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The Critical Role of Caregivers: 

Insights from Ontario’s Caregivers and Strategies 

for Caregiver Inclusion and Support



Overview for Today

1

OCO Resources and Supports

2

3

Understanding the Caregiver Experience 

About the Ontario Caregiver Organization and Ontario’s 

Caregivers

4

Strategies to Include and Support Caregivers
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The Ontario Caregiver Organization 

(OCO) exists to improve the lives of 

Ontario caregivers; ordinary people 

who provide physical and emotional 

support to a family member, partner, 

friend or neighbour

OUR
PURPOSE
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What we do
• Improve awareness and 

recognition of the contributions 
and importance of caregivers

• Connect all caregivers to 
information and support 
regardless of age, condition or 
location

• Avoid duplication of services 
that already exist and develop 
partnerships

• Work with caregivers to identify 
gaps and service needs, and to 
design and build new programs 
in response
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4 million across 
Ontario, including 
young caregivers

Almost evenly split 

51% Female

48% Male

1% Non-binary 

From every age group: 

15% Age 16-25

31% Age 26-44       

36% Age 45-63

18% Age 65+

Ontario Caregivers at a 
Glance

64% 
are employed
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SPOTLIGHT REPORT RELEASED  
DECEMBER 2022 

• An online survey was conducted 
among N=820 self-reported caregivers 
in Ontario, 16 years of age and older.

• Surveys were conducted between Oct 
3 – 11, 2022.
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The Caregiving role 

• 32% invest 10+ hours of care per week (26% 

pre-pandemic)

• 79% agree that they have taken on a 

responsibility that otherwise would have 

fallen into the hands of PSWs or nurses

• 1 in 5 caregivers say they are rarely or ever 

included in discussions about care

Spotlight on Ontario’s Caregivers

Spotlight Report: https://ontariocaregiver.ca/wp-content/uploads/2022/12/OCO-

Spotlight-Report-English-Final.pdf

https://ontariocaregiver.ca/wp-content/uploads/2022/12/OCO-Spotlight-Report-English-Final.pdf
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Caregiver Health 
and Wellbeing

25% say their caregiving tasks are 

getting more difficult since the 

easing of pandemic restrictions

1 in 4  caregivers (25%) say their 

mental health is worse than it was 

in the midst of the pandemic

63% feel they have hit their 

breaking point over the past year 

but knew they had to keep going. 



Caregiving in year 3 of the pandemic 

2/3 of caregivers say they have experienced 

feelings of helplessness, burnout. 

1/3 of caregivers are experiencing barriers 

to accessing the support they need for their 

own well-being

37% of working caregivers are 

considering quitting their job. 
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Over two-thirds have found it difficult to 

continue with their caregiving tasks

The top 3 things that caregivers say they need 

are respite, mental health support, and peer 

support

However, 1 in 3 caregivers face barriers in 

accessing the support they need including 

long wait times or services not being available 

in their area

1 in 4 caregivers say they don’t know what 

they need

Addressing Caregiver 
Needs in Ontario 
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Caregiving has an impact 
on Caregiver Health

Higher rates of loneliness1, stress 

and depression2

16% more likely than non-carers to 

live with 2 or more long-term health 

conditions3

“Distressed caregivers experience a 

myriad of adverse outcomes, including 

deteriorations in mental and physical 

health, disruptions in social and family 

relationships, and increased risk of 

death.”4

1. Vasileiou, K., Barnett, J., Barreto, M., Vines, J., Atkinson, M., Lawson, S., & Wilson, 

M. (2017). Experiences of Loneliness Associated with Being an Informal Caregiver: A 

Qualitative Investigation. Frontiers in psychology, 8, 585. 

https://doi.org/10.3389/fpsyg.2017.00585

2. Public Health England. (March 2021) Caring as a social determinant of health 

Findings from a rapid review of reviews and analysis of the GP Patient Survey. 

https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachm

ent_data/file/971115/Caring_as_a_social_determinant_report.pdf

3. Stall, Nathan. We Should care more about Caregivers. CMAJ March 04, 2019 191 (9) 

E245-E246; DOI: https://doi.org/10.1503/cmaj.190204

4. Centers for Disease Control and Prevention. 

https://www.cdc.gov/aging/publications/features/lonely-older-adults.html

https://doi.org/10.3389/fpsyg.2017.00585
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/971115/Caring_as_a_social_determinant_report.pdf
https://doi.org/10.1503/cmaj.190204
https://www.cdc.gov/aging/publications/features/lonely-older-adults.html
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Caregiver well-being has 
an impact on Patient 
Health Outcomes

