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Abstract
Objective To review the medical, ethical, and legal obligations in caring for adults with developmental disabilities 
(DDs) living in the community.

Sources of information  Google and MEDLINE searches were conducted using the terms disabled, disability, 
vulnerable, and community. The pertinent legislation was reviewed.

Main message The treatment of a patient with DDs varies with factors such as the pathogenesis of the patient’s 
current problem, comorbid conditions, the severity of his or her disabilities, and his or her current social supports. 
While the shift from institutional to community care for patients with DDs is widely accepted as being beneficial, 
providing high-quality community care has proven to be challenging. However, there is little research on how to 
effectively provide community support to adults with DDs. As primary care providers, family physicians are often 
the first point of contact for patients, and are responsible for both the coordination and the continuity of care. With 
the movement toward preventive care and early disease detection, the patient’s active participation is also vital. 
The patient’s values and goals are an essential consideration, even when they are contrary to the patient’s good 
health or the clinician’s own values. The legislation for vulnerable persons varies among the provinces. Thus, the 
obligation to report suspected abuse might depend on whether the vulnerable person is living in a care facility 
or the community; whether the person with the suspicion is a service provider or health care professional; and 
whether the specific circumstances fall within the legislative definition of abuse or neglect.

Conclusion  Primary care providers must give adults with DDs 
compassionate care that respects the patients’ wishes.

For most of the past century, adults with developmental dis-
abilities (DDs) were cared for in large institutions. It was 
believed that institutionalization provided better care, pro-

tection from harsh living conditions, and the opportunity to 
acquire life skills that might facilitate eventual reintegration 
into society.1 In reality, placements were likely to be permanent, 
with poor living standards and social isolation. Within these 
institutions, the residents were afforded very few rights and, as 
a result, various forms of abuse and maltreatment took place, 
with little recourse.1 As the public became more informed about 
the realities of institutionalized life, the philosophy of care grad-
ually shifted toward a system of home-based supports for people 
with DDs so they could live and participate in the community. 
In the 21st century, the concept that DDs can be cured medi-
cally in large “asylums” seems absurd and antiquated. Yet sur-
prisingly, the last large institution in Ontario was only closed in 
2009.1 This paradigm shift has resulted in more adults with DDs 
being looked after by primary care providers, many of whom 
might lack the experience and training necessary to understand 
the complex needs of these patients. The following discussion 
highlights some of the medical, ethical, and legal considerations 
in providing primary care to adults with DDs living with family 
members in the community.

Editor’s key points
• Care must be taken when distinguishing 
between impairments attributable to patients’ 
underlying developmental disabilities and those 
resulting from superimposed acute medical 
diseases.

• In addition to respecting autonomy, clinicians 
must balance their actions in terms of 
beneficence and nonmaleficence.

• Primary care teams should determine whether 
they are obligated to report suspected abuse 
to the authorities. The vulnerable persons 
legislation varies among the provinces and is 
typically quite technical.
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Case
A middle-aged man with cerebral palsy and his elder-
ly mother were brought to a community emergency 
department for medical assessment. The son, who 
requires total nursing care and is nonverbal, had text-
ed “HELP” from his computer to a family friend. An 
ambulance was dispatched, but the paramedics were 
unable to get into the house. With police assistance, 
they gained entry and found the mother sleeping on 
the floor, while the son was in his own bed. Neither 
was in acute distress. However, the house was in dis-
array and full of clutter, prompting the fire marshal to 
declare it uninhabitable.

In the emergency department, both patients were 
diagnosed with upper respiratory infections. While 
admission for acute medical treatment was not war-
ranted, they were admitted because they were unable 
to return home.

Sources of information
Google and MEDLINE searches were conducted using 
the terms disabled, disability, vulnerable, and community. 
The pertinent legislation and literature were reviewed. 
There is little in the research to guide a practitioner 
on how to effectively provide community support to 
adults with disabilities. The research found was primar-
ily descriptive. 

