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THERE IS A ROLE FOR EVERYONE IN IMPROVING THE SUPPORTS FOR
ALL FAMILY/FRIEND CAREGIVERS. ON BEHALF OF FAMILY/FRIEND
CAREGIVERS OF PEOPLE LIVING WITH EPISODIC DISABILITY WE MAKE
THE FOLLOWING RECOMMENDATIONS TO POLICY MAKERS, CAREGIVING
ADVOCATES AND OTHERS WHO ARE SUPPORTIVE OF MOVING THIS
WORK FORWARD: WELLNESS • ACKNOWLEDGE THAT FAMILY/FRIEND
CAREGIVING IS A DISTINCT CIRCUMSTANCE FOR WHICH PHYSICAL,
MENTAL AND EMOTIONAL WELLBEING SHOULD BE REGULARLY
ASSESSED. THE ASSESSMENT SHOULD BE USED TO BUILD THE PERSON’S
CAPACITY THROUGH EDUCATION AND ACCESS TO SERVICES, WHICH ARE
AVAILABLE AS NEEDED. • PROVIDE INCREASED RESPITE OPPORTUNITIES
IN ORDER TO ADDRESS ASSESSED NEED AND RECOGNIZE THAT THE
NEED COULD BE AS SIMPLE AS PROVIDING SUPPORT WITH HOUSEHOLD
CHORES TO PROVIDING HANDS ON CARE. • RECOGNIZE THE NEED FOR
INDIVIDUALLY-TAILORED EMOTION-FOCUSED CAREGIVER SUPPORTS.
EDUCATION • IMPROVE EDUCATION AND AWARENESS REGARDING
CAREGIVING AS AN ACTIVITY OF YOUNGER PERSONS FOR PEOPLE
LIVING WILL AN EPISODIC DISABILITY THAT OFTEN MEANS THAT THE
NEEDS ARE MINIMAL AND OTHER TIMES INTENSIVE AND CAN FLUCTUATE
UNPREDICTABLY. • PROVIDE BETTER ACCESS TO INFORMATION ABOUT
HOW TO GET HELP TO DELIVER CARE AND TO LEARN ABOUT SERVICES
AND CARE OPTIONS. • INTRODUCE FAMILY CAREGIVING AS PART OF THE
PRIMARY SCHOOL CURRICULUM. FINANCIAL • IMPROVE CAREGIVER
ACCESS TO FINANCIAL RESOURCES, INCLUDING FINANCIAL AND TAX
INCENTIVES, THAT ARE CURRENTLY RESTRICTED TO ONLY THOSE WHO
PROVIDE CARE TO THE ELDERLY OR PEOPLE LIVING WITH A PERMANENT
DISABILITY. • CONSIDER TAX INCENTIVES SUCH AS ALLOWANCES AND
REFUNDABLE CREDITS THAT RECOGNIZE FAMILIES/FRIENDS WHO
PROVIDE CARE AT HOME. HEALTH CARE • FACILITATE ACCESS TO
NEEDED EXTENDED DRUG AND HEALTH CARE SUPPORTS TO HELP
CAREGIVERS MAINTAIN A HIGH STANDARD OF PHYSICAL AND EMOTIONAL
HEALTH. • PROVIDE INCREASED TRAINING TO WORKERS WITHIN
THE HEALTH CARE SYSTEM TO FACILITATE EARLY IDENTIFICATION OF
CAREGIVER NEEDS AND INTERVENTION IN TIMES OF CAREGIVER STRAIN.
EMPLOYMENT • INCREASE FLEXIBLE WORK OPTIONS TO RECOGNIZE
THE FLUCTUATING AND UNPREDICTABLE NEEDS OF CAREGIVERS OF
PEOPLE LIVING WITH EPISODIC DISABILITY. • CONSIDER IMPLEMENTING
CAREGIVING LEAVES AND EMPLOYEE ASSISTANCE PLANS THAT
ADDRESS THE CAREGIVING ISSUES OF THOSE CARING FOR PEOPLE
LIVING WILL AN EPISODIC DISABILITY. SYSTEM COORDINATION
• REDUCE THE BARRIERS TO PROGRAMS AND SUPPORT SERVICES
BY IMPROVING AND STABILIZING PROGRAM FUNDING FOR
CAREGIVERS AND ADDRESSING OBSTACLES SUCH AS HOURS OF
OPERATION, LOCATION, DISEASE SPECIFIC REQUIREMENTS AND AGE
RESTRICTIONS. • REDUCE THE NUMBER OF INDIVIDUAL ASSESSMENTS
REQUIRED TO ACCESS PUBLIC AND COMMUNITY-BASED SERVICES.
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EXECUTIVE
SUMMARY
The Episodic Caregiver Support Initiative (ECSI) was
launched in the fall of 2013 as a yearlong developmental
grant funded by the Ontario Trillium Foundation to explore
the needs of family / friend caregivers of individuals with
episodic disability in Ontario. An important aspect of this
work was also to increase awareness of episodic disability
throughout the province. This report provides an overview
of the work and the lessons learned by the project partners.
The ECSI activities began with understanding the needs of
those caregivers who support individuals with an episodic
disability. The activities involved a review of the literature,
a survey of caregivers and persons with episodic
disabilities, and in-person focus groups in order to
get a deeper understanding of the challenges
unique to this subset of family / friend
caregivers. The goal of the one-year
developmental grant was to develop
a preliminary model / framework
that responds to the support needs
of caregivers of people living with
episodic disabilities in Ontario with the
intent to encourage policy makers to
consider and implement the next steps
to improve caregiving in the province.

