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MESSAGE FROM THE CHAIR AND CEO

This past year was one like no

other. COVID-19 forced us all
to change how we live, work
and care for one another.
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Prior to the pandemic, caregivers told us they were
struggling to cope; they felt isolated, alone and worried
about their own mental health. The pandemic not

only highlighted what we already knew but created

new challenges for Ontario’s 3.3 million caregivers,
including reduced programs and services in the
community, challenges in seeing the person they care
for, and province-wide stay-at-home measures which left
caregivers feeling even more isolated and alone.

In response, the Ontario Caregiver Organization (OCO)
quickly pivoted to offer pandemic specific resources: a
new peer support program, enhancements to our helpline,
a dedicated website for young caregivers, educational
webinars, podcasts, tip sheets and more, so caregivers, as
well as organizations that support them, had quick access
to free support.

OCO'’s pandemic response and ongoing work was fueled
by the collaboration of OCO’s caregiver partners and
advisors who shared their insights and worked with us

to create these new resources. The contributions of our
caregiver partners also enabled meaningful dialogue
between OCO and the provincial government, and with
health care leaders across the province, as OCO amplified



caregiver voices and shared their insights. It also enabled,
in select hospitals and long term care homes, the uptake of
programs like OCQO’s Partners in Care pandemic toolkit and
Caregiver ID prior to the second wave.

We know the sheer weight of the pandemic on caregivers
has been immense. Whether caring for someone in the
home, hospital or long-term care, the challenges have been
significant. Many of us have lost family members and friends
during this time and have not been able to connect, care and
grieve in familiar ways. It is important for us to acknowledge
the loss of our colleague and friend, Cathy Fooks, Patient
Ombudsman and prior CEO of The Change Foundation.
Cathy’s passing continues to be felt across the health care
system. Her voice and passion were an inspiration and
influenced the lives of many caregivers, patient partners
and health care leaders. Cathy championed the vision for
OCO and was a critical partner in the organization’s start
up. The Ontario Caregiver Organization will continue to
evolve Cathy’s legacy work, so all caregivers feel valued

and supported in their role, and that organizations engage
caregivers in a meaningful way.

We would like to extend our sincere gratitude to our
caregiver partners who have made it possible for OCO

to deliver meaningful programs and services and to our
system partners for your support and collaboration. These
have been and continue to be uncertain times, we are very
grateful to all caregivers who are supporting their family
members, friends or neighbours.

We invite you to read through our annual report to learn

more about how OCO is supporting caregivers and how our
programs and services have made an impact to their lives.

Janet Beed
Board Chair, Ontario Caregiver Organization

Amy Coupal
CEO, Ontario Caregiver Organization
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2022-23 AT A GLANCE
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UNDERSTANDING THE NEEDS OF
CAREGIVERS THROUGH COVID-19

To build the programs and services needed to support
caregivers through the pandemic and beyond, the OCO
turned to caregivers across the province and asked them
how COVID-19 has impacted their mental health, work-life
balance, how they provide care and more. OCO gained
insights from caregivers through the 2020 Spotlight Report,
smaller caregiver surveys done throughout the year, and
conversations with over 400 caregiver partners who
generously volunteered their time and insights.

We learned that by the Fall of 2020, 54% of caregivers

said they were finding it harder to manage their caregiving
responsibilities since the pandemic began and were worried
about the toll it was taking on their own mental health.

The impact of COVID-19 on caregivers has been and
continues to be significant. While every caregiver
experience is unique, caregiver insights helped OCO to
categorize eight key themes.

Eight Ways the Pandemic has
Impacted Caregivers

1. Caregiving responsibilities are more time consuming

2. Caregivers are more in need of respite but fewer are
able to take a break

3. Caregiver mental health is a major concern for
caregivers

4. Caregivers for those with mental health or addiction
issues face additional challenges during the pandemic

5. The pandemic has notably increased the financial
impact for caregivers

6. Even during a pandemic, caregivers are hesitant to
admit they are struggling

7. Working remotely has eased the pressure on some
working caregivers during the pandemic

8. Intense and experienced caregivers are a small but
incredibly important group who have unique needs,
especially due to COVID-19
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NEW COVID-19 RESOURCE CENTRE

While social distancing, access and visitation restrictions, and stay at home
orders helped reduce the spread of COVID-19, they put a significant strain on
essential caregivers who needed to quickly adjust when, where and how they
delivered care. To support caregivers early in the pandemic and beyond, the OCO
launched its COVID-19 Resource Centre. New resources included tip sheets on a
variety of topics such as how to use technology to stay in touch, a contingency
planning checklist, vaccination and distribution updates, information on financial
supports for caregivers, a caregiver starter kit for new caregivers, and more.

