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ABSTRACT

Policies in literacy and health need to address two perspectives: how basic literacy skills
influence the health of populations and individuals; and health literacy — the degree to
which individuals have the capacity to obtain, process, and understand basic health
information and services needed to make appropriate health decisions. There are three
potential areas for action to improve literacy and health literacy: the health system, the
education system, and within the broader sphere of culture and society. Despite some
increasing attention in the last 20 years, low literacy levels remain a major problem in
Canada. Policies need to be sensitive to culture, especially among Aboriginal peoples,
Francophones and new Canadians. Public policies are needed to:

* improve literacy outcomes (for example, support for a pan-Canadian literacy strategy,
early childhood education and family literacy programs, and efforts to reduce high
school drop out)

* improve health literacy (for example, support integrated policy and program
development across sectors, integrated research and knowledge translation initiatives,
and efforts to build links between literacy and health networks)

» reduce disparities by strengthening levels of literacy and health literacy among
vulnerable groups.
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anadians with limited literacy skills

are more likely to report poorer

health status and higher rates of
chronic disease, to have less knowledge of
disease management and health-promoting
behaviours, and to be less likely to use pre-
ventive services.! Limited literacy rates
remain high in Canada, with one in seven
Canadians at the lowest level of literacy.’
From a public policy perspective, literacy is
a cross-cutting issue. It can be tied to
numerous government sectors, including
education, health, social services, employ-
ment and citizenship. Public policy that
addresses the intersection between literacy
outcomes and the health of individuals
and communities has been broadly
referred to in Canada as “literacy and
health” policy. It provided the framework
for one of the four themes addressed at the
Second Canadian Conference on Literacy
and Health.

For the purposes of this article, “literacy
and health” policy will be discussed from
two distinct perspectives. These two per-
spectives reflect what we know about the
indirect and direct impacts of literacy on
health. The first perspective explores policy
development aimed at improving literacy
outcomes through strategies for developing
education and skills. This perspective rec-
ognizes the influence of basic literacy skills
on the health of populations and individu-
als. The second perspective explores policy
development aimed at improving health
literacy. Health literacy is defined as a per-
son’s ability to find, understand and use
health information and resources, and ulti-
mately to take control of their health (see
Table I).?

Policies that improve basic literacy and
health literacy have the potential to reduce
health disparities in Canada by taking into
consideration the unique barriers faced by
certain population groups in acquiring lit-
eracy skills and achieving health, based on
language, culture, gender and lifestage.
Although it is important to consider the
two perspectives separately, a common
thread of discussions at the conference
addressed opportunities for integrated pol-
icy and program development, particularly
across health and education sectors.

This article summarizes the presenta-
tions and discussions at the conference in
terms of :
¢ what we know about the development of

“literacy and health” policy in Canada;
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¢ what we need to know to build more
effective policies; and,

¢ some recommendations for future direc-
tions in policy development to improve
the health of Canadians with low litera-
cy skills.

What we know

This section provides an overview of the
policy context in Canada and the scope of
the issue, and describes some current activ-
ities presented and discussed at the confer-
ence.

Policies and programs aimed at improv-
ing literacy reflect what we know about the
relationship between literacy and health.
The National Forum on Health acknowl-
edged literacy as a determinant of health in
its landmark report in 1998° as did the
1999 Report on the Health of Canadians.®
The latter noted that “literacy levels, which
are usually, but not always related to levels
of education, are important predictors of
employment, active participation in the
community and health status.”

About Literacy Levels and Health
Literacy levels can affect health directly, for
example, when a person is unable to com-
ply with a treatment regimen because he or
she cannot read the instructions. Literacy
also affects health indirectly, for example,
through impacts on income, access to safe
jobs and decent wages, and social status.
Irving Rootman and Barbara Ronson
wrote an article reviewing the direct and
indirect effects of literacy on health. They
examined the link between literacy and
education, early childhood development,
aging, personal capacity, living and work-
ing conditions, gender and culture." They
noted a strong connection between health
and learning, and that literacy is in itself a
strong predictor of health status. Literacy
was found to be directly related to overall
physical and mental health status. People
with low literacy levels may be at increased
risk for poor health because they have diffi-
culty reading medication labels and other
health information. Literacy may also
impact health indirectly through lifestyle
behaviours, such as the use of tobacco and
other substances and sexual health prac-
tices. These findings were summarized in a
clear language edition of their review arti-
cle. It provided a foundation for discus-
sions at the national conference.’
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TABLE |
Health Literacy

Health literacy is the degree to which individuals have the capacity to obtain, process, and under-

stand basic health information and services needed to make appropriate health decisions.?

