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AADE PosITION STATEMENT

Disabilities Position Statement

iabetes self-management education (DSME)

is an integral part of diabetes care for all

affected persons, including those with dis-

abilities. Many disabilities present barri-

ers either to the DSME process or to the
ability to carry out necessary self-care tasks. For exam-
ple, hearing or visual disabilities can cause difficulty
accessing necessary information in lectures or print;
mental retardation or developmental disabilities can
cause difficulty understanding instructions for and
remembering to take medication; and decreased manual
dexterity can cause difficulty drawing insulin. For indi-
viduals with disabilities, DSME that is accessible in both
process and content is a prerequisite to attaining critical
self-management goals in each area defined by the
American Association of Diabetes Educators’ (AADE)
7™ Self-care Behaviors.

AADE’s Code of Ethics states that diabetes educators
provide services with respect for the uniqueness, dignity,
and autonomy of each person.! The Scope of Practice,
Standards of Practice, and Standards of Professional
Performance for Diabetes Educators® explicitly acknowl-
edge the significance of barriers presented by disabilities:

The diabetes educator . . . addresses the following top-
ics in the assessment . . . physical factors including . . .
mobility, visual acuity, hearing, manual dexterity, alert-
ness, attention span, and ability to concentrate or spe-
cial needs or limitations, requiring accommodations or
adaptive support, and use of alternative skills; . . .
[and] current mental health status. . . .

The diabetes educator . . . identifies and describes spe-
cific instructional strategies to be used, which reflect the
needs, skills, learning style, and preferences of the client
... [and] uses teaching materials appropriate to the learn-
er’s .. . learning style and abilities. [emphasis added]

This position statement provides guidance to diabetes
educators regarding their ethical and legal responsibili-
ties to persons with disabilities and promotes diabetes
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This is an official position statement of the American
Association of Diabetes Educators (AADE). AADE is a
multidisciplinary professional membership organization of
health care professionals dedicated to integrating
successful self-management as a key outcome in the care
of people with diabetes and related conditions.
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education for persons with disabilities that is equal in
quality to that received by persons with no current
disability.

AADE maintains the following positions:

1. DSME for persons with disabilities must be provided in a
way that allows them to achieve similar behavior-change
goals as persons with no current disability.?

2. DSME program planning, implementation, follow-up, and
evaluation should include the principles of universal design
of education.

3. AADE encourages manufacturers of both diabetes con-
sumer technology and diabetes instructional materials to
adopt universal design principles.

4. AADE encourages researchers to build evidence for effec-
tive universal designs of DSME programs and also for
specific tools and techniques to serve individuals with dis-
abilities effectively.

Background and Definitions
Disability

In this position statement, disability is defined as a
condition that substantially limits 1 or more major life
activities. For a person with diabetes, major life activities
include diabetes education and diabetes self-management
activities. Examples of disabilities include, but are not
limited to, amputation of all or part of a limb, blindness,
chronic major depression, deafness, low vision, learning
disabilities, manual neuropathy, and schizophrenia.

This definition focuses on a functional limitation not on
specific measurements of ability or on the source of the
disability. For example, a person whose vision loss does
not meet criteria for legal blindness may nevertheless have
substantially limited ability to measure insulin precisely
using visual techniques. Decreased manual dexterity from
any of several possible causes (neuropathy, arthritis, or
traumatic injury) can limit someone’s ability to handle
small pills. Hearing loss may result from infection, trauma,
or certain medications; all causes limit access to necessary
information presented in oral lecture format. All of these
conditions limit major life activities and are considered
disabilities using the above definition.

Universal Design

Universal design is defined as the design of products,
environments, and services to be effectively and effi-
ciently used by persons with the wide range of abilities
to the greatest extent possible, without adaptation or

specialized design.*® A key concept is that a typical tar-
get population normally includes persons with a wide
range of abilities and disabilities. In general, successful
universal designs expand access for people with disabili-
ties at a lower cost while also providing benefits for aver-
age users of a product or service.

Universal design is conceptualized as a process, not an
end point, in the spirit of continuous quality improvement.
Because the concept is in early stages of development, no
one knows yet what the greatest extent possible is for the
use of any particular product, environment, or service.