“It’s not all
about more
services, rather
a shift in social
values.”

We are grateful to the many people who
Survey respondent
came forward to share their experiences
– through the survey, focus groups, and key
informant conversations. While the stories are not
of hardship, they illustrate how caregiving often places
additional and unimaginable burdens on people. The
family / friend caregivers we met were always interested
in enabling caregiving to continue, believing the variety of
caregiving activities to be human, personal and essential.
Words are important and we found many different
interpretations to words and assumptions as to meaning.
The following are definitions of several key terms.

Individuals living with episodic disability and their caregivers have remained largely
invisible and absent from current policy developments despite evidence that more
than 1 million Canadians have an episodic health condition.
Episodic disabilities encompass a variety of “complex
chronic illness conditions with different trajectories:
Episodic Stable conditions are characterized by periods
of relative wellness interspersed with unpredictable
and fluctuating periods of acute illness, such as severe
migraines, Episodic Degenerating conditions are similar to
Episodic Stable conditions early on, but over time there is
progressive decline, such as with Parkinson’s Disease, and
Episodic Remissive conditions may start as Episodic Stable,
but in some instances the person experiences full recovery /
remission, such as with some mental health conditions”
(Whitehead and Lero 2014b, p1).
The onset of episodic disabilities in young adulthood or
midlife and the long-term, unpredictable and fluctuating
nature of these illnesses yields challenges for caregivers
that are both similar and different to those experienced
by those who care for a person with a long-term
disability or aging-related conditions. Caregivers can
face distinct challenges in being called on to care by
virtue of their age (young caregivers), gender (male),
other caregiving responsibilities (usually women with
children) and the difficulties of balancing paid work or
school with caring. Caregiving may be very different
for episodic stable conditions, with care needs that are
fluctuating and unpredictable, but possibly lasting for
decades. For those managing a degenerating
episodic disability, the overall trajectory of decline
may eventually lead to high care needs and associated
higher caregiver burdens.
Caregiving in the context of episodic disability changes the
nature of personal relationships, including the addition of
stress and altered communication patterns. Additionally
caregiving responsibilities may interfere with paid
employment, compromise the parenting of children, or
inhibit the ability to plan for the future, including saving
for retirement.

Individuals living with episodic disability and their
caregivers have remained largely invisible and absent
from current policy developments despite evidence that
more than 1 million Canadians have an episodic health
condition. The fluctuating nature of symptoms and
the uncertain trajectory of the condition for a particular
individual can result in a form of “partial disability” that, in
all likelihood, has kept the needs of those with episodic
disabilities (for services, employment accommodations,
and income security) and their caregivers off policy and
planning agendas.
Drawing on the lessons learned from this project a model
was developed to depict how caregivers need to be
supported to address the life domains most impacted by
their caregiving of a person living with episodic disability:
education / information; job security and flexibility; income
adequacy and security; health services; emotional wellness;
and social supports. The outcomes are realized when
we, as a society, have shifted our behaviours – those
areas that need to be strengthened - in order to better
support family / friend caregivers of people living with an
episodic disability.
The importance of caregivers as a resource to the people
they care about and within our health care system is clear.
Some of the needs of caregivers to individuals living with
episodic disabilities are very similar to those who care for
the elderly. As such, this group of individuals needs access
to information, emotional support and practical resources
in their communities in order to sustain their capacities
and maintain the quality of family / friend care. But there
are unique characteristics that must be considered when
setting policy and practice in order to be inclusive of all
family caregivers.