The US Institute of Medicine report* adds to our understanding of health literacy:

* It identifies three potential areas for action to improve health literacy: the health system, the edu-
cation system, and culture and society.

e It proFoses that health literacy is affected by individual factors as well as by the context in which
people ex'perience health. It suggests that public health services are part of these health contexts,
and therefore bear as much or more responsibility for addressing health literacy as the individu-
als who are affected.

TABLE Il
A Story of Determination - Ellen Szita

Ellen Szita is an adult learner and member of the Learners’ Advisory Committee of the Movement
for Canadian Literacy. She told her moving life story in an opening address at the conference. Ellen
Erew up in England without friends where she was mocked and shunned as a “dunce”.

ndiagnosed learning disabilities made school a nightmare. Introverted and feeling unworthy, Ellen
dropped out of school and began working in a factory at the age of 14. At age 16, she made an
unsuccessful suicide attempt.

Two years later, Ellen hoged to leave her pain and humiliation behind when she emigrated to
Canada. It didn’t work. She felt lost because she could not read signs. She was embarrassed
because she could not read menus. Her inability to pay bills made her feel ashamed, and her
inability to complete job application forms or prepare a resume made her feel angry.

As a wife and mother of four children, Ellen grew ever more fearful of being discovered. She
became depressed. After a divorce, Ellen became a single mother. She blamed the teachers when
three of her four children dropped out of school.

Finally, Ellen decided that she wanted to be a positive example for her children. She enrolled in a
literacy program. Her success is told in the documentary film “Ellen’s Story”. Today, she sits on the
boards of various literacy organizations, participates on panels, addresses conferences, and visits
prisons and schools. She gives interviews to raise awareness that education is a birthright and that
the long-term costs of low literacy are enormous.

Three years ago, Ellen received her diploma as a professional §rief and loss counsellor. FoIIowing
her lead, her three children who had dropped out returned to finish school. Two of her five grand-
children are honour students.

“The adult learning system is in great need of repair if it is to successfully help people like me,”
says Ellen. “All Canadians need to be able to look forward to the future without fear and to leave
their children the legacy of freedom that education can bring. Children love as we have loved
them, learn what we have taught them, and give back to society that which is given to them.”

Given what we know about the links
between literacy and health, the results of
the 2003 Adult Literacy and Life Skills
(ALLS) survey should be of interest to
policy-makers concerned with the health of
Canadians and the Canadian economy.
According to the survey, there has been lit-
tle change in literacy levels since 1994,
with one in seven Canadians at the lowest
level of literacy.? Only 58% of all
Canadians had literacy skills at the level
needed to cope with the demands of life
and work in our current knowledge society
and information economy.

The economic and social implications of
low literacy have been outlined in numer-
ous studies, calling for a national strategy
to enhance basic literacy skills and support
lifelong learning.®!' Presenters at the con-
ference reinforced the notion that invest-
ments in learning are needed across the
lifespan. Lucie Lemieux and Peter Calamai
both pointed to the need for renewed
efforts at the secondary school level to

improve the rate of high school completion
and to improve literacy levels among new
graduates.'>'? Johanne Laverdure suggested
that policies need to support integrated
early childhood programs that improve
children’s readiness to learn by supporting
at-risk families with young children, from
birth to school-age.' Ellen Szita, a literacy
advocate, demonstrated the high social and
economic costs of low literacy. She illus-
trated the potential impact of investments
in adult education (see Table II).

Investing in literacy is an important tool
for addressing health disparities among
Canada’s vulnerable populations. Certain
population groups have higher rates of low
literacy.”” In Canada, they include people
who have completed few years of formal
education, seniors, people with learning
disabilities, some ethnocultural groups,
Aboriginal peoples and Francophones. The
new information economy may increase
the marginalization of some groups and
increase the gap in income levels and other
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Figure 1.  Percent of populations aged 16 to 65 at each skills level (prose literacy)

Adult Literacy and Life Skills Survey, 2003

social determinants of health.'® Other arti-
cles in this supplement explore the impor-
tance of considering language and culture
in policy development aimed at improving
both literacy and health outcomes.'” "

Figure 1 provides a picture of the level of
prose literacy in the seven countries sur-
veyed in the 2003 ALL survey.’ Canada
falls in the middle of the pack, based on a
measurement of prose literacy. This is the
knowledge and skills needed to understand
and use written information, such as news
stories or brochures.

