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Canadian Working Group on HIV and Rehabilitation (CWGHR) 

Looking Beyond the Silo:   
Disability Issues in HIV and Other Lifelong Episodic Conditions 

 

EXECUTIVE SUMMARY 
 
DESIRED OUTCOMES:  The CWGHR Cross Disability Project was designed to bring 
people together to define some common ‘disability’ and ‘rehabilitation’ issues among 
people living with lifelong episodic conditions.  The intent was to initiate dialogue among 
various Canadian disability groups and to explore the concept of future cross disability 
partnerships between organizations.  Discussion with federal policy makers regarding the 
unique concerns of people living with episodic illness was also articulated as a desired 
outcome. 

 
PROCESS:  The research question emerged from an environmental scan involving a 
literature review and key informant interviews to determine emerging issues/gaps in 
knowledge of rehabilitation in the context of HIV. A multi-sectoral advisory team 
including people living with HIV, government, health care and academia guided the 
research.  The timeframe for the project was November 1, 2001 – March 30, 2002, and was 
composed of three major components. Phase one involved interviews with non-HIV 
groups dealing with lifelong episodic illness/disability to identify areas of mutual concern.  
Phase two involved a national consultation with several key organizations to explore 
shared program/policy issues and potential collaboration. Phase three involved a face-to-
face meeting with the Chair of the Sub-committee on the Status of Persons with 
Disabilities (Government of Canada) regarding cross disability concerns.  
 
GUEST LIST:  The following organizations participated in the project:  Canadian AIDS 
Society / Canadian Physiotherapy Association / Multiple Sclerosis Society of Canada / 
Canadian Breast Cancer Foundation / Canadian Psychiatric Association / Canadian Mental 
Health Association / Canadian Association of Occupational Therapists / Canadian Diabetes 
Association / College of Family Physicians of Canada / Canadian Psychological 
Association / Canadian Centre on Disability Studies / Reach Nova Scotia Association / 
CWGHR.   
 
EMERGING THEMES:  There were a number of themes identified by participants in the 
key informant interviews and in the one-day forum including:  the need develop new 
definitions pertaining to ‘disability’ and ‘rehabilitation’; concerns regarding provision of 
care, treatment and support for individuals living with episodic illness; workplace 
accommodation and employment; income security and support; legislation and policy; 
stigma and prejudice; and need for education at many levels regarding episodic illness.  
These themes were shared in a follow-up meeting with Dr. Carolyn Bennett, MP, Chair of 
the Sub-committee on the Status of Persons with Disabilities of the Standing Committee on 
Human Resources Development and the Status of Persons with Disabilities. 
 
FUTURE DIRECTIONS:  Many organizations expressed their commitment to continue 
collaboration on cross disability issues, and project participants generated several ideas for 
possible next steps. 
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     “Until recently, HIV was viewed as a disease which progressed from     
       infection through  AIDS to death.  HIV disease is now considered  
       chronic and cyclical, with periods of wellness and illness which  
       provide multiple opportunities for disease prevention and  
      rehabilitation interventions.” 

 
A Comprehensive Guide for the Care of Persons with HIV Disease  

Module 7: Rehabilitation Services (1998) 
Health Canada 

 
 
 
 
The Canadian Working Group on HIV and Rehabilitation (CWGHR) is a 
national, autonomous, multi-sectoral and multi-disciplinary working group.  
CWGHR was formed in 1998 with a mission to enhance the quality of life for 
Canadians living with HIV disease by facilitating the development of 
rehabilitation programs and resources, promoting innovation and excellence in the 
field and by generating awareness of, and access to, rehabilitation services.  The 
mandate of CWGHR includes two roles: a development and advisory role, and a 
project and research funding role. 
 
CWGHR members include: people living with HIV disease; community based 
HIV organizations; national professional organizations working with HIV and 
rehabilitation; relevant divisions of government; and private sector organizations 
and businesses. 
 
 
INTRODUCTION 
 
Health care providers, institutions, and organizations often separate different 
disease groups into distinct “silos” (e.g., Multiple Sclerosis Society, Cancer 
Society, Arthritis Society, Canadian AIDS Society, etc.) and these groups tend to 
operate autonomously, despite overlapping experience and many shared concerns. 
 
As HIV disease has evolved into a more chronic and medically manageable 
condition, CWGHR has had a growing sense that collaboration with other 
disability groups would be both informative and beneficial.  It was felt that other 
“consumer” and “provider” groups with experience in episodic illness might make 
effective partners in the effort to affect change. 
 
CWGHR conceived of a cross disability project that would engage various 
disability groups and service providers in a discussion of commonalities between 
their “silos” and allow groups to explore possible collaborative work.  There was 
also the intent to meet with policy makers to share collective concerns pertaining 
to episodic illness, as part of the project. 



PROJECT DESCRIPTION 
 
As part of a larger CWGHR project funded by the Office for Disability Issues 
(ODI) through Human Resources Development Canada (HRDC), a parcel of 
funding was devoted to “targeted research.”  The focus for this research was 
determined by an environmental scan of current and emerging issues in 
rehabilitation in the context of HIV disease, completed by CWGHR in October 
2001 (see Appendix A: Environmental Scan Findings). 
 
The proposal for a specific Cross Disability Project was approved by CWGHR in 
October 2001.   
 

 
The timeframe for the project was established as 

November 1, 2001 – March 31, 2002. 
 

 
The purpose of the Cross Disability Project was to explore issues of similarity 
between people living with HIV related disability and people living with other 
chronic, episodic and unpredictable illness and/or disability. 
 
A Cross Disability Project Advisory committee was formed to oversee and guide 
the research and was comprised of the following members:   

- Stephanie Nixon; CWGHR Co-Chair 
- Nancy Lawand; Director, CPP Program Direction (HRDC) and CWGHR 

member 
- Tom McAulay; British Columbia Persons with AIDS Society, CWGHR 

member, and person living with HIV disease 
- Elisse Zack; Executive Director, CWGHR 

 
A project consultant, Peggy Proctor, was retained to coordinate the project under 
the direction of the Project Advisory Committee. 
 
Terminology 
The Advisory Group began the project using the descriptors “chronic, episodic 
and cyclical” to describe the illness or disease specific groups being invited to 
participate in the project. 
 
