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Outline

* The creation of a unique research partnership
* The making of an Atlas

* The use of research to change practice
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* Atincreased risk for some health problems (e.g. mental
illness, gastrointestinal disorders, seizure disorders)

* Higher use of some health care services

* Greater difficulty navigating their way through health services
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Death by indifference

As aresult of receiving unequal healthcare, people
with a learning disability are dying when their lives
could be saved.

In 2007, following the deaths of six people with a learning disability
in NHS care, Mencap published Death by indifference which
exposed the unequal healthcare and institutional discrimination that
people with learning disabilities often experience within the NHS.
Death by indifference played an important role in influencing the
Department of Health to commission the Confidential Inquiry into
premature deaths of people with a learning disability.

cap

The voice of
learning disability



Once upon a time...
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Consensus guidelines for primary health care of
adults with developmental disabilities
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DBJECTIVE To develop practical Canadian guidelines for primary health care providers hased on the best available
evidence for addressing health issues in adults with developmental disabilibies (D).

QUALITY OF EVIDENCE Authors of| papers dzed i san from their awn clinical experience, from

m-ﬂiuﬁnpﬂh.nlﬂmm; i Based an of these papers at a

ﬂh]'l..l’l hum i a was developed. Standard criteria were used
i -Illnmt ing themn. Mast evidence was kevel 1L

MAIN MESSAGE People with DD have complex health issues, some differing from those of the general
mm}ﬂm-m:kmhﬂ_uﬁumﬂ o prevent morbidity and premature death.

-]

these inferachons can easily be overlooked in adulls with DDLU Attention must also be padd to such ethical isues as
informed consent and avoidance of harm. Developmental disabilities are not grounds for care providers io withhold
or ip withdraw medically indicated interventions, and decsions: concerning such interventions should be based on
patients’ best interests.

CONCLUSION the here wauld improve the health of adults with DD and minimize
disparities in health and health care,

RESUBAE

mﬁmhm i al Son des de sains pri

des directives lex de mnbé des adultes présentant des afections.

congénitales nvalidantes {ACT).

l’mlﬁmmmd:tdﬁikijﬂnlhm mnihése de leur propre expérience clinigue, de

m—u:rl‘-ltuquhdt La don de ces articles & un
des réputés du = a permis de une = Des

critéres standards omt éé utilizés pour choisir les directives 3 discuter et pour classifier les preuves qui les soutisnnent. La
plupart des preuves Etaient de niveaw 0L

PRIMCIPAL MESSAGE Les dAC] ant de samlé dant cerains differert de ceux
de la population géneérale. 1 ires de sandé primaires daivent &tre adéquats si Fan veut identifier oes probiléemes et prevenic
iclité ou une mort Les diffcultés - de samé mentale doivent étre prises
mmuhmwmmmmmummhmm
ala sarné, puisque e chez lex adultes
sauffrant d'ACL Il faut également tenir comple des i higue comme le: Eciaie of I de

e s nuire, La présance & ACHne doit pos senar UK ‘neflmer ou retarder des i
m:ﬁhhhﬁmmmmhmmhmﬂhm

CONCLUSION L'adaption des présentes directives améliorerait la sants des adultes des ACT et
les problémes de sanié particuliers qui les affectent.

Thies article has been peer reviewed.
Ce article a fait l'ebjet d'une sivision par des paiss.
Can Fam Physician 2006,52:14M0- 1418
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Primary care of adults with developmental disabilities
Canadian consensus guidelines
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Abstract

Objective To update the 2006 Canadian guidelines for primary care of adults
with developmental disabilities (DD) and to make practical recommendations
based on current knowledge to address the particular health issues of adults
with DD.

Quality of evidence Knowledgeable health care providers participating
in a colloquium and a subsequent working group discussed and agreed
on revisions to the 2006 guidelines based on a comprehensive review of
publications, feedback gained from users of the guidelines, and personal
clinical experiences. Most of the available evidence in this area of care is
from expert opinion or published consensus statements (level 111).