The ALL survey also shows that in coun-
tries where adult learning is given impor-
tance in policy circles, there was a large
increase in participation in adult education
and training programs between 1994 and
2003. Policy-makers in Canada may learn
from the experience of countries such as
Norway, where people of all literacy levels
participate in adult learning and training
programs. Norway has a long tradition of
adult learning and popular education. It
has policies in place to increase the partici-
pation of adults with low literacy skills
who are hard to reach.

About Health Literacy

The second policy perspective moves from
a focus on basic literacy skills to look more
specifically at health literacy. Policy devel-
opments addressing health literacy in the
United States and other countries have
implications for Canada.
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Rima Rudd?® noted that the topic of
health literacy has moved to a more promi-
nent place on the US agenda as a result of
three major reports: Health Literacy: A
Prescription to End Confusion,* Literacy and
Health Outcomes: Evidence Report/
Technology Assessment,”' and Literacy and
Health in America.** The first report from
the US Institute of Medicine expanded the
definition of health literacy, moving it out
of the context of medical institutions and
into the home, the workplace, and the
community. It recognized that health liter-
acy takes place in a context mediated by
education, culture, language and the com-
munication skills of the the “lay” person
and the health practitioner.® The second
report from the Agency for Health Care
Research and Quality reviewed nearly 700
articles. The Agency reported that low lit-
eracy, as measured by poor reading skills, is
associated with poorer health. The studies
measured outcomes such as the use of
health services, health knowledge, and pre-
ventive health practices.? The third report
from the (US) Policy Center of the
Educational Testing Service reinforced the
limitations of measuring health literacy
through an exclusive focus on written or
printed texts.”

Ilona Kickbusch extended current think-
ing about health literacy by suggesting that
access to health information and services is
a basic right and that health literacy is a
key action area for health promotion.** She
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noted that health literacy enables people to
navigate the system; find information;
understand their rights; and make choices
that prevent and improve disease out-
comes, and enhance quality of life. While
education and literacy are important deter-
minants of health, health literacy is becom-
ing increasingly important for social and
economic development. She recommended
investments in measuring health literacy,
understanding the impact of health literacy
on health, and improving the health litera-
cy of population groups through public
health interventions.

In previous articles, Kickbusch and
Donald Nutbeam emphasized the poten-
tial of health literacy to enable individuals
and communities to take control of their
health.2*?* Other presenters explored the
concept of health literacy and empower-
ment. This is summarized in the article by
Heather Hemming and Lisa Langille.*

Miriam Rossi offered the example of a
diabetes prevention control program for
black communities in Toronto. She called
for policies that support culturally sensitive
health information in plain language and
the participation of community members
in designing and delivering public health
programs. Marcia Drew Hohn highlighted
the role that the adult education sector can
play in improving health literacy. She cited
the success of participatory program mod-
els that improve the health literacy among
students at an immigrant learning centre.”’

About Current Activities
To improve overall literacy and health lit-
eracy in Canada, policy-makers need to
look beyond a focus on the public health
sector or any other single sector.”*” The
conference delegates called for intersectoral
collaboration, particularly between the
education and health sectors, at the nation-
al, provincial/territorial and local levels. To
date, some constructive steps have been
taken towards integrated policy and pro-
gram development across these two sectors.
At the national level, strategies to
improve school health have been endorsed
by a Joint Council of Ministers of
Education and Deputy Ministers of
Health. The Canadian Council on
Learning has established a Health and
Learning Knowledge Centre (see Table
111). In addition to formal recognition of
literacy as a determinant of health, in
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2004, the Minister of State for Public
Health spoke about the importance of lit-
eracy and health literacy to the health of
Canadians in a speech at the closing ses-
sion of the conference.?® The CPHA’s
National Literacy and Health Program
(NLHP) has brought together 27 national
health associations to raise awareness about
the links between literacy and health and
continues to provide opportunities for
intersectoral networking, information
exchange and project development.?

At the regional level, Marg Rose
described a project of Literacy Manitoba.
The project brought together health and
literacy workers in regional workshops
called “One Day Wonders”. This project
recognized the overlap in client groups
seen by health service providers and adult
educators. It aimed to help health educa-
tors break down the barriers preventing
them from reaching hard-to-reach clients,
to encourage literacy practitioners to incor-
porate health topics in their curricula and
to encourage partnerships and working
relationships between literacy and health
workers.*