Main message
Medical concerns.  Although the son’s immediate 
medical condition was uncomplicated, this case high-
lights the importance of specialized expertise. The term 
developmental disabilities encompasses a broad range 
of conditions that result in lifelong limitations of one’s 
cognitive and adaptive functioning.2 Thus, care must 
be exercised in distinguishing between impairments 
attributable to patients’ underlying DDs and those 
resulting from superimposed acute medical diseases. 
The treatment of a patient with DDs will vary with fac-
tors such as the pathogenesis of the patient’s current 
problem, comorbid conditions, the severity of his or her 
disabilities, and his or her current social supports.2 As 
the medical problems of a patient with DDs might pres-
ent in a different fashion than in other patients, recent 
efforts have been made to create guidelines to assist 
primary health care practitioners in providing optimal 
care to patients with DDs.2

In this case, understanding the severity of the son’s 
cerebral palsy was an important contextual factor in 
arriving at an appropriate plan. Further physical exam-
ination did not reveal any evidence of neglect. For 
example, his skin was intact and he appeared to be 
well nourished. Nevertheless, his living situation and 
apparent lack of social supports raised substantial con-
cerns for his continued well-being.

The professionals involved in the son’s care agreed 
that he would benefit from additional community sup-
ports to ensure that he remained healthy. However, 
there is little research on how to effectively provide 
community support to adults with DDs.3 A British study 
showed that people with severe disabilities required 
an average of 71 hours of care per week. Moreover, 
93% of this care was provided by “informal” caregivers, 
such as family, friends, and charitable organizations.4 
Increasing the level of formal community support 
would be revenue neutral, as the cost of this addi-
tional support would be offset by the decreased costs 
of hospitalization.5 While the shift from institutional to 
community care is widely accepted as being beneficial, 
providing high-quality community care has proven to 
be challenging. In the words of one researcher, care in 
the community is characterized by

under-use of age-appropriate preventive health care, 
under-treatment of recognized co-morbid conditions, 
inadequate provider knowledge about appropriate 
and effective treatments, barriers to effective com-
munication between providers and clients, and pres-
ence of risk factors for accidental injury.6

Ethical concerns.  Entwined in this discussion is the 
ethical obligation of clinicians to act as health advo-
cates. As primary care providers, family physicians are 
often the first point of contact for patients, and are 
responsible for both the coordination and the continu-
ity of care.2 With the movement toward preventive care 
and early disease detection, the patient’s active partici-
pation is also vital. The patient’s values and goals are 
an essential consideration, even when they are con-
trary to the patient’s good health or the clinician’s own 
values.7 In most instances, clinicians are comfortable 
with providing evidence-based care within the patient’s 
social and personal beliefs. The situation becomes 
more challenging when physicians must treat an adult 
who is unable to make his or her own decisions and 
whose treatment requires the consent of a substitute 
decision maker (legal guardian). In this case, the son 
was under the care of his aging mother. While he was 
not in imminent danger, his living situation had the 
potential to endanger his health.

Initially, the mother did not believe that she or her 
son needed any assistance, and she would have been 
happy to carry on in the same manner. In fact, it had 
been more than a year since the son had visited his own 
family doctor. In exploring the community resources, 
it became clear the mother had a history of declining 
outside help. Home care had previously been involved, 
but the mother had discharged them. There were also 
2 daughters, but both were estranged and the mother 
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declined to allow contact with them. In this case, it 
was difficult to effectively advocate for someone who 
could benefit from outside help but who had consis-
tently declined it. Clinicians must respect the autonomy 
of their patients. The mother was capable of making 
decisions on her son’s behalf, and there was no evi-
dence that she was unstable or suffered from dementia. 
Although the son might not have been capable of mak-
ing treatment and personal care decisions, it was impor-
tant to respect his wishes if they could be ascertained. It 
was evident from observing the mother and son interact 
that there was a great deal of love between them and 
that separating them would cause him great distress.

