cloze methodology. Some
es — )
and short disagreement on how to
numeracy version define groups in literature.
Difficult to imagine giving as a
pre/post
REALM Objective, No Yes Word pronunciation
but limited only, no measurement of
to ability to understanding
pronounce
words
NVS Objective No Yes Limited in context to a
nutrition label
eHEALS Self-report ~ No;random but  Yes Limited solely to context of
within youth only internet use for health
HSL-EU Self-report  Yes; following Yes Limited to self-report. Largely
Eurobarometer focused on healthcare context,
methodology less on health promotion
Chew or BHLS Self-report  No Yes Solely focused on clinical
context. Limited to reading
and numeracy skills
HLQ Self-report  No No Limited to self-report. Could
be considered weak on
numeracy

only measure an individual’s health literacy, does that not then take us back a
step? The field needs to move toward balancing the need to understand individual
health literacy while not giving credence to the ‘deficit model” that has been
historically prevalent in the field.

Discussion

There have been long-running discussions in the field of health literacy not only
about how to measure, but also whether to measure or not. There are many
reasons why efforts to address health literacy might choose to not include a tool
to evaluate health literacy (Pleasant et al, 2011; Pleasant and McKinney, 2011).
These include, but are not limited to, the following;:
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e There is not a widely accepted measure or screener of health literacy, thus
limiting comparability of findings and the viability of systematic reviews.

* Only a few measures of health literacy are built in such a way to successtully
measure change in health literacy.

* Many have seen success, given the state of the available measures, by treating
health literacy as an input and hypothesising change in other measures (such
as health status) as a result.

* Funding to implement the measurement or screening of health literacy is
often limited.

* Some argue that a universal precautions approach can preclude measurement.

However, we must note that measurement is a core tool of science. Developing
a stronger, deeper, richer — as well as valid and reliable — understanding of health
literacy 1s the best pathway toward successfully eliminating unnecessarily poor
health and high costs caused by either/both low health literacy in individuals or
health literacy barriers created by health systems and professionals (Pleasant, 2011;
Iraj et al, 2016; Pleasant et al, 2016). From that perspective, a risk/benefit analysis
to measuring or screening for health literacy should be fairly straightforward
and demonstrate a clear benefit to measurement. That assessment depends,
importantly, on what will actually be done with the information collected and
knowledge hopefully gained as a result of measuring the presence, absence or
barriers to the use and development of health literacy.

There is little to gain and certainly some risk in spending resources to conduct
yet another research programme producing a hard-to-access peer-reviewed journal
article demonstrating that some people have lower health literacy than others, and
there may be a correlation to some metric of health status. Even with the faults
of existing measures, we feel this point has been well proven and replication can
do little to further advance the field. While citations may drive successtul careers,
we are less sanguine that replicating the least publishable unit advances the field.
Thus, we suggest that use of even the best screeners or measures of health literacy
1s unwarranted if there is not a plan in place for how to make a difference with that
information. From this perspective, it seems to make sense to not only measure
health literacy but to also always include hypothesised outcomes of improved
health literacy and a plan to address any issues causing preventable poor health
and/or high costs. At the very minimum, this requires several elements to the
design of data collection:

1. A pre-post design at minimum in order to assess change in health literacy and
in any of the hypothesised outcomes.

2. A screener or measure that can effectively assess change.

3. An intervention to create that change.

Ultimately, from a perspective that values adding knowledge and effective
evidence-based practices to the human arsenal of approaches to improving health
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at a lower cost, we can almost always see justification to measuring or screening
health literacy when the achievable goal of the effort is to identify what elements
of health literacy in which people affect objective health status in what manner
and further, what approach can alleviate that challenge.

A greater and predictable problem has also emerged. Studies are beginning
to show that the various measures of health literacy do not come to any solid
agreement (Haun, 2012; Kiechle et al, 2015). This is predictable given the lack
of a shared theoretical basis, including, at times, a lack of any clear theoretical
basis used to support the creation and testing of various tools that have produced
widely varying approaches to measurement, as noted above. Thus, in an oddly
self-sustaining way, researchers have created a new generation of research questions.
The need for the oft-requested ‘further research’in this case largely arises because
of less than high-quality research in the first place. Overall, we see three further
challenging areas for the measurement or screening of health literacy. These are:
the context of the measurement, the level of detail in the measurement, and the
overall maturity of the field.

Context of the measurement

There seems to be great and continually growing interest in developing a health
literacy measurement/screening tool for every possible context. Currently, as you
can see from the table in the Appendix, tools have been developed for multiple
languages (for example, Spanish, Portuguese and Dutch) as well as multiple
medical contexts (for example, dentistry, diabetes and breast cancer) and linguistic/
communication contexts (for example, numeracy, touchscreen, ‘functional’ word
recognition and graphs). Most of these follow different approaches to measurement
and, when explicated — which is not as often as one would hope — are based on
different conceptual models of health literacy.

One could argue that the diversity of tools indicates a growing level of interest
in health literacy emerging from multiple perspectives — which seems to be true.
One could also argue that the diversity of approaches reflects a continual lack
of consensus on just what exactly health literacy is, what it means and how it
functions — which also seems to be true.

Often this dichotomy is treated as a blessing and a curse. But perhaps there is
a third way. Would it not be at least theoretically possible to develop a broadly
shared consensus understanding of the construct of interest — health literacy —
and study that construct in many different contexts using the same, or at least
comparable, theoretical constructs as the basis for measurement? For example,
could there not be an approach to measuring health literacy that can be applied
in multiple contexts or even via multiple methodological approaches in such a
way as to allow comparison across those contexts? We suggest an organisation
like the National Academy of Medicine in the US could be the convenor of
such an effort.
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Level of detail of the measurement

The tools listed in the Health Literacy Tool Shed are comprised of between 1
and 127 items. In plain language, there are tools that consist of only one question
while other tools consist of 127. Over the 56-year history (from 1961 to 2017) of
building those tools, there has been a strong emphasis on brevity (the reductionist
impulse). That emphasis is due to much of the work being focused on developing
a quick screener designed to be useful in clinical contexts. This movement toward
smaller and quicker tools can be considered a dominant paradigm within the
history of developing health literacy measurement tools and applications.

However, there are multiple arguments that suggest this albeit productive
paradigm in terms of producing new tools is also counter-productive in many
ways. In sum, we suggest that the field simply doesn’t yet understand health
literacy well enough to take a fully reductionist approach. That is, we don’t know
enough about the object of our interest — health literacy — in order to make a
valid and reliable selection of a small number of items in a tool to fully reflect a
very complex issue. Yes, the field has and can again easily hypothesise and test
the use of a single item to screen for low health literacy in a clinical context, but
in our opinion there is not currently a sufficient evidence base to select a single-
item screener that can fully and accurately inform clinicians how they should
respond beyond the oft-heard call for universal precautions. Statistical analysis to
arrive at a single-item screener is certainly feasible; what we are concerned about
is the conceptual knowledge base not being strong enough to support that vast
reduction to a single item.

Proceed with caution given the lack of maturity of the field

There is another much less often discussed issue that can potentially arise from
reductionist approaches to measurement and screening. This is when a tool —
albeit shown statistically to be valid and reliable — does not adequately inform the
potential users of that information where and how each person’s health literacy
is lacking and what should be done to address that need.

At the group and population level, universal precautions — which is another way
to describe a standardised protocol — can be marvellously effective. For example,
a great move is to make all signage in a clinical facility such as a hospital not only
easy to read but effective for all users. Equally, when conducted correctly, the
‘teach-back’ technique also appears to be eftective for all users (Kripalani et al,
2008). However, these types of standardised protocols, like universal precautions,
can fail when we move from the population level to the individual level. The
evidence for standardised protocols is almost universally drawn from large
population-based data sets — hopefully (but clearly not always) longitudinally
collected with random sampling strategies and comparison/control groups. The
challenge at the individual level is that the average (or norm) derived from such
data sets may not be relevant to or effective for each specific individual.
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For example, imagine a person who was deemed to have low health literacy from
a single-item screener. What exactly, with that information, should an intervention
target in order to support that individual and improve their health literacy? Is it
simply reading skills that are lacking (given that the screener was most likely in
print format), or is this a person who possesses many facts and information about
health and healthcare but who is not able to apply that information to their own
health very well? Perhaps this is a physician who is not fluent in the language
of the single-item screener? Thus, while universal precautions in health literacy
can be very helpful in avoiding shame and stigma — as well as informing system
design at the population level — over-reliance on that approach could possibly
work counter to the best practice of personalising and tailoring responses.

What a complete measure of health literacy might look like

A full discussion of the desirable attributes that a complete measure of health
literacy might want to possess can be found in previous work, but to quickly
summarise that effort, we point out these desirable features below (Pleasant et al,
2011). Measures of health literacy:

* need to be explicitly based on a testable theory;

* need to be able to measure all sides of the health literacy equation — the health
literacy of individuals, of health systems and of health professionals;

* must allow comparison across contexts including, but not limited to, culture,
lite course, population group, health issue and research setting;

* should be able to assess change in health literacy over time, including as a
response to interventions.

Clearly, reaching those goals will require a well-funded robust research programme,
not a one-oft study. This will require a multistage process that will begin with full
concept explication process, so the effort can be based on —and test —sound theory.
Then the effort would need to build possible items to test each component of that
theory of health literacy. Those items would need to undergo rigorous testing
with diverse audiences. Continuously throughout that process would be feedback
loops to improve the underlying theory and then modify the development effort
to match the adjustments in the underlying theoretical construct.

Such an effort would, of course, require a longitudinal research programme with
the capacity for large-scale random sampling and ideally, the capacity to develop
and test the measure simultaneously in several languages. Ideally, such an effort
would also engage in developing add-on modules for specific contextual areas
such as various chronic diseases, foci of medicine (for example, dentistry) and,
for example, different healthcare and system environments. Such a methodology
would ultimately develop a family of well-tested valid and reliable tools that
could be applied to a diverse range of situations and populations, and yet still be
comparable.
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The beginning of a theory-based approach

This chapter would be remiss to not include a brief section highlighting one
example of a newer tool to assess health literacy in individuals and communities
that seems to meet the criteria for a complete measure of health literacy, as
delineated above — the Calgary Charter on Health Literacy Scale. This is not
currently listed in the Health Literacy Tool Shed as the initial peer-reviewed
academic journal article is currently in review (Pleasant et al, 2018). Briefly, the
Calgary Charter on Health Literacy Scale consists of five self-report statements.
These are exactly and explicitly based on the definition of health literacy that is
the basis for the Calgary Charter on health literacy (Coleman et al, 2009).

Responses are on a commonly used frequency-based Likert scale with four
responses — never, sometimes, often and always. An even number of response
categories inherently prevents individuals from settling on the middle — or average
— response. The stem question read to participants is, ‘Please tell me on the
following scale from “never” to “always” how often you engage in the following
tasks.” Ideally, participants are shown a large font size print-out of the scale’s four
responses. The individual items read to participants are:

» Find or look for health information

e Understand information about your health

* Evaluate how health information relates to your life
* Communicate about your health to others

* Act on information about your health.

In Spanish, the scale is read to participants as:

¢ Buscar informacién sobre salud

* Comprender informacién sobre su salud

e Evaluar como se relaciona la informacién sobre salud con su vida
e Comunicarse con otros sobre su salud

e Actuar en funcién de la informacion sobre su salud.

The Likert-scale responses in Spanish are nunca, a veces, frecuentemente, and
siempre. The stem question is read as, ‘Por favor indique en la siguiente escala
desde “nunca” a “siempre” qué tan frecuentemente realiza las siguientes tareas’
In both languages, a brief definition of ‘evaluate’ is provided if a participant asks
for further explanation.

The effort to develop and test a self-report measure of health literacy based on
the Calgary Charter on health literacy is simply the first step toward a goal of an
objective measure at a greater level of detail. First, however, this approach was an
economically viable method to learn if the fundamental conceptual framework
was valid and reliable. In initial testing, Cronbach’s alpha for the scale is at a
very acceptable level of 0.80. The five-scale items consistently and significantly
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correlate with each other and the total scale score, which has a variance of 10.9.
Thus, we can say that the scale appears to be reliable. Validity is demonstrated
by hypothesised statistically significant correlations between the change in health
literacy and participants’ changes in knowledge, attitudes, beliefs, behaviours, as
well as numerous objective health status indicators.

Factor analysis employing varimax rotation using an Eigen value of 1.0 as
criteria identified only one component that accounted for over 56 per cent of
the variance in responses. Thus, we have confidence that it is a coherent scale
measuring much, but not all, the details of a single domain — health literacy. In
this expanding pathway of our work, we have also started testing the viability and
evidence-gathering strength of the new Calgary Charter on Health Literacy Scale
through regression analysis. The goal is to take a first small step toward building
evidence on the theorised causative yet complex and interrelated pathways to
informed health behaviour changes through improved health literacy. We offer
an early example of this work with a simple linear regression analysis based on
pre- and post-differences — that is, the amount of change — using change in body
mass index (BMI) as the health indicator of interest (and thus, the dependent
variable in the regression equation). This regression equation takes into account
the multiple sites of a health literacy intervention at which the tool was tested,
number of children, age, gender, years of education, race, ethnicity, language
spoken, having no health insurance, ethnicity, number of diagnoses of chronic
diagnoses, pre-post change in number of push-ups accomplished, pre-post change
in PHQ-9 depression score, pre-post change in selt-reported amount of exercise
and pre-post change in Calgary Charter on Health Literacy Scale score. The
results indicate a significant relationship exists between change in BMI and change
in health literacy with other factors accounted for (R-squared 0.585; Adjusted
R-squared 0.523, p<0.000). An initial hypotheses being tested is that improving
health literacy will produce improvements in health status.

Conclusion

The true promise of the study and application of health literacy is not to simply
screen people and then group them according to their level of health literacy,
but should be to advance their health literacy and then to prove that increasing
health literacy leads to tangible improvements in people’s objective health
status — ideally at a lower cost. Health literacy will begin to fulfil its potential of
contributing to a healthier, happier, more productive and efficient world only
when such practices are widespread and common. At this point in time (late
2017), we must conclude that the state of measurement in health literacy is such
that we can’t precisely or confidently conclude where health literacy currently
lies on the spectrum from an emerging idea to a testable hypothesis to a validated
theory or on to a scientific law.

From a social constructionist perspective, there are certainly many labouring
away at constructing knowledge in such a way to ‘prove’ the hypothesis of health
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literacy as a strong determinant of health. Nonetheless, in science we must strive
to maintain objectivity — a strong critique of the field of health literacy is very
possible in this regard. The field crosses back and forth between advocacy and
observation and profit-seeking. In and of itself that movement is not inherently
unwelcome, but it does seem to occur with perhaps too much ease and certainly
with too little transparency.

An underlying driver of that issue is the focus on discovery by the individual in
academics. Largely, academic success is merited by publication in peer-reviewed
journal articles. The role of first author is most valued — with some exceptions,
of course. While individual achievement is wonderful, an idea like health literacy
by predicting complex interactions within society almost demands cooperation
among the many rather than the success of the few. If you accept that health
literacy is a social construct, how better for that construct to be organised than
as a public good?

What, we wonder, in closing this chapter, would be the truly ‘health-literate’
manner to conduct ourselves within the field of health literacy? In what fashion,
we ask, can we all work to advance the field most effectively and efficiently —
through the focus on the success of an individual or individual research group,
or by emphasising a broadly shared goal of advancing health literacy as a priority
for all?
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Measuring children’s health literacy:
Current approaches and challenges

Torsten Michael Bollweg and Orkan Okan

Introduction

Starting at an early age, children are confronted with a plethora of health
information in their everyday lives. This information might be communicated
by their parents regarding healthy food, physical activity, preventing illness or
general health risks. It may also be taught in school, provided by various media
channels or discussed with friends and peers. While there is evidence that a vast
proportion of the adult population have difficulty understanding or eftectively
using health-related information (Serensen et al, 2015), there is barely any research
on questions such as:

* How difficult is it for children to access health information?

* Can children understand what they learn about health?

* To what extent do children critically appraise health-related information?

e What opportunities do children have to apply health information in their
daily lives?

Health literacy and appropriate tools for its measurement can provide answers
to questions like these. However, for the last few decades, research on health
literacy has paid little attention to younger age groups, and children younger
than 13 years of age in particular (Ormshaw et al, 2013; Okan et al, 2018). For
adult populations, various health literacy models, definitions and approaches have
emerged over the years (Serensen et al, 2012; see also Chapter 1, this volume).
Simultaneously, a wide range of measures have been developed and used in
different contexts (Haun et al, 2014), some of which have been criticised for
not being based on existing models or definitions (Pleasant, 2014). For more
information, see Chapter 5, this volume.

A multitude of studies has documented the adverse effects of limited health
literacy on health-related outcomes. For example, a low level of functional
health literacy (see Chapter 14, this volume) has been linked with an increased
risk of hospitalisation, worse medication knowledge and skills, and a higher risk
of misunderstanding medication and food labels (Berkman et al, 2011). Thus,
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health literacy is recognised as a critical determinant of health, and an important
driver of empowerment and equity that should be promoted starting in school
age (WHO, 2017). While the potential to foster health literacy through school
health education was already considered more than 40 years ago (Simonds,
1974, p 9), it has been neglected until recently (Ormshaw et al, 2013; see also
Chapters 2 and 34, this volume). Nowadays, there is growing consensus that the
early promotion of health literacy could be foundational for good health literacy
and positive health outcomes later in later life (Manganello, 2008, p 840; WHO,
2017). However, there is hardly any evidence on children’s health literacy to
inform innovations in health education curricula, interventions or health literacy
programmes. Still, a solid evidence base is imperative to address these issues and
to sustainably promote the health literacy of coming generations.

The lack of evidence is directly related to the scarcity of measurement tools,
which can be observed for younger populations in general, but even more so for
children. Although two systematic reviews have identified a total of 25 health
literacy tools for children and adolescents (Ormshaw et al, 2013; Okan et al,
2018), the majority of these were developed for adolescents rather than for
younger children. Therefore, little is known about the proportion of children
with limited health literacy, or about how children interpret and use health
information in their everyday lives. Accordingly, a targeted and evidence-based
approach to the promotion of children’s health literacy is inhibited by a lack of
evidence. Thus, the development of child-specific measures is needed, as well as
the implementation of high-quality surveys that assess the various components
of health literacy.

This chapter aims to provide an overview of current approaches towards the
measurement of health literacy in populations younger than 13 years of age, as
well as a discussion of challenges and potentials in this field of research. While the
selection of an age limit to distinguish children from adolescents can be somewhat
arbitrary, a maximum age of 12 was chosen to exclude teenagers, and to bring
into focus younger age groups.

Available tools and challenges

As reported earlier, only two systematic literature reviews have analysed health
literacy tools for children and adolescents. Ormshaw and colleagues (2013)
reviewed the literature until 2011 and found 16 tools, including measures of
generic health literacy as well as mental and media health literacy. Okan and
colleagues (2018) included only measures of generic health literacy instruments,
and identified 15 different tools. Together, the reviews report on a total of
13 instruments that have been used to measure children’s health literacy, that is, of
participants younger than 13. In the following, findings of both reviews have been
compiled to provide a broad, systematic overview of these measures. Particular
attention is drawn to: target groups; health topics; components of health literacy;
measurement design; and methodological rigour.
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Target groups

Examining the age groups (see Figure 6.1), it becomes apparent that the number
of studies primarily targeting children is limited, with only six tools found (Brown
et al, 2007; Naito et al, 2007; Schmidt et al, 2010; Yu et al, 2012; Benham Deal
et al, 2013; Driessnack et al, 2014). Another seven studies report on instruments
that have been used primarily among adolescents or adults, but also include
children (Davis et al, 2006; Hubbard and Rainey, 2007; Vardavas et al, 2009;
Leighton, 2010; Olsson and Kennedy, 2010; Sharif and Blank, 2010; Wallmann
et al, 2012).

Remarkably, the youngest age groups (6-7) were included in two studies that
used adult instruments (nos 1 and 10; see Figure 6.1). Also, vast differences are
visible with respect to the age range: while Benham Deal and colleagues (2013)
and Naito and colleagues (2007) focused on samples with an age range of just
one year (8-9 and 11-12), ranges of up to 9 or even 13 years can be found in the
studies conducted by Davis and colleagues (2006) and Sharif and Blank (2010),
respectively.

Of 13 instruments, 10 were newly developed for the purpose of the study.
Two of the instruments, namely, the Newest Vital Sign (NVS, no 13) and the
Short Test of Functional Health Literacy in Adults (S-TOFHLA, no 10) were
originally developed for adults and were validated for use in younger populations
without making any age-related adjustments to the instruments. In contrast, one

Figure 6.1: Age of participants in the studies

1 - Davis et al (2006) M
2 - Brown et al (2007) #

3 — Hubbard and Rainey (2007)*
4~ Naito et al (2007) -

5 —Vardavas et al (2009) h

6 — Benham Deal et al (2010)

7 — Leighton (2010) #
8 — Olsson and Kennedy (2010) #

9 — Schmidt et al (2010)

10 — Sharif and Blank (2010) *
11 -Wallmann et al (2011) #

12 -Yuetal (2012)*

13 — Driessnack et al (2014) #

LI B B R
6 7 8 9 10 11 12113 14 15 16 17 18 19 20

Notes: Sorted by year of publication, then alphabetical order.
* Age not reported in article: estimated based on grade levels.
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study sought to validate an age-adapted version of the Rapid Estimate of Adult
Literacy in Medicine, namely, the REALM-Teen (no 1).

In their review, Okan and colleagues (2018) also assessed whether children
participated in the development of the respective instruments, and found that
this was the case in only two studies. In these studies, qualitative interviews were
conducted to verify the comprehension of questionnaire items (nos 2 and 3).
Apart from that, they have not identified studies that implemented further child
participation. While Ormshaw and colleagues (2013) did not investigate target
group participation, brief screening of the articles shows that only one study
applied pilot testing with the respective age group (no 7).

Challenges

First, it can be stated that ‘the paradox of the missing child” (Darbyshire et al,
2016) is prevalent in this field of research. While all of the authors aimed to
conduct research on children, most of the authors neither included children for
teedback nor aimed to learn about their perspectives and experience (research
with children). For future research, child participation is desirable and necessary to
ensure the quality of measures and to enhance researchers’learning on children’s
health literacy.

Second, while the majority of measures have been developed for younger
populations, measures were identified, too, that have been developed for adults
(nos 10 and 13). The use of adult instruments among children has to be questioned,
even when the respective measures have previously proven to be reliable and
valid. For example, Sharif and Blank state that the S-TOFHLA is ‘feasible for
use in children’ (2010, p 46), but also express ‘uncertainty’ regarding the use of
their tool in order to measure children’s health literacy (2010, p 46). Similarly,
the NVS is described as ‘a feasible, useful, and valid tool for children as young
as 7 years of age’ (Driessnack et al, 2014, p 169), but Warsh and colleagues
(2014, p 143) recommend the use of the NVS with children no younger than
10. Hence, thorough discussion and replication of results is commanded when
developing tools, even more so when adult measures are applied. Furthermore,
the development of age-specific tools is advised, in contrast to the re-utilisation
of measures for adults.

Health topics

Health literacy is contextual (Nutbeam, 2000). Thus, the ability of an individual
to use health information effectively depends on situational demands, and the
respective area of health. While some instruments apply a narrow focus on just
one health topic (nos 1, 2, 4, 7, 8, 10 and 13), a broad range of health domains
are addressed in other instruments (nos 3, 5, 6, 9, 11 and 12). It can be observed
that instruments addressing health literacy in healthcare contexts (nos 1, 10 and 13)
tend to focus on one single aspect and not include other health domains, which
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also applies to instruments focusing on mental health (nos 7 and 8). In contrast,
there are also instruments that focus on up to seven health topics (nos 9, 11 and 12).

Challenges

The research streams on functional health literacy in medicine (nos 1, 10 and
13), as well as on mental health literacy (nos 7 and 8), are fairly distinct —
methodologically and regarding content — from more comprehensive approaches.
Thus, researchers are faced with a choice between measures of generic health
literacy, which simultaneously assess multiple health topics, and domain-specific
measures, which focus on a single health topic.

One the one hand, there is merit in measuring health literacy with respect to
a single health topic. A child’s level of health literacy with regard to oral health
might not be comparable to that child’s health literacy with respect to mental
health. To that end, the application of specialised measures seems appropriate,
and more practical with respect to informing specific interventions. However,
findings from such specialised studies ought to be communicated and discussed
very cautiously. For example, the 13 identified studies do not provide evidence
on the general health literacy of children, but rather, fragmented information on
children’s health literacy regarding a variety of specific health topics. Hence, the
emergence of different terminological concepts, such as media health literacy,
mental health literacy, and so on, seems consequential.

On the other hand, measures of generic health literacy seek to assess the overall
level of health literacy across multiple health topics and contexts. Such general
measures can be useful, for example, to provide data on the efficacy of school
health education, or on the ability of a population to use health information
effectively, regardless of health topics. The aim of measuring health literacy
comprehensively, however, translates to a broader scope of measurement, which
is why measures of generic health literacy could prove impractical for the quick
screening of patients.

Eventually, there is growing consensus ‘that health literacy is too broadly defined
to realistically allow a single, all-encompassing measure that could be used by
researchers and clinicians alike’ (van der Ploeg, 2010, p 145), which is why there
is a need for both specific and general tools.

