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ABSTRACT 

OBJECTIVE  To develop practical Canadian guidelines for primary health care providers based on the best available 
evidence for addressing health issues in adults with developmental disabilities (DD).

QUALITY OF EVIDENCE  Authors of background papers synthesized information from their own clinical experience, from 
consultations with other experts, and from relevant professional publications. Based on discussions of these papers at a 
colloquium of knowledgeable health care providers, a consensus statement was developed. Standard criteria were used 
to select guidelines for consideration and to rank evidence supporting them. Most evidence was level III.

MAIN MESSAGE  People with DD have complex health issues, some differing from those of the general population. 
Adequate primary health care is necessary to identify these issues and to prevent morbidity and premature death. 
Physical, behavioural, and mental health difficulties should be addressed, and primary health care providers should 
be particularly attentive to the interactions of biological, psychological, and social factors contributing to health, since 
these interactions can easily be overlooked in adults with DD. Attention must also be paid to such ethical issues as 
informed consent and avoidance of harm. Developmental disabilities are not grounds for care providers to withhold 
or to withdraw medically indicated interventions, and decisions concerning such interventions should be based on 
patients’ best interests.

CONCLUSION  Implementing the guidelines proposed here would improve the health of adults with DD and minimize 
disparities in health and health care. 

RÉSUMÉ 

OBJECTIF  À partir des meilleures preuves disponibles, instaurer à l’intention des dispensateurs de soins primaires 
des directives canadiennes pratiques concernant les problèmes de santé des adultes présentant des affections 
congénitales invalidantes (ACI).

QUALITÉ DES PREUVES  Les auteurs d’articles de fond ont fait une synthèse de leur propre expérience clinique, de 
consultations avec d’autres experts et de publications professionnelles pertinentes. La discussion de ces articles à un 
colloque réunissant des membres réputés du personnel soignant a permis de formuler une déclaration consensuelle. Des 
critères standards ont été utilisés pour choisir les directives à discuter et pour classifier les preuves qui les soutiennent. La 
plupart des preuves étaient de niveau III.

PRINCIPAL MESSAGE  Les personnes souffrant d’ACI ont des problèmes de santé complexes dont certains diffèrent de ceux 
de la population générale. Les soins de santé primaires doivent être adéquats si l’on veut identifier ces problèmes et prévenir 
toute morbidité ou une mort prématurée. Les difficultés physiques, comportementales et de santé mentale doivent être prises 
en charge et le personnel soignant devrait porter une attention particulière aux interactions entre les facteurs biologiques, 
psychologiques et sociaux contribuant à la santé, puisque ces interactions peuvent facilement être oubliées chez les adultes 
souffrant d’ACI. Il faut également tenir compte des questions d’éthique comme le consentement éclairé et l’obligation de 
ne pas nuire. La présence d’ACI ne doit pas servir de prétexte aux intervenants pour refuser ou retarder des interventions 
médicalement indiquées; les décisions concernant ces interventions devraient être prises dans le meilleur intérêt des patients.

CONCLUSION  L’adoption des présentes directives améliorerait la santé des adultes présentant des ACI et diminuerait 
les problèmes de santé particuliers qui les affectent.
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Developmental disabilities” (DD) is currently the 
term most commonly used in Canada to refer to 
lifelong limitations in intellectual and adaptive 

functioning initially identified in people younger than 
18 years.1 Severity of DD is often correlated with intel-
ligence quotient scores as follows: mild (55-70), mod-
erate (40-55), severe (25-40), and profound (below 25). 
Intellectual and adaptive functioning of people with DD 
varies widely and, hence, so does their capacity to func-
tion independently.2 This heterogeneity must be con-
sidered when judging the relevance for individuals of 
general statements about people with DD. Various stud-
ies have estimated that such people constitute between 
1% and 3% of the general population.3,4

Because of high prevalence of comorbid physical 
and mental conditions, adults with DD require more 
attention from health care providers and have a greater 
need for health care resources than adults in the general 
population.5 Without adequate primary care, the health 
issues of people with DD often go unrecognized.6,7 Even 
when identified, these issues are often inadequately or 
inappropriately addressed.8,9 Such disparities between 
adults with DD and the general population substantially 
increase risk for preventable illnesses and premature 
death among the former.10 Considerable evidence shows 
that use of practice guidelines based on current research 
improves the quality of health care generally.11 The 

literature also suggests that annual, structured reviews 
that include known achievable health targets for peo-
ple with DD improve continuity of care and patient and 
health care provider satisfaction.12 Currently, however, 
there are no comprehensive Canadian guidelines for pri-
mary health care providers who treat adults with DD in 
Canada on which to base this annual review, a situation 
this article seeks to remedy.

Methods
Consensus development process. In November 2005, 50 
health care providers, academics, and administrators, 
predominantly from Canada but also from the United 
States, the United Kingdom, and Australia, participated 
in a 4-day colloquium in Toronto, Ont, sponsored by the 
Surrey Place Centre Charitable Foundation, the Ontario 
Ministry of Community and Social Services, and the 
Ontario Ministry of Health and Long-Term Care. Many 
participants were associated with university-affiliated 
health science centres and had considerable expertise 
and experience in supporting people with DD. Some 
were internationally recognized leaders in DD in their 
respective disciplines.

Two commissioned background papers distributed to 
participants before the colloquium addressed epidemio-
logic and ethical issues, while 4 additional papers pro-
posed guidelines on primary care of adults with DD based 
on the authors’ personal clinical experience, consultations 
with other experts, and review of a prepared bibliography 
of relevant publications. During the colloquium, partici-
pants discussed guidelines proposed in these background 
papers. A draft of guidelines that were selected, revised, 
and prioritized by participants was further reviewed col-
lectively at the time of the colloquium, and then circu-
lated to participants 2 weeks after the colloquium for 
additional feedback. The authors of this article then pre-
pared an updated version with additional references and 
ranking of evidence. All participants in the colloquium 
signified general agreement with the entire document 
and gave permission for their names to appear in it.

