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Introduction and background to the project 

Community-based AIDS service organizations (ASOs) and other health and social service organizations 
across Canada provide programs and services to meet the needs of people living with HIV.  Sometimes 
organizations work alone but more often they work in partnership.  Increasingly, these organizations 
must address the needs of people living with HIV who are older (50 years or older) and those with 
mental health conditions.  Key informants, surveys and evaluations have suggested to the Canadian 
Working Group on HIV and Rehabilitation (CWGHR) that service providers are looking for information, 
skills, resources and program models to better meet these needs.  Working from a pan-disease 
approach, CWGHR commissioned a scan of organizations outside of the HIV sector to identify programs, 
services and partnership models for consideration and potential adaptation within the HIV sector. 

   

Focus on aging and mental health in HIV   

Advances in medical treatments and technologies mean that many diseases are no longer imminently 
fatal, and disabling symptoms can often be reduced, managed or delayed through the use of effective 
rehabilitation.  HIV infection is one such disease.  As a result of widespread access to effective 
combination HIV antiretroviral medications, the HIV epidemic in Canada is “greying.”  The number of 
people growing older with HIV is increasing.  In addition, the proportion of new HIV diagnoses in people 
50 years old or older is increasing.  For many people in the developed world, living with HIV means living 
with a chronic, at times manageable, infection.  However, living with HIV often means dealing with long-
term or chronic illness and episodic health problems.   

Among those aging with HIV in North America and Europe, the presence of more than one life-
threatening chronic health condition (known as multimorbidity) is the norm (Justice & Braithwaite 2012).  
Older adults living long-term with HIV and on antiretroviral treatment experience a range of comorbid 
medical conditions: cardiovascular disease, hypertension, kidney disease, liver disease, diseases affecting 
the central nervous system, bone disease, diabetes, depression, chronic obstructive pulmonary disease, 
and non-AIDS-associated cancers (Greene et al 2013; Justice & Braithwaite 2012).  These comorbidities 
may be related to HIV infection, pre-existing conditions, the effects of traditional risk factors or the 
effects of antiretroviral therapy (Greene et al 2013; Justice & Braithwaite 2012).  These chronic health 
conditions have been associated with lower self-reported physical, social and mental health functioning 
(Greene et al 2013).  Polypharmacy, defined as taking five or more medications on an ongoing basis 
poses a health risk for older people living with HIV and comorbidities.  Older people living with HIV may 
also suffer diminished quality of life related to substance use, poor mental health, social isolation, and 
stigmatization from health care providers and society at large (High et al 2012).  Comorbidity has been 
identified as a stronger predictor of diminishing physical function and disability than age, regardless of 
HIV status.  The frequency of multimorbidity will grow as people living with HIV age (Justice & 
Braithwaite 2012).   

That said, the biomedical focus of research on HIV and aging may overemphasize disease among older 
people living with HIV.  In recent research involving over 1100 older people living with HIV in Ontario, 
nearly 80% of participants reported their health as excellent or good  (Brennan et al 2013).  The same 
study also suggests that older gay and bisexual men enjoy better mental health-related quality of life, 
and report lower levels of depression and maladaptive coping than older heterosexual men and women.     

Mental health is another important concern for people living with HIV and those who provide services to 
them.  Across diagnostic categories, rates of mental health conditions among people living with HIV are 
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substantially higher than in the general population (Husbands et al 2012).  Elevated rates of mental 
health problems among people living with HIV may reflect elevated rates of mental disorder in 
populations most vulnerable to HIV, and are similar to rates observed for other people with chronic or 
life-threatening illness (Husbands et al 2012).  Overall, there is a lack of systematically collected and 
published data about mental health issues for people living with HIV in Canada (Dingwall 2008; Husbands 
et al 2012).  In the literature from high-income countries, mental health in the context of HIV is not 
consistently defined.  However, a number of mental health conditions have been associated with living 
with HIV or risk for acquiring HIV infection, including depression, anxiety, post-traumatic stress disorder 
(PTSD), and substance use.  In Canada and internationally, depression has been recognized as a primary 
health concern among people living with or vulnerable to HIV, with some studies showing rates as high 
as 50% (Husbands et al 2012; WHO 2008; Williams et al 2005).  Depression among people living with HIV 
has consistently been found to be predictive of worse quality of life, non-adherence to HIV antiretroviral 
therapy, disease progression, and reduced survival time (Blashill 2011).  Social constructs such as stress, 
interpersonal violence, stigma, shame and poor perception of body image have also been related to poor 
health outcomes for people living with HIV (Blashill 2011).  People living with HIV who are mentally 
healthy (or have access to mental health support) have a greater capacity to adhere to treatment which 
lowers their viral load.  This, in turn, improves their health and decreases the risk of HIV transmission 
(Horn 2011). 
 
Data gathered in 2008 found that 80% of British Columbians living with HIV/AIDS and the hepatitis C 
virus (HCV) accessing services from an ASO experienced a mental health disorder, yet this group of 
people were much less likely to access mental health services than the general population (Dingwall 
2008; Dingwall 2009).  Often front-line ASO workers, rehabilitation professionals and other clinical staff 
who are the most likely to encounter people living with mental health issues are the least likely to have 
training on mental health interventions (CWGHR 2012). 
 

A pan-disease approach 

The number of people living with chronic and episodic medical conditions, the number of organizations 
serving these communities and the costs associated with chronic illness in Canada are staggering (Mirolla 
2004).  Chronic disease prevention and management has become an important focus of health policy 
and health care delivery and is reflected in a growing number of programs and services.  Addressing 
complex chronic illnesses from an integrated pan-disease approach - and using a collaborative 
rehabilitation strategy across disease groups - can result in increased expertise, reciprocal learning and 
comprehensive approaches to prevention, care, treatment and support.     

Using an integrated pan-disease approach, a search was conducted for programs, services and 
partnerships delivered by organizations in the non-profit disability and health charities sectors that 
respond to one of two needs: (1) the needs of people aging with disabilities and chronic health 
conditions; or (2) the needs of people living with physical disabilities and chronic health conditions who 
also experience mental health conditions.  Models from outside the HIV sector were the focus.  The 
objective was to document these programs, services and partnerships so that decision-makers within the 
HIV sector could consider them for possible adaption.  The information in this report will also be of 
interest to those outside the HIV sector who serve populations who are older or who have mental health 
needs.   
 
The first section of the report describes the methods used.  The second section provides a summary and 
overview of findings.  The third and fourth sections describe programs, services and partnerships in the 
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health charities and chronic disease service sectors which are focused on mental health or aging, 
respectively.  The fifth section provides examples of chronic disease management and self-management 
programs.  The sixth section examines the models of partnership revealed in the programs and services 
documented.  The seventh section briefly examines evidence-based programming and processes for 
program adaptation.  Program details are set out in Appendix A (mental health), B (older adults) and C 
(health promotion and chronic disease management).      
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Taking a snapshot 

In the spring of 2013, a two-fold approach was used to scan the non-profit disability and health charities 
sector for programs, services and partnerships that focused on aging or mental health in the context of 
disability and chronic disease in Canada.  First, key informants in CWGHR’s networks of partners 
established over the past decade and a half working on episodic and cross-disability issues were 
contacted by email and phone.  These key informants were asked to identify programs, services and 
partnerships involving their organizations (or other organizations, if they were aware of these) and to 
provide us with program-related information and documentation.   

Second, the websites of a wide variety of disability and health charity organizations in Canada at the 
national, regional and local/chapter levels were searched.  Materials searched included organizational 
newsletters and publications.  When a program, service or partnership of interest was identified, the 
person most responsible for the program or service was contacted by email or phone to request further 
information and documentation.     

Stand-alone publications were not considered to be programs or services; however, links to a selection 
of publications (e.g., brochures, factsheets, booklets) that focus on aging and mental health in the 
context of disability and chronic disease are included in this report.  Programs and services offered by 
the formal health care/clinical sector, public health authorities, Local Health Integration Networks 
(LHINs) and academic institutions were considered to be outside the scope of this scan.   

