
 
 

Health Care Access Research and 
Developmental Disabilities: Providing 

Evidence of Health Disparities 
 



Outline 

• The creation of a unique research partnership 

 

• The making of an Atlas 

 

• The use of research to change practice 



But first…..the WHY 

• At increased 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 a result 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. 



Once upon a time… 











BUT… 

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

 

• NO ONE SECTOR HAS ALL THE NEEDED DATA! 



Health Care Access Research and 
Developmental Disabilities (H-CARDD) 

 

13 

www.hcardd.ca 





The making of an Atlas 

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

 

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

 

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

 



The making of an Atlas 

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

 

 

 

Data taken from: 

Hospital stays 

Visits to Doctors’ offices 

Emergency department 

visits  

 

Database from 

MCSS  

 

OW, ODSP 

MERGED cohort 

ICES cohort MCSS cohort 

ICES Data 
Holdings 

SDMT 
Database 

April 2009 – March 2010 April 2009 – March 2010 



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 (CHAPTER 2) 

Health 

(37%) 

Disability 

Income 

(33%) 

OVERLAP 

(30%) 

  

Prevalence  

Health:  0.52 

Disability 

Income:  0.49 

MERGED: 0.78 

(n = 66,000+) 



Prevalence of DD in Ontario 



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

Ontario, 2009/2010 



Adults with DD in Ontario 

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



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



The making of an Atlas 

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

– CHAPTER 3: Health Service Utilization 
• Patient Enrolment Models 

• Family Health Teams 

• Continuity of Care 

– CHAPTER 4: Secondary Prevention 

– CHAPTER 5: Chronic Disease Management 

– CHAPTER 6: Medication Use 

 



Health Service Utilization 



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 



The making of an Atlas 

3. Evaluate guideline-recommended primary care for adults with 
developmental disabilities in Ontario (CHAPTERS 4, 5 AND 6) 

 



 



 



Secondary Prevention 



Proportion of Eligible Population with or without Developmental Disabilities who had a 
Periodic Health Examination or Screening for Colorectal, Breast or Cervical Cancer 
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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 



Chronic Disease 

Management 



Chronic Disease Management 

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 
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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. 
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Medication Use 



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) 
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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 

 
*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 

Medication Use 

 
*1 in 5 of those 

prescribed antipsychotics 
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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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How can we  

 
use research  

 
to change practice? 

42 



Thunder  

Bay 

Kingston Toronto 
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http://www.surreyplace.on.ca/Primary-

Care/Pages/Tools-for-care-givers.aspx 

http://www.surreyplace.on.ca/Primary-Care/Pages/Tools-for-care-givers.aspx
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www.hcardd.ca 



 
 
 
 

What don’t we know? 
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We don’t know what we don’t know. 



Practice Change 

Ingredients for Change 



 

 

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 

 