Colloquium participants adopted a “best available evi-
dence” standard for these guidelines. The paucity of level 
I, and to some extent of level II, evidence for these guide-
lines is unsurprising, given the many variables among 
adults with DD that are difficult to control in studies 
and the barriers that exist in respectfully recruiting such 
people as research participants.13 The corroboration of 
comparison and descriptive studies or expert committee 
reports, when available, together with the consensus of 
colloquium participants, was considered sufficient to indi-
cate the clinical direction to be generally followed.

Criteria for selecting guidelines and ranking qual-
ity of evidence. Authors of the background papers and 
colloquium participants were asked to apply the cri-
teria for selecting guidelines as listed in Table 114 and 
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the levels of evidence outlined below. Colloquium par-
ticipants also took into account ethical principles, such 
as respect for intrinsic dignity, interdependency, justice, 
beneficence, and nonmaleficence (ie, “do good, avoid 
harm”). Authors and colloquium participants were asked 
to focus on developing practical Canadian guidelines for 
primary health care providers that could be implemented 
in the current Canadian health care system.

Consensus recommendations about providing pri-
mary health care for people with DD in Canada and 

about the education and support of primary health care 
providers were also developed. These recommended 
systemic changes of policies were proposed to the spon-
soring government ministries to facilitate implemention 
of the practice guidelines and are not part of these con-
sensus practice guidelines.

Literature review. A comprehensive bibliography was 
prepared and made available to all participants before 
the colloquium. General searches were conducted for 
the purpose of identifying key physical, behavioural, 
and mental health guidelines and policies. PubMed, 

CINAHL, Scopus, and PsycINFO were searched using 
the search terms mental retardation, mentally dis-
abled persons, developmental disabilities, or intellec-
tual disability. These terms were combined with 22 
key words, such as primary health care, community 
health services, health status indicators, or health pol-
icy. Relevant retrieved citations were 693 English-lan-
guage papers published between 1990 and 2005. In 
addition, searches by publication type were undertaken 
to identify all clinical trials from 1990 to 2005 related 
to physical, behavioural, and mental health in adults 
older than 18 years with mental retardation or DD. 
These searches yielded 197 papers. Further searches 
were undertaken for recent English-language publica-
tions that were relevant to the recommendations but 
published after the colloquium. Additional searches 
were performed using the “Related Articles” feature of 
PubMed and the “References Cited” feature of Scopus. 
Librarians with extensive familiarity with the published 
texts on DD and health care issues performed these 
searches. Most of the authors of this paper screened 
abstracts of pertinent articles and some read, in their 
entirety, the citations selected here.

Practice guidelines
The guiding principles for development of the guidelines 
are as follows.

The dignity of people with DD, based on their intrinsic 
value as human beings, requires respect and does not 
diminish with the absence or reduction of any ability. 
Adults with DD need the same access to health care 
as anyone else without discrimination against them 
because of their disabilities. Decisions about health 
interventions should take into account not only medi-
cal benefits and risks, but also particular needs and 
circumstances. Adults with DD should have the oppor-
tunity and support needed to participate in making 
informed health care decisions.15

People with DD are nurtured throughout life by human 
relationships. Their relationships with primary health 
care providers are essential foundations for optimal 
health care. Their relationships with their families and 
others in their support networks require respectful con-
sideration when providing health care. These supporters 
can provide clinically relevant information and resources 
to primary health care providers.16

Primary health care providers need to take into account 
health issues particular to adults with DD, with or with-
out specific known cause. Primary health care providers 
should consult the specific guidelines presented here 
(Table 21,18-75) in addition to more general guidelines in 
periodic health examination checklists for average-risk 
adults in the general population.17,18 

Levels of evidence

Level I: At least one properly conducted randomized 
controlled trial, systematic review, or meta-analysis
Level II: Other comparison trials, non-randomized, 
cohort, case-control, or epidemiologic studies, and 
preferably more than one study
Level III: Expert opinion or consensus statements

Table 1. Guideline priority criteria
Criteria Explanation

Importance Address the most prevalent health issues for 
people with developmental disabilities, 
especially the leading causes of ill health and 
death (eg, seizures, aspiration)

Disparity Address issues that would not be identified by 
public health initiatives or illness-prevention 
measures that target the general population 
(eg, psychological and genetics assessments)

Usefulness Suggest maneuvers that can be practically 
implemented and evaluated. These guidelines 
refer to health problems that are easy to 
detect, for which the means of prevention and 
care are readily available, and which have 
health outcomes that can be monitored (eg, 
thyroid function in Down syndrome, 
Helicobacter pylori, constipation, osteoporosis)

Information Recommend activities that are supported by 
reliable clinical information and research 
evidence (eg, nutrition and physical activity, 
management of epilepsy)

Adapted from Linehan et al.14
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Table 2. Preventive care checklist for adults with developmental disabilities: Recommendations are in addition to 
those for periodic health examinations for average-risk adults18; syndrome-specific preventive care checklists are not 
included; level of evidence refers to the corresponding recommendation and is based on cited references. 

Consideration Recommendation
Level of 
evidence

General issues in primary care

1. Known etiologies for patients’ DD, with available 
information on associated health issues, should be 
considered by primary care providers.19  

DD of known genetic or environmental origin might have 
specific health challenges that require monitoring.20

❏ If no cause is known, refer patient to a genetics centre 
for comprehensive etiologic assessment, including genetic 
testing, if indicated. Periodic reassessment might be 
necessary at intervals (eg, 5 years).21 

❏ Consult guidelines available for many of these 
conditions.20

III

III

2. Current levels of adaptive functioning (eg, mild, 
moderate, severe, or profound DD), in addition to 
underlying etiologic bases for patients’ DD, are often 
crucial to know in order to provide effective health care.1

❏ Psychological assessment in adulthood is needed to 
determine current levels of intellectual and adaptive 
functioning, especially when concerns about changes in 
behaviour or appropriateness of supports exist.1

III

3. Multiple medications prescribed because of comorbid 
conditions can result in risk of harm that can be 
alleviated through vigilance.22

Adults with DD are often prescribed several medications 
for behavioural or mental health problems and might be 
unable to communicate side effects.23 
 