Components of health literacy

‘While some recurring themes in the measurement of children’s health literacy can
be identified, there are hardly any overlaps between the different operationalisations
(see Table 6.1). For example, health-related theoretical knowledge is measured by
five measures (nos 3, 6, 9, 11 and 12), and understanding of health information
(nos 2, 3 and 5), as well as attitudes (nos 2, 9 and 12) are each assessed by three
approaches. However, each other component is assessed by a maximum of two
measures.
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Table 6.1: Measures of children’s health literacy

Components of

# Authors Measure Design Health topics health literacy Age

1 Davisetal REALM-Teen p Medicine Word recognition, 10-19
(2006) pronunciation

2 Brownetal Kids-Health s General health Understand, access, 9-13
(2007) KidsPoll apply health

information, interest,
belief, attitude

3 Hubbard HEAP items? p  Physical activity, (Theoretical) 11-
and Rainey nutrition/diet, knowledge, 18+
(2007) smoking understand, access

health information,
communication, self-
management

4 Naitoetal Questionnaire p Oral health Critical thinking/ 11-12
(2007) evaluation

5 Vardavas Questionnaire s Oral health, STDs, Access to and sources 12-18
et al (2009) physical activity, of health information,

smoking, nutrition  satisfaction with
health-related
interactions

6 Benham HEAP items p  Personal safety and (Theoretical) 8-9
Deal et al injury prevention knowledge, service
(2010) navigation

7 Leighton Vignettes p Mental health Recognition, 12-15
(2010) practical knowledge

(treatment options)

8 Olssonand Vignettes p/s  Mental health Recognition, practical ~ 11-
Kennedy knowledge (treatment 17+
(2010) options), help-seeking

behaviour

9 Schmidt GeKoKids p/s  Physical activity, (Theoretical) 9-13
et al (2010) questionnaire nutrition, smoking,  knowledge, attitudes,

vaccination, oral communication, self-
health, general efficacy, behaviour
health

10 Sharif S-TOFHLA p Medicine Reading 6-19
and Blank comprehension
(2010)

11 Wallmann  Health quiz P Nutrition, smoking, (Theoretical) 12-15
etal body weight, blood knowledge
(2011)° pressure, media use,

physical activity,
human body
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Table 6.1: Measures of children’s health literacy (continued)

Components of

# Authors Measure Design Health topics health literacy Age
12 Yuetal Health p  Nutrition, disease  (Theoretical) 8-10,
(2012) Literacy prevention, knowledge, attitude, 13-
Questionnaire substance abuse, behaviour (health 14
injury prevention,  practice)
physical activity,
growth and
development
13 Driessnack NVS p  Nutrition Reading 7-11
etal (2013) comprehension,
numeracy

Notes: p = performance-based test; s = self-report measure; @ Items from the proprietary Health
Education Assessment Project (HEAP) database; ® Study published in German only.

Source: Based on literature reviews conducted by Ormshaw et al (2013) and Okan et al (2018)

Although health literacy is increasingly being regarded as relational and
context-specific (Serensen et al, 2012), the contextuality of health literacy is
barely recognised by the different instruments. For example, Okan and colleagues
(2018) found that only two measures of children’s health literacy take into account
contextual factors or situational determinants (nos 6 and 10).

Challenges

First, there is neither an agreed upon theory of health literacy, nor are there
commonly accepted models or definitions for children and adolescents’ health
literacy. Instead, there are a number of conflicting as well as complementing models
and concepts that express specific understandings of what are the constituent
elements of health literacy, its antecedents and its outcomes (Broder et al, 2017).
Both reviews find that not all studies are built on definitions of health literacy.
This further exacerbates the lack of comparability, and the question can be raised
‘if the available instruments are actually measures of the same construct’ (Baker,
2006, p 878). It can be stated that measures of functional (nos 1, 10 and 13) and
mental health literacy (nos 7 and 8) do indeed not measure the same construct
or components of health literacy, also when compared to the other measures. For
future research, it will be increasingly necessary to state the underlying definition
of health literacy and to clarify which of the components of the definition are
measured, and how they are operationalised. The latter is especially relevant, as
a number of studies use the definition of health literacy by Nutbeam (2000) as
a general framework, but chose vastly different approaches to measure children’s
health literacy (for example, nos 5, 9 and 11).

Second, the question can be raised to what extent the identified measures
actually assess health literacy. In particular, it is disputed that measures of functional
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health literacy are appropriate measures of today’s broad understanding of health
literacy (Ormshaw et al, 2013, p 435). However, it has to be acknowledged that
these measures were never intended to measure general, comprehensive health
literacy (Baker et al, 1999; Weiss et al, 2005, p 521; Davis et al, 2006, p 1710).
Thus, it needs to be understood that measures of functional health literacy are
as different from comprehensive measures as are measures of mental or digital
health literacy. Additionally, functional health literacy has been criticised due to
its proximity to basic cognitive abilities that are not health-specific (Reeve and
Basalik, 2014). It is probable that other dimensions of health literacy, such as the
ability to access, understand or appraise health information, will be scrutinised
in a similar manner. It remains a challenge to define what is genuinely health-
specific about these components of health literacy.

Third, there have been calls for a significant advancement of the scope of
measurement of (children’s) health literacy. Among the possible advancements
are, for instance, ‘language, context, culture, communication, or technology’
(Mancuso, 2009, p 87), or the ‘ever-present or underlying stress or fear factor’
inherent in health contexts (Institute of Medicine, 2004, p 41). Additionally,
health literacy 1s increasingly being regarded as two-sided, relational or contextual.
For example, adequate health literacy might not be determined by a static level
of knowledge, or the proficiency of using health information, but rather, by
the relationship of the knowledge and skills a child has, and the knowledge
and skills a child needs to cope with health-related challenges. The other side
of the ‘health literacy equation’ is increasingly being investigated, for example,
through approaches on the health literacy responsiveness of health services (Trezona
et al, 2017), or the related concept of health-literate organisations (Brach, 2017).
Approaches like these contribute significantly to the advancement of health
literacy research, as they shift the focus on health literacy away from individual
skills and responsibility, towards the system level contexts of health literacy.
However, further advancements are necessary, which might include measures
that also assess ‘the health literacy demands on individuals within different health
contexts’ (Institute of Medicine, 2004, p 51). Thus, future measures of children’s
health literacy are faced with ever-increased demands in terms of complexity.

Measurement design

A range of approaches for measuring children’s health literacy can be identified.
‘While almost all of the measures applied a questionnaire-based approach, only two
instruments were administered as face-to-face interviews (nos 1 and 13). Notably,
both measures of mental health literacy (nos 7 and 8) apply case vignettes, which
are a common tool in the field of mental health literacy (Leighton, 2010, p 232).
Five instruments apply a combination of closed-ended and open-ended items
(nos 4, 6, 7, 8 and 12), and another five use closed-ended items only (nos 2, 5,
9, 11 and 12). Two instruments are conducted as interviews, in which no choice
of possible answers is provided (nos 1 and 13), and one study does not report on
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the response format (no 3). Nine measures apply performance tests (nos 1, 3, 4,
6, 7,9, 10, 12 and 13), three instruments apply self-report only (nos 2, 5 and
12), and one instrument applies both (no 8).

Challenges

First, it is difficult to make generalised recommendations about how health
literacy should be measured, as the appropriateness of measurement designs
depends on the measured component of health literacy. While it seems obvious
that health-related knowledge is best measured by a performance test, it is not
entirely clear how health-related skills should and could be measured. While
performance tests to assess children’s ability to access, understand, appraise and
apply health information would certainly be the most valid approach, such tests
are yet to be developed. Furthermore, approaches towards the measurement
of the perceived difficulty of accessing, understanding, appraising and applying
health information (subjective health literacy; see Serensen et al, 2012) could be
fruitful to assess children’s health literacy as a truly relational concept, that is, as
the relationship between perceived skills and health-related challenges. Currently,
it seems plausible that ‘objective’ (knowledge and skills) and ‘subjective” health
literacy could independently provide insights into different aspects of health
literacy. Eventually, further research is necessary to investigate the efficacy of
the different approaches and their potential to predict health-related outcomes.

Second, no qualitative approaches on measuring children’s health literacy have
been identified by the reviews. However, interviews, focus groups or field research
into children’s health practices could contribute significantly to researchers’
understanding of children’s health literacy. The work by Fairbrother et al (2016)
can be named as an example for research ‘beyond what children know’ towards
research on ‘how children actively construct meaning from health information’
(2016, p 476). Future research will need to adopt such perspectives to improve the
measurement of children’s health literacy, but also to accelerate the development
of a definition of children’s health literacy.

Methodological rigour

While all identified studies contribute to the knowledge base on children’s health
literacy, differences can be observed regarding the quality of evidence. Ormshaw
and colleagues (2013, p 451) conclude that ‘each of the studies followed sound
research methods and principles’, but also note that ‘it is hard to assess the
reliability ... of the studies’ Regarding sampling procedure and sample size, for
example, a convenience sample with 47 parent—child dyads (no 13) and a multi-
stage cluster-stratified sampling survey with 8,008 participates (no 12) mark the
end points of a spectrum.

Cronbach’s a is the most frequently reported indicator of internal consistence/
reliability (nos 1, 3, 9, 12 and 13), and two studies use additional indicators of
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reliability, namely, re-test reliability (no 1) and split-half reliability (no 12). Eight
studies report no indicator of reliability (nos 2, 4 to 8, 10 and 11). Both studies
that use HEAP items refer to them as having previously been tested for reliability
(nos 3 and 6). Indicators of validity are reported in five studies, whereby two
studies rely on face validity, as established by experts (nos 2 and 6). Concurrent
validity is reported for two instruments (nos 1 and 13), and one instrument
seeks to establish validity by developing the instrument based on the literature,
receiving expert feedback and piloting the measure (no 7). Five studies report
neither indicators of validity nor reliability (nos 4, 5, 8, 10 and 11).

Challenges

First, the small number of studies reporting on indicators of validity and reliability
highlights the need for more transparent reporting and methodological rigour.
However, there is also potential for improvement where such indicators are
reported. For example, face validity cannot be verified where items are not
reported. Also, due to the scarcity of measures of children’s health literacy,
concurrent validity cannot be established in many cases until similar measures
are available. Additionally, future research should acknowledge that Cronbach’s a
can be inflated by a high number of items, and thus it is not necessarily a good
indicator of the unidimensionality of a scale (Streiner, 2003, pp 101-2), although
more costly, repeated testing and the assessment of re-test reliability might be
helpful to investigate the reliability of future measures. Furthermore, even more
thorough testing and reporting can be expected from those measures that are
designed to inform professionals in clinical settings (REALM, TOFHLA and
NVS). However, indicators of sensitivity and specificity have only been reported
for the NVS (Driessnack et al, 2014, p 167).

Second, future research should aim to test measures of children’s health literacy
in representative samples to allow for an estimate of psychometric properties in the
general population or a specific subgroup. The use of small convenience samples
might be useful for the initial stages of instrument development, but inferences
about the feasibility and quality of a measure may be limited.

Latest developments

Ormshaw et al (2013) and Okan et al (2018) have provided a systematic overview
of available measurement tools for children and adolescents. However, the
reviews are limited to studies published until April 2011 and July 2015,
respectively. Therefore, in this section, some of the latest developments are briefly
presented:

* Mulvaney et al (2013) adapted the Diabetes Numeracy Test (DNT) for type 1
diabetes among adolescents aged 12-17. Versions with 14 (DNT-14) and 39
performance test items (DNT-39) are available that have been used to assess
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numeracy with respect to the self-management of diabetes in a sample of
133 participants.

e The Health Literacy Assessment Scale for Adolescents (HAS-A) aged 12-19 has
been developed by Manganello et al (2015). HAS-A is a 15-item self-report
measure that was used to assess health literacy in the areas ‘oral communication’
(5 items), ‘confusion’ about health information (4 items) and ‘functional health
literacy’ (6 items) among 272 adolescents.

e The Taiwan Children’s Health Literacy Test (TCHL) was developed by Liu
et al (2014) for children aged 11-12. In a survey among 162,209 children,
knowledge, attitudes and behaviour were assessed. The final test consists of
32 items, and four items provided by Liu et al (2014) indicate that the test is
a performance test.

* Okan and Bollweg (2018) have developed an adaptation of the European
Health Literacy Survey Questionnaire (HLS-EU-Q) for children aged 9-10.
There were 26 items assessing subjective health literacy with respect to
healthcare, disease prevention and health promotion tested among 907 children.
Psychometric analysis is ongoing.

Conclusion

In this chapter, an overview and critical discussion of current approaches towards
the measurement of children’s health literacy was provided. There is a limited, but
growing, number of measurement tools available that can be used to assess different
components of children’s health literacy. Still, less than half of the instruments (8
of 17) were developed specifically for children, and children were rarely involved
in the development process. Therefore, it remains debatable to what extent the
available tools adequately capture the facets that characterise children’s health
literacy. Further research is needed, with a particular focus on participatory and
qualitative approaches. Additionally, there is a need for more transparent reporting
regarding psychometric properties, the instrument development process and
the respective items, to allow for quality assessment, enable advancement of the
measures and to increase methodological rigour in this field of research.

More generally, a fragmentation of research approaches on children’s health
literacy can be identified, expressed as a divide between measures of general health
literacy and measures focusing on specific health topics. Although this variety of
approaches increases complexity in the field of health literacy research, there are
good reasons to regard these different approaches as complementary instead of
mutually exclusive. Further complexity can be outlined with respect to the very
essence of health literacy, that is, its constituent parts as assessed by the different
measures. The lack of a universal theory of health literacy in childhood as well
as particular research interests for specific components of health literacy manifest
in a number of measures that don’t share any commonalities at all. It cannot be
expected that this problem will be solved in the near future, as the conceptual
expansion of health literacy has not yet reached an end point. Instead, calls for
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even more sophisticated measures of health literacy will likely lead to greater
segmentation in this field of research, but probably also to a better understanding
of the processes related to the development of health literacy (in childhood). It
will be increasingly relevant for researchers to provide systematic overviews of and
to mediate between the different research streams on (children’) health literacy.
Already today there seems to be misunderstanding or even a lack of awareness
of the multiple approaches, such as general health literacy, media health literacy,
mental health literacy, diabetes health literacy or health information literacy.

Last, however, researchers’ efforts to measure children’s health literacy in multiple
ways are acknowledged as a significant contribution to a better understanding
of this determinant of health and the pathways to its equitable promotion, to
the improvement of effective school health promotion and to the health-related
empowerment of younger generations.
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Developing an instrument for
measuring the health literacy of
adolescents: Lessons learned

Christiane Firnges, Olga Domanska and Susanne Jordan

Measuring and improving the health literacy of adolescents: a
lifespan perspective

From the perspective of lifespan developmental psychology, behaviour change
processes occur from conception to death, as development is regarded as a life-
long process, not assuming a special state of maturity. Childhood and adolescence
are stages in which development and behaviour change are strongly influenced
by biological maturation. Young people are undergoing cognitive, emotional,
social and somatic change. Besides the influence of biological maturation on
development, life events, for example, the death of family members, and history-
graded influences, such as social change, also play a major role in influencing
development. Hence, behaviour change does not necessarily persist into
adulthood, as early life experiences are not presumed to prepare the individual
for all situations of later life (Baltes et al, 1980). Still, health-related attitudes and
health-promoting behaviour patterns are established and stabilised in childhood
and adolescence, which can have a protective effect on later and more critical
stages of the lifespan (Erhart et al, 2008; Voelcker-R ehage, 2012). Health literacy
skills should therefore be enhanced in childhood and adolescence, as young people
are increasingly managing their own healthcare, interacting with healthcare
professionals and are exposed to health messages. Adolescents also have to manage
developmental tasks and deal with health risks in their everyday life.

A commonly accepted definition determines adolescence as the lifespan ranging
from 12 to 19 years of age. For health research, the cognitive development in this
period is of particular interest, as it affects abilities connected with health literacy.
During adolescence, cognitive development becomes apparent by the improvement
of psychometric intelligence, logical thinking, autonomous regulation of decision-
making processes and the processing of information (Silbereisen and Weichold,
2012). These cognitive abilities are of some importance, as they impact on the
extent to which adolescents autonomously gain access, understand, appraise and
apply health information. These abilities are defined as the core dimensions of
health literacy (Serensen et al, 2012).
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Besides the cognitive development, Forrest et al (1997) conceptualised three
further distinguishing characteristics that justify a separate focus in health
research with young people: differential epidemiology, dependency and specific
demographic patterns:

e Children and adolescents represent a relatively healthy population group.
They are affected by a pattern of diseases that has a unique epidemiological
profile.

e Parents play an important role for children and adolescents’ health education,
health decision-making, disease management and entry into the health
system.

* Country-specific demographic patterns must be considered, as adolescents
might be affected by financial deprivation and social exclusion. Compared
with adults and the elderly, children (aged 0-17 years) were the age group at
the highest risk of poverty or social exclusion in Europe in 2015 (Eurostat,
2018).

Previous health literacy research has almost entirely addressed adults. Consequently,
reliable data on the origin and characteristics of young people’s health literacy is
lacking (Okan et al, 2015). Studies investigating the health literacy of children and
adolescents have so far largely focused on specific health topics, such as nutrition
(Ormshaw et al, 2013). Recently, more instruments measuring the generic health
literacy of young people have been developed, varying widely by their underlying
definitions and research purposes, considering different participant characteristics.
However, a large part of these instruments use task performance-oriented measures
(Okan et al, 2018, Guo et al, 2018). It is agreed that task performance-oriented
methods neither adequately measure health literacy in different contexts and
settings and nor do they capture the complexity of health literacy. Moreover,
there is consensus that comprehensive validated measurement tools for diverse
populations are required (Nutbeam, 2000; Whart Higgins et al, 2009; Pleasant
et al, 2011; see also Chapters 5 and 6, this volume).

For German-speaking countries, instruments measuring the generic health
literacy of young people have either addressed 9- to 13-year-olds (Schmidt et al,
2010), 15-year-olds (Ro6thlin et al, 2013), young adults aged 18-25 (Abel et al,
2015), or specific populations, such as educationally alienated young people
(Quenzel et al, 2015), or only assessed certain aspects, such as critical health
literacy (Steckelberg et al, 2009) or health knowledge (Wallmann et al, 2011).
Consequently, the development of an instrument measuring generic health literacy
in adolescents in Germany appears to be necessary.

This chapter describes the process of developing and validating an instrument
measuring generic health literacy in adolescents using qualitative methods as
part of the project ‘MOHLAA — Measurement of Health Literacy Among
Adolescents’. The next section focuses on the methodological approach, depicting
methods and results of the qualitative approach. Results of empirical data are
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analysed and discussed afterwards, followed by the conceptual framework of
the MOHLAA questionnaire. The final section summarises implications for
measurement instruments deriving from the empirical results, and the theoretical
concepts of adolescent health literacy.

Development and validation of the MOHLAA questionnaire using a
qualitative approach

The MOHLAA project was conducted at the Robert Koch Institute as part of
the Health Literacy in Childhood and Adolescence (HLCA) Consortium, aimed
at developing and validating an instrument for measuring generic health literacy
in adolescents. The project encompassed two project stages — the development
and validation of the first instrument draft using qualitative methods, and
the quantitative validation of the finalised draft; the latter is not addressed in
this chapter. The MOHLAA questionnaire (MOHLAA-Q) was developed
for adolescents aged 14 to 17. As developmental stages differ greatly within
the complete age range of adolescence from 12 to 19, the development of a
single instrument adequate for all age groups might not be feasible. Hence, the
instrument was designed for young people of mid-adolescence.

The development process of the MOHLAA-Q encompassed the design of
a preliminary theoretical framework. Components of this framework were
identified, based on theoretical concepts and expert knowledge, defined as a
top-down strategy of instrument development (Bithner, 2011). Accordingly, the
development process encompassed a literature review to identity the components
of'adolescent health literacy. Two focus groups with adolescents were conducted,
as they can be viewed as lay experts concerning their experiences in navigating
the healthcare system, managing diseases and staying healthy. A second strategy
developing the instrument consisted of the use of the European Health Literacy
Survey Questionnaire, German long version with 47 items (HLS-EU-Q47)
(Serensen et al, 2013), as a blueprint for the MOHLAA-Q.

The HLS-EU-Q47 encompasses the four dimensions of accessing, understanding,
appraising and applying health information related to the domains of healthcare,
disease prevention and health promotion. It was chosen as a blueprint, owing to
its holistic approach, also covering the aspect of determinants of health in the
social and physical environment. Developing the HLS-EU-Q47 in the European
Consortium, adolescents did not participate in the validation process, except for
the pre-test conducted in two countries. Due to feasibility reasons, the German
survey was limited to the region of North Rhine-Westphalia (Serensen et al,
2013). In an Austrian survey the applicability of the HLS-EU-Q16 short version
has been proven adequate for 15-year-olds in a quantitative validation process
(Rothlin et al, 2013). However, as the HLS-EU-Q47 was not pre-tested in
Germany, and adolescents only participated in the validation process of other
language versions, the applicability of the long version to adolescent age groups

should be tested.
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Cognitive interviewing of the HLS-EU-Q47 items

Cognitive interviews are particularly used in social sciences in order to conduct
‘qualitative pre-testing’ of items and to evaluate sources of response errors in
questionnaires (Beatty, 2004). The technique of cognitive interviews is based
on theoretical models of the question—answering process. The most general
model was developed by Tourangeau (1984), conceptualising four processes:
comprehension of the question, retrieval of relevant information from memory,
estimation process and response process (Willis, 2015).

Using a snowballing technique, a purposive sample of 20 adolescents aged 14-
17 was drawn, a sample size assumed adequate for cognitive interviews (Priifer
and Rexroth, 2005). Interviews were conducted between December 2015
and March 2016, lasting approximately 55 to 110 minutes. Adolescents were
quoted in terms of gender, age and levels of secondary education. Two trained
interviewers conducted the interviews, using a semi-structured interview guide.
Interviews were recorded and partially transcribed. Fifteen out of 47 items of
the HLS-EU-Q47 were selected for testing, based on results of a pre-test of one
HLS-EU-Q subscale (Jordan et al, 2014) and on the results of the Austrian survey,
indicating difficult items (Rothlin et al, 2013). The questionnaire provides a
four-point scale (very easy, easy, rather difficult, very difficult): ‘On a scale from
“very easy” to “very difficult”, how easy would you say it is to...’

The cognitive interviewing techniques of ‘verbal probing’ and ‘retrospective
think-aloud’ were used in order to investigate whether items were understood
in the intended way, and whether adolescents had experience with the described
health-related situations in different settings.

Transcripts, interview protocols and notes on observation were analysed , based
on a cognitive model of the survey response process (Tourangeau, 1984). The
framework approach was applied, a method used in health research to facilitate
the categorisation of qualitative data (Gale et al, 2013). A small part of the data
was independently categorised and coded by two researchers in order to satisfy
criteria of reliability.

Data analysis revealed three dominant themes:

» comprehensibility of items
* motifs of choosing a response option
 experiences with specific health-related situations.

These themes will be exemplified by crucial interview statements from adolescents;
for more examples, compare Domanska et al (2018).

Comprehensibility of items

Not all items of the HLS-EU-Q47 were well understood by the adolescents.
The following two examples illustrate this. Adolescents were asked to rate their
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competencies: ‘... how easy would you say it is to...”for item 11 “... judge when
you may need to get a second opinion from another doctor?” Some adolescents
did not understand the term ‘zweite Meinung’ (‘second opinion’). For item 35,
‘... find out about political changes that may affect health?’, the German
questionnaire provides the following hints: ‘Hint: legislation, new preventive
programmes, change of government, healthcare reform etc” Some adolescents
stated that they did not understand what was meant by ‘political changes’ or by
the example ‘legislation’. They did not understand the impact of laws on their
individual health. In summary, results seem to indicate that adolescents do not
understand the specific terms or complex issues described by those items that
require a higher level of abstraction.

Motifs of choosing a response option

In case an item or term was not well understood, some adolescents chose the
response option ‘very difficult’. For example, in terms of item 11 (see above),
one adolescent stated that he did not understand the term ‘second opinion’
but chose the response option ‘very difficult’ instead of not responding. This
appears to indicate that the response reflects the difficulty of understanding the
item rather than the difficulty of the assessed competence. Despite not knowing
specific terms used in the questions or not understanding the issues covered by
the items, some adolescents chose a response option rather than not responding.
As only a few missing data could be observed, these results suggest biased data.

Experiences with specific health-related situations

Adolescents have no experiences with some of the described health-related
situations in different settings. The following two examples illustrate this.
Adolescents were asked to rate their competencies: ‘how easy would you say
it is to...” with item 6, ‘understand the leaflets that come with your medicine?’
One adolescent stated that he did not read the leaflets that came with the
medicine, but was of the opinion that he would understand them if he did
read them. Accordingly, he chose the response option ‘easy’. For item 47, ‘take
part in activities that improve health and wellbeing in your community?’, most
adolescents had difficulty understanding this, because they could not imagine how
an activity could have an impact on an individual’s health and wellbeing. They
also chose the response option ‘easy’. These results suggest that adolescents who
lack experiences with health-related situations in different settings overestimate
their health literacy.

Focus groups

Focus groups represent a qualitative, explorative method, also deemed appropriate
to investigate people’s experiences of managing diseases and navigating health
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services (Kitzinger, 1995). This method has also been used with young people
in health research and can specifically be used to generate items for inclusion in
questionnaires (Detmar et al, 2006).

