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EXECUTIVE SUMMARY 
In order to address the challenges faced by people with episodic disabilities, the Canadian 
Working Group on HIV and rehabilitation (CWGHR) has undertaken a national multi-phase 
project, in ongoing consultation with the Episodic Disabilities Network1.  This ‘Episodic 
Disabilities’ Project is funded by Human Resources and Social Development Canada 
(formerly Social Development Canada - SDC) until March 2007 and is sponsored by CWGHR. 
The project has researched policies internationally, from which it recommended models to 
accommodate people living with episodic disabilities through income support programs and in 
the work force, and has implemented a cost-benefit analysis.  A pilot project will be designed 
and implemented to test and evaluate the models in a Canadian context.  The result will be 
evidence – based recommendations for policy improvements that will contribute to labour force 
participation and social inclusion of people living with episodic disabilities.  
As a forum for exchange of information and ideas, a National Summit on the Episodic 
Disabilities Project was held in Ottawa on March 2 and 3, 2006, where research findings were 
discussed and the stakeholders initiated the development of a strategy for the piloting phase of 
the project. Ottawa was selected because of the increased access and opportunity for 
participation of federal policy-makers. 
The process and outcomes of this National Summit are the focus of this Report. 

 

 

BACKGROUND 
 
Today, people living with HIV who have access to treatment are living longer than ever before.  
In Canada, it is estimated that 56,000 people were living with HIV at the end of 2002.2 In 
addition, research undertaken by the Canadian Working Group on HIV and Rehabilitation 
(CWGHR) has shown there are many disabilities that are similar to HIV in that they are lifelong 
and episodic in nature3.  Although there are no official statistics on the number of people with 
episodic conditions in Canada, Social Development Canada (SDC)4 stated in its November 
2003 report that “recurrent and episodic disabilities are becoming more prevalent in Canadian 
society.” 5  

                                                 
1 The Episodic Disabilities Network includes participation of the Canadian Mental Health Association, 
Lupus Canada, Multiple Sclerosis Society of Canada, and other national disability organizations.  It 
provides a forum to exchange information amongst participant organizations to enhance the ability of 
Network participants to respond in a coordinated way to inform policies and programs to improve quality 
of life and promote inclusion for people with episodic disabilities. 
2 Centre for Infectious Disease Prevention and Control, Government of Canada. National HIV Prevalence 
and Incidence Estimates for 2002, October 2003, p1. 
3 Proctor, P. Looking Beyond the Silo: Disability Issues in HIV and Other Lifelong Episodic Conditions. 
Canadian Working Group on HIV and Rehabilitation.  May 2002. 
4 In December 2003, Human Resources Development Canada divided into two departments: Human 
Resources and Skills Development Canada and Social Development Canada.  In February 2006, these 
departments amalgamated to form Human Resources and Skills Development Canada 
5 Government of Canada. Government Response to ‘Listening to Canadians: A First View of the Future of 
the Canada Pension Plan Disability Program: The Fifth Report of the Standing Committee on Human 
Resources Development and the Status of Persons with Disabilities’. November 2003. p22. 
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While there has been little research undertaken on episodic disabilities, several government 
departments have supported a cross-disability approach to relevant policies and programming. 
For example, in a recent Public Health Agency of Canada6 (PHAC) document, PHAC 
“encourage[s] greater integration of HIV/AIDS prevention, care and treatment interventions with 
those of other diseases”7. 
  
The Canadian Working Group on HIV and Rehabilitation (CWGHR) is a national, multi-sector, 
multi-disciplinary, charitable working group of stakeholders involved in rehabilitation in the 
context of HIV in Canada.  Since 2001, CWGHR has undertaken research on episodic 
disabilities which has shown that the episodic nature of HIV and other disabilities wreaks havoc 
with the work lives and income support for people living with episodic disabilities.  In addition, 
there are many systemic and practical barriers which prevent people with episodic disabilities 
from participating in the labour force in a meaningful way due to the episodic nature of their 
conditions.   
 
The following example illustrates some of the challenges that people with episodic disabilities 
face.  Although many people with episodic disabilities are eligible for coverage and/or currently 
receive disability benefits through Canada Pension Plan Disability (CPP-D) Program or private 
insurance, current policies do not recognize and/or accommodate the needs of people with 
episodic disabilities for flexible work options and income support nor do they recognize the 
concept of ‘partial disability benefits’.  According to current definitions of disability, people are 
considered either fully disabled or able to work.  However, some people with episodic disabilities 
may be able and want to work part time or during periods of good health, but are currently on 
full time disability benefits because there is no mechanism for partial disability benefits.  For 
example, for some people, side effects of some medications may restrict work participation in 
the mornings; these CPP-D recipients may be able to work in the afternoons.  However, partial 
CPP-D income support is not available at present, a disincentive for people who may be able to 
work and earn more but who are not able to work full-time.   
 
As access to income security and appropriate employment are key determinants of health8, the 
above issues require further investigation in the context of episodic disability.  

 

RESPONDING TO THE NEED 
In order to address the challenges faced by people with episodic disabilities, CWGHR has 
coordinated a national multi-phase project, in ongoing consultation with the Episodic Disabilities 
Network9.  This ‘Episodic Disabilities’ Project is funded by HRSDC until March 2007 and is 
sponsored by CWGHR. The project has researched policies internationally, from which it will 
recommend models to accommodate episodic disabilities and implement a cost-benefit analysis 
of these models. A pilot project will then be designed and implemented, to test and evaluate the 
models in a Canadian context.  The result will be evidence – based recommendations for policy 
                                                 
6 As of September 1, 2004, the HIV/AIDS Division of Health Canada moved to the new Public Health 
Agency of Canada 
7 Public Health Agency of Canada. The Federal Initiative to Address HIV/AIDS in Canada: Strengthening 
Federal Action in the Canadian Response to HIV/AIDS. 2004. p. 7 
8 Wellesley Central Hospital and Health Canada. Rehabilitation Services: A Comprehensive Guide for the 
Care of Persons with HIV Disease:  Module 7, p79. 1998. 
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and program improvements that will contribute to increased opportunities for labour force 
participation and social inclusion of people living with episodic disabilities. Throughout the entire 
process, evaluation that informs and improves subsequent components of the project is 
ongoing.  

 

SUMMIT DEVELOPMENT PROCESS 
As a forum for exchange of information and ideas, a National Summit on the Episodic 
Disabilities Project was held in Ottawa on March 2 and 3, 2006, where research findings were 
discussed and representatives from the stakeholder groups came together and initiated the 
development of a coordinated strategy for the piloting phase of the project.  It is the process and 
outcomes of this National Summit that are the focus of this Report.  
In consultation with the Project Advisory Committee, the Project Staff implemented the Work 
Plan for the Summit. The key stakeholder groups were identified as people living with episodic 
disabilities, employers (associations and champions), episodic disabilities organizations, human 
resource (HR) professionals, insurance, labour, policy makers, researchers, and rehabilitation 
professionals (vocational, physical, speech and language). 
The Project Staff and the Project Advisory Committee collaborated on numerous activities prior 
to the Summit including:  
 

• Developing a detailed work plan and budget  
• Developing an invitation list that was reflective of the multi-sector stakeholder groups  
• Selecting facilitators who would bring multiple viewpoints and experiences    
• Developing the Agenda (Appendix A), in consultation with the facilitators, in order to 

maximize the collaboration opportunities of the multi-sector representatives.  
 
Other logistical developments included: 
  

• Simultaneous English to French interpretation 
• A DVD of highlights  
• A media plan that included the development of a media advisory (Appendix B), and key 

messages (Appendix C)  
• Selection and training of media spokespersons. 
• Development of notes and prepared questions for each small-group facilitator 
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THE NATIONAL SUMMIT ON THE EPISODIC DISABILITIES 
PROJECT 
 
The National Summit on the Episodic Disabilities Project took place on March 2 and 3, 2006 in 
Ottawa, Ontario, Canada.  The content of the two days included “real-life” stories of persons 
living with episodic disabilities and the presentations of research findings from the following 
sources: 
  

• An international disability policy review 
• Recommendations for comprehensive disability supports in Canada 
• A costing analysis of key recommendations and  
• An analysis on a national survey of Human Resources professionals.    
 

The Summit also provided a forum for exchange of information and ideas through discussions 
held within and across different stakeholder groups.  The following bulleted list indicates the 
number of participants from each of the designated stakeholder groups. Each participant is 
counted in only one stakeholder group, though many were representing more than one group. 
 

• People with Episodic Disabilities - 13  
• Organizations Representing People with Episodic Disabilities - 8 
• Labour - 2 
• Government - 10 
• Employers - 4 
• Insurers - 4 
• Human resources professionals - 2 
• Rehabilitation professionals - 5 
• Others (e.g. staff, facilitators) - 9 

 
Deliverables produced from the Summit are available in electronic format on the CWGHR 
website or in hard copy format by request.  These deliverables include Power Point 
Presentations on the international policy analysis, the content of the Canadian model, the 
economic analysis and the HR survey analysis.  Additionally, an interview with participants at 
the Summit was produced by Rogers Cable in Ottawa. Information about the Pilot Project 
Steering Committee, discussed in this report, is available on the CWGHR website.  A DVD on 
the Summit is in production at time of the writing of this Report. 
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PRESENTATIONS 
 
The following are key points from a series of presentations, in order of presentation, that were 
provided during the summit from persons having episodic disabilities and those who work to 
support their needs. 
 