Main message Adults with DD have complex health issues, many of
them differing from those of the general population. Good primary care
identifies the particular health issues faced by adults with DD to improve
their quality of life, to improve their access to health care, and to prevent
suffering, morbidity, and premature death. These guidelines synthesize
general, physical, behavioural, and mental health issues of adults with
DD that primary care providers should be aware of, and they present
recommendations for screening and management based on current
knowledge thal practitioners can apply. Because of interacting biologic,
psychoaffective, and social factors that contribute to the health and well-
being of adults with DD, these guidelines emphasize involving caregivers,
adapting procedures when appropriate, and seeking input from a range of
health professionals when available. Ethical care is also emphasized. The
guidelines are formulated within an ethical framework that pays attention
to issues such as informed consent and the assessment of health benefits in
relation to risks of harm.

Conclusion Implementation of the guidelines proposed here would improve
the health of adults with DD and would minimize disparities in health and
health care between adults with DD and those in the general population.

KEY POINTS As a group, adults with
developmental disabilities (DD) have poorer
health and greater difficulty accessing
primary care than does the general
population. They have different patterns

of iliness and complex interactions among
comorbidities. These guidelines update the
general, physical, behavioural, and mental
health recommendations for adults with DD,
especially for those conditions not screened
for by routine health assessments of the
general population. Ethical issues, such as
informed consent and assessment of benefits
in relation to risks, are addressed. Among the
mast important updates are consideration of
atypical manifestations of pain and distress in
adults with DD and a strong recommendation
to avoid inappropriate long-term use

of antipsychotic medications to address
behavioural issues.

POINTS DE REPERE Collectivement,

les adultes ayant des déficiences
développementales (DD) sont en mains
bonne santé et ont plus de difficultés 4 avoir
accés aux soins primaires en comparaison
de I'ensemble de la population. Les maladies
évoluent différemment et présentent entre
elles des interactions complexes chez ces
personnes. Les lignes directrices font la

mise en jour des recommandations pour la
santé générale, physique, comportementale
et mentale des adultes ayant une DD, en
particulier pour les problémes qui ne

sont pas dépistés dans les évaluations
systématiques de la santé dans a population
en général. Elles traitent des questions
dordre éthique, comme le consentement
&clairé et 'évaluation des bienfaits par
rapport aux risques. Parmi les mises 4 jour
les plus importantes, on peut mentionner
les manifestations atypiques de la douleur
et de la détresse chez les adultes ayant

une DD et une trés forte recommandation

Résume

‘Objectif Mettre a jour les lignes directrices canadiennes de 2006 sur les
soins primaires aux adultes ayant une déficience développementale (DD) et
présenter des recommandations pratiques fondées sur les connaissances
actuelles pour traiter des problémes de santé particuliers chez des adultes
ayant une DD.

Qualité des preuves Des professionnels de la santé expérimentés
participant & un colloque et un groupe de travail subséquent ont discuté et

o . N N d'éviter I'utilisation & long terme inappropriée
convenu des révisions aux lignes directrices de 2006 en se fondant sur une des antipsychotiques pour les problémes
recherche documentaire exhaustive, la rétroaction obtenue des utilisateurs comportementaux

This article has been peer reviewed.
Cet article a fait I'objet d'une révision par des pairs.
Can Fam Physician 2011;57:541-53

La traduction en francais de cet article se trouve & www.cfp.ca dans la table des

matiéres du numéro de mai 2011 & la page €154.
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/ COMMUNITY NETWORKS

OF SPECIALIZED CARE

_ Health Care Capacity

Developmental Through a small team of Health Care Facilitators, CNSC is working to improve access to primary care for
Disabilities Primary individuals with a developmental disability, and to build capacity with health care professionals through training
Care Initiative education and support.

Information Bulletins

Working collaboratively with the Developmental Disability Primary Care Initiative, CNSC is using the new Primary
Care Guidelines and accompanying tools to assist health care professionals, caregivers and families in
enhancing the primary care experience for individuals with developmental disabilities.