A purposive sample of 12 adolescents aged 14 to 17 was drawn, quoted in
terms of gender, age and education level. Two focus groups were carried out in
January and February 2016, lasting approximately 60 minutes. One was conducted
with adolescents aged 14 to 15 (n=5), the other with adolescents aged 16 to 17
(n=7). Focus group discussions were conducted and analysed by the first author,
partially protocolled by a student assistant and audio taped. The guided focus
groups investigated adolescents’ knowledge and experiences regarding healthcare,
disease prevention and health promotion, corresponding to the domains of the
HLS-EU-Q. As vignettes have proven to be a feasible method to obtain data
in mental health literacy research (Leighton, 2010; Olsson and Kennedy, 2010),
three vignettes were included in the discussion guide, focusing on the following
scenarios: bullying at school; hepatitis B vaccination/piercing; attention deficit
hyperactivity disorder/decision-making. The third vignette is presented here as
an example:

Paul suffers from hyperactivity. He went to see a doctor with his parents
and has taken Ritalin for three months. Paul wants to stop taking the
pills because he doesn’t like how it feels. He doesn’t like playing the
drums any more. His parents would like him to continue taking the
pills so that he is able to better concentrate in school. What would
you advise him to do?

Data was analysed with the method content analysis (Mayring, 2015) using the
data analysis software MAXQDA 12. Analysis and categorisation of the focus
group data revealed the issues of:

* adolescents’ experiences navigating the healthcare system or managing diseases;
e parents providing health information and advice;

 health decision-making in the family context;

* comprehending complex issues and joining the dots.

Adolescents’ experiences navigating the healthcare system or managing
diseases

Focus group participants stated that they did not often visit a doctor. One
adolescent reported not having a family doctor: “I do not have a doctor — at
the moment.... But I do not get ill.... I had a sore throat once during the last
two years”. Furthermore, adolescents were invited to discuss the third vignette
(see above), and were asked to give advice on how to deal with the presented
dilemma. Several adolescents indicated this as the most difficult question of the
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focus groups, as they had no experience with the regular intake of medication,
and thus no experience with such dilemmas.

Parents providing health information and advice

Adolescents reported that the first source of health information was (in most cases)
their parents. Adolescents turned to them for information about health and for
advice. They stated seeking advice from them in case of unknown signs of illness,
decisions about medication or the necessity of seeing a physician. Depending on
the health topic, they also named other sources of information: friends, teachers
and healthcare professionals.

Health decision-making in the family context

Adolescents were asked how they knew that their parents’ advice concerning
health decisions was correct. One adolescent responded spontaneously: “Eltern
7 [“Parents know everything”’]. Another adolescent reported that he had
been vaccinated before going on holiday. He stated that he did not know against
which disease, and that he had simply acted on his parents’ advice. Furthermore,

wissen alles

some adolescents explained that certain health decisions, for example, changing
to a vegetarian diet, required discussion and agreement with family members —
they stated that they would need to explain this decision to their family. Some
believed that their parents would not agree to such a change.

Comprehending complex issues and joining the dots

In terms of health promotion and the determinants of health — staying healthy —
adolescents reported that they had difficulty imagining how they could influence
their living conditions in such a way as to improve their health. It appeared to be
a challenge for them to join the dots between living conditions and their health
status. Discussing media use, adolescents stated using the internet frequently.
However, it became evident that they were not aware of criteria they might need
for appraising the reliability of web pages. Adolescents believed that they would
easily find reliable information on the internet, and consequently overestimated
their media competencies.

Analysis and discussion of empirical results

The results of the cognitive interviews and focus groups reveal different issues
relevant for the development of questionnaires aiming to measure the health
literacy of adolescents. One issue area addresses the comprehensibility of questions
and the stability of responses, while a second focuses on the relevance of interaction
for adolescent health literacy.
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Comprehensibility of questions and stability of responses

The comprehensibility of survey questions for children and adolescents has
been investigated in the area of childhood studies and survey research. Results
indicate that the higher the cognitive abilities of the children, the less problems
with an adequate response (Emde and Fuchs, 2012). Moreover, the type
and difficulty of a question influences data quality, since questions related to
attitudes, behaviour or estimation demand higher levels of abstraction than
questions related to facts. As the difficulty of a question appears to be a crucial
factor for data quality, rules for the development of clearly understandable
questions and answers in questionnaires (compare, for example, Payne, 1951;
Krosnick, 1999; Faulbaum et al, 2009) are even more important for young
people’s measurement instruments. Owing to their further developed cognitive
abilities, self-reports of adolescents are regarded as more stable compared with
self-reports of children (Reynolds, 1993). Although the study by Borgers et al
(2000) indicates that adolescents aged 15 and over can be treated as adults in
surveys, the results of the MOHLAA study contradict this statement. Findings
suggest that adolescents seem not to be aware of the complexity of issues and
the demands of specific health-related situations. This observation can be
interpreted in two ways: adolescents either lack knowledge about complex
issues, for example, the knowledge necessary to understand the impact of laws
on health; or their cognitive abilities are not fully developed, so that these items
are still too complex to be understood. To summarise, data quality in surveys
of young people is affected by adolescents’ knowledge and cognitive abilities
and the difficulty of items. Difficult items, requiring well-marked abilities of
abstraction and comprehension of complex issues, might, in the best case, cause
missing values or alternatively biased data.

The stability of children and adolescents’ responses has been investigated
in survey research. In case the context of a survey question refers to personal
experiences and the living environment of children and adolescents, there are
far fewer biases than in abstract knowledge domains (Lipski, 2000; Diersch and
Walther, 2010). Since adolescents represent a relatively healthy population, they
have limited experience with navigating the healthcare system or managing
diseases. According to the results of the MOHLAA study, adolescents respond
to questions despite not having the relevant experience, with some of them
overestimating their competencies. Biases in young people’s surveys might thus
be founded in a lack of experiences with specific health-related situations.

The assumption that some adolescents overestimate their health literacy might
be grounded in their competence-oriented self-concept. During adolescence, the
ability of young people to describe their performance enhances and comparisons
with others gains in importance. Adolescents learn to describe their performance
in situation-specific contexts (Filipp and Mayer, 2005). Studies investigating self-
concepts demonstrate that results often tend to the positive pole. Information
relevant for self~esteem is often not objectively processed but rather motivated
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by the acquisition of a stable, positive self-concept (Dauenheimer et al, 2002),
representing a self-serving bias.

In summary, the lack of experiences with specific health-related situations and
the lack of knowledge about complex issues, such as, for example, health policy,
has an impact on the comprehensibility of a survey question and might cause
biased data. Adolescents’ possible overestimation of health literacy might, on the
one hand, be grounded in this lack of experiences or knowledge and, on the
other, in the need for a positive self-representation.

Relevance of interaction for adolescent health literacy

Studies on the health information seeking of adolescents demonstrate that parents
are the most important sources of information (Ackard and Neumark-Sztainer,
2001; Baheiraei et al, 2014). Moreover, parents and significant others are defined as
interpersonal socialisation agents. Adolescents’ health literacy is strongly connected
with the amount of health information provided, and should be understood as
a complex interplay among interpersonal and media socialisation agents and
multiple factors (Paek et al, 2011).

However, findings of the MOHLAA study indicate that adolescents not only
seek information from their parents; they also seek advice in order to make health
decisions and to get support in terms of the management of diseases. Adolescents
also state that they trust their parents concerning these issues. Some stated that in
the case of using a health measure (for example, a vaccination), they simply acted
on their parents’ advice, because they trust them. These findings are in line with
the results of a qualitative study investigating health decision-making in young
people with a disability or who are chronically ill (Mitchell, 2014). Mitchell
emphasises that adolescents need communication and emotional support from
their parents before they arrive at a health decision. Young people stated that they
value their parents’ opinions and knowledge, and trust them to understand their
feelings. Apparently, the described interactions between adolescents and parents
seem to be characterised by a certain relationship quality. As adolescents state they
trust their parents, this quality might be characterised as connectedness, defined
by Beyers et al (2003) as the property of a relationship system encompassing the
dimensions of ‘mutual reciprocity, trust and dependency’ (2003, p 360). As such
it is regarded as a protective factor for adolescent health (Sieving et al, 2017).

At the same time, results of the MOHLAA focus group indicate the dependency
of adolescents on their parents in terms of decision-making and behaviour change.
In case the adolescents’ decisions are not supported by their parents, behaviour
change might not be realised, regardless of whether the decision reflects high or
low health literacy. To summarise, interaction with family and significant others
1s crucial for adolescents’ abilities to evaluate information in order to make sound
health decisions and to manage diseases. However, as adolescents represent a
relatively healthy population group, most of them do not have experiences with
health decisions in terms of significant medical interventions. Furthermore, the
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quality of the child—parent relationship shapes this interaction and can have a
protective effect on adolescent health.

Limitations

Analysis of qualitative data was limited due to the sample sizes of both focus groups
and cognitive interviews. As they were not provided for in the study design, only
two focus groups were conducted. Consequently, an achievement of redundancy
in information or theoretical saturation of data cannot be claimed (Bowling, 2014).
The sample size of 20 cognitive interviews is assumed adequate to satisfactory
obtain information on the research questions, but was insufficient for sub-group
analysis by educational level, age and gender. Furthermore, migrant background
was not considered as a sample characteristic, though language proficiency or
bilingualism might have affected the understanding of the questionnaire (Jacobson
et al, 2016). Composition of focus groups only considered similar age-ranges,
though health topics like sexual health would have required same-sex groups to
facilitate free discussions on a gender-sensitive issue. Qualitative data should be
categorised and coded by two researchers to discuss discrepancies and agree on
final categorisation (Bowling, 2014). This procedure was only carried out for
small parts of the data, due to its very time-consuming nature.

Framework concept of the MOHLAA questionnaire

Constructs of children and adolescents’ health literacy are highly diverse, with
20 different models depicting the health literacy of young people. Children and
adolescents’ health literacy is mostly defined as a multidimensional construct
with a focus on the acquisition of individual competencies and knowledge (see
Chapter 3, this volume). Definitions of health literacy also acknowledge the
interdependency of health literacy with social context (Sentell et al, 2017). The
systematic literature review by Broder et al (2017) has identified the diverse
models of health literacy and categorised the components according to cognitive,
behavioural or operational, and affective and conative competencies. The
conceptual framework of the MOHLAA-Q is based on this categorisation, and
thus comprises behavioural and operational components, covering, for example,
the dimensions of finding or evaluating health-related information, affective and
conative components, covering, for example, health consciousness and health
motivation. The instrument is complemented by an objective measure, assessing
health knowledge. This objective measure facilitates investigating how adolescents’
self-reported competencies and their health knowledge correspond. Finally,
adolescents’ perceived conditions to act in a health-literate way are assessed in
order to consider the interrelatedness with contextual factors. This component
covers, for example, how adolescents perceive health-related communication
with physicians or family.
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Implications for the development of instruments measuring
adolescent health literacy

Data quality in surveys of young people is affected by adolescents’ knowledge
and cognitive abilities and the difficulty of items. Instruments measuring
the health literacy of adolescents should therefore be adapted to adolescents’
development-dependent knowledge and state of cognitive development to
ensure the comprehensibility of questions and response options in questionnaires.
Complex items that require higher levels of abstraction need to be adapted. This
may involve the adaptation of wording, the addition of concrete examples or the
reduction of the complexity of the issues covered by the items. Furthermore,
questions should refer to personal experiences and the living environment of
children and adolescents, considering their limited knowledge and experiences
with health-related situations in different settings. In addition, since the findings of
the MOHLAA study suggest that parents and significant others play an important
part in adolescents’ health decision-making and the management of diseases,
instruments should incorporate this interaction. To summarise, results suggest
that the use of qualitative methods is necessary to verify the practicability of an
instrument for adolescent age groups.

As the results also suggest that some adolescents’ overestimate their subjective
health literacy competencies, representing a phenomenon of subjective
measurement, assessment approaches should be complemented by objective
measurement tools. Provided that these mixed methods are based on coherent
underlying constructs, the correlation of adolescents’ self-reported and objective
competencies could be investigated (Altin et al, 2014). Finally, since health
literacy is interrelated with social and contextual determinants, instruments
measuring adolescent health literacy should aim to capture contextual factors.
Depending on the perspectives of the intersection between health literacy and
social context, approaches may focus on the individual level or measure social
context as independent property (Sentell et al, 2017).

Owing to adolescents’ developmental abilities, dependency on adults
and differential epidemiology, a separate focus on health research is highly
recommended to prevent biased data in adolescents’ surveys. Sound empirical
data on the characteristics of adolescents” health literacy is required in order to
tailor measures to their specific needs. Promoting health literacy effectively at
an early age might contribute to the enhancement of present and future health
behaviour and the health status of young people.

Acknowledgements

This research was funded by the Federal Ministry of Education and Research, Germany
(Code 01EL1424D).

109



International handbook of health literacy

References

Abel, T., Hofmann, K., Ackermann, S., Bucher, S. and Sakarya, S. (2015) ‘Health
literacy among young adults: A short survey tool for public health and health
promotion research’, Health Promotion International, 30, 3, 725-35.

Ackard, D.M. and Neumark-Sztainer, D. (2001) ‘Health care information sources
for adolescents: Age and gender differences on use, concerns, and needs’, Journal
of Adolescent Health, 29, 3, 170-6.

Altin, S.V., Finke, I., Kautz-Freimuth, S. and Stock, S. (2014) “The evolution
of health literacy assessment tools: A systematic review’, BMC Public Health,
14, 1, 1207.

Baheiraei, A., Khoori, E., Foroushani, A.R., Ahmadi, E and Ybarra, M.L.
(2014) “What sources do adolescents turn to for information about their health
concerns?’, International Journal of Adolescent Medicine and Health, 26, 1, 61-8.

Baltes, PB., Reese, H.W. and Lipsitt, L.P. (1980) ‘Life-span developmental
psychology’, Annual Review of Psychology, 31, 1, 65-110.

Beatty, P. (2004) ‘The dynamics of cognitive interviewing’, in S. Presser, J.M.
Rothgeb, M.P. Couper, J.T. Lessler, E. Martin, J. Martin and E. Singer (eds)
Methods for testing and evaluating survey questionnaires, Hoboken, NJ: Wiley, 45-66.

Beyers, W., Goossens, L., Vansant, I. and Moors, E. (2003) ‘A structural model
of autonomy in middle and late adolescence: Connectedness, separation,
detachment, and agency’, Journal of Youth and Adolescence, 32, 5, 351-65.

Borgers, N., de Leeuw, E. and Hox, J. (2000) ‘Children as respondents in survey
research: Cognitive development and response quality 1°, Bulletin de Méthodologie
Sociologique, 66, 1, 60-75.

Bowling, A. (2014) Research methods in health: Investigating health and health services
(4th edn), Maidenhead: MacGraw-Hill Education/Open University Press.

Broder, J., Okan, O., Bauer, U., Bruland, D., Schlupp, S., Bollweg, T.M., et al
(2017) ‘Health literacy in childhood and youth. A systematic review of definitions
and models’, BMC Public Health, 17, 1, 361.

Bithner, M. (2011) Einfiihrung in die Test- und Fragebogenkonstruktion |Introduction
to the development of tests and questionnaires] (3rd edn), Munich: Pearson.

Dauenheimer, D., Stahlberg, D., Frey, D. and Petersen, L.-E. (2002) ‘Die
Theorie des Selbstwertschutzes und der Selbstwerterhohung’ [“The theory of
selt-protection and self-enhancement’], in D. Frey and M. Irle (eds) Theorien
der Sozialpsychologie, Band III: Motivations- und Informationsverarbeitungstheorien,
Bern: Huber, 159-90.

Detmar, S.B., Bruil, J., Ravens-Sieberer, U. Gosch. A., Bisegger, C. and European
KIDSCREEN group (2006). The use of focus groups in the development of the
KIDSCREEN HR QL questionnaire. Quality of Life Research, 15, 8, 1345-53.

Diersch, N. and Walther, E. (2010) ‘Umfrageforschung mit Kindern und
Jugendlichen’ [‘Survey research with children and adolescents’], in E. Walter,
E Preckel and S. Mecklenbriuker (eds) Befragung von Kindern und Jugendlichen
— Grundlagen, Methoden und Anwendungsfelder, Gottingen: Hogrefe, 297-318.

110



Developing an instrument for measuring the health literacy of adolescents

Domanska, O., Firnges, C., Bollweg, T.M., Sorensen, K., Holmberg, C. and
Jordan, S. (2018) ‘Do adolescents understand the items of the European Health
Literacy Survey Questionnaire (HLS-EU) — German version? Findings from
cognitive interviews of the project Measurement of Health Literacy Among
Adolescents (MOHLAA) in Germany’, Archives of Public Health, 76, 46,
do1:10.1186/513690-018-0276-2.

Emde, M. and Fuchs, B. (2012) ‘Datenqualitit in standardisierten Interviews
mit Kindern, Methoden der Kindheitsforschung: ein Uberblick iiber
Forschungszuginge zur kindlichen Perspektive’ [‘Data quality in standardised
interviews with children’], in E Heinzel (ed) Methoden der Kindheitsforschung:
ein Uberblick iiber Forschungszuginge zur kindlichen Perspektive, Weinheim: Beltz
Juventa, 335-49.

Erhart, G., Wille, N. and Ravens-Sieberer, U. (2008) ‘In die Wiege gelegt?
Gesundheit im Kindes-und Jugendalter als Beginn einer lebenslangen
Problematik’ [‘In the cradle? Health in childhood and adolescence as the
beginning of a lifelong problem’], in U.H. Bauer, U.H. Bittlingmayer and M.
Richter (eds) Health inequalities: Determinanten und Mechanismen gesundheitlicher
Ungleichheit, Wiesbaden: VS Verlag, 331-58.

Eurostat (2018) ‘Children at risk of poverty or social exclusion. Eurostat — Statistics
explained’ (https://ec.europa.eu/eurostat/statistics-explained).

Faulbaum, E, Priifer, P. and Rexroth, M. (2009) Was ist eine gute Frage? | What’s
a good question?],Wiesbaden: VS Verlag.

Filipp, S.-H. and Mayer, A.-K. (2005) ‘Selbstkonzept-Entwicklung’. [‘Self-
concept development’], in J.B. Asendorpt (ed) Soziale, emotionale und
Personlichkeitsentwicklung. Enzyklopddie fiir Psychologie, Band 3, Gottingen:
Hogrefe, 259-334.

Forrest, C.B., Simpson, L. and Clancy, C. (1997) ‘Child health services research.
Challenges and opportunities’, JAMA, 277, 22, 1787-93.

Gale, N.K., Heath, G., Cameron, E., Rashid, S. and Redwood, S. (2013) ‘Using
the framework method for the analysis of qualitative data in multi-disciplinary
health research’, BMC Public Health, 13, 1, 1-8.

Guo, S., Armstrong, R., Waters, E. et al (2018) ‘Quality of health literacy
instruments used in children and adolescents: A systematic review’, BMJ Open,
8, 020080.

Jacobson, H.E., Hund, L. and Soto Mas, E (2016) ‘Predictors of English
health literacy among U.S. hispanic immigrants: The importance of language,
bilingualism and sociolinguistic environment’, Liferacy and Numeracy Studies,
24,1, 43-64.

Jordan, S., Rattay, P., Mauz, E. and Kamtsiuris, P. (2014) ‘Interview and
examination survey for children and adolescents” Wave 2 (KiGGS Wave 2) —
First pretest results’, The 2nd European Health Literacy Conference, Aarhus,
Denmark, 10-11 April.

Kitzinger, J. (1995) ‘Qualitative research. Introducing focus groups’, BM]J, 311,
7000, 299-302.

111


https://ec.europa.eu/eurostat/statistics-explained

International handbook of health literacy

Krosnick, J.A. (1999) ‘Survey research’, Annual Review of Psychology, 50, 1, 537-67.

Leighton, S. (2010) ‘Using a vignette-based questionnaire to explore adolescents’
understanding of mental health issues’, Clinical Child Psychology and Psychiatry,
15, 2, 231-50.

Lipski, J. (2000) ‘Zur Verlisslichkeit der Angaben von Kindern bei standardisierten
Befragungen’ ['Reliability of child data in standardised surveys’], in E Heinzel
(ed) Methoden der Kindheitsforschung. Ein Uberblick iiber Forschungszuginge zur
kindlichen Perspektive, Weinheim: Beltz Juventa, 77-86.

Mayring, P. (2015) Qualitative Inhaltsanalyse — Grundlagen und Techniken | Qualitative
content analysis — Basics and techniques|, Weinheim: Beltz.

Mitchell, W.A. (2014) ‘Making choices about medical interventions: The
experience of disabled young people with degenerative conditions’, Health
Expectations, 17, 2, 254-66.

Nutbeam, D. (2000) ‘Health literacy as a public health goal: A challenge
for contemporary health education and communication strategies into the
21st century’, Health Promotion International, 15, 3, 259-67.

Okan, O., Pinheiro, P,, Zamora Garcia, Y. and Bauer, U. (2015) ‘Health literacy
in children and adolescents’, Bundesgesundheitsblatt — Gesundheitsforschung —
Gesundheitsschutz, 58, 930-41.

Okan, O., Lopes, E., Bollweg, T.M., Broder, J., Messer, M., Bruland, D., et al
(2018) ‘Generic health literacy measurement instruments for children and
adolescents: A systematic review of the literature’, BMC Public Health, 18, 1, 166.

Olsson, D.P. and Kennedy, M.G. (2010) ‘Mental health literacy among young
people in a small US town: Recognition of disorders and hypothetical helping
responses’, Early Intervention in Psychiatry, 4, 4, 291-8.

Ormshaw, M.]., Paakkari, L.T. and Kannas, L.K. (2013) ‘Measuring child and
adolescent health literacy: A systematic review of literature’, Health Education,
113, 5, 433-55.

Paek, H.J., Reber, B.H. and Lariscy, R.W. (2011) ‘Roles of interpersonal and
media socialization agents in adolescent self-reported health literacy: A health
socialization perspective’, Health Education Research, 26, 1, 131-49.

Payne, S.L. (1951) The art of asking questions, Studies in Public Opinion 3,
Princeton, NJ: Princeton University Press.

Pleasant, A., McKinney, J. and Rikard, R.V. (2011) ‘Health literacy measurement:
A proposed research agenda’, Journal of Health Communication, 16, Suppl 3, 11-21.

Priifer, P. and Rexroth, M. (2005) Kognitive Interviews |Cognitive interviews],
Mannheim: Zentrum fir Umfragen, Methoden und Analysen.

Quenzel, G., Schaeffer, D., Messer, M. and Vogt, D. (2015) ‘Health literacy
among less well-educated young people: Influencing factors and consequences’,
Bundesgesundheitsblatt, 58, 9, 951-7.

Reynolds, W.M. (1993) ‘Selt-report methodology’, in T.H. Ollendick and M.
Hersen (eds) Handbook of child and adolescent assessment, General Psychology
Series, Needham Heights, MA: Allyn & Bacon, 98-123.

112



Developing an instrument for measuring the health literacy of adolescents

Rothlin, E, Pelikan, J.M. and Ganahl, K. (2013) Die Gesundheitskompetenz von
15-jahrigen Jugendlichen in Osterreich. | The health literacy of 15-year-old adolescents
in Austria]. Abschlussbericht der dsterreichischen Gesundheitskompetenz Jugendstudie
im Aufirag des Hauptverbands der dsterreichischen Sozialversicherungstriger, Vienna:
HVSV.

Schmidt, C.O., Fahland, R.A., Franze, M., Splieth, C., Thyrian, J.R., Plachta-
Danielzik, S. and Kohlmann, T. (2010) ‘Health-related behaviour, knowledge,
attitudes, communication and social status in school children in Eastern
Germany’, Health Education Research, 25, 4, 542-51.

Sentell, T., Pitt, R. and Buchthal, O.V. (2017) ‘Health literacy in a social context.
Review of quantitative evidence’, HLRP: Health Literacy Research and Practice,
1, 2, 41-70.

Sieving, R.E., McRee, A.L., McMorris, B.J., Shlafer, R.J., Gower, A.L., Kapa,
H.M., Resnick, M.D. (2017) ‘Youth-adult connectedness: A key protective
factor for adolescent health’, American Journal of Preventive Medicine, 52, 3S3,
S275-S278.

Silbereisen, R.K. and Weichold, K. (2012) ‘Jugend (12-19 Jahre)’ [‘Adolescence
(12-19 years)’], in W. Schneider and U. Lindenberger (eds) Developmental
psychology, Weinheim: Beltz, 235-58.

Serensen, K., Van den Broucke, S., Fullam, J., Doyle, G., Pelikan, J.M., Slonska,
Z., Brand, H. and (HLS-EU) Consortium Health Literacy Project European
(2012) ‘Health literacy and public health: A systematic review and integration
of definitions and models’, BMC Public Health, 25, 12-80, doi:10.1186/1471-
2458-12-80.

Serensen, K., Van den Broucke, S., Pelikan, J.M., Fullam, J., Doyle, G., Slonska,
Z.and Brand, H. (2013) ‘Measuring health literacy in populations: [lluminating
the design and development process of the European Health Literacy Survey
Questionnaire (HLS-EU-Q)’, BMC Public Health, 13, 948.

Steckelberg, A., Hulfenhaus, C., Kasper, J., Rost, J. and Muhlhauser, 1. (2009)
‘How to measure critical health competences: Development and validation of
the Critical Health Competence Test (CHC Test)’, Advances in Health Sciences
Education. Theory and Practice, 14, 1, 11-22.

Tourangeau, R. (1984) ‘Cognitive sciences and survey methods’, in Committee
on National Statistics, Commission on Behavioral and Social Sciences and
Education, Division of Behavioral and Social Sciences and Education and
National Research Council (eds) Cognitive aspects of survey methodology: Building
a bridge between disciplines, Washington, DC: National Academies Press, 73-100.

Voelcker-Rehage, C. (2012) ‘Development and health behaviour change across
the life-span’, in A. Schneider and U. Lindenberger (eds) Developmental psychology
(7th edn), Weinheim: Beltz, 728-30.