During the course of the project, direction by participants led to a change in the 
use of the descriptors “chronic, episodic and cyclical” to “lifelong and episodic” 
illness. 
 
There was a feeling that the word “cyclical” was misleading (and should be 
omitted) because it implied some sort of predictability or rhythm to the disease.  
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In fact, living with an episodic illness is an extremely UNPREDICTABLE 
experience, which participants felt should be reflected in the terminology. 
 
Objectives 
The CWGHR Cross Disability Project was designed to bring people together to 
define common ‘disability’ and ‘rehabilitation’ issues among people living with 
episodic conditions.  There was a strong desire to initiate dialogue among various 
Canadian disability groups, and to explore the concept of future cross disability 
partnerships between organizations.  Discussion with federal policy makers 
regarding the unique concerns of people living with episodic illness was also 
articulated as a desired outcome. 
 
Method 
The research question emerged from the environmental scan undertaken by 
CWGHR (see Appendix A) that identified emerging issues/gaps in knowledge of 
rehabilitation in the context of HIV. The project was organized into three phases: 
� Phase One involved key informant interviews with primarily non-HIV 

groups dealing with lifelong episodic illness/disability to identify areas of 
mutual concern.  These non-HIV groups were selected by brainstorming 
and discussion among Advisory Group members to identify a cross-
section of “consumer” and “provider” groups that may be dealing with 
similar issues in terms of episodic and unpredictable illness.   

� Phase Two involved a national one-day forum with invited key 
organizations to explore shared program/policy issues and potential 
collaborations.   

� Phase Three involved a meeting with the Chair of the Sub-committee on 
the Status of Persons with Disabilities (Government of Canada) regarding 
cross disability concerns.  

 
Participants 
Ten (10) key informants were interviewed in Phase One including representatives 
from:  The Canadian Psychological Association; Canadian Association of 
Occupational Therapists; Multiple Sclerosis Society; Reach Nova Scotia; 
Canadian AIDS Society; Canadian Mental Health Association; Canadian 
Psychiatric Association; College of Family Physicians of Canada; Canadian 
Breast Cancer Foundation; and the Canadian Centre on Disability Studies. 
 
Thirteen (13) invited participants attended the one-day forum including 
representatives from:  The Canadian Psychological Association; Canadian 
Association of Occupational Therapists; Multiple Sclerosis Society; Reach Nova 
Scotia; Canadian AIDS Society; Canadian Mental Health Association; Canadian 
Psychiatric Association; College of Family Physicians of Canada; Canadian 
Breast Cancer Foundation; Canadian Centre on Disability Studies; Canadian 
Physiotherapy Association; Canadian Diabetes Association; and CWGHR. 
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Many other invited organizations sent their regrets, and asked to receive copies of 
the final project report.  A full list of invited participants (with contact 
information) is included in Appendix D. 
 
 
PHASE I:  KEY INFORMANT INTERVIEWS 
 
Key informant interviews were conducted by telephone with representatives of 
various national organizations.  A table containing the names of individuals 
interviewed and a copy of the interview discussion template can be found in 
Appendix B.  Informants were asked to explain the terms ‘disability’ and 
‘rehabilitation’ in the context of people living with various episodic conditions 
and to identify key issues/concerns/gaps or barriers in regards to same.  
Informants were also asked to share “success stories” in terms of projects, 
partnerships or initiatives on behalf of their organizations.  A list of “success 
story” examples can be found in Appendix C. 
 
Major themes emerging from the key informant interviews included: 
 
I a) Definitions:  Many groups do not use the words ‘disability’ or 

‘rehabilitation’ in their lexicon.  For example, a woman with breast cancer 
would likely not consider herself as having a “disability”; likewise a 
person struggling with mental illness may not view appropriate care and 
services as “rehabilitation”.  The word “disability” tends to imply 
permanent physical disability to most people, while the word 
“rehabilitation” tends to imply a one-time intensive treatment and 
recovery that is time-limited (for example, cardiac rehabilitation following 
a heart attack or physical rehabilitation following a spinal cord injury).   

 
All informants stressed the need for new definitions pertaining to lifelong, 
episodic illness.  For example, many conventional medical and insurance 
policy definitions do not “fit” the unique reality of living with episodic 
illness.  Criteria for access to services, programs and support are often 
worded and interpreted with “permanent” disability as the standard. 

 
I b)  Access to Care:  All key informants raised critical issues relating to 

recognition of the unique needs of people living with lifelong episodic 
illness and the need to meet those needs with appropriate service and care. 
The need for national standards of care was emphasized, and the disparity 
across Canada in regards to programs and services was often mentioned.  
The issue of drugs and drug costs due to new and emerging drug therapies 
was also raised as a common concern. 

 
I c) Workplace Issues:  Common themes pertaining to the right to meaningful 

employment and the need for flexible workplace policies and duty to 
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accommodate were consistently articulated.  For example, a worker may 
be well for six months, then unwell for a period of time, then return to 
work, then need surgery and a regime of treatment, then feel well again, 
etc.  The unpredictable health status of the worker poses a unique set of 
challenges for both employer and employee. 

 
I d) Income Security:  There appears to be a shared frustration with public 

and private insurance programs/policies that make it very difficult for 
people to qualify for benefits while entering and re-entering the 
workforce.  Policies are rigid and unresponsive to the unique and ever 
changing circumstances of people living with episodic illness.  People 
voiced the need for income protection that will carry them through periods 
of being well/unwell, working/not working, and part-time work.  Most 
disability insurance policies and benefits do not make allowances for 
variable work patterns. 

 
I e) Need for “Barrier Free” Legislation:  Many informants raised a concern 

regarding lack of policy development in ensuring barrier free access to 
Canadians.  The ‘Americans with Disabilities Act’ was mentioned as an 
effective piece of legislation that Canada should consider as a model.  This 
is an example of policy that mandates the removal of barriers for people 
living with disabilities. 

 
I f) Stigma and Prejudice:  There was a sense that people living with mental 

illness often face debilitating stigma and prejudice that are similar to 
persons living with HIV disease.  Stigma and prejudice are huge barriers 
that limit human potential.  Many people with episodic illness attempt to 
“hide” their condition due to the stigma involved in disclosing it, and 
struggle to maintain their “healthy person” image at all costs, despite the 
up and down nature of their health status. 

