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OCO’S COMMITMENT TO EQUITY,
DIVERSITY, AND INCLUSION
The OCO is committed to equity, diversity and inclusion in its work and is actively
working with its Caregiver Advisory Group, working groups and staff EDI working
group to ensure a range of perspectives and experiences are reflected in OCO
programs and services. OCO welcomes engagements and partnerships with
organizations who serve equity deserving caregivers. Through collaboration,
we can better understand, serve and meet the unique needs of all caregivers.
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ABOUT OCO:

The Ontario Caregiver Organization (OCO) exists to improve the lives of
Ontario’s estimated 4 million caregivers; the family members, partners,
friends, and neighbours who support someone with a physical or mental
health challenge. Through collaboration and consultation with caregivers,
the OCO identified three key priority areas of focus over the next three
years: connecting caregivers with the support they need, generating
solutions with and for caregivers, and amplifying caregiver voices.
How?
To achieve the objectives
laid out in each priority
area the OCO is building
direct to caregiver
programs and services,
engaging in system level
collaborations, generating
public awareness around
the role and challenges
of being a caregiver,
collecting, documenting,
and sharing caregiver
insights and being a onestop hub of information
for caregivers and
those who interact with
caregivers.
Learn more about OCO’s
vision and how it will
improve the lives of
Ontario Caregivers in its
2021-24 Strategic Plan.

2022 Impact Report – Improving the Lives of Ontario Caregivers

3

MESSAGE FROM THE CHAIR AND CEO
The past year has been incredibly challenging for caregivers.
Continued reductions in community programs and services, access
restrictions in hospitals and long-term care, stress related to
Covid-19 risks, and the increased financial burden of providing care
has continued to take its toll on their mental health. While caregiver
burn out was already on the rise before the pandemic, this past year
saw the highest number to date in the province. Of the four million
caregivers in Ontario, 58% say they are burnt out and more than half
say their mental health is worse than just a year ago.
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To help ease the burden on caregivers, the OCO focused its efforts where
caregivers said help is needed most: supporting their mental health, navigating
the system, accessing care recipients in hospitals, long term care and other
congregate settings during the pandemic, helping caregivers be recognized
as part of the care team and raising awareness of the caregiving role and its
challenges.
In many cases, OCO’s programs and services are having a direct and immediate
impact on the lives of caregivers. In other cases, our work is taking an upstream
approach; engaging with system leaders, care providers, educators, employers,
and the public to recognize the valuable role caregivers play, the challenges they
face and provide the support they desperately need. The latter will take time, but
inroads are being made into creating a caregiver friendly culture in our health
system and beyond.
As a young organization, the OCO has made significant strides
in addressing what caregivers say they need most and while
there is much more to be done, the positive impact being made
on caregivers is clear.
On behalf of the entire organization, we would like to thank our
caregiver volunteers who contribute their time, insights, and
support. We could not do this work without you.
David Mosher
Board Chair, Ontario Caregiver Organization
Amy Coupal
CEO, Ontario Caregiver Organization
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2021-22 AT A GLANCE
This past year the OCO focused its work on supporting caregiver mental health,
empowering caregivers with knowledge and information, empowering caregivers to be
included as part of the care team, making it easier to navigate the system and access
support, and raising public awareness of the role and challenges of being a caregiver.

103,374
Website
visits

2,793

Calls/chats to
the Helpline

8,460

3,330

SCALE
registrations

47 of 51

Ontario Health
Teams took part
in OCO learning
events

Webinar
registrations

23

Submissions made to
government and key
system influencers on
issues of importance
to caregivers

128

Caregiver
volunteers

56

Media
mentions

3,781

Helpline referrals to
information, programs
and supports

1,100

People reached through
workplace information
sessions and resources

478

Organizations
attended 20+ learning
events on caregiver
strategies for health
care providers

2,202

Caregiver e-newsletter
subscribers

1,671

Peer support
encounters*

963

Stakeholder meetings
to enhance caregiver
support and inclusion

1,792

Subscribers to health
care provider quarterly
e-Bulletin launched
(after 6 months)