Consistent with the provincial mandate, the Health Care Facilitators continue to partner with community
agencies, service providers, caregivers and provincial Ministries to ensure current best practices in providing
health care to individuals with developmental disabilities are available, and integrated into care

Click here for Health Care Facilitators contact information.
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Consensus guidelines for primary health care of

A Institute for Clinical . . L
4 N Evaluative Sciences adults with developmental disabilities
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OBJIECTIVE To dewelop praciical Canadian guidelines for primary health care providers based on the best available
evidence for addressing bealth issues in adulis with developmental disahiliies (DO}

OUALITY OF EVIDENCE Authors of i from their own clinical experience, from
consuliatiors with other expers, and from releuari pu:\‘.'anml pd:lu:alu:ms Based on discussions of these papers at a
colloquium of knowledgeable health care providers, a consensus slatement was developed. Standard criteria were used
o select guidelines for consideration and bo rank evidence supporting them. Most evidence was level 11

MAIN MESSAGE Peaple with DI have complex bealth issues, some differing from those of the general population.
Adequate primary health care is necessary o identify these issues and bo puev\:nt morbadity and premature death.

= \ »
P rl mary Care Physical, behavioural, and mental bealth difficulties should be addressed, and primary health care providers should
3 A be particularly attentive to the interactions of biologacal, psychological, and sacial factors contributing to bealth, since:
- = these inferacbons can easily be overlooked in adulls with DO Aliention must also be paid 1o such ethical issues s
informed consent and avoidance of harm. Developmental dizabilities are not grounds for care prosiders to withhald
ln n arlo or to withdraw medically indicated interventions, and decisions concerning such interventions should be bazed on

pattients’ best interests.
CONCLUSION implementing the guidelines proposed here would improve the bhealth of adults with 00 and minimize
disparities in health and health care.,

ICES Atlas ) 4

OBJECTIF A partir des meillsures prewves disponibles, instaurer a l'intention des dispensateurs de soins primaires
des directives canadiennes pratigques concernant les probléemes de sank® des adultes présentant des affections:
congénitales mvalidanies (ACT).

- 4 QUALITE DES PREUVES Les auteurs d'articles de fond ant fait une gymthéss de leur propre expérience clinigue, de
November 2006 5 conmiltations aver dautres experts et de publications professionnelles pertinentes. La discusson de ces arficles 3 un

b colloque réunissant des membres réputés du personnel soignant a permis de une dé 1 Des
critéres standards ont &¢ ulilisés pour chosir les directives & discuter et pour classifier les preuves qui les souliennent. La
plupart des prewves étaient de niveau 01

PRINCIFAL MESSAGE Les personnes souffrant d'A01 ant des problémes de samlé complexes dant certains diferent de ceux
&Iapnpuh.mm lsmd:mmmdmmlmdaqmnlmunm:umnpﬂumr
tovute: OU une mort pre Les physiques, comporiementales el de santé mentale doivent Stre prises:
en charge =t ke personnel soignant devrail porter une attention panticubiEre aux interactions entre bes facteurs biclogigues,
pevchologiques et socawx conbribuant & la sanié, puisque ces interactions peuvent Eaclement Ere oublites chez les adulies
saulfrant &' ACL Il faut également tenir comple des guestions d'éthigues comme |= ‘éclyié e Fobligation de

nie pas nuire. La présence: & ACI ne doit pas senvr de préfexte anx mlervenants pour refuser ou retarder des mlerventions:
medicalement indiquées; ke décisions concemant ces imerventions devraient &re prises dans le meilleur ntérés des patients,
CONCLUSION Ladoption des présentes direchives amélioreradt la sante des adultes présentant des ACT ef diminuerait
les problémes de santé particuliers qui les affectent,

This arficke has been peer neviewed,
et srticle a fait l'objet d'une sévision par des pais
Can Fam Physician 2006;52:1410- 1418




* NO POPULATION-BASED STUDY OF HEALTH CARE ACCESS IN
ONTARIO

* NO ONE SECTOR HAS ALL THE NEEDED DATA!
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1.

2.

3.

Create and evaluate cohorts of adults with developmental disabilities

in Ontario using different administrative (health and social service)
datasets and algorithms

Describe primary care use among adults with developmental
disabilities in Ontario

Evaluate guideline-recommended primary care for adults with
developmental disabilities in Ontario




1. Create and evaluate cohorts of adults with developmental disabilities
in Ontario using different administrative (health and social service)
datasets and algorithms

MERGED cohort

A
K ICES cohort MCSS cohort \

Data taken from:

ICES Data Hospital stays : SDMT

Holdings Visits to Doctors’ offices atahast
Emergency departmer =z
visits ——

April 2009 — March 2010 | April 2009 — March 201&

—rree——_———
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Data Linkage Process (cHapter 1)