 
 
PHASE II:  ONE-DAY CROSS DISABILITY FORUM 
 
The one-day forum was held Monday, February 11, 2002, in Toronto.  Of those 
invited, there were twelve participants in attendance, along with three CWGHR 
members, the executive director of CWGHR, and the project consultant.  The 
participant list with contact information can be found in Appendix D. 
 
The one-day forum provided an opportunity to discuss issues related to 
‘disability’ and ‘rehabilitation’ for people living with lifelong, episodic and 
unpredictable conditions.  An interactive approach was used to facilitate dialogue 
and idea sharing. 
 

________________________________________________________________________________________ 
 
Looking Beyond the Silo                                                                                                                          Page 5 
                                                                   
 



The morning session involved asking participants to identify the barriers 
(boulders) and facilitators (canoes) in the Canadian environment (the river) 
affecting the ability of people living with episodic illness to reach their potential.  
The group identified a wide assortment of issues, many of which were “big 
picture” issues relating to health and social service policy and delivery. 
 
The early afternoon session was designed to have participants respond to the 
following question: 
 
 

“What are specific issues that are UNIQUE to living with a lifelong  
episodic condition?” 

 
 
The themes which emerged over the course of the day included: the need for 
common definitions; concerns regarding care, services and support; workplace 
accommodation and employment issues; income support and insurance issues; 
and, policy implications. 
 
II a) Definitions of ‘Disability’:  Current definitions tend to be based on 

“continuous disability” versus “episodic disability” and often have an 
inherent bias toward “physical disability.”  Definitions used in legislation 
and policy are sometimes written and/or interpreted differently by various 
government departments.  Terms and definitions used by medical and 
rehabilitation providers are sometimes different from definitions used by 
insurance providers or government benefit programs. 

 
A ‘Federal Definitions Project’ is soon to be initiated across several 
federal government departments, and it was suggested that some cross 
disability advocacy on behalf of those living with episodic illness would 
be timely and appropriate, in terms of providing input. 

 
II b) Care, Treatment, and Support Services:  The health care system and 

service providers are often not well equipped to handle the unique and 
complex needs of people living with lifelong episodic illness.  There is a 
need for integrated interdisciplinary care and services delivered in a 
community context.  A concern was voiced regarding disparate access to 
care and services in various geographical regions across Canada, and 
between rural and urban settings. 

 
Individuals living with episodic and unpredictable illness face a unique set 
of challenges in regards to their everyday life.  The analogy of a “roller-
coaster” was used – that is, one never knows what is coming around the 
next bend.  The personal identity and body image of the person is often 
shifting (well vs. unwell) and this is very hard on self-esteem and concept 
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of self.  Life goals are difficult (or impossible) to set, and a sense of failure 
often ensues.  Depression was mentioned as common to the experience of 
living with lifelong episodic illness.   
 
Although the importance of “support systems” is well recognized in the 
management of chronic illness, this also poses difficulties in the context of 
episodic disability, where the need for more or less support is often 
unknown, unpredictable and ever changing.  In the words of one 
participant, “It’s the difference between knowing you’re on a roller coaster 
and cannot see what’s around the corner vs. not seeing that next week 
you’re going to be on a different roller coaster altogether.” 
 

 
    “The day-to-day management is tough – with no predictability.  Each day    
    can be a totally different experience.  It is very difficult to make any plans.”  

 
Kris McDonald 

person living with MS 
Multiple Sclerosis Society 

  
 

Furthermore, basic determinants of health such as nutrition, poverty and 
homelessness must be considered -- these issues were raised repeatedly, 
especially by those participants representing mental health related 
organizations around the table. 

 
 
II c) Workplace Accommodation / Employment Issues:  Flexibility is very 

important in regards to workplace environment and accommodation.  
Policies to support part-time work and flextime for workers with health 
issues are seen as critical. There is a need for employer associations, 
insurance industry representatives, governments, unions, and disability 
organizations to come together and explore/encourage means of 
accommodation for the unique health needs of workers living with 
episodic illness. 

 
 
 
    “Our society is now working around the clock -- 24/7/365 -- 24 hours/day,    
     7 days/week, 365 days/year – it’s hard to work or go to school without   
     committing to it everyday.”  

Tom McAulay 
person living  with HIV 
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II d) Income Support and Security:  The long-term economic forecast for 
many people living with lifelong episodic illness is bleak.  The phrase 
‘income security’ implies a reliable and predictable source of income.  
While income support and security is a concern among all people with 
disabilities, the unpredictable nature of episodic illness poses unique 
challenges in terms maintaining a steady income.  If your main source of 
income is a disability pension (tied directly to your health status) and your 
health status is changing frequently due to the nature of your condition, 
then income security is tenuous, at best.  Disability benefits may be “cut 
off” during periods of improved health status, and then be difficult to 
reinstate later, when your health status takes a turn for the worse. There is 
an acknowledged need for integrated health and social policy and service 
provision relating to income support. 

 
A number of issues pertaining to long-term disability insurance arise as 
people with chronic and unpredictable conditions seek financial support 
from insurance plans, in both the public and private sectors.  There is a 
complex ethical dilemma regarding disclosure of health information, and 
an agreement that the system itself often provides disincentives to return 
to work (ie. danger of loss of benefits if you return to work, with no means 
to re-access benefits if the return to work is not permanent).  A common 
fear was expressed as, “I’m feeling fine now, but I am afraid of what 
might happen if I go back to work and then I get sick again.” 

 
The claims process is very complicated and laborious and there is 
consensus that it needs simplification.  If a claimant’s health status is 
changing frequently (unwell/very unwell/now feeling better) ‘new’ forms 
must be constantly filed to reflect changes in health status.  There is a 
requirement to continually prove (or re-prove) your illness.  This becomes 
unwieldy not only for the individual, but also his/her health care 
provider(s), especially the family physician, who often functions as 
‘gatekeeper’ for both the public and private sector insurance providers.  
  

 
 
     “My patient is feeling better right now, and would like to return to    
     work…  If he does return, however, he will be cut off from his long-term   
     disability benefits.  [Consequently] he has decided not to return to work    
     because the  fear is too great…   I think return to work would help his   
     self-esteem  – he has suffered from depression –  if going back to work    
     doesn’t work out,  there’s a real sense of  failure.” 