Dave Gallson is the National Program Director of the National Network for Mental Health 
(NNMH) and a mental health consumer.  He experienced a deep depression after a car 
accident that left him without his lower legs.  His remarks highlighted how employers and 
persons with episodic disabilities must be included in program and policy development.  
Additionally he emphasized mentoring in the workplace and supports for people living 
with episodic disabilities as essential. 

 
Richard Chenier is living with bipolar disorder and a representative of the NNMH.  His 
experiences related the need for improvement in CPP tax credits and the education 
needed for the public to overcome the stigma associated with mental illness.  In 
preparation for returning to work, he recognized that “What I needed was a soft spot” in 
the workplace because he wasn’t ready to go right back into a high demand position.  He 
emphasized that people living with episodic disabilities need flexible supports over the 
course of the return-to-work process. 

 
Sharon Segal is a person living with multiple sclerosis.  Fatigue is a major ongoing issue 
for people with MS.  She related her personal story including challenges with 
employment issues and she emphasized how these are related to policy issues. 
 
Carole Barron is the Executive Director of the Canadian Council on Rehabilitation and 
Work (CCRW).  Carole spoke about the accomplishments of CCRW in successfully 
returning persons with disabilities to work and the model that CCRW has adopted.  The 
program has expanded rapidly over the last 5 years to include several sites for disability 
supports across the country.  A highlight of Carole’s remarks included her offer for 
CCRW to serve as a pilot site for the project.   
 
Michael O’Connor is the Executive Director of the Interagency Coalition for AIDS and 
Development. ICAD supports the need for coordinated workplace and income support 
policies in order to address people’s needs.  Not only do they need to be coordinated 
when people return to work, but also when a person is unable to work during periods of 
disability. 
 
Muriel Westmorland is an Occupational Therapist and professor at McMaster University.  
She is a member of the Episodic Disabilities project advisory committee and a board 
member of the National Institute for Disability Management and Research (NIDMAR10).  
Muriel spoke of the NIDMAR model as a best practice model for inclusion of people with 
disabilities in the workplace.  The model has been implemented successfully in a variety 
of workplace settings and has relevance to the Canadian developing model for 
supporting persons with episodic disabilities.  
  

                                                 
10 www.nidmar.ca 
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Raymond B. has been living with HIV for more than 10 years.  He spoke of the 
significant life changes that he has experienced since his diagnosis, including the loss of 
his career.  He encouraged the need for active communication amongst all the 
stakeholders present to pull together to meet the needs and overcome the barriers faced 
by persons with HIV and other episodic illnesses. 
 
Louise Bergeron is living with Lupus.  She related her personal challenges with 
maintaining income supports.  Her illness episodes are highly variable and 
unpredictable.  As a result of the changeable nature of Lupus, Louise has found it 
difficult to hold a steady job.  She has interest in returning to the workplace but without a 
flexible accommodation schedule, may not be able to do so.  Her remarks heightened 
the awareness of all present to the daily challenges faced by someone with an episodic 
illness. 
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RESEARCH FINDINGS 
 
Research findings were presented on an international disability policy analysis, an economic 
costing analysis of a Canada Pension Plan – Disability (CPP-D) policy change and the results of 
a national human resources survey.  The full reports can be found on the CWGHR website at 
www.hivandrehab.ca. 

International Policy Analysis 
 
This presentation by Project Manager Eileen McKee and Intern Melissa Popiel provided a 
review of key findings from the international policy analysis undertaken by Queen’s University 
Social Policy Evaluation Group as part of this project.  Model highlights, including income 
support and benefits, workplace environment and the development of disability management 
centres were presented, as well as 21 recommendations to inform the development of the pilot 
sites.  The presentation emphasized the need to move “from plans to reality”. 
   

Costing Analysis 
 
Paul Smetanin, CEO of RiskAnalytica11 reported on his costing analysis that examined the 
Canadian Pension Plan – Disability (CPP-D) program, using demographic and epidemiologic 
data as inputs into a risk management model.  He explained the impact of episodic diseases 
based on five prominent disease groups (cancer, circulatory disease, chronic obstructive 
pulmonary disease, mental illness, HIV/AIDS) on employees through 2033 if no new policy was 
introduced.    

 
He reported on the resulting gross economic benefit of new CPP-D policies which would 
encourage CPP-D recipients to participate in the labour force to their potential, and receive 
partial CPP-D income support. Paul acknowledged that the model does not take into account 
increases in number of latent recipients due to the more flexible policies.  The gross economic 
benefit was presented as a sound argument because the more an individual participates in the 

                                                 
11 www.riskanalytica.com 
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workforce, the more economically productive they will be. The model is in 2005 dollar terms and 
does not take into account changes in the Canadian dollar, which may result in a future 
economic impact larger than predicted.  
 
As there was limited time available for discussion of this model, further discussion is required to 
facilitate greater understanding of this model, utilize its potential with respect to this analysis and 
integrate other variables. 
 

National Survey Of Certified Human Resources Professionals (CHRP) 
 
Lily Wong reported on her analysis of responses to a survey, conducted through the Canadian 
Council of Human Resource Professionals (CCHRP), of 482 certified human resource 
professionals in Canada on their level of knowledge of episodic disabilities.  The key findings 
showed that over sixty (60) percent of the respondents reported that they have little to no 
knowledge on approaches to managing cases of episodic disabilities.  Almost seventy (70) 
percent of all respondents reported that they are unable to statistically identify cases of episodic 
disabilities in their caseloads.  Expanding the existing income support mechanisms available to 
HR professionals, such as partial CPP-D benefits, is important to HR professionals. 

Recommendations included the demonstration of leadership through the Canadian Council of 
Human Resources Associations (CCHRA) and their affiliated associations to foster collaboration 
amongst episodic disability interest groups to create solutions to systemic and legislative 
barriers, such as the development of a national program of Disability Management / Support 
Centres located regionally.  The results suggested the development of resources for HR 
professional members to provide appropriate support for employees with episodic disabilities.  
Ongoing opportunities for communication between HR professionals to exchange ideas and 
insights into providing services in the workplace were requested by the survey respondents.  In 
addition, curriculum development specific to the training of HR professionals on supporting 
persons with Episodic Disabilities was identified as a need for respondents. 
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SECTOR-SPECIFIC BREAK-OUT GROUPS 
 
On the first day of the two-day Summit, participants were given the task of responding to a 
series of questions to provide insight into the needs and capacities of the sectors represented at 
the Summit to better meet the needs of persons with episodic disabilities.  These sector-specific 
break-out groups responded to a series of questions and reported back to the large group.  
 

• What are the benefits of improved inclusion of people with episodic disabilities?  
• What specifically can your sector contribute towards the recommendations?   
• What cooperation would you need from other sectors to make progress?   
• How can your sector work with other sectors to make progress? 
 

 The following are common themes of the sector-specific break-out groups: 

Workplace Impact 
 
Participants listed impacts on the workplace that may result from initiatives to return and 
maintain persons with episodic disabilities in the workplace including improved understanding; 
cooperation with other sectors; leadership; accountability; improved corporate culture / loyalty; 
increased productivity and financial gains.  These may act as incentives for worker retention 
which is ever more important with the aging workforce.  Through including the experiences and 
perspective of people living with episodic disabilities in consultations, organizational loyalty will 
be bred among them and other employees. 
 
Additional and transferable benefits may include increased teamwork, leadership, as well as 
knowledge base for accommodation; problem solving and creativity. People living with episodic 
disabilities are often highly motivated and exceptional workers having intellectual capital. 
Another benefit for a corporation cited was reputation as social responsible.  The presence of 
diversity in the workplace that mirrors the client base is important.  Resulting retention helps to 
avoid turnover and retraining costs.   
 
Strategies to accomplish this workplace impact include: 

• Establishing achievable goals, building on successes;  
• Fostering an environment for disclosure;  
• Sharing best practices within or outside of a sector;  
• Involving people with episodic disabilities.  
 

Potential challenges or barriers include: 
• Concerns about Canadian Human Rights Commission violations;  
• Limited or lack of proactive policies (workplace and legislated) and of organizational 

leadership on the issues   
 

Solutions include: 
• Recognizing the efforts of coworkers who pick up duties for persons living with episodic 

disabilities;  
• Creating a regulatory body to develop policies/programs;  
• Open feedback to Human Rights Commission about concerns and needs. 
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Labour Impact  
 
Labour union involvement will focus on collective bargaining and union management.  The 
terms of employment for all employees, including persons living with episodic disabilities, need 
to be more clearly defined. 
 

Public And Workplace Policy  
 
Discussion regarding effective change to both public and workplace policies revealed a series of 
suggestions. 