Well-supported caregivers are more 

likely to provide better care1

Caregiver mental health has been found to 

impact patient clinical and mental health 

outcomes, given the heavy reliance on 

caregivers for managing patient symptoms 

and providing support2

Caregiver burnout can lead to patients 

requiring ER visits and/or unnecessary 

hospital admissions3,4

1. Canada, a Caring Society: Action Table on Family Caregivers Informed dialogue, 

leading to concrete action for all Canadians NOV 2013 

http://www.ccanceraction.ca/wp-content/uploads/2014/12/Family-Caregivers-Meeting-

Report.pdf

2. Shin, J. Y., & Choi, S. W. (2020). Online interventions geared toward increasing 

resilience and reducing distress in family caregivers. Current opinion in supportive 

and palliative care, 14(1), 60–66. https://doi.org/10.1097/SPC.0000000000000481 

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC6996606/

3.American Society on Aging(2020).https://generations.asaging.org/caregivers-

hospitalizations-readmissions

4.Claire K. Ankuda MD, MPH,Donovan T. Maust MD, MS,Mohammed U. Kabeto

MS,Ryan J. McCammon MA,Kenneth M. Langa MD, PhD,Deborah A. Levine MD, 

MPH (August 2017).  Association Between Spousal Caregiver Well-Being and Care 

Recipient Healthcare Expenditures. https://doi.org/10.1111/jgs.15039

http://www.ccanceraction.ca/wp-content/uploads/2014/12/Family-Caregivers-Meeting-Report.pdf
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC6996606/
https://generations.asaging.org/caregivers-hospitalizations-readmissions
https://doi.org/10.1111/jgs.15039
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Caregiver Distress in the Community 

From HQO’s The Reality of Caring



Social Determinants of Health + Caregiving

Image from: Heather M. Young and Janice F. Bell and Robin L Whitney and Ronit A Ridberg and 

Sarah C. Reed and Peter P. Vitaliano, Social Determinants of Health: Underreported Heterogeneity 

in Systematic Reviews of Caregiver Interventions, The Gerontologist, 2020 (60, pgs 14-28). 
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These caregiver strategies can lead to better patient care and health outcomes 

and a better experience for caregivers, patients and providers. 

Key Caregiver Strategies for Providers 

INCLUDE CAREGIVERS 

AS PARTNER ON THE  

CARE TEAM 

PARTNERS IN CARE 

CONNECT CAREGIVERS 

TO SUPPORT FOR THEIR

WELL-BEING

RESILIENCE & BURNOUT PREVENTION 
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Partnering With Caregivers 
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Caregivers are Critical to our Health Care 
System

Patients
Partners in 

Care

Healthcare 

Providers
Caregivers 

Better 

patient and 

caregiver 

experience 

Better 

patient and 

population 

health 

outcomes

Better 

provider 

Experience 

Better 

value and 

efficiency 

4 million caregivers across Ontario provide an 

estimated 75% of the care in the system 

Quadruple 

Aim
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Why Partner with Caregivers? 

Caregivers are 

often the ones 

responsible for 

managing the 

continuity of care

Partnering with 

caregivers 

develops trust 

and continued 

collaboration 

while providing 

client care 

Caregivers may 

prevent medical 

errors or 

inefficiencies in a 

fragmented system. 

Information  from 

the caregiver may   

be as important 

and dependable 

as the medical 

record 

Implementation  

of care plans 

often rest on the 

caregiver’s 

shoulders

Mitnick, Leffler, and Hood, 2010; Family Caregiver Alliance, 2014; Feinberg, 2014
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• Patients/clients and caregivers are our active 
partners in care; not passive participants.

• It’s important for providers to be clear in 
articulating what they are doing and why. It is 
especially important when things go wrong.

• Transparency helps build trust with 
caregivers.

Strategies for Partnering
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Caregivers as Partners in Care 
eLearning for Healthcare Providers

• Free-of-charge education series supports healthcare 

providers to better understand the caregiver role and learn 

about effective ways to include and communicate with 

caregivers as partners on the care team. 