Community-based organizations in the non-profit disability and health charities sectors that address a 
wide range of disabilities and chronic medical conditions, including arthritis, asthma, breast cancer, 
diabetes, Crohn’s disease and colitis, epilepsy, hemophilia, liver disease and hepatitis, kidney disease, 
lung disease, mental health and mood disorders, and multiple sclerosis (MS) were contacted.  Contact 
was also made with a small number of disability organizations that focus on specific populations (e.g., 
women) or provide specific types of programming (e.g., workforce).   

Where a program of interest was identified, the following information was documented: 

 Program name, organization and most responsible person’s contact information 
 

 Program goal 
 

 Information regarding program development 
o Evidence base 
o Theoretical framework 

 

 Program details 
o Start date – end date 
o Funding source 
o Target audience 
o Partners 
o Geographic location/scope of delivery 
o Activities 

 

 Evaluation activities 
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 Additional information 

The scan of programs, services and partnerships was supplemented with a targeted web search and a 
targeted search of the peer-reviewed and grey literature.  The searches focused on: mental health and 
aging among people living with HIV; chronic disease management and prevention; and program 
adaptation and fidelity.  These searches were not exhaustive but were intended to provide background 
and context to the programs, services and partnerships revealed by the scan. 
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Summary and overview of findings 

Based on the national scan, a small number of programs and services specifically designed to address the 
needs of people living with mental health conditions in addition to chronic physical conditions were 
identified and documented.  These programs are presented below in the section, “Focusing on mental 
health needs” and in Appendix A.   

Numerous more general programs or services that touched upon aspects of mental health were also 
identified.  Many organizations within the broader Canadian disability and health charities sector offer 
peer support programs or support groups, which are presumably intended to promote physical and 
mental health, but the apparent focus of this peer support (individual or group) is not explicitly mental 
health.  Many organizations also offer general education sessions or workshops that cover mental health 
issues, including depression, as part of their curriculum or content.  These workshops are usually offered 
at the chapter or local levels to assist people who are newly diagnosed with a chronic medical condition, 
as primers (i.e., “101”s), or to assist people with changing specific behaviours (e.g., nutrition) or with 
managing specific aspects of disease (e.g., pain management).   

Although it was beyond the scope of the project to scan ASOs and other community organizations 
serving people living with HIV, it is our general perception that many offer individual and/or group 
support programs, including peer-based programming, similar to that offered beyond the HIV sector.   

As previously mentioned, numerous “one-off” educational sessions or workshops offered or advertised 
through organizations’ local chapters were identified.  Some of these addressed emotional health or 
depression (e.g., a teleconference on fear of recurrence of breast cancer; writing workshop).  These 
“one-off” educational sessions or workshops were not documented as thoroughly since they did not 
appear to be well-developed programs, services or partnerships.  Moreover, this ‘workshopping’ 
approach may reflect what is already taking place within the HIV sector.  A number of programs and 
services databases were identified through further research.  The interventions listed in these databases 
might also be adapted to address the mental health needs of people living with HIV in Canada. 

A small number of programs and services specifically designed to meet the needs of older people living 
with disabilities or chronic medical conditions were identified.  These programs are presented in the 
section, “Focusing on the needs of older adults” and in Appendix B.  One organization (The Arthritis 
Society) stated that “[a]rthritis is a life-long disease so many participants in our programs are older.” This 
organization offers a chronic pain self-management program which we categorized as a chronic disease 
management program and thus we included it in the corresponding section of the report.  Two 
organizations (Epilepsy Toronto; Canadian Mental Health Association - Ontario) are beginning to develop 
programming for seniors or older adults.  There are few well-articulated, evidence-based programs and 
services for older adults with chronic illnesses outside the HIV sector so there are limited options when it 
comes to adapting these for people aging with HIV.  Organizations in the chronic disease sector may wish 
to consider working in partnership to address the needs of older adults living with comorbid conditions 
and/or individuals living with different illnesses which pose similar types of health and social challenges.   

Numerous organizations within the disability and health charities sector are relying on health promotion 
and chronic disease prevention and management (including self-management) programs to address the 
needs of older adults and others with long-term, chronic health conditions.  This is not surprising given 
that provincial health ministries and other bodies and organizations with a stake in health care delivery 
are also focusing on chronic disease prevention and management.  One of the strengths of this approach 
is its potential to integrate responses to both physical and mental health concerns.  Numerous chronic 
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disease prevention and (self-) management programs from Canada were identified.  Several service 
providers also referred to programs developed by Stanford University in California.  On-line sources of 
information on evidence-based health promotion and chronic disease management programs were 
identified, these programs and resources are presented in the section “Health promotion and chronic 
disease management” and in Appendix C.   

Given that HIV is a life-long condition, decision-makers in the HIV sector may want to consider the merits 
of explicitly adopting a health promotion and chronic disease management approach to programs and 
services for people living with HIV.  Among older people living with HIV and long-term survivors, HIV 
infection is characterized by multimorbidity, polypharmacy, and often a diminished quality of life related 
to substance use, poor mental health, social isolation, and stigmatization.  The Patient Education 
Resource Center at Stanford University School of Medicine currently offers an HIV self-management 
program, in addition to a number of other programs that might be of benefit to older people living with 
HIV and/or people living with mental health issues.   

Within the HIV sector, regional, provincial and national organizations may be able to play an important 
role in catalyzing the consideration and selection of health promotion and chronic disease self-
management programs.  Tasks undertaken by these organizations may include proposal-writing and 
securing funding, facilitating training for front-line service providers, assisting with the logistics of 
program delivery, supporting evaluation and assisting with reporting requirements.  CWGHR might 
consider an additional scan of health promotion and chronic disease management and self-management 
programs, with a view to informing those within the HIV sector and beyond.  People living with other 
chronic medical conditions experience some of the same comorbidities and symptoms as do people 
living with HIV, including diabetes, cardiovascular disease, chronic pain, and frailty.  Moreover, elevated 
rates of depression affect not only those living with HIV, but also people living with other chronic 
physical disabilities and health conditions.  These shared concerns could form the basis of partnerships 
to develop or adapt and deliver chronic disease (self-) management programs and services across 
disease groups.   

The wide range of partnership models that existed across the programs and services documented is 
described in detail in the report appendices.  There was no predominant model of partnership being 
used.  Some partnerships involved national organizations working with national organizations, others 
principally brought together provincial organizations, and others combined provincial and local/regional 
organizations.  Most partnerships were tailored to bring together the expertise, skills, and networks 
necessary to achieve the goals of the program or service.  Programs and services that focused on 
delivering evidence-based interventions or on rigorous evaluation usually included researchers, often 
from a university or research institution.  Two programs led by the Canadian Mental Health Association, 
Ontario (CMHA Ontario) were documented, both of which brought together partners from various 
sectors.  Insights regarding partnership development and maintenance might be gained from these 
sample programs.       

The principal goal of this scan was to document programs, services and partnerships from beyond the 
HIV sector which decision-makers might consider adapting for use within the HIV sector.  According to 
most health promotion literature, evidence-based programming is the starting point for program 
adaptation.  This is especially important if fidelity is to be maintained when the original program is 
adapted.  This report sets out some considerations and tools for thinking about program adaptation.  
While a few of the programs and services documented had a well-articulated evidence base or a 
recognizable theoretical framework, many did not.  Similarly, few programs and services were rigorously 
evaluated such that they could be described as ‘proven’ effective or evidence-based (i.e., rigorously-
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collected evidence existed to prove that they achieved their goals), with the exception of a number of 
the chronic disease (self-) management programs documented.  Nonetheless, adaptation considerations 
and tools articulated in the literature might help inform program planning and development within the 
HIV sector.  The accumulated wisdom and experience of front-line service providers, peers, volunteers, 
and clients are additional sources of “evidence” that often play a central role in program development 
and delivery.  Community-based organizations might rely upon their accumulated wisdom and 
experience to modify the adaptation process itself to better meet their needs and resources.  As such, 
the distinction between ‘acceptable’ and ‘unacceptable’ program adaptations could be considered more 
of a guide rather than a prescription. 

