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eople with intellectual and developmental disabili-

ties (IDD), or intellectual disability (intellectual devel-

opmental disorder) in the Diagnostic and Statistical
Manual of Mental Disorders, 5th edition,' make up 1% to
3% of the Canadian population and are encountered in
most family medicine practices.? Research in Ontario
shows that they visit family physicians and enjoy similar
continuity of primary care as patients without IDD.®> Yet
they have been called the “invisible 3%" in health care.?
They are more likely to live in poverty, have higher rates
of visits to emergency departments and stays in hospi-
tals, and receive lower rates of preventive care screening
compared with those without such disabilities.24*

People with IDD have general health care needs like
the rest of the population. They might have comorbid
or secondary physical and mental health conditions
that are preventable or that can be well managed. The
manifestations of distress and illness in people with
IDD can vary from those typically encountered by fam-
ily physicians. For example, symptoms of reflux esoph-
agitis might present as a change in behaviour. There
can also be compounding factors affecting their health
and functioning. For example, antiepileptic medication
might decrease cognitive abilities. Family physicians
might need to adjust their approaches to communica-
tion, assessment, and intervention to care appropriately
for people with IDD. Research shows that physicians can
gain confidence and improve such care as they become
knowledgeable regarding the unique health needs and
challenges faced by this group of patients.”

One recommendation of the World Report on Disability
was to develop person-centred, evidence-based guide-
lines for assessing and treating people with disabilities, a
vulnerable group in society.® Such guidelines can be use-
ful for identifying specific health needs and challenges,
assisting the decision making of family physicians with
their patients with IDD and their caregivers, providing
the knowledge base for training family physicians and
other health care professionals, and highlighting gaps in
research for further investigation. In advancing knowl-
edge, such as developing guidelines, Salvador-Carulla
and others have proposed that “framing of scientific
knowledge” (which this article refers to as adoption of
a framework) is a distinct type of research methodology
that is essential in areas of health care in which there
are high levels of variability, complexity, and uncertainty.’

lan Casson MD MSc FCFP

Such frameworks are explicit principles that are derived
by a consensus of experts in a field to aid interpretation
and evaluation of data derived from empirical, observa-
tional, and other studies. They have a valid basis in the
clinical experience and knowledge of these experts.

In 2006, Canadian Family Physician published
“Consensus guidelines for primary health care of adults
with developmental disabilities” (hereafter referred to
as the guidelines).'® These guidelines drew attention to
the reality that adults with IDD have a high risk of poor
health and premature death owing in part to health dis-
parities unique to adults with IDD.!"'2 The 2006 guide-
lines, and their revision in 2011,'* sought to increase
primary care providers’ capacity to identify these dis-
parities and address them through preventive and other
health care interventions.

The health disparities framework adopted by the
2006 and 2011 guidelines is based on the ethical prin-
ciple that health care is a fundamental human right
and that access by all to the highest standard of health
care possible in their community is part of the com-
mon good. Hence, addressing health disparities unique
to adults with IDD is a matter of good medical practice
and social justice. These principles have been affirmed
by the United Nations’ Convention on the Rights of
Persons with Disabilities, which the federal govern-
ment of Canada ratified on March 10, 2011, with agree-
ment by every province and territory. Article 25 of the
Convention stipulates that people with disabilities have
the “right to the enjoyment of the highest attainable
standard of health without discrimination on the basis of
disability.”!* States are obligated to provide health care
that people with disabilities need “specifically because
of their disabilities.”'* Health care professionals have the
responsibility to provide care of the same quality to peo-
ple with disabilities as to others and to fulfil that respon-
sibility through “training and the promulgation of ethical
standards.”'* Hubert H. Humphrey has said that

the moral test of government is how that government
treats those who are in the dawn of life, the children;
those who are in the twilight of life, the elderly; those
who are in the shadows of life, the sick, the needy
and the handicapped.'s
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These words apply not only to governments but also to
those involved in the provision of health care.

