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EXECUTIVE SUMMARY

This technical report informs decision-makers about health literacy and its role in facilitating
equitable access to healthcare in order to guide policy, strategy and service design. Health
literacy is an urgent public health priority as European health systems face a range of
challenges. Access to health information and healthcare plays a crucial role for the
fulfilment of personal and societal expectations and for enabling citizens to make healthy
choices. However, health systems are complex and health organisations may be structured
and operate in ways that make it difficult for people to access information and engage in
healthcare. The report focuses on health literacy as a foundation for empowerment and
access to healthcare based on the interaction and fit between healthcare systems and
individuals, households, and communities. In the introduction the concept of health literacy
is introduced and defined. Subsequently, part one highlight what the key challenges are for
making healthcare valid, timely, and actionable to achieve appropriate quality and why
health literacy can help to mitigate those challenges. Part two introduces how health
literacy tools and approaches can be applied in practice. The concluding remarks summarise
the content and its implications for the future.

INTRODUCTION

Health literacy is an urgent public health priority as European health systems face a range of
challenges including reduction in healthcare funding, an ageing population, increased
immigration, cultural diversity, personnel shortages, waiting lists for patients, managed
care, home care, long-term care, growing use of technology and digital health services and
tools, and emergent health threats such as the COVID-19 pandemic®2. Low health literacy is
closely related to adverse health outcomes whereby health literacy becomes a critical social
determinant of health?.

According to Article 3 on equitable access to healthcare of the Convention for the Protection
of Human Rights and Dignity of the Human Being with regard to the Application of Biology
and Medicine:

“Parties, taking into account health needs and available resources, shall take
appropriate measures with a view to providing, within their jurisdiction, equitable

access to healthcare of appropriate quality” 3

This technical report aims to inform decision-makers on the mitigating role of health literacy
in the provision of equitable access to healthcare in order to guide policy, strategy and
service design. In the introduction the concept of health literacy is introduced and defined.
Subsequently, part one highlight’s what the key challenges are for making healthcare
available and actionable to achieve appropriate quality, and why health literacy can help



mitigate those challenges. Part two introduces how health literacy tools and approaches can
be applied in practice. The concluding remarks summarise the content and its implications
for the future.

HEALTH LITERACY AND ACCESS TO HEALTHCARE

Health literacy represents the knowledge and competencies which accumulate through
daily activities, social interactions and across generations®. Personal knowledge and
competencies are mediated by the organisational structures and availability of resources
which enable people to access, understand, appraise, and use information and services in
ways which promote and maintain good health and wellbeing for themselves and those
around them. °. Health literacy is critical to public health because it can empower people to
actively, confidently, and fully participate in multiple life roles (e.g., parent, employee,
patient, consumer, citizen, and so on) so that they can “continually learn new information
and unlearn outdated information in order to maintain good health and act as informed
patients”. ®

The comprehensive conceptual model of health literacy derived from the European health
literacy project explains how personal, situational, and contextual factors influence health
literacy and the consequences for healthcare use and costs, health behaviour and health
outcomes, participation and empowerment, equity and sustainability’.
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Figure 1: Health literacy conceptual model’

The concept referring to access to healthcare can be understood as the empowerment and
opportunities of an individual to use healthcare and as multidimensional concept based on
the interaction (or degree of fit) between healthcare systems and individuals, households,
and communities. It is closely associated with availability, affordability, and acceptability®.
Access to health information and the utilisation of health knowledge play a crucial role for



the fulfiiment of personal and societal expectations and for enabling citizens to make
healthy choices®.

However, health systems are complex and health services may be structured and operate in
ways that make it difficult for people to engage. Thus, access to healthcare “reflects an
individual’s capacity to benefit from services given the individual’s circumstances and
experiences in relation to the healthcare system”®. In turn, health literacy enhances
people’s skills to meet the complex demands of the systems as well as health systems’
capacity to meet the complex needs and demands of people they serve?.

Developing the health literacy of both people and systems strengthens the equality of
opportunities in accessing healthcare®. The vulnerability in terms of accessing quality
healthcare is determined by the same dynamic interplay: thus, to be seen as vulnerable is
being impacted by the competencies and needs of the individuals and the organization of
the health services'®. Due to the social gradient in health literacy and access to health care,
the development of health literacy should be guaranteed to all, in particular to people in
vulnerable situations due to their health literacy®*.

Essentially, the development of health literacy and the health literacy responsiveness of the
systems are keys to support the development of the opportunities and capacities to reach
and use healthcare of appropriate quality on an equitable basis. Health literacy
responsiveness can be defined as “the provision of services, programs and information in
ways that promote equitable access and engagement, that meet the diverse health literacy
needs and preferences of individuals, families and communities, and that support people to
participate in decisions regarding their health and social wellbeing”!?.

For the purpose of this guide health literacy will be viewed particularly from the
perspectives of:

1. Health knowledge. The overall information related to, for instance, health and
disease, and patients’ rights.

2. Practical skills. The various health-related or health-supportive skills, such as basic
digital skills, communication skills and abilities to seek health information and
navigate in health care settings.

3. Critical thinking and self-reflective skills. The abilities to compare and assess the
credibility of health information, abilities to reflect the usefulness of the information
from one’s personal perspective, and abilities to become aware of and identify the
symptoms of various diseases.

4. Participatory skills. The abilities to participate in suggesting alternatives and in
making shared decisions on the issues that impact one’s life.