Scan participants expressed a significant amount of interest in the project, especially those people who 
were in the initial stages of planning programming for older adults.  Respondents were interested in the 
rationale behind the scan as well as its findings and how these might inform their work.  CWGHR is 
pleased to be sharing the information from the scan with those people and organizations that 
contributed to it.  A number of organizations specifically identified a desire to continue discussions and 
share experiences and best practices (Epilepsy Toronto; MS Society Ontario), or were open to 
considering partnerships to adapt existing programs (The Arthritis Society’s Chronic Pain Management 
Workshop1). 

This scan has some limitations.  As is the case within the HIV sector, programs and services in the 
broader disability and health charities sector are often delivered, and partnerships formed, at the local 
level.  Staff at the national or regional/provincial level might not be aware of the programs being 
delivered locally.  Although the websites and newsletters of provincial/regional organizations and their 
chapters were explored, all relevant programs and services may not have been identified.  (Of interest 
however, was the fact that a number of organizations (Ontario Division of the Kidney Foundation of 
Canada; Ontario Division of Multiple Sclerosis Society of Canada) appear to be making an effort to 
achieve better alignment of programming, or improve aspects of program delivery and evaluation, 
across the province or nationally.)  An additional limitation was the search strategy used.  Many of the 
programs and services known to CWGHR’s key informants were Ontario-based since many contacts, 
including those who work for national organizations, are based there.  As a result, the scan may be 
somewhat Ontario-centric.     

                                            
1
 The Arthritis Society programs (Arthritis Self-Management Program; Chronic Pain Management Workshop) are open to people 

living with HIV who would benefit from them.  Personal correspondence with Lynne Moore, Director of Programs and Services. 
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Focusing on mental health needs 

Programs and services 

The scan revealed a small number of programs and services focused on the mental health needs of 
people living with a physical disability or a chronic physical condition, or that addressed both mental and 
physical disabilities and medical conditions:   

 Managing Diabetes with Mental Health Issues or Addictions Research Partnership (Canadian 
Diabetes Association and Centre de santé communautaire de Grand Sudbury).  This northern 
Ontario program was a university-community-health service sector research partnership.  The 
goals were: 1) to create a knowledge base from which to develop programs that promote 
better management of diabetes for individuals with mental health and addictions issues; and 
2) to inform policy.  
 

 The KIDNEY CONNECT Peer Support Program (The Kidney Foundation of Canada).  This 
national program provides one-on-one peer support to anyone affected by kidney disease - 
people living with kidney disease, their families and allies, and people considering kidney 
donation.  In addition, in some locations, monthly or bi-monthly support groups are also 
offered.  This program was modelled after a similar program from the cancer sector.  
 

 Work With Us (Mood Disorders Society of Canada and The Arthritis Society).2  This national, 
bilingual, three-year program is just getting underway.  It is a workplace-based program that 
will support Canadians living with depression and/or arthritis by giving them tools to actively 
self-manage, lead healthier lives and fully engage in work.  It will also seek to increase 
workplace awareness while decreasing the stigma associated with mood disorders and 
arthritis.  This bilingual program will be available across Canada and will target employees 
living with depression and/or arthritis, their colleagues and employers.   

 

 Connect Counselling Program (Canadian Hearing Society).  Through this program, people who 
are deaf or hard of hearing and their families can access professional mental health 
counselling at no charge.  Counselling is provided in American Sign Language (ASL), la langue 
des signes québécoise (LSQ) or with the assistance of captioning or amplification technologies.   

These programs are documented in detail in “Appendix A - Programs and services focusing on mental 
health.” 

The Kidney Foundation of Canada, Ontario Division is currently reviewing its approach to programs and 
services, with a focus on mental health and health promotion.  They are considering embarking upon 
greater collaboration with community organizations and agencies (particularly those with a focus on 
serving ethno-cultural populations and seniors) and other health charities (for example, heart and 
stroke, diabetes).  These partnerships would likely focus on promoting wellness and community 
engagement, rather than on illness/disease.  The Ontario Division has a mental health working group 
which will provide advice on planning and implementing this new direction. 

                                            
2
 While this program explicitly uses self-management approaches, we have included it in this section because it focuses on a 

physical condition plus a mental health condition and will also focus on changing workplace attitudes and environments.  
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In addition to the programs listed above, a number of publications related to the mental health needs of 
people living with a disability or chronic medical condition were identified: 

 Canadian Breast Cancer Network (2010). Never Too Young: Psychosocial Information and 
Support for Young Women with Breast Cancer.3 

 The Kidney Foundation of Canada (2010). Dealing with Depression.4  
 

Considerations for the HIV sector 

This scan found a limited number of programs specifically designed to respond to the mental health 
needs of people with physical disabilities or chronic physical conditions.  Numerous programs or services 
that touched upon aspects of mental health were identified.  The scan revealed that many organizations 
within the broader Canadian disability and health charities sector offer peer support programs or 
support groups.  These are presumably intended to promote physical and mental health, but such peer 
support interventions (individual or group) do not seem to focus explicitly on mental health.   

Many organizations also offer education sessions or workshops that include information on mental 
health issues, including depression, as part of their curriculum or content.  These predominantly single-
session workshops are usually offered at the chapter or local level to assist people who are newly 
diagnosed with a chronic medical condition, as primers (i.e., “101”s), or to assist people with behaviour 
change (e.g., nutrition) or coping skills (e.g., pain management).  Although it was beyond the scope of 
the project to scan ASOs and other community organizations serving people living with HIV, it is our 
general perception that many such organizations offer individual and group support programs, including 
peer-based programming.   

Numerous “one-off” education sessions or workshops were offered or advertised through organizations’ 
local chapters, some of which addressed emotional health or depression (e.g., teleconference on fear of 
recurrence of breast cancer; writing workshop).  These “one-off” education sessions or workshops were 
not documented since they did not appear to be well-developed programs or services, and may reflect 
what is already taking place within the HIV sector. 

Programs and services to address prevalent mental health needs among people living with HIV have 
been identified elsewhere.  A recent analysis of systematic literature reviews focused on, among other 
program and services, mental health interventions to support people living with HIV/AIDS by Wilson and 
colleagues might serve as a starting point for identifying such programs (Wilson et al 2013).  This analysis 
found that, “[t]he highest quality reviews with a focus on mental health evidence suggest that cognitive 
behavioural interventions (including group therapy) were effective at improving symptoms of 
depression, anxiety and stress (but not immune functioning)” (Wilson et al 2013, p.1620).  One limitation 
of this research was that it only included programs existing before April 2009.  Those within the HIV 
sector interested in updated information might consider requesting it from the Ontario HIV Treatment 
Network’s Rapid Response Service5, managed by Michael Wilson, the article’s lead author.  In the 
“Health promotion and chronic disease management” section of the report, below, additional sources of 
examples of evidence-based programs and services, some of which might be adapted to meet the 
mental health needs of people living with HIV, are identified.   

                                            
3
 www.cbcn.ca/documents/never_too_young_handbook_en.pdf, accessed 1 July 2013. 

 
4
 www.kidney.ca/document.doc?id=826, accessed 1 July 2013. 

 
5
 www.ohtn.on.ca/pages/knowledge-exchange/rapid-response-service.aspx, accessed 5 July 2013. 

http://www.cbcn.ca/documents/never_too_young_handbook_en.pdf
http://www.kidney.ca/document.doc?id=826
http://www.ohtn.on.ca/pages/knowledge-exchange/rapid-response-service.aspx
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Focusing on the needs of older adults 

Programs and services 

Based on this scan, it appears that organizations are meeting the needs of older adults living with mental 
and physical health conditions (permanent, episodic or progressive) largely by delivering health 
promotion and chronic disease prevention and management programs, including self-management 
programs.  For example, two key informants told us that their programs served mostly older adults since 
the physical conditions they targeted (i.e., chronic obstructive pulmonary disease; arthritis) 
disproportionately affect older adults.  Programs described by these key informants (from The Arthritis 
Society and The Lung Association) are included in the next section of the report.  This scan revealed four 
programs that focused explicitly and specifically on the needs of older adults with disabilities and chronic 
health conditions: 

 Aging with a Bleeding Disorder (Hemophilia Ontario, Central West Ontario Region).  This was a 
pilot of a full-day educational workshop developed and delivered by the Central West Ontario 
Region of Hemophilia Ontario.  The goal of the workshop was to equip the aging population 
and their caregivers with the knowledge and tools to optimize health for older people with 
inherited bleeding disorders.      
 