The OCO also identified the need to support those who interact with caregivers
in settings where access was restricted, including hospitals and long term care
homes. The OCO expanded on the work of The Change Foundation’s Caregiver
ID program to create the Partners in Care Pandemic Tool Kit which aims to help
these health care settings welcome caregivers back as partners in care in a safe
and meaningful way.

To accelerate the uptake of these tools among health care providers, the OCO
formed the Partners in Care Learning Collaborative to provide early adopters the
opportunity to connect and share experiences related to implementation. Since
its launch, Caregiver ID has been implemented in more than 24 settings and
thousands of caregivers have been able to continue providing essential support
to those they care for. The OCO will continue to work with current and new
partners to help them build trust, communication and best practices in working
with caregivers through the pandemic and beyond.
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“Being able to have
designated care
partners for our
residents has greatly
improved their quality
of life, their emotional
well-being and general
outl/ook on life.”

- Teri Fischer, Resident and Family Services
Manager, Grey County Long Term Care



SUPPORTING THE MENTAL
HEALTH OF CAREGIVERS

With more than half of Ontario’s 3.3 million caregivers struggling with their own
mental health during COVID-19, the OCO quickly pivoted to build new programs

and services to support caregivers through this unprecedented time.

As a first step, OCO brought together caregiver partners with diverse
backgrounds and experiences to be part of OCO’s Caregiver and Mental
Health Working Group. This group quickly identified the immediate needs of
caregivers as information and support.

Shortly after, the OCO launched its Caregiver 101 e-learning module, and
The SCALE Program (Supporting Caregiver Awareness, Learning and
Empowerment) - An 8-part series covering a wealth of information that
caregivers said they needed, as well as group and one-to-one coaching. The
OCO also launched its 1:1 Peer Support program where caregivers could tap
into the experiences of a caregiver mentor as a means of support.

67% of caregivers who took the scale program said they felt less distressed,
and 74% were better equipped to maintain their mental health and wellbeing
after completing the program.

Supporting caregiver mental health also means bringing awareness to the
caregiving role among health care providers. To that end, the OCO updated
The Change Foundation’s Caregiver as Partners e-module series so that it is
available in English and in French and available on OCO’s website.

“Really helpful and timely
chat and advice. Very
grateful to have been able
to discuss my situation
with an experienced
therapist. Felt relieve and
empowered to deal with
my elderly parents. Went
from overwhelmed to
feeling able again.

Thank you.”

- SCALE participant
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HELPING CAREGIVERS BALANCE

WORK AND CAREGIVING

Working caregivers. They are your
colleagues or employees, juggling between
job-related demands and caregiving
responsibilities every day. They make up
35% of the Canadian workforce.

Almost half of caregivers have some
degree of concern about losing their job
due to their caregiving role.

An estimated two thirds of Ontario’s 3.3
million caregivers are employed, fifty-three
per cent of working caregivers admit the
overall management of their caregiving
responsibilities is stressful, and fifty per
cent have seen a negative impact on their
mental health. They worry about balancing
their work and caregiver responsibilities,
and many are afraid of losing their job.
Caregivers asked for support navigating
difficult conversations with their employer
and raising awareness of the challenges
they face.
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The OCO, in collaboration with working
caregivers and the Canadian Mental Health
Association, responded by creating the
Caregivers in the Workplace Toolkit to
support both caregivers and employers
during the return to work phase of
COVID-19. The toolkit includes information
guides, e-learning and videos.

With these resources in place, caregivers
have options and strategies to help balance
work and their caregiving responsibilities.
At the same time, employers can use this
toolkit to support a caregiver-friendly
culture in the workplace.

&9 caregiver

R
&P caregiver

&9 caregiver

More than 50%
of caregivers find
the process of
organizing care

difficult.

There are many
emotions that
arise from
managing work
and caregiving
responsibilities

45% of
caregivers

find balancing
caregiving with
work stressful.