Privacy Impact Assessment completed Spring 2011 by consultants (10
months)

Data Sharing Agreement between MCSS and ICES signed December
2011 (18 months)

Transfer of disability income support data from MCSS to ICES done
January 2012

Final linkage completed June 2012 (2 years)



Data Linkage Results craprTer 2)

H-CARDD cohort
(N=66,484)

( Health data Social services data w P rev al ence

(66.4% of total) (63.4% of total)
Health: 0.52

Disability
Income: 0.49

Health data Both data sources Soclal services data
n=24,340 n=19,821 n=22323

MERGED: 0.78
(n = 66,000+)




Prevalence of DD in Ontario

CARDD

M . Northern Ontario "o o 9 Adults with Developmental Disabilities

AL dot represents 5 adults with
R developmental disabilities

ar

q "S - LHIN boundary
Kenura.,"f .

5l A

Sault Ste. Marie

o 250 500km Sud

Southern Ontario

o 50 100 km

= ONTARIO
MKE

Windsor Local Health Integration Networks

g" 1. Erie 5t. Clair 8. Central
2. South West 9. Central East
3. Waterloo Wellington 10. South East
4. Hamilton Niagara Haldimand Brant 11. Champlain
. 5. Central West 12. North Simcoe Muskoka
6. Mississauga Halton 13. North East
7. Toronto Central 14. Narth West



Proportion of Adults Aged 18 to 64 with or without Developmental Disabilities, by Age Group, in
Ontario, 2009/2010

Prevalence (%)
20 —

18-24 25-34 35-44 45-54 55-64

Age group (years)
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Proportion of Adults Aged 18 to 64 with Developmental Disabilities, by Neighbourhood Income
Quintile, in Ontario, 2009/2010

Prevalence (%)

20 —

12

08

0.4

0.0

1 2 3 4 5
(Low) (High)

Neighbourhood income quintile

Adults (n) 19,987 14,181 11,610 10,635 9226




Proportion of Adults Aged 18 to 64 with or without Developmental Disabilities, by Chronic Disease, in

Ontario, 2009/2010
Adults (%) Developmental
= disabilities
_ W with
B without

Congestive Chraonic obstructive Diabetes Asthma Hypertension Psychiatric
heart failure® pulmaonary disease® disorder*™
Chronic disease
Ratio 33 19 16 14 10 18
(With/Without)

e



2. Describe primary care use among adults with developmental
disabilities in Ontario

— CHAPTER 3: Health Service Utilization —
* Patient Enrolment Models [CES saueivesaence
* Family Health Teams Ay

* Continuity of Care
— CHAPTER 4: Secondary Preventi Atlas on the Primary Care

_ s ~ of Adults with Developmental
— CHAPTER 5: Chronic Disease M¢  picapilities in Ontario

— CHAPTER 6: Medication Use

camh




Health Service Utilization
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Average Number of Primary Visits, Emergency Department Visits or Hospitalizations for Adults Aged 18 to
64 with or without Developmental Disabilities, in Ontario, 2009/2010

Average number Developmental
of visits disabilities
W with
A B without
O —

Primary care visits Emergency department visits Hospitalizations
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Primary care of adults with developmental disabilities

Canadian consensus guidelines
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Abstract

Objective To update the 2006 Canadian guidelines for primary care of adults
with developmental disabilities (DD) and to make practical recommendations
based on current knowledge to address the particular health issues of adults
with DD.

Quality of evidence Knowledgeable health care providers participating
in a ce ium and a sub ing group discussed and agreed
on revisions to the 2006 guidelines based on a comprehensive review of
publications, feedback gained from users of the guidelines, and personal
clinical experiences. Most of the available evidence in this area of care is
from expert opinion or published consensus statements (level I11).

Main message Adults with DD have complex health issues, many of
them differing from those of the general population. Good primary care
identifies the particular health issues faced by adults with DD to improve
their quality of life, to improve their access o health care, and o prevent
suffering, morbidity, and premature death. These guidelines synthesize
general, physical, behavioural, and mental health issues of adults with
DD that primary care providers should be aware of, and they present
recommendations for screening and management based on current
knowledge that practitioners can apply. Because of interacting biologic,
psychoaffective, and social factors that contribute to the health and well-
being of adults with DD, these guidelines emphasize involving caregivers,
adapting procedures when appropriate, and seeking input from a range of
health professionals when available. Ethical care is also emphasized. The
guidelines are formulated within an ethical framework that pays attention
to issues such as informed consent and the assessment of health benefits in
relation to risks of harm.