The revised 2018 guidelines published in Canadian Family
Physician,'® together with this special issue of articles on
certain recommendations,'” are also shaped by a health
complexity framework. This approach involves account-
ing for multiple, interacting, and often compounding fac-
tors that influence the health and functioning of people
with IDD. These factors include their health characteris-
tics, environments, communication challenges, systems
of health care, and social supports. In providing primary
care to adults with IDD, family physicians often make
decisions under conditions in which there are high levels
of uncertainty'® and ambiguity.!” To make the best pos-
sible decisions under such conditions, family physicians
need knowledge derived from research on a patient’s
local context and from the practical wisdom of experi-
enced clinician experts.?’ Family physicians also need
to understand the preferences and values of patients
and their caregivers to deliberate with them regarding
intervention options that are appropriate for the circum-
stances of these patients and that are acceptable to them.
These distinct types of knowledge form a basis for each
of the 2018 guideline recommendations just as each type
of knowledge addresses a different basis for clinical deci-
sions in complex health care.?!

The 2006, 2011, and 2018 guidelines, and the articles
in this special issue, all adopt a relational and person-
centred care framework in forming recommendations.??
In the 2018 guidelines, this framework is made explicit
in the new section on approaches to care, which begins
with a guideline on person-centred care (guideline 1).'¢
This approach is defined as one in which health care
relationships put the person with IDD

at the centre of communication, planning, and deci-
sions regarding care. This might require more time
than that allocated to the typical office visit, getting to
know the patient as a person and the patient’s com-
munity, and engaging additional supports.!®

The important concepts here are the relational aspect of
health care and the central place of the person with IDD.
These concepts are evident, for example, in the revised
guideline on decision making (guideline 3).'* This guide-
line highlights supported and shared decision making
as a way for adults with IDD to contribute optimally to
decisions affecting their health care with the support
of their family physicians and trusted caregivers. This
approach to health care decision making might also
avoid the need for legal appointment of others to make
decisions on behalf of a patient who is assessed to lack

some aspect of decision-making capacity (eg, a guard-
ian who might not know such a patient well).

The relational and person-centred care framework also
shapes the guideline on behaviours that challenge (guide-
line 27).'® Such behaviour often emerges from an interac-
tion between a person with unique needs and his or her
environment. They might signal the absence of neces-
sary environmental accommodations or insufficient sup-
ports. Behaviours that challenge can be the way a person
with IDD communicates distress.?* Guideline 27 presents a
comprehensive and systematic approach by which family
physicians and others can assess the causes (which might
be multiple) of a person with IDD'’s distress. !¢

The relational and person-centred care framework of
the 2018 guidelines also shapes a new guideline regard-
ing life transitions (guideline 12).'¢ These are life phases
during which people with IDD require different or greater
supports, such as during their transitions to adolescence,
adulthood, frailty, and the end of life. People with IDD can
develop decision-making, coping, and other life skills for
these transitions with the support of others. Continuity in
core relationships in health care, and a coordinated care
plan for moving toward different and new supports, can
minimize the distress of people with IDD and their care-
givers and provide beneficial support during these impor-
tant periods of change in their lives.

Because people with IDD benefit especially from holis-
tic, biopsychosocial approaches to health care and from
support from others for their developmental and caregiv-
ing needs, integration of their primary health care should
cover the various health and allied health care specialties
that are engaged, as well as their network of supports.2*
Family physicians play a key role in this integration as
the central hub for the timely provision and coordina-
tion of all physical and mental health care needs of adults
with IDD. They also provide a stable and core health care
relationship on which these patients, their families, and
other caregivers can rely. The objectives of the Patient’s
Medical Home model that the College of Family Physicians
of Canada has articulated®® can be used in conjunction
with the 2018 guidelines as standards for relational and
person-centred primary care of adults with IDD.

Frameworks are a type of knowledge that can inform
the development of guidelines. By applying health dis-
parity, health complexity, and relational and person-
centred care frameworks, the 2018 guidelines and this
special issue of related articles both provide practical
recommendations regarding beneficial assessments
and interventions and also help to orient and shape the
practices of family physicians. The principles that form
these frameworks are applicable not only to developing
guidelines for primary care of adults with IDD, but also
those for primary care of other groups who are vulner-
able in society and have similar needs. L3
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Cet article se trouve aussi en francais a la page S12.
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