Wallmann, B., Gierscher, S. and Frobase, I. (2011) ‘Gesundheitskompetenz: Was
wissen unsere Schiiler tiber Gesundheit?’ ['Health literacy: What do our students
know about health?’], Privention und Gesundheitsforderung, 7, 5-10.

113



International handbook of health literacy

Wharf Higgins, J., Begoray, D. and MacDonald, M. (2009) ‘A social ecological
conceptual framework for understanding adolescent health literacy in the health
education classroom’, American Journal of Community Psychology, 44, 3-4, 350-62.

Willis, G.B. (2015) Analysis of the cognitive interview in questionnaire design:
Understanding qualitative research, New York: Oxtord University Press.

114



Measuring health literacy

in Europe: Introducing the
European Health Literacy Survey

Questionnaire (HLS-EU-Q)

Jiirgen M. Pelikan, Kristin Ganahl,
Stephan Van den Broucke and Kristine Serensen

Introduction

At the beginning of the millennium, the growing interest and concerns regarding
the impact of limited health literacy in North America was recognised, and health
literacy was brought up among European politicians and researchers as being of
relevance for active health citizenship and patient participation in contrast to the
more prevailing paternalistic views. However, no European population data on
health literacy existed, and it became evident that more information was needed
to inform the policy discussions (Serensen and Brand, 2017). Compared to the
US, Canada and Australia, measuring health literacy not only came to Europe
rather late, but measurement also followed quite a different approach. While in
the US, after few studies in the tradition of population literacy measurement —
using, for example, the Health and Literacy Scale (HALS) — the bulk of health
literacy studies focused on the consequences of the low clinical health literacy
of patient populations, using for measurement (rather short) instruments of
functional health literacy (Rudd, 2017), in Europe, measurement started with
a rather broad concept of health literacy in general populations (Serensen et al,
2012; Wang et al, 2012; Pelikan and Ganahl, 2017a, b).

Crucial for the European developments were Ilona Kickbusch (Kickbusch, 2001,
2002; Kickbusch et al, 2006; Kickbusch and Maag, 2008) and Don Nutbeam
(Nutbeam, 2000; Nutbeam and Kickbusch, 2000), who had recognised the
potential of health literacy for health promotion and public health, besides its
importance for healthcare (see Chapter 2, this volume). From 2004 onwards,
Ilona Kickbusch advocated for health literacy within the European Health Forum
Gastein (Kickbusch, 2004), and initiated the HLS-CH study in Switzerland in
2006 (Wang et al, 2012). At the European Public Health Conference (EUPHA)
in Montreux in 2006, a representative from the European Commission was
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convinced of the relevance of health literacy for the European health agenda,
and a group was initiated by llona Kickbusch, Jiirgen Pelikan and Helmut Brandt
to form a consortium, develop a proposal and ensure funding for a European
health literacy study.

This chapter introduces the European Health Literacy Survey Questionnaire
(HLS-EU-Q), and discusses its impact for health literacy policy, research and
practice. From a life course perspective, the HLS-EU study included participants
aged 15+, hence the survey results regard youth, adulthood and ageing, but not
childhood.

The HLS-EU study

The HLS-EU was supported by the Executive Agency for Health and Consumers
(EAHCQ) of the European Union (EU). The project had five objectives:

e Adapt a model instrument for measuring health literacy in Europe.

* Generate first-time data on health literacy in European countries, providing
indicators for national and EU monitoring.

* Make comparative assessment of health literacy in European countries.

* Create National Advisory Bodies in countries participating in the survey and
document different valorisation strategies following national structures and
priorities.

e Establish a European Health Literacy Network.

The HLS-EU Consortium, including academic institutions from Austria,
Bulgaria, Germany, Greece, Ireland, the Netherlands, Poland and Spain conducted
the project.

The HLS-EU concept and definition of health literacy

To explore and define health literacy, a literature review was undertaken. The
review identified 17 definitions and 12 models from which a content analysis
yielded a comprehensive, ‘all-inclusive’ consensus definition and conceptual
model (Serensen et al, 2012; see Chapter 1). The resulting conceptual model and
definition adequately mirror the evolution of the broadening understanding of
health literacy in research, practice and policy within the last two decades (Pelikan
and Ganahl, 2017a, b). According to the HLS-EU Consortium,

Health literacy is linked to literacy and entails people’s knowledge,
motivation and competences to access, understand, appraise, and apply
health information in order to make judgments and take decisions
in everyday life concerning healthcare, disease prevention and health
promotion to maintain or improve quality of life during the life course.
(Serensen et al, 2012, p 3)
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The definition and conceptual model covers the continuum of health when being
ill, at risk and healthy from a personal view and from a systemic view in terms of
healthcare, disease prevention and health promotion. It covers various aspects of
health literacy (Nutbeam, 2008) in the modern ‘health society’ (Kickbusch, 2007),
including clinical (Pleasant and Kuruvilla, 2008), medical (Peerson and Saunders,
2009), patient (Ishikawa and Yano, 2008), and public health aspects (Freedman
et al, 2009) of health literacy. The definition relates not only to reactively
understanding information offered by experts, but also to proactively finding/
accessing, evaluating/appraising and personally using/applying information, that
is, to the comprehensive competencies of information management necessary in
the modern ‘information society’, ‘knowledge society’ or ‘multi-option society’.
The four steps of information management addressed in the definition and model
adequately fulfil in an analytical fashion what Nutbeam (2008, p 2076) demanded
for health literacy measures,

to include assessment of a person’s ability to

* gain access to age and context specific information from a variety
of different sources,

e discriminate between sources of information,

* understand and personalise health information that has been
obtained,

 appropriately apply relevant health information for personal benefit.

In addition, it relates to the typology of functional, interactive and critical
health literacy (Nutbeam, 2000), where functional health literacy refers to
understanding, interactive health literacy to finding/accessing and critical health
literacy to evaluating/appraising information to form decisions for maintaining and
improving health and quality of life. Health literacy is not seen just as knowledge,
which has a very short halt-time in late modernity, and cognitive skills, but also as
an emotional resource for motivating health-relevant action. Thus, health literacy
is not narrowly understood as relevant for adequately fulfilling a compliant or
adherent patient’s role in healthcare, but as a resource for enacting in a healthy
way in all roles in all settings and systems in everyday life in late modern society.
It reflects the World Health Organization’s (WHQO) Ottawa Charter for health
promotion: ‘Health is created and lived by people within the settings of their
everyday life; where they learn, work, play and love’ (WHO, 1986). Although,
the HLS-EU definition only implicitly relates to the interactive, dual relational
character of health literacy, as the fit of personal competencies to the complexity
of situational demands (Parker, 2009; Brach et al, 2012; Kickbusch et al, 2013;
Pelikan and Ganahl, 2017a, b), when stating the competencies related to accessing,
understanding, appraising and applying information concerning healthcare, disease
prevention and health promotion, the operationalisation of the definition into
an instrument for measuring health literacy takes the dual aspect more explicitly
into account by measuring difficulties of people for different tasks. For more
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clarifying details, see Pelikan et al (2013; see also Pelikan and Ganahl, 2017a, b).
For analysing data, a generic model (see Figure 8.1) has been used (HLS-EU
Consortium, 2012; Pelikan and Ganahl, 2017a, b), which distinguishes between
health literacy and its personal and situational determinants and its personal
consequences for health behaviours, health status and illness behaviours. The
model assumes one dominant direction of causality of consequences, but also
allows for cyclical causal links in the other direction.

The HLS-EU survey questionnaire

Operationalising health literacy

The questionnaire development (item generation, focus groups, field test/pre-
testing, expert consultation, finalisation of the questionnaire, plain language check,
translation) is described in detail in Serensen et al (2013). Here, we highlight
the most important strategic decisions taken for operationalising the HLS-EU
definition and conceptual model into the final form of the HLS-EU-Q.

The instrument had to be comprehensive, not only in relation to content,
but also concerning different kinds of competencies involved. A literature
review proved that the existing tools did not cover the HLS-EU definition and
conceptual model as they were too specific and were not useful for a population
study. Furthermore, for compatibility with the interview-based Eurobarometer
approach, it was decided to construct a ‘subjective’ ‘perception-based’ in contrast
to an ‘objective’ ‘performance-based’ (Schulz and Hartung, 2017) instrument.

Figure 8.1: Generic Vienna model of health literacy defining the principal determinants
and consequences of health literacy

T ul

1. Personal 2. Individual 3. Health 4. Health 5. lllness
determinants health literacy behaviours status behaviours
-> > -> ->

<

~n
~n

9. Situational determinants  (country, province, district, urban/rural, etc.)

Source: Pelikan and Ganahl (2017a, b)
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The HLS-EU instrument reflects two traditions of measuring health literacy — the
example of the HALS (Rudd et al, 2004), where partly complex and concrete
tasks of health-relevant decisions or actions of everyday life were tested, and asking
about the self-perceived difficulty of a specific task (Chew et al, 2004, 2008).
To operationalise the definition and conceptual model a matrix was constructed
focusing on the three overall domains of health and four cognitive information-
processing competencies (Table 8.1). For each of the 12 sub-domains relevant
concrete tasks were identified. Hence, this 3X4 matrix represents the concept
of comprehensive health literacy by 12 different components, each combining
one of the three domains of healthcare, disease prevention and health promotion
with one of the four stages of information management, that is, finding,
understanding, appraising and using information. By this analytical decomposition
and a standardised format of items, it is possible to have not just one measure for

Table 8.1: HLS-EU health literacy matrix

Access/ Appraise/
find/obtain Understand judge/evaluate Apply/use
information information information information
relevant to relevant to relevant to relevant to
health health health health
(47 items) (13 items) (11 items) (12 items) (11 items)
Healthcare Ability to access Ability to Ability to Ability to
(16 items) information on  understand interpret and make informed
medical and medical evaluate medical decisions on
clinical issues information and  information medical issues
(4 items) derive meaning (4 items) (4 items)
(4 items)
Disease Ability to access Ability to Ability to Ability to
prevention information on  understand interpret make informed
(15 items) risk factors for  information on  and evaluate decisions on risk
health risk factors and  information on  factors for health
(4 items) derive meaning  risk factors for  (3items)
(3 items) health
(5 items)
Health Ability to update Ability to Ability to Ability to
promotion oneself on understand interpret make informed
(16 items) determinants information on  and evaluate decisions
of health in determinants information on health
the social of health in on health determinants
and physical the social determinants in the social
environment and physical in the social and physical
(5 items) environment and and physical environment
derive meaning  environment (4 items)
(4 items) (3 items)

Note: Number of items in the HLS-EU-Q47 for each cell was added into the original table of Sgrensen
et al (2012) for this publication.

Source: Sgrensen et al (2012)
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comprehensive health literacy, but also additional measures for specific sub- or
sub-sub dimensions.

The Consortium opted for questions (instead of rhetorical statements), since
questions in an interview can be more easily and directly answered than statements,
especially by less educated people.

As an underlying dimension for judging the concrete tasks, experienced
difficulty of performing the task was chosen. Thus, one gets information of
differences in difficulty of various tasks in one population, and by counting the
number of items experienced as difficult by one individual, a measure for his/her
relative health literacy. Furthermore, all items are comparable with each other and
can be aggregated to difterent kinds of indices and one general measure, which
does not hold true for some other comparable health literacy instruments (Chew
et al, 2004; Wang et al, 2012; Osborne et al, 2013).

For answering the questions, a Likert scale of four symmetrical answer categories
was chosen. Four categories allow for differentiation and can still be handled
easily in an interview, and the symmetrical even number avoids a nebulous middle
category. Also, an even number of categories can be meaningfully dichotomised
in later statistical analysis of data, if preferred or necessary. (‘Don’t know’ was not
offered as an answer category, but spontaneous ‘don’t know’ answers were coded
as ‘no answer’ by the interviewer.)

The four categories offered were ordered from ‘very easy’, ‘fairly easy’, ‘fairly
difficult’ to ‘very difficult’ to avoid a response set overstating assessed difficulty
of items. Thus, the complete formulation of an exemplary item was: ‘On a scale
from “very easy” to “very difficult”, how easy would you say it is to understand
what your doctor says to you?” ‘Very easy’ — ‘fairly easy’ — ‘fairly difficult’— ‘very
difficult’ (no answer).

To also guarantee a certain degree of reliability for sub-sub-indices, it was
planned to have 3-5 indicators for each cell of the health literacy matrix (see
Table 8.1). Concrete items were either chosen from existing examples in the
literature or newly drafted by a Delphi procedure among Consortium members
or by expert consultation (see Serensen et al, 2013), yielding a total of 47 items.
A list of all items can be found in HLS-EU Consortium (2012) and in Serensen
et al (2013).

In summary, by its specific format the HLS-EU-Q47 fulfils different functions
for policy, practice and research very well. By measuring 47 concrete tasks
concerning their relative difficulty in handling for specific populations or sub-
populations, it offers a solid diagnostic basis for health policy to plan concrete
interventions for improving specific aspects of health literacy for these populations.
By measuring these tasks in a theory-based and standardised format, answers
can also be aggregated to different kinds of (sub-)indices, which can more easily
and economically be used in correlation and regression analyses to research the
associations of health literacy to other variables, especially to the determinants
and consequences of health literacy. Furthermore, the standardised tasks-oriented
procedure also allows for developing comparable further sets of items and indices
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for tasks relevant for specific sub-populations, as has been already done for migrants
(Ganahl et al, 2016, 2017), for adolescents (Domanska et al, 2016) or for children
(Okan and Bollweg, 2018).

Selecting and operationalising the specific determinants and consequences of health
literacy

Besides the 47 items for measuring health literacy, the original HLS-EU-Q
(HLS-EU-Q86) contained 39 variables, operationalising factors of the HLS-EU
conceptual model into measurable indicators. Where it was possible, validated
standard indicators have been selected. The personal determinants of health
literacy included the indicators gender, age, education, self-reported social
status, indicators for financial situation (including kind of health insurance), main
status of employment (including in a healthcare profession), migration status,
nationality, family/household situation (for example, legal marital status, children,
household living situation) and the Newest Vital Sign (NVS) test for functional
health literacy (Weiss et al, 2005). The situational determinants included country,
region, postal code and size of locality. Indicators concerning health risks/
health behaviours included smoking, alcohol consumption, physical activity
and BMI (body mass index). Health status was measured by the three questions
of the Minimum European Health Module (MEHM), and illness behaviour by
questions on frequency of use of professional healthcare services (emergency
services, doctor’s visits, hospital and other health professionals). These variables
aimed at testing the validity of the HLS-EU-Q47 and for comparing associations
of health literacy with possible determinants and consequences between the
surveyed countries.

Data collection and data management in the HLS-EU study

Data was collected by computer-assisted personal interviewing (CAPI) or paper-
assisted personal interviewing (PAPI). Interviewing for the HLS-EU-Q47 part
took on average 10 minutes, and 25 minutes for the total HLS-EU-Q86. The
HLS-EU study was based on multistage random samples of about 1,000 EU-
citizens aged 15 (for more details, see HLS-EU Consortium, 2012). Meanwhile,
the instrument has been used in a self~administered way (Duong et al, 2017),
online on the internet (Nakayama et al, 2015), and through telephone interviews
(Ganahl et al, 2016, 2017; Finbriten et al, 2018).

The response rates varied by country — from 36 per cent in the Netherlands
to more than 70 per cent in Bulgaria. A somewhat differing recruitment process
can probably explain the considerable low response rate in the Netherlands.
National samples were weighted by gender, age group and size of locality based
on national census data to increase representativeness.

Since the eight participating countries are not representative of the EU, no
values for the ‘average European citizen’ could be calculated. Instead, the total
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sample was used to have an average benchmark for the participating countries,
but without a weighting for country size.

Main results (and publications)

Results of the original HLS-EU study have been published and widely presented.
Publications compare the eight countries (HLS-EU Consortium, 2012; Serensen
et al, 2015) or are presented for single countries, for example, Ireland (Doyle
et al, 2012), the Netherlands (van der Heide et al, 2015), Poland (Stoniska et al,
2015) or for an extended sample of Austria (Pelikan et al, 2013).

Data analysis

The format of the HLS-EU-Q47 allows for two kinds of analysis, one for
single items and one for aggregated indices. No answer rates for single items
were low, with one exception (see HLS-EU Consortium, 2012, table 3). Items
have been compared in relation to their difficulty either by using the full four-
category distribution or a reduced dichotomous categorisation (combined ‘easy
and ‘fairly easy’ vs ‘fairly difficult’ and ‘difficult’). The difficulty of the 47 items
varied considerably by content and also for many items by country (see HLS-EU
Consortium, 2012, table 4, figures 4-6), which suggests an acceptable sensitivity
of the instrument. Furthermore, all items were positively and partly significantly
correlated with each other.

While the results for the concrete single items are relevant for diagnosing
problems and deficits concerning specific aspects of health literacy in a country

>

or region for planning tailored interventions and measures to improve health
literacy by health policy, aggregate health literacy measures are more convenient
and economical for describing levels and associations of health literacy and for
benchmarking these.

Indices were constructed for people answering at least 80 per cent of the items
underlying a specific index by adding values for answer categories (very easy =
4, rather easy = 3, rather difficult = 2, very difficult = 1). Thus, larger index
values suggest higher health literacy. For ease of comparability, the general index
and the seven sub-indices were standardised into a scale from 0 to 50 (index =
(mean—1)*(50/3)) and the sub-sub-indices into one from 0 to 5.

Cronbach’s alpha for the general index and for sub-indices was considerably
above 0.7, and for sub-sub-indices, at least near to 0.7 (Pelikan et al, 2014,
slide 23). For the general index and the sub-indices a normal distribution with
some ceiling effects for higher health literacy was found (Pelikan et al, 2014,
slides 24-26), indicating that the indices are more sensitive for lower than for
higher health literacy scores.

Mean values and standard deviations of indices differed considerably by country
(HLS-EU Consortium, 2012). There was also variation by sub-indices, with
lower mean values for health literacy related to health promotion or disease
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prevention compared to healthcare respectively for appreciation or accessing of
information compared to understanding or applying information (Pelikan and
Ganahl, 2017a, b, slides 24-26; Pelikan et al, 2014).

Pearson correlations between indices are rather high — for the general index
with the seven sub-indices around r = 0.90, for the sub-indices among each other
between r = 0.70 and r = 0.80, for the sub-sub-indices with the general index
also between r = 0.70 and r = 0.80, respectively, with the sub-indices between
r = 0.54 and r = 0.84, and among each other between r = 0.42 and r = 0.69
(Pelikan and Ganahl, 2017a, b). These correlations suggest that the items of the
HLS-EU-Q47 are measuring some common health literacy quality, but also that
sub- and sub-sub-indices are measuring differing specific aspects of health literacy.

In comparison, the correlations with the NVS were considerably lower,
depending on index, between r = 0.18 and r = 0.29 (Pelikan and Ganahl,
2017a, b), which is in the same order of strength of correlation as with education
as a determinant of health literacy.

As for other health literacy measures, health literacy levels have been defined for
the HLS-EU-Q47 to allow for comparing percentages of levels that are intuitively
more easy to interpret than means or standard deviations of the indices. Four levels
of health literacy have been defined: inadequate health literacy (0-25 pts or 50%),
problematic health literacy (>25-33 pts or 66%), sufficient health literacy (>33-
42 pts or 80%) and excellent health literacy (>42-50 pts or top 20%). For some
analyses, the levels of ‘inadequate’ and ‘problematic’ were combined to ‘limited’
health literacy (HLS-EU Consortium, 2012, pp 28-30; Serensen et al, 2015).

The results show that nearly every second citizen in the total sample had
limited health literacy. However, the percentage of limited health literacy varied
considerably by country — between 29 per cent for the Netherlands and 62 per
cent for Bulgaria. The percentage can be up to 75 per cent for certain vulnerable
or disadvantaged groups, for example, people with low education or with financial
difficulties, low self-assessed social status, senior citizens, as well as with low self-
assessed health (for more details, see HLS-EU Consortium, 2012; Serensen et al,
2015; Pelikan and Ganahl, 2017a, b).

Analysis of associations of health literacy with determinants and consequences of
health literacy

Measured by the HLS-EU-Q47 a relevant social gradient for health literacy
has been demonstrated in regression models including gender, age, education,
self-assessed social status and financial deprivation in the original HLS-EU
study and in follow-up studies. However, the amount of variance explained
and the relative importance of the five social determinants differ considerably
by country (HLS-EU Consortium, 2012; Serensen et al, 2015; Pelikan and
Ganahl, 2017a, b).

The health literacy results related to health behaviours or health risks show
a consistent association with frequency of physical activity and partly with
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BMLI, but are inconclusive for alcohol consumption and smoking (see HLS-EU
Consortium, 2012; Pelikan and Ganahl, 2017a, b). Health literacy is a consistent,
significant and remarkable predictor in bi-variate and multi-variate models for
indicators of self-assessed health status (see HLS-EU Consortium, 2012; Pelikan
and Ganahl, 2017a, b). Finally, there are significant associations of health literacy
with usage of health services (see HLS-EU Consortium, 2012; Pelikan and
Ganahl, 2017a, b).

Development of short forms of the HLS-EU-Q47

For measuring comprehensive health literacy, the HLS-EU-Q47 is an efficient
instrument compared to performance-based comprehensive tests, such as the
HALS. However, it is seen as too long for screening purposes. Therefore, short
forms have been developed. Two kinds of strategies have been followed with a
different approach in Europe and in Asia. A team of the European Consortium
using the HLS-EU data developed the HLS-EU-Q16 and HLS-EU-Q6 based
on Item Response Theory and Rasch Analysis (for more details, see Pelikan
et al, 2014; Pelikan and Ganahl, 2017a, b). Thus, for the short forms, primarily
psychometric properties of a one-dimensional scale and representation of the
underlying scope and theoretical concept of the long form as far as possible was
intended.

For selecting items, a one-parametric dichotomous Rasch model was used,
with items dichotomised into two categories, ‘easy’ (‘fairly” or ‘very’ easy = 1)
and ‘difficult’ (‘fairly’ and ‘very’ difficult = 0). Analyses were operationalised for
every country and for the total sample, with three split criteria: median, gender
and dichotomised level of education within each country. A sub-set of the same
16 items satisfied Rasch characteristics for each of the eight countries, but the
item order occasionally varied. In further studies, the Rasch homogeneity of the
16 items was confirmed, for example, for Austrian adolescents (R6thlin et al,
2013) and migrant populations in Austria (Ganahl et al, 2016), as well as in studies
of general populations, for example, for the Czech Republic and for Hungary
(Koltai and Kun, 2016; Kucera et al, 2016). The HLS-EU matrix is represented
by the 16 items except for the cell “applying information’ for ‘health promotion’,
where none of the original items fulfilled the Rasch criteria.

Scale values are calculated as simple sum scores only for respondents who
answered at least 14 items, and varied between 0 and 16. Three levels were defined
for health literacy: short-scale, inadequate (scale values = 0-8), problematic (9-12)
and adequate (13-16). Score values for the sub-scales of the short form can also
be calculated, but levels for these have not been defined.

Correlations with the index of the long form were very high — r = 0.82 for
the total sample — and varied for the countries between r = 0.73 and r = 0.88.
Correlations with functional health literacy (NVS test) were similar to these of
the index of the long form (r = 0.25 for total), varying between r = 0.14 and r
= 0.38 for the countries. Also, correlation patterns with important determinants
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and consequences of health literacy were very similar for the short and long form
of the instrument. When the short form is calculated using the four categories as
for the long form, even better results concerning correlations between the two
forms can be achieved.

Applying the HLS-EU-Q16 short form takes about 3 minutes on average. An
even shorter version, called the ‘short short form’, the HLS-EU-Q6, containing
6 of the 16 items, which takes about a minute of interviewing time, was also
constructed and validated (for details, see Pelikan et al, 2014). Using data from
a survey in Taiwan (Duong et al, 2015) and Principal Component Analysis, a
team developed a short form of 12 items, one for each of the 12 cells of the
HLS-EU matrix (HL-SF12) (Duong et al, 2017). A team in Norway established
another short version of the European Health Literacy Survey Questionnaire
— the HLS-Q12 — by using latent trait analyses applying Rasch modelling and
confirmatory factor analysis (Finbraten et al, 2018).

Wider application of the HLS-EU-Q in research

Follow-up studies

In the original HLS-EU survey only eight EU member states were included, due
to financial limitations of funding from the European Commission. However,
the consolidation and advocacy through Health Literacy Europe, the network
and national advisory groups that were established with the project, motivated
a number of further countries to execute similar surveys using the HLS-EU
methodology and instrument. To date, the HLS-EU survey has been conducted
in Austria, Belgium, Czech Republic, Denmark, Germany, Hungary, Italy, Malta,
Portugal and Switzerland in Europe and in Asian countries such as Indonesia,
Israel, Japan, Kazakhstan, Malaysia, Myanmar, Taiwan and Vietnam. Table 8.2
gives an overview of these surveys with a description of their characteristics.
Furthermore, the HLS-EU-Q47/Q16 or Q6 has been used in a number of
specific studies in different countries (see Pelikan and Ganahl, 2017a, b), which
1s out of the scope for this chapter.

Wider application in policy

The European Office of the WHO recognises the impact of the HLS-EU study
in its publication Health literacy: The solid facts (Kickbusch et al, 2013), which is
available in English, German (2016), Mandarin (2016) and Russian (2014), and
presents the HLS-EU definition, conceptual model, the matrix and the results
of the HLS-EU survey. The results of the HLS-EU have initiated public debate
on health literacy and stimulated political action to take specific measures for
improving health literacy in countries worldwide. The European Health Literacy
Consortium received the European Health Award in 2012 for its societal impact
on health policy.

