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Overview: Provincial (Ontario) 
and International Initiatives

• The OHTN Cohort Study
• Positive Spaces, Healthy Places
• The NA-ACCORD (North American AIDS 

Cohort Collaboration on Research on Design)

HIV and AIDS in Ontario

• At the end of 2005, 26,461 people were ever 
diagnosed with HIV in Ontario. Roughly 25% 
are women

• It is estimated that 27% of people in Canada 
with HIV are unaware of their infection, 
increasing the previous number to 33,605.

• 57% of HIV infections in 2005 attributed to 
MSM, 11% to IDU, 7% endemic country, 22% 
heterosexual sex, and 3% to other exposures.

The OHTN Cohort Study

• Third generation / revitalization of HOOD
• Longitudinal retrospective cohort study of 

approximately 4,000 people infected with 
HIV in Ontario

• Informed consent provided to study
• Largest HIV cohort in Canada

OHTN Cohort Timeline
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The OHTN Cohort Study

The OHTN Cohort Study (OCS) collects health 
related data from people living with HIV/AIDS 
throughout the province of Ontario. OCS data are 
used by researchers and health care providers to 
improve:

Our understanding of HIV/AIDS 
Optimal HIV/AIDS treatment strategies 
Access to care and treatment for people 
living with HIV/AIDS

What Data is Available?

• Clinical data are collected (extracted) from 
patients’ medical records (by hand or by CMS) 
dating to their first HIV positive test result.

• Data updated at least every 6 months
• Yearly interviewer administered questionnaires 

/ survey which includes detailed socio-
demographics and social determinants of 
health information.

• Linkages to administrative databases (such as 
OHIP, Public Health Laboratories, etc.) to 
further expand the OCS dataset.

Schematic of OCS: Data Access OCS Governance Structure

OCS Governance Committee

• Governs use of and access to OCS data
• Membership: Composed of 50% + 1 persons 

living with HIV with researchers and health 
policy lawyer

• Committee reviews research protocols
• Recommends research policies to OHTN Board 

of Directors
• Reviews research output for consistency with 

OHTN values & principles

OCS Scientific Steering Committee

• Develops research agenda and principal aims 
and objectives with input from the community

• Oversees all research projects using OCS data
• Composed of representatives from all OCS 

sites, Chair of Governance Committee and 2 
community representatives

• Each SSC member sits on 1 of 3 OCS working 
groups
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OCS Working Groups

• Sociobehavioural and Health Services 
Working Group
Principal Aims:

• Examine the social context of HIV/AIDS in 
Ontario

• Examine issues related to health services use 
among people living with HIV in Ontario

• Examine issues related to mental health and 
addictions among people with HIV in Ontario

OCS Working Groups

• Genotyping Working Group
Principal Aims:

• Examine the factors involved in the evolution of 
HIV drug resistance

• Examine the clinical impact of drug resistance
• Determine optimal management and care 

strategies in the face of drug resistant HIV

OCS Working Groups

• Clinical Working Group
Principal Aims:

• Examine HIV infection and its complications
• Examine HIV treatment and its complications
• Examine chronic diseases and conditions 

associated with HIV infection (e.g., cardiovascular 
and co-infection complications, cancer, 
neurocognitive impairments)

Vulnerable Populations

The OHTN Cohort Study (OCS) can be 
used to monitor and address issues 
among vulnerable populations infected 
with HIV
– Injection drug users (8.3%)
– Aboriginal Peoples (3.6%)
– Women (10.8%)
– People from endemic countries (6.0%)
– Youth

Examples of Research on Vulnerable 
Populations Using the OCS

• Analyses of quality of care, comparing persons 
from vulnerable populations to the rest of the 
cohort.