KEY CHALLENGES IN ACCESSING
HEALTHCARE OF APPROPRIATE QUALITY

This part provides an overview of key challenges that may hinder people’s access to health
information and quality healthcare. It presents and discusses access to digital spaces, valid
health information and appropriate care as well as interaction between patients and
professionals and shared decision-making.

ACCESS TO DIGITAL SPACES

Having relevant digital competencies, equipment and internet access have been recognised
as digital determinants of health!3. This includes digital skills as ‘the backbone of the digital
society’ and ‘a precondition for participating effectively in today's society’'*. Digital spaces
have become a central environment for communication and engagement, learning and
work, but also health prevention and promotion, healthcare interventions and self-
management. ‘Health 4.0" is a term used to describe the digital transformation of health and
medical care, and to highlight that ‘digital’ is part of all spheres of life'®, including health and
its prevention, promotion and care. Digital health could be described as “the field of
knowledge and practice associated with the development and use of digital technologies to
improve health” 13,

The COVID-19 pandemic clearly showed the importance of being able to have access, on an
equal basis, to opportunities to access digital spaces. Digital technologies, such as mobile
phones, have made it possible for rapid contact tracing, symptom checking, advice seeking
and receiving of online healthcare (e.g., tele-medicine, online prescriptions), and public
communication and education. Furthermore, with billions of people being isolated, digital
environments may have been the only or most important way to access updated and valid
information, to reach self-care guidelines and various health-care services, and to be
connected with other people!®. Clearly, access to digital spaces has provided many
important solutions while minimising the possibilities of being exposed to agents causing
infectious diseases?’.

Together with telehealth (i.e., individuals managing “their care with remote support from
health-care professionals”, different digital technologies like wearable devices and smart
phones can form a constant connection between patients at homes and clinicians, and to
raise the alarm in the event of probable emergency situations!®. Importantly, remote
support can foster the development of health literacy!®. Access to digital spaces is
particularly important when mobility is restricted* or when people live in rural or remote
areas. As compared to traditional communication strategies, digital spaces support
“accessibility and widening access of health information to various population groups,
regardless of age, education, race or ethnicity, and locality” °.



CHALLENGE

Although in 2020, 91 % of European households had internet access, still one tenth do not.
The country differences are clear?® as are the differences between urban and rural areas?®.
Before the COVID-19 pandemic, nearly 40 % lacked basic digital skills?® needed to access
digital spaces and services. Many new online health services and technologies may only be
available for those with sufficient knowledge, skills and financial resources?!, whereas for
“people suffering from rare diseases, elderly or homeless, digital health services might not
be offered or even developed”??. Digital inequalities are evident and may increase
vulnerability in reaching timely and appropriate health care as well as exposure to various
unfavourable health indicators, such as depression and loneliness among older adults?.
However, the development of digital health services and tools has the potential to increase
equality in accessing healthcare of appropriate quality and to decrease health disparities.

During the pandemic, digital inequalities increased vulnerability to the COVID-19
pandemic?®. Especially among elderly people, digital illiteracy may result in inequalities in
vaccine access even in developed countries?®. Though the digital transformation of health
and medical care may bring along many benefits, disparities in skills and resources may
“reproduce and reinforce existing equalities related to restricted mobility”?4, as might the
unpreparedness of the health providers to take into account digital health inequity and
individuals’ experiences about online health technologies?’.

FOCUS: HEALTH LITERACY IN THE DIGITAL ERA

To overcome the challenges and barriers that might hinder access to digital spaces,
individuals need sufficient knowledge on available digital health services, and practical
digital health literacy skills that empower them to find, navigate and practice in online
health services. They also need skills to communicate with healthcare personnel in eHealth?®
and to interpret and critically appraise the findings of various health apps. On the other
hand, systems should be developed to help individuals with varying needs and to provide
various services and tools that secure all people’s access to digital spaces. “Health systems
need to [...] exploit more fully the potential of new digital technologies to strengthen
prevention and care”?’.

Table 1 provides a summary of the health literacy competencies and the elements of the
responsiveness of the systems that support people’s health literacy to access digital spaces.

Table 1: Health literacy and access to digital spaces

People’s health literacy Systems’ health literacy responsiveness

Health knowledge e To secure easily accessible internet access

for all people (incl. homeless people)
e Having knowledge on available digital

e To develop digital health communications




healthcare services (sites and applications)

“Being familiar with health concepts to enter
and extract appropriate information in

and healthcare services (sites and
applications) that are easy to use and
adaptable for individuals with different
needs, together with the key stakeholders in

[online medical] record” (Chan & Kaufman, the digital field as long-time partners in

2011) developing digital technologies and related

andemic) preparedness
Practical skills (b ) prep

e To offer easily accessible support to use

e General digital skills to use devices and information technologies

applications, for all age groups

e To develop healthcare providers

e Skillsin finding and navigating relevant competencies in using online health services

digital healthcare sites

® To develop healthcare providers
competencies/training to take into account
individuals’ experiences in using digital
technologies and services, and to provide
equitable healthcare with needed
adaptations

e  Skills to use digital healthcare services

e Skills to interpret the results of various
health apps

e (Online) communicating skills
Critical thinking

e To develop critical appraisal skills to interpret
the results of health apps

ACCESS TO VALID HEALTH INFORMATION
“Every individual has the right to access to all kind of information regarding their
state of health, the health services and how to use them, and all that scientific
research and technological innovation makes available” - Article 3, European Charter
for Patients’ Rights?®

Access to accurate, reliable, sufficient and transparent information is a human right. All
people should have equal opportunities to receive updated and valid information that is
easy for them to understand. Access to health information contributes to the knowledge
base of the individuals including improved awareness of the health condition and choices
for care. Thereby, it secures equitable access to health services?® and supports self-
management of health. During health crises like Covid-19 pandemic, access to valid health
information is an important protective measure, but it has been also seen as “the most
effective prevention against the disease panic” 3.