• A broader, more inclusive definition of “disability”;   
• Increased incentives, such as flexible work arrangements through collaboration with 

federal and provincial governments (e.g., Workers’ Compensation Boards) which will 
result in social and economic benefits;   

• Increased role of government to build awareness, develop communication plans, 
facilitate the development of internal and external training;   

• Funding the piloting and evaluation of best practices with respect to legislation;   
• Facilitate the Support of employers through coaching and other means. 

 

Insurance  
 
Concerns of persons living with episodic disabilities include the response from coworkers after 
disclosure. People with episodic disabilities must be assured confidentiality. At the same time 
educating coworkers about the responsibilities regarding and benefits of accommodation is 
required.  Education about policies available and existing and potential flexibility should be 
made available and involve frontline supervisors.  
 

Research  
 
Research is needed to determine the role of social inclusion on quality of life, and to better 
understand the vulnerability of people living with episodic disabilities, and which groups are 
most vulnerable to episodic disabilities.  Research has a role in knowledge transfer.  To enable 
the research to be conducted, a partnership funding strategy for research in this area, e.g., 
through Requests for Proposals, needs to be developed.  Forming a research consortium in this 
area and a knowledge clearinghouse are potential options for knowledge transfer.  Additionally, 
policy research should accompany all implementation of the recommendations. 
 

Rehabilitation  
 
Suggestions regarding rehabilitation include, moving away from the medical model to a holistic 
model of health while looking at the full range of supports from intervention, prevention, health 
promotion to keep people in the workforce. 
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Education 
 
Education should be provided regarding provisions that are already in place for persons living 
with episodic disabilities. As well, education to and about physicians and their role in insurance 
provisions for persons living with episodic disabilities will assist this process.  The education of 
employers, employees, vocational rehabilitation professionals, etc to raise awareness about 
functional capacity assessments may help the transition to return to work.  It is also crucial that 
education about the rights of persons with episodic disabilities be completed to empower them 
to hold their employers accountable for human rights legislation. 
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"...I was particularly impressed by the reports of the cross-sectoral group 
discussions. It was interesting to hear participants focus on what could 
be done and how, rather than dwell on the status quo.   
    Participants in different sectors laid the foundation to develop ways to 
keep people active in the workforce. Their conviction is evidence of a 
win-win situation, where rather than deal with a person's disability, we 
look at his/her ability to accomplish work that is mutually advantageous 
to the employer, the insurer, the pension administrator and the worker. " 

Paul Gaudet 

PRIORITIES OF RECOMMENDATIONS AND PILOT PROJECTS   
 
On the second day of the Summit, participants focused on identifying priorities for pilot projects, 
and on offering advice on the rollout of the pilot projects. The recommendations highlighted from 
these discussions ideally would be implemented concurrently.  These pilot projects will be 
developed over the coming year, and implemented over the next 3-5 years, to determine the 
impacts and effectiveness of new policies and practices on all stakeholders (e.g. people with 
episodic disabilities, employers, other employees, insurance programs, health plans, etc) Based 
on the presentations and discussions from the first day, the full group selected a number of 
recommendations that they believed could be explored in pilot projects. Those 
recommendations were then assigned to cross-sector break-out groups for further deliberation. 
The following questions were also used to guide the discussions:  
 

• What are the target(s) for change; (who needs to be involved, and what do they need to 
change?)  

• What are some strategies for change? 
• What are some potential barriers? 
• What are some potential solutions to those barriers?  

 
The following sections highlight the responses from the groups. 
 

Policy Research 
 
Key stakeholders in initiating policy research include the federal and provincial governments, 
private insurers, private employers, unions, persons living with episodic disabilities, health 
service providers, funders, and the proposed research consortium.  Conducting policy research 
will assist in bridging and sharing information and strategies across stakeholder groups and lead 
to best practices and case studies for future reference.  Through the use of qualitative and 
quantitative monitoring and evaluation of problems and solutions, including participatory action 
(see paragraph below)  research methodology, researchers will be able to assess workplace 
dynamics, economic, health and social impacts of the return to work and employment 
maintenance needs of persons with episodic disabilities.  This process will foster ongoing 
sharing of best practices and the development of action planning methods.  Critical to the 
process is the use of ongoing evaluations to ensure validity and reliability of the results.  
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Several strategies were suggested to accomplish these research goals.  Participatory action 
research (PAR) creates change while conducting research but also contains a number of 
barriers.  These barriers include PAR being a non-traditional form of research that requires a lot 
of buy-in by participants; heavy commitment needed and time intensity; very context specific 
and therefore difficult to generalize, all of which may be potentially overwhelming for persons 
living with episodic disabilities. 
 
To overcome some of these challenges, the session participants offered several solutions. 
These included the need to show that PAR is effective at producing change while gaining 
acceptance and agreement that the current employment status quo for persons with episodic 
disabilities is untenable.  Organizations that are ready to change or are on the path to making 
change need to be involved in the consultation and pilot phases of the project.  To ensure that 
the information is compiled and all voices heard, a skilled, competent facilitator is needed to 
bridge the gaps between communities of interest. 
 
In examining the economic analysis, a gap for further research involves examining the current 
cost of disability policies.  Some of the barriers to further economic analysis involve the need for 
agreement on assumptions of modeling; reliability or lack of data and high expectations for 
generalization.  An alternative option involves a feasibility study instead of ‘piloting’ which can 
be less time consuming and expensive. Additional suggestions included communication and 
multi-stakeholder advisory groups that involve students. 
 
The Policy environment and systems analysis have examined the factors that shape the policy 
environment.  The current barriers to further analysis include the frequency of change in policy 
environment, federal/provincial/territorial jurisdictional differences and lack of coordination 
among them, and silos of knowledge.  Potential solutions offered include continued investigation 
of research already undertaken. This must include a validation process for existing research to 
bridge and transfer knowledge (e.g., Clearinghouse). 
 
 

Educational Strategy 
 
An education strategy strives to change attitudes and culture surrounding complexities of living 
with episodic illness and the fluctuating nature in permanent illness while moving away from 
current definitions of disability to ability.  This process is informed by the Episodic Disability 
Network, especially around issues of workplace accommodation and inclusion. The strategy 
should provide evidence of benefits of employing persons with episodic disabilities.  Targets for 
an educational strategy include employers, unions or other employee associations, human 
resource professionals, health care professionals, rehabilitation professionals, persons living 
with episodic disabilities and their families and care providers, people assessing and processing 
disability (CPP-D and/or provincial) and private insurance claims, the education system, and 
media. 
 
Vehicles for accomplishing this task include using the media, Services Canada Centres, 
voluntary organizations (e.g, multiple sclerosis or mental health association), labour 
associations, and life insurance association.  Forms of training that may be used include 
workshops, online education, and mentorship for persons living with episodic disabilities.  All 
educational strategies should involve persons living with episodic disabilities in order to utilize 
the experience and expertise they bring to these issues. 
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Some of the barriers to accomplishing these tasks include: 
• A lack of sustainable funding and  
• Getting buy-in from all stakeholders.   
 

Strategies to overcome these barriers include: 
• Evaluating the impact of the strategies on the health outcomes for persons living with 

episodic disabilities and  
• Evaluating the impact of the strategies on employers’ and insurers’ attitudes.  

 
This initiative should be led by the National Steering Committee to be organized for the pilot 
sites. Additionally the development of compelling case studies to highlight the existing 
evidence and market the concept in a compelling way was suggested. 

 

Continuous Health Benefits 
 
This group explored how to help persons living with episodic disabilities maintain their extended 
health benefits from periods when they aren’t able to work to periods when they are able to 
work. Both short and long-term solutions were suggested.  Short-term solutions suggested 
include educating employers and their staff about what policies exist and how they work. This 
education would need to be 
coordinated.  Cross-eligibility (if you are 
eligible under one policy you would be 
automatically eligible under another) 
was another solution.  The group noted 
that this is a complex initiative, with a 
risk of discouragement should efforts 
not succeed. Education of and 
communication to physicians about their 
role and contribution to well-being of 
persons living with episodic disabilities 
was also discussed.   
 
Benefits supports are determined by the 
insurance sector and keeping insurance 
intact while persons go in and out of 
work is a major component of this 
process.  To be successful, one insurer 
cannot make all the changes necessary 
and all insurers must be involved.  
Awareness about all the factors to 
consider in a return to work process, 
including costs such as commuting and 
wardrobe, is also important.  
 
The twinning of welfare benefits with 
insurance plans would not cost much 
money, would not require legislative 
changes and may simplify an otherwise 
onerous process.  Some employers can 

“There can be major disincentives to hire 
persons with episodic disabilities in small and 
medium size companies which provide short- 
or long-term disability benefits.  Insurance 
companies in providing coverage to these 
companies look at risk using claim history.  
Thus hiring a person who is seen to be likely 
to make a claim brings the threat of major 
increases in insurance premiums for the 
employer and if plans are cost-shared, to 
employees.  If we are going to address this 
barrier, we need to look at underwriting 
context of small and medium employers and 
their employees in a broader context.  We 
run a greater risk of wasting talent by not 
hiring persons with episodic disabilities 
because of these disincentives--of significant 
loss both to these firms and to society as a 
whole.   Here is an area where we need 
to find ways to share risk across 
stakeholders  - not just as a potential burden 
for small and medium sized firms and their 
insurance underwriters.” 