9,811

Social media
followers

*A peer support encounter is defined as attendance at a support group or an interaction between a caregiver and a peer mentor match.
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PART 1: CONNECTING CAREGIVERS
TO THE SUPPORT THEY NEED
Improving Caregiver Mental Health
58% OF CAREGIVERS TELL US THEY ARE BURNT OUT AND 42% SAY THEIR
MENTAL HEALTH IS WORSE THIS YEAR COMPARED TO LAST. THOSE WHO WORK
FULL OR PART-TIME AND PROVIDE CARE FIND IT PARTICULARLY STRESSFUL
TRYING TO BALANCE IT ALL. TO ADDRESS THE IMPACT CAREGIVING HAS ON
MENTAL HEALTH, THE OCO EXPANDED ITS PROGRAMS AND SERVICES TO
SUPPORT MORE CAREGIVERS ACROSS THE PROVINCE.

Group and 1:1 Peer Support
Facilitators of OCO’s online peer support
groups are trained staff and volunteers
with caregiving experience. Groups
connect multiple times each month,
providing caregivers with an opportunity
to share their experiences and access
emotional support and encouragement.
In 2021-22, OCO facilitated 780 online peer
support group encounters, and 889 oneto-one encounters between caregivers
and peer mentors. More than two thirds of
participants said they felt less distressed
because of OCO’s support groups.

“

It really helped to have someone to talk to and to get advice
from. It meant the world to me and it’s so important to have this
kind of support while going through the caregiving experience,
which can be very lonely and isolating at times. Thank you for
being there for me. It’s very important that you continue your
work. Caregivers like us really need the support. - Caregiver

”
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SCALE
The SCALE program (Support for Caregiver
Awareness, Learning & Empowerment) program
had record attendance this past year with 8,460
registrations and 540 professional counselling
encounters provided.
70% of participants say SCALE helped to
increase their confidence in maintaining their
own physical and emotional health and 60% said
participation in SCALE decreased feelings of
distress about caregiving.

“

SCALE lessened my burden of caregiving. Before,
it was so heavy I couldn’t bear it. But after SCALE I
started seeing things in other ways and changing my
perspective. I have become lovingly detached, so I have
more energy to put into caring for my parents.

”

Caregiving Coaching Pilot Program
To address the needs of caregivers who are too overwhelmed
to know where to start and need more intense support than
either peer support or SCALE can offer, the OCO piloted its
first Caregiver Coaching program. A coach works with the
caregiver to address the challenges and concerns that are
causing the burn out and distress and helps them to achieve
the balance they need in their role.
As a result of the program, 87% of participants said they were
better able to support their own mental health and well-being
and 70% reported feeling less distressed or burnt out.

“
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I really felt less stressed after my sessions.
The cortisol levels dropped significantly for
me. The positive attitude and conversations
were fabulous. I felt energized and ready to
meet the challenges ahead. - Caregiver

”

Balancing Work and Care
Tools for Caregivers: To address the unique needs of working
caregivers, the OCO provides tools, guidance, e-learning, and virtual
information sessions focused on reducing stress by achieving better
balance between work and caregiving demands. The goal is to
empower caregivers who work to do so without compromising their
health, well-being, career potential and financial security.
Through collaboration with working caregivers, OCO has developed
the Working Caregiver Toolkit that offers tips and tools for managing
the caregiving role, making it work at work, and self-care.

“

I haven’t felt
comfortable
talking about
[caregiving] at
work but now
I have ideas on
how I can make
things better
and talk to my
manager.

”

Tools for Employers: Many workplace leaders are unaware of the toll
that balancing work & care is taking on the mental health and wellbeing of staff. OCO is reaching out to employers across Ontario to
grow awareness and understanding of the need to support working
caregivers.
OCO offers resources for employers on how to build a culture that is
caregiver-inclusive through policies, practices, manager training and
linking employees to support. These resources include Caregivers in
the Workplace: A Guide for Employers and e-modules.
OCO reached over 1,100 people this year through workplace
information sessions and web-based resources.

Grant Program for Family Support Networks
With project funding from the Ministry of Children, Community
and Social Services, the OCO provided grants to 31 Family
Support Networks that support caregivers and families of adults
with developmental disabilities. The grant program enabled
these peer-led groups to expand their membership, offer new
resources and activities, and deepen social connections and
support for more than 2,000 caregivers and family members.