Individuals’ abilities to extract, compare and analyse health information from different
sources form an essential element of the access. These abilities support patients'
understanding of a given care and to apply the information to achieve greater control over
life in general®l. Furthermore, opportunities to reach digital health information has
possibilities to complement health information provided by health professionals 3233 and




hence, to support patients’ understanding of their health condition and the way to promote
their health33.

CHALLENGE

The pandemic crisis has underlined the need for health literacy that enhances access to
timely, accurate and applicable health information. The need has been challenged by the
rapid spread of misinformation and disinformation especially via social media and other
internet tools and services3*. Together with low health literacy, this phenomenon known as
an ‘infodemic’ has challenged individuals’ possibilities to find reliable information from
trusted sources, and has increased the risks of noncompliance with protective measures and
late access to relevant care3*. People with lower health literacy are more likely to trust
information from social media, friends or, for instance, pharmaceutical companies than
information from health authorities such as doctors®. For individuals, the validity of
information may not only relate to the accuracy of information but also its applicability to
one’s life and current needs?3.

Abilities to think critically and to find and appraise information on coronavirus secure
genuine access to trusted knowledge and to handle the infodemic. However, the COVID-19
pandemic has confirmed that the health literacy of a population is an underestimated
problem?3®. For instance, in Europe every fourth adolescent has difficulties in assessing the
credibility of health information and comparing information from different sources, and
every fifth adolescent has difficulties in finding health related information that is easy for
them to understand (Health Behaviour in School-aged Children study 20217/18,
unpublished findings). Among the adult population, the proportion who report having
difficulties in judging whether health information is reliable, is close to 47 %*. Limited health
literacy to find, understand, appraise and use information hinders genuine access to
information leading to a situation where individuals may lack relevant understanding of
their health, the way to promote and sustain it, and when and how to seek help. Health
literacy to access information depends also on the availability, complexity and
comprehensiveness of valid information of different kinds (e.g., text, figure, voice) that is
scientifically and culturally secure?” and available in relevant languages?*.

“The health services have the duty to make all information easily accessible,
removing bureaucratic obstacles, educating healthcare providers, preparing and
distributing informational materials.” - European Charter for Patients’ Rights?®

FOCUS: HEALTH LITERACY IN THE INFORMATION AGE

Along with access to digital spaces, good health literacy (e.g., information seeking skills,
information appraisal skills, internet navigation skills) enables access to valid information
and understanding of complex communication. It also supports individuals to draw
information from multiple sources and hence to receive sufficient and relevant information,
and to develop a comprehensive understanding®’. Possessing good health literacy enables
people to judge the validity of the information sources and select the ones that can be
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trusted. Clear communication helps all and especially those with cognitive impairments or
language difficulties. Furthermore, available information should be shared by trusted
sources.

Table 2 provides a summary of the health literacy competencies and the elements of
responsiveness of the systems that support people’s health literacy to access valid health
information.

Table 2: People’s and systems” health literacy and access to valid health information

People’s health literacy Systems’ health literacy responsiveness
Practical skills: e To offer health information in all relevant
languages
e Ability to seek and find health information
from different sources e To offer easily available health information
Critical thinking and self-reflective skills: e To offer information that is easy to
understand, culturally  sensitive  and
e Ability to compare and synthesize health empathetic, by using different
information from different sources and communication strategies
®  Ability to appraise health information e To offer updated and valid health

- . . information from trusted sources
e Ability to relate health information to one’s

own life e To offer information that is adaptable to the
daily lives of individuals and which is
“relevant to people of different sexes, ages,
ethnic or  migration status, sexual
orientation, or gender identity, or with a
disability or a specific illness, etc.”

e Ability to reflect the usefulness and
applicability of information from one’s
personal perspective

ACCESS TO APPROPRIATE CARE

“Every individual has the right of access to the health services that his or her health
needs require. The health services must guarantee equal access to everyone, without
discriminating on the basis of financial resources, place of residence, kind of illness or
time of access to services.” - Article 2, European Charter for Patients’ Rights®®

Access to appropriate care is a central factor in discussions on healthcare disparities and
related health outcomes3®. In considering the appropriateness of care several elements
should be considered: care should be based on clear evidence of effectiveness to improve
health, and it should be delivered by healthcare professionals specialising in medicine and
with adequate expertise to work in a culturally sensitive manner; appropriate care takes into
account the use of resources according to the needs of regions and population groups and
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with the principle of cost-effectiveness; it is offered in a way that secures equity in care
delivery, and; it is patient-centred thus taking into account context, culture, and autonomy,
needs and preferences of patients as well as their involvement in care and empowerment in
seeking care and self-management32.

