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A Healthy Balance:
A Summary Report on a National Roundtable
on Caregiving Policy in Canada
Introduction
The circumstances and needs of caregivers and care receivers are attracting a lot of attention in
Canada. The formation and activities of the Canadian Caregivers Coalition; the increasing
attention to caregiving by families, communities and academics; the inclusion of caregivers in
the 2002 Report of the Commission on the Future of Health Care in Canada; and the
establishment of a federal Minister of State for Families and Caregivers all reflect that caregiving
and caregivers are on the national policy agenda. The range of this activity has created
significant momentum for addressing the critical needs of Canadian caregivers and care
receivers.
Roundtable with Canadian Policy-Makers
To assess the future of caregiving policy and practice in Canada, the Healthy Balance Research
Program, the Hidden Costs, Invisible Contributions Research Project and Canadian Policy
Research Networks joined together to convene a national roundtable to review the findings of
recent caregiving research. Representatives of community organizations, government policymakers and members of academia participated in the roundtable on Monday, September 26, 2005
in Ottawa.
The Healthy Balance Research Program is a five-year Community Alliance for Health Research
project funded by the Canadian Institutes for Health Research and jointly led by the Atlantic
Centre of Excellence for Women’s Health, the Nova Scotia Advisory Council on the Status of
Women, and the Institute of Population Health at the University of Ottawa. The aim of this
innovative and collaborative program is to better understand the connections between women’s
health and well-being, family life and earning a living. The findings of the Healthy Balance
Research Program are intended to assist Canadians with improving their understanding of the
ways in which caregiving is organized; how caregiving affects people’s sense of empowerment;
and, how empowerment, or the lack of it, affects health and well-being.
The Hidden Costs, Invisible Contributions project, funded by the Social Sciences and
Humanities Research Council of Canada (SSHRC), is a five-year project under the SSHRC
Major Collaborative Research Initiative. The project is centred at the University of Alberta and
includes research that looks at the costs incurred by caregivers, as well as international
caregiving policies.
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The aim of the roundtable was to discuss the policy implications emerging from the research
findings, from both a Canadian and international perspective.1 Roundtable objectives were:
•

Communicating the policy implications of project research results to members of the
Canadian policy community

•

Fostering discussion and innovative ideas to develop and support a common vision for
caregiving policy in Canada

•

Developing a Call to Action for caregiving policy in Canada.

The event was chaired by Judith Maxwell, President of Canadian Policy Research Networks, and
included plenary discussion of the research findings and small group discussions focused on the
public policy implications of the findings. The small groups were given a set of framing
questions to guide their deliberations with the intent to not overly constrain or limit their
discussions.
The following sections of this summary report provide the main messages and themes from the
research and the roundtable deliberations. The roundtable agenda (Appendix 1), framing
questions (Appendix 2), summary of key points from small group discussions (Appendix 3), list
of participants (Appendix 4) and The Charlottetown Declaration on the Right to Care (Appendix 5)
are included at the back of this report.

The Research
Caregiving in Canada
The Research Backgrounder was based in large part on a research summary paper2 of the
findings from two interrelated programs of research on caregiving in Canada. The research
summary does not present new findings, but rather provides an overview of knowledge collected
from recent research on caregiving. The first research program, the Healthy Balance Research
Program, has the goal of improving understandings of the ways caregiving is organized, how
caregiving affects people’s sense of empowerment in their lives, and how it affects the health
and well-being of caregivers (see the Healthy Balance Research Program Web site at
www.healthyb.dal.ca). The second research program, Hidden Costs, Invisible Contributions: The
Marginalization of Dependent Adults, has the goal of creating a deeper understanding of
dependent adults in our society, specifically older adults and those with chronic illness and
disabilities.

1

Research findings were reviewed from the two collaborating projects: A Healthy Balance: A Community Alliance on Unpaid
Caregiving and Women’s Health (Carol Amaratunga, Brigitte Neumann and Barbara Clow, Principal Investigators) funded by the
Canadian Institutes of Health Research (CIHR); and Hidden Costs, Invisible Contributions: The Marginalization of Dependent
Adults (Janet Fast and Janice Keefe, Principal Investigators), funded by the Social Sciences and Humanities Research Council
(SSHRC).

2

This is an unpublished research paper prepared by the Maritime Data Centre for Aging Research and Policy
Analysis for the Healthy Balance Research Program.

