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MESSAGE FROM 
THE CO-CHAIRS

Through our membership, individuals and 
organizations have many opportunities to participate 
in CWGHR’s work to improve quality of life through 
rehabilitation research, education and cross-sector 
partnerships.

We extend our heartfelt thanks to you for investing 
your time and energy toward improving the lives of 
people living with HIV/AIDS. Together we become 
the force that creates positive change in our country 
and around the world.

Deborah Randall-Wood and Glyn Townson, 
Co-Chairs
Board of Directors 

Dear fellow members, colleagues, funders, and other 
CWGHR supporters:

It is our pleasure to present this year’s Annual 
Report outlining the accomplishments of CWGHR 
over the past twelve months.

The energy and skills of the CWGHR staff, under the 
leadership of our Executive Director, Elisse Zack, have 
again performed admirably with the assistance of our 
stakeholders, Board of Directors and membership. We 
would also like to acknowledge the contributions of 
so many others who have given countless hours and 
have brought diverse areas of expertise to our work 
on HIV and rehabilitation. 2009-2010 has been a year 
of continued growth as our Committees worked on 
updating our strategic plan for the upcoming years, 
incorporating the newest evidence and experience 
to set the directions we envision for CWGHR.

A successful forum on HIV and Aging was held in 
March of 2010 and has set the stage for dialogue 
and continued partnerships with seniors groups who 
face similar issues but are not otherwise connected 
with HIV/AIDS. As with all great discussions, the 
forum raised more questions than answers and has 
set the groundwork for further discussion and 
research in this emerging area.

May 2010
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CWGHR has a national voluntary Board of Directors 
that includes representation from diverse stakeholder 
groups and plays a strong and significant role in 
governance and leadership. 

PROGRAMS 
CWGHR’s programs are based upon four pillars 
that are essential to developing and implementing 
effective, comprehensive and relevant rehabilitation 
policies and programs: 

 » Research 
 » Capacity Building/Knowledge Exchange
 » Policy Issues 
 » Practice

CWGHR’s activities may be understood as falling 
within four program or theme areas. While many 
activities fall under more than one of these areas, 
highlighted activities are described in this report 
under their primary area. All CWGHR activities 
involve partnerships with other HIV, disability and 
rehabilitation stakeholders. Educational activities 
and resource development are integral components 
of all of CWGHR’s programs.

 » Access to Rehabilitation
 » Income Security and Employment 
 » Integrated approaches to HIV and other 
Episodic Disabilities 

 » International Perspectives

VISION 
The daily lives of people living with HIV/AIDS  
will be improved in direct and meaningful ways 
through rehabilitation care, support and services.

MISSION
CWGHR is a leader and catalyst for improved  
rehabi litation services for people living with HIV 
through integrated research, education, policy  
and practice. 

MANDATE
Within its mission, CWGHR has three  
primary mandates:
 

 » a co-ordinating and advisory role on issues of 
disability and rehabilitation in the context of HIV. 

 » supporting and undertaking initiatives in 
rehabilitation in the context of HIV.

 » encouraging pan-disease collaboration to 
address issues experienced by people living with 
HIV and those with other complex episodic or 
chronic diseases.

The Canadian Working Group on HIV and Rehabi litation (CWGHR) is a national, multi-sectoral, 
multi-disciplinary organization, established in 1998 to address the emerging need for a national comprehensive 
response to rehabilitation issues in the context of HIV. As many people living with HIV began to live longer, 
primarily due to antiretroviral treatments, people also began to experience many of the disabling aspects of 
living with HIV and/or side effects of these life-saving treatments. The role for rehabilitation supports and 
services has correspondingly increased to address these disabling impacts of HIV.



4 CANADIAN WORKING GROUP ON HIV AND REHABILITATION

 » Developed an on-line version of  
the curriculum for e-learning access.

 » Developed an updated version of the original 
“Module 7: Rehabilitation: A comprehensive 
guide for the care of persons with HIV”, first 
developed in 1998. This updated resource will 
be available on-line for rehabilitation and 
other health care providers to guide their 
work in the care of people living with HIV.

 » Developed a toolkit of background infor mation 
on HIV and rehabilitation for people living 
with HIV and rehabilitation care providers.

 » Expanded the HIV and rehabilitation 
mentorship program for sustainable learning 
opportunities for rehabilitation professionals.