Dr. David W. Grossman 
College of Family Physicians of Canada 
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There is also a perceived lack of understanding on the part of many 
government assistance assessors and private insurance claim adjudicators 
in regards to the unique circumstances of claimants living with episodic 
illness.   

 
II e) Legislation and Policy  

There was acknowledgement of the need for barrier free legislation and an 
enabling environment for people living with the unique challenges of an 
episodic illness. Human rights legislation was also seen as an important 
vehicle for affecting and enforcing change.  

 
II f) Education 

The theme of education came up repeatedly throughout the day, including 
the need for greater awareness at many levels: the person living with the 
illness; the caregiver(s) and family of the person; healthcare providers; 
employers; insurance companies and funders; and, policy makers at 
various levels of government, etc. regarding the unique needs of people 
living with episodic, unpredictable illness and disability.   

 
Suggested Actions 
The closing session of the forum was used by participants to brainstorm the 
following possible next steps: 
 

1. Articulate why lifelong episodic illness is unique or different from other 
chronic illness/disability. 

 
2. Undertake shared work on developing useful common definitions. 
 
3. Define similarities pertaining to long-term episodic illness among 

disability groups and define common goals re: policy, research and 
programming. 

 
4. Create flexible alliances to address public education, public action, and 

support. 
 

5. Explore organizational support for ongoing collaboration. 
 

6. Investigate funding sources to support collaborative work in regards to 
episodic disability issues. 

 
7. Encourage an environmental scan re: programs and strategies (Canada and 

abroad) that address long term, episodic illness in an integrated manner. 
 

8. Encourage research re: early intervention and relapse prevention. 
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9. Encourage research on the economic benefit of best practices (i.e. cost 
savings of effective management of episodic illness). 

 
10. Encourage a comprehensive review of existing studies pertaining to labour 

force involvement of people living with episodic illness/disability. 
 

11. Advance the agenda on workplace accommodation/workforce 
involvement 

 
12. Advocate for change with insurance providers (public and private) 

regarding current claim management and criteria.  Re-establish a formal 
means of communication with the “Disability Insurance Committee” of 
the Canadian Life and Health Insurance Association (CLHIA). 

 
13. Consider forming a national consumer-provider task force to address 

insurance policy issues. 
 
Evaluation of the One-Day Forum by Participants 
The general response of participants was very favorable, with a sense that the 
project was effective as a first step in exploring issues common to people living 
with lifelong and episodic illness.  There was unanimous agreement that future 
cross disability work of this nature should continue.   
 
 
     “We got further into complex issues than I thought possible… 
        a good start…” 

Rick Kennedy 
Canadian Mental Health Association 

 
 
Those organizations that were unable to participate requested copies of the final 
project report, and have asked to be included in future cross disability initiatives. 
 
 
EMERGING THEMES 
 
Through Phase One and Phase Two of the project, participants identified many 
common issues: 

a) Definitions 
b) Care, Treatment, and Support 
c) Workplace Issues 
d) Income Security and Support 
e) Legislation and Policy 
f) Stigma and Prejudice 
g) Education 
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These emerging themes present a complex array of issues for analysis.  When 
asked to define ‘disability’ and ‘rehabilitation’ in the context of their experience, 
participants consistently identified both broad, general disability issues as well as 
specific issues unique to episodic illness. 
 
The broad, general disability issues seemed too general and overarching in scope 
to consider within the confines of this project, and yet participants continued to 
identify these “big” issues as important to the well being of people living with 
episodic illness. 
 
On the other hand, “specific issues unique to episodic illness” were difficult to 
explore in great depth, perhaps due to the wide range and diversity of participants, 
but also in part because the big general issues consistently emerged in discussion. 
 
As the Cross Disability Project Advisory Committee analyzed and discussed the 
project outcomes, an Advisory committee member living with episodic illness 
offered the following perspective: 
 
 
“… for most people living with episodic illness, the big general issues are their 
day to day struggles, [and] these are the people that the service providers (ie. 
participants at the forum) are dealing with – so it follows that these big issues 
are, in a sense, the “episodic” issues that they know and have experience to talk 
about. 
     Until the big general issues are dealt with it will always be a struggle to 
[neatly define those issues “specific” to episodic illness].  To use an HIV 
analogy:  in Africa, it is difficult to think about prescription meds when clean 
drinking water, food and decent shelter are daily struggles – or closer to home, 
for the HIV+ drug addict in Vancouver’s downtown eastside, HIV is far down on 
their list of health concerns coming after such things as food, shelter, drugs, drug 
rehab, dental destruction, social alienation, ongoing abuse since childhood, fear 
for their lives including thefts, and so on and on. 
     I think we are doing a disservice if we take the attitude that because these “big 
general issues” are either too big to deal with or too common to everyone that 
they don’t have a place in the discussion on what is unique about the episodic 
lifelong condition(s).   
     I’d like to turn this around and look at it another way – that is, how does 
someone with an episodic illness cope with or manage the day to day big general 
issues that is [different or] unique from other people living with illness facing 
these same struggles?  Is it that one day you can walk up your 2 flights of stairs to 
your apartment and the next day you can’t, but there is no one there to carry you 
up because you didn’t see this coming around the corner and have the help you 
require arranged?  Is it that for the last 16 months your welfare benefits cover  
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your monthly living expenses (just barely I might add) but this month an 
unforeseen illness forced you to go buy over the counter medications and 
completely wiped out your food budget 9 days into the month?  And so on…” 

 
Tom McAulay 

person living with HIV 
CWGHR member  

Cross Disability Project Advisory Committee member 
 
PROJECT ANALYSIS 
 
In analysis of the Cross Disability Project data, a conceptual model was 
developed to illustrate the wide array of issues identified throughout the project.  
See Figure 1.0. 
 
The first circle (lower left) represents those issues pertaining to people living with 
disabilities that are “permanent” in nature.  That is, they are lifelong and relatively 
consistent, such as cerebral palsy, spinal cord injury, etc., and include invisible 
disabilities such as cognitive impairment, learning disabilities, etc.  Examples of 
important issues in this circle include: barrier free legislation; employment and 
education equity; income security; assistive devices; long term care and support; 
independent living; barrier free access, etc. 
 