Aron Spector 
Senior Research Officer

Social Development Canada
Strategic Research
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see the need conceptually at corporate level but complexity in applying the policies is difficult at 
level of local units which operate like individual businesses.  The suggestion was made to 
choose the pilot sites wisely and involve stakeholders so that there are some easy-wins that set 
an example.   
 
The long-term solutions suggested tackling legislation (i.e. EI and CPP) and engaging 
employers in those discussions to ensure buy-in and to ensure that the policies are 
implemented. Central to this process is recommendation #13 of the Recommendations 
Combined document published by CWGHR. 
 

Partial Disability Benefits Through Private And Public Insurers 
 

The stakeholders involved in this 
recommendation include Employment Insurance 
and Workers Compensation Boards, as well as 
public and private insurers.  Two issues are 
central to realizing the partial disability benefit:  

• Keeping people at work, as well as  
• Maintaining a safety net for those who are 

not working.   
 
Champions for change need to be present at 
each pilot site and employers have to be 
committed to make the pilots happen.  Examples 
of successful pilot initiatives include CPP-D and 
EI which can arrange job-sharing, and Workers 
Compensation which has return to work programs 
for injured workers.  These programs can provide 

examples for the pilot sites.  These are important examples of creative ways to introduce 
flexibility in insurance schemes.   
 
The insurance underwriting context especially impacts small and medium employers. The 
challenge is in the capacity to share risk across the stakeholders and not just single employers 
or insurance providers.  This point illustrates the importance of collaboration across all sectors.  
Of note is that CPP-D works under very rigid legislation. Funding to research the benefits of 
these interventions is critical.  Problems with CPP-D and private insurers include the high costs 
of expenses for employees and employers and so unions need to be included.   The model data 
should take into account other sources of income (workers compensation and private sector 
disability insurance) and should be compared against Canada’s Chief Actuarial data.  Good 
research questions must be attached to these pilot sites and the outcomes might not be money 
saved immediately, but the impact on less tangible factors like quality of life, improved health, 
social benefits and reduced health care utilization costs.  
 
 

Implementing Disability Support Centres 
 
These recommendations deal with Recommendations 13 and 14 on the Recommendations 
Combined document (Appendix D).  The Disability Support Centres would represent a unified 

"I would stress the importance of 
preventative interventions – what is 
happening to people while they are 
still earning, what supports can be 
put into place before people become 
fully disabled and qualify for 
CPPD? This project can’t just be a 
return to work focus, but a stay-at-
work focus as well."  

Nancy Lawand 
Director, Social Development 

Canada 
CPP Disability Policy 
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"There are lots of employers who identified 
problems in employees being afraid to disclose 
their disabilities, as well as human rights 
issues of employers not being permitted to ask 
employees about having a disability. They 
don’t know where to start for inclusion of 
people with disabilities. We need more of a 
collective effort - “one stop shop” for disability 
issues."  

Carole Barron 
Canadian Council on Rehabilitation and Work 

system of structural supports for employers and employees and provide accessible case 
management support for employers and employees.  The focus of the centres would be on 
persons living with episodic disabilities, his/her predicament and family, and the environment in 
which they work. The Centres therefore must involve employers, unions, non-government 
organizations and advocacy groups, 
as well as physicians (both family 
physicians and specialists) and other 
rehabilitation professionals.  Both the 
persons living with episodic disabilities 
who are current and former employees 
and those who are trying to enter the 
workforce are potential clients.  The 
centres have two functions: support 
and education/training.   The NIDMAR 
model may be helpful to guide what 
training is about.  These should not be 
seen as government–run assessment 
centres with bureaucracies and many 
formal procedures and repeat visits 
required, but rather the Centres should be sponsored by an independent third party and 
supported by government. Measured results will be attractive to funders while articulating the 
achievements of sponsoring partnerships.  To be ultimately successful, there is a need to 
familiarize the general public about the real issues people with episodic disabilities face, 
potential solutions, and what the centres are all about.  
 

Pilot Sites 
 
A remaining issue to be resolved revolves around the nature of the pilot sites and whether they 
should be physical sites.   A Disability Support Centre model may function similar to an in-
patient model for patients with burns, cancer, amputations.  The discussion of the pilot programs 
included two primary options.   
 
One option focused on a model of income support with income security continuity to the largest 
extent possible being an important principle.  Potential lack of disclosure of disabilities due to 
fears of employees, as well as human rights issues of employers around asking employees 
about a disability, points to the need for a collective effort - “one stop shop” for disability issues. 
Pilot sites would implement continuity of income, made possible only with a flexible employer 
and flexible insurer and involving people who are becoming disabled, those who are on CPP-D, 
those who are on long-term disability (LTD) benefits and CPP-D.   The stakeholders involved 
include rehabilitation, psychological counselling, case management, and occupational therapy.  
A person living with an episodic disability might waive their right to enrol in insurance plans if 
they were promised that they would do as well or better through pilot programs where they 
continue receiving benefits.  If the person living with an episodic disability starts to miss work 
because of their illness, they would have flexible compensation to avoid benefit discontinuity. 
Insurance companies may be able to match a control group by age, gender and diagnosis to 
compare with a program that does not allow the above-described flexibility.  
 
The alternate option focused on the pilots operating through employers with the government 
providing employment supports, extended health benefits, and rehabilitation and occupational 
therapy resources.  There is a need to include medium and small employers as well as large 
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employers, who may have more resources and capacity to introduce and implement good 
workplace policies.  The vision is for the employer to eventually take over some of the benefits 
costs once they have an employee over an extended period of time.  
 
For those work sites who do participate in the pilot sites there may be systemic discrimination 
and stigma which will require solutions.  To assist in overcoming these barriers, a suggestion to 
look into tax incentives for employers who hire people with disabilities was made. Employers are 
concerned with liability issues and costs of providing benefits.  
  
 
Several points were discussed as necessary across all recommendations:   

• Case managers who are actual point persons with accountability 
• Flexible work schedules allowed by employers will enhance opportunities for persons 

living with episodic disabilities to remain engaged in work   
• Assisting employers to move out of their old paradigms about what work means requires 

that there be a certain level of trust between employers and employees. For example, 
work performance could be measured by deliverables with less emphasis on traditional 
office hours and work arrangements.   

• Examples of successful programs may also be helpful in designing the pilot sites.   
• Put pilot projects in context of workers compensation, as well as employers and address 

actual causes of some of these episodic disabilities. AIDS Service Organizations have 
had successes (e.g., AIDS Calgary, AIDS Committee of Toronto and AIDS Vancouver) 
which have done some good work with workplace issues for people living with HIV/AIDS.    

• Additionally for education initiatives for persons living with episodic disabilities, AIDS 
Calgary’s Equality Project, which educates people with HIV/AIDS about human rights 
issues and actions of recourse for violations of those human rights, may be informative.  
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A NATIONAL PILOT SITE STEERING COMMITTEE 
 
The development and implementation of the pilot sites will be a major highlight of the project.  
Summit participants were provided an overview of the proposed Terms of Reference (Appendix 
E) for the Steering Committee who will oversee the upcoming development of the pilot sites.   
The need for multi-sector involvement of all stakeholders was emphasized.  Summit participants 
received an overview of the draft terms of reference and timeline for the pilot phase and asked 
for suggestions on how to improve the process. 
 
From the resulting discussion a series of suggestions were brought forward:   
 

• A high level of organizational commitment is critical to the concept of hosting a pilot site 
and organizations need to have their perspectives represented. 

• A minimum of two persons with episodic disabilities be on the committee, in part 
because they could support one another.  Honoraria for the persons with episodic 
disabilities members should be considered. 

• Non-government organizations will play an important role, as well as persons with 
episodic disabilities and health care professionals.   

• Need to assess the determinants of health by following the health and social outcomes 
of persons with episodic disabilities.  (What are the benefits for people who return to 
work or remain in work, perhaps as compared to a control group of persons with 
episodic disabilities with similar conditions who do not return to work?) A long-term pilot 
is needed to follow the ups and downs of maintaining / returning to work for a person 
living with an episodic disability.  

• The Terms of Reference should spell out the resources available to the Steering 
Committee, as well as the expected time commitment of Committee members. 

 



19 
 

 
Report On The National Summit On The Episodic Disabilities Project CWGHR March 2006 

EVALUATION 
 
San Patten, the Evaluator contracted for the project, employed two exercises to evaluate the 
impact of the Summit.  As an immediate evaluation, participants responded to a self-
assessment of the impact of the Summit.  Participants were also asked to complete a statement 
of activities they will accomplish in the next two months and place in a self-addressed envelope.  
It will be mailed to them in two months.  A full Summit Evaluation Report is in process.  
 