125



International handbook of health literacy

Table 8.2: Overview of general population studies using the HLS-EU-questionnaire

(CAPHRI), Faculty of

Health, Medicine and

Life Sciences, Maastricht
University, Maastricht, The
Netherlands University of
Medicine, Tirana, Albania

Design and
Year of Commissioning Executing sampling
Study survey institution(s) institution(s) method
Europe
HLS-EU Summer European University of Maastricht Cross-sectional,
2011 Commission and (coordination) observational,
national funds CAPI, random
route sampling
HLS-Austria Ludwig Boltzmann Institute, Method —multi-
Health Promotion Research stage sampling,
HLS-Bulgaria Medical University Sofia Eurobarometer
_— - - standards
HLS-Greece National School of Public
Health, Greece
HLS-North Landesinstitut fur
Rhine- Gesundheit und Arbeit,
Westphalia Nordrhein-Westfalen
HLS-Ireland University College Dublin
HLS- National Institute
Netherlands of Public Health and
the Environment, the
Netherlands
HLS-Poland Instytut Kardiologii
HLS-Spain University of Murcia
HLS-AT (Austria) November  European Ludwig Boltzmann Institute, See design used
2011 Commission, Health Promotion Research in HLS-EU
Austrian Health
Promotion Fund,
Scientific Grant
Merck, Sharp &
Dohme
HLS-Kosovo 2011 United Nations Department of Stratified, simple
Population Fund International Health, random sample,
(UNFPA) School for Public Health structured
and Primary Care interview-
(CAPHRI), Faculty of administered
Health, Medicine and questionnaire
Life Sciences, Maastricht
University, Maastricht, The
Netherlands University of
Medicine, Tirana, Albania
HLS-Albania September  University of Department of Population-based
2012- Medicine, Tirana, International Health, simple random
February Albania School for Public Health sample within
2014 and Primary Care three health

centres and one
polyclinic, face-
to-face interviews
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Regional definition
of population

Age
definition Sample
of population size

Instrument for
measuring health
literacy used

Publications

>15 years 8,102 HLS-EU-Q47 HLS-EU Consortium

(2012); Serensen et al
(2015); Pelikan et al
(2017a,b)

Austria 1,015

Bulgaria 1,002

Greece (Athens region) 1,057 Doyle et al (2012)

Germany (North Rhine- 1,000

Westphalia)

Ireland 1,000

The Netherlands 1,005 van der Heide et al
(2013)

Poland 1,023 Stonska et al (2015)

Spain 1,000

Extended Austrian >15 years 1,813 HLS-EU-Q47 Pelikan et al (2013)

HLS-EU sample in order

to better reflect the

nine Austrian federal

states

Kosovo 265 years 1,753 HLS-EU-Q47 Togi et al (2013)

Tirana municipality 218 years 1,152 HLS-EU-Q47 Togi et al (2014)
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Table 8.2: Overview of general population studies using the HLS-EU-questionnaire (continued)

Design and
Year of Commissioning Executing sampling
Study survey institution(s) institution(s) method
Europe (continued)
HLS-Denmark® January- Supported by the Department of Public Self-administered
April 2013 pharmaceutical Health, Section for Health  paper or
company MSD Promotion and Health web-based
Denmark Services, Aarhus University, —questionnaire,
Aarhus, Denmark random sample
derived from
the Danish Civil
Registration
System among
citizens in the
Central Denmark
Regions
HLS-Germany October German Federal Robert Koch Institute Internet and
2013-June  Ministry of Health self-administered
2014 paper within the
German Health
Update Survey
(GEDA)
HLS-Belgium Spring No information was Université Catholique Internet survey
2014 found de Louvain + Mutualité
Chrétienne/Christelijke
Mutualiteit
HLS-Portugal June- No information was ISCTE — Instituto Random route
August found Universitario de Lisboa methodology
2014 for selection
of dwelling,
quota method
for selection of
interviewee
HLS-Malta July 2014 Office of the National Statistics Office, CATI, stratified
Commissioner for ~ Malta random sample
Mental Health
within the Ministry
for Energy and
Health
HLS-GER July and German Federal University of Bielefeld CAPI, multi-stage
(Germany) August Ministry for Justice random sample
2014 and Consumer
Protection
HLS-Czech January Czech Ministry of ~ National Institute of Public = See HLS-EU
Republic 2015 Health and the Health methodology
Country Office of
WHO in the Czech
Republic
HLS-Hungary May-June  Association Szinapszis Market Research ~ See HLS-EU
2015 of Innovative and Consulting Ltd methodology

Pharmaceutical
Manufacturers
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Age Instrument for
Regional definition definition Sample measuring health
of population of population size literacy used Publications
Denmark >25 years 29,473 HLS-EU-Q16
Germany =18 years 2,222 online, HLS-EU-Q16 Jordan et al (2015)
2,730 self-
administered
paper
Belgium =18 years 9,617 HLS-EU-Q16 Vandenbosch et al
(2016)
Portugal >15 years 2,104 HLS-EU-Q47 Espanha and Avila
(2016)
Malta =18 years 1,514 EU-HLS 16 (same Office of the
items as in the Commissioner for
HLS-EU-Q16 but Mental Health (2014)
different index
calculations)
Germany >15 years 2,000 HLS-EU-Q47 Berens et al (2016);
Schaeffer et al (2016,
20173, b); Vogt et al
(2017)
Czech Republic >15 years 1,037 HLS-EU-Q47 Kutera et al (2016)
Hungary >16 years 1,008 HLS-EU-Q47 Koltai and Kun (2016)
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Design and
Year of Commissioning Executing sampling

Study survey institution(s) institution(s) method

Europe (continued)

HLS-Italy 2015° Supported by the Department of Random sample,
pharmaceutical Management & Innovation  applying
company MSD Italy Systems, University of Eurobarometer

Salerno methodology,
PAPI
HLS-Switzerland October- Bundesamt fiir gfs.bern Multi-stage
December  Gesundheit BAG random sample,
2015 CAPI
HLS-Israel No Grant from the Department of Health Random sample
information Israel National Education and Promotion,  of Clalit Health
was found Institute for Health  Clalit Health Services, Tel Service members,
Policy Research Aviv, Israel face-to-face
interviews
Health Information March- No information was Université Catholique Internet survey
Sources study April 2016  found de Louvain + Mutualité
Chrétienne/Christelijke
Mutualiteit
HLS-Norway November  Norwegian Nurses’ Department of Public Telephone survey
2014 Organisation, Inland Health and Department of
Norway University  Nursing, Faculty of Social
of Applied Sciences and Health Sciences, Inland
and the Public Norway University of
Health Nutrition Applied Sciences
research group at
Oslo Metropolitan
University
Asia
HLS-Taiwan February-  Supported in part  Taipei Medical University, Multi-stage
October by Taiwan’s Ministry Taipei, Taiwan stratification
2013 of Science and random sampling,
Technology and similar to
Health Promotion Eurobarometer
Administration as methodology,
well as research interviewer-
funding from Taipei assisted
Medical University, self-report
Shuang-Ho Hospital questionnaire
and Taipei Hospital,
MOHW
HLS-Japan Spring Grant-in-Aid for College of Nursing, Cross-sectional
2013 Scientific Research St Luke’s International web-based
from the Japan University, Akashi-cho, anonymous

Society for the
Promotion of
Science (JSPS),
KAKENHI Grant
No 23390497

Chuo-ku, Tokyo

health literacy
questionnaire
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Age Instrument for

Regional definition definition Sample measuring health
of population of population size literacy used Publications
Italy >18 years 1,000 HLS-EU-Q47 Palumbo et al (2016)
Switzerland 215 years 1,107 HLS-EU-Q47 Bieri et al (2016)
Israel =19 years 600 (Clalit HLS-EU-Q16¢ Levin-Zamir et al (2016)

Health

Service

members)
Belgium >18 years 5,711 HLS-EU-Q16 Avalosse et al (2017)
Norway >16 years 900 HLS-EU-Q47¢ Finbraten et al (2018)
Taiwan =15 years 2,989 HLS-EU-Q47 Duong et al (2015)
Japan 20-69 years 1,054 HLS-EU-Q47 Nakayama et al (2015)
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Design and
Year of Commissioning Executing sampling
Study survey institution(s) institution(s) method
Asia (continued)
HLS-Asia 2013-14 Taiwan’s Ministry Multi-stage

HLS-Indonesia

HLS-Kazakhstan

HLS-Malaysia

HLS-Myanmar

HLS-Taiwan

HLS-Vietnam

of Science and
Technology and the
Health Promotion
Administration and
M] Health Research
Foundation

Dian Nuswantoro
University, Semarang,
Indonesia

Kazakhstan School of Public
Health, Almaty, Kazakhstan,
Kazakh National Medical
University, Almaty,
Kazakhstan

University of Medicine,
Yangon, Myanmar

University Kebangsaan
Malaysia, Selangor,
Malaysia, University of
Malaya, Kuala Lumpur,
Malaysia

School of Public Health,
Taipei Medical University,
Taipei, Taiwan, National
Health Research Institutes,
Miaoli County, Taiwan,
Department of Family
Medicine, National Taipei
Hospital, MOHW, Taipei,
Taiwan, Yuanpei University
of Medical Technology, Hsin
Chu, Taiwan

Hai Phong University of
Medicine and Pharmacy,
Haiphong, Vietnam, Ha Noi
University of Public Health,
Hanoi, Viethnam

stratification
random sampling,
similar to
Eurobarometer
methodology,
interviewer-
assisted
self-report
questionnaire

Taiwan:
community-
based nationwide
survey

Other five
countries:
community-based
city or regional
surveys

Note: ® The HLS-EU-Q47 was used in parallel to the HLQ, but HLS-EU-Q results have not been published.
Results on the HLQ have been published in Bo et al (2014); ® According to Rocco Palumbo; © Data were
collected for all 47 HL items of the HLS-EU-Q47, but only the results from the HLS-EU-Q16 were
reported; ¢ A short version of the HLS-EU-Q47 was developed, the HLS-Q12 (Finbréten et al, 2018).
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Age Instrument for
Regional definition definition Sample measuring health
of population of population size literacy used Publications
=15 years 10,024 HLS-EU-Q47 Duong et al (2017)
Indonesia 1,029
Kazakhstan 1,845
Malaysia 1,600
Myanmar 462
Taiwan 3,015
Vietnam 2,073
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Conclusion and future developments

For research, policy and practice of public health, that is, for healthcare, disease
prevention and health promotion, a comprehensive understanding of health
literacy is valuable and a measurement instrument adequately reflecting this
is instrumental. In this regard, the HLS-EU model and definition are highly
relevant, and the HLS-EU instruments are a reliable and valid way of measuring
the concept. The concept and instrument have been developed by a multinational
consortium and have been tested and validated in a multinational study allowing
for benchmarking of results. The general trends of health literacy in Europe and
Asia have been demonstrated and specific situational/regional/national variations
also shown. These kinds of results have stimulated public debate and political
action to improve health literacy.

Concerning the future, preparations have begun for the next wave of a
multinational European survey. As of spring 2018, an Action Network on
Measuring Population and Organisational Health Literacy (M-POHL) within the
European Health Indicators Initiative (EHII) of the European Office of WHO
has been established and is preparing a population health literacy survey for 2019.
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Health literacy and health
disparities: A global perspective

Sarah Mantwill and Nicola Diviani

Introduction

Health literacy, defined as ‘[t]he ability to access, understand, evaluate and
communicate information as a way to promote, maintain and improve health in a
varlety of settings across the life-course’ (R ootman and Gordon-El-Bihbety, 2008,
p 11), has been found to strongly correlate with many of the social determinants
of health, eventually contributing to disparities in health. In the US, for example,
lower educational attainment, income, as well as minority race and ethnicity,
have all been associated with lower levels of health literacy (Kutner et al, 2006).
In contrast to many determinants, such as gender, education or income,
health literacy is considered an intervenable factor. Although research is not yet
conclusive, there is the strong assumption that, by providing and communicating
easily understandable information to low health-literate populations or by teaching
them relevant skills (see, for example, Kripalani and Weiss, 2006; DeWalt et al,
2010; Negarandeh et al, 2013), health literacy can be operationalised in ways
that allow targeted interventions. Support for this argument comes from studies
that have identified health literacy to be a potential mediator between the social
determinants of health (including education) and health(-related) outcomes.
Health literacy may therefore be an important factor to consider when trying to
reduce the impact of social disparities on health(-related) outcomes and eventually
to reduce disparities in health (Sentell and Halpin, 2006; Osborn et al, 2011).
Despite this importance, mechanisms that link health literacy to disparities in
health are not well explored (Mantwill et al, 2015), particularly not in ways that
would allow generalisations across different contexts and countries to be made.
This chapter aims to discuss three interrelated challenges that likely have
influenced current research in the field and that are important to consider
when investigating the association between health literacy and health disparities
across different contexts and on a global level. The first challenge pertains to
lack of general consensus on the conceptualisation and measurement of health
literacy, which may have prevented more systematic approaches to the study of
health literacy and disparities on a more global level and the development of
cross-national surveys. The second challenge concerns structural or contextual
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factors that are likely to affect both health literacy and health outcomes across
different contexts, and should thus be taken into consideration when studying
health disparities. The last challenge refers to assumptions on how culture may
influence the study of health disparities in diverse populations. Before discussing
these challenges, we briefly review some international research efforts to highlight
current practices and findings, as well as associated issues relevant to the field.

Setting the stage: international research on health literacy and
disparities

Research on health literacy has seen increasing fragmentation (Mackert et al,
2015), which has been mainly driven by two factors. The first factor, which will
be discussed later in this chapter in more detail, refers to the consistently growing
number of conceptualisations of health literacy and subsequent measurements
thereof. The second factor has been the relatively recent growth in interest in
the concept of health literacy outside of the US. This has undeniably been a
crucial development, as it has led to increased recognition of the concept across
the world. Yet it has also led to additional conceptualisations and measurements
of health literacy, separated from those that have already been developed, and has
raised the question of how far results across different contexts are comparable.
Concerning research on health literacy and disparities, the good news is that
until today, studies outside of the US could partly confirm that in other countries
health literacy may also follow a social gradient. Results from Europe, for instance,
have shown that those reporting lower education and lower income or financial
deprivation tend to have lower health literacy levels (von Wagner et al, 2007;
Connor et al, 2013; Serensen et al, 2015). This was also partially confirmed in
countries across Asia or the Middle East (see, for example, Fadda et al, 2016;
Levin-Zamir et al, 2016; Duong et al, 2017). Further, in line with findings from
the US, some studies from Europe point to the fact that health literacy levels are
generally lower among immigrant populations compared to the native population
(Wangdahl et al, 2014; Quenzel et al, 2016; Mantwill and Schulz, 2017).
These are promising findings, yet results should be carefully evaluated for their
cross-cultural validity. Although some studies have used (adapted) measures that
were originally developed in the US, so far only few measures are available allowing
systematic comparisons of health literacy levels, determinants and outcomes
across countries. In this regard, the European Health Literacy Survey (HLS-EU)
has been a rather recent effort aiming at assessing health literacy across eight
European countries (Serensen et al, 2015). In direct comparison, findings for the
different countries were relatively consistent. In all cases, health literacy followed
a social gradient, with those being financially deprived or having lower education
presenting lower levels of health literacy (Serensen et al, 2015). Yet, the magnitude
of how these factors influenced health literacy levels largely varied across countries.
Regarding financial deprivation, for example, the highest difference was found
for Poland and the smallest for Spain (HLS-EU Consortium, 2012). A separate
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study from Switzerland, which used the same instrument, found that, in contrast
to the European study, self~reported social status was negatively associated with
health literacy. In addition, most participants showed problematic levels of health
literacy (gfs.bern, 2016), thus implying that one of highest educated countries
in the world is among the least health-literate countries in Europe.

In the meantime, the HLS-EU has also seen application outside of Europe
(see, for example, Duong et al, 2017; Mavita-Corral, 2017). A study from Japan,
where the survey was conducted in an online sample, found, in contrast to the
European findings, that health literacy not only increased with age, but was also
not associated with educational level. Further, overall health literacy levels were
significantly lower than in the European study (Nakayama et al, 2015).

Other systematic approaches that would allow comparing health literacy and
related disparities across countries are, for example, the International Adult
Literacy Survey (IALS), the Adult Literacy and Lifestyle Survey (ALL), or the
latest OECD (Organisation for Economic Co-operation and Development)
programme, the International Assessment of Adult Competences (PIAAC)
(OECD, no date). Even though these surveys were initially not set up to measure
health literacy skills per se, they have been used to investigate literacy domains
relevant to health literacy. Rudd and colleagues (2004, 2007), for example,
developed the Health Activities Literacy Scale (HALS), which was based on the
National Adult Literacy Survey (NALS) and the IAL, and assesses skills related to
health literacy. Even though widely cited, the HALS has seen limited application
outside of the US. To the best of our knowledge, only Australia, Canada, the
Netherlands and the US so far have adopted the HALS and have also reported
on it (Canadian Council on Learning, 2007; ABS, 2008; van der Heide et al,
2013). Further, no systematic cross-national comparisons have been conducted.

Yamashita and Kunkel (2015) used data from ALL to compare the mediation
effects of literacy between education and self-rated health across different
countries. Based on a conceptual model (Rootman and Ronson, 2005) that
describes the influence of different types of general literacy skills on health literacy,
and that are likely to explain the effects of education on health outcomes, the
authors investigated prose, document and quantitative literacy. They found that
literacy skills mediated the effect of education on health, yet there was substantial
variation in the strength of mediation and differences between different types
of literacy. Among others, it was found that in the US numeracy skills was an
important predictor whereas in Italy prose literacy played an important role. On
the other hand, in Norway and Canada, after controlling for covariates, none of
the tested dimensions of literacy were associated with self-rated health (Yamashita
and Kunkel, 2015).

There is still relatively little consistent knowledge on the distribution and
comparability of health literacy levels on a global level and consequently on its
association with health disparities. Even though it has been found that health
literacy often follows a social gradient across different countries, the extent and
in which ways this relationship plays out is by no means clear yet.
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Challenge 1: Finding consensus on definitions and measurements

Many researchers in the field agree that current conceptualisations of health
literacy are not met with appropriate operationalisation and that the situation
is likely to remain as long as no general consensus is found (Pleasant, 2014;
Malloy-Weir et al, 2016; see Chapters 1, 2 and 5, this volume). Even though
the concept of health disparities and its appropriate assessment have not gone
without discussion (Mackenbach and Kunst, 1997; Kawachi et al, 2002;
Braveman, 2006), compared to the field of health literacy, matters have been much
clearer. In general, there has been an implicit consensus that the term ‘health
disparities’, or ‘health inequalities’, refers to differences in health between groups
of ' which one or more are socially worse off than any other group(s). Groups are
often operationalised in terms of socioeconomic status, including educational
background, occupational status or income (Whitehead, 1992; Braveman, 2006).
In the US the term ‘health disparities’ is most widely used to describe ethnic or
racial disparities. Outside of the US, however, the term ‘health inequality’ has
seen wider application and is mainly used to refer to socioeconomic disparities
in health (Braveman, 2006).

Internationally different indicators are used to quantify health disparities,
including group comparisons, by calculating general or infant mortality rates.
Further, more complex measures are used, such as the Relative Index of Inequality
(RII) to identify the extent of socioeconomic disparities in health or the Gini
Index as a predictor of health disparities (Wagstaff et al, 1991; Mackenbach and
Kunst, 1997; Regidor, 2004; Braveman, 2006).

In contrast to this, the field of health literacy has seen only little consolidation
regarding its conceptualisation and measurement. Pleasant, who in 2013 attempted
to assess the current state of health literacy efforts on a global level, found that
even though in many countries health literacy had become an area of interest to
researchers and policy-makers, relatively loose definitions and conceptualisations
had also led to increased fragmentation of the field (Pleasant, 2013). For health
literacy-related policy activities, see Part 3 in this volume.

Reviewing the international literature, however, reveals that some important
and encouraging overlaps between conceptualisations and measurements do
exist. Agreement exists on the fact that health literacy is a multidimensional
concept, with functional literacy being one of the key dimensions (see, for
example, Nutbeam, 2000; Kickbusch, 2009; Serensen et al, 2012; Schulz and
Nakamoto, 2013; see also Chapter 14, this volume). This is also mirrored in
the fact that many functional health literacy measures, which were originally
developed in the US, have been adapted to be used in other countries (see, for
example, Baron-Epel et al, 2007; Jovic-Vranes et al, 2011; Connor et al, 2013;
Fadda et al, 2016). However, it is worth mentioning here that many of the
disparities in health that we find today may not necessarily (any more) pertain
to differences in functional health literacy, but may be due to other dimensions
of health literacy, such as critical literacy. Thus, the still large focus on functional
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health literacy may oftentimes underestimate the true contribution of health
literacy on disparities in health.

To move the field forward and to understand the impact of health literacy on
disparities in health on a more global level, it will be important to reach some
consensus on key definitions. In particular, organisations that have a stake in
understanding the impact of health literacy on health disparities, but also in
promoting health literacy among policy-makers as an intervenable factor, will
need to find common grounds. Whether it is the World Health Organization
(WHO), OECD or United Nations (UN) agencies, all of which have recognised
the importance of health literacy (see, for example, Murthy, 2009; WHO,
2016; OECD, 2017), larger organisations will have to take, at least partly, the
lead in describing the contribution of health literacy to health disparities on a
population-based level and support data collection efforts on a cross-national
level. This is not only a question of responsibility, but also of practicality, given
that these organisations already drive many of the global data collection efforts
on health disparities.

Challenge 2: Addressing contextual factors

Research has largely focused on individual factors that are likely to influence
health literacy and related disparities. Yet relatively little attention has been paid
to assessing, and potentially disentangling, the relationship between structural or
environmental conditions and health literacy. Using a social ecological (Golden
and Earp, 2012; McCormack et al, 2017) or an integrated social determinants
approach (Koh et al, 2010) would support current efforts to address this lack
of research. Besides considering disease types and related outcomes, as well as
population domains (that is, socioeconomic position, race/ethnicity or gender),
an integrated approach would also consider potential risk factors (that is, access
to care or environmental risks) and geography (that is, developed vs developing
countries) (Koh et al, 2010). Taking such an approach is as much a conceptual,
as it is a methodological, issue. From a conceptual perspective, critical appraisal
of the influence of social or environmental conditions would not only consider
differences in healthcare systems that could explain differences in health
literacy levels, but also underlying structural factors that influence individuals’
engagement with appropriate healthcare. For example, in many parts of sub-
Saharan Africa priority is still largely given to providing first aid medical assistance
or basic healthcare rather than providing access to comprehensive, preventive
health services. Thus, by taking risk factors as well as geographical factors into
consideration, conceptual pathways that describe exposure to or experience with
health services as a potential predictor of health literacy should also describe
structural factors possibly causing variability in findings.

From a methodological perspective, assessment tools that operationalise health
literacy independently of structural factors, such as general knowledge on disease
prevention or screening behaviours, may lack relevance in countries that do not
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provide sufficient access to such services. Further, international comparisons
based on these measures would become obsolete. Other structural factors, such
as access to education or information, should also be taken into consideration.
In its essence, lack of sufficient education and subsequent illiteracy is often
considered causative to differences in health literacy, especially when assessed
with functional health literacy measures. Further, even in cases where sufficient
access to education is provided, access to information may still be limited or not
available to all. The concept of ‘communication inequalities’ (Viswanath et al,
2015), for example, posits that information is not equally distributed throughout
a social system. In line with this, it has been found that individuals at the lower
end of the socioeconomic spectrum are less likely to access and use health
information and communication technologies (Viswanath and Ackerson, 2011;
McCloud et al, 2013; Kelley et al, 2016). Knowing where and how to access and
use health information is a key dimension of most definitions of health literacy,
and assessments thereof include, for example, questions on difficulties for the
respondents to find relevant information. However, not considering potential
limitations in access to information related to structural conditions and attributing
it to individual factors only may conceal the real cause of differences in health
literacy levels.

Investigating the link between health literacy and health disparities requires an
approach that takes context-specific factors into consideration (Paasche-Orlow
and Wolf, 2007), including structural factors that are likely to affect health
literacy skills and the conditions in which they are used. We understand that this
is a rather complex issue that needs to be addressed from multiple sides. From
a methodological point of view, we suggest two distinct ways to address this
issue. The first is to develop and adapt measures to the context they are used in,
considering the influence of factors that are likely to shape the distribution of
health literacy. Assessing health literacy in certain parts of Africa, as compared
to the US, for example, will not only vary in terms of assessment mode (such
as the REALM or NVS that have been found to be not equally applicable in
different contexts; see Fransen et al, 2011; Fadda et al, 2016), but also regarding
its scope and what is considered to be a sufficient level of health literacy. Asking
individuals about their information-seeking behaviour or whether they know
when to get screened for colon cancer is less relevant to individuals living in
deprived areas with no access to such services than to understand when to seek
medical care for certain symptoms or how to prevent infectious diseases (see,
for example, Taffa and Chepngeno, 2005; Abebe et al, 2010). Using context-
specific measures would provide new insights into health literacy and add to a
better understanding of where interventions may be needed. Yet the drawback
of this approach is that it does not allow a direct comparison of health literacy
across different contexts. Therefore, as a second way to address structural factors,
we suggest that besides finding consensus on what health literacy should entail
and how to operationalise it (see above), additional analysis techniques should
be promoted. This can include, for example, multilevel analysis (Diez-Roux,
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2000), which has seen only limited application in the field of health literacy so
far. Including group-level variables (such as country-level factors) with individual-
level variables in analyses would allow us to more clearly isolate the relationship
between health literacy and health disparities.