The second circle (lower right) represents those issues pertaining to people living 
with “episodic” illness or disabilities such as multiple sclerosis, cancer, mental 
illness, arthritis, fibromyalgia, etc.  Examples of important issues in this circle 
include: being well/unwell; able to work/not work/part-time work; unpredictable 
nature of the condition; specific insurance issues; changing vocational 
rehabilitation needs; exorbitant drug costs due to new research, etc. 
 
The area of overlap between the “permanent” and “episodic” circles (a) represents 
common issues relevant to both groups – as well as demonstrating the concept 
that many people live in the overlapping zone of both circles – for example, the 
person with diabetes (“episodic”) who has had a foot amputated (“permanent”), or 
the person with bipolar disorder (“episodic”) who has limited mobility due to 
osteoarthritis (“permanent”). 
 
The third circle represents the Canadian Working Group on HIV and 
Rehabilitation and represents all issues pertaining to HIV and rehabilitation.  This 
circle overlaps with both the other circles, indicating that people living with HIV 
share many common concerns with both the “permanent” (b) and “episodic” (c) 
disability groups.   
 
The dark shaded area of overlap between the three circles (all) represents those 
issues affecting the lives of people in all three circles.  These are often 
overarching general issues such as: care and treatment, effects of health care  
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reform, availability of health care providers, social determinants of health, 
national standards of care, social justice, human rights, palliative care, “disability” 
definitions, etc. 
 
This conceptual model can be used to guide future cross disability work by 
providing a framework for conceptualizing the issues faced by people living with 
disabilities, including people living with HIV.  As such, this model may be used 
as a tool to help identify potential partners for collaboration on certain issues. 
 
 
PHASE III:  MEETING WITH DR. CAROLYN BENNETT 
 
The initial work plan of the project included meeting with politicians/policy 
makers to discuss cross disability issues defined in Phases I and II of the project.  
As the project unfolded, it became clear that the most effective option available 
was to meet with Dr. Carolyn Bennett, Member of Parliament, and Chair of the 
Sub-Committee on the Status of Persons with Disabilities of the Standing 
Committee on Human Resources Development and the Status of Persons with 
Disabilities, Government of Canada. 
  
A meeting was held between the CWGHR Project Advisory Group and Dr. 
Carolyn Bennett on Tuesday, February 12, 2002, in Toronto. 
 
Those in attendance included: 
� Dr. Carolyn Bennett, M.P., Government of Canada 
� Stephanie Nixon, Co-Chair, CWGHR 
� Tom McAulay, CWGHR member  
� Elisse Zack, Executive Director, CWGHR 
� Peggy Proctor, CWGHR Cross Disability Project Coordinator 
� Peter Crighton, CWGHR staff 

 
The purpose of the meeting was to discuss common themes pertaining to lifelong 
episodic illness arising from the CWGHR Cross Disability Project.  It was also 
hoped that Dr. Bennett might suggest strategies in regards to affecting systemic 
change on pertinent issues. 
 
Dr. Bennett was very receptive to discussion of the Cross Disability Project and 
encouraged future collaboration between disability groups on common issues.  
She appeared well aware of several of our concerns in regards to disability 
pensions and insurance company policies.  She emphatically stated that certain 
insurance policies and practices must be addressed, and that she is a firm 
proponent of “citizen engagement” in terms of stakeholder consultation in 
important policy discussions. 
 

________________________________________________________________________________________ 
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She suggested ways CWGHR might collaborate with other groups to identify 
problems and propose changes.  She encouraged disability groups to support the 
proposed “Social Union Framework” currently being discussed in government 
circles.  She also suggested that disability groups be prepared to speak before 
parliamentary committees using compelling real life stories that illustrate 
significant problems with existing policy on various issues.  
 
The CPP tribunal will soon be seeking input under the direction of Commissioner 
Peter Smith, and this would also be an appropriate place to present a collective 
case. 
 
An interactive website will soon be up and running to facilitate electronic 
consultation on behalf of the Sub-Committee on the Status of Persons with 
Disabilities.  Dr. Bennett encouraged feedback via the website from CWGHR and 
other cross disability project partners. 
 
Dr. Bennett congratulated CWGHR on their initiative in undertaking this 
collaborative project, and encouraged future cross disability work. 
 
 
LOOKING BEYOND THE SILO 
 
This project provides an important foundation for exploring cross disability issues 
pertaining to lifelong episodic illness.  There has been expressed commitment 
from a number of organizations to participate in future collaborative work, and 
this bodes well for future endeavors. 
 
A line of communication has been opened with Dr. Carolyn Bennett, Chair of the 
Sub-Committee on Persons with Disabilities, which could develop into a very 
productive and effective relationship in terms of policy discussion on cross 
disability issues.  Further meetings and communications with policy makers from 
various levels of and departments in government will also enhance the ability to 
affect change on policy issues. 
 
The key to successful future collaborative work will be the ability to identify and 
attract the right people from the right organizations at the right time to tackle 
various issues.  This process will take time, and a concerted effort at building 
relationships among key groups.  CWGHR is well positioned to assume a 
leadership role in future work, given the multi-sectoral and multi-disciplinary 
nature of the organization. 
 
Community based organizations, governments and people dealing with specific 
illnesses tend to work within their silos, often unaware of similar work going on 
in many other silos. The challenge is to know when to pause, step outside your 
own silo, and join with other silo folk to form some new work crews. 
________________________________________________________________________________________ 
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CWGHR CROSS DISABILITY PROJECT 
KEY INFORMANT INTERVIEWS 

 
 

I N T E R V I E W   S C H E D U L E 
 

Note:  All interview were conducted by Peggy Proctor, Project Coordinator 
 
 

 
 