While supporting intersectoral collabo-
ration is one approach, community-based,
participatory approaches can also inform
policy development. Doris Gillis presented
lessons learned in rural Nova Scotia. In
this province, a community health board
organized planning workshops with learn-
ers, coordinators of literacy programs,
health practitioners and other key infor-
mants. Through this process, practitioners
are becoming agents of change. Health lit-
eracy has found its way into provincial
health policy dialogue.*' Similarly, Linda
Shohet discussed an action research project
at the McGill University Health Centre, in
partnership with the Center for Literacy of
Quebec. This project laid the groundwork
for a proposed new patient education poli-
cy and a new professional development
program following a series of focus groups
with patients, professionals, family mem-
bers, and support staff. It became clear in
these focus groups that the health educa-
tion needs of some patients were not being
met as a result of literacy barriers.*

Policies that support the collaborative
training and education of health profes-
sionals have the potential to improve
health literacy. College and university pro-
grams that prepare physicians, nurses and
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TABLE 111

Canadian Council on Learning: Health and Learning Knowledge Centre

The Canadian Council on Learning will be an important partner in literacy and health policy
development in Canada. Cooperation between the health and education sectors will be
strengthened through the Council’s Health and Learnin KnowledEge Centre. The Centre is

composed of a consortium of organizations led by the Faculty of

ducation at the University of

Victoria. It serves as a national network linking expertise about the vital connection between the
Iearniné and health of Canadians. Health literacy is one of the main themes that will be explored

by the Centre. For more information about the
healthandlearning@ccl-cca.ca

allied health professionals for the field are
important targets for policy development.*
Elizabeth Diem described one example of
practicum training for community nursing
students at the University of Ottawa.
Students are placed in language instruction
classrooms for new Canadians, meeting
weekly with the English as a Second
Language (ESL) students to identify health
issues. They then share information and
facilitate discussions about health topics
such as nutrition, accessing health services,
mental health and exercise. The initial
evaluation found that the nursing
students learned to understand the socio-
environmental determinants of health, to
apply the standards of nursing practice in a
community setting, to deal, in real time,
with real people who want to learn about
health, to build solid relationships with
community members, and to better under-
stand cultural perspectives.® Other health
disciplines could look to this and other
training models to better prepare profes-
sionals to work with our growing and
increasingly diverse multicultural society.

While these initiatives are promising,
there is a need for systematic evaluation to
better inform policy decisions. This is also
the case concerning strategies to increase
the use of plain language, which has been
the primary strategy to date to improve
health literacy.** Plain language applies not
only to print material, but to media mes-
sages and e-learning, 2 medium that cur-
rently is not reaching individuals and
groups with literacy barriers who may ben-
efit the most.»

Complicated language that is hard to
understand is particularly problematic in
health protection, patient safety and patient
education. Different populations need
health information, specific to them, in
plain language. They also could benefit
from measures that support personal capac-
ity to act on health information. For exam-
ple, Carol Henry suggested that new poli-
cies are required to improve knowledge

ealth and Learning Knowledge Centre, contact:

about food safety and fool label literacy.
She presented the results of the Thought
for Food Project of Human Resources and
Skills Development Canada. This project
found that individuals and groups who
most needed information about food and
nutrition have limited access to this health
information.> Nancy Hughes presented
results of a Health Canada study showing
that communicating health risks to low lit-
eracy adults through traditional messaging
is not effective.” In addition to adapting
tobacco messages on cigarette packages into
plain language, other factors were identified
as important to creating effective health
messages. These include the relevance of
the message to the audience and the capaci-
ty to put the message into practice.

Plain language is also critical to the mar-
keting and packaging of pharmaceuticals.
Drugs are the fastest growing sector of the
health care system and more money is cur-
rently being spent on prescriptions than on
physicians.?® There is an unprecedented
demand for accurate, understandable and
easy-to-access information on medications.
Millicent Toombs noted that accessible
medication information in plain language
will benefit those with low literacy levels,
and every Canadian, including physicians.
Policies are needed to address industry
standards for labeling and packaging,
access to medication information for con-
sumers, and health system standards to
support the correct, safe use of medication.
Andrew Aitkens discussed the Therapeutic
Products Directorate of Health Canada
project to develop a template for product
monographs requiring the use of plain lan-
guage guidelines in patient information.
He noted that while this represents an
important step, policies are also required
that institute national standards for label-
ing and packaging products.

Beyond the use of plain language, the
US Institute of Medicine expert panel
review on health literacy recommends
developing best practice guidelines to more
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broadly address consumer health and

patient safety within the health system.

Rootman noted that the Institute of

Medicine review provides a useful model

that may inform policy development in

Canada. The report presents directions for

system change that include:*

* ensuring that providers have adequate
time for educating patients;

* ensuring that providers have adequate
personal communication and education
skills;

* providing clear and attractive written
materials, that are tailored to language,
culture and literacy level;

* using approaches such as videos,
computer-based technology and popular
education to share health information;
and,

* introducing standards of accreditation
for health care organizations that assess
health literacy practices.