A precondition for being able to receive appropriate care is that for citizens the information
about the available health services and the way to use these services should be made easily
available3®. “Access to primary care might be of considerable importance in terms of
delivering preventive medical interventions and providing a gateway to a health-care system
that delivers effective interventions for the major causes of mortality, including cancer and
cardiovascular disease”. 4°

CHALLENGE

Awareness of one’s rights as a patient is a key element. Nevertheless, people with low
health are more likely to experience difficulties in figuring out and finding the available
health services and care they need, and hence experience delays in receiving care*! or even
miss appointments*>43, Especially people with several long-term mental health conditions*,
elderly people and those with high levels of socioeconomic deprivation are more likely to
miss appointments, which is of special concern “if these appointments would have
included preventive activities such as screening or chronic disease monitoring”#>. Limited
health literacy is also linked with unnecessary and improper use of health services and
resources®®. Low health literacy is a significant problem in Europe as one in four people
report having difficulties in finding information on the treatments of ilinesses that concern
them and one in five people report in knowing what to do in case of emergency, and one in
six people not knowing how to find relevant health care?’=°,

Complex and fragmented healthcare systems hinder the fulfilment of patients’ rights to
access care they need, and may for its part contribute to the development of health
disparities®®. Complex systems cause unnecessary challenges for individuals in their
attempts to find and receive care and hence impair their abilities to navigate the healthcare
environment®l. “In fact, healthcare settings are usually designed assuming limitless health
literacy skills by the side of patients”, which causes the situation that they are not able to
understand and react on the needs of those with low levels of health literacy®'.
Furthermore, unavailability of culturally sensitive care is a clear barrier to access
appropriate care®?.

Focus: DEALING WITH THE COMPLEXITY OF HEALTHCARE SYSTEMS TO FIND APPROPRIATE CARE

“Health literacy matters for access to care”*!. All people should know their rights as
patients. Having relevant information about one’s health condition and the ability to
interpret the symptoms of various diseases, in addition to knowing when to seek help is
crucial to ensuring timely access to healthcare. People also need sufficient skills to seek,
demand and find appropriate care, and to navigate healthcare systems in general.
Healthcare systems should be developed in a way that meet the needs of various population
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groups. Information on the services available with cultural sensitivity should be made easily
accessible. “Enhanced health literacy paves the way for both patient empowerment and
patient engagement, which are crucial requirements to enhance the functioning of
healthcare organizations”>.

Table 3 provides a summary of health literacy competencies and elements of
responsiveness of the systems that support people’s health literacy to access appropriate
care

Table 3: People’s and systems’ responsiveness to health literacy and access to valid health
information

People’s health literacy Systems’ health literacy responsiveness

Health knowledge e To promote cultural sensitivity and

o ) ] understanding of care
e Having information about one’s rights as a

patient e To offer options for various types of care

® Havinginformation about the symptoms of e To ensure the availability of easy access

disease . . . . .
information on various options for care, in all
e Having information about various choices for relevant languages
health care
e To develop coherent and simple healthcare
Practical skills environments for people to navigate

® Ability to seek e Toinvolve people in developing user- and

e Ability to demand appropriate care health literacy friendly systems

e Ability to navigate in healthcare systems

Self-reflective skills

e Ability to identify and interpret the
symptoms of various diseases

COMMUNICATION BETWEEN INDIVIDUALS, HEALTH PROFESSIONALS AND HEALTH
AUTHORITIES

‘Information must be communicated to the patient in a way appropriate to the
latter's capacity for understanding, minimizing the use of unfamiliar technical
terminology. If the patient does not speak the common language, some form of

interpreting should be available’®
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“Adequate communication between patients and health professionals is a core principle of
medicine”>3. Improving communication is likely to improve equity through fostering access
to information, initiating two-way communication between individuals or communities and
health systems, and by taking into account the experiences of the communities as a starting
point for the development of systems®*. Furthermore, the creation of spaces for equal
communication and genuine dialogue between patients and healthcare professionals is key
to ensuring that options for available care and care provided are understood, relevant and
applicable to patients’ lives. Clear and participatory communication has the potential to
empower people to choose, which is essential for making choices accessible*. This requires
a shared language including the use of words, concepts and opportunities to ask clarifying
questions and to obtain responses at the same level®® which, together, secure access to
information provided and shared decision-making during appointments. The communication
style of the care provider is linked with better patient self-management and
empowerment>. On the other hand, patients’ understanding of care and confidence in self-
care abilities have the potential to enhance the impact of the provider’s communication on
self-management>. Good communication between patients and healthcare providers forms
the basis for patient-centred and shared decision making.

Clear, understandable and well-developed health communication is especially important
during health crises like pandemics, and may save lives by, for instance, promoting and
accomplishing adherence to required behaviour change®. Health professionals and health
authorities should find the best ways to reach all people, especially those in vulnerable
situations and who are difficult to reach, such as homeless people and digitally
disadvantaged with mobility restrictions. Furthermore, communication from trusted sources
should be open and honest in what is known and unknown, and it should be consistent,
simple and understandable, as well as empathetic®.

CHALLENGE

Complexity of communication and lack of common language, either due to different spoken
languages or the use of words that both do not understand, are obstacles for effective
patient-provider communication. Medical terms and medical jargon used either by
healthcare professionals or expressed in printed materials offered to patients are likely to
result in the misunderstanding of information by patients33. Also, limited time allocated for
appointments may lead to an instruction that does not allow space for questions and
dialogue. Longer appointments which can ‘be bought’ using private health care have the
potential to increase disparities in healthcare access. This is a particular concern in
situations when extra time would be necessary due to complex communication needs
(Finset et al., 2020), or when people lack sufficient skills in communicating with healthcare
professionals, in general.