NAME 
 

 
ORGANIZATION 

 
DATE OF 

INTERVIEW 
 

 
Gerard Yetman 

 
Canadian AIDS Society 

 
January 23, 2002 
 

 
Kris McDonald 
 

 
Multiple Sclerosis Society of Canada 

 
January 30, 2002 

 
Beth Easton 

 
Canadian Breast Cancer Foundation 
 

 
February 7, 2002 

 
Francine Knoops 

 
Canadian Psychiatric Association 
 

 
February 4, 2002 

 
Rick Kennedy 

 
Canadian Mental Health Association 
 

 
February 2, 2002 

 
Donna Klaiman 

 
Canadian Association of Occupational 
Therapists 
 

 
January 31, 2002 

 
Dr. David Grossman 

 
College of Family Physicians of Canada  

 
February 4, 2002  
 

 
Sean B. Rourke 

 
Canadian Psychological Association 

 
January 31, 2002 
 

 
Dr. Carole Miles 

 
Centre on Disability Studies 
 

 
February 7, 2002 

 
Tova Sherman 

 
Reach Nova Scotia Association 

 
January 25, 2002 
 

 
CWGHR CROSS DISABILITY PROJECT  

February 2002 
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CWGHR CROSS DISABILITY PROJECT 
 

Key Questions / Discussion Template for Interviews 
 
I.  Desired Outcomes of the Project: 

1. To initiate dialogue among Canadian disability groups – particularly groups 
representing individuals living with conditions that are chronic, episodic and 
cyclical in nature. 

2. To define some common “disability and rehabilitation” issues among people living 
with conditions which are chronic, episodic and cyclical in nature. 

3. To explore the concept of cross-disability partnerships and/or future 
collaboration. 

 
II.  Objectives: 

1. To host a successful one-day forum which facilitates dialogue: 
� Amongst groups representing individuals living with conditions that are 

chronic, episodic and cyclical in nature (including a cross-section of 
consumer-based and provider-based groups) 

� Between the aforementioned groups and funders / policy makers 
2. To share information regarding program and policy issues affecting people living 

with conditions that are chronic, episodic and cyclical in nature. 
3. To develop an awareness of the potential for influencing cross-disability policy 

and programming decisions in both the public and private spheres. 
4. To facilitate potential partnerships and/or potential collaborative work. 

 
 

THE INTERVIEW QUESTIONS: 
 

1. What do the terms “Disability” and “Rehabilitation” mean in the 
context of people living with   

 
2. What are the key issues / concerns / gaps / barriers in terms of 

“disability” and “rehabilitation” from the perspective of the people 
you work with? 

 
3. Are there examples of programs &/or initiatives that are “working 

well” (or have worked well) for your organization / stakeholders? 
 
 
4. Are there examples of projects you can think of demonstrating 

effective collaborative work (past or present) intended to influence 
program or policy change? 

 
5. We are interested in exploring how various groups go about 

building community capacity at the grassroots level…  How have 
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you engaged or encouraged community response to important 
issues in your organization?  What do you see as key to getting 
people actively involved? 

 
6. Would you like to suggest anyone else (individual or group) that 

could / would make a significant contribution to this type of 
gathering gathering? 

 
7. Thank you for accepting our invitation to attend the one-day forum: 

• What do you hope to get out of the gathering? 
• What do you hope to share with others during the gathering? 

 
8. We are in the process of panning the day…  Do you have any 

suggestions regarding any particular format for the day (for 
example: free-flowing discussion, lecture, small groups, etc.) 

 
9. Do you have any other comments or suggestions? 

 
 
Thank you for your kind time and attention! 
 
Peggy Proctor 
Phone (306) 966-6574 
Fax:  (306) 966-6575 
Email: Peggy.Proctor@usask.ca 
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“Success Story” Examples  
from Key Informant Interviews 
 

 
NAME 

 

 
EXAMPLES 

 
Gerard Yetman 
Canadian AIDS 
Society 

 
� Collaborative work between CAS and the Hemophilia 

Society of Canada in the blood transmission era 
� Response of CAS and HSC to “hot issues” in the blood 

handling and tracking system 
� Legal and justice agenda was promoted with the 

Keever commission due to collaborative efforts of so 
many people 

� End result was a new blood handling system in Canada 
� Another examples is CAS work with curriculum 

development for Schools of Social Work across Canada 
and the Canadian Social Work Association 

 
 
Kris McDonald 
Multiple Sclerosis 
Society of Canada 
 
 

 
� Ontarians with Disabilities Act – legislation passed in 

2001 with the MS society working on that campaign 
� The MS Society Committee for Social Action do 

advocacy and lobby work 

 
Francine Knoops 
Canadian Psychiatric 
Association 

 
� Canadian Alliance on Mental Health and Mental 

IllnessÆ serves as a consensus body for advocacy and 
has issued a joint policy paper “Call for Action” 

� Is intended to be inclusive of all mental health 
stakeholders 

 
 
Rick Kennedy 
Canadian Mental 
Health Association 
 

 
� Support for students with psychiatric disabilities in post-

secondary education – raising awareness that not all 
disabilities are physical – students need special 
accommodation(s) in order to be successful at 
university 

� ‘Roots for Real Work’ project that involves return to 
meaningful employment for people living with mental 
illness 

� ‘Inclusion in Community’ project that encourages 
people living with mental illness to go out and serve on 
various Boards of Directors (ie. YMCA, etc.) in their 
communities 

� Canadian Alliance on Mental Illness and Mental Health 
(CAMIMH) which encompasses professional, 
consumer, family and community perspectives 

� Collaboration with Dietitians of Canada on S.A.D.  
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Donna Klaiman 
Canadian Association 
of Occupational 
Therapists 
 
 
 

 
� Quebec CLSC Model – multidisciplinary team approach 
� LCOA Active Living Coalition – the Diabetes Project 

(Health Canada) re: risks of Diabetes 
� CAOT soon to conduct a national forum with Canada 

Mortgage and Housing to look at issues of barrier free 
design in housing 

� HRDC sector study on home care – CAOT and Home 
Care Association lobbying that respite care be 
recognized as part of the continuum of home care 

 
 
Dr. David W. 
Grossman 
College of Family 
Physicians of Canada 
 
 

 
� Community Advisory Panels at St. Michael’s Hospital 

provide a “community forum” to advise the hospital 
� The clinic he works in operates as a large 

multidisciplinary team, with an effective team approach 
to care 

 
Sean B. Rourke 
Canadian 
Psychological 
Association 
 

 
� Current research he is involved in Æ a controlled trail 

doing “rehab” with people suffering cognitive 
impairment and seeing positive results 

 
Dr. Carole Miles 
Centre on Disability 
Studies 
 
 
 