 Chance for Choice (Ottawa-Carlton Citizen Advocacy).  This program pairs volunteer advocates 
with older adults living with disabilities who are isolated or vulnerable.  The goal is to establish 
long-term supportive relationships which foster social engagement, self-care and autonomous 
decision-making by older adults with disabilities.  Volunteers are also well positioned to 
identify health and social problems quickly enabling them to be addressed in a timely manner. 

 

 Hearing Care Counselling for Ages 55+ (Canadian Hearing Society).  This program provides 
information and skills-building supports for older adults (age 55+) who are experiencing 
hearing loss.  The program is designed to help individuals maximize their ability to 
communicate, engage socially, and remain safe and independent. 

 

 VON SMART (Seniors Maintaining Active Roles Together).  An evidence-based functional 
fitness initiative for older adults (age 55+) comprised of volunteer-led group fitness classes 
and in-home exercise support for individuals who face barriers attending other community-
based physical activity programs.  The program serves many participants who are living with 
comorbid chronic illnesses, especially through the in-home program.  The program has 
undergone multiple evaluations (e.g., outcomes, sustainability), and program documentation 
includes a leading practice start-up and implementation guide.6  Note: The MS Society, 
Ontario Division is entering into an agreement with VON (Victorian Order of Nurses) Canada 
to adapt the existing VON Canada SMART Program for people living with multiple sclerosis.   
 

These programs are documented in detail in “Appendix B—Programs and services focusing on older 
adults.” 

Two organizations told us that they are starting the process of developing programming for seniors or 
older adults.  As part of its program development process, CMHA Ontario will seek out and review 

                                            
6
 For more information on the VON Canada SMART Program, go to http://www.von.ca/en/special_projects/senior_exercise.aspx. 

 

http://www.von.ca/en/special_projects/senior_exercise.aspx
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programs from other jurisdictions to identify best practices.  The key informant mentioned, as examples, 
an older adult adaptation of the CMHA British Columbia division program Living Life to the Full7, and a 
program developed by an Australian organization to assist older adults with mental health issues like 
depression.8  CMHA Ontario has already conducted policy analysis regarding seniors’ mental health 
(CMHA Ontario 2010; CMHA Ontario & Canadian Pensioners Concerned Inc, 2012).  The second 
organization, Epilepsy Toronto, has recently received funding to develop programs for seniors and is 
currently in the “research and development” stage.  This stage will include speaking with seniors about 
their experiences of living with seizures/epilepsy.  
 

In addition to the program listed above, a number of publications intended to meet the needs of older 
people living with a disability or chronic medical condition were identified: 

 Edmonton Epilepsy Association (2011). Seniors and Epilepsy.9  

 Open Policy Ontario (undated). Planning for Retirement on a Low Income.10 

Considerations for the HIV sector 

There are few well-articulated, evidence-based programs and services for older adults with chronic 
illnesses outside the HIV sector so there are limited options when it comes to adapting these for people 
aging with HIV.  However, there may be opportunities to address the needs of older adults living with 
chronic and/or episodic illness by building partnerships which include organizations serving people with 
different illnesses.  Program planners within the HIV sector might want to consider for adaptation more 
broadly focused chronic disease prevention and management (including self-management) programs 
given that HIV infection tends to present among older adults as a chronic illness characterized by 
multimorbidity, polypharmacy and frailty.  This presentation - especially when it intersects with 
substance use, poor mental health, social isolation, or stigmatization - can result in diminished quality of 
life.  Chronic disease prevention and management programs, including self-management programs, are 
addressed in detail in the next section of the report.  It is worth considering whether these programs 
might effectively address the needs of older adults living with HIV.  

                                            
7
 Living Life to the Full is an 8-week interactive course that introduces five topic areas related to cognitive behavioural therapy.  Each 

session of 1.5 hours is expertly moderated and includes a booklet. Participants are taught how to deal with their feelings when fed 
up, worried, or hopeless, and learn skills that help them tackle life’s problems.  For more information, go to  http://www.llttf.ca  
 
8
 The beyondblue Older Adults program works to improve the mental health of older Australians by raising awareness of depression 

and anxiety and overcoming barriers to care within the context of the needs of an ageing population.  For more information, go to 
www.beyondblue.org.au/about-us/programs/older-adults-program  
 
9
 www.epilepsymatters.com/english/pamphlets/seniorsandepilepsy.pdf, accessed 1 July 2013. 

 
10

 http://openpolicyontario.com/wordpress/wp-content/uploads/2012/09/allinonelowincomeretirement.pdf, accessed 1 July 2013. 

http://www.llttf.ca/
http://www.beyondblue.org.au/about-us/programs/older-adults-program
http://www.epilepsymatters.com/english/pamphlets/seniorsandepilepsy.pdf
http://openpolicyontario.com/wordpress/wp-content/uploads/2012/09/allinonelowincomeretirement.pdf
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Health promotion and chronic disease management  

The number of people living with chronic and episodic medical conditions and the number of 
organizations which serve these communities in Canada is staggering.  Chronic disease prevention and 
(self-) management has become an important focus of health policy and health care delivery, and more 
and more programs and services are adopting this approach.  Numerous provinces have developed 
chronic disease prevention and management strategies and/or chronic disease self-management 
programs.11  This scan of the disability and health charities sector revealed both policy analysis and 
programming related to health promotion and chronic disease (self-) management.  

 

Managing coexisting mental and physical conditions: policy directions 

CMHA Ontario has examined mental health and chronic disease management in a number of policy 
documents:   

 Canadian Mental Health Association, Ontario (2008). The Relationship between Mental Health, 
Mental Illness and Chronic Physical Conditions: Backgrounder 

 Canadian Mental Health Association, Ontario (2008). What is the Fit Between Mental Health, 
Mental Illness and Ontario’s Approach to Chronic Disease Prevention and Management?: 
Discussion Paper 

 Canadian Mental Health Association, Ontario (2008). Recommendations for Preventing and 
Managing Co-Existing Chronic Physical Conditions and Mental Illness: Position Paper 

 Canadian Mental Health Association, Ontario (2009). Diabetes and Serious Mental Illness: 
Future Directions for Ontario 

These documents were intended to respond to the Province of Ontario’s adoption of a framework for 
managing and preventing chronic disease.12  In Recommendations for Preventing and Managing Co-
Existing Chronic Physical Conditions and Mental Illness, CMHA Ontario supports the integration of 
physical and mental health programming based on established associations between physical conditions 
and mental illness (at page 1):  

One of the strengths of the CDPM [chronic disease prevention and management] 
approach is its potential for integrating physical and mental health care. This is 
particularly of value in improving the physical health care of people with serious mental 
illnesses, a population whose physical health is often poor and who are at high risk of 
developing diabetes and heart disease. In addition, there has been considerable 
research on addressing depression as a chronic condition. People with chronic physical 

                                            
11

 See, for example: Alberta Health Services (2012). Targeted Chronic Disease Prevention and Management Approaches for 

Diverse and Vulnerable Populations in Alberta—A patient-Centred care Framework and Action plan for Alberta, 
http://www.albertahealthservices.ca/hp/if-hp-ed-cdm-gen-div-prov-frame-diverse-vuln-pop.pdf; New Brunswick Department of Health 
(2010). A Chronic Disease Prevention and Management Framework for New Brunswick; Newfoundland and Labrador Department of 
Health and Community Services (2011). Improving Health Together: A Policy Framework for Chronic Disease Prevention and 
Management in Newfoundland and Labrador, http://www.gnb.ca/0051/pub/pdf/2010/6960e-final.pdf; Self-Management British 
Columbia, www.selfmanagementbc.ca; Your Way to Wellness (Nova Scotia) http://yourway2wellness.gov.ns.ca.  
 