They might respond differently to psychotropic 
medications than the general population does24; older 
adults in general might respond differently to such 
medications, and some drugs are often not indicated for 
older patients.25

❏ The same health care provider should review all 
medications, ideally every 3 months. This review should 
include indications, dosage, efficacy, compliance, and side 
effects.26 
❏ Record all prescriptions, including dates and changes.26 
❏ Test serum drug levels regularly.26  
❏ Review medications for mental health problems 
regularly.23 
❏ Review, at least annually, psychiatric diagnostic or 
specific behavioural pharmacological justification for long-
term use of psychotropic drugs.27

III 

III 
III 
III 

II

4. Abuse and neglect of people with DD are prevalent. 
Nonspecific signs of abuse or neglect, such as aggression, 
might be present.28

❏ Screen regularly (at least annually) for signs of neglect or 
of physical, sexual, emotional, or financial abuse and report 
them to the appropriate authorities.29,30

III

5. Proactive and anticipatory primary health care is 
needed in addressing the health needs of people with 
DD.31

❏ Encourage advance planning for such circumstances as 
loss of capacity to give consent, important life events, or 
health-related crises.32 
❏ Discuss decisions about life-sustaining measures.32 
❏ Develop such plans with adults with DD to the extent 
possible, as well as with their families or others in  
their support networks who have power of attorney.32

III 

III 
III

6. Informed consent necessitates understanding and 
appreciating a decision’s implications, including 
adequately weighing possible personal benefits and 
burdens of intervening or of not intervening.33

❏ When health care decisions are required, assess capacity 
to consent. Adapt communication to patients’ levels  
of functioning.34 
❏ Involve family or social support network members to 
facilitate informed decisions.34 
❏ When this is impossible, legal substitute decision 
makers should be assigned to make decisions based on 
patients’ best interests and taking into account patients’ 
wishes.34

III 

III 

III

7. Interdisciplinary coordination of care is often 
necessary; a team of health practitioners should include a 
family physician and nurse along with others as needed, 
with someone designated as the coordinator. 35 

Complex problem behaviour or mental health concerns 
affecting some patients with DD might give rise to needs 
that cannot reasonably be addressed by primary health 
care providers alone.

❏ Care coordinators need to bear in mind patients’ 
requirements and those of their families and support 
networks.36 

❏ If necessary, seek consultation from or refer patients to 
specialized, interdisciplinary mental health teams.37

III

III



1414  Canadian Family Physician • Le Médecin de famille canadien  Vol 52: november • novembre 2006

CME  Consensus guidelines for primary health care of adults with developmental disabilities

Consideration Recommendation
Level of 
evidence

Physical health guidelines

8. Obesity and lack of health-promoting physical 
activity are reduced by nutritional and physical-activity 
interventions.38,39 

A health-promotion program, including exercise and 
health education, can improve attitudes toward physical 
activity and life satisfaction.40

❏ Counsel patients annually about nutrition and physical 
activity.30 
❏ Promote optimal nutrition and physical fitness according 
to the Canadian guidelines regarding healthy active living41 
and eating.42 
❏ Help patients incorporate regular physical activity into 
daily routines.40

III 

III 

I

9. Vision and hearing impairment in people with DD are 
underdiagnosed,43 leading to substantial difficulties in 
behaviour, learning, and activities of daily living.44

❏ Perform office-based screening of vision and hearing 
annually, as recommended for average-risk adults.18 
❏ Refer patients for vision and glaucoma assessments at 
least once before age 40 (age 30 for patients with Down 
syndrome) then every 2 y after age 40.30 
❏ Refer patients for hearing assessment every 5 y after age 
45 (every 3 y throughout life for patients with Down 
syndrome).45 
❏ Reevaluate vision and hearing if problems are reported or 
changes in behaviour are noted.30

III

III

 
III

III

10. Dental disease, if undetected, can account for 
problem behaviour.46

❏ Promote dental health through regular oral hygiene 
practices, assessment by a dentist at least every 6 months, 
and timely management of dental disease.47

III

11. Thyroid disease can account for changing clinical 
presentations in patients with DD; it is common among 
those with Down syndrome.26

❏ Regularly screen for thyroid disease (every 1 to 3 y, but 
more often in high-risk subgroups, such as patients with 
Down syndrome).30

III

12. Cardiovascular diseases and malformations are 
frequently found in patients with specific DD syndromes 
(eg, tuberous sclerosis and Williams syndrome).48,49 
Some neuroleptic medications have substantial cardiac 
side effects and elevate risk factors for cardiac disease.50

❏ Screen for cardiovascular disease earlier and more 
regularly than in the general population.30

II

13. Respiratory problems, often caused by aspiration, are 
the second most common cause of death in patients with 
DD.51

❏ Ensure vaccinations for Haemophilus influenzae and 
Streptococcus pneumoniae are current.18

III

14. Detection of gastrointestinal diseases is important. 
Chronic dysphagia, leading to aspiration, can occur in 
patients with DD without typical signs, such as coughing.52  

Gastroesophageal reflux disease53 and chronic 
constipation, especially in non-communicative people, 
can cause physical and behavioural problems.54 

The risk of Helicobacter pylori infection is higher for 
people with DD who have been in close contact with 
others or who have severe DD.55

❏ Screen for dysphagia and aspiration in patients with DD 
and neuromuscular dysfunction.53 

❏ Screen regularly for gastroesophageal reflux disease and 
constipation if presentation changes.56 
❏ Check for H pylori infection if persistent signs of 
dyspepsia or unexplained behavioural changes are noted, 
particularly in those who are at risk.55 
❏ Retest in 3 to 5 years after eradication of H pylori.55

III

III

II

 
III

15. Sexually transmitted diseases and sexual abuse of 
adolescents and adults with DD are important issues to 
consider.57

❏ Screen sexual practices regularly. Where there might be 
at-risk behaviour, offer sexual health care services, including 
appropriate education regarding sexual rights, protection 
from sexually transmitted diseases, and prevention of 
unwanted pregnancy.58

III

16. Osteoporosis and osteoporotic fractures tend to 
occur earlier among people with DD than among the 
general population. Higher risk derives from long-term 
use of anticonvulsive or antipsychotic medications, 
diminished mobility, or presence of specific genetic 
syndromes (eg, Down and Prader-Willi).59

❏ Patients at high risk warrant regular screening starting at 
age 19.30

III
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Discussion
As a group, people with DD have poorer health and 
greater difficulty accessing primary health care ser-
vices than those in the general population. These 
problems have been recognized internationally,6-10,76 
and health targets and indicators are being devel-
oped for people with DD.26,77 The transition of such 
people from institutions to communities has meant 
that, increasingly, professionals without specialized 

knowledge of the health needs of adults with DD are 
asked to care for them.