In addition to respecting autonomy, clinicians must 
balance their actions in terms of beneficence and non-
maleficence. This obligation requires clinicians to be 
“clear about risk and probability when [they] make 
[their] assessments of harm and benefit.”8 Had the pro-
fessionals in this case overreacted to the son’s social 
situation, it would not likely have resulted in physi-
cal harm to him. Nevertheless, it could have caused 
great mental anxiety, anguish, or harm to both mother 
and son. The 2 had been together since the son’s birth 
and the mother had continuously provided him with 
total care. The son’s previous admission to respite care 
when his mother required surgery had not gone well 
for either of them.

Legal concerns.  Finally, concerns were raised about 
whether the primary care team had a legal obliga-
tion to report the son’s situation in terms of suspected 
abuse or neglect. The vulnerable persons legislation 
varies among the provinces and is typically quite tech-
nical. Thus, the obligation to report might depend on 
whether the vulnerable person is living in a care facil-
ity or the community; whether the person with the sus-
picion is a service provider or health care professional; 
and whether the specific circumstances fall within the 
legislative definition of abuse or neglect.

In some provinces, such as Newfoundland and 
Labrador, it is mandatory for any person to report sus-
pected abuse of a neglected adult, while in other prov-
inces, the duty to report is limited to service providers. 
In some provinces, the legislation permits but does not 
require the suspicion to be reported. In Ontario, the law 
imposes a broad duty to report on anyone who sus-
pects that a resident of a long-term care or retirement 
home has been or might be abused.9 While agencies 
providing services to a person with DDs must report 
any suspected, alleged, or witnessed abuse of that per-
son even if he or she resides in the community, no such 
obligation is imposed on health care providers.10 Thus, 
as the son was living with his mother in the commu-
nity, the primary care team had no legal obligation to 
report their concerns about neglect. Given the highly 

technical nature and complexities of the provincial and 
territorial legislation, it might be best to contact your 
governing medical college for advice about your man-
datory reporting obligations.

In this case, the health care professionals were pri-
marily concerned with the treatment and care deci-
sions that the mother was making on behalf of her 
son. Under the Ontario Health Care Consent Act,11 
the professionals could have applied to the Consent 
and Capacity Board to challenge the mother’s deci-
sion as not being in the “best interests” of her son. If 
the board concluded that the mother’s decisions were 
inconsistent with the act, it could substitute its opinion 
for that of the mother. Similarly, the health care pro-
fessionals could have notified the Office of the Public 
Guardian and Trustee (OPGT) of their concerns. If the 
OPGT believed that the son was incapable and was suf-
fering or at risk of suffering serious illness or injury, it 
could apply to the court to become the son’s guardian. 
Most provinces have established similar hierarchies of 
substitute decision makers and methods of removing 
them in appropriate circumstances. However, resorting 
to these formal legal processes would have put the pri-
mary care team in an adversarial relationship with the 
mother and her son. In turn, this might have resulted 
in the severing of the ongoing relationship with the 
mother, thereby precluding any further opportunities to 
assist her with better caring for her son.

An algorithm for an action plan when confronted 
with these difficult situations is presented in Figure 1.

Case resolution
It was believed that the situation was not dire enough 
to warrant the intervention of the Consent and Capacity 
Board or the OPGT. In the end, the mother acknowl-
edged the dangers inherent in her clutter and worked to 
remedy them. The fire marshal approved the improved 
living conditions and the mother and son were allowed 
to return home. Home care was consulted, but the 
mother again declined its assistance. The family phy-
sician had a good relationship with the mother and 
agreed to make periodic home visits to monitor the situ-
ation. He also had a discussion with the mother about 
the need to provide preventive care to her middle-aged 
son. The fire marshal indicated that regular visits would 
be made to ensure that the house was safe.

Conclusion
While this situation has resolved itself at present, there 
will be future challenges as the mother ages and even-
tually becomes unable to care for her son. Discussions 
with the mother did result in vague agreements to 
explore future options. However, the reality is that these 
agreements have not been acted on in the past and will  
probably not be acted on in the future until another crisis 
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occurs. Nevertheless, it is the belief of the health care pro-
viders that the best of an imperfect situation has been made, 
and they can accept that.

Primary care providers must give adults with DDs 
compassionate care that respects the patients’ wishes.   
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