On average in Europe, 15 % of adults report difficulties in understanding what the doctor is
saying, 18 % in reflecting and assessing if the information provided by the doctor is
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applicable to one’s life, and 28 % in understanding the leaflets that come with the
prescribed medicine*®. These, together with doctors over-estimating their communication
skills®’, echo a clear mismatch between an individuals’ competencies and the
communication styles of healthcare providers and health authorities. Communication
challenges are evident especially when a patient has complex communication needs that
should be taken into account carefully®®. The planning of different ways of communicating,
in addition to oral communication, will become paramount®8,

Focus: ENHANCING EFFECTIVE TWO-WAY COMMUNICATION WITH HEALTH LITERACY

For communication to be effective and accurate, “both the nurse [or other health
professional] and the patient need to possess the skills and knowledge required for
participation within the communicative interaction”, both in cases with or without complex
communication needs of the patient®®. Individuals need sufficient knowledge about their
health condition and relevant concepts to be able to understand what health professionals
are saying and what is communicated in printed materials. They also need abilities to reflect
and assess the issues from their personal perspectives and skills to apply the instructions
and decisions in practice to ensure the effectiveness of the communication.

Table 4 provides a summary of the health literacy competencies and the elements of the
responsiveness of systems that support the sufficiency of individuals’ health literacy to
communicate with healthcare providers

Table 4: People’s and system’s responsiveness to health literacy concerning communication
between individuals and health professionals and health authorities

People’s health literacy Systems’ health literacy responsiveness

Health knowledge ® To create spaces for communication that

take into account the special communication

e Having adequate health information to be needs of patients

able to communicate clearly

e To offer training for healthcare professionals

® Havinginformation about one’s right to about various ways of communicating with

communication that is appropriate to one’s patients with or without complex

capacity for understanding communication needs

Practical skills e To avoid medical jargon and difficult words

e Ability to communicate clearly and seek (shared language)

clarifications e To develop cultural understanding and

. . R . sensitivit
® Ability to communicate in digital health sites ¥

and services e To allow time for questions, clarifications and

- S . . two-way discourse
Critical thinking and self-reflective skills y

e To develop the availability of digital eHealth
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e Ability to assess the appropriateness of the sites and services for people with different
care and applicability of the instructions communication needs, and to complement
from one’s personal perspective face-to-face appointments

e To train healthcare providers skills to provide
care and communicate in digital
environments in a way that takes into
account patients “non-verbal cues,
emotional states and understanding”

POSSIBILITIES FOR SHARED DECISION-MAKING REGARDING CARE AND

PREVENTION
“An intervention in the health field may only be carried out after the person
concerned has given free and informed consent to it. This person shall beforehand be
given appropriate information as to the purpose and nature of the intervention as
well as on its consequences and risks.” (Convention on Human Rights and
Biomedicine)

“Each individual has the right to freely choose from among different treatment
procedures and providers on the basis of adequate information” 3°

Shared decision making, where healthcare professionals and patients discuss the best
possible options for care and make decisions together using best available information®®, is
key to patient empowerment. It fosters patients’ genuine possibilities to freely choose and
make informed decisions about medical alternatives and self-care management. In a
patient-centred process for informed consent, information about various options for
treatments and their risks, benefits and costs is communicated in a biased-free, transparent
and clear way®°. Shared decision making enhances the respect for patient autonomy,
weighing the benefits of treatment against probable risks from the perspective of
individuals and their preferences and experiences, and avoiding decisions that would have
not been made if patients would have been well informed and involved®°. It has been linked
with improved decision quality, and better patient knowledge and risk perception®, and it
has a potential to decrease the disparities in health between less and more disadvantaged
patients in terms of their literacy skills®2. Furthermore, “well-informed preference-based
patient decisions might lead to safer, more cost-effective healthcare, which in turn might
result in reduced utilization rates and improved health outcomes”®3.

CHALLENGE

The lack of awareness about involvement being an option and hierarchical healthcare
systems hinder shared decision-making processes from evolving. Different studies on adult
health literacy in Europe have shown that difficulties in engagement with healthcare
providers are clear*”:%%, For instance in Britain, 23 % of people report having concerns about
being able to discuss their health concerns with a healthcare provider, 35 % of people report
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difficulties in making sure that the healthcare provider understands them properly, 25 % of
people report difficulties in discussing with the provider until they understand all they need
to know, and 23 % of people experience difficulties in asking questions to providers in order
to obtain health information®. Though some of the difficulties mentioned above are rooted
in patients’ low health literacy, some may relate to the difficulties of health authorities to
redistribute power and agency®°.

Focus: AGENCY AND INFLUENCE THROUGH HEALTH LITERACY

Health literacy addresses the understanding of a person’s rights as a patient and as a
human. For instance, for children and adolescents this would mean understanding that they
have the right to be heard and involved in making decisions that influence their lives - in
accordance with their age and maturity. Health literacy fosters possibilities to participate in
decision-making processes, and to share power over knowledge, knowing and making the
decisions. A sufficient amount of information on one’s health condition and information on
available options for treatment and the associated risks and benefits are prerequisites for
being able to participate equally in decision-making about one’s care in the first place and to
provide informed consent. The ability to ask for clarifications is needed as is the ability to
consider personal preferences, possibilities and values will be taken into account while
deciding how to proceed with the care. Healthcare providers should “adapt their procedures
to different health literacy states by giving patients a voice, acknowledging their social
realities and collaborate with them as equals”®®. Providers should be aware of the diverse
backgrounds and individual needs to facilitate shared-decision making and individualised
care 3. A sufficient amount of information about various treatment options and their risks,
benefits and costs, should be given in an understandable way and also in written format to
support patients’ abilities to make informed decisions and to communicate that “the
decisions are truly owned by the patients”®’.