CWGHR aims to improve access to rehabilitation programs and services for people living  
with HIV. This requires a multi-faceted approach, including increasing awareness among 
people living with HIV of the roles and potential benefits of rehabilitation 
as well as inclusion of rehabilitation services as part of their care. At 
the same time, we need to increase awareness among rehabilitation 
providers (including physiotherapists, occupational therapists, 
speech-language therapists) and other health care providers 
about working with people with HIV to address and/or 
prevent HIV-related health and social challenges.

ACCESS TO 
REHABILITATION

Increasing awareness
among people living

with HIV about
rehabilitation

Increasing awareness
among rehabilitation

care providers 
about HIV

Advancing
policy and 

program issues

Promoting and
undertaking
new research

INCREASING
ACCESS TO

REHABILITATION

The overall work of CWGHR in this area is 
guided by CWGHR’s Research, Education and 
Practice Advisory Committee (REPAC), as well  
as project-specific advisory committees. 

HIGHLIGHTS

Over the past year, CWGHR has been building 
upon the six research priorities identified in 

our 2007 scoping review. These priorities include 
i) access to and impact of rehabilitation services, 
ii) disability and episodic disability, iii) labour force 
participation and income security, iv) HIV and the 
brain, v) concurrent health conditions living with 
HIV, and vi) measurement tool identification, 
development and assessment. At the same time, 
CWGHR has been building upon our 
interprofessional HIV curriculum for rehabilitation 
providers. The following outlines some of the 
ways these priorities were addressed:

 » Conducted interprofessional HIV  
and rehabilitation courses and related 
workshops in locations across Canada.



 ”“
It is long overdue to have a national forum 
dedicated to this topic. I appreciate the effort 
to bring in other related areas such as people 
involved in gerontology.

–– Participant in national Partners in Aging Forum
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In 2008, CWGHR embarked on the development of a new, interprofessional HIV mentorship  
program for rehabilitation professionals to provide opportunities for sustainable learning and 
support for rehabilitation professionals working with people with HIV. Starting with a small group  
in southern Ontario, people with HIV and clinicians (e.g. physiotherapists, occupational therapists 
and speech-language pathologists) have worked as co-mentors and have met regularly for discussion 
and capacity building on issues of providing rehabilitation services with people with HIV. Since 
2009, CWGHR has expanded the program across Ontario and has developed regional mentorship 
teams in northern and eastern Ontario. We hope to expand the program to other regions and 
provinces across Canada over the coming years.

CREATING A NEW RESEARCH 
COLLABORATIVE IN HIV AND 
REHABILITATION
Building upon the research priorities outlined above, 
researchers have moved forward over the past year 
to develop an HIV and rehabilitation research 
collaborative with researchers from Canada and the 
UK. In October 2009, the team held its first official 
meeting in London, UK, where the Canada-UK HIV 
and Rehabilitation Research Collaborative (CUHRRC) 
was formed. This very exciting development will 
promote new opportunities to undertake and 
advance research in HIV and rehabi litation in an 
international context.

CREATING LEARNING 
OPPORTUNITIES ON HIV  
AND AGING 
As people with HIV, and the population in general, 
are living longer, aging with HIV is becoming an 
increasingly important issue. Access to rehabilitation 
programs and services is increasingly important  
to address the physical, social and psychological 
aspects of aging with HIV. In response, CWGHR  
has undertaken two related initiatives over the  
past year: 

 » Forum on HIV and Rehabilitation (June 2009) 
focusing on aging with HIV across the lifespan 
and the increasing role for rehabilitation. This 
included keynote speaker Dr. Stephen Karpiak, 
co-author of the landmark study Research on 
Older Adults with HIV (ROAH). Presentations 
and discussions included neurocognitive and 
cardiovascular challenges, depression, arthritis 
and osteoporosis. 

 » Further research on HIV and aging, which led to 
a ‘Partners in Aging’ national forum in March 
2010. This forum brought together people 
from both the HIV and aging communities  
to identify priority areas and opportunities  
for collaboration. 

Through these initiatives, it has become increasingly 
clear that collaboration and coordination between 
and among HIV and aging organizations will be 
essential as we move forward.
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INCOME SECURITY 
AND EMPLOYMENT
Income security and employment are key determinants of health and important components 
of rehabilitation. Together, these issues form another priority program area for CWGHR. 
CWGHR undertakes much of this work from a cross-disability approach, as these issues 
are of primary importance not only to people with HIV but also to other disability groups, 
particularly people living with life-long or chronic and “episodic” conditions. 

HIGHLIGHTS
 » Continued to sponsor CWGHR’s on-line 
course for Human Resources professionals  
on managing episodic disabilities. This course  
is co-sponsored with Human Resources 
Professionals Associations.