• Can be taken independently by using the OCO’s Learning 

Library, or integrated onto your own organization’s 

learning management system (LMS). 

Caregivers as Partners Series

Caregivers as Partners Mental Health & Addiction Series

Caregivers as Partners Refresher Module 

https://learning.ontariocaregiver.ca/course/index.php?categoryid=3
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Caregiver ID 
• Caregiver ID is any form of official identification 

(i.e., card, badge) issued by a healthcare 

organization to a caregiver

• Concrete way to facilitate the inclusion and 

meaningful participation of family caregivers in 

care settings

• Formally identifying the caregiver is an 

important first step in building relationships for 

better care

• Key component of Essential Care Partner 

programs in care settings 
https://ontariocaregiver.ca/caregiver-id-formal-recognition-of-the-caregiving-role/

Caregiver ID is adapted from materials originally created by The Change Foundation

https://ontariocaregiver.ca/caregiver-id-formal-recognition-of-the-caregiving-role/
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Tangible way to show organizational 

commitment to caregivers 

Enhanced caregiver experience and 

meaningful involvement as partners in care

Better staff awareness of the role and 

importance of caregivers as partners in care 

Culture of Trust and Family/Caregiver Engagement

Benefits of Caregiver ID

Enriched patient/resident/client care 

Greater mutual trust and dialogue between 

caregivers and healthcare providers
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Privacy & Consent

• Privacy and Consent can sometimes be 

a barrier to communication.

• Suite of 8 resources:

• Educate care providers

• Inform and empower caregivers 

training and education for care 

providers

• Help both caregivers and care 

providers understand privacy and 

consent so they can work as 

partners in care

https://ontariocaregiver.ca/for-providers/including-caregiver-as-part-of-the-care-team/privacy-consent/
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Connecting Caregivers to Support for 
their Own Well-Being 
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Impact of Caregiving 

Employment and 

Work-Life Balance
FinancesTime Health and 

Wellness: Mental, 

Emotional, Physical 

and Social

Personal 

Relationships
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The Need to Focus on Caregiver Well-Being
A caregiver’s perspective
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Barriers to Caregiver Support

Caregiver

Focus on care 
recipient needs

Burnout 
and lack of 
time

Unaware 
support is 
available 

Stigma

Healthcare 
Providers

Focus on 
patient/client 
needs

Time 
pressures 

Uncertain 
how to help  

Lack of 
supports
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Preventing Caregiver Burn-out

ReferEngageIdentify

Identify caregivers and develop pathways to support
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What might this look 
like in practice? 

How are you? 

Do you have a 

family member or 

friend that helps 

support you? 

Are you supporting or 

caring for someone in 

your life? 

ReferEngageIdentify
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Opportunities 
for Caregiver 
Engagement

Upon new diagnosis for a patient (e.g., 
Dementia, Parkinson’s)

Care recipient positive screen for frailty

Significant change or worsening of 
symptoms

Significant change in family/social 
structure

Signs of caregiver distress



31 | OCO | January 2023 

Developing pathways to support: Time to Talk

Time to Talk is a simple, yet effective initiative for 

organizations to recognize family caregivers, support 

their well-being, and connect them to supports to 

prevent caregiver burn-out. 

The Time to Talk toolkit was co-designed and created by 

care providers and caregivers to support both in their role 

and to encourage meaningful conversations

The Time to Talk Toolkit has been adapted by the Ontario Caregiver Organization, and was 

developed by Connecting the Dots for Caregivers, a partnership between six healthcare 

organizations in Huron Perth, and one of The Change Foundation’s Changing CARE projects

https://ontariocaregiver.ca/time-to-talk-toolkit/
https://ontariocaregiver.ca/lessons-in-changing-care/


Key components of the Toolkit

The core of the Time to Talk toolkit is a tip sheet for 
staff with seven simple, yet meaningful ways to 
recognize, engage and support caregivers, and a 
pamphlet for caregivers that connects them to 
supports. 