For DSME, 2 important applications of universal
design are to diabetes education programs in general and
to consumer medical products. Diabetes education pro-
grams, like other education programs, can be designed to
reach the largest number of learners possible without the
need for special accommodations.”® Consumer medical
devices (such as blood glucose meters and insulin pumps)
can be designed to facilitate successful use by the largest
number of persons possible.’ For more information about
universal design, see the article “Universal Design in
Diabetes Care” in this issue.’

Disabilities and Diabetes

Disabilities are more prevalent among persons with
diabetes than among those without diabetes.'® Some of
these result from complications associated with diabetes,
such as lower limb amputation or visual impairment from
diabetic retinopathy. Some predate the diabetes diagno-
sis, such as developmental disabilities or congenital hear-
ing loss. Some are not causally related to diabetes but
like diabetes have increased incidence with aging, such
as decreased dexterity from arthritis or visual loss from
macular degeneration.

Disabilities can be visible and obvious, such as hemi-
paresis from stroke or total blindness. They can also be
difficult to detect unless the observer knows to look for
them, for example, decreased dexterity or gait irregulari-
ties. Or they may be indiscernible to most observers,
such as learning disabilities or chronic fatigue from
fibromyalgia. All of these disabilities can affect DMSE.

Common disabling conditions among people with
diabetes in the United States include arthritis that limits
physical activity (52% of people with diabetes''), depres-
sion (twice as prevalent among people with diabetes as
among those without'?), hearing loss (twice as common
among people with diabetes as among those without'?),
peripheral neuropathy (28.5% of people with diabetes'!)
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and visual impairment that limits ability to read regular
print (approximately 18%)."

Numerous tools and techniques exist for self-management
of diabetes by persons with disabilities. Furthermore, there
are multiple organizations that can provide reliable infor-
mation about the effects of specific disabilities.'®

The Americans With Disabilities Act

The Americans With Disabilities Act of 1990 prohibits
discrimination and explicitly requires professional offices
of health care providers and hospitals to provide reason-
able accommodations for persons with disabilities, to
ensure that they have an equal opportunity to receive
health care services."

Reasonable accommodations for DSME can include, but
are not limited to, locating DSME services in a building that
is accessible to wheelchairs; using an alternative method of
communication, such as TTY or a sign language interpreter,
for a person who is deaf; providing DSME take-home mate-
rials in audio format for persons who have dyslexia or low
vision; teaching smaller amounts of material with more
frequent visits for persons with short attention spans; and
allowing service animals in conferences or offices.'®

Recommendations

Incorporate principles of universal design in the plan-
ning, implementation, follow-up, and evaluation of
DSME programs so that individuals with the wide range
of abilities and disabilities normally present in a popula-
tion can be readily served in the usual program.

Include assessment of both obvious and hidden dis-
abilities for each individual, using open-ended questions
about the presence of any physical, mental, or emotional
conditions that could affect the learning of diabetes self-
management.

When working with an individual who has a disability,
assume responsibility for learning about both the effect of
that disability on DSME and the tools and techniques
available for self-management with that disability.'®

With permission from the patient, communicate with
other rehabilitation professionals involved in the care of
that patient, including but not limited to audiologists,
occupational therapists, physical therapists, psycholo-
gists, social workers, or vision rehabilitation therapists.

Make referrals to rehabilitation services as appropriate
and to consumer disability organizations when these are
available.'® Familiarity with available rehabilitation services

Williams et al

43

and disability organizations in the area surrounding the
DSME program will help the diabetes educator know when
and how to make such referrals.

Role of the Diabetes Educator

Diabetes educators can play a key role in the diabetes
care of individuals with disabilities and diabetes by pro-
viding DSME in a way that enables them to achieve simi-
lar behavioral change goals as persons with no current
disability. Diabetes educators must plan DSME programs,
as well as services for individuals with disabilities, so that
both the process and the content of DSME are accessible
and meaningful for persons with disabilities.

Diabetes educators should both employ and encour-
age use of universal design principles. They should
design diabetes education programs to be accessible to
most individuals without needing special adaptations for
common disabilities.

Educating clients with diabetes and disability requires
communication among all health care team members and
sharing of information about the effects of the disability
on each individual and on each DSME plan.

Research is necessary to build evidence about best
practices of DSME for persons with disabilities. Overall,
very few studies have focused on DSME for persons with
disabilities. Considering the large numbers of persons with
disabilities who have diabetes, such research is necessary
to provide effective DSME in typical populations.
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