To inform clinical decision making and be useful for busy 
primary health care providers, practice guidelines should 
be concise and indicate the rigour of the evidence cited.78 
There are no such comprehensive Canadian guidelines for 
those providing primary care to adults with DD. Existing 
resources include 3 recent texts20,22,77 and some syndrome-
specific preventive health care guidelines and checklists.

Consideration Recommendation
Level of 
evidence

17. Epilepsy among patients with severe DD is common 
and profoundly affects function and mortality rates. 
Epilepsy can be difficult to recognize, evaluate, and 
control.60

❏ Regularly reassess the management of epilepsy, including 
reviewing medications.61 

❏ Provide lifelong education to patients with epilepsy and 
their caregivers regarding acute management of seizures 
and safety practices.26

II

III

Behavioural and mental health guidelines

18. Problem behaviour, such as aggression and self-
injury, common reasons for referral for psychiatric 
assessment, might have causes other than psychiatric 
illness.62

❏ Assess possible physical, environmental, and emotional 
factors (eg, pain, stress, grief) when evaluating problem 
behaviour or considering a psychiatric diagnosis.63

III

19. Psychiatric disorders, often underdiagnosed, are 
more common in patients with DD than in the general 
population.64,65

❏ A comprehensive psychiatric formulation should take into 
consideration the axes in Table 3.66

III

20. Input from patients with DD and from their support 
networks is vital for understanding and treating problem 
behaviour and psychiatric illness.63

❏ In collaboration with affected patients and families or 
other caregivers, identify problem behaviour (eg, sleep 
disturbance) to be targeted in treatment.67 
❏ Changes in such targeted behaviour (eg, as tracked in a 
sleep chart) can be used as markers for monitoring 
treatment effectiveness.67

III

III

21. Problem behaviour and psychiatric illness can be 
reduced by such interventions as education and skill 
development, environment modification, psychological 
and behavioural therapy, and caregiver support.68

❏ In addition to psychotropic medications, support and 
monitor appropriate interdisciplinary interventions. For 
instance, cognitive-behavioural therapy is effective in 
decreasing anger and addressing depression.69

I

22. Psychotic disorders are extremely difficult to 
diagnose when delusions and hallucinations cannot be 
expressed verbally.23 

Self-talk and other unusual uses of language might be 
mistaken for thought disorders. 70

❏ Input from specialists in psychiatry, psychology, and 
speech-language pathology, in the context of an 
interdisciplinary mental health team, is often necessary to 
diagnose psychotic disorders definitively in patients with 
limited verbal ability or unusual use of language.71

III

23. Risk for dementia is increased for many people with 
DD, especially those with Down syndrome.72 

Signs might be subtle and can manifest as changes in 
emotion, social behaviour, or motivation so diagnosis is 
often missed or delayed. Dementia has many causes.23

❏ Educate family and others in the support network of 
adults with DD about early signs of dementia. 

❏ For patients at risk of dementia, neuropsychologic testing 
to establish a baseline of cognitive functioning is 
recommended at about age 40.73

III 

III

24. Crisis responses need to be developed as an 
important element of caring for people with DD who 
have problem behaviour or psychiatric illness.74 

Acute crisis management plans and continuing 
comprehensive long-term treatment plans are distinct 
strategies for addressing problem behaviour and 
psychiatric illness.74

❏ Develop crisis plans in consultation with patients at risk 
of crisis and their caregivers. Review this plan annually and 
after any crisis.75 

❏ Acute crisis management needs to be followed by 
reassessment and planning for long-term treatment.75

III 
III

DD—developmental disabilities.
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The recommendations presented in this article are 
based on an effort to assemble and to review the cur-
rent state of knowledge on health issues of adults with 
DD, with the aim of making considered and concise rec-
ommendations for primary health care of adults with DD 
within the parameters of the existing Canadian health and 
social service systems. The guidelines also urge attention 
to such ethical issues as informed consent and avoidance 
of harm. Although relevant for everyone, these issues 
warrant particular emphasis because some people with 
DD are habituated to always be compliant, others can-
not communicate their wishes, and still others lack the 
capacity to give informed consent or can do so only with 
support. Developmental disabilities are not grounds for 
care providers to withhold or to withdraw medically indi-
cated interventions; decisions concerning such interven-
tions should be based on patients’ best interests.

Some remarks are necessary about the scope and 
applicability of these guidelines. First, the guidelines 
mainly address health issues that particularly affect peo-
ple with DD, especially those issues not screened for by 
routine health assessments of average-risk adults. Some 
of the recommendations, however, also address health 
issues that were judged important even though they are 
part of routine preventive care and standard treatment 
of average-risk adult patients, because variables that are 
often present among adults with DD or in their living 
situations might complicate assessment and treatment. 
Most recommendations specific to syndromes associated 
with DD were excluded, other than those particularly 
applicable to Down syndrome, because that condition is 
relatively common.

Second, there are many causes of DD, and there is 
great variability in functioning among affected patients. 
Primary health care providers need to seek current 
information about health issues specific to particular eti-
ologies, if known, of adults’ DD and to take into account 
levels of intellectual and adaptive functioning when 
applying these guidelines.