Posters can also be used to remind both caregivers 
and staff to engage in supportive conversations. 

https://ontariocaregiver.ca/wp-content/uploads/2022/02/Time-to-Talk-tip-sheet-2022-English.pdf
https://ontariocaregiver.ca/wp-content/uploads/2022/03/TI44CF_1.pdf
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Time to Talk Tips
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Time to Talk Poster Time to Talk 
Pamphlet



35 | OCO | January 2023 

Programs and Services at OCO
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I am a Caregiver 
Toolkit

• Information for new and experienced caregivers 

• Worksheets to help build your care team 

• Self assessment on how you’re coping 

• Other useful information 

https://ontariocaregiver.ca/covid-19/starterkit/

https://ontariocaregiver.ca/covid-19/starterkit/
https://ontariocaregiver.ca/wp-content/uploads/2020/03/Ontario-Caregiver-Organization-Caregiver-Starter-Kit.pdf
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Education

Webinars For Caregivers

New topics each month (live & recorded)

Topics cover: 

• Caregiver Well-Being

• Financial and Legal Tips

• Advance Care Planning 

• Caregiver Skills and Development 

Recordings available on OCO website

eLearning – Caregiver 101, Caregivers 

Partnering with Health Professionals, 

Roadmap to Caregiving: The Realities of 

Mental Illness and Addictions

https://ontariocaregiver.ca/webinars-for-caregivers/
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The Ontario Caregiver Helpline provides 

caregivers with a 24/7 resource for 

information and navigation by phone or 

7am-9pm weekday live chat. 

https://ontariocaregiver.ca/helpline/
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Psychoeducational 

webinars

Individual 

counselling

Group 

counselling

SCALE –
8-Week Program 

SCALE Program includes these topics:

• Your Caregiving Journey

• How Caregiving Stress Affects You

• Becoming a Mindful Caregiver

• The Self-Compassionate Caregiver

• How Caregivers Can Overcome Sadness & Guilt

• How Caregivers Can Overcome Anxiety & Anger

• Find Your Caregiving Strengths

• Time for Self-Care While Caregiving 

NEW SCALE PROGRAM STARTS FEBRUARY 7, 2023!

https://ontariocaregiver.ca/scale-program/
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Peer 
Support 
Groups

• Virtual peer facilitated support groups

• Emotional/social support 

• Young Caregivers Support Group

• Accessible online or by phone 

• Register Here

• Webpage: https://ontariocaregiver.ca/for-

caregivers/peer-support-for-

caregivers/online-caregiver-support-group/

https://www.eventbrite.ca/e/online-caregiver-support-group-tickets-100295998030
https://ontariocaregiver.ca/for-caregivers/peer-support-for-caregivers/online-caregiver-support-group/
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1:1 Peer Support 
Program
Sign up for 1:1 Peer Support. An OCO peer mentor can: 

• Provide encouragement, support and 

acceptance

• Share in your lived experiences without 

judgement

• Discuss your well-being and help you build a 

plan and a pathway to ensure your well-being 

stays top of mind

• Provide support in developing coping strategies

• Provide support to help you set goals that you 

would like meet

• Be there for you

Volunteer to be a peer mentor

Visit: ontariocaregiver.ca/peersupport/

https://ontariocaregiver.ca/peersupport/
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Key Takeaways 
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Building Caregiver Inclusion and Support

Join the Partners in Care e-Bulletin for care providers: This quarterly e-Bulletin 

provides information, resources, and tools to support providers in recognizing and 

including caregivers.

Meet with the Partnerships Team to learn more about how we can partner 

on delivering programs and support services for caregivers  

Explore OCO’s Care Provider Resource Centre for tools and resources to 
support, include and engage caregivers. 

https://ontariocaregiver.ca/subscribe/
mailto:partners@ontariocaregiver.ca
https://ontariocaregiver.ca/healthcare-provider-resource-centre-partners-in-care/
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Connect with us!

Ontario Caregiver Helpline: 1-833-416-2273

www.ontariocaregiver.ca

@CaregiverON

Explore OCO’s Care Provider 

Resource Centre for tools and 

resources to support caregivers

Sign up to receive OCO’s 

Partners in Care e-Bulletin for 

providers 
Bianca Feitelberg

Project Lead, Strategic Partnerships & 

Innovation

biancaf@ontariocaregiver.ca

http://www.ontariocaregiver.ca/
https://ontariocaregiver.ca/healthcare-provider-resource-centre-partners-in-care/
https://ontariocaregiver.ca/getinvolved/subscribe/
mailto:biancaf@ontariocaregiver.ca
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