Challenge 3: Disentangling and assessing culture

There is relatively little doubt about the fact that the distribution of health literacy
varies from one culture to another (Nielsen-Bohlman et al, 2004; Batterham
et al, 2016). Cultural differences are likely to occur in terms of the distribution
of health literacy levels when comparing different regions, countries or language
groups to each other. Especially in the context of health disparities research and
the associated study of heterogeneous populations, culture is an important factor
to consider.

It would be misleading to argue that the concept of culture has not been a
matter of discussion in research on health literacy (Zanchetta and Poureslami,
2006; Shaw et al, 2009; Singleton and Krause, 2009). However, operationalisation
of the concept has remained limited, focusing mostly on differences by race
or ethnicity, country of origin or native language (see, for example, Sentell
et al, 2013; Ng and Omariba, 2014; Mantwill and Schulz, 2017). Using these
broad categories may not be sufficient to make any assumptions about cultural
practices. Culture is much more than a racial category. On the individual level
culture is characterised by its dynamic and continuously changing nature. It is
learned through language use, socialisation processes and individual adaptation
to environmental conditions. Culture influences the individual’s emotional and
behavioural responses to the environment and influences how one’s social network
responds in turn. Reducing culture to a broad categorical or dichotomous variable,
especially in multicultural societies where population groups and individuals
undergo continuous change, may conceal much of the underlying dynamics and
intragroup variations (Kagawa Singer, 2012).

For the field of health literacy, the concept of culture is particularly relevant as
measurements tend to largely reflect Western biomedical perspectives, including
the description of what constitutes an appropriate level of health literacy,
thus leaving little room for cultural-specific practices that may be considered
appropriate responses to health issues in other cultures. For example, in some
cultures, seeking spiritual help or using traditional remedies when confronted
with a health threat may be considered a complementary, if not even a substantial,
part of coping and treatment. Yet, from a Western biomedical perspective, these
practices may be considered to negatively affect coping behaviour and overall
health outcomes (Kagawa Singer, 2012).

An additional methodological concern relates to the often quantitative and
increasingly self-reported nature of research in health literacy. One of'its drawbacks
is a lack of understanding in how far responses to different measures are reflective
of actual differences in health literacy, or whether they are rather a reflection
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of response patterns pertaining to cultural differences. In an earlier mentioned
study in this chapter, it was found that participants from Japan, a country with
one of the highest life expectancies in the world, scored significantly lower than
European participants on the HLS-EU (Nakayama et al, 2015). The authors
argued that part of the explanation would lie in the different healthcare systems.
Yet we argue that concepts such as self-confidence or self-consciousness may
also have influenced response patterns. Research has shown that, in contrast
to Western nationalities, Japanese people tend to be more critical of their own
behaviour (Heine et al, 2000). Additionally, survey research has found that East
Asian people are indeed more likely to indicate lower values on scales than, for
example, North American people (Chen et al, 1995; Lee et al, 2002). Explanations
for this phenomenon include difterences between collectivist and individualist
societies that emphasise different values (Chen et al, 1995), or concepts such as
explicit self-confidence or self-criticism being more pervasive in some cultures
(Heine et al, 2001; Kitayama and Uchida, 2003).

Research on health literacy and disparities is inherently related to the
investigation of culturally heterogeneous populations, and must therefore take
large variability into account. Culture is a dynamic process that should be
considered to shape health literacy throughout the life course in very different
ways. Kagawa Singer (2012) recommends a number of steps to enhance research
on culture and health disparities, which we believe should be, to a large part,
equally considered for research on health literacy. First, researchers considering
culture to be an important factor in explaining the relationship between health
literacy and disparities need to clearly define and operationalise culture, going
beyond simple categorisations. Further, as already partly argued in previous
sections, there is a need to further adapt and establish the cross-cultural validity
of current measures. This also includes the recognition of the boundaries of those
measures, which may not be able to provide a sufficiently nuanced picture of how
health literacy varies between cultures and what constitutes a sufficient level of
literacy. Last, all this will require more mixed-methods studies to provide more
inductive approaches towards the study of culture and its possible association with
health literacy and disparities.

Conclusion

This chapter aimed at describing three challenges that may influence current
efforts to investigate the relationship between health literacy and health disparities,
with a focus on the issue of comparability of findings across contexts and countries.
Besides describing potential pitfalls when trying to assess the relationship, the
chapter also aimed at highlighting potential solutions. We recognise that the
described aspects are often closely interrelated and, at the same time, may often
seem to be at two opposite ends of a spectrum. On the one hand, we have discussed
how finding a consensus on conceptualisation and definitions would support data
collection eftorts and comparisons on a more global level. On the other hand,
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we have also discussed that research on health literacy and disparities should be
context-specific, considering structural (contextual) factors and culture. We
believe that these should not be seen as two separate approaches to the study of
health literacy and disparities, but rather, as complementary. Agreeing on common
grounds would allow more systematic data collection efforts across countries and
regions, providing the backdrop for researchers, as well as policy and decision-
makers alike, to identify regions at risk for lower health literacy. Further, it would
allow a teasing out of the contribution of systemic factors, including those related
to the healthcare system as such, and to think about systemic solutions to the
problem that may eventually foster equity in health. To respond to the growing
call for research and responses to health disparities within countries, which not
only pertain to affluent nations (Braveman, 2002), context-specific research on
health literacy will be important. Besides disease-related outcomes and individual
factors, research will also have to consider cultural and structural factors to support
the design of effective programmes and interventions that may help to alleviate
some of the health disparities associated with lower levels of health literacy.
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Health literacy in later phases
of life: Findings from Germany
and other countries

Dominique Vogt, Doris Schaeffer and Eva-Maria Berens

Background

Societies in the 20th century are ageing, as the proportion of older people in
the populations of many countries further increases (UN, 2015; He et al, 2016)
— 12 per cent of the world’s population was aged 60 or older in 2015 (UN,
2015). Germany has especially been affected by this development. According
to figures from 2015, it has the second oldest population in the world (Federal
Statistical Office, 2015; UN, 2015), with one-fifth of its population aged 65 or
older (Federal Statistical Office, 2015). Based on current population projections,
more than a third of Germany’s population is expected to be at least 65 by 2060
(Federal Statistical Office, 2015). The share of very old people, aged 80 years or
older, will further increase, with a doubling of its proportion expected in the
next 25 years (Federal Statistical Office, 2015).

In many countries the younger phase of older age (people aged 65-70) is spent
in better health, with a compression of expected for this phase (Fries, 1980, 2000).
However, in all phases of old age, the risk of health problems, especially chronic
conditions, increases (Garms-Homolova and Schaeffer, 2012; WHO, 2014, 2015;
Robert Koch Institut, 2015; Lampert et al, 2016).

According to current data, more than half of people aged over 65 in Germany
have at least one chronic condition (Nowossadeck, 2012). In addition, older
people often suffer from several disorders at the same time, so multi-morbidity
is no exception (Anderson and Horvath, 2004). About 70 per cent of people
in Germany aged 65-74, and almost 80 per cent of those aged over 75, have at
least two chronic illnesses (Robert Koch Institut, 2015). Furthermore, long-term
physical and/or cognitive limitations often, but not always, caused by dementia,
emerge with increasing age. This puts older people at risk of decreased autonomy
(Kuhlmey and Schaeffer, 2008).

All of this shows that older people face the challenge of having to manage
adverse health problems in daily life, usually of a permanent nature, and growing
increasingly complex over the course of time. They are required to navigate in a
more complex health system, deal with a wide range of health-related information,
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implement instructions from health professionals, and manage complicated therapy
and medication routines (Lorig and Holman, 2003; Miiller-Mundt and Schaeffer,
2011; Schaefter and Haslbeck, 2016). These are only a few of the tasks placed
on them, as coping with chronic illnesses is always complex (Williams, 2000;
Thorne et al, 2002; Charmaz, 2003; Kralik, 2008; Rijken et al, 2008; Corbin
and Strauss, 2010; see also Chapter 12, this volume). Therefore, older people
need sufficient health literacy to successfully meet these challenges (Osborn et al,
2010; Berkman et al, 2011; Schaefter, 2017).

The fact that patients today are assigned a more active part — as emphasised in
the debate on the change of the patient’s role (Dierks and Schwartz, 2003; Boyer
and Lutfey, 2010; Horch et al, 2011) — reinforces increased demands. Unlike
earlier times, patients today cannot behave as passive according to paternalistic
concepts, but are instead encouraged to actively participate as consumers and
co-producers, to make informed health decisions, and to voice their concerns
(Bauer et al, 2005; Schaefter, 2009; see also Chapter 40, this volume). To be able
to fulfil these requirements, health literacy — understood as individuals’ knowledge,
motivation and competences to deal with health-related information — is needed,
to be able to access, understand, judge, and apply it in order to make health-
related decisions (Serensen et al, 2012, p 3).

Whether older people possess sufficient health literacy, however, is unclear.
The aim of this chapter, therefore, is a closer examination of health literacy in
the later phases of life. The chapter describes: the prevalence of limited health
literacy among older people; the demographic, socioeconomic and health-
related determinants associated with limited health literacy among older people;
as well as the related health consequences. It is posited that a differentiation of
phases in old age is absolutely necessary when considering the health literacy of
older people (for more information on elderly people and end of life, see also
Chapter 41, this volume).

Limited health literacy in later phases of life

First, current empirical findings on the prevalence of limited health literacy in old
age are given. We concentrate on findings and results from Europe, and particularly
Germany, as they follow different, newly developed, concepts and methods.
Health literacy studies concerning older populations usually originate from
the Anglo-American region (Zamora and Clingerman, 2011; Chesser et al,
2016; Kobayashi et al, 2016), and examine socioeconomic determinants and
health indicators associated with health literacy (Zamora and Clingerman, 2011;
Chesser et al, 2016; Kobayashi et al, 2016). These studies consistently indicate a
high prevalence of low health literacy in older people. However, the proportion
varies depending on sample sizes and measuring instruments used, as well as
classifications in terms of age group, which differ to a great extent (Gausman
Benson and Forman, 2002; Wolf et al, 2010; Ganzer et al, 2012; Kirk et al, 2012;
McDougall et al, 2012; Mosher et al, 2012). In most studies among older people,
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health literacy has been measured with the Wide Range Achievement Test-
Revised (WRAT-R), Rapid Estimate of Adult Literacy in Medicine (REALM),
Test of Functional Health Literacy in Adults (TOFHLA) and the Newest Vital
Sign (NVS) (Zamora and Clingerman, 2011; Chesser et al 2016). Available
findings are thus mostly based on a functional understanding of the concept of
health literacy (see Chapter 5, this volume).

In addition, population surveys also provide results regarding health literacy
in later phases of life (Kutner et al, 2006; ABS, 2008; Rootman and Gordon-
El-Bihbety, 2008). They mainly show that older people from the age of 65 and
above have significantly lower health literacy than middle-aged adults or younger
people. According to the results of the National Assessment of Adult Literacy
(NAAL), about one-third of older people lack the sufficient health literacy, for
example, to identify an appointment for a medical examination on a leaflet or
understand and utilise relevant information on a medical form submitted to
them (Kutner et al, 2006). The situation in Canada is similar. The proportion
of low health literacy among older people aged 66 or more exceeds 60 per cent
(Rootman and Gordon-EI-Bihbety, 2008, p 15). In Australia, more than 80 per
cent of people aged 65-74 are not sufficiently health-literate (ABS, 2008, p 8).

However, considering these international studies generally reveals that they
seldom involve a differentiated examination of older people according to age
groups or phases. They mainly only suggest that the proportion of low health
literacy increases with age (Baker et al, 2000; Cutilli, 2007; Wolf et al, 2010;
Kobayashi et al, 2016), and is higher among the ‘old-old’ than among the so-called
‘young old’. In other words, older people in Anglo-American health literacy
studies are usually considered as a homogeneous group.

In Germany and the rest of Europe research on health literacy did not
significantly emerge until the European Health Literacy Survey (HLS-EU) was
conducted in 2012. The aim was a comparative investigation of the population’s
health literacy in eight European countries. Based on a systematic literature review
a comprehensive definition of health literacy and a corresponding measuring
instrument was developed and applied in the participating countries. The results
show that the group of older people and, in particular, older people aged 76 or
above, have limited health literacy and are among the most vulnerable groups
in terms of health literacy; 60.8 per cent of older respondents in that age group
have limited health literacy, according to the HLS-EU, and perceive considerable
difficulties in dealing with health information (HLS-EU Consortium, 2012).

The European study also provided an insight into health literacy among older
people in Germany, although only one of the 16 federal states, the state of
North Rhine-Westphalia (NRW), participated. It shows that 53.9 per cent of
people older than 76 in Germany (more specifically, in NRW), a slightly smaller
proportion compared to the EU average, have a limited health literacy level
(HLS-EU Consortium, 2012).

Inspired by the HLS-EU, health literacy studies also began to emerge in
Germany. They are all based on its concept and measuring instrument, and

155



International handbook of health literacy

mainly address the general population. One study, originating in Germany,
focused exclusively on statutory-insured people (Zok, 2014). The German Health
Update (GEDA) conducted by the Robert Koch Institute also collected data
on the health literacy of older people. These results indicate that people in later
phases of life more often have limited health literacy (Jordan and Hoebel, 2015).
In both studies the short version of the HLS-EU questionnaire (HLS-EU-Q16)
was used, and therefore presumably might not represent all the health literacy
components of importance for older people.

Additionally, only a few investigations on the health literacy of specific
population groups in Germany have been conducted thus far (Schaeffer and
Pelikan, 2017). Consequently, there are hardly any studies about older people. One
such study in NRW focused on young people and older people with and those
without a migration background (Quenzel and Schaefter, 2016). It indicated that
older people, especially those with a migration background, have limited health
literacy (Quenzel and Schaeffer, 2016). However, this study did not include a
differentiated examination of the various age groups. The same applies to a cohort
study on cardiovascular risk factors and diseases in the older general population,
including data on health literacy (Tiller et al, 2015).

The German Health Literacy Survey (HLS-GER) is of special interest in this
context (Schaeffer et al, 2017) — a representative population survey based on
the HLS-EU concept. The HLS-GER was conducted in a survey of a total of
2,000 German native speakers from the age of 15 with the help of computer-
assisted personal interviews (CAPI) (for further details, see Schaeffer et al, 2016,
2017). Underlying the survey is the conceptual understanding and health literacy
definition developed by the HLS-EU Consortium (Serensen et al, 2012). The
study results show that two-thirds of older people aged 65 and above have limited
health literacy, that is, they face great difficulties in dealing with health information
(Berens et al, 2016; Schaeffer et al, 2016). Age-specific analysis of people aged
65 or older indicates great differences in health literacy among different age
groups in old age. It shows that only 4.1 per cent of older people aged between
65 and 70 possess excellent health literacy. Another 30.8 per cent have sufficient
health literacy, while more than half (52.5%) have problematic health literacy.
Another 11.2 per cent possess an inadequate health literacy level. Consequently,
the majority of the respondents perceive great difficulties in dealing with health
information (Vogt et al, 2017).

People aged 71-75 can be characterised similarly: here, too, the proportion of
inadequate health literacy is roughly 10 per cent. Another 48.6 per cent have
problematic health literacy. This value is also approximately equal to that shown
by the 65- to 70-year-olds. However, the proportion of excellent health literacy
among 71- to 75-year-olds is, at only 2 per cent, slightly lower. Accordingly, only
very few older people in this age group find it easy, for example, to understand
their physician or to assess the pros and cons of various treatment options.

The results among people aged 76 and older show significant differences. Nearly
one-third of the respondents in this age group have inadequate health literacy,
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which is almost three times as much as in the younger age groups. Another
45.7 per cent have problematic health literacy. The total share of limited health
literacy among respondents aged 76 or above is therefore 75.5 per cent. Hence,
health literacy scores differ significantly compared to the two younger age groups
(p<0.001) (Vogt et al, 2017). In conclusion, older people generally belong to the
vulnerable groups; however, the proportion of limited health literacy is particularly
high in the group of the old-old people.

Limited health literacy and associated factors among older people

As aresult of these findings, the question arises as to which determinants are related
to low health literacy among older people and explain the high proportions of low
health literacy in later phases the main explanatory determinants of low functional
health literacy in old age (Chesser et al, 2016). Older people with a migration
background and low income tend to have lower health literacy. However, the
findings on educational attainment are ambiguous. While the level of education
is associated with functional health literacy in some studies (Wolf et al, 2005),
no relationship can be established in other studies (McDougall et al, 2012). Also
discussed as possible causes for worsening health literacy with increasing age are
factors such as the deterioration of cognitive and physical resources, which often
manifest in later phases of life (Baker et al, 2002; Cornett, 2006; Howard et al,
2006; Levinthal et al, 2008; Federman et al, 2009; Speros, 2009, 2011; Chesser
et al, 2016).

In Europe and Germany empirical findings regarding explanatory determinants
of limited health literacy in old age are largely lacking. Initial information is
provided by the previously mentioned, age-differentiated, analysis of the HLS-
GER (Vogt et al, 2017). This shows that functional health literacy among older
people is associated with limited health literacy (p<<0.001); 78.7 per cent of all
respondents with limited functional health literacy also have limited health literacy.
Financial deprivation and the presence of chronic illness are also associated with
limited health literacy. For example, almost 80 per cent of financially deprived
people older than 65 have limited health literacy. The proportion in the case
of older people with chronic illness is at least 70.6 per cent (Vogt et al, 2017).

The results of multivariate analyses show that financial deprivation is the
strongest predictor of limited health literacy in old age (Vogt et al, 2017). Looking
at different age groups among older people, the results show that financial
deprivation remains the strongest predictor in explaining limited health literacy
in all age groups among old people (Vogt et al, 2017). Thus, the findings indicate
a social gradient.

Impact of limited health literacy on health

The high proportion of limited health literacy among older people raises the
question of health-related consequences associated with this. The existing findings
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suggest a link between low health literacy and poor health indicators, with most
of these studies mostly being cross-sectional studies that examine functional
health literacy and its relationship to health-specific indicators. According to these
studies, low health literacy is associated with poorer subjective health (Berkman
et al, 2011) and unhealthy behaviours. Older people with low health literacy,
for example, more often assess their own health as being poor, and have worse
self-management skills (Schillinger et al, 2006; Powell et al, 2007; Wolf et al,
2007; Tang et al, 2008). There are also studies that suggest a link between low
health literacy and increased mortality risk among older people (Baker et al, 2000,
2007; Sudore et al, 2006; Cavanaugh et al, 2010; Bostock and Steptoe, 2012).
These studies focus on assessment of the functional level of health literacy in the
context either of country-specific data on mortality or data generated specially
for the studies. Regarding increased mortality risk, however, it must be noted
that these investigations do not establish any causal link.

Low health literacy is furthermore related to a more intensive use of health
services: emergency care facilities such as hospitals and emergency medical services
are used more frequently by older people with low health literacy. By contrast,
they make less frequent use of preventive measures and screening examinations
(for example, mammography, bowel cancer screening) (Baker et al, 1998, 2004;
Scott et al, 2002; Berkman et al, 2011).

Similar findings were obtained in Europe and Germany, but in relation to
the general population. Here, too, health literacy is associated significantly with
the respondents’ selt-assessed health (HLS-EU Consortium, 2012; Jordan and
Hoebel, 2015; Schaeffer et al, 2017). People with limited health literacy less
frequently assess their state of health as ‘very good’ or ‘good’. Also, a higher
prevalence of chronic illnesses, depressive symptoms, severe pain and further
persistent health problems among those with limited health literacy have been
shown, indicating an association between limited health literacy and behavioural
risk factors (Jordan and Hoebel, 2015). Limited health literacy is additionally
associated with greater difficulties in orientation within healthcare systems,
lacking knowledge about contact points for health problems, and more frequent
hospital stays and more intensive use of medical emergency services (Schaeffer
et al, 2016).

So far there is little knowledge in Europe and Germany regarding consequences
limited health literacy levels have for older people, and especially very old people
aged 80 years and above. One study suggests that among people aged 65 and
above, health literacy is associated with health-related quality of life and the
probability of falling ill with diabetes, stroke among men and heart attack among
women (Tiller et al, 2015).

Conclusion

According to available, yet insufficient, findings, older people have a significantly
lower level of health literacy compared to the general population. First, they lack
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adequate personal skills and competences for accessing, understanding, judging
and applying health-related information, for example, to make decisions necessary
for maintaining health. Second, the large proportion of limited health literacy
indicates the difficulties and complexities of the situational demands placed on
the individual, as well as problems communicating with health professions and
a healthcare system.

Furthermore, substantial differences between age groups regarding the
prevalence of limited health literacy in later phases of life can be shown: people
over 76 have especially low health literacy. This is an important result from public
health perspective because the likelihood of chronic illness, multi-morbidity
and of frailty increases in the phase of old age (Suzman, 2001; Rott and Jopp,
2012; WHO, 2015). At the same time, this involves increased requirements in
processing health information. However, personal resources, including health
literacy, decrease in old age.

Also noteworthy from a public health perspective is the social gradient related
to health literacy among older people. Financial deprivation has been shown
to be the strongest predictor of limited health literacy in Germany. This applies
particularly to people in later phases of life. This finding is directly linked to
discussions on health inequality that have been stressing the great importance
of socioeconomic factors for the health of older people for decades (von der
Knesebeck, 2008; Lampert et al, 2016). At the same time, the results show
that older people with few socioeconomic resources have a higher mortality
risk (Huisman et al, 2013), greater functional impairments (Shaw et al, 2014)
and a poorer subjective health status (Read et al, 2016). In conclusion, the
consequences arising from the findings are discussed. The main points are as
follows:

* Although older people and, especially very old people, face great difficulties in
dealing with health information, relatively little attention is still paid to them
in health literacy research. This urgently needs to be changed.

e It is also necessary to pay more attention to the differences observed among people
in different phases of old age that have long been observed in gerontological
research. Studies are needed to enable detailed analyses of health literacy among
older people. This includes a differentiation between young old, medium old
and old people. Such studies should simultaneously close existent research
gaps and clarify, for example, how and which health indicators are associated
with low health literacy in later phases of life or examine the significance of
psycho-social factors.

* At the same time, it is important to promote the development of interventions.
Auvailable data — although scarce — already provides an insight into the abilities
and skills to deal with health information and provides important approaches
for the development of interventions to improve health literacy. One of the
main conclusions here is that more attention also needs to be given to age
differentiation in the development of interventions.
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Likely to be promising for younger old people are interventions aimed at
strengthening an individual’s health literacy, and containing elements of
information and knowledge communication, as well as strengthening competence
(Nutbeam, 2000; Chinn, 2011; see also Chapter 14 and Part 2, this volume). By
contrast, in order to strengthen the health literacy of old people interventions
aimed at a structural and environmental level seem to be more promising, as in
this the phase of life people become more vulnerable in terms of health problems
and at the same time lose important personal resources. Thus, approaches aimed at
improving the health literacy of the health system, its institutions and professions,
and thus reducing the demands placed on individuals, are more important. Initial
approaches already exist (for example, health-literate organisations; Brach et al,
2012; Dietscher and Pelikan, 2017; see also Chapters 8 and 31, this volume),
and their adaptation to the target group of old people is an important task for
the future. This is important, as it is necessary to avoid shifting the problem to
the individual instead of changing the structural deficits that only manifest in
the individual.

Greater attention should also be paid to increasing inequalities in old age.
Interventions need to address not only health literacy, but also the healthcare
system needs to be accessible to, for example, financially deprived old people.
More importance should be paid to the topic of health literacy at the political level
as well. This is emphasised by WHO initiatives such as the Shanghai Declaration
(WHO, 2016) or the National Action Plans existing in many countries (Puntoni,
2010; Ministry of Health [NZ], 2015), including in Germany (Schaefter et al,
2018).
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Critical health literacy for
the marginalised: Empirical findings

Susie Sykes and Jane Wills

Introduction

Definitions of health literacy have differentiated between functional, interactive
and critical health literacy (CHL). The latter describes advanced literacy skills
that may be used to critically analyse information but also, crucially, to use this
information to exert greater control over life events and situations that have an
impact on health. CHL includes the development of ‘skills and abilities that enable
citizens to become aware of public issues to participate in critical dialogue about
them, and to become involved in decision-making processes’ (Zarcadoolas et al,
2006, p 61). CHL connects closely with the concept of health promotion, and
is a key outcome of empowerment strategies that seek to develop personal skills,
build healthy public policy and create supportive environments (see Chapters 1
and 14, this volume).

Individual lifestyle factors, social and community networks, living and working
conditions and general socioeconomic, cultural and environmental conditions have
all been presented as important in determining health (Dahlgren and Whitehead,
1991; see also Chapter 9, this volume). The body of work evidencing the impact
of these social determinants of health has grown considerably over the last 10 years
and links are now well established and more fully understood (Marmot et al, 2012).
Literacy is a social determinant influencing health both directly and indirectly:
directly, through the difficulty of gathering and comprehending health information
and the organisation and functioning of the healthcare system; and indirectly,
through the personal and socioeconomic challenges that often go with limited
literacy, for example, self-confidence, employment, income, housing, healthy
eating and the stress that comes from constant worry about meeting these basic
human needs for ourselves and for our families. Research has shown that people
with a better education have lower morbidity rates from the most common chronic
diseases (Cutler and Lleras-Mune, 2006), which is, in part, because of the effects
of education on adult income, employment and living conditions (Marmot et al,
2012). The opportunities, then, for marginalised, vulnerable and disadvantaged
groups to be actively involved in decisions about their health and to take control
of their health and the conditions that affect their health may be limited by their
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health literacy skills. As lifelong learning (both formal and informal) improves
health literacy, which influences health outcomes, there is a need to develop health
literacy across the life course. There is, for example, substantial evidence that
low health literacy is associated with older age and difficulties coping with health
system demands, complex information environments including mental health
and declining cognitive function (Wister et al, 2010; Murray et al, 2011), yet the
opportunities for this age group to develop CHL are correspondingly limited.