Third, the order of the recommendations that collo-
quium participants adopted reflects participants’ agree-
ment that physical, behavioural, and mental health 
difficulties should be addressed. Although the guidelines 
are organized, for the sake of clarity, into separate sec-
tions on physical health and on behavioural and mental 

health, primary health care providers should be particu-
larly attentive to the interactions of biological, psycho-
logical, and social factors contributing to illness, since 
these interactions can easily be overlooked in adults with 
DD. To take into account such interactions, the guidelines 
highlight the importance of interdisciplinary health care 
for adults with DD and of working with patients’ families 
and support networks. Within the physical health sec-
tion, recommendations are ordered to correspond with 
the order of the periodic health examination for average-
risk adults. The behavioural and mental health guidelines 
prioritize behavioural problems and psychiatric disorders 
and then sequentially address issues related to diagnosis, 
intervention, and future planning.

Limitations and implications 
for future research
Randomized controlled trials (level I evidence) 
were found to support only 2 of these guidelines.
Non-randomized comparison studies (level II evidence) 
supported another 4 guidelines. The fact that there are 
few such studies suggests that the health care disparities 
experienced by people with DD extend to the lack of rel-
evant research.13 The reasons for this and possible solu-
tions need exploration.

Ontario’s Ministries of Health and Long-Term Care and 
of Community and Social Services are sponsoring a train-
ing initiative to teach these guidelines to primary care 
providers in 4 regions of Ontario, beginning in the fall 
of 2006. This will provide an opportunity to pilot-test the 
guidelines, to identify barriers to their application, and to 
develop tools and resources (such as syndrome-specific 
health-watch tables) to facilitate their implementation. It 
is hoped that such training can thereafter be extended to 
other Canadian provinces. Because evidence for various 
guidelines will improve, we anticipate an update to the 
guidelines will be necessary in 2 to 3 years.

Conclusion
These proposed Canadian practice guidelines for the 
primary health care needs of adults with DD are based 
on the expertise of colloquium participants and their 
awareness of the best available evidence in this area. 
The guiding principles of respect for human dignity, 
support of human relationships, and equitable attention 
to the general and specific primary health care needs of 
adults with DD are specified concretely by these guide-
lines, which address current barriers accounting for dis-
parities in Canada between the primary health care of 
adults with DD and of the general population. By over-
coming some of these existing barriers owing to the lack 
of an annual structured review that includes achiev-
able health targets, these proposed guidelines, if imple-
mented, could improve the health of people with DD 
and reduce their experience of disparities in health and 
health care. 

Table 3. Multiaxial system for mental retardation
Axis Features

I Severity of retardation and problem behaviour

II Associated medical conditions

III Associated psychiatric disorders

IV Global assessment of psychosocial disability

V Associated abnormal psychosocial situations

Data from Division of Mental Health and Prevention of Substance 
Abuse, World Health Organization.66



Vol 52: november • novembre 2006  Canadian Family Physician • Le Médecin de famille canadien  1417

Consensus guidelines for primary health care of adults with developmental disabilities  CME

Acknowledgment
Jo-Anne Jackson-Thorne, and Laurie Dunn assisted 
in preparing the guidelines for publication. These guide-
lines are a product of the Colloquium on the Primary 
Health Care of Adults with Developmental Disabilities 
held November 7 to 11, 2005, in Toronto, Ont, and 
attended by the following participants: R. Balogh, 
J.M. Berg, E. Bradley, D. Cameron, C. Carrier, 
A.M. Carruthers, A. Castagna, D. Champ, 
T. Cheetham, J.R. Daniel, J. Flannery, C. Forster-
Gibson, M. Gitta, J. Heng, B. Hennen, L. Hill, 
B. Isaacs, M. Kelly, M. Korossy, C. Lancaster, 
N. Lennox, J. Lovering, J. Ludlow, Y. Lunsky, L. Martin, 
B. McCreary, C. McFarland, S. McMillan, S. Morris, 
W. Nehring, L. Ng, H. Ouellette-Kuntz, C. Paribello, 
J. Porter-Wahabu, A.J. Rao, W. Rosser, K. Rouleau, 
B. Stanton, C. Stavrakaki, S. Stemp, N. Stone, 
W.F. Sullivan, J. Summers, I. Swift, L. Tao, K. White, 
and M. Zorzitto.

Competing interests
None declared

Correspondence to: Dr William F. Sullivan, 
Department of Family & Community Medicine, St 
Michael’s Hospital, 30 Bond St, Toronto, ON M5B 1W8; 
fax 416 867-7498; e-mail bill.sullivan@utoronto.ca

References
1. American Association on Mental Retardation. Mental retardation definition, 

classification, and systems of supports. 10th ed. Washington, DC: American 
Association on Mental Retardation; 2002.

2. Schalock RL, Luckasson R. American Association on Mental Retardation’s 
definition, classification, and system of supports and its relation to interna-
tional trends and issues in the field of intellectual disabilities. J Policy Pract 
Intellect Disabil 2004;1(3/4):136-46.

3. Bradley EA, Thompson A, Bryson SE. Mental retardation in teenagers: preva-
lence data from the Niagara region, Ontario. Can J Psychiatry 2002;47(7):652-9.

4. Leonard H, Wen X. The epidemiology of mental retardation: challenges 
and opportunities in the new millennium. Ment Retard Dev Disabil Res Rev 
2002;8(3):117-34.

5. Polder JJ, Meerding WJ, Bonneux L, van der Maas PJ. Healthcare costs of 
intellectual disability in the Netherlands: a cost-of-illness perspective. J 
Intellect Disabil Res 2002;46(Pt 2):168-78.

6. The Surgeon General [United States]. Closing the gap: a national blueprint 
to improve the health of persons with mental retardation. Washington, DC: US 
Department of Health and Human Services, Office of the Surgeon General; 
2002. Available from: http://www.surgeongeneral.gov/topics/mentalre-
tardation/. Accessed 2006 January 22.

7. Cooper S-A, Chair, Health Needs Assessment for People with Learning 
Disabilities in Scotland. Health needs assessment for people with learning dis-
abilities in Scotland. Glasgow, Scotland: NHSScotland; 2004. Available from: 
http://www.gla.ac.uk/departments/psychologicalmedicine/UAP%20in%
20Learning%20Disabilities/Health%20Needs%20Assessment%20Report.
htm. Accessed 2006 January 22.

