-

CANADIAN COUNCIL CC L(C/CA CONSEIL CANADIEN

ON LEARNING SUR L'APPRENTISSAGE

g B o

LESSONS

The obstacles to learning about
caring for elders in Canada

July 12, 2007



The obstacles to learning about caring for elders in Canada

Informal caregivers face obstacles in learning
about elder care

More Canadians are celebrating an 85th birthday than ever before. Chances
are, when they blow out all those birthday candles, it will be in their own
homes, thanks to help from an informal caregiver. Usually spouses or middle-
aged children, these unpaid caregivers are often ill-equipped for the physical,
emotional, and financial toll of their responsibilities. But formidable barriers
prevent them from acquiring the very information and services that would ease
their burden.

Elder care in Canada

The proportion of the population that is over 65 has increased by 68% over the
past two decades.! And the proportion of seniors who will live beyond 80 years
has increased by 40%, a trend that is only expected to grow.?

Over one-fifth of Canadians aged 45 to 64 years care for 2.3 million seniors,
usually their parents (67%), in-laws (24%), or friends and neighbours (24%). In
addition to their caregiving responsibilities, almost three-quarters of informal
caregivers work, most of them full-time; (in a majority of cases, their spouses
work as well).® One in five working caregivers belongs to the ‘sandwich
generation,” both looking after a parent and having children living at home.*

One in six informal caregivers is a senior citizen,> with an average age of 72.¢ Of
these, 25% care for a spouse, while one-third help out friends, and almost one
fifth, neighbours.” This cohort of helpers spends almost 22% more time on their
tasks compared to their younger counterparts,® with elderly women logging over
one-third more hours of caregiving than elderly men.?

Caregivers’ work is partly determined by the nature and severity of the illnesses
of the care recipient. Chronic conditions like arthritis, hyper-tension, diabetes,
and dementia are common illnesses of the elderly, but vary in the demands
they place on caregivers. As well, many seniors are vulnerable to acute, serious
ailments like cancer (the most common cause of death in the elderly), which can
require caregivers to perform tasks once delivered by health professionals.™
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Wealth, health, and personal life

Informal caregivers can suffer adverse consequences from their labours:

lost income, changes in work and social activities, as well as physical and
psychological distress. Many studies have documented elevated rates of
depression among informal caregivers, especially among the poor' and those
caring for seniors with dementia.'? Elderly caregivers pay a particularly steep
price for looking after spouses: their mortality rate is 63% higher than their non-
caregiving peers.'

Figure 1:
Financial, Social and Health Impacts of Caregiving
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Unmet needs among caregivers

Despite the challenges, most caregivers report the experience enriches their lives,
deepening their relationship with the care receiver, and giving back something of
the benefits they have enjoyed in life."* Nevertheless, caregivers report they need
more resources to help them effectively look after family members.

The 2006 Survey of Canadian Attitudes toward Learning (SCAL) asked Canadians
where they would go for information if they were responsible for looking after

an elderly relative; respondents were not necessarily providing elder care at that
point. Respondents identified a number of avenues of help, suggesting a relatively
high degree of confidence in their ability to learn about informal caregiving.
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Figure 2:
Survey of Canadian Attitudes towards Learning: Respondents identify
potential sources of information on elder care
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Other research that focuses on people actually providing care tells a slightly different
story. The available evidence suggests that informal caregivers have a number

of unmet needs, including: access to counselling;' respite care; flexible work
schedules;'¢ help with practical tasks, such as housework and personal care; as well
as support via telephone, newsletter, support groups, or the internet."”

In addition, many of these Canadians express an important unmet learning need:
about half of the caregivers surveyed in a Statistics Canada study wanted more
information about how best to do the tasks required of them and on the specific
ailments afflicting their elderly relatives.