Conclusion Implementation of the guidelines proposed here would improve
the health of adults with DD and would minimize disparities in health and
health care between adults with DD and those in the general population.

Résumé

Objectif Mettre a jour les lignes directrices canadiennes de 2006 sur les
soins primaires aux adultes ayant une déficience développementale (DD) et
présenter des recommandations pratiques fondées sur les connaissances
actuelles pour traiter des probléemes de santé particuliers chez des adultes
ayant une DD.

Qualité des preuves Des professionnels de la santé expérimentés
participant & un colloque et un groupe de travail subséquent ont discuté et
convenu des révisions aux lignes directrices de 2006 en se fondant sur une
recherche documentaire exhaustive, la rétroaction obtenue des utilisateurs

This article has been peer reviewed.
Cet article a fait I'objet d'une révision par des pairs.
Can Fam Physician 2011;57:541-53

La traduction en frangai

KEY POINTS As a group, adults with
developmental disabilities (DD) have poarer
health and greater difficulty aceessing
primary care than does the general

population. They have different pattems
of illness and complex interactions among
comorbidities. These quidelines update the

general, physical, behavioural, and mental
health recommendations for adults with DD,
especially for those conditions not screened
for by routis

general population. Ethical issues, such as
informed consent and assessment of benefits
in relation to risks, are addressed. Among the
most important updates are consideration of
atypical manifestations of pain and distress in
adults with DD and a strong recommendation
to avoid inappropriate lng-term use

of antipsychatic medications to address
behavioural issues.

ine health assessments of the

POINTS DE REPERE Collectivement,

les adultes ayant des déficiences
développementales (DD] sont en moins
bonne santé et ont plus de difficultés 3 avoir
accés aux soins primaires en comparaison

de lensemble de la population. Les maladies
évoluent différemment et présentent entre
elles des interactions complexes chez ces
personnes, Les lignes directrices font la

mise en jour des recommandations pour 3
santé générale, physique, comportementale
€t mentale des adultes ayant une DD, en
particulier pour les problémes qui ne

sont pas dépistés dans les évaluations
systématiques de la santé dans la population
en général. Elles traitent des questions
dordre éthique, comme le consentement
éclaire et ['évaluation des bienfaits par
rapport aux risques. Parmi les mises 4 jour
les plus importantes, on peut mentionner

les manifestations atypiques de Ia douleur

et de la détresse chez les adultes ayant

une DD et une trés forte recommandation

d éviter lutilisation 3 long terme inappropriée
des antipsychotiques pour les problémes
comportementaux.

s la table
du numéro de m 4 la page e154
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Evaluate guideline-recommended primary care for adults with
developmental disabilities in Ontario (CHAPTERS 4, 5 AND 6)

Screen for Life

Cancer screening sees what you can't
a Breast a Cervical o

2010 clinical practice guidelines for the diagnosis
and management of osteoporosis in Canada: summary

Alexandra Papaioannou MD MSc, Suzanne Morin MD MSc, Angela M. Cheung MD PhD,
Stephanie Atkinson PhD, Jacques P. Brown MD, Sidney Feldman MD, David A. Hanley MD,
Anthony Hodsman MD, Sophie A. Jamal MD PhD, Stephanie M. Kaiser MD, Brent Kvern MD,
Kerry Si oski MD, William D. Leslie MD MSc; for the Scientific Advisory Council of
Osteoporosis Canada




Clinical Review | Primary care of adults with developmental disabilities

Table 3. Preventive care checklist for adults with developmental disabilities: The level of evidence is indicated for each
recommendation and is based on the cited reference or references.