“

At the end of it, I wasn’t thinking about any issues or stress I have
outside of here. I was just thinking about taking care of myself.
– Caregiver and Family Support Network member

”
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Empowering caregivers with knowledge and information
CAREGIVERS OFTEN SAY THERE IS LITTLE AVAILABLE IN THE WAY
OF INFORMATION ON WHAT IT MEANS TO BE A CAREGIVER, HOW TO
MANAGE ONE’S OWN NEEDS AND EMOTIONS OR WHAT TO EXPECT
NEXT. THROUGH OCO’S WEBINAR SERIES, E-LEARNING, AND OTHER
RESOURCES ON ITS WEBSITE, NEW INFORMATION IS ALWAYS BEING
ADDED TO EMPOWER CAREGIVERS WITH THE KNOWLEDGE AND
INFORMATION THEY NEED TO FEEL CONFIDENT IN THEIR ROLE.

Webinars
OCO produced 22 webinars this
past year as part of the Caregiver
Webinar Series and added the
recordings to its website and
YouTube channel. The webinars
share practical information and
resources related to a multitude
of topics that support well-being,
skills development, and other
resources to help caregivers in
their role.
72% of webinar participants said
webinars helped them feel like
they have somewhere to go for
support.

10

Ontario Caregiver Organization

“

The most useful were the personal
stories from the speakers. Those
anecdotes resonated the most
over stats and facts.
– Participant of the webinar,
Caregiving and Eating Disorders:
Expect the Unexpected

”

Caregiver e-Learning
OCO launched its new Learning Management
System (LMS) and offered two free, selfdirected courses co-created with input from
caregivers and health professionals: Caregiver
101 and Caregivers Partnering with Health
Professionals—Strategies that Work (CPHP).
Last year 545 caregivers accessed the Learning
Management System.
87% of caregivers who took Caregiver 101 said
they increased their knowledge about the signs
and symptoms of burn out and 83% increased
their knowledge about how to maintain their
own well-being while providing care.
79% of those who took the Caregivers
Partnering with Health Professionals e-learning
felt less distress about communicating with
healthcare professionals. 86% felt more
confident as a member of the care team and
93% said they would use the recommended
strategies covered in the course.

“

How to deal with
burn out was most
use to me…I learned
how to deal with
being overwhelmed
from the stress
associated with
caring for others.

”
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Making it easier to navigate the system and access support
CAREGIVERS CONSISTENTLY TELL OCO THAT NAVIGATING THE SYSTEM
IS EXTREMELY CHALLENGING AND TIME CONSUMING. IT TAKES MULTIPLE
PHONE CALLS AND EMAILS TO MULTIPLE PROVIDERS AND ORGANIZATIONS
TO UNDERSTAND WHAT SUPPORT IS AVAILABLE AND HOW TO ACCESS IT.
WITH HEALTH SYSTEM TRANSFORMATION UNDERWAY, THE OCO IS SEIZING
A TREMENDOUS OPPORTUNITY TO WORK WITH SYSTEM LEADERS TO
IMPROVE NAVIGATION AND THE CAREGIVING EXPERIENCE.

Helpline – 1.833.416.2273
The Ontario Caregiver Helpline provides caregivers
with a one-stop resource for information about
programs and services that are available provincially
or in their community. The Helpline is available
24/7 by phone or Monday – Friday 9 a.m. to 7 p.m.
by live chat on the OCO website. Calls and chats
are answered by Community Resource Specialists
who are trained to understand the unique needs
of caregivers. Assistance is provided in multiple
languages.
The Ontario Caregiver Helpline received 2,793 calls/
chats resulting in 3,781 referrals to information,
programs and supports.
94% of caregivers using the Helpline get access to
the support they need after a one call/chat.

“
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“I didn’t think anyone could help me but I’m glad
I called and got connected… I didn’t know about
those options before.” - Helpline caller

Ontario Caregiver Organization

”

Connecting with Communities
OCO staff have established connections with regional
and local organizations and service providers in
communities across the province. These connections
and collaborations enable the OCO to provide education
on the role of caregivers and what organizations can do to
help improve the caregiving experience. To continue the
dialogue, the OCO launched its Partners in Care e-bulletin; a
quarterly update that empowers care and service provider
organizations with information that caregivers need, while
also keeping them up to date on the work of the OCO.
Over the past year, OCO delivered 224 stakeholder
presentations reaching more than 4,224 people (care
providers, caregivers and public). Connections have been
made with an additional 121 organizations serving French
speaking Ontarians and there are 1,792 subscribers to the
Partners in Care bulletin.