SUMMARY  
 
The National Summit on the Episodic Disabilities Project proved to be an historic two-day event 
that brought together decision makers and key stakeholders from a wide variety of different 
sectors with common concern for the quality of life for persons with episodic disabilities.  
Summit participants moved from identifying unique perspectives, to identifying common issues, 
areas for collaboration and then turning from barriers into potential areas for action including the 
steering committee, work plan and volunteers for pilot sites. There was important engagement 
and interest / buy-in from all sectors which will be critical as we move forward into the pilot 
project phase. Encouraging ideas were found to work within existing system to make progress 
incrementally.  It is of note that people took risks to participate, whether persons living with 
episodic disabilities, employers or insurers, hopeful that progress would be made on the issues.  
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APPENDICES 
APPENDIX A –  AGENDA 
 
 

Preliminary Agenda – March 2, 2006 - Day One 
Sharing Information & Perspectives 

 
 

9:00 a.m. Breakfast 

9:30 a.m. Welcome and Introduction of Facilitators  

9:35 a.m. Overview of the Summit  

9:45 a.m. Living with an Episodic Disability  

10:00 a.m. The Rationale for the Episodic Disabilities Project 

10:15 a.m. Break 

10:30 a.m. International Policy Analysis 

10:45 a.m. Economic Analysis  

11:00 a.m. Survey of Human Resources Professionals Analysis 

11:15 a.m. Plenary  

12:00 p.m. Lunch 

1:00 p.m. Sector-specific Breakout Groups   

2:30 p.m. Break 

3:15 p.m. Reports from the Breakout groups 

4:30 p.m. Adjournment 

4:30 –  

6:30 p.m. 

Knowledge Exchange & Networking Opportunity 

Laurier Room, Upper Lobby 
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Preliminary Agenda – March 3, 2006 - Day Two 

Developing the Pilot Sites 
 
 

9:00 a.m. Breakfast 

9:30 a.m. Identifying Potential Pilot Sites 

9:45 a.m. Prioritizing the Recommendations 

10:45 a.m. Break 

11:00 a.m. Cross-sectoral Breakout Groups for  

 each Selected Recommendation  

 Pilot Sites 

 

12:00 Lunch 

1:00 p.m. Reports from Breakout Groups 

2:00 p.m. Proposed Work Plan with Timelines presented 

 Discussion of Tasks and proposed timelines 

 Clarifying next steps 

2:30 p.m. National Steering Committee  

3:00 p.m. Summarizing the Accomplishments of the Two Days 

3:15 p.m. Perspectives from a Person living with an Episodic Disability 

3:30 p.m. Final Comments, Evaluation 

4:00 p.m. Adjournment 
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APPENDIX B –  MEDIA ADVISORY 
 
Publicity plan for national summit  
 
Material to prepare 
• Media kit – look, include  
• Media advisory – inviting media to summit 
• Print news release – on research results 
• Radio news release – on research results 
• Biographies – on spokespeople and others at summit 
• Contact sheet – of spokespeople 
• Fact sheet on CWGHR and/or fact sheet on Episodic Disabilities Network 
• Backgrounder on episodic disabilities – defines and explains why you’re holding a  
   Conference 
. Program 
 
Timeline 
• Prepare media kit Mon. Feb. 27 
• Write news releases Wed. Feb. 8 
• Prepare backgrounder on episodic disabilities Tues. Feb. 7 
• Prepare fact sheet on Episodic Disabilities Network Tues. Feb. 7 
• Design media kit Tues. Feb. 14 
• Prepare media advisory Tues. Feb. 21 
• Send media advisory Mon. Feb. 27 
• Write fact sheet on CWGHR Wed. Feb. 15 
• Make contact sheet for reporters Wed. Feb. 15 
• Write bios on spokespeople  Wed. Feb. 15 
• Write pitches to various media gatekeepers  Tues. Feb. 14 
• Send pitches to media gatekeepers Tues. Feb. 21 
 
Objectives 
Stronger voice for people living with episodic disabilities   
New and expanded knowledge-based relationships with stakeholders  
 
Target media 
National and local media, medical and HR trade publications 
 
Rationale 
Having national media attend the event will help bring awareness to the issues surrounding 
episodic disabilities. Media may find news value in the timeliness of the symposium, the 
prominence of the people involved, the impact that living with episodic disabilities has on many 
people’s lives, and to encourage legislated change.  
 
Anticipated results 
Although the conference may generate some publicity, laying the groundwork for a solid 
relationship with media gatekeepers is our primary focus. Whether they attend the conference 
or not, we will keep them apprised of any developments they would find newsworthy. Our 
primary goal is to build and nurture a relationship with them, one that will be mutually beneficial.  
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APPENDIX C –  KEY MESSAGES 
 
Episodic Disabilities Summit  

Definitions 

Episodic disabilities  

An episodic disability is marked by fluctuating periods and degrees of wellness and disability. These 
periods of wellness and disability are unpredictable.  As a consequence, a person may move in and out of 
the labour force in an unpredictable manner.  Examples of Episodic Disabilities are:  multiple sclerosis, 
cancer, HIV/AIDS, mental illnesses, arthritis and lupus. 

 

Flexible income and benefits support mechanisms  

Examples of flexible income and benefits support mechanisms include: 

Partial Income Support: i.e. Partial Canada Pension Plan (Disability) (CPP(D)) benefits to complement 
part time-work.  

Continuous drug and health benefit coverage: Drug and health benefit coverage regardless of 
employment status of a person with an episodic disability. 

 

Flexible Work Arrangements include: 

 flexible scheduling that accommodates the needs of employees with episodic disabilities 

 job sharing and / or part-time work that permits job responsibilities to be shared among more than 
one employee, and that is complemented with the necessary income support, such as  partial 
CPP (D) and benefits (i.e. extended health and prescription) required by a person living with an 
episodic disability. 

 

Target Audiences and their Key Messages  

 

Canadians 

Not all disabilities are permanent; some are episodic.  

Canadians with episodic disabilities have the desire and capacity to work and are productive, talented 
members of society. 

Canadians with episodic disabilities make significant contributions to society.  

Labour-force participation is important for income, health and well-being, social inclusion, and skills 
development/learning.   

To ensure that barriers to labour-force participation are addressed, all sectors need to work together to 
actively support Canadians with episodic disabilities in their efforts to obtain and sustain employment.  

The “Standard Rules on The Equalization of Opportunities for Persons with Diabilities” adopted by the 
United Nations General Assembly December 1993 states: 

 “states should actively support the integration of persons with disabilities into open employment” 
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 “Social security programmes should also provide incentives for persons with disabilities to seek 
employment in order to establish or re-establish their income-earning capacity.” 

 “Income support should b maintained as long as the disabling conditions remain in a manner that 
does not discourage …seeking employment.  It should only be reduced or terminated when 
persons with disabilities achieve adequate and secure income. “ 

Government 

All levels of government, private insurance companies, employers, the voluntary sector and individuals 
with disabilities themselves need to share the responsibility for ensuring that people with episodic 
disabilities can work to their potential, and be supported regardless of whether they are working. 

The Government of Canada has the opportunity and responsibility to play a leadership role by 
coordinating the relevant stakeholders and other levels of government to ensure that people with episodic 
disabilities can work to their potential and be supported regardless of whether they are working.  

Establishing flexible income support policies and programs can optimize the contributions of employees 
with episodic disabilities. 

Income support policies for funding programs that support employees with episodic disabilities when they 
are able to work, as well as when they are not able to work, can make good business sense.   

The Government of Canada has a successful record of employing persons with disabilities, and can build 
on this success with employees with episodic disabilities.  

The Government of Canada has a responsibility to communicate, as a model for other employers, its 
record of success in supporting employees with disabilities..   

 

Insurers 

Many working-age adults with episodic disabilities who are unemployed or out of the workforce have the 
potential to work if they have the necessary supports.  

People with episodic disabilities may be capable of working part-time, full-time, or flextime. 

Establishing flexible income support mechanisms can optimize the contributions of employees with 
episodic disabilities. 

Insurers may save money by providing more flexible labour force participation opportunities for people 
with episodic disabilities.  

 

Employers 

Canadians with episodic disabilities have the desire and the right to work and are productive, talented 
members of your community. 

Establishing flexible income support mechanisms can optimize the contributions of employees with 
episodic disabilities.  

Establishing flexible workplace accommodations can optimize the contributions of employees with 
episodic disabilities. 

Employment is a key contributor to the quality of life and financial well-being of people with episodic 
disabilities.  

People with episodic disabilities may be capable of working part-time, full-time, or flextime. 

Labour-force participation is important for social inclusion. 
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HR Professionals 

More can be done to provide incentives to Canadians with episodic disabilities to return to work or stay in 
the labour force.  

It is the responsibility of the Human Resources sector to advocate and provide incentives to Canadians 
with episodic disabilities to return to work or stay in the workplace.  

Flexible income support mechanisms, such as top-ups, partial wage benefits, can maximize the 
productivity of employees with episodic disabilities.  

 

People with episodic disabilities are capable of working part-time, full-time, or flextime. 

People with episodic disabilities can contribute to an organization’s knowledge capital. 

HR professionals have a responsibility to learn about and support people with episodic disabilities. 