LEVEL OF
CONSIDERATIONS RECOMMENDATIONS EVIDENCE

GENERAL ISSUES IN PRIMARY CARE OF ADULTS WITH DD

1. Disparities in primary care exist between adults with DD and the  a. Apply age- and sex-specific quidelines for preventive health |
general population. The former often have poorer health, increased ~ care as for adults in the general population.™" Perform an

morbidity, and earlier mortality.” Assessments that attend fo the annual comprehensive preventive care assessment including

specific health issues of adults with DD can improve their primary physical examination and use quidelines and tooks adapted for

care.” adults with DD.*

2. Etiology of DD is useful to establish, whenever possible, as it often  a. Contact a genetics centre for referral criteria and testing Il
informs preventive care or treatment.™" protocols concerning etiologic assessment of adults whose DD is

of unknown or uncertain origin.™"

Advances in genetic knowledge continue to enhance detection of b. Consider reassessment periodically if a previous assessment was Il
etiology. " inconclusive, according to the criteria of the genetics centre.”

3. Adaptive functioning can decline or improve in some adults with . Refer to a psychologist for assessment of functioning if the Il
DD. A current assessment of intellectual and adaptive functioning helps patient has never been assessed during adolescence or adulthood,
to determine necessary care and supports, and establishes a baseline  or if a considerable life transition is expected (eg, cessation of
for future assessment.' schooling or transition from middle to old age).
b. Consider reassessment if indicated, comprehensively or in 1l
specific areas, to determine contributing factors to problem
behaviour (see guideline 22).7

4, Pain and distress, often unrecognized = might present atypically in -~ a. Be attentive to atypical physical cues of pain and distress using Il
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Table 3 contiued from page 546

LEVEL OF
CONSIDERATIONS RECOMMENDATIONS EVIDENCE
20. Infectious disease prevention and screening. Even though a. Follow guidelines for routine immunization of adults. "™ i
immunization is a crucial component of preventive care, adults with DD b. Ensure influenza and Streptococcus pneumoniae vaceinations i
might have limited awareness of immunizations.*™™ are current and offered when appropriate."™

e. Discuss the human papillomavirus vaccine with female patients Il
with DD between the ages of 9 and 26y and, if appropriate, their
substitute decision makers."”

It is important to screen for infectious diseases (eq, hepatitis B, HIV,  d. Screen for infectious diseases based on the patient’s risk i

and H pylori) in adults with OD. factors for exposure (for H pylori see 15¢, 15d).
Some adults with DD have an increased risk of exposure to infectious e, Offer hepatitis A and B screening and immunization to all i
diseases (eg, hepatitis A and B)."%™ at-risk adults with DD,"™"™ including those who take potentially
hepatotoxic medications or who have ever lived in institutions or
group homes.™

21. Cancer screening is an essential aspect of preventive care. However, a. Perform reqular cervical screeming for all women who have I
adults with DD are less likely than those in the general population to be been sexually active.™

included in preventive screening programs such as cervical screening,”™  b. Perform annual breast screening, including mammography, for i
breast examination, mammography, and digital rectal examination®  female patients with DD aged 50-69 y.™

They are also less likely to do self-examination or to report ¢. Perform an annual testicular examination for all male patients i
abnormalities. Colorectal cancer risk is considerably greater for women  with DD.™
than for men with D0."™ d. Sereen for prostate cancer annually using digital rectal Il

examination from age 45 y for all male patients with DD.™
e. Sereen for colon cancer regularly in all adult patients with DD I

U'Ld.ﬁLthﬂl" Bl y 120,125
BEHAVIOURAL AND MENTAL HEALTH GUIDELINES FOR ADULTS WITH DD
22. Problem behaviour, such as aggression and self-injury, is not a a. Before considering a psychiatric diagnosis, assess and address |

psychiatne disorder but might be 2 symotom of 3 health-related sequentiallv possible causes of problem behaviour including
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Proportion of Eligible Population with or without Developmental Disabilities who had a
Periodic Health Examination or Screening for Colorectal, Breast or Cervical Cancer

Proportion (%)
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Proportion of Women Aged 50 to 64 Years With or Without Developmental Disabilities Who Had a
Mammogram in the Previous Two Years, by Neighbourhood Income Quintile, in Ontario, 2009/10 to 2010/11

Women (%)
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Chronic Disease Management
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Canadian Diabetes Association Clinical Practice Guidelines

People with diabetes should have a retinal eye exam once every one to two years.
In effect during the period of study; updated in 2013

Consensus Guidelines for Primary Health Care of Adults with Developmental Disabilities

Develop crisis plans in consultation with patients at risk of crisis and their caregivers.