Some caregivers report that practical issues, such as cost and time, prevent
them from learning about elder care. But a significant number are also hobbled
by difficulties in getting information about what services are available or how to
access them. These obstacles are outlined in the following chart:
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Figure 3:
Barriers to Services for Caregivers
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Literacy: The invisible barrier

Low literacy is one of the most prevalent barriers to accessing health information
and resources. General literacy (i.e., the ability to read and write), and its cousin,
health literacy, are significant problems for the elderly and their caregivers, yet
are often overlooked." Four in ten Canadians have such weak literacy skills that
meeting the demands of everyday life is a challenge.” Health literacy, which
largely depends on general literacy, refers to individuals’ ability to understand
information relevant to their health, effectively navigate the healthcare system,
and acquire the necessary services for their well-being. Health literacy requires
sufficient cognitive, social, and communication skills—as well as the personal
motivation—to ask the right questions and to assert one’s needs.?

Some populations tend to have lower general and health literacy.?’ One in six
caregivers is a senior citizen, a group that is disproportionately represented at the
bottom end of the literacy spectrum.?? Moreover, general literacy declines with
advancing years,?® as does health literacy.?*

The population of informal caregivers reflects the country’s demographics.?> One
in six Canadians, including Aboriginal people, is an Allophone, for whom neither
French nor English is their mother tongue.? Their language status puts them at
risk of having low health-literacy skills.?” Cultural insensitivity in health care may
exacerbate the problems created by Allophones’ poor fluency and literacy?® in
English or French.?

Canadian Council on Learning | Lessons in Learning I
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The number of caregivers who potentially face challenges getting the information
they need to care for the elderly and for themselves effectively is clearly
considerable. Health information is ubiquitous: it is found in every hospital and
physician’s office, in the print and electronic media, on the internet, and in books.
But much of this material is inaccessible to the very population requiring it. For
instance, one study found that the reading level of 75% of the pamphlets in a
Montreal primary-care clinic, were written for an audience with a Grade level of
11.5,%° well beyond the grasp of those with low literacy levels.

Lessons in learning: Overcoming obstacles

One approach to improving the accessibility of written information is to keep
the language simple,®' ideally to the Grade 5-7 level.*? However, plain language
is a necessary but not sufficient condition to engage readers. The quality and
clarity of the graphic design and the inclusion of pictures (especially if they are
culturally relevant) increase the odds that written materials are read, understood
and remembered.®

Even the best-designed and most clearly worded pamphlets often do not
provide the information being sought. Some health professionals believe
consumers need one type of information, yet consumers sometimes want
something altogether different.® In one study, pampbhlets intended for
diabetics—a common disease of the elderly—failed to address cost issues, even
though these were the primary concerns of the pamphlet’s intended audience.®®
Consulting and collaborating with end-users of health-information is one way to
successfully align user needs with what professionals believe they should know.*

Locally-produced materials also appear to be the most useful to consumers.
Cancer patients in an Australian study evaluated five versions of a booklet on
chemotherapy. They gave the highest marks to the booklet that was locally
produced, even though it was not written according to plain language principles
and had no pictures.*’

Some minorities have developed health education materials for their
communities. The Ningwakwe Learning Press publishes health information

for Aboriginal audiences, integrating evidence-based western medicine with
Aboriginal traditional practices and perspectives on health. These publications
use everyday words, real-life examples, illustrations, and a narrative style
consistent with the cultural beliefs of the community.

Health professionals play an important role in helping caregivers and care
recipients receive timely, accurate, and understandable information. Many
patients with low literacy are ashamed of their level of comprehension; they resist
asking questions about resources and disease management, in order to mask
their difficulties.® Universities and professional organizations now offer training

for health workers to acquire the cultural competencies and communication
strategies that will allow them to work effectively with the diverse populations they
encounter—including those with language and literacy challenges.* University of
Ottawa nursing students, for example, learn about working with cultural minorities,
and complete a practicum teaching new Canadians enrolled in English as Second
Language (ESL) classes not only about various health topics, but also about how to
access health services.*!
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Health professionals already in the workforce are also being sensitized to the
issue of low literacy, and are offered training in best practices to help this group.
The American Medical Association, for instance, teaches its members to focus on
creating office environments that will encourage patients to ask questions, and

to answer those queries in a style that will be understood by all clients, no matter
their degree of literacy. These include speaking slowly, using non-technical jargon,
presenting only two or three concepts at a time, while regularly checking for
understanding by asking patients to teach back what they have learned.*? Similar
techniques are being taught in workshops and using materials developed by
Canadian literacy and health organizations and hospitals.*?