8. Ouellette-Kuntz H, Garcin N, Lewis MES, Minnes P, Martin C, Holden JJA. 
Addressing health disparities through promoting equity for individuals with 
intellectual disability. Can J Public Health 2005;96(Suppl 2):S8-22.

9. Beange H, McElduff A, Baker W. Medical disorders of adults with mental 
retardation: a population study. Am J Ment Retard 1995;99(6):595-604.

10. Fisher K. Health disparities and mental retardation. J Nurs Scholarsh 
2004;36(1):48-53.

11. Cowan JA, Heckerling PS, Parker JB. Effect of a fact sheet reminder on per-
formance of the periodic health examination: a randomized controlled trial. 
Am J Prev Med 1992;8(2):104-9.

12. Martin G. Support for people with learning disabilities: the role of primary 
care. Prim Care Community Psychiatry 2005;10(4):133-42.

13. Lennox N, Taylor M, Rey-Conde T, Bain C, Purdie DM, Boyle F. Beating the 
barriers: recruitment of people with intellectual disability to participate in 
research. J Intellect Disabil Res 2005;49(Pt 4):296-305.

14. Linehan C, Walsh PN, van Schrojenstein Lantman-de Valk H, Kerr M. 
POMONA: health indicators for people with intellectual disability in the member 

states. Final report, November 2002 to October 2004. Dublin, Ireland: POMONA 
Project; 2004. p. 6. Available from: http://www.pomonaproject.org/
pomona2_interim_4_report.pdf. Accessed 2006 October 7.

15. Berman LC, Freeman L, Helm DT. People and programs. In: Rubin IL, 
Crocker AC, editors. Medical care for children and adults with developmental 
disabilities. 2nd ed. Baltimore, Md: Paul H. Brookes Publishing Co; 2006. p. 
43-56.

16. Heller T, Miller AB, Hsieh K, Sterns H. Later-life planning: promoting knowl-
edge of options and choice-making. Ment Retard 2000;38(5):395-406.

17. Dubey V, Glazier R. Preventive Care Checklist Form©. Evidence-based tool to 
improve preventive health care during complete health assessment of adults. 
Can Fam Physician 2006;52:48-55.

18. Dubey V, Mathew RGR, Iglar K. The evidence-based preventive care checklist 
form: male preventive care checklist form; female preventive care checklist form; 
preventive care checklist form explanations Mississauga, Ont: College of Family 
Physicians of Canada; 2004. Available from: http://www.cfpc.ca/English/
cfpc/communications/health%20policy/Preventive%20Care%20Checklis
t%20Forms/Intro/default.asp?s=1. Accessed 2006 May 22.

19. Henderson CM. Genetically-linked syndromes in intellectual disabilities. J 
Policy Pract Intellect Disabil 2004;1(1):31-41.

20. Cassidy SB, Allanson JE. Management of genetic syndromes. 2nd ed. New 
York, NY: Wiley-Liss; 2005.

21. Curry CJ, Stevenson RE, Aughton D, Byrne J, Carey JC, Cassidy S, et 
al. Evaluation of mental retardation: recommendations of a Consensus 
Conference: American College of Medical Genetics. Am J Med Genet 
1997;72(4):468-77.

22. Lennox N; Developmental Disability Steering Group. Management guidelines 
developmental disability. In: Preventive health care and health promotion. Version 
2, 2005 ed. Melbourne, Australia: Therapeutic Guidelines; 2005. p. 1-345.

23. Bhaumik S, Brantford D. The Frith prescribing guidelines for adults with learn-
ing disability. London, England: Taylor & Francis; 2005. p. 5-7, 27-43, 107-17.

24. Rush AJ, Frances A. Guideline 4: medication treatment: general principles. 
Expert Consensus Guideline Series: treatment of psychiatric and behavioral 
problems in mental retardation. Am J Ment Retard 2000;105(3):178-81.

25. Fick DM, Cooper JW, Wade WE, Waller JL, Maclean JR, Beers MH. Updating the 
Beers criteria for potentially inappropriate medication use in older adults: results 
of a US consensus panel of experts. Arch Intern Med 2003;163(22):2716-24.

26. Beange H, Lennox N, Parmenter TR. Health targets for people with intellec-
tual disability. J Intellect Dev Disabil 1999;24(4):283-97. 

27. Radouco-Thomas M, Bolduc M, Brisson A, Brassard P, Fortier L, Thivierge 
J. Pilot study on the use of psychotropic medication in persons with mental 
retardation. Prog Neuropsychopharmacol Biol Psychiatry 2004;28(5):879-83.

28. Horner-Johnson W, Drum CE. Prevalence of maltreatment of people with 
intellectual disabilities: a review of recently published research. Ment Retard 
Dev Disabil Res Rev 2006;12(1):57-69.

Editor’s key points

•  As a group, people with developmental disabilities 
have poorer health and greater difficulty accessing 
primary care than those in the general population do.

•  These guidelines focus on physical and mental health 
issues that particularly affect those with devel-
opmental disabilities, especially those issues not 
screened for by routine health assessments of the 
general population.

•  Ethical issues, such as informed consent and avoid-
ance of harm, are specifically addressed.

Points de repère du rédacteur

•	 Comme groupe, les gens qui ont des affections 
congénitales invalidantes (ACI) sont en moins bonne 
santé que ceux de la population générale et accè-
dent plus difficilement aux soins de santé primaires.

•	 Les présentes directives portent sur les problèmes 
de santé physique et mentale qui touchent parti-
culièrement ceux qui ont des ACI, notamment les 
problèmes qui ne sont pas dépistés par l’évaluation 
de santé généralement utilisée dans la population 
générale.

•	 Les questions d’éthique comme le consentement 
éclairé et l’obligation de ne pas nuire sont traitées 
de façon spécifique.