KEY RECOMMENDATIONS
There is a role for everyone in improving the supports for all family / friend caregivers. On behalf of family / friend
caregivers of people living with episodic disability we make the following recommendations to policy makers,
caregiving advocates and others who are supportive of moving this work forward:

WELLNESS
•

•

•

Acknowledge that family / friend
caregiving is a distinct circumstance for which physical, mental
and emotional wellbeing should
be regularly assessed. The assessment should be used to build the
person’s capacity through education and access to services, which
are available as needed.
Provide increased respite opportunities in order to address assessed
need and recognize that the need
could be as simple as providing
support with household chores to
providing hands on care.

Provide better access to
information about how to get
help to deliver care and to learn
about services and care options.

•

Introduce family caregiving as part
of the primary school curriculum.

Improve education and awareness
regarding caregiving as an activity
of younger persons for people
living will an episodic disability that
often means that the needs are
minimal and other times intensive
and can fluctuate unpredictably.

system to facilitate early identification of caregiver needs and intervention in times of caregiver strain.

EMPLOYMENT
•

Increase flexible work options
to recognize the fluctuating
and unpredictable needs of
caregivers of people living with
episodic disability.

•

Consider implementing caregiving
leaves and employee assistance
plans that address the caregiving
issues of those caring for people
living will an episodic disability.

FINANCIAL
•

•

Recognize the need for
individually-tailored emotionfocused caregiver supports.

EDUCATION
•

•

Improve caregiver access to financial resources, including financial
and tax incentives, that are currently restricted to only those who provide care to the elderly or people
living with a permanent disability.
Consider tax incentives such as
allowances and refundable credits
that recognize families / friends
who provide care at home.

SYSTEM COORDINATION
•

Reduce the barriers to programs
and support services by improving
and stabilizing program funding
for caregivers and addressing
obstacles such as hours of operation, location, disease specific
requirements and age restrictions.

•

Reduce the number of individual
assessments required to access public and community-based services.

HEALTH CARE
•

•

Facilitate access to needed
extended drug and health care
supports to help caregivers
maintain a high standard of
physical and emotional health.
Provide increased training to
workers within the health care

While we have not ascribed responsibility to any particular level of government or sector, it is our hope that the
champions of family / friend caregivers and those working in the areas of episodic disability will build on and incorporate
our findings and recommendations in order to advance the policy agenda. As a society, we need to work collectively
toward creating an environment where family / friend caregivers are honoured for their contributions. We encourage
policy makers, professionals connected to caregivers in the diverse array of circumstances and the broader public to
adopt these recommendations within their sphere of influence.

EPISODIC CAREGIVER SUPPORT INITIATIVE LOGIC MODEL
Mandate: To establish a model to address the needs of caregivers of people
living with episodic disabilities in Ontario.
Key
Elements

Activities

Model Development in 3
communities in Ontario

Partnership Development in 3
communities in Ontario

Evaluation

Communication
& Awareness

Evaluation Plan

Knowledge
Exchange

Families with episodic disability

Staff

General Public

Professional stakeholders

Advisory
Committee

Health system
stakeholders

Participants

Employers

• Increased
knowledge
and awareness
of preliminary
model(s) /
framework(s)

• Better
understanding
of episodic
disabilities,
family
caregiver
needs

Environmental Scan

Needs Assessment

• Literature review

• Focus groups

• scan of practices

• Surveys
• Interviews

Target
Population

Health care providers
Interest groups

Short-Term
Outcomes

• Increased awareness of support
needs of family caregivers of
people living with episodic
disabilities in Ontario

• Increased and / or strengthened
partnerships with and among
key stakeholders

• Increased capacity for
stakeholders to work together
to provide input and guidance
for support programs specific
to family caregivers of people
• Increased awareness of good /
living with episodic disability
leading practice models in other
jurisdictions within Canada and • Increased communication
internationally
among and between
stakeholder groups
• Increased capacity to identify
key components of an ideal
• Increased capacity to
model(s) / framework(s) for
collaborate for further
support programs and related
developing, implementing
policies for family caregivers
and evaluating the model(s) /
of people living with episodic
framework(s)
disabilities
• Increased awareness of
programs and supports in
Ontario

Long-Term
Outcomes
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Improved support for caregivers
of people with episodic
disabilities

Sustained provider partnerships

• Increased
awareness of
the results of the
project
• Increased
readiness of
communities
to implement
the model(s) /
framework(s)

Increased
capacity of project
team to work
with identified
communities
across Ontario to
pilot and evaluate
programs

• Increased
awareness
of a program
model to
provide
support

Adoption of
model by other
communities &
jurisdictions
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