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THE FAMILY CAREGIVING 
PROJECT 
M I D - P R O J E C T  R E P O R T  

INTRODUCTION 
 

What is the Family Caregiving Project?  

 

The Family Caregiving Project is a research study exploring the experiences of families affected 

by mental illness. The project is being conducted in Ontario, Canada. There are three phases: a 

series of events called “Family Mental Health Cafés”, an online survey, and in-depth interviews 

with families. The research has been funded by the Social Sciences and Humanities Research 

Council of Canada and the Factor-Inwentash Chair in Health and Mental Health. The title of the 

funded grant is “United we stand, divided we falter: Advancing a family-centred agenda for 

research on caregiving.” As the project has moved into implementation, it has been renamed “The 

Family Caregiving Project.” 

 

This study has received ethics approval at the University of Toronto under protocol 

#000034791. 

Why was the Family Caregiving Project created? 

 

The plan for this project emerged out of encounters with families in the mental health care system 

and in our communities who were navigating the challenges created by having someone within 

the family affected by mental illness. Many of those well-researched challenges were created by 

lack of services or difficulty accessing them. However, the existing research rarely considered the 
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diversity of family forms, family cultures, and family histories that affected those challenges. In 

addition, it did not seem to recognize that people diagnosed with mental illness could be both 

receivers of care and caregivers in their families. Another neglected issue was that people 

identified as caregivers in their families also needed care, sometimes for their own mental health 

concerns. The complicated realities of family lives are frequently not reflected in guidelines for 

practice. Most often, the healthcare system focuses on “family burden” and engages with 

diagnosed individuals and with caregivers separately, but has very little to offer families as a 

whole. Further, the overlapping demands of caring for family were often overlooked in thinking 

about what services, practices, and policies would serve the needs of families affected by mental 

illness. 

 

The overarching goals of this project are to gather 

and share information that will lead to more 

appropriate services for families in the mental 

health care system. The hope is that this information 

sharing will also lead to increased understanding of 

mental illness and its effects on families in our 

communities. The Family Caregiving Project exists 

because we believe that families have stories that need to be heard if we are to build better 

supports for them in the Ontario health care system. It exists because we believe there are 

people who have never been heard that need to have their voices included in discussions about 

what services should be available to families affected by mental illness. It exists because the 

community-at-large needs to have a better understanding of how families are affected by 

mental illness and how they can contribute to making our communities more welcoming spaces for 

those families.  

 

The research questions for the study are: 

1. What are the meanings that families give to the care (giving, receiving, sharing, 

exchanging) that is carried out in a family affected by long-term, unpredictable, chronic 

illness? 
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2. How do those meanings inform family discourses surrounding family identity and the role 

the family plays in society? 

3. What can caregiving families teach us about navigating social and institutional spaces as 

a family, and the impact that has on 

family stress and resilience? 

 

Planned outputs from the project include: 

• Research papers and reports that will be 

directed at health professionals and 

health and social service organizations to 

inform their development of services.  

• Policy reports to share with decision makers in relevant provincial and federal government 

bodies. 

• Presentations for academic, professional and public conferences. 

• A website (familyguidetomentalhealth.com/family-caregiving-project) that presents 

project documents, educational materials and videos for the general public. 

IMPORTANT CONCEPTS IN THIS PROJECT 

 

Family: a group of individuals (who may be legally or biologically linked) that self-identify as 

connected to each other, share a mutual commitment to that connection, and expect to care 

(emotional support, concern, assistance, etc.) for each other over an extended period. 

 

Caregiving: The provision of what is necessary for health, welfare, support and protection of a 

person with limitations due to illness, injury or disability.  

 

Caregiving Family: A family that manages caregiving for one or more people who need 

caregiving support, in addition to managing other care needs in the family. 
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OUTPUTS FROM THE PROJECT 
 

 

 

At the time of this report, we are still in the process of processing and analyzing the information 

that we have gathered in the study. For this mid-project report we are sharing details about the 

various sections of the study and preliminary impressions from our participation in the various 

research activities. 

 

 



THE FAMILY CAREGIVING PROJECT 

 

 

Page 7 

The Family Caregiving Project has been designed with a variety of methods for gathering 

information, each with a slightly different purpose. There are differences between what people 

share when they are typing into a computer, sitting with people who share similar experiences, or 

talking with a family member about what has happened in the family. Each platform allows 

different information to come forward that, together, produce a more comprehensive picture of 

what families are experiencing. We need these deeper, detailed, and complex experiences to 

be known if we hope to have policies and services that are responsive to the details and 

complications of families’ lives. 

 

The COVID-19 pandemic forced delays and postponements of activities, resulting in a longer 

timeline than originally planned. This mid-project report is being produced while research is 

ongoing. An updated final report is anticipated in early 2022. Information, materials, and results 

from the study will be shared on an ongoing basis through the project website at 

www.familyguidetomentalhealth.com/family-caregiving-project.  
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Part A. The Family Mental Health Cafés  

 

The Family Mental Health Cafés were 

community gatherings hosted in five 

cities across Ontario (Toronto, London, 

Ottawa, Kenora, Brampton) from June 

2018 to June 2019. These gatherings 

invited people who were in families 

affected by mental illness to come 

together with others sharing their 

experience and discuss the challenges, strategies, and hopes they had for themselves and other 

families. Participants were recruited by contacting community agencies in each city. In addition, 

Canadian Mental Health Association (CMHA) organizations were collaborators in the recruitment 

and hosted the events. An unusual aspect of these cafés was that we included people who were 

diagnosed with mental illness and people who identified as caregivers in the same gathering so 

that we could hear multiple perspectives about the family experience. Often people identified 

with both roles and, in some cases, also had roles as service providers. These cafés generated 

videotaped presentations, videotaped interviews, and audiotaped group conversations that have 

been transcribed for analysis. 