CHL has built on the idea of ‘critical consciousness’ derived from the
emancipatory adult education and participatory empowerment philosophy of
Paolo Freire (1993). Freire developed a pedagogy in Brazil with illiterate workers
based on an education of questioning, in which the development of the vocabulary
of the learners’ daily life promoted dialogue between the participants that would
address the questions of their social conditions. Thus, teaching words becomes
a means to teaching about the world rather than an end in itself. Mastering the
tools of the dominant language was, for Freire, ‘not only to survive but also to
fight for the transformation of an unjust and cruel society where the subordinate
groups are rejected, insulted and humiliated’ (1993, p 135). For Freire, literacy is
not just about reading and writing skills, but also about mobilising social resources
and social capital in communities to confront and analyse their surrounding social,
political and economic structures.

This chapter reports on the available evidence about strategies to improve
CHL. Such strategies are important empowerment tools that have the potential
to reduce health inequalities because the most vulnerable and disadvantaged
people in society are at risk of limited health literacy and are known to have the
poorest health outcomes.

Defining ‘critical health literacy’

CHL is the domain of health literacy that is least well defined and developed,
perhaps because it takes us away from the association of health literacy with
health education and forms of communication towards political action. There
have been several major attempts to clarify the concept of CHL and each has a
different conclusion about its core elements, but they share a view that CHL is
not only an individual (as in having abilities to critically assess information) but
also a population asset offering a route to greater autonomy and control over
health decision-making (Nutbeam, 2008; Martensson and Hensing, 2012).

The first area of CHL identified by Sykes et al (2013) in their concept analysis
involves higher-level cognitive and social skills that allow critical thinking and
informed decision-making. These cognitive skills enable someone to contextualise
health information and apply it to their personal situation and context, in order to
make an informed decision that benefits health and wellbeing. This area of CHL
can be viewed as an asset, supporting people to engage with health information
and the healthcare system, and exert greater control over their own health and
decision-making.
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The second area of CHL acknowledges the importance of existing structural
factors that indirectly influence someone’s health and wellbeing, comprising social
and community networks, living and working conditions, and socioeconomic,
cultural and environmental conditions. CHL encompasses the empowerment of
people to challenge and take actions regarding these determinants of health and
wellbeing. This might be, for example, challenging drug dealing and associated
safety concerns in a neighbourhood or the use of green space. CHL is about
people engaging in collective activities regarding such health issues. Porr et al
(2006) describe a project with low-income mothers in Australia in which the
healthcare professional facilitates the exploration of problems (for example,
inadequate financial support, lack of aftordable housing and transportation
concerns); the underlying commonality is that they have affected the lives
of the mothers, thus leaving them powerless. The search for the sources of
powerlessness goes beyond the individual, to the surrounding economic, social
and political forces. Chinn (2011) identifies the CHL competencies needed for
collective actions as recognising that an individual can contribute to community
outcomes and having skills in working in groups and knowledge of the local
community.

A review of the evidence on the effectiveness of interventions to
promote critical health literacy

As the focus on health literacy has expanded over the past decade, so have
the number of reported interventions and reviews of eftectiveness (Sheridan
et al, 2011; D’Eath et al, 2012; Manafo and Wong, 2012; Taggart et al, 2012).
As Nutbeam et al (2017) point out, many of the intervention studies that are
included in such reviews have very broad definitions of health literacy. Few of
the studies included have a focus on developing CHL, although there are other
reviews that synthesise the evidence of interventions explicitly designed to build
empowerment (Woodall et al, 2010). Four reviews have included intervention
studies about building CHL (Taggart et al, 2012; de Wit et al, 2017; Nutbeam
et al, 2017; Fernandez-Gutiérrez et al, 2018), yet the impact that they have on
CHL competencies are not well evidenced and the reviews recognise that this is,
in part, due to the limited availability of useful tools to measure CHL.

A review by de Wit et al (2017) focused on CHL in older adults and included
interventions that sought to build comparable concepts such as empowerment.
De Wit et al’s review (2017) found that two practices were important in effective
interventions to develop CHL. First, collaborative learning, whereby reciprocal
learning about health took place between older adults and family, community
members, peers and healthcare professionals, and which de Wit et al (2017) argue
is crucial for critical thinking; and second, social support as older adults gave it to
and received it from members in their community. The following sections describe
the methods, findings and learning from a review of the available evidence on
strategies and interventions for improving CHL.
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Methods

In identifying the empirical evidence base of interventions designed to build
CHL, a search of health, education and psychology electronic databases including
Scopus, PubMed, PsycINFO, CINAHL, Academic Search Complete, BioMed
Central, PsycARTICLES, Science Direct, SocINDEX and Education Research
Complete was carried out using the search term ‘critical health literacy’. While it is
recognised that interventions may actively work to build the components of CHL
without actually using the terminology itself, and may therefore be useful in the
learning they identify, this review was specifically interested in those interventions
that had a stated intention to build CHL. A decision was therefore made not to
include search terms of overlapping concepts such as empowerment or community
action (see Crondahl and Karlsson, 2016). Given the limited pool of published
literature on this subject, electronic database searches were complemented with
a search of Google Scholar, grey literature and reference tracing.

The initial search of databases found 155 papers plus an additional
1,504 references through Google Scholar. Inclusion and exclusion criteria were
applied that limited studies to empirical papers that included an intervention
designed to build CHL, and theoretical papers or concept analyses were excluded.
No limiter was placed on date or geography. Studies were not excluded if they
did not include an assessment of levels of CHL as a way of evaluating impact.
As there are a limited number of validated tools to measure CHL, this would
have restricted the returns too significantly, but impact or outcomes are reported
where they have been shown.

Findings

Applying the inclusion and exclusion criteria to the returns resulted in 13 articles
included in the review that drew on 12 interventions. Of these studies, three
were reflections rather than empirical studies. As they were presented as case
studies of interventions and were published in peer review journals, a decision
was made to include them.

Table 11.1 shows the approach of the reported intervention, its context or
setting, and the participants. The studies were drawn from Australia, USA, UK,
Canada, Denmark, the Philippines and Germany. Seven of the studies focused
on interventions that targeted young people, the majority of which took place in
schools. The rest targeted indigenous communities, socially disadvantaged adults
or black and minority ethnic communities.

There was considerable variation in the nature of interventions used to build
CHL, as shown in Table 11.1. Two of the studies focused on arts-based and
creative strategies such as role-play, iMovies and the creation of graphic novels
(Banister et al, 2011; Begoray et al, 2014). Four of the interventions were oftered
as complementary school curriculum programmes run over a period of several
weeks delivered either by external providers or by the teachers (Steckelberg et al,
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Table 11.1: Studies of interventions to promote critical health literacy

Study Country  Setting Participants Approach Evaluation
1. Banister et al  Canada Healthcare  Adolescent girls Package of strategies for healthcare providers to  Case reflections
(2011) settings develop functional, interactive and critical health
literacy. These include use of text messaging,
role-playing, targeted internet sources, blog
writing and small group work
2.Begoray etal Canada School Adolescents Project to involve adolescents in the development Case study
(2014) of multimedia to build critical media health
literacy. Two interventions described using
iMovies/puppets and creating graphic novels
3. Bruselius- Denmark  School Adolescents A two-week curriculum-integrated programme Deductive data analysis of
Jensen et al combining maths and health education to classroom dialogue using
(2017) improve physical activity health literacy at a framework derived from
functional, interactive and critical level Nutbeam’s domains of health
literacy
4.Drew (2015)  Australia Community Aboriginal community Develops use of ‘natural helpers’ situated Reflections
between those in need and services. They work to
develop knowledge and skills on both sides
5. Estacio (2013) Philippines Community Indigenous community Empowerment education model using critical Case study focusing on
reflection to gain a better understanding the discourses used by
of how health is conceptualised within the participants in the project
socioeconomic and political environment and its
implications for practice
6.Gould et al USA Schools Adolescents Curriculum programme with two components: Reflections
(2010) and teaching the social determinants of health and
Mogford et al teaching skills to take action on them
(2011)

(continued)
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Table 11.1: Studies of interventions to promote critical health literacy (continued)

Study Country  Setting Participants Approach Evaluation
7.McCuaig et al Australia  Schools Adolescents The purpose of the HL@RS was to design, Qualitative methods including
(2014) implement and evaluate a critically oriented focus groups with students
health literacy unit to establish the ability of and teachers to assess
schools and their teachers to deliver such a unit  experience and responses to
within a school the curriculum
8.Muscatetal  Australia  Adult Socially disadvantaged A ‘shared decision-making’ training programme Qualitative interview study
(2017) education Australians designed to build communicative and critical with the adult educators
health literacy. Delivered as a core component of  delivering the programme
a broader health literacy programme
9. Scheib and USA Community African-American and Participatory community development project Participatory action and
Lykes (2013) Latina women community that used photography and a facilitated process  photo elicitation research
health workers in post- of reflection and analysis to document and project
Katrina New Orleans respond to a range of social inequalities
10. Steckelberg ~ Germany  School Adolescents Curriculum programme to build critical health Critical health competency
et al (2009) literacy consisting of six modules and based on test used to evaluate change
concept of evidence-based medicine in critical health literacy
11. Sykes et al UK Community Socially disadvantaged Participatory community development project Case study
(2017) communities using citizen’s jury model. Communities identified
barriers to healthy eating in their community
and identified opportunities and strategies to
campaign and implement change
12. Sykes and UK Community Parents with low literacy ~ Programme to build all domains of health literacy All Aspects Health Literacy

Wills (2018)

levels

using informal education strategies. Participants
learnt about different health topics, engaged with
health providers, researched and appraised health
information

Scale
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2009; Gould et al, 2010; Mogford et al, 2011; McCuaig et al, 2014; Bruselius-
Jensen et al, 2017). Curriculum-based programmes were also offered to adults in
two of the studies (Muscat et al, 2017; Sykes and Wills, 2018). Four studies were
community development interventions using participatory approaches such as
lay educators, citizen’s juries, critical reflection and community capacity building
and community action research (Estacio, 2013; Scheib and Lykes, 2013; Drew,
2015; Sykes et al, 2017).

The detail about interventions is lacking in many studies, but the school-
based intervention ‘Just Health Action’ reported on by Gould et al (2010) and
Mogford et al (2011) does describe a ‘social determinants of health’ curriculum
tor secondary school children. The curriculum is based on an ecological model
and focuses on upstream factors that affect health through a social justice lens.
Through interactive activities, students are taught about the social determinants
of health and then students are empowered to take action to influence policy and
work with communities to reduce societal inequities.

Table 11.1 also reports on the CHL measure if any are used in the intervention.
Five of the studies were categorised as case studies of interventions on which
observations and data about the process and experience were collected (Banister
et al, 2011; Estacio, 2013; Begoray et al, 2014; Drew, 2015; Sykes et al, 2017).
Seven of the studies included an evaluative element in order to capture impact or
outcome (Steckelberg et al, 2009; Gould et al, 2010; Mogford et al, 2011; Scheib
and Lykes, 2013; McCuaig et al, 2014; Bruselius-Jensen et al, 2017; Muscat et al,
2017; Sykes and Wills, 2018). Only one of these studies used a validated tool for
measuring CHL (Sykes and Wills, 2018), while the rest used qualitative evaluation.

Key learning from the evidence

Settings for promoting critical health literacy

While schools offer an accessible setting for developing health literacy, it was
observed in two studies that the school setting reduces CHL to cognitive skills
(McCuaig et al, 2014; Bruselius-Jensen et al, 2017). Gould et al (2010) offer some
explanation for this, stating that there is a dominant societal belief that individual
choice leads to poor health outcomes and therefore that individual behaviour
modification is the dominant pathway to good health. This belief, they observe,
translates into an institutional focus on teaching functional and communicative
health literacy over CHL.

The hierarchies of the school structure and curriculum expectations may
also limit opportunities to develop personal agency in young people. Bruselius-
Jensen et al (2017), for example, conducted research into a Danish classroom-
based health education programme designed to develop the three tiers of health
literacy related to physical activity. Through their analysis of classroom dialogue,
they demonstrated that teachers facilitated the functional and, to some extent,
interactive, levels of health literacy, but struggled to facilitate critical discussions.
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They observed opportunities where teachers could have been more supportive
of pupils’” attempts to be critical in their discussions and of attempts to identify
their own health agency.

Approaches to developing critical health literacy

While all the studies aimed to develop CHL, those that had curriculum or
structured programmes were less likely to be effective. Most of the studies point
to the value of participatory and action-based learning and reflection (Gould
et al, 2010; Banister et al, 2011; Mogford et al, 2011; Estacio, 2013; Scheib and
Lykes, 2013; Begoray et al, 2014; McCuaig et al, 2014; Bruselius-Jensen et al,
2017; Sykes et al, 2017; Sykes and Wills, 2018), which several studies liken to an
education for ‘critical consciousness’ advocated by Freire (1993). This approach is
more commonly associated with community development work and can be seen
to underpin the approaches taken by the four included CHL interventions based
in communities (Estacio, 2013; Scheib and Lykes, 2013; Drew, 2015; Sykes et al,
2017). Typical across these interventions are approaches that seek to achieve greater
social justice, with communities themselves identifying structural issues that may
have an impact on health and working together towards a collective solution. The
focus becomes one of developing critically health-literate communities rather
than individuals. The community-based studies did not offer measurements of
CHL, but the qualitative research associated with three of them (Estacio, 2013;
Scheib and Lykes, 2013; Sykes et al, 2017) clearly evidenced action to address
the structural determinants of health by participants at a community level, the
attribute of CHL less successfully evidenced by curriculum-based approaches.

In Scheib and Lykes’ study (2013), participatory action research was used with
community health workers in the aftermath of Hurricane Katrina in New Orleans
in the US. Participants used photography and a facilitated process of reflection
and analysis to document individual recovery responses to a range of social
inequalities. The data gathered pointed to an acquisition of skills and capacities
that facilitated critical analyses of structural inequalities and selected responses to
them among participants. The authors concluded that the creative process that
encouraged participants to voice their concerns and understandings through
images, storytelling and critical reflections allowed participants to recognise
themselves and be recognised by others as both producers of health knowledge
and contributors to the responses to the post-disaster challenges.

The case study presented by Sykes et al (2017) demonstrates critical health action
for change at a community level as an outcome of a community development
project using a citizen’s jury model. The aim of this project was for a disadvantaged
community to create a vision of a better food system for which community
members and the wider organisation could campaign. This was based on a position
that community members have a right to be involved in deciding what kind of
food system they have. The case study demonstrates that through participatory
processes, whereby participants identified barriers faced by the community to
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eating healthy food and then to question ‘expert’ stakeholders on why those
barriers existed, they became critically informed about the determinants of their
diet. The process of identifying areas for change meant they also became agents
of change. The processes involved in these projects are complex but address the
need identified by Begoray et al (2014) for CHL interventions to involve the
broader community to address multiple factors at the intrapersonal, interpersonal
and community level.

‘Critical health literacy’ and the marginalised

Six of the studies were interventions that worked with marginalised communities
(Estacio, 2013; Scheib and Lykes, 2013; Drew, 2015; Muscat et al, 2017; Sykes
et al, 2017; Sykes and Wills, 2018). Most had a focus on communicative health
literacy and the ability to use information. Such interventions, where the goal is
for the user of healthcare or information to become autonomous and responsible,
are focused on the individual and far away from the view of health literacy and
communities that Chinn (2011, p 66) calls the ‘collectivist-minded, socially active
citizen who prioritizes the common good and public health goals’

One of the key learning points is the importance of interventions being aware
of, and responsive to, the social, cultural and psychological context of participants
(Bansister et al, 2011). The tailoring of interventions to the cultural needs of
the target groups was emphasised by Begoray et al (2014), who concluded that
students’ ability to learn was tied to how harmoniously their cultural identifiers
aligned with the pedagogical practices used in their learning environment, while
McCuaig et al (2014) stress the importance of learning for CHL to be relevant,
engaging and contemporary in order to be valued. Sykes and Wills (2018) report
that the community/family-based intervention that created learning opportunities
in participants’ own homes and drew on family experiences in group dialogue
helped to create a knowledge-building community of learners.

Measuring critical health literacy

Evaluative findings are rarely reported in the studies and there is no established
measure of CHL. Gould et al (2010) describe a pre- and post-intervention survey
that measures four dimensions of CHL: knowledge of the social determinants of
health, health inequities and health as a human right; attitudes regarding social
determinants of health, human rights and activism; feelings of empowerment to
use new skills and take action on the social determinants of health; and future
intentions to take action. Analysis of the post-test returns is reported as being
positive across all four dimensions. Other studies, such as that by Muscat et al
(2017), report qualitative data on barriers and facilitators to implementation as
well as student reactions. They concluded that a focus on this aspect of health
literacy was appropriate and feasible for adult education settings, and could be
designed for groups with lower literacy when tailored for population needs.
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The study reported by Sykes and Wills (2018) used the All Aspects of Health
Literacy Scale (AAHLS) (Chinn and McCarthy, 2012), which includes questions
on participants’ attitudes about government responsibilities for addressing the
wider determinants of health, and found an equal split between those thinking
that information and encouragement to lead healthy lifestyles was the most
important matter for everyone’s health and those thinking that structural issues
of good housing, education, jobs and good local facilities were the priority. The
post-intervention AAHLS assessment showed a slight increase in participants’
understanding of how they themselves could get involved at a political level, but
no evidence of participants taking any action.

Although programmes do exist that claim to be developing CHL, and many
more will have explicit aims to contribute to the empowerment of individuals
and communities (Crondahl and Karlsson, 2016), there is currently little evidence
that such programmes are effective in improving health outcomes. Evaluations
show improved self-esteem, greater awareness and even broadened networks and
social support, but little evidence of community mobilisation or an intention to
be more active in taking control over those factors that influence health chances.
This is partly due to a dearth of focused measurement instruments for CHL,
weak methodologies based on small samples and limited time frames for projects.

Discussion

Despite the huge acceleration in interest and research in health literacy over the
past decade, there has been relatively little attention to CHL. This review found
only 12 interventions that sought to explicitly develop CHL. The most common
target of these interventions is young people, with six of the studies solely working
with adolescents. This focus is perhaps understandable given the important stage
of their development, their growing involvement with their own healthcare and
the large amount of health information that is targeted at them (Manganello,
2007). Schools also offer a relatively accessible setting through which to reach this
group. However, the review demonstrates a lack of interventions targeted across
the life course, particularly for older people. With an aging population and a
growing number of older people living with long-term conditions, there is a need
for older adults to fully participate in all aspects of healthcare. Disproportionately
high levels of inadequate health literacy levels have been reported among older
populations (Bostock et al, 2012). Interventions to address low levels of health
literacy among older people tend to focus on functional aspects such as medicine
adherence (Chesser et al, 2016), and Manafo and Wong’s review (2012) found no
studies on CHL that aimed to support greater community action and advocacy.
De Wit et al’s review of community-based interventions with older people (2017)
shows successful strategies and the potential reciprocal benefits of building CHL
with this group.

Although some have argued that the interventions that attempt to promote all
three aspects of functional, interactive and CHL are more likely to be effective

176



Critical health literacy for the marginalised

(Renwick, 2014), this review found that interventions that sought to build all
three domains of health literacy as part of a combined programme reported
more success in developing the first two domains than the third (McCuaig et al,
2014; Bruselius-Jensen et al, 2017; Sykes and Wills, 2018). CHL then becomes
more focused on cognitive skills development than social action. McCuaig et al’s
(2014) study, which evaluated a critically oriented health literacy unit, sought to
build all three domains of health literacy, and found only modest indicators of
success in relation to CHL, focusing on critical analysis skills of internet health
resources and an increased intention to help others. The study did not show
an improvement in either the student or teachers’ understanding of the social
determinants of health or any evidence of action for change. Outside the school
setting, a community-based health literacy programme designed to build the
functional, communicative and CHL skills of parents showed similar outcomes
(Sykes and Wills, 2018). In this programme, an impact was demonstrated on
participants’ ability to critically appraise health information and a limited impact
on participants’ ability to critically question professionals. However, there was
no real change in participants’ understanding of the determinants of health or
involvement in activities to challenge those factors. Without a fully developed
mechanism for measuring CHL, understandings of the impact of interventions
will remain limited.

Challenges in operationalising CHL and successfully building the empowerment
and political action element of the concept can be seen to arise for a number of
reasons. Programmes that seek to build all three domains of health literacy may
simply be too ambitious with too many skills and knowledge requirements to
successfully address within one-time limited programme. In this case, the more
tangible and measurable aspects of health literacy are likely to become the focus.
The constraints that exist within institutional settings such as schools when
developing social and political agency have already been discussed, but the nature
of curriculum-based interventions may also create constraints. This review has
shown the studies that have most successfully developed an understanding of the
social determinants of health and political action for change are those based on
a critical pedagogical cycle of identitying the issue, reflection and dialogue on
the causes of the issue and the promotion of social action (Freire, 1993). The
last stage in this cycle has been shown to be the hardest to achieve (Matthews,
2013, p 608), and has been described as ‘difficult and slow ... a continuing
process, not a single event’, requiring advanced facilitations skills with an active
commitment to a democratic learning environment (Kaufman and Fobes, 2008;
Dawkins-Moultin et al, 2016).

Conclusion

Nutbeam’s (2000, p 265) original presentation of the concept of CHL explicitly
incorporated within it the ‘skills which investigate the political feasibility and
organisational possibility of various forms of action to address social, economic and
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environmental determinants of health.” A lack of understanding and awareness of
this aspect of CHL has already been reported (Sykes et al, 2013), and this review of
effective interventions highlights the challenges of developing CHL due, in part,
to intervention goals that privilege cognitive skills. The report of the Commission
on Social Determinants of Health (2008) makes clear how inequities in health
both within and between countries could be reduced by focusing on the social
determinants of health. Closing the gap in a generation, the final report produced
by the Commission on Social Determinants of Health (2008), while discussing
literacy as a determinant of health, makes little mention of health literacy. This is
despite the health literacy movement making claims that health literacy is a critical
determinant (WHO, 2013). The report does, however, call for the scope of health
literacy to be expanded to include ‘the ability to access, understand, evaluate and
communicate information on the social determinants of health’ (Commission
on Social Determinants of Health, 2008, p 189). The Shanghai Declaration on
promoting health in the 2030 Agenda for Sustainable Development (WHO, 2017)
similarly refers to health literacy as a critical determinant of health, and states that
the outcome of health literacy is not only to empower individual citizens, but
also to enable their engagement in collective health promotion action, which is
described as effective action on the determinants of health. Despite the challenges
of conceptualising and operationalising the concept of CHL, its contribution
within the health literacy movement should not be neglected.
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Health literacy and chronic conditions:
A life course perspective

Gill Rowlands, Joanne Protheroe, Luis Saboga-Nunes,
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Introduction

Chronic conditions (otherwise known as long-term health conditions) have
been defined as ‘illnesses that are prolonged in duration, do not often resolve
spontaneously, and are rarely cured completely’, and which are managed with
medication and other treatments (Department of Health and Social Care,
2012). As medical advances and improved healthcare have transformed many
life-threatening, acute medical conditions such as cancer, diabetes and acquired
immune deficiency syndrome (AIDS) into chronic lifelong conditions, the
number of patients suffering from one or more chronic conditions is expanding
— chronic diseases account for 86 per cent of the deaths and 77 per cent of the
disease burden in Europe (WHO, 2015). And the issue is global: 80 per cent of
premature deaths due to chronic diseases occur in developing countries according
to data from 2009 (WHO, 2015).

The increasing prevalence of chronic conditions that is currently found in
children becomes even more disturbing when considering that its prevalence
increases through the life course, peaking among older people. In the UK, 58 per
cent of people aged over 60 now have a chronic condition compared to 14 per cent
in younger adults. People are increasingly suffering from more than one chronic
condition simultaneously (multi-morbidity) (Department of Health and Social
Care, 2012). Chronic diseases also have an impact on economies — treatment and
care is estimated to take up around /7 in every £10 of total health and social
care expenditure in the UK according to data from 2009 (Department of Health
and Social Care, 2012).

The aim of this chapter is to explore the associations between chronic conditions
and health literacy, both from the perspective of patients and citizens (a cross-
sectional view), and through people’s life journey from childhood through to
adulthood and old age (a longitudinal view). It considers cultural aspects and the
role of biomedicine, health promotion and health literacy in advocating healthy
lifestyles to promote health and reduce the likelihood and impact of chronic
disease. The chapter concludes with implications for research, practice and policy.
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Chronic conditions and health literacy

As populations grow and age, the burden of chronic conditions on people and
societies will increase. It has been estimated that 50 million people in Europe
are living with multiple chronic conditions, which poses major challenges to
healthcare systems. Current health services are predominantly disease-orientated,
but as patients increasingly have complex needs spanning multiple medical and
social specialities, health and social systems are undergoing a shift towards a
more patient-centred approach, with greater empowerment and involvement of
the patient and their family in medical decisions, expanding the role of patients
and families in disease prevention and management activities (Royal College of
General Practitioners, 2018). These concerns point to the need to also include
certain health promotion and disease prevention competencies (for example, for
promoting, facilitating and sustaining healthy lifestyles) when re-thinking and
re-shaping health services.