HR professionals, equipped with this knowledge, can be pivotal in providing support to people with 
episodic disabilities. (could open with this one).  

 

Researchers 

Research is needed to examine the links between health, illness, and disability to address the needs of 
people with episodic disabilities. 

Research is needed to determine the impact of implementing returning to work initiatives for people living 
with episodic disabilities.  

 

Health Care and Rehabilitation Professionals 

Employment is key to the quality of life and financial well-being of people with episodic disabilities.  

Employability can be enhanced by promoting access to flexible work arrangements, making work-related 
supports more available, and encouraging employers to offer job accommodation.  

People with episodic disabilities are capable of working part-time, full-time, or with flexible scheduling. 

Rehabilitation professionals can play a significant role for people with episodic disabilities to re-engage or 
stay engaged in the workplace. 
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APPENDIX D –  ‘RECOMMENDATIONS COMBINED’ DOCUMENT 
 

Summary of 
Recommendations  

 
Section I:  Program and Policy Recommendations for Episodic  

Disability Support, Canadian Working Group on HIV and 

Rehabilitation  

Section II:   A Policy Review and Analysis, 
Social Program Evaluation Group, Queen’s University 

 

Section III:   Costing Analysis, Risk Analytica 

 

Section IV:     Episodic Disabilities and an Analysis of a Survey of    

Human Resources Professionals, Lily Wong, BComm, 

MIRHR 
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SECTION I 
Program and Policy Recommendations for Episodic 
Disability Support 
Project Overview and Rationale for this Section 
The Canadian Working Group on HIV and Rehabilitation (CWGHR) is a national, multi-sector, 

multi-disciplinary, charitable working group of stakeholders involved in rehabilitation in the 

context of HIV in Canada.  Since 2001, CWGHR has untaken research on episodic disabilities. 

Initial research by CWGHR has shown that the episodic nature of HIV and other disabilities 

wreaks havoc with the work lives and income support for people living with episodic disabilities.  

In addition, there are many systemic and practical barriers which prevent people with episodic 

disabilities from participating in the labour force in a meaningful way due to the episodic nature 

of their conditions.  Increasing opportunities to participate in the labour force to one’s optimal 

degree is central to the project development. 

 

In addition to the research that CWGHR has undertaken on this issue, other organizations have 

published their findings of barriers to labour force participation by people with episodic 

disabilities: 

 

• In 2003, the Parliamentary Sub-Committee on the Status of Persons with Disabilities 

undertook a national public consultation on the future of the Canada Pension Plan - 

Disability Program. CWGHR, in collaboration with the Canadian AIDS Society and 

presented a brief to the Sub-Committee outlining the challenges in the existing Program. 

• The Institute for Work and Health undertook initial research in 2003 exploring the impact of 

fluctuating disability on labour force participation for people living with HIV.  

Recommendations clearly indicate the need for further exploration of flexible models of 

labour force participation to lessen the risk and provide greater options for people to engage 

in the labour force.12   

                                                 
12 Ferrier, S. and Lavis, J. With Health Comes Work? People Living with HIV Consider Returning to Work. 
AIDS Care. Vol 15 (3). June 2003, 433-434. 
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• Research related to vocational rehabilitation has found that “people look to the workplace to 

meet their needs for primary social interaction and as a surrogate family system.”13  This 

same report found that long term unemployment may have a devastating impact on self-

esteem.14   

 

As access to income security and appropriate employment are key determinants of health15, the 

above issues require further investigation in the context of episodic disability.  

In order to address the challenges faced by people with episodic disabilities, CWGHR has been 

coordinating a national multi-phase project, in ongoing consultation with the Episodic Disabilities 

Network (EDN).  

This ‘Episodic Disabilities’ Project is funded by Social Development Canada until March 2007 

and is sponsored by the Canadian Working Group on HIV and Rehabilitation. The project has 

researched policies and structural internationally, from which it will recommend and implement a 

cost-benefit analysis of models in a Canadian context. A pilot project will then be designed 

resulting in evidence-based model(s) that will contribute to labour force participation and social 

inclusion of people living with episodic disabilities. 
 

In order to identify disincentives to, as well as incentives for labour force participation for 

persons with episodic disabilities, CWGHR engaged The Social Program Evaluation Group 

(SPEG) of Queen’s University to undertake an international review of workplace and income 

support policies and programs, The contents of the SPEG report are included in Section Two of 

this document.  This report integrates the SPEG recommendations and several national 

disability sector supports into the Canadian employment framework.  National projects such as 

the Human Resource and Development Canada (HRDC) Promising Practices Project (PPP)16, 

the National Institute for Disability Management and Research (NIDMAR)17 model, the Service 

Canada Centre framework in addition to the information obtained directly from persons with 

episodic disabilities were evaluated to produce a comprehensive disability support model.   This 

                                                 
13 Harder, Henry. Early Intervention in Disability Management: Factors that Influence Successful Return to 
Work. International Journal of Disability, Community and Rehabilitation. Vol. 2 (2) 2003, p2. 
14 Ibid, p4. 
15 Wellesley Central Hospital, A Comprehensive Guide for the Care of Persons with HIV Disease:  Module 
7, p79. Health Canada, 1998. 
16 Government of Canada (2002). Promising Practices in Employability Assistance for Persons with        
  Disabilities (EAPD) Funded Programs and Services. Retrieved from http://www11.hrdc-       
drhc.gc.ca/pls/edd/SP_AH_196_08_02.lhtml.  
17 http://www.nidmar.ca/index.asp 
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model addresses the income and health care needs of persons with episodic disabilities via 

structural and legislative changes, to improve the likelihood of employment success.  The 

collective result of these supports may serve to produce a more enabled future for persons 

living with the challenge of episodic disabilities.   
 



30 

 
Report On The National Summit On The Episodic Disabilities Project CWGHR March 2006 

Episodic Disability Support Recommendations 
 
Income Support and Benefits 
1. Increased flexibility in the degree of workplace participation for CPP(D) recipients, which 

includes part-time work with partial CPP(D) benefits. 

2. A Canada Pension Plan Disability Drop-Out Provision for those persons whose illness 

causes them to move in and out of the workforce. 

3. A working income tax benefit (WITB) for low-income working persons with disabilities. 

4. To encourage disabled employee hiring practices, a progressive tax refund or benefit 

subsidy to employers to address the costs of accommodations and of ‘sick days’ of 

employees with episodic disabilities. 

5. Federal incentives provided to private health insurers to underwrite the premiums for 

employers to facilitate the employment of persons with pre-existing episodic disability 

conditions.  

6. A federal plan to subsidize private insurers for the equivalent of the increased premiums 

paid by employers for employees with episodic disabilities. 

7. A federal plan to continue the payment of premiums to the insurer for persons with episodic 

disabilities with comprehensive plans considering self-employment or employment without 

access to a benefits plan.   

8. Portable prescription drug and health benefits provided through private insurers for 

workplaces covered by the same insurer. 

9. A continuous federal extended health benefits plan for disability claimants. 

10. Extended drug benefits for persons with disabilities, including episodic disabilities provided 

through federal funding supports, coordinated with the provinces and territories.   

 

Workplace Environment 
11. Workplace Policy changes (legislative or voluntary) that  

a. Result in continuous employee assistance that allow persons to work to their 

potential as their health permits, and  

b. Provide income support and benefits coverage when not able to work. 

12. A comprehensive employee support model, such as the NIDMAR model, for those who are 

employed.   
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Disability Management Centres 
13. A unified system of structural supports that more fully addresses the needs of persons 

having episodic disabilities and their employers.  

14. Accessible Disability Management Centres that provide individualized comprehensive case 

management support to both employers and employees through consulting and various 

other services designed to maintain disabled employees in the workplace to the largest 

extent possible.  
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SECTION II  

A Policy Review and Analysis   
Social Program Evaluation Group (SPEG), Queen’s University 
 
The Social Program Evaluation Group (SPEG) at Queen's University was contracted by the 

Canadian Working Group on HIV and Rehabilitation (CWGHR) to conduct a literature-based 

review of key aspects and ingredients of effective labour policies and programs affecting people 

with Episodic Disability, and to make preliminary policy recommendations.  

 

The review begins with the current state of general income and support programs in Canada. 

Next, we establish common concepts and definitions, as the terms 'disability' and 'social 

inclusion' and, in particular, ‘episodic disability’ which are subject to variation and confusion. 

Then, by examining specific Canadian policies and programs, along with recent structural 

changes, we identify key problems in the financial assistance and labour support areas. We 

highlight key, non-negotiable principles18on which revised disability policies should be based if 

they are to become genuinely effective for the financial assistance and employment needs of 

people with episodic disabilities. 

 

Following is an analysis of the financial assistance and employment support literature to 

establish best practices internationally, and to pose preliminary recommendations for Canada. 

By necessity the recommendations are general, rather than specific, and are grouped 

according to multiple policy issues that need to be addressed, rather than by sector 

responsibility. We have identified, and as repeatedly emphasized in the literature, that a 

single model that meets all needs cannot be recommended; instead a multi-stakeholder 

approach.  