 » Undertook research in partnership with the 
University of Calgary to identify barriers and 
facilitators to labour force participation for 
people with HIV.

 » Co-ordinated a series of workshops on 
employment issues for people living with  
HIV across Canada.

 » Expanded a network and website on 
employment issues for people living  
with HIV to include others with episodic 
disabilities, resulting in the launch of  
the Episodic Disabilities Employment  
Network (EDEN).

CWGHR approaches the issues of income security 
and employment by educating a wide range of 
stakeholders, including but not limited to, rehabilitation 
professionals and other care providers, employers, 
government and other policy makers, private 
insurance companies, and people living with HIV 
and/or other episodic disabilities. At the same time, 
we participate in research and policy related initiatives 
to promote an integrated approach to policies, 
programs and services. Over the past year, CWGHR 
has continued to identify opportunities and develop 
mechanisms for increased communication and 
coordination among disability, income and 
employment programs, departments and services. 
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People living with HIV often face challenges 
related to employment. They may be unsure about 
employment policies and processes, and/or 
concerned about discussing employment issues 
in certain contexts. As many people with chronic 
and episodic conditions face several of the 
same employment challenges, CWGHR has 
expanded the HIV employment network to 
include others with episodic disabilities. This 
new network, Episodic Disabilities Employment 
Network (EDEN) and related website will 
provide mechanisms (on-line and in-person 
communications, etc.) to facilitate and 
promote opportunities for discussion and 
learning on employment issues.

 ”
“

I was pleased to be asked to join the working 
group for CWGHR’s National Employment 
Network for Persons Living with HIV/AIDS, 
which has recently evolved into the Episodic 
Disabilities Employment Network (EDEN). 
Working with a great group of individuals 
dedicated to the development and launch 
of a national website to share information, 
experience, and resources that will benefit 
individuals living with HIV and other episodic 
disabilities or illnesses has been a remarkable 
and fulfilling task, especially as our new site 
has moved from a concept to a reality. I look 
forward to our continued efforts, especially 
with the recent inclusion of the broader 
community affected by episodic disability, as 
well as our community partners. I encourage 
everyone to take a look at our website at 
www.edencanada.ca. Your participation 
and feedback are most welcome”.

–– Dave Skitch, Toronto, Ontario
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As a national HIV ‘partner’ organization, CWGHR 
collaborates with other national HIV organizations 
in Canada on issues of common concern. In addition, 
since 2001, CWGHR has promoted collaborative, 
cross-disability and integrated approaches to episodic 
disabilities, through coordination of a national Episodic 
Disabilities Network. Through this network, over 25 
HIV and other disability organizations and individuals 
across Canada work together to address challenges 
faced by people with HIV and other episodic disabilities, 
collaborate on cross-disability research and initiatives 
to advance public policy and promote broad based 
integration to strengthen episodic disability initiatives 
in Canada. 

Over the past year, in order to address issues of 
provincial jurisdiction such as health care delivery, 
provincial disability income support and accessibility 
issues affecting people with episodic disabilities, 
CWGHR has also begun an initiative in Ontario to 
develop a provincial episodic disabilities network 
and resource centre. As we develop these initiatives 
in Ontario, we are evaluating the model for future 
adaptation and development of episodic disabilities 
networks in other regions and provinces.

This work is guided by a cross-disability  
and multi-disciplinary Episodic Disabilities  
Advisory Committee. 

INTEGRATED 
APPROACHES TO HIV 
AND OTHER EPISODIC 
DISABILITIES
While there are various issues that are unique to the experience of living with HIV, there 
are also increasing commonalities with other chronic illnesses, such as multiple sclerosis, 
lupus, diabetes, arthritis and mental illness. These conditions can often include an episodic 
component where people experience fluctuating states of health and disability over time. 
Many Canadians are living with these types of illnesses and face challenges including 
employment participation, income security, community involvement, social inclusion 
and access to care. 
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“
As one individual out of the approximately  
2 million Ontario residents living with an 
episodic disability, I am very excited to be  
a patient representative for the arthritis 
community on the OEDN team. The Ontario 
Episodic Disabilities Network (OEDN) brings 
together a diverse group of cross-disease 
patient representatives and other stakeholders 
such as insurance companies, employers, 
public policy makers, and health professionals 
to address and speak about issues which 
are extremely important to this large 
population of Ontarians. Concerns such  
as income security, housing and the stigma 
attached to having a disease which is 
unpredictable have in the past been a 
stressful burden for people with episodic 
diseases. 2009 saw positive changes being 
made by government and employers. I am 
excited to see what we at the OEDN can 
accomplish for 2010.