Health online and on the telephone

The internet is a significant source of health information for Canadians, and is
used by about half of the people who do the most informal elder care.* The

abundance of health information on the internet can be a problem for users,

however, as many lack the critical-thinking skills to appraise the quality of the
information they find.%

Much of the health content on the Internet is inaccessible to non-English speakers:
over 65% of the web’s content is in English only.* Internet health information is
often written to senior grade levels: one study found that information about the
most common cancers (breast, prostate, colorectal) is written to a Grade 12.9
level.#” Discussions within the medical information community have recently
focused on rewriting web content to conform to plain-language principles.*®

Even if the text is clear and engaging, computers pose other challenges for
low-literacy users. Many have difficulty generating search terms that are specific
enough to yield useful results. They also fail to use links that would answer specific
questions and have difficulty distinguishing a sponsored site.*

Some initiatives have been undertaken to help under-served populations
profitably use the internet. The Colonias project in southern Texas trained
community-based workers on accessing information via MedlinePlus, a repository
of reliable health information in Spanish and English maintained by the American
National Library of Medicine.*® These paraprofessionals, or promotoras,
succeeded in helping clients make health decisions regarding medications and
treatment, to understand health conditions, relieve anxiety, and perhaps most
importantly, improve the quality of their interactions with health-care providers.®'

Web-based learning modules have been developed around specific health
issues for targeted communities, such as seniors and their caregivers. In one
study, such an approach proved to be a useful intervention to educate the
elderly and their caregivers about preventing hip fractures, a common problem
among the elderly.®

Supporting and educating informal caregivers via telephone contact with a
professional has been piloted in a number of jurisdictions. Caregivers—especially
in rural and remote areas—find telephone support convenient, time-saving, and
economical, as such virtual visits with professionals do not require travel.
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This approach has been demonstrated to promote better communication
between caregivers and health professionals as well as improved access to other
services; it is most effective when the tele-homecare is integrated with other
health services in order to provide clients with a continuity of care.*

Low-tech solutions

Informal caregivers often receive health instructions from the care recipient’s
physician or another health professional. In addition to such ad hoc instruction,
some caregivers receive comprehensive individual or group instruction.

Recognizing that elderly cancer patients often suffer significant discomfort once
they go home after surgery, one hospital created an individualized bedside
training program for informal caregivers. Caregivers learn how to manage post-
operative symptoms and monitor patients’ recovery, receiving both information
(e.g., how to manage nausea) as well as “hands-on” instruction (e.g., how to use
a gastronomy tube). Training sessions continue until caregivers feel confident
about their ability to deliver care, and are able to demonstrate proficiency in it.
Caregivers favourably assess this interactive, non-threatening training, as well as
the plain-language manual of care that they receive to use at home.*

A program that has been widely used in the United States, Caring for You/Caring
for Me, aims to develop a broad range of caregiver strengths and abilities that can
be adapted to any situation. Offered through non-profit groups, hospitals, and
local government agencies,* it consists of five, 22 -hour workshops, and brings
together both professional and informal caregivers. The first session teaches
participants how to take care of themselves, and then moves on to identify the
knowledge and skills they need to look after the person in their care. One module
is entirely devoted to teaching caregivers how to access information, obtain
resources, and surmount barriers in their way. The ultimate goal is for caregivers to
become empowered to take actions that will enhance the quality of their lives—
and the person in their care.

Putting it all together

Caregivers are as demographically diverse as Canada itself, and if all of their
information and learning needs are to be met, similarly varied strategies need to be
developed and implemented by multiple players, including caregivers themselves.

Caregivers assume a burden that can be costly to their personal health and their
financial well-being. Helping informal caregivers learn as much as they need about
the role they have taken on may well require a significant investment. But it is
unlikely to approach the value of informal caregivers’ contributions to society, a
number which Statistics Canada pegs at $15.3 to $25 billion annually.>
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