12 Ontario Ministry of Health and Long-Term Care (2007). Preventing and Managing Chronic Disease: Ontario’s Framework. 
www.health.gov.on.ca/en/pro/programs/cdpm/pdf/framework_full.pdf, accessed 1 July 2013. 

 

http://www.albertahealthservices.ca/hp/if-hp-ed-cdm-gen-div-prov-frame-diverse-vuln-pop.pdf
http://www.gnb.ca/0051/pub/pdf/2010/6960e-final.pdf
http://www.selfmanagementbc.ca/
http://yourway2wellness.gov.ns.ca/
http://www.health.gov.on.ca/en/pro/programs/cdpm/pdf/framework_full.pdf
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conditions are at risk of depression, and the CDPM model appears to have the potential 
to improve screening and management of depression in people with chronic physical 
conditions. 

While further discussion is clearly needed, the health system has already begun to move 
towards improving the management of chronic physical conditions through a CDPM 
approach. CMHA Ontario believes it is important that action begin immediately to 
address co-existing chronic physical conditions and mental illnesses, and there is clear 
evidence to support some health system changes that would begin to do so.  

The document outlines 13 recommendations to address co-existing chronic physical and mental health 
conditions, in two areas: (1) preventing and managing chronic physical conditions in people with serious 
mental illnesses; and (2) preventing, screening and treating depression in people with chronic physical 
conditions.  The recommendations are directed to the Ontario Ministry of Health and Long-Term Care, 
the Ministry of Health Promotion, the Local Health Integration Networks (LHINs), public health units, 
mental health service providers and other health care professionals in Ontario.  

 

Programs and services  

CMHA Ontario’s policy analysis has informed two recent programs which are focused on diet and 
physical activity/exercise, important pillars of chronic disease self-management for people with serious 
mental illness given their elevated risk of diabetes and heart disease.  The Arthritis Society, The Lung 
Association (Ontario and Canada) and several chapters/divisions of the Multiple Sclerosis Society of 
Canada have also developed chronic disease self-management programs and services:    

 Diabetes and Mental Health Peer Support Project (Canadian Mental Health Association, 
Ontario).  CMHA Ontario collaborated with a number of established provincial stakeholders on 
a comprehensive two-year project that provided diabetes competency training to mental 
health peer support workers.  The project had two goals:  1) to increase the capacity of mental 
health peer support workers to provide support for the prevention and self-management of 
diabetes in the high-risk population of people living with a serious mental illness; 2) to 
increase awareness in the diabetes community about the role mental health peer support 
workers can play in prevention and self-management support. 
 

 Minding Our Bodies—healthy eating and physical activity for mental health (Canadian Mental 
Health Association, Ontario).  The goal of this program was to increase capacity within the 
community mental health system in Ontario to promote physical activity and healthy eating 
for people with serious mental illness. 
 

 Chronic Pain Management Workshop (The Arthritis Society).  The main objective of this two-
hour workshop is to improve understanding of chronic pain management, introduce different 
coping methods, and encourage people to take an active role in pain management.  The 
workshop is loosely based on the Arthritis Self Management Program developed by the 
Stanford University School of Medicine, Patient Education Research Center.  
 

 BreathWorksTM (The Lung Association, National).  BreathWorksTM is The Lung Association's 
national chronic obstructive pulmonary disease (COPD) self-management and support 
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program. The program offers practical information and support for people with COPD and for 
their families and caregivers, delivered by professionally certified COPD Educators.  It 
combines a website, a free and confidential helpline staffed by COPD Educators and print 
resources like factsheets and brochures.  In Ontario, the BreathWorksTM program is 
complemented by volunteer-led support groups. 
 

 Exercise Maintenance and Support Group Pilot Program (Ontario Lung Association).  This 
project pilot-tested a community-based supervised exercise maintenance program and 
monthly support group for people with lung disease, including COPD.  The goal was to reduce 
symptoms and restore quality of life.  The Ontario Lung Association partnered with the 
Abilities Centre, an International Centre of Excellence that serves local, national, and 
international communities by providing resources and research tools that promote inclusivity 
and accessibility.  

 

 Adapted Yoga Program (Multiple Sclerosis Society of Canada, Hamilton Chapter).  Participants 
in this mental- and physical- health promotion program attend either seated or modified 
standing yoga classes once per week.  The goals are: to reduce stress; and to improve 
strength, flexibility and balance.  The in-person program can be replaced or supplemented by 
the use of an adapted yoga DVD produced by the MS Society with funding from the Ontario 
Ministry of Health Promotion. 

 

 Circle of Wellness (Multiple Sclerosis Society of Canada, Ottawa Chapter).  Originally offered in 
partnership with the Ottawa Hospital Rehabilitation Centre, this six- to eight-week group 
wellness series is designed to help participants maximize their quality of life while living with a 
chronic condition and responding to significant life changes.  Participants are empowered to 
set their own wellness goals for the program.  Mental, physical and social well-being are 
addressed.  The program was informed by clinical practice guidelines on fatigue in people 
living with MS.  Participants evaluate their experience after each session, at the end of the 
series, and at 3 and 6 months post completion.  

 

 Building Bridges to Better Health (Multiple Sclerosis Society of Canada, Hamilton Chapter). A 
no-cost chronic disease self-management program comprised of weekly workshops and a 
workbook, delivered in partnership with Saint Elizabeth Health Care.  The aim is to support 
participants living with any chronic illness as they develop personal action plans and skills for 
day-to-day management of their condition.  This series was described as being similar to the 
Taking Charge programs offered by the Local Health Integration Networks in Ontario in that it 
takes a cross-disability approach. 

 

 MACcess Fitness (Multiple Sclerosis Society of Canada, Hamilton Chapter).  This evidence-
based adapted exercise program for people living with multiple sclerosis is delivered in 
partnership with McMaster University’s MacWheelers Exercise Program (for people living with 
spinal cord injuries).  Once per week, skilled trainers and volunteers guide participants 
through either seated for modified standing aerobic and resistance exercises.  The goal is to 
increase flexibility, balance, endurance, cardiovascular fitness and strength. 

 

 MAC H2OPE (YMCA Hamilton/Burlington/Brantford, McMaster University School of 
Rehabilitation Science, Hamilton Health Sciences).  Through this program, people living with 
chronic conditions who are in financial need and/or have no health insurance coverage can 
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access free community-based physiotherapy and occupational therapy services.  Services, 
including home assessments and exercise plans, are provided by students in a supervised 
environment.   

 

 MS Active NOW (Multiple Sclerosis Society of Canada, Alberta and Northwest Territories 
Division).  This research-informed program targets both people living with MS and 
professionals working in fitness and health care environments.  It endeavors to increase 
access to physical activity for people with MS by: 1) increasing awareness of the value of 
exercise among those living with the condition; and 2) building the capacity of exercise 
trainers to develop specialized exercise programs for clients living with MS.  As well as helping 
participants cope with an existing chronic illness, this program aims to decrease the risk of 
inactivity-related comorbidities among participants.  Many resources are available online to 
support all stakeholders.   

 

These programs are documented in detail in “Appendix C—Health promotion and chronic disease 
management programs.”  

In addition to those outlined above, the London-Middlesex chapter of the MS Society has offered Living 
a Healthy Life with Chronic Conditions, a six-week course delivered in partnership with the South West 
Community Care Access Centre and South West Local Health Integration Network.  The Quebec Division 
of the MS Society offers the Journey to Wellness program through multiple chapters.  This program 
consists of nine weekly 2- hour sessions.  The program addresses six aspects of health: physical, 
emotional, intellectual, professional, spiritual and social.  Specific topics include: adopting a lifestyle 
focused on well-being; the role of food and exercise; ways to become an enlightened consumer of 
healthcare; intellectual stimulation and treatment of cognitive problems; exploration of feelings related 
to having a chronic illness; employment, volunteer and recreational activities; spiritual health; and 
healthy relationships.  According to the key informant from the Ontario Division of the MS Society who 
brought these programs to our attention, they are based on programs developed by the Patient 
Education Resource Center at Stanford University School of Medicine.  Stanford’s programs will be 
discussed in the next subsection of the report.   