 
� The concept of “self-managed care” in the context of 

home care services within the public health care system 
in the province of Manitoba  

 
Tova Sherman 
Reach Nova Scotia 
Association 
(Access to Justice for 
Nova Scotians with 
Disabilities) 
 

 
� The 9 / 4 Program, which promotes employment 

opportunities for people living with disabilities 
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CWGHR CROSS DISABILITY PROJECT  
February 2002 

 
 

I N V I T E D   P A R T I C I P A N T   L I S T 
 

 
NAME 

 

 
ORGANIZATION 

 
CONTACT INFORMATION 

 
Gerard Yetman 

 
Canadian AIDS 
Society 

 
Gerard Yetman, Manager 
National Programs 
Canadian AIDS Society 
Phone: 1-800-884-1058 (x 121) 
Fax:  613-563-4998 
Email: gerardy@cdnaids.ca 
 

 
Pamela C. Fralick 

 
Canadian 
Physiotherapy 
Association       

 
Pamela C. Fralick 
Chief Executive Officer                 
Canadian Physiotherapy Association       
2345 Yonge St., Suite 410               
Toronto, ON M4P 2E5                      
T: (416) 932-1888 (x 14)                   
1-800-387-8679                               
Fax:  (416) 932-9708                               
Email: pfralick@physiotherapy.ca            
http://www.physiotherapy.ca              
 

 
Kris McDonald 
 

 
Multiple Sclerosis 
Society of Canada 
(representative) 
 
 
 
 
 
Organization: 
 
 
 
 
 
 

 
Kris McDonald 
Disability Consultant 
3231 Eglinton Avenue East, Suite 704 
Scarborough ON  M1J 3N5 
Phone: 416-264-0626 
Fax: 416-264-4886 
e-mail: krisal@axxent.ca 
 
Deanna Groetzinger 
Senior Communications Officer 
MS Society of Canada 
250 Bloor Street East, Suite 1000 
Toronto  ON  M4W 3P9 
Tel: (416) 922-6065 
Fax: (416) 922-7538 
Email: 
deanna.groetzinger@mssociety.ca 
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Mara Koven Canadian Breast 
Cancer Foundation 

Mara Koven  
National Special Projects Manager  
Canadian Breast Cancer Foundation  
790 Bay Street  
Suite 1000  
Toronto, ON  M5G 1N8  
T: (416) 596-6773 X325  
mkoven@cbcf.org  
www.cbcf.org 
 

 
Francine Knoops 

 
Canadian Psychiatric 
Association 

 
Francine Knoops  
Director, Professional Affairs 
Canadian Psychiatric Association  
441 MacLaren #260 
Ottawa   ON    K2P 2H3  
fknoops@cpa-apc.org 
t: 613 234 2815 x238  
f: 613 234 9857 
www.cpa-apc.org 
 

 
Rick Kennedy 

 
Canadian Mental 
Health Association 
 

 
Rick Kennedy 
Director of Marketing and Development 
National Office 
Canadian Mental Health Association 
2160 Yonge, 3rd Floor 
Toronto  ON  M4S 2Z3 
T:  (416) 484-7750 
Fax: (416) 484-4617 
Email: rken@cmha.ca 
www.cmha.ca 
 

 
Donna Klaiman 

 
Canadian Association 
of Occupational 
Therapists 
 

 
Donna Klaiman 
Director of Education and Development  
Canadian Association of Occupational 
Therapists 
CTTC Suite 3400 
1125 Colonel By Drive 
Ottawa, ON K1S 5R1 
T: 1-800-434-2268 ext 229  
Tel: 613-523-2268 ext 229 
Fax: 613-523-2552  
email  dklaiman@caot .ca 
www.caot.ca 
 
 

 
Catherine Lewis 

 
Canadian Diabetes 

 
Catherine Lewis 



Canadian Working Group on HIV and Rehabilitation 

 
or speak to: 
Director of Advocacy 
 

Association Manager, National Public Programs 
and Services 
Canadian Diabetes Association 
telephone (416) 363-0177 ext 551 
fax (416) 214-1899 
lewis@diabetes.ca 
www.diabetes.ca 

 
Dr. David Grossman 

 
College of Family 
Physicians of Canada 
(representative)  
 
 
 
 
 
 
 
 
Organization: 

 
Dr. David W. Grossman      
Family Physician & Community 
Medicine Specialist 
St. Michael's Hospital 
Inner City Health Research Unit 
407 - 70 Richmond Street East 
Toronto  ON  M5C 1N8 
T: (416) 864-6060 x2753 
fax: (416) 864-5485 
email:DavidW.Grossman@UToronto.ca 
 
Christine Wackermann 
Health Policy Coordinator 
The College of Family Physicians of 
Canada 
2630, avenue Skymark Avenue 
Mississauga  ON  L4W 5A4 
Tel: (905) 629-0900 
Fax: (905) 629-0893 
Email:  cw@cfpc.ca 
www.cfpc.ca  

 
Sean B. Rourke 

 
Canadian 
Psychological 
Association 
(representative) 
 
Organization: 

 
Sean B. Rourke, Ph.D. 
Research, Mental Health Service 
Scientist, Inner City Health Research 
St. Michael's Hospital 
Tel: (416) 864-6060, ext 6482 
Email: sean.rourke@utoronto.ca 
 
John Service 
Executive Director 
Canadian Psychological Association 
151 rue Slater Street, Suite 205 
Ottawa  ON  K1P 5H3 
Tel: (613) 237-2144 (x22) 
1-888-472-0657 
Fax: (613) 237-1674 
Email: jservice@cpa.ca 
www.cpa.ca 

 
Nadine Henningsen 

 
Canadian Home Care 
Association 
 

 
Nadine Henningsen 
Executive Director 
Canadian Home Care Association 
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17 York Street, Suite 401 
Ottawa, Ontario 
Tel: 613-569-1585 
E-mail: 
nhenningsen@cdnhomecare.on.ca 
 

 
Dr. Carole Miles 

 
Centre on Disability 
Studies 
(representative) 
 
 
 
Organization: 

 
Carole Miles Redwin 
Box 262 
Landmark MB  R0A 0X0 
(204) 355 4228 phone or fax 
email camiles@mb.sympatico.ca 
 