—  Sue Borwick, representative of the Canadian 

Arthritis Patient Alliance in the Ontario Episodic 

Disabilities Network.

HIGHLIGHTS 
 » Developed and co-ordinated

 » A new Ontario Episodic Disabilities 
Network (OEDN) to co-ordinate and 
advance episodic disabilities initiatives in 
Ontario. Rather than work in silos, the 
OEDN brings together a wide range of 
partners to identify and advance issues and 
needs related to episodic disabilities from a 
cross-disability perspective within Ontario.

 » A new Ontario Episodic Disability 
Resource Centre to provide information 

and referral on episodic disabilities.
 » Conducted educational sessions with employers 
(banks and other companies, government 
ministries, etc.) on i) employment related 
challenges and barriers faced by people living 
with episodic disabilities and ii) employment 
related accommodations to support people 
with episodic disabilities.

 » Co-ordinated the national Episodic 
Disabilities Network (EDN) to link  
people living with HIV and other  
episodic conditions on issues of  
common concern across Canada.

 » Presented at federal pre-budget Finance 
Committee consultations on suggested 
changes to disability and income support 
programs to accommodate people with 
episodic disabilities. 

 » Collaborated with partners to engage policy 
makers on the need for a national, integrated 
strategy on episodic disabilities to co-ordinate 
income security, employment policies and 
programs, coordination of care and other 
priority issues.
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INTERNATIONAL 
PERSPECTIVES
HIV, disability and rehabilitation issues are gaining recognition and significance both in 
Canada and internationally. Over the past year, there have been several developments in 
this area. CWGHR has been working with other disability organizations to promote and 
strengthen collaborative initiatives among HIV, disability and rehabilitation groups. 

 » On behalf of Health Canada, International 
Affairs Directorate, CWGHR undertook an 
international consultation with HIV and 
disability groups to determine interest in,  
and oppor tunities for, development of an 
international HIV and disability network or 
communication mechanism to advance policy 
and program development. There is great 
interest in such a network or mechanism  
to advance this work at regional and 
international levels.

HIGHLIGHTS
 » Contributed to an article written by the 
Canadian HIV/AIDS Legal Network and 
published in a special edition of the Journal 
of the International AIDS Society focusing on 
HIV and disability. The article examines the 
inclusion of HIV within the interpretation and 
application of the United Nations Convention 
on the Rights of Persons with Disabilities. 

 » In March 2010, the Government of Canada 
ratified the United Nations Convention on the 
Rights of Persons with Disabilities, a landmark 
event for people with disabilities. CWGHR will 
continue to work with other HIV and disability 
groups on initiatives using the Convention to 
promote and protect human rights. 
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In 2008, CWGHR launched its annual Award 
of Excellence in HIV and Rehabilitation. 
CWGHR established this award to recognize 
a person or organiz ation who/that has made 
an important contribution to advancing the 
field of HIV and rehabilitation. In 2009, the 
2nd Annual Award recipient was Dr. Stephanie 
Nixon who was the first physiotherapist in 
Canada to work specifically with people with 
HIV and one of the co-founders of CWGHR. 
This award was presented at a reception 
and dinner held in conjunction with CWGHR’s 
national Forum and Annual General Meeting 
in June 2009.

 
STEPHANIE NIXON,  

recipient of 2nd Annual Award of Excellence

AWARD OF EXCELLENCE 
IN HIV AND REHABILITATION
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ORGANIZATIONAL 
DEVELOPMENT
A strong organizational infrastructure with clear direction is key to ensuring not 
only co-ordination and integration of programs and activities, but also promoting 
sustainability and growth of CWGHR’s work as a whole. CWGHR’s Board of 
Directors and advisory committees play an important role in guiding and providing 
advice for planning, implementation and evaluation of CWGHR’s work.

 » Development Strategy 
CWGHR’s Development Committee has been 
working on a strategy to guide CWGHR’s work 
in the area of promoting sustainability and 
growth. This strategy provides a framework for 
advancing knowledge- and resource-based 
collaborations and initiatives for the next 
three years, as a key component of  
CWGHR’s strategic plan.