A NEW RESOURCE FOR
YOUNG CAREGIVERS

There are approximately a half a million young caregivers (under
25 years of age) in Ontario who play a critical role in supporting

a family member. The added responsibilities of being a young
caregiver can have a significant impact on their education, career
decisions, social life, and overall mental health. This past year, OCO
worked with young caregivers to better understand their needs.

OCO engaged a diverse group of youth, reaching a large group

of individuals and organizations to build a strong young caregiver
working group. This group came together to contribute to the
development of the Young Caregivers Connect website. Promotion
of this website and raising awareness of the uniqgue needs of
Ontario’s young caregiver population was done by engaging with
youth wellness hubs, community agencies serving youth, and
included presentations to youth advisory councils, clinical tables,
and connections with post secondary mental health professionals.

To address what the Young Caregiver Working Group told us they
needed, the website includes options for young caregivers to
access bi-weekly young caregiver support groups and an online
discussion forum. Special thanks to the University of Waterloo’s
Research Institute for Aging and the Waterloo Young Carers Project
for providing us with their legacy young caregiver website content.
The Ontario Caregiver Organization will continue to evolve this
work to meet the needs of young caregivers across Ontario.

1%

“l have been looking for support
being a young caregiver for a
while. It has been nice to talk

to other people my age that are
going through similar things
that | am.”

- Young Caregiver Support Group Participant
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CO-CREATING SOLUTIONS WITH
AND FOR CAREGIVERS

Nothing about us, without us. This philosophy is an
important driver in our work with and for caregivers. At
the OCO we know that building meaningful programs and
supports requires the involvement of caregivers. A special
thanks to OCO’s 400+ volunteer caregiver partners who
give their time, and share their experiences and insights to
help ensure the free supports offered by OCO meet their
needs and address gaps in what is available for caregivers.

To date, caregiver partners have made the following
groups, programs, and services possible:

e The 1:1 Peer Support program

*  YoungCaregiversConnect.ca website

e The SCALE Program and elLearning modules

e A learning collaborative for early adopters of the
Partners in Care Pandemic tool kit

* Ontario Health Team Webinar

* Helpline enhancements

e  OCO Website enhancements

*  Kindness Campaign

Mental Health Working Group
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“l have been a proud peer mentor
with OCO for 2 months now, and this
experience has been tremendously
positive. | believe volunteering is
something that is personal and can
offer value that extends beyond the
scope of the position itself.”

- Volunteer Peer Mentor


http://YoungCaregiversConnect.ca

SPREADING KINDNESS

CAIRBCIVIERS CAREGIYE RS CAREBEGIVIERS “I had to educate
CARE, CARE, CARE, myself on what

WE CAN TOO. WE CAN TOO. WE CAN TOO. it means to be a

caregiver. Why it

#CallACaregiver #CallACaregiver #CallACaregiver .
— can be depressing,

frustrating, and tiring.
I discovered other

caregivers were
having these feelings

Caregivers have told us that just a small gesture of kindness goes a long way. A i
too. When a friend

simple ‘how are you?’ can mean so much to someone who is having a bad day. To

amplify this message, the OCO launched its first Kindness Campaign on International reached out and asked
Kindness Day - a day where we are all encouraged to show kindness to one another. how | was managing
while I was at a low
The idea of the Kindness Campaign was brought to us by a caregiver partner, Sara point, I felt seen. This
Shearkhani. Sara shared her idea that aimed to make caregivers visible and inspire small kindness lifted

our communities to reach out to a caregiver and deliver this simple act of kindness. me up.”
The campaign was a resounding success. Thank you to those who shared our
message on social media including: The Ontario Hospital Association, Alzheimer’s
Society of Ontario, and The Ontario Long Term Care Association.

- Sara Shearkhani
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ABOUT THE ONTARIO
CAREGIVER ORGANIZATION

The Ontario Caregiver Organization
(OCO) exists to improve the lives

of Ontario’s estimated 4 million
caregivers; ordinary people who
provide physical and/or emotional
support to a family member, partner,
friend, or neighbour. The OCO
provides caregivers with one point
of access to information, services
and supports that empower and help
enable caregivers to be successful

in their role. Where gaps exist in
caregiver programs and services,

the OCO partners with caregivers,
health care providers and other
organizations to find new and
innovative ways to bridge those gaps
so all caregivers, regardless of age,
condition or geographic location
have access to the help they need.

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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http://www.ontariocaregiver.ca
https://twitter.com/caregiverON
https://www.facebook.com/caregiverON
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