As noted above, The Kidney Foundation of Canada, Ontario Division is currently reviewing its approach 
to programs and services, with a view to shift programs to focus more on mental health and health 
promotion.  The review and new program approach is being informed by health promotion standards 
and best practices, theories of behaviour change, and community development strategy.13  Behaviour 
change involves supporting the uptake of disease prevention behaviours (eating healthily, exercising 
regularly), disease management behaviours (eating a renal diet, complying with treatments), and 
fostering community engagement (volunteer, donate).  The essential components of long-term chronic 
disease self-management have been identified as access to health care, exercise and active living, 
nutrition and eating well, mental health and coping skills and social inclusion. 

This search for aging and mental health programs identified a number of additional publications by 
Canadian health charities focused on aspects of chronic disease management: 

                                            
13

 A Chapman, Programs and Public Policy Department: Shaping Our Future.  Presentation delivered to The Kidney Foundation of 

Canada, Ontario Branch 2013 AGM & Leadership Conference, May 2013. On file with author. 
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 The Arthritis Society (undated). Think Ahead: How to manage pain and fatigue.14 

 The Kidney Foundation of Canada, Canadian Diabetes Association, Multiple Sclerosis Society of 
Canada Manitoba Division, The Arthritis Society (2002). A Roadmap For Living Well with 
Chronic Disease in Manitoba.15 

 

Stanford University’s evidence-based self-management programs 

We were pointed toward the Patient Education Resource Center at Stanford University’s School of 
Medicine by The Arthritis Society, which currently delivers, under license, Stanford’s Arthritis Self-
Management Program using Arthritis Society peer-volunteers trained at the Stanford Center.  It also 
appears that programs delivered by MS chapters, alone or in partnership, are based on Stanford Center 
programs.  The Stanford Center develops, tests and evaluates self-management programs for people 
with chronic health problems.16  The Center has designed its evidence-based programs to be delivered as 
small group workshops in the community or, in the case of selected programs, via the Internet.  Each 
program is tested for effectiveness with randomized, controlled trials funded by research grants that 
span two to five years.  The results of these studies are usually published in peer reviewed journals.  The 
aim of all programs is to improve the physical and emotional health of participants while reducing health 
care costs.  Community workshops are delivered in organizations licensed to deliver the programs, by 
leaders who have received training at the Center.17  Workshops are highly interactive and focus on 
building skills, sharing experiences, and support.   
 
The Stanford Patient Education Resource Center currently offers the following community-delivered 
programs:  
 

 The Chronic Disease Self-Management Program 

 The Positive Self-Management Program for HIV (PSMP) 

 The Arthritis Self-Management (Self-Help) Program 

 The Diabetes Self-Management Program 

 The Chronic Pain Self-Management Program  
 
The Chronic Disease, Arthritis and Diabetes programs are also offered via the Internet.  Some of the 
programs are available in Spanish.  The Center is currently recruiting participants for a mailed version of 
the Chronic Disease Self-Management Program, with funding from the US Centers for Disease Control 
and Prevention.   
 
The Positive Self-Management Program for HIV is a seven-week program (weekly sessions are two and a 
half hours long), designed for delivery in community settings such as senior centers, churches, libraries 
and hospitals. Two trained leaders, one or both of whom are non-health professionals living with HIV, 

                                            
14

 www.arthritis.ca/document.doc?id=424, accessed 1 July 2013. 

 
15

 http://mssociety.ca/manitoba/pdf/Creating%20Balance.pdf, accessed 1 July 2013. 

 
16

 For more information on the Patient Education Resource Center at Stanford University School of Medicine, go to 
http://patienteducation.stanford.edu. 
  
17

 Licences are valid for three years.  Single program licence fees, including leader trainings, start at USD $500.  Multiple program 

licence fees, including four leader trainings, start at USD $1000.  Fee reductions are available.  Full information about licensing fees 
is available at http://patienteducation.stanford.edu/licensing/licfees.html.   

http://www.arthritis.ca/document.doc?id=424
http://mssociety.ca/manitoba/pdf/Creating%20Balance.pdf
http://patienteducation.stanford.edu/
http://patienteducation.stanford.edu/licensing/licfees.html
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facilitate the workshop.  Topics addressed in the workshop are: (1) how to best integrate medication 
regimens into daily life to promote adherence; (2) techniques to deal with problems such as frustration, 
fear, fatigue, pain and isolation; (3) appropriate exercises for maintaining and improving strength, 
flexibility, and endurance; (4) communicating effectively with family, friends, and health professionals; 
(5) nutrition; (6) evaluating symptoms; (7) advanced directives; and (8) how to evaluate new or 
alternative treatments. The program is available in English, Spanish, and Japanese.  

 

Best practice collections 

The Public Health Agency of Canada has developed an on-line platform, the Canadian Best Practices 
Portal.18  The Portal provides resources and solutions for promoting health and preventing disease, 
bringing together multiple sources of trusted and credible information.  The Best Practices Intervention 
Section of the Portal is a searchable database of chronic disease prevention and health promotion 
interventions intended to provide program planners and public health practitioners access to public 
health programs, interventions and policies that have been evaluated and have the potential to be 
adapted for use.  Community-based organizations and facilities are one of the intended audiences for 
the Best Practices Interventions.   

The Canadian Best Practices Portal defines “best practices” as follows: 

Best practices are interventions, programs/services, strategies, or policies which have demonstrated 
desired changes through the use of appropriate well documented research or evaluation methodologies. 
They have demonstrated, through multiple implementations, the ability to be replicated and the potential 
to be adapted and transferred. A best practice is one that is most suitable given the available evidence and 
particular situation or context. 

In the context of population health/health promotion, such practices are used to demonstrate what works 
for enhancing the health status and health-related outcomes of individuals and communities, and to 
accumulate and apply knowledge about how and why they work in different situations and contexts. 

All interventions included in the collection use a community-based or population health approach.  To 
date, 336 interventions have been added to the collection.  Disease prevention interventions currently in 
the collection address asthma, cancer, cardiovascular disease, stroke, chronic respiratory disease, 
diabetes, and integrated chronic disease prevention.  The chronic conditions addressed in the 
interventions include hypertension, obesity prevention and metabolic syndrome.  Relevant health 
promotion programs include harm reduction, healthy eating, mental health and physical safety.  
Interventions address a range of populations, including adults (age 35-49), older adults (50-69) and 
seniors (age 70+), men and women, and ethnic and Aboriginal populations.   
 
The Best Practice Intervention collection includes one HIV-specific intervention, The CHANGES Project: 
Coping Effectiveness Training for HIV+ Gay Men.19  A number of other interventions may be also be 
relevant to older people living with HIV or people living with HIV and mental health issues.  Here is a 
selection: 
 

                                            
18

 The PHAC Canadian Best Practices Portal can be accessed via http://cbpp-pcpe.phac-aspc.gc.ca. 

 
19

  http://66.240.150.14/intervention/686/view-eng.html, accessed 27 June 2013. 

 

http://cbpp-pcpe.phac-aspc.gc.ca/
http://66.240.150.14/intervention/686/view-eng.html
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 Community-based Screening for Depression and Suicide20 

 Mental Health First Aid Canada21 

 Promoting Adult Resilience22 

 Senior Health and Physical Exercise (SHAPE) Project23 

 Behaviour Change Program to Increase Physical Activity24 
 
The US federal government’s Substance Abuse and Mental Health Services Administration has also 
developed a database of evidence-based programs and practices.  The National Registry of Evidence-
based Programs and Practices (NREPP) is a searchable online database of mental health and substance 
abuse interventions.25  All interventions have met minimum requirements for review and have been 
independently assessed and rated for research quality and readiness for dissemination. 
 

Considerations for the HIV sector 

For people in Canada who have access to effective antiretroviral therapy, HIV infection is now a chronic, 
episodic illness.  The health promotion programs and chronic disease prevention and (self-) management 
programs documented via this scan tend to be theoretically informed, evidence-based and have an 
established process and material to support program implementation and evaluation.  Beyond those 
programs specifically identified, there appear to be a number of Canadian and international resources 
related to health promotion programs and chronic disease prevention and (self-) management programs. 