With this shift in focus, the capacities of patients to promote health, prevent
illness and manage any illnesses and care processes become key determinants of
health. These skills can be referred to as health literacy, and encompass a wide
range of capacities, including basic (functional) literacy and numeracy skills
needed for health, language numeracy and social skills to participate in health
activities and derive meaning from and apply information for health (interactive
skills), and the capacity to critically analyse and utilise information (critical
skills) (Nutbeam, 2000) (for more information on the conceptual aspects of
health literacy, see Chapters 1, 14 and 36, this volume). People with chronic
conditions need these capacities to manage their condition(s) and the associated
(and often clashing) treatment regimens and self~-management activities. It has
been established that lower health literacy is associated with poor health outcomes,
less healthy behaviours and lifestyle (Berkman et al, 2011; Serensen et al, 2015),
lower self-assessed health (Berkman et al, 2011; Serensen et al, 2015), more
difficulty in acquiring self~management skills (Berkman et al, 2011; Serensen
et al, 2015; Geboers et al, 2016; Mackey et al, 2016), and less efficient use of
healthcare services (Vandenbosch et al, 2016). Findings from the European Health
Literacy Survey in 2011 indicate that 12 per cent of the people surveyed have
inadequate, and 35 per cent problematic, health literacy (Serensen et al, 2015).
Figures from other countries such as England (Rowlands et al, 2015a) and the
US (Rudd, 2007) have shown remarkably similar findings. In all cases there is a
marked social gradient and association with other social determinants of health
(Rudd, 2007; Australian Institute of Health and Welfare, 2012; Rowlands et al,
2015a; Serensen et al, 2015; Levin-Zamir et al, 2016a). The growing recognition
of the importance of health literacy has been emphasised by the World Health
Organization (WHO), which has identified health literacy as a critical determinant
of health that empowers individuals, enables their engagement in health and in
addressing health equity, and must be an integral part of the skills developed over
a lifetime (WHO, 2017).
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Self-management and health literacy

The mainstay of treatment for chronic disease is effective support for self-
management, which can be defined as ‘the care taken by individuals towards
their own health and wellbeing; ... to lead a healthy lifestyle; to meet ... social,
emotional and psychological needs; to care for their long-term condition; and
to prevent further illness or accidents’ (Department of Health, 2005, p 1). Self-
management can include responding to symptoms, managing acute episodes,
lifestyle changes, managing the emotional impact of conditions and working
effectively with health professionals and other community resources (Clark et al,
1991).

Promoting patient self-management is, however, challenging. Even though
a broad range of interventions to support effective self-management of chronic
conditions has been designed and implemented, these have not been wholly
successful, resulting in only small improvements in health outcomes (May et al,
2014; Panagioti et al, 2014). A recent Cochrane review of self~management
education programmes concluded that these conferred ‘little or no benefit” and
recommended that future intervention development should consider patient
health literacy to increase effectiveness and to explore issues of health equity
(Kroon et al, 2014). The situation is complex, however; a study within the
European Union (EU)-funded Diabetes Literacy project (Van den Broucke
et al, 2014), exploring the impact on diabetes self-management of various types
of programmes (group vs individual vs ICT), showed that the programmes had
an effect independent of both the method of administration and the health
literacy level of the participants (Vandenbosch et al, 2018). It is likely that these
different findings reflect varying intervention designs, with some interventions
better tailored to patient capacities, including health literacy (further research
exploring this is required).

There 1s evidence of the association of health literacy and management of
chronic disease. For example, Schillinger and colleagues (2002) found that
patients with inadequate health literacy were less likely to achieve good glycaemic
control and more likely to report complications of diabetes. Other research has
shown links between health literacy and chronic disease knowledge, poor self-
care, including, for example, inhaler use in patients with asthma and medication
adherence (Williams et al, 1998; Kalichman et al, 1999).

Current evidence thus shows that health literacy has a vital role in the
management of chronic health problems. Viewing the prevention and
management of chronic disease through the ‘lens’ of health literacy can bring
new insights into the challenges that people have with understanding their health
and how to self~manage to promote health and empowerment. A life course
perspective to health and chronic conditions acknowledges the roles that the
social and lived environment play throughout life, from pre-conception to old
age (Marmot et al, 2008), resulting in the social gradients seen in many chronic
conditions.
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Health literacy and chronic disease through the life course

Health literacy is dynamic and changes through the life course. These changes
are related to changes in cognitive skills, with skills developing in childhood and
adolescence (Piaget, 1983) and declining in old age, through normal cognitive
decline, mild cognitive impairment and dementia (Ray and Davidson, 2014).
That said, chronic diseases are a burden for people throughout life, increasingly
beginning in childhood and adolescence (Halfon and Newacheck, 2010; Gore
et al, 2011; Vos et al, 2015).

In childhood, chronic illnesses negatively influence children’s everyday life and
daily activities, and hence healthy development in their life course (Mokkink et al,
2008). Moreover, chronic conditions in children not only aftect their own health
but also their family’s health outcomes and lives (Eccleston et al, 2015). Although
the prevalence of chronic conditions in children and adolescents is lower than in
adults, in economic wealthy countries there has been a significant shift in disease
patterns in the younger age groups from acute to chronic illnesses and conditions
worldwide (Schlack et al, 2008; Halfon and Newacheck, 2010; van Cleave et al,
2010). Particularly in Europe, North America and Australia, chronic conditions
have limiting effects on physical activities in children and are most commonly
associated with allergy, asthma, obesity and painful illness (Eccleston et al, 2015).
For example, almost a quarter of US children and young people aged under 17
are affected by a chronic illness (Compas et al, 2012). In African children, the
WHO’s World health statistics (2011a) show that communicable diseases, such as
HIV and related diseases, malaria and tuberculosis are among the most prevalent
and life-threatening chronic conditions. Further chronic conditions, such us
chronic pain, type 1 diabetes or sickle cell disease, are known to be associated
with various negative health outcomes in childhood. Regarding chronic pain,
the number of schoolchildren suffering from recurrent abdominal pain (RAP)
varies between 4 and 25 per cent (Huertas-Ceballos et al, 2008), and various
studies conducted between 1998-2012 found that approximately one-third of
children in Germany suffer from chronic pain and/or RAP (Ahmad and Grimes,
2011; Albers et al, 2015). These children are at high risk for developing chronic
conditions themselves (Hill and Keating, 2015; Hoekman et al, 2015). In addition,
children affected by chronic conditions have a higher risk of hospitalisation and
higher demands for home health or extensive medical care, which, in turn,
decreases quality of life. Among children, risk factors for chronic conditions,
such as obesity, which has been shown to be associated with health literacy in
children (Shih et al, 2016), are increasing, with a prevalence of nearly a third of
children aged 2 to 15 and rising (Department of Health and Social Care, 2017).
As a result, chronic conditions such as diabetes, previously only seen in adults,
are now being seen in children (Chiarelli et al, 2005). Addressing behaviour and
lifestyle factors early in young people can have sustainable effects in their adult
life (Gore et al, 2011), making chronic conditions an important target for health
promotion and prevention activities as well as for health literacy.
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In this context, health literacy skills can be taught from early childhood, and
linked with stages of cognitive development (Piaget, 1983); younger children
can be taught factual information, while older children can be taught to identify
‘hidden’, often health-damaging, messages in popular advertising following media
health literacy training (Begoray et al, 2013). For more information on health
literacy and the cognitive and social development of children, see Chapter 3,
this volume.

The potential settings for building such skills are varied and include the classroom
and wider school setting (Shih et al, 2016), and family and home settings, the
latter of which has the added benefit of engaging parents and siblings (Fairbrother
et al, 2016). Parents are also seen as an important intervention target in order to
strengthen their adaptive strategies to support children’s chronic illness-related
behaviours (Logan and Scharff, 2005). An example of an innovative, community-
based approach to developing health literacy in adolescents is the ‘Bigger Picture
Campaign’ (The Bigger Picture, nd), a youth-led diabetes prevention social media
campaign co-created by the University of California, San Francisco and Youth
Speaks. Using social media, young people are encouraged to speak up and combat
the lifestyle determinants of the diabetes epidemic. For more information on
health literacy-promoting interventions addressing children and adolescents, see
Chapters 16, 17 and 20, this volume.

At the other end of the lifespan, people often have to cope with the development
of chronic disorders (Department of Health and Social Care, 2012) and with
cognitive decline (Ray and Davidson, 2014). Health literacy tends to decline
with age — associated with cognitive decline, increased difficulty in seeing and
hearing and accentuated among people from minority and deprived backgrounds
(Kobayashi et al, 2015). Evidence is emerging, however, that improving health
literacy in older people is both feasible and beneficial. The IROHLA (Intervention
Research on Health Literacy Among Ageing Populations) project identified
15 programmes focusing on health literacy in older people, with evidence of an
impact on chronic diseases and among vulnerable population groups (Brainard
et al, 2016). For more information on health literacy and later life, see Chapters
10 and 41, this volume.

In addition to changes through the life course, health literacy changes in
relation to stress, such as a diagnosis of a chronic disorder, have an impact on
competencies to perform adequate self-management behaviours (Vandenbosch
et al, 2018). There is also an association between health literacy and stress in
caregivers of people with diabetes (Gibson, 2012), and between health literacy
and stress levels in people receiving dialysis for renal failure (Dodson et al, 2016).

On the other hand, stresstul life events, both positive (for example, pregnancy)
and negative (for example, the development of a chronic condition) can make
people more receptive to developing new knowledge and skills. Such ‘teachable
moments’ are ‘naturally occurring life transitions or health events thought to
motivate individuals to spontaneously adopt risk-reducing health behaviour’
(McBride et al, 2003, p 156). The potential of teachable moments is currently
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under-explored, although Renkert and Nutbeam (2001) undertook an
exploratory study highlighting the potential for building maternal health literacy
through antenatal classes.

Also important is the individual and/or community’s culture, which modulates
social and environmental influences throughout the life course, and thus
influences both the risk of developing a chronic disease and capacities to self-
manage. The next section of this chapter explores what health literacy brings to
our understanding, and potentially to better management, of cultural issues in
relation to chronic conditions.

Cultural aspects to health literacy and chronic conditions through the life
course

The close association between culture and health literacy has been recognised in
chronic long-term disease across the life course. This is witnessed on a variety
of levels such as prevention, detection and self~management of illness, and in
the use of health services. In chronic disease prevention, culture is a critical
determinant of lifestyle, in particular, nutrition, physical activity and tobacco
use (Levin-Zamir and Wills, 2012). Changing risk behaviour and supporting
lifestyle changes requires culturally appropriate interventions to enhance health
literacy. Additionally, self~management of disease or illness requires skills to
navigate the healthcare system, filling out forms, sharing information and personal
history, locating service providers and engaging in chronic disease management
(Tsoh et al, 2016). This may be particularly difficult for immigrants, who are
experiencing challenges to perform these tasks when moving to another country
and encountering new health systems, and often new cultures. Several studies
have explored how people with specific conditions from new immigrant groups
are informed and educated about their condition. The significant language and
health literacy difficulties they face are frequently exacerbated by cultural barriers
and economic challenges to accessing health services (see also Chapter 9, this
volume). In addition, people’s responses to illness and communication of health
needs are culturally determined and may be differently expressed in different
cultures and languages, including expressing and articulating fear, pain and anxiety,
and how ‘sick roles’ are defined and responded to. The concept of ‘health’as well
as ‘illness’ varies widely across cultural groups (Levin-Zamir et al, 2017). Chronic
disease is of particular concern for cultures in transition from a traditional to a
Westernised culture. As an example, diabetes has been known to develop when
such populations change their daily habits from a physically active to a more
sedentary one and eat more refined foods. For such populations, whether or
not language is an issue, any information and interventions must to be culture-
sensitive to be effective (Levin-Zamir et al, 2016a, b).

The scientific literature exploring health literacy, culture and intervention in
chronic disease over the lifespan focuses mainly on specific age groups, particularly
children or older people, and specific diseases such as asthma and diabetes (Vamos
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etal, 2015). For example, a review of culture-specific interventions for people with
asthma showed that culture-specific education programmes for adults and children
from minority groups are likely to be effective in improving asthma-related
outcomes (McCallum et al, 2016). Future areas of action and research necessary
for improving the care of patients with chronic disorders include recognising
that communication through language and cultural competency are different,
equally important, factors, and that improving both communication proficiency
and the cultural competence of healthcare providers and systems is required to
improve health and healthcare (Poureslami et al, 2017). More research is needed
to explore the impact of culture on health decision-making and health behaviours.
With regard to practice, the American Diabetes Association advocates actions to
be taken to address health disparities and develop structured interventions that
are tailored to ethnic populations’ culture, language, religion and literacy skills.
Addressing the impact of the social and living environment and culture on the risk
of developing chronic conditions and on the skills to self~manage them through
the life course requires a health promotion approach (WHO, 2002).

Health literacy and essential skills for promoting health

The impact of culture on health decisions and health behaviours is linked to
the adoption of specific lifestyles that influence health or disease, and to self-
management. Belloc and Breslow (1972) highlighted the relationship between
chronic disease, physical health status and lifestyles such as alcohol intake,
smoking and nutrition, with health increasing as the number of good health
habits increased. Building on this, the WHO focused on the role of lifestyle
in preventing and reducing the impact of chronic (that is, long-term non-
communicable) conditions and diseases, and the importance of leadership at all
levels in developing the conditions needed for lifestyle promotion to be effective
(WHO, 2011b). This includes both policy-level interventions, such as tobacco
and alcohol taxation and control, and public health education to promote healthy
diets and physical activity in all aspects of daily living. The medical establishment
has responded to this by including the promotion of healthy lifestyles into clinical
practice; indeed, a new medical specialty entirely focused on this has emerged:
‘Lifestyle Medicine’ (Mechanick and Kushner, 2016). Ot some concern, however,
is the focus on negative ‘prohibition’ rather than positive ‘promotion’ messages,
which may reduce effectiveness.

Health literacy develops over the life course (Serensen et al, 2012) and
influences healthy lifestyles (Nutbeam, 2000). The promotion of healthy lifestyles
is recognised as crucial for preventing and managing chronic disease, as well as for
promoting health. Increasingly, those developing health policies are focusing on
how people might be supported to adopt healthier lifestyles, and health literacy
is one area of growing interest (WHO, 2013, 2017). Most recently the WHO
Shanghai Declaration on health promotion put specific emphasis on health
literacy promotion in order to address the improvement of individual health
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and empowerment, the United Nations (UN) 2030 Sustainable Development
Goals (UN, 2015) and an increase in health equity (WHO, 2017). It is becoming
apparent that the relationship between health literacy and lifestyle choices is
complex, indicating the need to address health literacy throughout the life
course, and to include both the individual and the environment within action
frameworks. Indeed, the adoption of healthy lifestyle choices by individuals
is strongly associated with education level, as is the response to public health
campaigns (Buck and Frosini, 2012), which tend to benefit those who already have
the most resources (educational, financial etc), with the unwelcome consequence
of widening health inequalities (Buck and Frosini, 2012). On the other hand,
when health messages are tailored to people’s skills levels, knowledge and action
on lifestyle can improve (Tavistock Institute and Shared Intelligence, 2009).
Furthermore, as cited above, studies exploring the outcomes of self~management
education programmes for patients with diabetes have shown that they can be
effective for all patients, regardless of their health literacy level (Kim et al, 2004;
Vandenbosch et al, 2016). Epidemiological research indicates that the associations
between health literacy and lifestyle are stronger for some lifestyle choices (that
is, diet and exercise), and weaker or non-existent for others (that is, smoking
and alcohol consumption) (Serensen et al, 2015; Friis et al, 2016). More research
is therefore needed in this area, especially qualitative research on people’s lived
experience of learning about lifestyles and health, and of making decisions on
action. This would enable the development of health literacy, that is, building
people’s capacities to not only understand but also act on information on lifestyle
and wider self-management skills, to reduce their risk of chronic conditions and
to better manage them if they occur.

Implications for research, practice and policy

Health literacy has much to offer in the prevention and management of chronic
conditions throughout the life course. We have described some research in the
area, but more needs to be done, particularly in low-income communities, among
migrant communities and in developing countries, where 80 per cent of premature
deaths from non-communicable diseases occur (WHO, 2015).

Healthcare practice needs to develop so that it is more person-centred, and
adapts to people’s clinical, social and health literacy needs (Brach et al, 2012).
Successtul developments in healthcare practice need to be more widely adopted,
and also extend to other areas of people’s lives, such as social care (Rowlands
et al, 2017). Education is central to developing and maintaining health literacy
across the life course, from pre-school and early years teaching that incorporates
health and health skills, through to teaching adolescents key skills as they develop
into adults and make lifestyle choices that will affect their future, through to
adult learning, where skills are maintained (Rowlands et al, 2017). In order to
give every child a good start in life, the review of social determinants and the
health divide in the WHO European Region specifically highlights that actions
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should address early childhood on both the individual, and more importantly, the
environmental, levels (Marmot et al, 2012). In this context, parents and parental
health literacy are important targets in order to improve not only their own health,
but also that of their children and families. Policies that aim to address the issues
brought through the increasing burden of chronic disease need to be developed
and applied across multiple sectors. ‘Health in All Policies’ (HiAP) have been
seen as essential to develop effective and health-promoting systems; there is now
a need for ‘Health Literacy in All Policies’.

Conclusion

In this chapter we have described the importance of health and education policy,
and to a lesser extent, social policy, in building health literacy. Better health
literacy might lead to both a lower prevalence of chronic disease, and a reduced
impact of chronic diseases when they do occur. However, wider action needs
to be taken than merely in health and education, realising the potential impact
of policies affecting the workplace and commercial organisations, among many
others. Health policies to empower people to live healthily and self-manage
chronic diseases will not work unless people can easily incorporate them into
their everyday life.

Health literacy is needed for people to have capacities to prevent and support
self~-management in chronic diseases; it should be operationalised within the
context of people’s culture and background (Rowlands et al, 2015b), and
increasingly in the digital world (see Chapters 18, 39 and 43, this volume). Using
diabetes as an example, adopting a healthy diet and regular exercise can prevent
or reduce the risk of diabetes, and can help glycaemic control in people already
suffering from the disease (Diabetes UK, nd). To maintain a healthy diet and
exercise, people need to understand information from a variety of sources, such
as health and commercial sources, to appraise the value of this information for
themselves, their families, communities and culture, discuss and negotiate the
adoption of new ways of living with health professionals, friends, families and
employers, and be able to take action, even in the face of barriers. Health literacy
is thus needed throughout life, developing from early childhood and through
adolescence, through adulthood, and coping with both positive and negative
lite events such as birth, bereavement and developing chronic conditions, and
increasingly employing health literacy in later life, as people cope with increasing
frailty, chronic conditions, and sometimes, cognitive decline. People with low
skills who have undertaken health literacy training describe developing such
capacities (Tavistock Institute and Shared Intelligence, 2009), and can demonstrate
a sophisticated understanding of how information for health is evaluated, barriers
to implementation identified and sometimes overcome (Rowlands et al, 2015b).
As people are embedded into complex social, ecologic and systemic environments,
context-related health literacy interventions should be developed and rigorously
evaluated, with a focus on those currently facing the highest burden of chronic
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disease. Such an approach will have complementary effects on health action
and outcomes, and has much to offer in reducing the burden of chronic disease
through the life course.
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Health literacy research in
the Nordic countries

Kristine S@rensen and Josefin Wangdahl

Introduction

Across the world, health literacy is gaining attention as a determinant of health.
However, so far the research on health literacy has predominantly been produced
by the US (Pleasant, 2012). Although research in Europe is increasing at an
exponential pace (Quaglio et al, 2016), it is apparent that the Nordic countries
Denmark, Finland, Iceland, Norway and Sweden have been relatively slow movers
in contrast to, for instance, the UK, the Netherlands and the German-speaking
countries Austria, Germany and Switzerland (Serensen, 2013). Nevertheless,
health literacy is now receiving more attention regarding health and welfare in
Northern Europe.

Health literacy entails people’s knowledge, motivation and competences to
access, understand, appraise and apply health information in order to make
judgements and decisions in everyday life concerning healthcare, disease
prevention and health promotion to maintain or improve quality of life during the
life course (Serensen et al, 2012; see also Chapter 1, this volume). Furthermore,
health literacy can be functional, interactive or critical, dealing with different
aspects of managing health (Nutbeam, 2006, 2008; see also Chapter 14, this
volume).

Low health literacy is associated with poor health and a low level of education
(Berkman et al, 2011; HLS-EU Consortium, 2012), and low functional health
literacy 1s also associated with increased use of emergency care (Morrison et al,
2013), poorer ability to interpret health messages and lower participation in
prevention (Berkman et al, 2011). Notably, the prevalence of limited health
literacy is linked to a wide range of disparities (Paasche-Orlow et al, 2005; see
also Chapter 9, this volume) and injustices (Volandes and Paasche-Orlow, 2007).

This chapter provides a broad overview of health literacy research conducted
in the Nordic countries and discusses the scope and scale of how health literacy
1s adressed. Future avenues on how to manifest health literacy on the Nordic
health agenda are discussed in the Conclusion.
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Nordic Health Literacy Network

Health literacy research in Europe is steadily evolving (Quaglio et al, 2016), and
the European Health Literacy Survey (HLS-EU) accelerated the process and
acted as a catalyst for many more countries to follow up with more research (see
Chapter 8, this volume). For the first time the HLS-EU provided comparative
population data on health literacy in a number of European countries. It revealed
that limited health literacy varied from 29 per cent to more than 60 per cent
among the eight countries that participated, which included Austria, Bulgaria,
Germany, Greece, Ireland, the Netherlands, Poland and Spain (Serensen et al,
2015). In addition, more European countries have added to the evidence base
such as, for instance, Belgium, the UK, Serbia, Kosovo and Switzerland (Jovic-
Vranes et al, 2011; Bostock and Steptoe, 2012; Wang et al, 2012; Toci et al, 2013;
Vandenbosch et al, 2016). So far, however, the Nordic countries have scarcely
been represented in the evolving European health literacy field (Wiangdahl and
Mairtensson, 2013).

Brought together by the fact that no Nordic countries had participated in the
survey, researchers from Denmark, Norway and Sweden joined forces to discuss
how awareness of health literacy in the region could be improved. In response, the
Nordic Health Literacy Network was established in Copenhagen in April 2012
to bridge the gap in the lack of research from the Nordic region. Later, members
from Finland and Iceland also joined. Since the launch of the Network meetings
have taken place in Copenhagen, Oslo, Gothenburg, Aarhus and Brussels. The
Network aimed at identifying common grounds concerning research, funding
opportunities and to raise awareness among other stakeholders to mobilise progress
in research, policy and practice from a Nordic point of view.

Examples of concrete activities undertaken by the Network include a
collaborative funding application to the Nordic Council of Ministers and a pre-
conference in association with the 2nd European Health Literacy Conference in
Aarhus, Denmark and the 3rd European Health Literacy Conference in Brussels,
Belgium. Furthermore, the translation of the term ‘health literacy’ into Nordic
languages has been part of an ongoing debate within the Network. Table 13.1
illustrates the most prominent translations used in Danish, Finnish, Icelandic,
Norwegian and Swedish. Notably, the way that health literacy is translated reveals
insights into how the term has been interpreted and perceived in the various

Table 13.1: Health literacy glossary for the Nordic languages

Language Translation

Danish Sundhedskompetence, health literacy
Finnish Terveyden lukutaito, terveysosaaminen
Icelandic Heilsa feerni, health literacy
Norwegian Helsekunnskap, health literacy
Swedish Halsolitteracitet, health literacy
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national contexts (Serensen and Brand, 2013). However, it should be noted that
often the term ‘health literacy’ is applied directly in its original form in English
in the various Nordic languages, similarly to the practice used regarding the
word ‘empowerment’.

Nordic health literacy research

The first two Nordic health literacy publications were published in 2008, and
the number has slowly increased since. Studies on health literacy are published
in a variety of scientific journals reflecting the great span of topics that it is
associated with. The studies also vary according to their methodological designs.
Unfortunately, no research has yet been published from Iceland.

Denmark

The first study from Denmark was published by Bo and colleagues (2014), who
performed a population-based assessment of the dimensions of health literacy
related to understanding health information and to engaging with healthcare
providers using the Health Literacy Questionnaire (HLQ). They then examined
associations between socioeconomic characteristics with these dimensions of
health literacy. Between 9 and 20 per cent perceived health literacy tasks as
difficult or very difficult. Low levels of the two dimensions were associated with
low income, low education level, living alone and to non-Danish ethnicity, and
associations with sex and age differed by the specific health literacy dimension
(Bo et al, 2014).

The study was followed up by Friis and colleagues (2016) to quantify levels of
subjective health literacy in people with long-term health conditions (diabetes,
cardiovascular disease, chronic obstructive pulmonary disease [COPD],
musculoskeletal disorders, cancer and mental disorders), and to compare these
to levels in the general population and examine the association between health
literacy, socioeconomic characteristics and comorbidity in each long-term
condition group. The study revealed that people with long-term conditions
reported more difficulties than the general population in understanding health
information and actively engaging with healthcare providers. Wide variation was
found between disease groups, with people with cancer having fewer difficulties
and people with mental health disorders having more difficulties in actively
engaging with healthcare providers than other long-term condition groups.
Having more than one long-term condition was associated with more difficulty
in engaging with healthcare providers and understanding health information.
People with low levels of education had lower health literacy than people with
high levels of education. Friis et al (2016) recommend that more effort should be
made to respond to the health literacy needs among individuals with long-term
conditions, multiple comorbidities and low education levels, to improve health
outcomes and to reduce social inequality in health.
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To develop health-literate organisations (Brach et al, 2012) it is important to
address people’s health literacy when providing healthcare (see Chapters 8 and
31, this volume). Health professionals should be aware of and have an insight
into people’s health literacy when they provide health services. Therefore,
health professionals need to be health literate themselves. The study by Elsborg
and