Table 5 provides a summary of the health literacy competencies and the elements of the
responsiveness of the systems that support people’s health literacy to participate in shared-
decision making regarding care and prevention.

Table 5: People’s and systems’ responsiveness to health literacy concerning shared decision-
making

People’s health literacy

Systems’ health literacy responsiveness

Health knowledge

e Having health information about one’s

health condition and available options for
care

e Having information about one’s rights

Allowing time and opportunities for shared
decision-making (patient-centred practices)

Offering sufficient amount of information for
patients, in different formats

Supporting patient’s reflective thinking
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(including the right to be heard and to
participate in making the decision that
influences one’s health and health care)

Critical thinking and self-reflective skills

Ability to identify and describe one’s own
expectations, preferences, wishes and needs

Ability to reflect the instructions from one’s
personal perspective and to assess what fits

(supportive communication strategies)

Valuing patients (their knowledge,

experiences etc.)

Distribution of power, creation of mutual
understanding and trust, and respect of
patients’ views, expectations and values

Being aware of diversity of patients and their
unique needs

with one’s own life (opportunities,
preferences)

e Ability to ask for clarifications when
necessary

Participatory skills

e Ability to participate in making care plans, to
discuss about alternative options and to
make joint decisions

IMPLEMENTATION OF HEALTH LITERACY
POLICY, STRATEGY AND DESIGN |IN
PRACTICE

This part provides insights into the practical approaches and tools to advance health literacy
responsiveness and access to quality healthcare in practice. It includes focus on the
implementation of health literacy policy and strategy, health literacy interventions and
service design, building health literacy capacity as well as partnerships and knowledge-
sharing.

IMPLEMENTATION OF HEALTH LITERACY POLICY AND STRATEGY

The WHO Framework on integrated people-centred health services calls for a fundamental
shift in the way that health services are funded, managed, and delivered to ensure equitable
access to healthcare. The focus is first and foremost on how to develop meaningful, people-
centred solutions®. Creating a culture of health becomes a priority for policy-makers and
decision-makers involved in shaping health services in the 215t Century®. By applying the
health literacy lens to systems and services it is possible to bridge the inequality gaps and
lower barriers to facilitate timely and appropriate healthcare.
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The Shanghai Declaration on promoting health in the 2030 Sustainable Development
Agenda provides a global mandate for the prioritization of health literacy within public
policy’t. The Declaration emphasizes the role of good governance and integration of health
literacy policies and strategies.

Other examples of countries with national health literacy policy initiatives include Australia
where improving health literacy is a national priority’?, Austria that has adopted the
advancement of health literacy as one of ten national health goals’?, and Portugal that is
driving interventions and programmes nation-wide to enhance population health literacy’*.

BUILDING HEALTH LITERACY CAPACITY

Building health literacy capacity entails the development of sustainable skills, organisational
structures, resources and commitment to prolonging and multiplying health gains 7°. This
means ensuring that conditions are in place to achieve health improvement and that
systemic efforts can be multiplied and sustained over time, independent of external
events’®.

HEALTH LITERATE WORKFORCE

The growing awareness of health literacy is creating job opportunities and requirements to
enhance the workforce with the development of health literacy as a professional skill. A
review of American job adverts indicated that health literacy is increasingly mentioned as a
skill in demand and even as part of new functions in healthcare, for instance, as a health
literacy coordinator’’. Based on the growth related to health literacy research and policy-
making in general, it is most likely that the same pattern will show in European countries.

In response, it is encouraged to include health literacy in educational curricula in higher
education and post-graduate trainings within a wide range of disciplines’’. Training in health
literacy, plain language, culture and communication are essential for anyone working with
health services’®. Moreover, it is beneficial to take into account the healthcare experiences
of patients with low health literacy by inviting patient advocates or adult literacy students to
share their experiences and testimonials. It is critical to focus on the user experience as well
as on the needs and demands in order to develop the necessary skills for an appropriate
health literacy response.

Health literacy curricula can be built on the knowledge, skills and attitudes that health
professionals need in order to effectively address low health literacy among consumers of
health care services and health information as part of effective health literacy practices 7>,
The U.S. Institute of Medicine recommends that “professional schools and professional
continuing education programs in health and related fields, including medicine, dentistry,
pharmacy, social work, anthropology, nursing, public health, and journalism, should

"8l |n turn, the

incorporate health literacy into their curricula and areas of competence
review of job adverts revealed more than 20 professional disciplines where health literacy is

relevant’’.
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HEALTH LITERATE ORGANISATIONS, SETTINGS AND COMMUNITIES

Health literacy capacity is needed to develop health literate organizations. According to
Brach et al.®?, organisational health literacy capacity can be based on ten attributes: 1)
leadership that makes health literacy integral to its mission, structure, and operations; 2)
integration of health literacy into planning, evaluation measures, patient safety, and quality
improvement; 3) training of workforce to be health literate and monitor progress; 4)
involvement of populations served in the design, implementation, and evaluation of health
information and services; 5) meeting the needs of populations with a range of health
literacy skills while avoiding stigmatisation; 6) applying health literacy strategies in
interpersonal communications and confirm understanding at all points of contact; 7)
provision of easy access to health information and services and navigation assistance; 8)
designing and distributing print, audio-visual, and social media content that is easy to
understand and act upon; 9) addressing health literacy in high-risk situations, including care
transitions and communication about medicines; and 10) clear communication of what
health plans cover and what individuals will have to pay for services®?.

