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Agenda 

Background 

•  Research evaluating health of people with developmental 
disabilities (DD) in Ontario and access to health services  

•  Primary Care of Adults with DD: Canadian Consensus Guidelines 
and Tools 

Discussion 

Implementation 

•  Caregiver Health Assessment, Cumulative Patient Profile and 
Preventive Care Checklist for adults with DD 

•  Use of Consensus Guidelines and Tools in the context of a Family 
Health Team 

Discussion and Conclusion 
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Background 
RESEARCH 



5 

Health Care Access Research and 
Developmental Disabilities:  

Using the guidelines in Ontario to 
evaluate health and health services  

at population level 
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Project Team 

•  Project Lead 
–  Yona Lunsky, CAMH, U of T 

•  Core Working Group and Investigative Team 
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Rationale 

•  Adults with IDD are at increased risk for 
experiencing health problems compared to 
the general population 

•  Healthcare system fragmentation, lack of 
resources, lack of access to information and 
inadequate training have all been cited as 
contributing factors 
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Rationale 

•  Not much Canadian research 
•  Need for more comprehensive data on 

individuals with IDD 
•  In Canada there is evidence that individuals 

with IDD are more likely to be admitted for 
preventable hospitalizations than others 
without IDD (Balogh, 2010) 

Indicator of poor primary care 
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Objectives 

1.  Create and evaluate datasets including anonymized 
information on large numbers of individuals with IDD in 
Ontario  

2.  Describe primary care use of adults with IDD 

3.  Evaluate how good primary care provided to adults with 
IDD is using a set of indicators  

Healthcare Access Research and 
Developmental Disabilities 
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Example of  Guideline 
recommendations 
•  Perform an annual comprehensive preventive 

care assessment including physical examination  
–  and use guidelines and tools adapted for adults with 

DD 
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Data Linkage 

Data taken from: 

Hospital stays 

Visits to Doctors’ 
offices 

Emergency 
department visits  

Data taken from: 
MCSS Ontario 
Disability  Support 
Program 

MERGED cohort 

Health 
Admin 
Data 

Community 
and Social 
Services 

Data 

N=39,000 n=44,000 

n=65,000 
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Comparison of Healthcare Users in Ontario with and 
without IDD: Age Distribution 
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Age groups  

%
People with IDD 

People without IDD 
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Comparison of Healthcare Users in Ontario with and 
without IDD: Morbidity 
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Morbidity level 

%

People with IDD 

People without IDD 
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Comparison of  Healthcare Users in Ontario with and 
without IDD: Rates of  Chronic Conditions 
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%
People  
without IDD 

People with IDD 
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Proportion of Healthcare Users in Ontario with and 
without IDD: Rates of Comprehensive Health Check 
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Proportion of Healthcare Users in Ontario with and 
without IDD: Visit to primary care physician 
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Proportion of Healthcare Users in Ontario with and 
without IDD: Receiving care from FP in FHT 
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Implications for Policy and Practice 

•  HCARDD provides vital information for planning 
and evaluation of health and social services for 
adults with IDD 

•  Has developed a methodology for evaluating the 
guidelines 

•  Providing baseline information to assess impact 
•  Future research can look at population level 

results for all persons receiving services from 
Family Health Teams  

18 
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Background 
CANADIAN CONSENSUS GUIDELINES 
AND TOOLS 
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Consensus Guidelines (2006, 2011)  

•  4-day colloquium involving 50 primary care 
providers and consultants with expertise and 
experience in IDD 

•  Comprehensive bibliography on IDD and 
health care issues 

•  6 commissioned synthesis papers reviewing 
bibliography and proposing specific guidelines 

•  Group discussions 
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Consensus Guidelines (2006, 2011)  

•  Criteria for selecting and prioritizing guidelines 
from the POMONA project (2004) 

•  Criteria for assigning strength of supporting 
evidence 

–  Level I = at least one properly conducted RCT, systematic 
review, or meta-analysis;  

–  Level II = other comparison trials, non-randomized, cohort, 
case-control; 

–  Level III = expert opinion 

•  Ethical principles 
•  Feasibility of implementing the guidelines 
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Consensus Guidelines (2006, 2011)  

•  Publication and distribution (40,000 paper copies of 
guidelines & tools to primary care providers, nurses, 
and family medicine training programs in Canada) 

•  Translation into French 

•  Website 
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Tools (2011) to implement Guidelines  
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Tools  

•  Electronic versions available on the web: 

www.surreyplace.on.ca/Clinical-Programs/
Medical-Services/Pages/PrimaryCare.aspx 

•  Paper copies available from MUMS Guidelines:  
www.mumshealth.com  
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•  General Issues, e.g., 
–  Genetic Assessment 
–  Adaptive Functioning  
–  Psychological Assessment 
–  Informed Consent 

•  Physical Health Issues, e.g., 
1.  Cumulative Patient Profile  
2.  Preventive Care Checklists  
3.  Health Watch Tables 

•  Behavioral and Mental Health Issues, e.g.,  
–  Understanding Behavioral Problems and Emotional Concerns  
–  Auditing Psychotropic Medications  
–  Essential Information for the Emergency Department 
–  Guidance about Emergencies for Caregivers  
–  Crisis Prevention and Management Plan 

Tools  
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DISCUSSION 
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BREAK 
Start at 2:50 pm – Thank you 
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How Can Family Health Teams 
Promote the Health of People with 

Developmental Disabilities? 