 » Membership Development —  
Expanding our Membership Base 

CWGHR’s membership is open to organizations 

and individuals with an interest in HIV, disability 

and rehabi litation. Over the past year, CWGHR 

has continued to expand opportunities for 

people to participate in our activities. CWGHR 

has a broad reach and there is great potential 

for engaging people in our work. Membership 

information is available on our web site at 

www.hivandrehab.ca 

HIGHLIGHTS
 » Strategic Planning
In 2009, CWGHR consulted with its mem ber ship 
and other stakeholders to update its strategic 
plan for 2010-13. This new plan builds upon 
the previous plan (2006-9) with a focus on 
four primary directions: 

 » advancing and fostering knowledge in  
HIV and rehabilitation.

 » building capacity among health and social 
care providers and the HIV community to 
strengthen rehabilitation as part of the 
continuum of care.

 » championing improvements in policy and 
practice related to HIV and rehabilitation.

 » cultivating and strengthening CWGHR’s 
resources for sustainability and growth.
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LOOKING AHEAD:
2010-11 AND BEYOND
CWGHR has a very busy agenda in 2010-11 as HIV and rehabilitation initiatives  
continue to gain momentum. 

 » Promoting a national strategy on episodic 
disabilities by building upon CWGHR’s 
discussion paper developed in early 2009  
to promote awareness, dialogue and  
future planning. 

 » Expanding the Episodic Disabilities Employment 
Network and related educational activities, 
including a second on-line course on episodic 
disabilities for human resource managers  
and employers.

 » Establishing the Episodic Disabilities Resource 
Centre and continuing to co-ordinate national 
and provincial episodic disabilities networks for 
research, education and policy advancement.

 » Co-ordinating research and educational 
initiatives on HIV and aging.

HIGHLIGHTS OF  
THE COMING YEAR

 » Expanding the HIV and rehabilitation mentorship 
program to promote the interprofessional 
model in regions across Canada.

 » Launching the new updated resource / guide  
on rehabilitation and HIV. This will be an  
on-line document that will be accessible 
internationally and updated as new 
information becomes available.

 » Launching and expanding the on-line version 
of CWGHR’s HIV and rehabilitation curriculum. 

 » Developing the new Canada-UK  
HIV and Rehabilitation Research  
Collaborative (CUHRRC). 

 » Contributing to the development of global 
networking among HIV and disability groups.



14 CANADIAN WORKING GROUP ON HIV AND REHABILITATION

CWGHR BOARD 
OF DIRECTORS 
2009-10
Deborah Randall-Wood, Co-chair (as of June 2009) 
Glyn Townson, Co-chair (as of June 2009) 
Ken King, Co-chair (to June 2009) 
Peggy Proctor, Co-chair (to June 2009)
Larry Baxter 
Jeremy Buchner
Paul Curwin (as of June 2009) 
Richard MacLachlan (as of June 2009) 
Kelly O’Brien (as of June 2009) 
David Salter 
Marina Sampson 
Patty Solomon (to June 2009) 

CWGHR  
STAFF, STUDENTS  
AND CONSULTANTS 
STAFF 
Elisse Zack, Executive Director 
Martine Mangion, Manager, Episodic Disabilities 

Initiatives (as of June 2009) 
Melissa Popiel, Project Coordinator, HIV and other 

Episodic Disabilities 
Julie Hard, Mentorship and Curriculum Coordinator 
Janet London, Finance and Administrative Coordinator
Catherine Nasije, Project Assistant 
Sarah Burdeniuk, Communications Coordinator 

(as of January 2010)
Rahim Thawer, Master of Social Work practicum student

(as of January 2010)

CONSULTANTS ON PROJECTS 
Georgina Blanchard, Best practices / 

HIV and rehabilitation resource development 
Cathy Cameron, HIV and Disability consultation, 

HIV and aging project
Judy Gould, Director of Research and Education 

(to July 2009), HIV and aging project
Manon Labrecque, HIV and aging project
Samra Mian, Best Practices / HIV and rehabilitation 

resource development 
San Patten, Project evaluation
Chris Sulway, HIV and rehabilitation course
Sheila Thomas, Mentorship program 
Pat Vandesompele, Web design
Annette Wilkins, Best practices / HIV and rehabilitation 

resource development 
Michael Willekes, on-line course, HIV and rehabilitation 
Gilleen Witkowski, on-line course, HIV and rehabilitation 
PRISM Partners, Human Resource consultants 

OTHER CONSULTANTS

Joe Batista, Business Computer Solutions
Jean Dussault and Josée Dussault, Nota Bene 

Communications
Christiane Devaud, C.D. Translation
Manna Tang, Financial Consultant
Marc Weisz, Arthur Gelgoot and Associate, Auditor 