Review this plan annually and after any crisis.

In effect during the period of study; updated in 2011.

Clinical Practice Guidelines for the Diagnosis and Management of Osteoporosis
Bone mineral density testing is recommended for postmenopausal women and for men
over the age of 50 with one of the other major risk factors for fracture. A prior fragility

fracture occurring after the age of 40 is considered a major risk factor for osteoporosis.
In effect during the period of study; updated in 2010.



Chronic Disease Management

Proportion of Eligible Population with or without Developmental Disabilities who had Recommended
Management of Diabetes (eye exam), Psychiatric Emergency Visit Follow-up or Fracture follow-up.

Proportion (%)
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Clinical Review | Primary care of adults with developmental disabilities

Table 3 conlived from page 547

COMNSIDERATIONS

RECOMMENDATIONS

LEWEL OF
EVIDENCE

26. Interventions other than medication are usually effective for
preventing or alleviating problem behaviours, 13314415

a. To reduce stress and anxiety that can underlie some problem
behawviours, emotional disturbances, and psychiatric disorders,
consider such interventions as addressing sensory issues (eq,
underarousal, overarousal, hypersensitivity], environmental
modification, education and skill development, communication aids,
psychological and behaviour therapies, and caregiver support.™*

b. Cognitive behavioural therapy can be effective in decreasing anger
and treating anxiety and depression in adults with DD.=857

c. There is increasing evidence of the efficacy of psychotherapy for
emotional problems (eq, related to grief, abuse, trauma) that might
underlie aggression, anxiety, and other such states s8-8

27. Psychotropic medications [eg, antidepressants] are eftective for
robust diagnoses of psychiatric disorders in adults with DD'™ as in the
general population.'s*

Psychotropic medications, howewver, can be problematic for adults with
DD and should therefore be used judiciously. Patients might be taking
multiple medications and can thus be at increased risk of adverse
medication interactions. Some adults with DD might have atypical
responses or side effects at low doses. Some cannot describe harmful or
distressing effects of the medications that they are taking %'

When unable to pinpoint a specific psychiatric diagnosis, behaviours of
concern might serve as index behaviours against which to conduct a
trial of medications."™"™

28. Antipsychotic medications are often inappropriately prescribed for
adults with behaviour problems and DD.'%8 |n the absence of a robust
diagnaosis of psychotic illness, antipsychotic medications should not be
regarded as routine treatments of problem behaviowrs in adults with
DD_III

Antipsychotic medications increase risk of metabolic syndrome and can
hawe other serious side effects (eg, akathisia, cardiac conduction
problems, swallowing difficulties, bowel dysfunction).**"5s

a. When psychiatric diagnosis 1s confirmed atter comprehensive
assessment, consider psychotropic medication along with other
appropriate interventions as outlined in guideline 26."%

b. “Start low, go slow” in initiating, increasing, or decreasing
doses of medications."®"

c. Arrange to receive regular reports from patients and their
caregivers during medication trials in order to monitor safety,
side effects, and effectiveness.’™™

d. Im addition to reviews every 3 mo (see guideline 5), also review the
psychiatric diagnosis and the appropriateness of prescribed medications
for this diagnosis whenewver there is a behavioural change 3453

e. Having excluded physical, emotional, and environmental
contributors to the behaviowrs of concern, a trial of medication
appropriate to the patient’s symptoms might be considered.

a. Do not use antipsychotic medication as a first-line treatment
of problem behaviours without a confirmed robust diagnosis of
schizophrenia or other psychotic disorder.’'

b. Carefully monitor for side effects of antipsychotic medication,
including metabolic syndrome. Educate patients and caregivers to
incorporate a healthy diet and regular exercise into their lifestyle.?*
c. Reassess the need for ongoing antipsychotic medications at
regular intervals and consider dose reduction or discontinuation
when appropriate (also see guidelines 5 and 27).3¢

29. Behavioural crises can occasionally arise that might need
management in an emergency department.’-17

a. When psychotropic medications are used to ensure safety
during a behavioural crisis, ideally such use should be temporary
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Proportion of Adults aged 18 to 64 years with Developmental Disabilities (ODB Program Eligible) by number
of medications dispensed concurrently on Census Date (Oct 1, 2009)