In summary, we know that low literacy
has both a direct and indirect impact on
health. There is sufficient evidence to war-
rant the consideration of new policies in
Canada aimed at improving both basic lit-
eracy skills and health literacy. The next
section suggests some of the additional
information required to inform policy
decisions and future directions for “literacy

and health” policy.

What we need to know
Policy change requires a recognition that a
problem exists, clear evidence about the
extent and consequence of the problem,
the development of feasible policy options
and solutions, and political will. With this
in mind, we need to build knowledge in
the following areas:

* evaluation to identify best practices in
literacy and health;

* knowledge translation of research and
best practices into language, tools, and
resources that policy-makers and practi-
tioners can use; and,

* effective ways for different levels of gov-
ernment to collaborate on literacy and
health literacy issues across jurisdictions.

More specifically, we need more informa-

tion on:

* The cost of low literacy. Research sug-
gests a link between literacy and
increased health care costs, but further
study is required to understand this rela-
tionship.'**' The economic costs of low
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literacy have been studied to a limited
extent, estimating costs of low literacy in
the workplace at $4 billion per year.”
We need more information on the cost
and effectiveness of various programs to
improve health through increasing litera-
cy or health literacy in Canada. We also
need information about factors that
affect health care costs, such as the use of
prevention and treatment services, and
the quality of care and health outcomes
for people with low literacy levels, espe-
cially seniors, people with disabilities,
Aboriginal peoples, Francophones, and
new Canadians.
¢ The links between education and
health, and lifelong learning and
health. Policy-makers need to consider
what changes to the educational system
for young people will have the greatest
impact on literacy and health outcomes.
We also need a better understanding of
how to build and support adult educa-
tion and training systems that support
lifelong learning.
Strategies for special population
groups in Canada. Francophones,
Aboriginal peoples and immigrants and
refugees tend to have lower literacy
scores than the population as a whole."*
Other chapters explore the importance
of language and culture in developing
policies and programs. Policies should
also be developed to build the capacity
of other population groups with literacy
barriers, such as children with special
needs, alienated and isolated youths, and
seniofrs.
Policies and programs that support fami-
lies with young children are required
because of the importance of early child
development to learning and well-being.
Evaluating integrated family literacy pro-
grams across the country will help guide
policy development by providing evidence
about both literacy and health outcomes.
Policies to improve the literacy levels of
young people are also important. Berween
1994 and 2003, there was a decline in lit-
eracy skills among young people aged 16
to 25.2 Canada can draw from the experi-
ence of other countries, such as Norway,
where inequality in literacy skills is the
least among young people with different
parental backgrounds in education.
Policy approaches that respect the dis-
tinct needs of special population groups

BUILDING HEALTHY PUBLIC POLICY

and build on their strengths to improve lit-
eracy and health literacy have the potential
to make the greatest contribution to reduc-
ing health disparities.

Future directions

The concluding article in this supplement
contains the specific recommendations that
were made at the conference. This section
suggests three overall goals for policy devel-
opment to improve literacy and health,
and the major activities required to sup-

port these goals.
1. Policies that improve literacy out-
comes.

* Implement a pan-Canadian literacy
strategy to improve adult basic skills
and develop a lifelong learning sys-
tem integrating learning opportuni-
ties in schools, the workplace and
community.

¢ Support early childhood education
and family literacy programs.

* Support efforts to reduce rates of
high school drop out.

2. Policies that improve health literacy.

* Support integrated policy and pro-
gram development across sectors by
enabling collaboration among
health, education and other sectors.

* Encourage and fund knowledge
translation initiatives about literacy
and health that reach practitioners,
policy-makers and researchers (for
example, through a clearinghouse,
and by providing information and
training).

* Support strategies that bring togeth-
er literacy practitioners and health
professionals with adulc learners
through participatory research and
program development.

* Maintain national-level efforts in
literacy and health to raise aware-
ness among health professionals and
to build links between literacy and
health networks.

3. Policies that reduce disparities by
strengthening literacy and health liter-
acy levels among vulnerable groups.
¢ Fund culturally sensitive, participa-

tory research and knowledge trans-
lation efforts in the area of literacy
and health identified in the previous
section “What we need to know”.

* Support leaders in Aboriginal,
Francophone and ethnocultural
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communities in their efforts to
identify and implement strategies
that respect language and cultural
realities.

This approach to policy development

will lead us to a uniquely pan-Canadian
strategic policy agenda that addresses liter-
acy as a determinant of health and health
literacy as an important factor in improv-

ing the health of all Canadians.
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