Following the lead of CMHA Ontario, The Arthritis Society, The Lung Association, and Multiple Sclerosis 
Society of Canada, community-based organizations in the HIV sector might want to consider the “fit” 
between HIV and chronic disease prevention and self-management, both at the policy level and when 
considering programming to meet client needs.  HIV organizations might want to consider whether 
existing evidence-based chronic disease prevention and (self-) management programs and services can 
meet the needs of people living with HIV, including older people living with HIV and those living with 
mental health issues.  There appears to be a range of programs that might be appropriate, whether 
delivered “as is” or with adaptations.  Such programs could be adapted and delivered by the HIV sector 
alone, or potentially in partnership with organizations beyond the HIV sector.  Partnerships may increase 
access to financial and human resources may make new programs available more widely to all those 
people who could benefit from them.  Within the HIV sector, regional, provincial and national 
organizations may be able to play an important role as catalysts for the consideration and selection of 
health promotion and chronic disease self-management programs.  Roles might include: proposal-
writing; securing funding; facilitating program provider training; assisting with the logistics of program 
delivery; supporting evaluation processes;  and assisting with reporting.  CWGHR might also consider 
undertaking an additional environmental scan focused specifically on health promotion and chronic 

                                            
20

 http://66.240.150.14/intervention/779/view-eng.html, accessed 27 June 2013. 

 
21

 http://66.240.150.14/intervention/824/view-eng.html, accessed 27 June 2013. 

 
22

 http://66.240.150.14/intervention/752/view-eng.html, accessed 27 June 2013. 

 
23

 http://66.240.150.14/intervention/657/view-eng.html, accessed 27 June 2013. 

 
24

 http://66.240.150.14/intervention/741/view-eng.html, accessed 27 June 2013. 

 
25

 The National Registry of Evidence-based Programs and Practices can be accessed at www.nrepp.samhsa.gov.   

 

http://66.240.150.14/intervention/779/view-eng.html
http://66.240.150.14/intervention/824/view-eng.html
http://66.240.150.14/intervention/752/view-eng.html
http://66.240.150.14/intervention/657/view-eng.html
http://66.240.150.14/intervention/741/view-eng.html
http://www.nrepp.samhsa.gov/
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disease management and self-management programs, with a view to informing those within the HIV 
sector and beyond. 

 

Focusing on partnerships 

A wide range of partnerships existed across the programs and services documented by this scan.  There 
was no predominant model of partnership being used.  Some partnerships involved national 
organizations working with national organizations, others principally brought together provincial 
organizations, and others combined provincial and local/regional organizations.  Programs and services 
partnerships focused on delivering and evaluating evidence-based programs usually included 
researchers, often from a university setting.  Most partnerships were tailored to bring together the 
expertise, skills and networks necessary to achieve the goals of the program or service.   

Two programs led by CMHA Ontario were documented, both of which brought together partners from 
various sectors.  

 Diabetes and Mental Health Peer Support Project:  Ontario Peer Development Initiative (OPDI), 
Christine Grace and Community, Lawson Health Research Institute, and the Provincial 
Consumer/Survivor LHIN Leads Network (PCSLL).  With funding from the Lawson Foundation. 
 

 Minding Our Bodies—healthy eating and physical activity for mental health.  This project had a 
steering committee and an advisory committee. The steering committee included: Echo—
Improving Women's Health in Ontario, Mood Disorders Association of Ontario, Nutrition 
Resource Centre, YMCA Ontario, and York University's Faculty of Health.  The Advisory 
Committee included representation from: Parks and Recreation Ontario, Ontario Physical and 
Health Educators Association, Schizophrenia Association of Ontario, Ontario Public Health 
Association (Heart Health Resource Centre; Nutrition Resource Centre), Canadian Diabetes 
Association, and Heart and Stroke Foundation of Ontario.  With funding from the Ontario 
Ministry of Health Promotion and Sport. 

The Director of Knowledge Transfer at CMHA Ontario provided insight into the development, functioning 
and lessons learned from the above project partnerships.  He highlighted the following important 
factors: 

Begin early and build on existing work: Partnerships were often initiated early on in the project, 
with steering committee partners joining in the funding application process.  For example, in 
planning the Diabetes and Mental Health Peer Support Project, OPDI was the recognized 
provincial voice of consumers/survivors.  CMHA Ontario and the OPDI co-wrote the funding 
application which built on OPDI’s successful peer training and support program.  When 
determining who should be invited to join the partnership, focus on the task or role that the 
individual or organization can best perform (e.g. program knowledge and expertise, leadership 
and influence, evaluation, student placements).     

Leverage networks and personal connections: Being actively involved on an ongoing basis in a 
“network of networks” is crucial to partnership development.  Many CMHA Ontario partnerships 
were the result of personal or organizational connections, built by taking advantage of 
opportunities to attend and present at conferences, teach and lecture in academic settings, and 
participate in networks.  CMHA Ontario relied upon the Ontario Chronic Disease Prevention 
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Alliance26, of which it is a member, to help identify partners for Minding Our Bodies.  During the 
project, relationships with partners can be fostered through ongoing, and wherever possible 
face-to-face, contact and by incorporating social time.  Engagement can break down when 
partner organizations experience staff turnover. 

Alignment of missions and strategic goals: Look for partners who have a similar mission or 
strategic goals.  This is especially important where there is limited funding as partner 
organizations’ participation will help them achieve their mission and strategic goals, even if it 
does not contribute to their revenue.  For example, for Minding Our Bodies, the YMCA had as 
one of its strategic objectives an increased focus on mental health in its recreation programs.  
This objective aligned with the CMHA’s policy and strategic directions and with the physical 
activity-related goals of the project. 

Share resources, responsibility and results:  The responsibilities and benefits of partnerships 
need to be explicitly discussed and clearly articulated so that all partners have a shared 
understanding of their roles.  Partners tend to be more engaged when they have a role in the 
decision-making process, including decisions about how project resources are spent and how 
tasks are delegated.  When undertaking projects, CMHA Ontario has tried to enhance the 
evaluation capacity of smaller partner organizations.  They rely on external evaluation 
consultants to both evaluate the project and engage in skills transfer to the project partners.  For 
the Minding Our Bodies project, York University Faculty of Health’s academics and students 
fulfilled this role.  At the end of the project, sharing can take the form of a gathering to present 
project results, celebrate successes and recognize partners’ contributions.      
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 For more information about the Ontario Chronic Disease Prevention Alliance, go to www.ocdpa.on.ca.  

http://www.ocdpa.on.ca/
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Evidence-based programming and program adaptation 

The programs and services identified by this scan varied widely.  A small number were explicitly 
developed based on well-articulated evidence and/or theoretical foundations while many others were 
not.  Even so, each had as its broad goal the promotion of health and wellbeing of people served.  The 
field of evidence-based health promotion is emerging in parallel with an increased focus on the 
adaptation of health promotion programs from one setting to another.  In this section evidence-based 
health promotion is briefly reviewed and then important considerations for program adaptation and 
fidelity are summarized. 

 

Evidence-based programming 

While there is no firm understanding of how evidence is currently used in health promotion practice, the 
evidence-based movement has clearly impacted the field of health promotion (Juneau et al 2013).  
“Evidence” can mean different things in different contexts and settings.  It can be difficult to identify 
with clarity what constitutes ‘evidence’ of a successful health promotion program in a community 
setting.  Evidence used in the development of health promotion programs can be characterized as 
internal or external, qualitative or quantitative.  Internal evidence is created within the context of 
program development, using methods such as focus groups, surveys, advisory groups and key 
informants, among other methods.  External evidence is created outside the program development 
process and includes published and grey literature.  Narrow conceptions of “evidence” of effects from 
biomedicine - the production of which seeks to exclude extraneous factors and control for confounding 
factors - are seldom met in the field of health promotion (Juneau et al 2013).   When ‘evidence’ is viewed 
more broadly, there is plenty to show that health promotion interventions change behaviours, attitudes 
and opinions in populations (Juneau et al 2013). 