 

The cafés were designed based on a method 

called World Café (www.theworldcafe.com). 

World Cafés are structured group dialogues in 

which groups of people with a shared concern 

are brought together to discuss and share their 

perspectives on a few carefully chosen questions. 

The goal of the process is to tap into the 

collective wisdom of the group, and to use group energy to generate new ideas for solutions to 

shared problems. The cafés began with an introduction to issues surrounding families, mental 

illness, and caregiving, followed by participant discussion.   

http://www.theworldcafe.com/
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Participants discussed the following prompts and questions:  

• When I hear caregiver/care receiver, I think… When I hear caregiving family, I think… 

• What makes caring in families affected by mental illness difficult? 

• What makes caring in families affected by mental illness work well? 

• I think the way we could make caring and caregiving work for families is… 

 

We met with 67 family members at the five sites. The cafés were well-received by participants, 

many of them remarking on the value of having an opportunity to sit down and hear about the 

shared concerns and varying perspectives of different family members. They also shared the 

value of including those who had diagnosed mental disorders. For additional information about 

the cafés, see the Appendix. 

 

 

Part B. The Family Caregiving Survey 

 

The Family Caregiving Survey was an online survey launched between November 2019 and May 

2020. Outreach for the survey was similar to that used for the Family Mental Health Cafés, 

however, we reached a broader audience because anyone in the province of Ontario who met 

the eligibility criteria could participate. The survey was created to allow participation by 

individuals who would not be able to join a café event or participate in one of the interviews 

planned for later in the study. It differed from other parts of the project since individuals were 

able to participate alone, without the involvement of others that might influence a group 

discussion or a family interview. The survey asked participants to answer questions similar to 

those used in the family mental health café events: 

• What would you say makes caring in families affected by mental illness difficult?  

• What would you say makes caring in families affected by mental illness work well? 

• How would you complete the following sentence: “I think the way we could make caring 

and caregiving work for families is…” 
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• Is there anything specific to your personal experience of family caring and caregiving that 

you would like to share? 

 

We are pleased to report that we have received 102 completed surveys from people across 

Ontario who identify as occupying a wide variety of family caregiving roles. 

 

 

Part C. The Family Interviews 

 

The family interviews began in May 2021. We invited family members to participate in 

interviews where they could discuss their experiences caring for family members and coping with 

mental illness. Each interview included at least two family members with at least one individual 

having a mental illness diagnosis. Family was a broad term used to describe anyone significant 

for the participants including families of choice. We interviewed partners, parents and adult 

children, friends, and siblings. As with other parts of the project, it was not unusual for individuals 

to have multiple roles in the family. These families discussed their definitions of family and 

caregiving, as well as how their family is affected by mental illness. Families also described how 

they support one another, how they perceive the mental health care system involves families, and 

what they would like other families to know from their experiences. Interviews were audio-

recorded and transcribed for analysis. 

 

The three components of the project provide a variety of perspectives of family experience in the 

context of mental illness. There are differences between what people share when they are typing 

into a computer, sitting with people who share similar experiences, or talking with a family 

member about what has happened in the family. Each platform allows different pieces of 

information to come forward that, together, produce a more comprehensive picture of what 

families are experiencing. We need these deeper, detailed and complex experiences to be 

known if we hope to have policies and services that are responsive to the depth details and 

complications of families’ lives. 
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CONCLUSIONS 

 

We have heard from families across Ontario about their commitments to supporting each other 

and the difficulties they face doing so. Some of these difficulties arise from the complexity of 

managing family life in a social context that includes economic and social challenges that impact 

all families. Some difficulties arise from the growing number of families that are managing 

multiple caregiving demands as children arrive, elders age, and adults are affected by chronic 

physical or mental health disorders. Some difficulties arise from stigma against mental illness that 

isolate families and make it hard for them to find support and community. Some difficulties arise 

from engaging with a mental health care system that does not devote enough attention or 

resources to supporting families and promoting the mental health of families. 

As we move forward into the stage of analyzing and sharing the findings from this study, it is our 

commitment to take stories that families have shared with us into training for health and social 

service professionals, public education, and advocacy with health care institutions and 

policymakers. It is our goal that this work will contribute to caregiving families feeling supported 

by their communities and by the organizations that provide mental health care services.  
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APPENDIX 
 

The Family Caregiving Project Team visited five different locations across Ontario: 

June 16, 2018: Toronto, hosted at Factor-Inwentash Faculty of Social Work, University of Toronto 

September 15, 2018: Ottawa, hosted by CMHA Ottawa 

October 13, 2018: Kenora, hosted by CMHA Kenora 

May 25, 2019: London, hosted by CMHA Middlesex 

June 22, 2019: Brampton, hosted by CMHA Peel-Dufferin 

Below is a summary for each of the five cafés. In these infographics you will learn who participated, main 

themes that emerged, and feedback provided by participants in each café.  

To view a larger version of the infographics online, please visit www.familyguidetomentalhealth.com/family-

mental-health-cafes/.  
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