Adults (%)

50 —

0 1 24 57 810 1+

Medications (n)



—

Proportion of Adults aged 18 to 64 with Developmental Disabilities who were eligible for the Ontario Drug
Benefit Program AND were dispensed five or more medications*, by regular follow-up (3 or more visits in
the year following October 1, 2009) with the same family physician, in Ontario, October 1, 2009

Dispensed 5 or more medications

No regular Regular
follow-up follow-up

32.2% 67.8%

*22%




Proportion of Adults aged 18 to 64 years with Developmental Disabilities (ODB Program Eligible) Dispensed
Antipsychotics who are Dispensed 2 or more Antipsychotics concurrently on Census Date* (Oct 1, 2009) and
Continuously for 3 or 6 months

Adults (%)
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40 —
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20 —

*1 in 5 of those

Dispensed two or more antipsychotics Dispensed the same antipsychotics Dispensed the same antipsychotics
concurrently continuously for 3 months continuously for 6 months prescri bed anti pSyChOtl CcS
Antipsychotic use
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“When the doctor writes a prescription, it would be better to
have it in terms that people with disabilities can understand,
because we can’t always expect our parents to be there to

help.”- Andrew
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Atlas on the Primary Care Conclusions
of Adults with Developmental S o e

developmental disabilities that need to be addressed if processes. This includes focusing on the development
. LA I ° . Ontario is to meet the standards set out in the Excellent and maintenance of care plans, fostering collaboration
Disabilities in Ontario e . e S
achieving needed ch the broader health care context of other relevant sectors, and an emphasis on financial
that supports primary care provision also needs tobe structures required to support collaborative care.
summary considered We propose changes in three areas:
28 h ships with thelr
1. Improving quality of primary care based on best families and their paid caregivers. Toimprove
November 2013 evidence and care standards. This includes a balanced accessibility and quality of care, it is essential that the
emphasis on mental and physical healthissues and on patient be at the centre of care and that those involved in
the prevention and management of disease. Care supporting the individual, whether paid or unpaid, be
quires an interprofessional approach with hasi ized for the vital role they play.
on embeddi ideli d clinical tools into daily
practice.
Next Steps

Futy h d xpand beyond primary care to the
broader health yst d should f those
critical subgroups that experience the most significant
difficulties in receiving optimal care. The Atlas provides an
important starting point fromwhich to identify gapsin
primary care and approaches for addressing them.At the
core of this future researchwill be the collaborative cross-
sectoral relationships developed through this project.
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http://www.surreyplace.on.ca/Primary-Care/Pages/Tools-for-care-givers.aspx
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Tools for people with disabilities

Investigative team
Research
e et DD CARES cares about your health!
mmm We are trying to find ways to make it easier for individuals with developmental disabilities to communicate with family doctors and with health care
Communications . . . . . .
providers (like doctors, nurses and social workers). We have a few ideas that we think will help.

Resources and tools
= Toals for people with Some things that we have are:

disabiities

= Tools for caregivers

= Tools for healthcare

providers An AboutMe healthcare passport! This helps you tell healthcare providers
lews how they can best help you.
Links
Contact us It includes things like:

¢ What are things you like?

¢ What are things you don't like?

s Are you scared of the hospital?

* Do you have any special health information?

Please click here if you would like to hear all about
the AboutMe passport!

A Crisis Plan! Thisis something you can fill out with people in your life who help you. It might help you to prevent a crisis from happening. Or, if a
crisis does happen, it can help everyone who supports you to know what to do.

an Exit Interview! Thisis something that you can ask the doctor or nurse to fill out after you see them. It can you to better understand what
happened during your appointment or hospital visit, and know what you should do afterwards.

If you would like to talk with us, or help us work on the tools, please contact us!

You can call us at (416) 535-8501, extension 77832 (ask for Andrea);
You can email us at ddcares@cambh.ca
You can send a letter to DD CARES (Andrea Perry), 501 Queen St. West, Toronto ON, M5V 2B4

www.hcardd.ca |




What don't we know?
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Questions?

Yona Lunsky, PhD,-C.Psych
Director, H-CARDD Program——
Clinician Scientist, Underserved Populations Program
Centre for Addiction-and Mental Health
Yona.lunsky@camh.ca
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