Practical Steps that Teams Can Implement 
and Extend to Other Special Populations 
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Implementation 
CAREGIVER HEALTH ASSESSMENT, 
CPP, AND PCC 



31 

Overview 

•  Caregiver Health Assessment 

•  Cumulative Patient Profile (CPP) for adults with 
developmental disabilities (DD) 

•  Preventative Care Checklist (PCC) 

-  For adult females with DD 

-  For adult males with DD 
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Caregiver Health Assessment Tool 

•  To collect a comprehensive history (over time) 

•  Identifies communication & health needs  

•  Facilitates collaboration 

•  References: 

–  CHAP (Lennox 2005) & Health Assessment Program 
(Massachusetts dept. of Mental Retardation 2007)  

–  Tools for Primary Care of People with DD (2011) 
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Caregiver Health 
Assessment Tool 

•  Contact Info - SDM 
•  Part 1: Background Info 

–  Family History 
–  Health Indicators 

•  Part 2: Head to Toe 
•  Part 3: Other Info 
•  Health Care Providers & 

Specialists 
•  Appendix: Annual Health 

Review Summary 
•  Appendix: Doctor’s 

Appointment 
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•  Part 1: Family 
Medical History to 
highlight possible 
risk factors 

•  Health Indicators 
–  Social History 
–  Sleep 
–  Pain 
–  MedicAlert 

•  Part 2: Physical 
Health (Head to Toe 
Review), Behaviour 
& Mental Health 

Caregiver Health 
Assessment Tool 
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•  Part 3: Other 
Important Health 
Info 

•  Appendices: 
–  Annual Health 

Review Summary 
–  Doctor’s 

Appointment 

Caregiver Health 
Assessment Tool 



36 

Primary Care Tools available on 
Surrey Place Centre’s website  
(enter “Primary Care” in Search 
box) 
http://www.surreyplace.on.ca/
Clinical-Programs/Medical-
Services/Pages/PrimaryCare.aspx 

Primary Care Tools: CPP & PCC 



37 

CPP 

Tools for the Primary Care of 
People with DD, pages 30 - 33 
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CPP 

Highlights 
•  Decision-Making Capacity 
•  Special Needs and Communication 
•  Problem List 
•  Current Medications & Record of Past Meds 
•  Allergies 
•  Immunizations 
•  Family & Past Health History 
•  Personal History 
•  Risks 
•  Reminders 
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PCC adult females 

Tools for the Primary Care of 
People with DD, pages 35 - 36 
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PCC adult males 

Tools for the Primary Care of 
People with DD, pages 37 - 38 
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Implementation 
GUIDELINES AND TOOLS  
IN THE CONTEXT OF  
A FAMILY HEALTH TEAM 
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   Implementing Guidelines and Tools 

“Disparities in primary care exist …” 
   

    Family Health Team 

Goal:  
Perform an annual comprehensive preventive 
care assessment 
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Setting: Queen’s Family Health Team 
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Implementing Guidelines and Tools in FHT    

Consensus  
Identify patients   

Point-of-care resources  
Invite patients, update  

Obtain past records  
Appointments  
Team meeting  

Follow-up   
Evaluation  

Team 
Data support person 
Adapt Guidelines and Tools 
Receptionists 
Medical records clerk 
NPs and MDs 
+ RN, SW, pharm, dietician 
NPs and MDs 
Patient and caregivers 
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Consensus 
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Identify patients 
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Point-of-care resources: 

DD Health Review form in EMR 
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Resource page linked to items in the  

DD Health Review form 
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Invite patients to take part 

Caregiver Health Assessment 



50 

Implementing Guidelines and Tools in FHT    

Consensus  
Identify patients   

Point-of-care resources  
Invite patients, update  

Obtain past records  
Appointments  
Team meeting  

Follow-up   
Evaluation  

Team 
Data support person 
Adapt Guidelines and Tools 
Receptionists 
Medical records clerk 
NPs and MDs 
+ RN, SW, pharm, dietician 
NPs and MDs 
Patient and caregivers 
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First appointment with NP  

Second appointment with MD 
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Case presentation  

at monthly Clinical Team Meeting 
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Follow-up appointment 
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Evaluation 

•  Patient and caregiver surveys 
•  Key indicators from chart review, e.g.,  

–  % of FHT patients with DD, who  
•  received a comprehensive health review 
•  were reviewed at clinical team’s monthly meeting 
•  had follow-up visits 
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DISCUSSION 

How can the DD Guidelines and Tools  
be most effectively implemented  

in a Family Health Team? 
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