Dr. Henry Enns 
Canadian Centre on Disability Studies 
56 The Promenade 
Winnipeg  MB    R3B 3H9 
Tel:  (204) 287-8411 (x24) 
Fax:  (204) 284-5343 
 

 
Judy Marshall 

 
Canadian Association 
of Rehabilitation 
Professionals 
(CARP) 

 
Judy Marshall 
Executive Director 
CARP National 
201 Consumers Toad, Suite 302 
Toronto  ON   M2J 4G8 
Tel:  (416) 494-4700 (x204)  
1-888-876-9992 (x 204) 
Fax:  (416) 494-9139 
Email: judy@carpnational.org 
www.carpnational.org 
 

 
Tova Sherman 

 
Reach Nova Scotia 
Association 
(Access to Justice for 
Nova Scotians with 
Disabilities) 

 
Tova Sherman 
Executive Director 
Reach Nova Scotia Assocation 
307 – 6389 Coburg Road 
Halifax  NS  B3H 2A5 
T: (902) 429-5878 
Fax: (902) 429-5858 
Email: reachns@dbis.ns.ca 
www.reachns.ns.ca 
 
 
 

 
Stephanie Nixon 

 
Canadian Working 
Group on HIV and 
Rehabilitation 
(CWGHR) 

 
Stephanie Nixon, Co-Chair  
Canadian Working Group on HIV and 
Rehabilitation (CWGHR) 
333 Sherbourne Street 

mailto:camiles@mb.sympatico.ca
mailto:reachns@dbis.ns.ca
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 Toronto, ON 
M5A 2S5 
PHONE: (416) 324-4182 
FAX: (416) 324-4184 
email: stephanie.nixon@utoronto.ca 

 
Tom McAulay 

 
Canadian Working 
Group on HIV and 
Rehabilitation 
(CWGHR) 
 

 
Tom McAulay 
2212 Alder Street 
Vancouver  BC  V6H 2R9 
Phone: (604) 734-8083 
Email: atommc@netcom.ca 
 

 
Elisse Zack 

 
Canadian Working 
Group on HIV and 
Rehabilitation 
(CWGHR) 
 

 
Elisse Zack, Executive Director 
Canadian Working Group on HIV and 
Rehabilitation (CWGHR) 
333 Sherbourne Street 
Toronto, ON 
M5A 2S5 
PHONE: (416) 324-4182 
FAX:        (416) 324-4184 
email:     cwghr@hivandrehab.ca 
web site: www.hivandrehab.ca 

 
Michael J. Howorth 

 
Crohn’s and Colitis 
Foundation of 
Canada 

 
Michael J. Howorth 
Executive Director 
Crohn’s and Colitis Foundation of 
Canada 
60 St. Clair Avenue East, Suite 600 
Toronto   ON   M4T 1N5 
Tel:  (416) 920-5035, 1-800-387-1479 
Fax:  (416) 929-0364 
Email:  mhoworth@ccfc.ca 
 

 
Dr. Barbara Whylie 
 
or  
 
Heather Logan 
Policy Development 
 
 

 
Canadian Cancer 
Society 

 
Dr. Barbara Whylie 
Director of Cancer Control Policy 
Canadian Cancer Society 
10 Alcorn Avenue, Suite 200 
Toronto  ON  M4V 3B1 
Tel: (416) 934-5637 
Fax: (416) 961-4189 
www.cancercontrol.org 
 

 
Jackie Manthorne 

 
Canadian Breast 
Cancer Network 

 
Jackie Manthorne 
Executive Director 
Canadian Breast Cancer Network 
602 – 331 Cooper Street 
Ottawa   ON   K2P 0G5 

mailto:mhoworth@ccfc.ca
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Tel:  (613) 230-3044, 1-800-685-8820 
Fax:  (613) 230-4424 
Email:  jmanthorne@cbcn.ca 
 

 
Pam Murray 

 
The Arthritis Society 

 
Pam Murray 
V.P. Marketing and Communications 
The Arthritis Society, National Office 
393 University Avenue 
TORONTO   ON   M5G 1E6 
Tel: (416) 979-7228 (x375) 
Fax:  (416) 979-8366 
Email:  info@arthritis.ca 
 

 
Lorna Stevens 

 
Neutropenia Support 
Assoc. Inc. 

 
Lorna Stevens  
Neutropenia Support Assoc. Inc. 
P.O. Box 243, 905 Corydon Avenue 
Winnipeg   MB   R3M 3S7 
Tel: (204) 489-8454, 1-800-663-8876 
Email:  stevensl@mb.sympatico.ca 
www.neutropenia.ca 
 

 
Laurie Beachell 

 
Council of Canadians 
with Disabilities 

 
Laurie Beachell 
National Coordinator 
Council of Canadians with Disabilities 
926 – 294 Portage Avenue 
Winnipeg  MB  R3C 0B9 
Tel: (204) 947-0303 
Fax:  (204) 942-4625 
 

 
Carole J. Barron 

 
The Canadian 
Council on 
Rehabilitation and 
Work 

 
Carole J. Barron 
Executive Director 
The Canadian Council on 
Rehabilitation and Work 
Tel: (416) 260-3060 (x222) 
1-800-664-0925 (x222) 
Fax: (416) 260-3093 
 
 
 

 
Eugenia Repetur 
Moreno 

 
Canadian Association 
of Social Workers 

 
Eugenia Repetur Moreno 
Executive Director 
Canadian Association of Social 
Workers 
383 Parkdale Avenue, Suite 402 
Ottawa   ON   K1Y 4R4 

mailto:info@arthritis.ca
mailto:stevensl@mb.sympatico.ca
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Tel: (613) 729-6668 
Fax:  (613) 729-9608 
Email:  casw@casw-acts.ca 
www.casw-acts.ca 
 

 
Daniel Lapointe 
 
(Sarah Quigg, Admin 
Assistant) 
 

 
Hemophilia Society of 
Canada 

 
Daniel Lapointe 
Executive Director 
Hemophilia Society of Canada 
625 President Kennedy Avenue 
Suite 1210  
Montreal  PQ   H3A 1K2 
Tel: (514) 848-0503 (x224) 
1-800-668-2686 
Fax: (514) 848-9661 
 

 
 
 

mailto:casw@casw-acts.ca
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