1418  Canadian Family Physician • Le Médecin de famille canadien  Vol 52: november • novembre 2006

CME  Consensus guidelines for primary health care of adults with developmental disabilities

29. Sobsey D. Family violence and people with intellectual disabilities. Ottawa, 
Ont: National Clearinghouse on Family Violence, Public Health Agency of 
Canada; 2002. Available from: http://www.phac-aspc.gc.ca/ncfv-cnivf/
familyviolence/html/fvintellectu_e.html. Accessed 2006 January 22.

30. Massachusetts Department of Mental Retardation. Health screening recom-
mendation. Boston, Mass: Massachusetts Department of Mental Retardation; 
2003. Available from: http://www.mass.gov/Eeohhs2/docs/dmr/health_
screening_wallchart.pdf. Accessed 2006 May 22.

31. Meijer MM, Carpenter S, Scholte FA. European manifesto on basic stan-
dards of health care for people with intellectual disabilities. J Policy Pract 
Intellect Disabil 2004;1(1):10-5.

32. Friedman RI. Use of advance directives: facilitating health care decisions by 
adults with mental retardation and their families. Ment Retard 1998;36(6):444-56.

33. Heng J, Sullivan WF. Ethical issues relating to consent in providing treat-
ment and care. In: Brown I, Percy M, editors. Developmental disabilities 
in Ontario. 2nd ed. Toronto, Ont: Ontario Association on Developmental 
Disabilities; 2003. p. 727-35.

34. Rush AJ, Frances A. Guideline 2: informed consent. Expert Consensus 
Guideline Series: treatment of psychiatric and behavioral problems in mental 
retardation. Am J Ment Retard 2000;105(3):169.

35. Crocker AC. Systems of medical care delivery. In: Rubin IL, Crocker AC, edi-
tors. Medical care for children and adults with developmental disabilities. 2nd 
ed. Baltimore, Md: Paul H. Brookes Publishing Co; 2006. p. 57-9.

36. Drotar DD, Sturm LA. Interdisciplinary collaboration in the practice of 
mental retardation. In: Jacobson JW, Mulick JA, editors. Manual of diagno-
sis and professional practice in mental retardation. Washington, DC: American 
Psychological Association; 1996. p. 393-401.

37. Davis S, Wehmeyer ML, Board JP Jr, Fox S, Maher F, Roberts B. 
Interdisciplinary teams. In: Reiss S, Aman MG, editors. Psychotropic medica-
tions and developmental disabilities: the international handbook. Columbus, 
Ohio: Ohio State University Nisonger Center; 1998. p. 73-94.

38. Stanish HI, Temple VA, Frey GC. Health-promoting physical activity of adults 
with mental retardation. Ment Retard Dev Disabil Res Rev 2006;12(1):13-21.

39. Rimmer JH, Yamaki K. Obesity and intellectual disability. Ment Retard Dev 
Disabil Res Rev 2006;12(1):22-7.

40. Heller T, Hsieh K, Rimmer JH. Attitudinal and psychosocial outcomes of a 
fitness and health education program on adults with Down syndrome. Am J 
Ment Retard 2004;109(2):175-85.

41. Physical Activity Unit, Public Health Agency of Canada. Canada’s physical 
activity guide to healthy active living for older adults. Ottawa, Ont: Public Health 
Agency of Canada; 2003. Available from: http://www.phac-aspc.gc.ca/
pau-uap/paguide/older/index.html. Accessed 2006 January 22.

42. Health Canada. Canada’s food guide to healthy eating [website]. Ottawa, Ont: 
Health Canada; 2004. Available from: http://www.hc-sc.gc.ca/fn-an/ 
food-guide-aliment/index_e.html. Accessed 2006 January 22.

43. Van Splunder J, Stilma JS, Bernsen RM, Evenhuis HM. Prevalence of ocu-
lar diagnoses found on screening 1539 adults with intellectual disabilities. 
Ophthalmology 2004;111(8):1457-63.

44. Lowe C, Temple V. Identifying hearing loss in adults with developmental 
disabilities. J Speech Lang Pathol Audiol 2002;26(1):20-6.

45. Evenhuis HM, Natzgam LMD. IASSID international consensus statement: early 
identification of hearing and visual impairment in children and adults with an 
intellectual disability. Leiden, The Netherlands: International Association of 
Scientific Studies on Intellectual Disability (IASSID), Special Interest Group on 
Health Issues; 1997. Available from: http://www.iassid.org/pdf/consensir.
alg.doc. Accessed 2006 January 22.

46. Owens PL, Kerker BD, Zigler E, Horwitz SM. Vision and oral health needs 
of individuals with intellectual disability. Ment Retard Dev Disabil Res Rev 
2006;12(1):28-40.

47. Canadian Dental Association. Your oral health. Visiting the dentist: the check 
up. Ottawa, Ont: Canadian Dental Association; 2005. Available from: http://
www.cda-adc.ca/en/cda/cdac/contact/index.asp. Accessed 2006 May 22.

48. Wallace R. Risk factors for coronary artery disease among individuals 
with rare syndrome intellectual disabilities. J Policy Pract Intellect Disabil 
2004;1(1):42-51.

49. Draheim CC. Cardiovascular disease prevalence and risk factors of persons 
with mental retardation. Ment Retard Dev Disabil Res Rev 2006;12(1):3-12.

50. Bezchlibnyk-Butler KZ, Jeffries JJ. Clinical handbook of psychotropic drugs. 
16th ed. Seattle, Wash: Hogrefe & Huber Publishers; 2006. p. 111.

51. Patja K, Molsa P, Iivanainen M. Cause-specific mortality of people with intel-
lectual disability in a population-based, 35-year follow-up study. J Intellect 
Disabil Res 2001;45(Pt 1):30-40.

52. Rogers B, Stratton P, Msall M, Andres M, Champlain MK, Koerner P, 
Piazza J. Long-term morbidity and management strategies of tracheal aspi-
ration in adults with severe developmental disabilities. Am J Ment Retard 
1994;98(4):490-8.

53. Bohmer CJ, Klinkenberg-Knol EC, Niezen-de Boer MC, Meuwissen SG. 
Gastroesophageal reflux disease in intellectually disabled individuals: how 
often, how serious, how manageable? Am J Gastroenterol 2000;95(8):1868-72.