Improving System Navigation
New initiatives to improve patient access and
navigation are emerging in Ontario’s health care
system. OCO is providing caregiver insights and
guidance to help ensure that system plans for
navigation consider the needs of caregivers, connect
caregivers to the support they need for their own wellbeing, and engage caregivers in the development of
new navigation models.
OCO has learned a great deal from its experience
with the Ontario Caregiver Helpline about caregivers
needs related to accessing services and support. OCO
is collaborating with government and Ontario Health
Teams to share insights and inform their plans for
enhanced system navigation. Guidance on embedding
a caregiver focus into local access and navigation
models have been shared with all Ontario Health
Teams across the province.
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PART 2: GENERATING SOLUTIONS
WITH AND FOR CAREGIVERS

Helping Caregivers be Recognized as Partners in Care
RESEARCH INDICATES THAT INCLUDING CAREGIVERS AS PARTNERS ON THE CARE
TEAM CAN LEAD TO BETTER PATIENT HEALTH OUTCOMES AND A BETTER EXPERIENCE
FOR EVERYONE INVOLVED. OCO HAS DEVELOPED RESOURCES AND PARTNERSHIPS
TO IMPROVE CAREGIVER RECOGNITION AND SUPPORT FROM PROVIDERS AND IS
WORKING WITH SYSTEM PARTNERS TO SAFELY INCLUDE CAREGIVERS THROUGHOUT
THE PANDEMIC AND BEYOND.

Partners in Care Pandemic Toolkit and Learning
Collaborative
OCO’s Partners in Care Pandemic Toolkit provides health
care settings with customizable resources and practical
tips to help enable the safe presence of caregivers during
Covid-19.
To accelerate organizational adoption of Caregiver ID
and strategies to enable caregiver presence, the OCO
launched the Partners in Care Learning Collaborative.
More than 50 organizations – including hospitals,
long term care homes, Ontario Health Teams and
system leaders have been a part of this forum to share
knowledge, experience, and resources. Caregiver ID has
been implemented in more than 35 care settings across
the province.
OCO also partnered with the Ontario Hospital Association
(OHA) to develop a guidance document and webinar for
all Ontario hospitals - Essential Care Partner Presence
Policies During COVID-19 Considerations for Hospitals.
This work has enabled thousands of caregivers to have
access to care settings and the person they care for
during the pandemic.
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“I felt valued, educated and had clarity on the scope and importance of my
caregiving role” – Janine, first essential caregiver given the Caregiver ID badge
and training at the Sault Area Hospital.
At Niagara Health, over 2,000 essential care partners have been on-boarded
and trained. “It is critical that this is a forever program and that we continuously
identify care partners and include them as part of the care team, as their
wisdom and support contribute to positive health outcomes.” Sonia Pagura
Director of Quality, Safety, Risk, Patient Partnership and Relations.
Read OCO’s case studies on essential caregiver presence

Care and Service Provider Resource Centre
This past year, OCO launched its online Care Provider
Resource Centre, offering resources and adaptable
tools to help care and service providers engage
and support caregivers. The resource centre offers
Caregivers as Partners (CAP) e-Learning course. The
resource centre also offers the Caregivers as Partners:
Mental Health and Addiction Series (CAP MH&A)
which provides care and service providers with
information on how they can support a caregiver of
someone with a mental health or addiction challenge.
This year, 541 healthcare professionals/students
enrolled in the Caregivers as Partners (CAP)
e-Learning courses.
100% of CAP participants said the course encouraged
them to consider changes in their current practices.
89% of CAP MH&A participants agreed they had a
better understanding of the importance and benefits
of including family caregivers as members of a
patient’s/client’s care team.
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Contributing to Health System Transformation
The OCO is collaborating with OHTs in communities across the province, laying
the foundation to help OHTs implement strategies to include caregivers as
partners in care, connect caregivers to support for their well-being, and engage
caregivers to inform their plans for better care.
• Held three webinars for OHT leaders, partners, and caregivers; 47 of 51 OHTs
participated
• Initiated collaborations with OHTs and other system partners for
development and adoption of caregiver-supportive strategies
• Participated in 53 meetings with 19 OHTs to share information, provide
guidance and explore opportunities to embed caregiver strategies
We are also working with key system leaders including the Ministry of Health,
Ontario Health, Rapid- Improvement Support and Exchange (RISE) and caregiver
partners to share caregiver insights, take part in working groups, and inform
initiatives that will guide and support the work of OHTs.
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PART 3: AMPLIFYING CAREGIVER VOICES