• Analyses of access to treatment (e.g., anti-
retroviral treatment, treatment for hepatitis C 
co-infection, etc.) among vulnerable 
subpopulations such as injection drug users, 
and their relative risks for morbidity and 
mortality

Examples of Research on Vulnerable 
Populations Using the OCS

• Expansion of data collection on the social 
determinants of health: enable examination of 
quality of life as an outcome of treatment, as 
well as the relationship between a range of 
social determinants of health (such as housing, 
employment, social support, income) and 
adherence to treatment, as well as both clinical 
and quality of life outcomes

• These results can also be compared across 
different vulnerable populations
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Investigator Group
Principal Investigators

Ruthann Tucker, Executive Director, Fife House
Dr. Saara Greene, York University, School of Social Work
Dr. Dale Guenter, McMaster University, CLEAR Unit

Co-Investigators
Michael Sobota, Executive Director, AIDS Thunder Bay
Jay Koornstra, Executive Director, Bruce House
Steve Byers, Executive Director, AIDS Niagara
Lea Narciso (On Leave), Ontario AIDS Network 
LaVerne Monette, Executive Director, Ontario Aboriginal AIDS Strategy
Dr. Steven Hwang, Centre for Research on Inner City Health (CRICH), Univ of Toronto
Dr. James Dunn, CRICH, Univ of Toronto
Dr. Sean B. Rourke, OHTN, Univ of Toronto, CRICH

Project Coordinator
Dr. Amrita Ahluwalia

Peer Research Assistants
D. Hintzen, James Watson, Jim Truax, Michael Hamilton, Pius J. White, Marie Kayitesi

Funders

Ontario Ministry of Health and Long-term Care, 
AIDS Bureau - $35,000

Ontario HIV Treatment Network (OHTN) -
$170,000 + in-kind (office space, 
teleconference calls etc)

Ontario AIDS Network (OAN) - $6,600

Total = $530,350 over 3 years

Canadian Institutes of Health Research (CIHR) 
- $300,000

Wellesley Institute - $18,750

Partners

Fife House

School of Social Work, 
York University

Clear Unit McMaster 
University

Ontario Aboriginal 
HIV/AIDS Strategy

Ontario AIDS 
Network

Bruce HouseAIDS Niagara AIDS Thunder BayCommunity-Based 
AIDS Service 
Organizations

Universities 
Hospitals & 
Research 
Centres

QuickTime™ and a
TIFF (Uncompressed) decompressor

are needed to see this picture.
University
of Toronto

PSHP Study Objectives
• Establish a baseline of the housing status of 

PHAs in Ontario. 
• Identify the range of housing and supportive 

housing options currently available to PHAs in 
Ontario, including those provided by ASOs, 
community-based health and social service 
organizations and other housing and/or 
homelessness agencies.

• Identify the characteristics of appropriate 
housing and supportive environments for PHAs 
applicable at various stages of the disease 
course.
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PSHP Study Objectives (2)
• Determine the kind of housing options desired or 

required by PHAs that will ensure access to health 
care, treatment and social services.

• Identify the factors that affect the housing status and 
stability of PHAs; and to understand how such factors 
may impact the physical and mental health of PHAs 
and their access and utilization of health care, 
treatment and social services. 

• Determine possible variations in the housing and/or 
homelessness experiences of PHAs from specific 
communities: aboriginal communities, ethnocultural 
communities, women, families, sexual identities, youth 
and ex-prisoners.

Demographics

43 (8)
(range 20-70)

46 (8)
(range 20-55)

45 (8)
(range 26-70)

43 (8)
(range 25-65)

43 (8)
(range 21-70)

Age (in yrs)

54% Gay
08% Bisexual
36% Heterosex

23% Gay**
08% Bisexual
68% Heterosex

51% Gay
09% Bisexual
36% Heterosex

36% Gay**
10% Bisexual
53% Heterosex

62% Gay
08% Bisexual
29% Heterosex

Sexual
Orientation

Less than HS: 22%
Finished HS: 22%
Some College: 23%
College degree: 28%

Less than HS: 45%**
Finished HS: 23%
Some College: 18%
College degree: 10%

Less than HS: 20%
Finished HS: 25%
Some College: 25%
College degree: 29%

Less than HS: 36%
Finished HS: 19%
Some College: 21%
College degree: 21%

Less than HS: 18%
Finished HS: 21%
Some College: 22%
College degree: 32%

Education

93%98%96%92%92%Speak English 
at Home

13%
(N=80)

31%***          
(10 / 2 / 0)