                                                 

18Diversity of disabilities, Citizenship rights, Equality, Quality of life, Central role in planning and decision-making, Non-
coercive, Confidentiality, Transparency of information Eligibility criteria, Early intervention, Program flexibility, 
Integrated approach, Employment emphasis, Responsibility and accountability, Mutual obligations, Program funding, 
Monitoring and evaluation 
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Policy Analysis Recommendations 
Definitional/Conceptual Changes 

• A broad and inclusive common definition of disability needs to be established in Canada 

across diverse government programs of assistance (financial, social, legal, etc.). 

* Widespread restrictions based on the use of two key terms, 'severe' and 'prolonged', need to 

be revised, to permit increased access to financial assistance by people experiencing 

episodic disabilities. 

• Eligibility criteria should be framed as continua, on a broad range of factors rather than as 

simple dichotomies in the permanence of medical conditions. 

 

Policy/Legal Changes 

• A policy goal of “employable, if and when able” should be explored. 

• Available funds could be spent more efficiently if administrative complexity was reduced, 

integration across programs were increased and costs were shared more widely. 

• Financial assistance that provides a reliable and adequate level of income security should 

be readily available throughout the entire disability experience. 

• Legislation should oblige employers and other employees to be aware of their duty to 

accommodate, within reasonable limits, to the needs of employees with episodic disabilities. 

 

Administration 

• Financial assistance programs in Canada should be more proactive, providing for earlier and 

faster eligibility assessment (and appeals). 

* A clearer order of jurisdiction in responsibility for the provision of benefits needs to be 

established across various government levels (and with private insurance plans) 

• An array of local 'one-stop' sites to acquire user-friendly information should be made widely 

available 

* Case management needs to be holistic, addressing physical and psychological qualities of 

clients and their social contexts and personal relationships, as well as relevant 

characteristics of the workplace and the people who work there. 

• Faster and more efficient appeal procedures should be available to applicants who are 

denied or disqualified from benefits. 
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• Pilot projects need to be initiated, sufficiently funded and thoroughly evaluated, in order to 

investigate various models and methods of delivering financial assistance to people with 

disabilities. 

• On the workplace level, disability policies should be monitored on an ongoing basis, 

assessed regularly and revised when necessary. 

 

Income Benefits 
* Canadian programs, especially on the federal level, need to be more supportive of the many 

people with episodic disabilities who want to do part-time or periodic work.   

• Private insurance coverage should be accessible to a greater variety of workplaces –for-

profit and not-for-profit, corporate and cooperative. 

 

Employment 

• Workplace policies that address job retention and rehabilitation of workers with disabilities, 

should be implemented, reviewed and updated regularly. 

* Federal, provincial and territorial governments need to provide an array of financial 

incentives as well as information and technical support to encourage employers to subscribe 

readily to the idea of a 'duty to accommodate'. 

• To make the varied kinds of re-integration assistance viable, increased encouragement for 

multi-sectoral partnerships is essential at the community level. 

* Income and other disability supports should be available without penalty to people with 

disabilities who decide to pursue self-directed employment and business development. 

 

Integration Strategies 

• Support programs in Canada should provide financial security to people with disabilities who 

have recovered sufficiently to consider and attempt return-to-work. 

* Reinstatement of benefits for people with episodic disability should be guaranteed and 

immediate. 

 

(* Indicate priority recommendations) 

 

The discussion notes that there are key unresolved issues in planning policy initiatives for 

Episodic Disabilities. These are largely because of:  

a) The need to position episodic disabilities in the mainstream  
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b) The need to build political and employer resource support 

c) The complications of serving specific needs in episodic disability within an inclusive 

approach, and 

d) The practical demands of benefit administration. 

 

A few key points stand out in this report: 

• Disability is not only a medical condition. Therefore legislators, professionals and 

business leaders should adopt a ‘social’ approach to defining disability: one that 

encompasses the individual in all of his or her life roles.  

• A commitment must be made to make income assistance and employment policies for 

people with episodic disabilities as flexible and timely as possible, yet integrated with 

policies for the population at large.  

• Any new policies and programs must recognize the changing nature of the workplace, as 

only 50% of our labour force has the traditional “employee-employer’ relationship in the 

work setting. Business leaders should join with community groups and professionals to 

propose solutions that apply to people with episodic disabilities who work in non-

traditional environments (private contractors, self-employed, part-time, small business, 

etc).  

• Government can encourage this process through tax incentives or grants for groups that 

are trying to achieve better services for people with episodic disabilities.  

• Finally, everyone, from case managers to legislators, from community support groups to 

lobby groups, from physicians to employers, needs to be better informed about the 

advantages of involving people with episodic disabilities more equitably in our social 

systems. 
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SECTION III 
 

A POPULATION-BASED ECONOMIC ANALYSIS OF EPISODIC 
WORK BENEFITS 
Author: Paul Smetanin, President and CEO, RiskAnalytica 
 
Executive Summary 

Background 
An increasing number of Canadians are living with episodic disabilities, including mental illness, 
mood disorders, cancer, lupus, multiple sclerosis, diabetes, and HIV/AIDS. Episodic disabilities 
are characterized by periods of illness and wellness, making it a challenge for individuals living 
with them to earn an adequate and secure income. Most have to rely on government and 
private programs. These programs, however, often define disability in terms of permanent or 
extended inability to work so those individuals who qualify for these programs effectively 
become trapped into continued dependence on the assistance program.  
 
Participants of the Episodic Disabilities Network have identified income security and labour force 
participation as two key issues faced by people living with episodic disabilities in Canada. A 
flexible income support program is needed to address episodic disabilities and increase labour 
force participation. A step towards decreasing disincentives to resuming work was taken with 
the implementation of Automatic Reinstatement of benefits in January 2005, however it is 
believed that more flexibility is necessary to encourage greater labour force participation.   
 
This report provides an economic assessment of a more flexible Canada Pension Plan Disability 
(CPP-D) benefit program.  

Method 
A simulation framework called Life at Risk™ is used to analyse the effects of a CPP-D policy 
that allows disabled persons who resume work to retain a portion of their previous CPP-D 
benefits. The Life at Risk™ platform incorporates demographic, chronic disease and economic 
models to yield a risk management analysis of the value of health policy decisions such as 
CPP-D.   
 
This report considers a 28 year simulation period, from 2006 to 2033, that focuses on the 
economic impact of the changed CPP-D program by estimating the change in key economic 
variables, such as wages, corporate profits, consumer spending and total tax revenues. The 
change in the cost to the government of making CPP-D payments is calculated, allowing for a 
calculation of the gross benefit of the new CPP-D policy evident. 
 
The primary CPP-D factors used to derive the gross economic value of a new CPP-D policy 
include: 
 
• The types of disease that have caused labour force disability leading to CPP-D recipients.  

The diseases included in this analysis are cancer, circulatory diseases, mental illness, 
HIV/AIDS and chronic obstructive pulmonary disease. 
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• The portion of usual CPP-D entitlement that could be retained if a CPP-D recipient partially 
returned to work. These results assumed that a CPP-D recipient would lose a portion of 
their usual CPP-D entitlement equal to the percentage of normal working hours that the 
CPP-D recipient was able to work in a given year.  That is, if a CPP-D recipient was able 
to work for 30% of the normal working hours in 2007, then that CPP-D recipient would 
be entitled to 70% of their usual CPP-D entitlement (the entitlement they would have 
received if they had not worked);  

 
• The percentage of currently eligible CPP-D recipients that can be induced to enter back into 

the Canadian workforce by virtue of a new CPP-D policy. The modelled return to work 
assumptions are:  

 
18-34 years 35-50 years 50-64 years 

Simulation Range 
Males Females Males Females Males Females 

95% Lower Bound 38.1% 39.4% 33.7% 35.3% 23.2% 24.7% 

Expected 45.4% 46.8% 40.6% 43.0% 28.2% 30.7% 

95% Upper Bound 53.2% 54.7% 47.4% 51.0% 34.3% 38.9% 
 

• The percentage of work that CPP-D recipients could work if they choose to under the new 
CPP-D policy. The modelled percentage of work ranges between 0% and 43.3%, with an 
expected value of 20%. That is, on average, a CPP-D recipient who chooses to return to 
work under the new CPP-D policy would be able to work 20% of normal working hours.   

 
It is important to note that the results contained in the report are for the gross economic gain 
expected from a new CPP-D policy.  The net employee and economic benefits are not covered 
in this analysis as it is not currently known how many extra CPP-D recipients will be generated 
by a new CPP-D Policy.  This may occur by virtue of the new CPP-D Policy being more 
attractive to those disabled employees that had found a previous CPP-D policy unattractive.  
Further work is required to be performed in this area in order to have a more comprehensive 
understanding of the ultimate benefits or cost that accrue from a new CPP-D policy.   

Results 
The following tables summarize the results of the Life at Risk™ simulations for the new CPP-D 
policy scenario. The results show the expected, lower 95% confidence interval boundary and 
upper 95% confidence interval boundary for disabled persons (in each age group and of each 
gender) that are assumed to go back to work.  
 