Raising awareness of the caregiving role and its challenges
UNDERSTANDING THE CAREGIVER PERSPECTIVE AND USING THOSE INSIGHTS TO
ENGAGE SYSTEM LEADERS AND DECISION MAKERS IS ONE STRATEGY TO INFLUENCE
THE CULTURE SHIFT THAT IS NEEDED TO TRULY CREATE CAREGIVER FRIENDLY
ORGANIZATIONS AND COMMUNITIES. THE OCO HAS PUT NEW TOOLS IN PLACE TO
ENGAGE CAREGIVERS AND IS USING NEW OPPORTUNITIES TO SHARE CAREGIVER
INSIGHTS TO INSPIRE CHANGE.

Caregiver Voices
Caregiver voices are at the centre of OCO’s work. This year,
Caregiver Voices, a new online community engagement
platform, was implemented to make it easier for caregiver
advisors to engage with OCO and share their feedback
and insights on a multitude of topics. This new platform
will enable OCO’s caregiver advisory panel to easily take
part in different engagement opportunities to help ensure
OCO programs and services continue to meet the needs
of caregivers. The OCO is currently working with the 365
caregivers on the panel to migrate over to the new platform.

Spotlight Report
For the third year, the OCO released its Spotlight Report that
explores the state of caregiving in Ontario. This past year, the report
specifically focused on how caregivers were doing in year two of
the pandemic, compared to year one. While the results were not
surprising, it was alarming to learn 58% of caregivers feel burnt
out and 42% said their mental health was worse than just the year
before. These findings continue to be shared with government,
organizations who interact with caregivers, employers and more
broadly through media. The report enabled a new understanding of
the changing role of caregivers and cast light on the potential stigma
related to the role and barriers to caregivers reaching out for help.
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Advancing the Conversation
Having the latest information on caregiving
in Ontario puts the OCO in a unique position
to inform system leaders and influence
change. As health system transformation
evolves, sharing new insights and information
with government, system leaders, and other
stakeholders who can help in our purpose
to improve the lives of caregivers will be an
important aspect of our work. Over the past
year, the OCO shared what its learned from
caregivers through:
• 23 submissions/contributions to
government and key system influencers
on issues of importance to caregivers
• 56 mentions of OCO in media
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WHAT’S NEXT

With more people becoming older adults and wanting to age
in their home, the role of the caregiver has never been more
important. The majority of caregivers who support someone, of
any age, with a physical or mental health challenge invest more
than 10 hours a week. Many are also juggling the responsibilities
of work and school. The caregiving role is becoming harder and
for many, not sustainable without support.

Over the next three years, the Ontario Caregiver Organization will continue to
focus its efforts on the three pillars of its strategic plan: connecting caregivers
with the support they need, generating solutions with and for caregivers, and
amplifying caregiver voices. This past year the OCO made great strides towards
improving the lives of Ontario caregivers but there is much more to be done.
Spreading and scaling OCO’s programs and services will be a key priority, as will
supporting caregiver mental health. As we look forward, OCO will reach more
caregivers to provide the help they need, address the barriers that stand in the
way of caregivers accessing help, partner with health system leaders to improve
system navigation, ensure caregivers are included as part of the care team and
collaborate with employers to create caregiver friendly workplaces.
The work of the OCO will continue to be inspired by and created with caregivers
who share their experiences and insights through our advisory panel, working
groups or as a participant in our many programs, as well as system leaders who
embrace our message and collaborate with us to bring about change needed to
improve the lives of Ontario caregivers.
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Ontario Caregiver Helpline: 1-833-416-2273
Email: info@ontariocaregiver.ca
Phone: 416-362-CARE (2273) or 1-888-877-1626
www.ontariocaregiver.ca
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The views expressed in this publication are the views of the Ontario Caregiver Organization
and do not necessarily reflect those of the Province.