7%             
(2 / 4 / 0)

21%         
(10 / 7/ 3)

11% 
(28 / 10 / 0)

*Member of 
Aboriginal Grp

456 / 142 / 727 / 13 / 070 / 23 / 170 / 23 / 1289 / 83 / 5
Gender      
Male / Female / 
Transgender

Total 
(N=605)

Northern
Ontario 
(n=40)

Central &
Southwest 

(n=94)

Eastern
Ontario 
(n=94)

Greater
Toronto 
(n=377)

Ontario Sites

* First Nations / Mètis / Inuit; *** p < 0.001

Income, Expenses and Housing Risk

20%15%23%15%21%Currently working 
for pay

31%23%33%40%29%Housing at risk^ 
(mo. rent/income)

43%11%***39%43%48%Live in RGI Unit

$ 1,489
(0 - 17,500)**

$ 1,202
(350 - 3,800)

$ 1,535
(100 - 9,000)

$ 1,300
(300 - 4,000)

$ 1,559
(0 - 17,500)*

Gross monthly 
income (median)

57%55%55%65%56%Face difficulty 
buying food

54%65%55%57%51%Face difficulty 
buying clothes

$ 473$ 479$ 503$ 483$ 462Monthly amount for 
rent /mortgage 

Total 
(N=605)

Northern
Ontario 
(n=40)

Central &
Southwest 

(n=94)

Eastern
Ontario 
(n=94)

Greater
Toronto 
(n=377)

Ontario Sites

* 72% had income < $ 1,500/month; 90% had income < $ 2,500/month; income > $ 5,000/month (n=10); **75 % had income < $ 1,500/month

*** p < 0.01; ^ excluding those with RGI unit

No. of times moved in past year: Impact on HRQOL

-0.6

-0.4

-0.2

0

0.2

0.4

0.6

Move once (n=57) Moved 2 times (n=41) Moved 3 times or more
(n=32)

Overall Mental Health (p < 0.05) Overall Physical Health (p < 0.05)

Considering your income, how difficult is it to 
meet monthly housing costs: HRQOL Impact

-0.6

-0.4

-0.2

0

0.2

0.4

0.6

Not all difficult
(n=167)

A little difficult
(n=160)

Fairly difficult
(n=108)

Very difficult
(n=128)

Overall Mental Health (p < 0.005) Overall Physical Health (p < 0.005)

Key Findings and Main Messages
• 75% of sample report income less than $ 1,500 per month
• 1 out of 3 people living with HIV are at risk for losing their 

housing
• Number of times moved in the past year, as well as 

uncertainty about ability to meet monthly housing costs, 
has significant and negative effects on both physical and 
mental HRQOL
a) 42% of sample have significant difficulty meeting 

monthly housing-related costs and these individuals 
have lower health related quality of life relative to those 
who can make ends meet

b) Moving more than once in past year has a significant 
effect on both mental and physical health-related 
quality of life
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Key Findings and Main Messages
• Housing with support services has quality of life benefit
• Feeling of “belonging in one’s neighbourhood” and that 

“one’s home provides a good location of where to live” are 
significantly and positively related to virtually all health-
related quality of life dimensions.

• 1 out of 4 people living with HIV do not feel that they
belong in their neighbourhood

• 1 out of 3 people living with HIV often worry about being 
forced out of their homes and these individuals have lower
health-related quality of life

• 1 out of 5 people living with HIV do not feel that their 
home provides a good place for them to live

• People living in unstable housing situations are younger 
and have more substance-related issues and higher rates 
of being in jail

Website:
http://statepiaps.jhsph.edu/naaccord

NA-ACCORD Goals
• Establish a collaboration of NA HIV cohorts to address  

research questions that cannot be accomplished through 
smaller cohorts.

• Develop and apply novel statistical and epidemiological 
methodology to these scientific research initiatives.

• Establish a mechanism to identify, prioritize  and 
efficiently address new scientific issues that arise.

• Collaborate with other regional cohorts in IEDEA to 
compare results, and address questions of inter-regional 
importance. 