 
 
 
Estimated CPP-D Recipients Going Back to Work from new CPP-D Policy Scenario 

Range Cumulative from 
2007 to 2011 

Cumulative from 
2007 to 2016 

Yearly Average 
2007 to 2030 

95% Lower Bound 214,391 482,256 57,020 
Expected 262,150 589,835 69,782 
95% Upper Bound 319,995 720,880 85,447 
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This table shows the estimated number of CPP-D recipients that will go back to work under the 
new CPP-D policy. The first column contains the cumulative number of recipients that will go 
back to work in the 5 year period from 2007 to 2011, under the new policy (the sum of the 
number of recipients that will go back to work in each of these years). The second column 
shows the cumulative number of recipients that will go back to work in the 10 year period from 
2007 to 2016. The final column shows the average number of recipients that will go back to 
work in each year from 2007 to 2030 under the new policy.     
 
The results of the analysis lead to the conclusion that the number of disabled people going back 
to work under the changed CPP-D policy will have a significant positive impact on the economy 
in every year of the forecast period. The economic activity generated by higher labour force 
participation results in higher total taxation revenues for the federal and provincial governments 
(compared to the case where there is no change in CPP-D policy). Also, the cost of making 
CPP-D payments is lower as the government will only need to pay a portion of CPP-D benefits 
to those CPP-D recipients that go back to work. 
 
The following table shows the gross economic benefits19 that accrue from incremental taxation 
revenue and a reduction in CPP-D payments arising from a new CPP-D policy for Canadian and 
provincial governments (in total), in 2005 present valued dollar terms. 
 

Range Cumulative from 
2007 to 2011 

Cumulative from 
2007 to 2016 

Yearly Average 
2007 to 2030 

95% Lower Bound $951 million $1.94 billion $192 million 
Expected $1.19 billion $2.54 billion $278 million 
95% Upper Bound $1.42 billion $3.10 billion $349 million 

Conclusion 
The results of this analysis unambiguously show that a new and flexible CPPD Policy has 
significant gross employee and economic benefits associated with its implementation. Further, 
such a new and flexible CPPD Policy will encourage many disabled persons to participate in the 
Canadian labour force to the full extent allowed by their health.  

 

                                                 
19Employees who are not currently eligible CPPD recipients (as they may have chosen to work despite being partially 
disabled by a disease) but will chose to become CPPD recipients under a new CPP policy have not been accounted 
for. 



39 
 

 
Report On The National Summit On The Episodic Disabilities Project CWGHR March 2006 

SECTION IV 
Episodic Disabilities and an Analysis of a Survey of Human 
Resources Professionals 
Lily Wong, BComm, MIRHR. 

Summary of Key Findings and Recommendations 

This summarizes the analysis of responses from 482 HR professionals about their knowledge 
and training needs regarding episodic disabilities.  The responses provided an overview of the 
practices employed in service provision to persons with episodic disabilities and formed the 
basis for a series of key findings and recommendations contained in this report.   
 
Key  Findings 
 
• Over sixty (60) percent of the respondents reported that they have little to no knowledge 

on approaches to managing cases of episodic disabilities. 

• Almost seventy (70) percent of all respondents reported that they are unable to statistically 
identify cases of episodic disabilities in their caseloads.  

• The use of part-time work arrangements and continuing salary are the most common 
forms of income support programs utilized by respondents. 

• Seventy (70) percent of HR professionals reported that the workplace accommodation 
policies at their organizations need review.   

• Over seventy-five (75) percent of all return to work programs for all forms of illness, 
disability or injury involved part-time work. 

• Less than twenty (20) percent of organizations have established occupational health and 
safety programs for job assessment and workplace redesign. 

• Over eighty (80) percent of respondents reported that they are unable to identify episodic 
disability cases within their caseload. 

• Over fifty (50) percent of respondents reported that their current training was not useful 
with respect to episodic disabilities. 

• Fifty-six (56) percent of Chartered Human Resources Professionals (CHRP’s) interviewed 
expressed interest in training specific to episodic disability issues. 

• HR professionals have invested time to research supportive options for persons with 
Episodic Disabilities.   

• Some respondents have been successful in finding creative solutions to Episodic 
Disability issues.   
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Recommendations 

• Expand the existing income support mechanisms available to HR professionals, such as 
partial CPP(D) benefits. 

• Demonstrate leadership through the CCHRA and their affiliated associations to foster 
collaboration amongst episodic disability interest groups to create solutions to systemic 
and legislative barriers, such as the development of a national Disability Management 
Centres located regionally. 

• Development of resources for their HR professional members in order for them to provide 
appropriate support for employees with episodic disabilities. 

• Ongoing opportunities for communication between HR professionals to exchange ideas 
and insights into providing services in the workplace. 

• Curriculum development specific to the training of HR professionals on supporting persons 
with Episodic Disabilities. 

• Continue the leadership role of the member associations in initiating and implementing 
recommended changes. 
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APPENDIX E – PROPOSED TERMS OF REFERENCE FOR THE 
NATIONAL PILOT SITE STEERING COMMITTEE 

 
 

National Pilot Sites Steering Committee / National Advisory Committee – 
Wellesley Enabling Award 

 
Terms of Reference 

 
Mandate 
The National Pilot Sites Steering Committee (PSSC) / National Advisory Committee – 
Wellesley Enabling Award (NAC-W) is an Ad Hoc Committee of the Episodic Disabilities Project 
Advisory Committee (PAC) of CWGHR.  
 
CWGHR’s Episodic Disabilities and Labour Force Participation Project has researched, 
recommended, and will now work towards testing in pilot sites, the evidence-based model(s) 
that will contribute to labour force participation and social inclusion of people living with HIV and 
other episodic disabilities. The purpose of the PSSC is to oversee and guide the design and 
implementation of the initial pilot site(s) that will evaluate the recommendations from the 
Episodic Disabilities Project.  
 
As the design of pilot sites are a responsibility of the Episodic Disabilities’ Project Advisory 
Committee (PAC), the PSSC will provide progress reports and feedback to the PAC through its 
designated PAC member representative and the Project Manager.   
 
Membership 
The National PSSC has a membership that is reflective of the sectors and communities that this 
project impacts, namely   

o People with episodic disabilities (Minimum 2) 
o Researchers  
o Government 
o Employers 
o Employees/ labour 
o HR professionals 
o Rehabilitation professionals 
o Private insurance 
o Policy makers 

This membership composition is consistent with CWGHR’s multi-stakeholder approach.  It is 
also important that composition of the committee ensure links to CWGHR’s Episodic Disabilities 
Network. Initial committee composition and membership decisions were made after consultation 
with participants of the National Summit (2006).  
 
When such an affiliation exists, members will have their affiliate complete a letter of agreement 
as per attached regarding participation on this committee. 
 
New nominations should be brought to the Project Manager for final approval and invitation. 
Resignations from the committee are to be submitted in writing directed to the Project Manager. 
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Responsibilities 
General responsibilities of the PSSC include the following: 

• Review and provide feedback to: 
o Draft Terms of Reference 
o Data from initial phase of pilot project  
o Summit Report 
o Proposed Work Plan 

• Advise and guide the development and implementation of the Pilot project model. 
Specific activities may include: advise on the pilot site protocol and guidelines; identify 
cohorts (stakeholders) for participation in pilot sites; advise on the methodology to 
evaluate the pilot project model; identify key research questions to determine the 
effectiveness of the sites; identify funding sources, and; identify researchers to be a part 
of the research proposal team. ,   

 
Meetings 
Teleconferencing meetings and their scheduling will be developed in consultation with the 
PSSC, and integrated into the Work Plan.   Monthly teleconference meetings of 90 minutes in 
length are anticipated, with one face-to-face meeting to occur on June 21st, 2006. The first 
meeting by conference call is April 19th, 2006. 
 
Administrative Support  
CWGHR is providing administrative support to the PSSC.  A Chair will be selected from the 
membership in the first conference call. 
 
Decisions 
As an advisory body, this committee requires and encourages input from all members so that 
the project staff may make decisions based on the combined expertise of the PSSC. 
 
Dissolution 
The committee will complete its work by March 31, 2007. 
 
Preliminary Work Plan 

Date Activity 
April ‘06 Conference call to review and provide feedback to: 

• Draft Terms of Reference 
• Data from initial phase of pilot project  
• Summit Report 
• Proposed Work Plan 
• Identify all stakeholders 

 
July ‘06 Protocol Developed for Pilot Sites 

Ensure all stakeholders are on board 
In collaboration with other project activities, key research 
questions developed, key researchers identified for 
proposal team, funding sources identified. 
Strategy for Outreach developed 
Evaluation Plan [part of proposal development – Wellesley] 
Ethics Review plan completed 

September  ‘06 Pilot Site(s) Identified 
Outreach Strategy Implemented 
Methodology drafted [part of proposal developed / 
submitted to funding sources– Wellesley] 
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Dec ‘06 Implementation of first Pilot Site 
Identify Pilot Sites for National Pilot Project 

Feb ‘07 Evaluation Report& Recommendations for next steps to 
carry the national pilot project 

Mar ‘07 Transition to National Pilot Project 
 