Other resources include the Australian Ophelia toolkit to optimise health literacy in
organisations and communities!?®3; the American Health Literacy Universal Precaution
toolkit presented by the Agency for Health Literacy Research and Quality®*; and the Vienna
model for health literate hospitals®®. In recent years, health literacy is being implemented
beyond the health sector through efforts in, for example, schools®®®” and at work®8,
According to the Shanghai Declaration’?, health literacy should be developed first and
foremost through the school curriculum, and its role as part of Health Promoting Schools
has been widely acknowledged?®%°,

HEALTH LITERACY COMMUNICATION AND SERVICE DESIGN

Limited health literacy is a pervasive and independent risk factor for poor health outcomes.
Often health systems are overly complex. For those with limited health literacy, the
complexity may be a barrier and hamper the quality of care. In order to bridge this
fundamental injustice, it is recommended to integrate universal precautions that presume
limited health literacy for all healthcare users, expanded use of technology supported
communication, and clinical incentives that account for limited health literacy®'. According
to the Review of Public Health Capacity in the EU, health literacy strategies enhance the
inclusion of people in vulnerable situations, for instance, in relation to ethnicity®>®3. A
number of resources are presented to enhance health literate interaction and
communication as well as service design.

INTERACTION AND COMMUNICATION TO ENHANCE HEALTH LITERACY

Clear communication is the basis for patients to be able to understand and act on health
information. Regardless of a patient’s health literacy level, it is important that staff ensure
that patients understand the information they have been given. Common tools to improve
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interaction and communication include Ask Me 3, Teach-Back and Three Steps for better
health literacy.

Ask Me 3 is an approach developed by the Partnership for Clear Health Communication®*. It
is a quick, effective tool designed to improve health communication between patients and
providers. Ask Me 3 promotes three simple but essential questions that patients should ask
their providers in every health care interaction and providers should always encourage their
patients to understand the answers to:

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

Three steps for better health literacy — a guide for health professionals® is an approach
developed by the Ministry of Health in New Zealand and it is recommended for health
professionals to lower barriers for healthcare and reduce complexity. It includes three steps:

1) Find out what people know
2) Build health literacy skills and knowledge
3) Check you were clear (and, if not, go back to step 2)

Teach-Back is an activity in which learners teach each other what they have learned, for
instance, by using verbal explanations, demonstrations, and skits®. The Teach-Back method
is a way of checking understanding by asking patients to state in their own words what they
need to know or do about their health and to confirm that things have been explained in a
manner that patients understand. Teach-back can be applied whenever explaining
important and complex concepts to patients about their health care such as a new
diagnosis, medication, home care instructions, treatment plans, behavioural change
recommendations, the use of new devices, treatment options and follow-up instructions.

HEALTH LITERATE SERVICE DESIGN

Health literate service design focuses on how patients become health literate regarding
their condition, how they experience healthcare communication (including information
exchange and informed/shared decision-making), how health literacy affects patients'
experiences of using healthcare services in various contexts, and what the facilitators and
barriers to the development and use of health literacy skills are. The following examples
demonstrate how to increase health literacy responsiveness as for better service design.

The (supported) Health Literacy Pathway Model is an example that describes how health
literacy develops along a trajectory that enables individuals, supported by others, to seek,
engage with and act on health information to manage their health and become more
actively involved in healthcare consultations and informed decision-making®®.
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(Supported) Health literacy pathway

Intervention point 1  Intervention point 2 Intervention point 3 Intervention point 4

Merge knowledge and skills  Use knowledge and skills  Thinking about Decision support

to inform patient to activate patient potential options
Shared » Supported » Supported # Co-produced # Supported
health skills and actions informed decisions
knowledge practices options

Figure 3: The supported health literacy pathway

Patient journey mapping is a way to visualise and obtain an overview of patient experience
during their entire care journey. A patient journey map (also known as healthcare customer
journey map) is an outline of all the touchpoints a patient goes through in their care journey
in a healthcare facility. This includes all the touchpoints pre-, during, and post-visit. This
method provides insights into the patient experiences during their care journey in a
healthcare facility and the patient flow in general to create strategies to improve the quality
of care, increase efficiency, and improve patient satisfaction®’.

Mapping linguistic landscapes is a method to study visible semiotic signs in public spaces to
study how language includes or excludes people from communication and full participation
in social and societal contexts. It is used to gain insights in how people navigate healthcare
systems and to improve healthcare environments®,

Given that clinical research communications can be very technical and complex, using plain
language®® can help clearly explain information so that the target audience has a better
chance of understanding. Plain language helps the reader to:

1) Find what they need
2) Understand what they find
3) Use what they find to meet their needs

Data visualisation, such as the use of infographics and graphs, has become a meaningful
way to present medical data that impacts decision-making on a collective and individual
level to enhance health literacy?. Data visualisation involves breaking down the data points
in terms of time, place, and elements of which people are familiar with, or
personalising/localising numbers to make them more digestible and meaningful. Storytelling
with data through simple graphs, comparative charts and representational icons often helps
to make the implicit explicit as a means to enhance individual and population health.