The OCS and the NA-ACCORD

• The OCS is also part of a larger NIH-
funded collaboration of multiple clinical 
databases from across North America: 
the NA-ACCORD

• With more than 95,000 patients enrolled, 
the NA-ACCORD will have the power to 
address clinical questions for vulnerable 
sub-populations (e.g., women, injection 
drug users, racial minorities)

NA-ACCORD Collaboration

• Single-site, multi-site and networked cohorts. 
• Spans academic medical centers and community-based 

facilities that deliver HIV primary and specialty care.
• Combination of classical (‘interval’) epidemiologic cohorts 

and clinical HIV cohorts with both HIV-seropositive and 
seronegative persons. 

• Access to unique specimen repositories for conducting 
translational and pathogenesis research.

• Represent over 50 sites with greater than 95,000 patients 
from the United States and Canada who collectively have 
produced over 1,500 HIV/AIDS publications over 20 years.  
However, for the most part, these NA cohorts have not 
collaborated to date.

Administrative Structure

Collaborating
Cohorts

Steering
Committee

Epidemiology/
Biostatistics Core

S. Gange

Administrative 
Core

R. Moore   M. Saag

Data Management
Core

M. Kitahata

ARV Effectiveness
Working Group

S. Deeks

Specimen Repository
Working Group

D. Haas

Toxicities & Comorbidities
Working Group

J. Gill
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NA-ACCORD
Collaborating Cohorts

Miami, FL
Los Angeles, CA

Iowa City, IA
Kansas City, MO

Houston, TX
Indianapolis, IN

Honolulu, HI
Greensboro, NC
Galveston, TX
Durham, NC
Detroit, MI
Denver, CO
Dallas, TX
Columbus, OH
Cleveland, OH
Cincinnati, OH
Chicago, IL
Chapel Hill, NC
Buffalo, NY
Brooklyn, NY
Bronx, NY
Boston, MA
Birmingham, AL
Baltimore, MD

Portland, OR
Providence, RI
Rochester, NY
Sacramento, CA
San Diego, CA
San Francisco, CA
San Leandro, CA
San Rafael, CA
Seattle, CA
St. Louis, MO
Stanford, CA
Stony Brook, NY
Tampa, FL
Torrence, CA

Minneapolis, MN
Nashville, TN
New Orleans, LA
New York, NY
Oakland, CA
Omaha, NE
Philadelphia, PA
Pittsburgh, PA

Washington, DC

Canadian Regions

British Columbia Ontario Southern Alberta Quebec

NA-ACCORD
Descriptive Statistics

IDU:

Heterosexual / Other:   

MSM:

Risk Category

38 yr
29%

11%
43%
44%

27%

40%

33%

Hispanic:
Caucasian:Median Age:

African American:Females:
Race / EthnicityCharacteristics

HIV Pos  95,000      HIV Neg  7,500 – 100,000  

Specific Aims (1)
• For patients who are highly antiretroviral (ARV)-experienced and 

have multi-drug resistant (MDR) HIV, we will determine the optimal 
management strategies to slow disease progression.

• Determine factors associated with disease progression in patients 
who are highly ARV-experienced and have incomplete viral 
suppression, and to characterize the risk of clinical deterioration 
based on these factors over time.

• Determine (and monitor) the prevalence of MDR virus and identify
factors associated with increased risk of disease progression in
MDR patients who have incomplete HIV viral suppression.

• Determine guidelines for using combination ARV therapy in patients 
with incomplete viral suppression.

Specific Aims (2)
• Determine the optimal initial treatment strategies with contemporary 

HAART regimens. 

• Determine the risk of disease progression (ADI and survival) and
treatment-related co-morbid events (dyslipidemia, diabetes mellitus, 
hypertension, cardiovascular disease) among patients who initiate 
HAART at higher CD4+ cell counts as compared with patients who 
delay ARV treatment.

• Determine whether the benefits and risks of early vs. late ARV 
initiation are consistent across sub-populations of patients.

• Determine the most potent regimen(s) for ARV-naïve patients that 
result in the greatest proportion of individuals with suppressed HIV 
RNA within six months from initiation, and to determine differences 
among sub-populations.