Based on a recent review of 26 health promotion case studies, Juneau and colleagues identified eight 
“key levers” for the use of evidence in health promotion programs (Juneau et al 2013): 

 Local and cultural relevance of the evidence 

 Community capacity-building 

 Sustained dialogue from the outset with all stakeholders (including decision-makers) 

 Established academic-supported partnerships 

 Communication that responds to organizational and political readiness 

 Acknowledgement and awareness of gaps between evidence and practice 

 Advocacy 

 Earmarked resources 

 

Program adaptation and fidelity 

The concepts of program “fidelity” and “adaptation,” as understood in the literature, take evidence-
based programs, services and interventions as a given.  Fidelity in the implementation of an evidence-
based intervention refers to the degree to which the intervention is implemented ‘as designed’ and is 
essential if the intervention is to provide the same results it did when previously studied (Korda 2013).  
Adaption reflects a departure from fidelity.  In practice, and for a variety of reasons, organizations take 
up and adapt for their own use, programs developed elsewhere.  Programs are commonly adapted to 
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meet the cultural and linguistic characteristics of a different target population (Korda 2013; O’Connor 
2007).  Attempts to resolve the tension between program fidelity and adaptation have focused on 
drawing a distinction between adaptations that pose little risk to the effects expected of the program, 
and adaptations that can compromise the expected effects.   

 

Types of program adaptations 

Acceptable adaptations Risky or unacceptable adaptations 

 Changing language – Translating and/or 
modifying vocabulary  

 Replacing images to show youth and 
families that look like the target 
audience  

 Replacing cultural references  

 Modifying some aspects of activities 
such as physical contact  

 Adding relevant, evidence-based 
content to make the program more 
appealing to participants  

 

 Reducing the number or length of 
sessions or how long participants are 
involved  

 Lowering the level of participant 
engagement  

 Eliminating key messages or skills 
learned  

 Removing topics  

 Changing the theoretical approach  

 Using staff or volunteers who are not 
adequately trained or qualified  

 Using fewer staff members than 
recommended  

 

Source: O’Connor 2007 

Chen and colleagues have recently outlined an innovative community engagement method for program 
adaptation, including eliciting ideas for program modifications and deciding upon program changes.  
Their approach is called the Method for Program Adaptation through Community Engagement (M-PACE) 
(Chen et al 2012).  The key starting point in program adaptation is identifying differences between the 
new target population and the community for which the evidence-based intervention (EBI) was originally 
developed.  The M-PACE method draws on principles of community-based participatory research and 
involves diverse stakeholders as equal-status partners.  The M-PACE method solicits comprehensive 
participant feedback as the basis for program adaptation and establishes a process to analyze, adjudicate 
and incorporate reactions and suggestions that ultimately culminate in a revised program.   
 
M-PACE consists of five steps, which can be summarized as follow:  
 

1. Convene adaptation steering committee 

 10 to 12 people 

 responsible for undertaking steps 2 through 5 

 researchers, implementers or practitioners, and community members who would benefit 
from participating in the EBI (which might include spouses, caregivers, etc) 

 one member of the steering committee must be familiar with the EBI’s theory of change as 
well as research on effectiveness (ideally the person was involved in the creation or 
validation of the original EBI) 

 
2. Implement un-adapted program to generate recommendations for program change 

 Deliver the un-adapted program under the same conditions (recruitment, setting, timing 
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and personnel) as planned for the adapted program, maintaining fidelity to the EBI 

 participants must give consent to participate in the research into and evaluation of the EBI 
for adaptation 

 
3. Systematically obtain evaluations of un-adapted program components 

 using standard social science techniques 
o participant survey (after each session) 
o participant focus group (after completion of program) 
o program facilitator feedback (after each session and after program completed) 

 
4. Summarize stakeholder feedback 

 synthesize and present results of step 3 

 distribute results to all members of the steering committee 

 additional analysis may be requested by steering committee 
 

5. Adjudicate program feedback to decide upon program modifications 

 steering committee meets to adjudicate all feedback and make choices about how to adapt 
the EBI 

 consensus based; every person has a veto 

 adjudicated based on: (a) importance - the degree to which a suggestion could improve 
program effectiveness or enable the program to reach a new target population; (b) 
feasibility - taking into account  the capacity and resources of participants, the organization 
responsible for program delivery, and program facilitators; and (c) congruence - verify that 
is the adapted intervention is working with and not against or outside of the core 
components of the EBI 

 compile list of program modifications 

 task small group from steering committee with making modifications  
 

The Patient Education Resource Center at the Stanford University School of Medicine has developed a 
fidelity manual and toolkit to accompany its community-delivered programs (Stanford Patient Education 
Research Center 2012).  The manual distinguishes between “Must Do’s” and “Nice to Do’s” for program 
implementation.  The “Must Do’s” and “Nice to Do’s” framework seeks to promote fidelity (and maintain 
outcomes) while taking into account the adaptation needs of community-based organizations.  The 
manual addresses fidelity at each stage of program planning and delivery: resource allocation; choosing 
program personnel; before, during and after personnel training; and during and after workshops.   

 

Considerations for the HIV sector 

Gathering evidence about the target population is a crucial step in program development, whether an 
organization is considering developing a new program or adapting an existing program.  When 
considering a program for adaptation, a key initial question is: ‘Is the group of people for whom the 
program was designed sufficiently similar to the group of people whose needs we are trying to meet?’  
To meaningfully assess whether a program designed for one population can be adapted for another 
population, it is important to understand the demographic profile and the needs and preferences of both 
the original and the new target populations.  Organizations within the HIV sector that do not have 
detailed information regarding the characteristics and needs of: 1) older people living with chronic 
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illness; and/or 2) people living with chronic physical illness who are also experiencing mental health 
issues, may want to search for this information.  Data may already exist in case management and 
reporting systems and can be compiled and analyzed.  Other ways of building an evidence base for 
programming might include literature reviews and surveys or focus groups conducted with clients, 
caregivers, partners/spouses, friends and service providers.  

While a method of program adaptation based on community engagement may be useful to ASOs and 
other community-based organizations, the systematic and detailed nature of M-PACE may present 
barriers for its use in small- or medium-sized, or resource constrained, organizations.  Community-based 
organizations, and especially organizations in rural and remote areas, may not have established 
relationships with academic institutions or researchers.  To maximize the impact of available resources, 
community-based organizations may want to undertake M-PACE in partnership with other organizations 
that serve the same target population.  Another option would be to scale-back the M-PACE process.  
Organizations without established relationships with academic institutions or researchers may be able to 
fill this gap using practicum students from health professional and public health programs, or fellowship 
training programs such as Universities Without Walls.27  Regional, provincial and national HIV 
organizations in Canada may also be able to help local organizations adapt evidence-based interventions 
by leading or supporting processes such as M-PACE.   

Based on the scan of programs and services undertaken here, one of the potential challenges to adapting 
existing programs from the Canadian disability and health charity sector for the HIV sector is the 
apparent lack of evidence-based programs from which to choose.  This poses a challenge since the 
literature regarding program adaptation (and program fidelity) presupposes the existence of evidence-
based programs.  The distinction drawn between ‘acceptable’ and ‘unacceptable’ adaptations takes for 
granted that a program has an evidence-based “core” from which the intended positive effects flow.  
Changes to that “core” are presumed to dilute or undermine these effects.  In day-to-day practice, 
program development, delivery and adaptation in community-based organizations may depend to a 
great extent on the accumulated wisdom and experience of front-line service providers, peers, 
volunteers and clients.  These players might also be relied upon to adapt the adaptation process itself to 
better meet the needs and resources of their community-based organizations.  In this light, the 
distinction between acceptable and unacceptable program adaptations can serve as a guide, rather than 
a prescription. 
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  Universities Without Walls fellows are required to complete a Field Mentoring Placement.  The Field Mentoring Placement (FMP) 

is a nine-month placement based on the community service learning approach. The FMP is carried out in an AIDS service 
organization, policy environment, or REACH research project and provides an opportunity for Fellows to develop relationships with 
people and organizations working in the field, understand contextual factors that will make research projects more relevant, and build 
research skills in a community environment. www.universitieswithoutwalls.ca  

http://www.universitieswithoutwalls.ca/
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