Applying visual elements and plain language help bring an individual with lower health
literacy and numeracy skills to an outcome that equates to better health behaviours and
practices®.
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PARTNERSHIPS AND KNOWLEDGE SHARING

A vibrant worldwide community is driving the rise of a global health literacy movement for

social change building on empowerment and health equity. The movement is based on

formal and informal health literacy interest groups, coalitions, alliances, networks, platforms

as well as institutes, organisations and associations where health literacy is being

developed, discussed and assessed to strengthen capacities'®?. Some European and

international examples include:

International Health Literacy Association (IHLA) which was inaugurated in 2017. The
aim of IHLA is to unite people around the world working to promote health literacy
with the purpose of creating health literacy for all and a world where people and
societies can act to improve health and quality of life. The backbone of the
organization is based on the interest groups which develop and implement health
literacy within a wide range of topics [https://i-hla.org/].

Health Literacy Europe was launched in 2010 as a spin-off of the European Health
Literacy Project (2009-2012). The network hosts the European Health Literacy
Conferences and supports the development of health literacy in a European context
[https://www.healthliteracyeurope.net/].

The Asian Health Literacy Association (AHLA) was launched in 2013. It hosts the
Asian Health Literacy Conferences and supports the development of health literacy

in Asia [https://www.ahla-asia.org/].

The WHO Action Network on Measuring Health Literacy in Populations and
Organizations (M-POHL) was established in 2017 with the purpose of measuring
health literacy in Europe at population and organisational levels. The International
Coordination Centre is based in Austria. The network is in charge of the HLS19
European health literacy survey which was conducted in 2019/2020. The initiative is
an amplification of the first European Health Literacy Survey from 2011 [https://m-

pohl.net/].

National initiatives have developed in several countries such as in the United Kingdom and
the Netherlands:

The UK Health Literacy Network represents a multi-disciplinary group. The aim of
the network is to advance research, theory, education and practice on health literacy
with special attention to its personal, social, economic and political implications
[https://www.healthliteracy.org.uk/].

The Dutch Health Literacy Alliance was created in 2010, as a spin-off of the
European Health Literacy Project, to establish a more inclusive society by improving
health literacy competencies for health and self-management of the population. The
Alliance promotes health literacy of citizens and supports health professionals in
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recognizing and addressing health literacy issues. The Alliance also promotes clear
communication and plain language [ https://www.gezondheidsvaardigheden.nl/].

At an institutional level, partnerships and knowledge-sharing regarding health literacy is
being developed in various forms. This includes the German Interdisciplinary Centre for
Health Literacy Research at Bielefeld University focuses on research and policy
development; the UK’s Health Literacy Place which is the primary health literacy resource
for the NHS, and the US Health Literacy Tool Shed which is hosted by Boston University.

e The Interdisciplinary Centre for Health Literacy Research at Bielefeld University
[ICHL] is a cross-faculty research unit aiming to streamline all research activities
concerning health literacy at Bielefeld University. The focus is on both basic research
and applied research. As a health literacy hub, it focuses on health literacy research,
practice and policy as well as providing a home for early career researchers, post
docs and senior researchers from Germany and abroad [https://www.uni-
bielefeld.de/(en)/erziehungswissenschaft/izgk/].

e The Health Literacy Place is the main resource platform for the UK’s NHS. The NHS
has launched two national health literacy action plans. The platform supports
knowledge exchange and tools and best practices
[http://www.healthliteracyplace.org.uk/]

e Health Literacy Tool Shed is hosted by Boston University. It is an online database of
health literacy measures. The site contains information about measures, including
their psychometric properties, based on a review of peer-reviewed literature
[https://healthliteracy.bu.edu/].

Health literacy is highly cross-sectoral and inter-disciplinary. Increased collaboration across
sectors and disciplines can enhance the knowledge transfer and outcome of health literacy
partnerships and programmes.

CONCLUDING REMARKS

This technical report aims to inform decision-makers on the mitigating role of health literacy
in the provision of equitable access to healthcare in order to guide policy, strategy and
service design. It introduces the concept of health literacy and argues its importance for the
development of sustainable healthcare systems. Moreover, it lists a range of challenges
which needs to be considered when developing user-centred solutions that can help lower
barriers related to accessibility. Finally, a toolbox provides a way how to implement health
literacy in practice as part of policy, strategy and service design.

Improving the health literacy of people and organisations has the potential to improve the
safety and quality of health care, reduce disparities in health outcomes and to promote
more prosperous and equitable societies'®?. Social justice is at the heart of the work of
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Council of Europe. Inequities in health systematically put groups of people who are already
socially disadvantaged (for example, by virtue of being poor, female, and/or members of a
disenfranchised racial, ethnic, or religious group) at further disadvantage with respect to
their health. Recognising that health is essential to wellbeing and to overcoming other
effects of social disadvantage, health literacy as a means to enhance access to healthcare
can be a lever to increase equal opportunities to be healthy for all population groups. Equity
in health implies that resources are distributed and processes are designed in ways most
likely to move toward equalising the health outcomes of disadvantaged social groups with
the outcomes of their more advantaged counterparts. This includes the distribution and
design not only of health care resources and programmes but of all resources, policies and
programmes that play an important part in shaping health, many of which are outside the
immediate control of the health sector.

The pandemic demonstrates how important health literacy is for the prevention of
communicable and non-communicable diseases3® and how essential it is to develop health
literate populations and organisations that can respond adequately to needs and
demands3®. In many countries, health literacy is an untapped resource which is not yet fully
developed. Health literacy is an asset for healthcare, disease prevention and health
promotion!®. An investment in health literacy generates a return on economic and social
investments® because it can help save time, costs and lives!®. Enhancing equal access to
healthcare is, therefore, an important aspect to prioritise.
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