54. Bohmer CJ, Taminiau JA, Klinkenberg-Knol EC, Meuwissen SG. The preva-
lence of constipation in institutionalized people with intellectual disability. J 
Intellect Disabil Res 2001;45(Pt 3):212-8.

55. Wallace R, Schluter PJ, Duff M, Ouellette-Kuntz H, Webb PMSM. A review 
of the risk factors for, consequences, diagnosis, and management of 
Helicobacter pylori in adults with intellectual disabilities. J Policy Pract Intellect 
Disabil 2004;1(3/4):147-63.

56. Van Blankenstein M, Bohmer CJ, Hop WC. The incidence of adenocar-
cinoma in Barrett’s esophagus in an institutionalized population. Eur J 
Gastroenterol Hepatol 2004;16(9):903-9.

57. McCarthy M. Sexuality. In: Walsh P, Heller T, editors. Health of women with 
intellectual disabilities. Oxford, England: Blackwell Science; 2002. p. 90-102.

58. Servais L. Sexual health care in persons with intellectual disabilities. Ment 
Retard Dev Disabil Res Rev 2006;12(1):48-56.

59. Tyler CV Jr, Snyder CW, Zyzanski S. Screening for osteoporosis in commu-
nity-dwelling adults with mental retardation. Ment Retard 2000;38(4):316-21.

60. Bowley C, Kerr M. Epilepsy and intellectual disability. J Intellect Disabil Res 
2000;44(Pt 5):529-43.

61. Kelly K, Stephen LJ, Brodie MJ. Pharmacological outcomes in people with 
mental retardation and epilepsy. Epilepsy Behav 2004;5(1):67-71.

62. Hemmings CP, Gravestock S, Pickard M, Bouras N. Psychiatric symptoms 
and problem behaviours in people with intellectual disabilities. J Intellect 
Disabil Res 2006;50(Pt 4):269-76.

63. Bradley EA, Hollins S. Assessment of patients with intellectual disabilities. 
In: Goldbloom DS, editor. Psychiatric clinical skills. Philadelphia, Pa: Mosby 
Elsevier; 2006. p. 235-53.

64. Deb S, Thomas M, Bright C. Mental disorder in adults with intellectual 
disability. 1: Prevalence of functional psychiatric illness among a commu-
nity-based population aged between 16 and 64 years. J Intellect Disabil Res 
2001;45(Pt 6):495-505.

65. Kerker BD, Owens PL, Zigler E, Horwitz SM. Mental health disorders among 
individuals with mental retardation: challenges to accurate prevalence esti-
mates. Public Health Rep 2004;119(4):409-17.

66. Division Of Mental Health And Prevention Of Substance Abuse, World 
Health Organization. ICD-10 guide for mental retardation. Geneva, Switz: 
World Health Organization; 1996. Available from: http://www.who.int/
mental_health/media/en/69.pdf. Accessed 2006 May 22.

67. Kalachnik JE, James DH, Sovner R, Kastner TA, Walsh K, Weisblatt SA, et al. 
Guidelines for the use of psychotropic medications. In: Reiss S, Aman MG, editors. 
Psychotropic medications and developmental disabilities: the international handbook. 
Columbus, Ohio: Ohio State University Nisonger Center; 1998. p. 45-72.

68. Gardner WI, Graeber-Whalen JL, Ford DR. Behavioral therapies: individualiz-
ing interventions through treatment formulations. In: Dosen A, Day K, editors. 
Treating mental illness and behavior disorders in children and adults with mental 
retardation. Washington, DC: American Psychiatric Press; 2001. p. 69-100.

69. McCabe MP, McGillivray JA, Newton DC. Effectiveness of treatment pro-
grammes for depression among adults with mild/moderate intellectual dis-
ability. J Intellect Disabil Res 2006;50(Pt 4):239-47.

70. Myers B. Psychotic disorders in people with mental retardation: diagnostic 
and treatment issues. Ment Health Aspects Dev Disabil 1999;2(1):1-11.

71. Deb S, Matthews T, Holt G, Bouras N. Practice guidelines for the assessment and 
diagnosis of mental health problems in adults with intellectual disability. Cheapside, 
Brighton, UK: Pavilion Press; 2001. Available from: http://www.estiacentre.
org/docs/PracticeGuidelines.pdf. Accessed 2006 September 20.

72. Holland AJ, Hon J, Huppert FA, Stevens F. Incidence and course of dementia 
in people with Down’s syndrome: findings from a population-based study. J 
Intellect Disabil Res 2000;44(Pt 2):138-46.

73. Janicki MP, Heller T, Seltzer GB, Hogg J. Practice guidelines for the clinical 
assessment and care management of Alzheimer’s disease and other demen-
tias among adults with intellectual disability. AAMR-IASSID Workgroup on 
Practice Guidelines for Care Management of Alzheimer’s Disease among 
Adults with Intellectual Disability. J Intellect Disabil Res 1996;40(Pt 4):374-82.

74. Bradley E, Lofchy J. Learning disability in the accident and emergency 
department. Adv Psychiatr Treat 2005;11:45-57.

75. Bradley E, Summers J. Developmental disability and behavioural, emotional 
and psychiatric disturbances. In: Brown I, Percy M, editors. Developmental 
disabilities in Ontario. 2nd ed. Toronto, Ont: Ontario Association on Mental 
Retardation; 2003. p. 751-74.

76. Department of Health [United Kingdom]. Valuing people: a new strategy 
for learning disability for the 21st century. London, England: The Stationery 
Office; 2001. Available from: http://www.archive.official-documents.
co.uk/document/cm50/5086/5086.htm. Accessed 2006 May 22.

77. Rubin IL, Crocker AC. Medical care for children and adults with developmental 
disabilities. 2nd ed. Baltimore, Md: Paul H. Brookes Publishing Co; 2006.

78. Mickan S, Askew D. What sort of evidence do we need in primary care? BMJ 
2006;332(7542):619-20. 

...