2
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The Research Backgrounder provides definitions and perspectives to situate the issues being
addressed, in particular a definition of caregiving in all its facets, and a clarification of the
distinction between caregivers and care receivers. Both a gender and diversity lens were used in
framing the issues. Since research has shown that caregiving is performed predominantly by
women, it is important to acknowledge explicitly how caregiving responsibilities impact men
and women differently; a gender-based lens allows this focused analysis. Such a gender-based
approach recognizes that roles, responsibilities and access to resources vary by gender and
ensures that this is reflected in policy considerations. A gender-based analysis leads logically to a
diversity lens as gender is one of many factors that influence caregiving realities. The
recognition of other forms of diversity and potential inequality, such as those based on race,
ethnicity, level of ability and sexual orientation, ensures that policy development takes into
consideration the variety of caregiving needs and situations.
In addition to the importance of recognizing diversity, the authors of the research summary paper
propose the use of a values or principles-based framework to guide policy development. Such a
framework ensures that policy choices are guided by both empirical evidence and ethical
considerations. An ethical framework facilitates a move from approaches based on cost
reduction, towards those that also recognize and value caregiving as a worthwhile activity. Such
a move positions caregiving as a social or collective responsibility rather than a purely individual
or familial one. This is consistent with the well-being diamond approach to policy formulation.
The well-being diamond is proposed as a framework to understand the complexity of caregiving
and the appropriate responses.3 The perspective of roles and responsibilities that is inherent in
the well-being diamond helps in understanding the interaction between the factors that shape the
experiences of those who give and those who receive care. It also enables us to understand where
problems lie and guides us in the formulation and implementation of appropriate responses.
Figure 1. The Well-Being Diamond
Family

Market

State*

Community
* State includes governments (federal, provincial, territorial and municipal)
and core public services such as education and health care
3

Jenson, Jane. 2004. Canada’s New Social Risks: Directions for a New Social Architecture. CPRN Social
Architecture Papers, Research Report F|43. Ottawa: Canadian Policy Research Networks.
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When current demographic and societal trends in Canada are examined, it is evident that
tremendous changes have taken place in the role of women; the population has aged markedly;
and, there has been an explosion in non-traditional family configurations. These changes are
profoundly affecting caregiving capacity, and trends in public policy have exacerbated these
challenges by, at best, not responding to them. Health and social policy has focused primarily on
reducing costs and access to health and social services and shifting care, and responsibility for
providing care, from institutional to community-based settings.
The Research Backgrounder provides a snapshot profile of caregivers in Canada – who provides
care, what they do, and what consequences flow from their involvement in caregiving. The
profile shows that caregiving is done generally by adults over the age of 45, and primarily by
women who are married or living common law and in urban settings. Important variations do
exist, in particular for immigrants and Aboriginal Canadians, and these must be taken into
consideration when developing and assessing potential policies.
It is clear from the research summary that there are a number of different types of supports that
are needed for caregivers. These include recognition of the value and importance of caregiving
by families, communities, governments and businesses; information about supports that are
available; training for caregivers to increase skills and sensitivity and for employers to foster
managerial expertise; respite care; help with daily caregiving activities such as routine chores;
and financial support to ensure family income security.
The Research Backgrounder provides an overview and analysis of current policies and programs
in Canada and abroad. The analysis highlights the many gaps in addressing the needs of
caregivers, and hence the potential for substantive improvements. While Canada’s approach to
supporting caregivers has not evolved significantly in the face of the trends outlined earlier,
many countries have developed more comprehensive and equitable policies to address the
realities of caregiving. These learnings from other countries serve as a good foundation for
exploring what a best policy mix might look like for Canada.
The Research Backgrounder concludes with a discussion of the policy agenda and frames some
of the issues to be taken into consideration as Canada moves to enhancing caregiving-related
public policies. Given the increased attention to caregiving in Canada, the authors of the research
summary paper re-emphasize the importance of ethical frameworks to guide the renewal of
caregiving policy. Employing principle-based frameworks and transparency of values can serve
to expose the realities of caregiving as well as the potential cost of ignoring the limitations of
existing policies and programs. The importance of guiding principles is underscored. Such
guiding principles include, for example, that caregiving should be voluntary, that both the needs
of the care receiver and caregiver should be recognized and that caregivers must have choices.
These principles are taken from The Charlottetown Declaration on the Right to Care (see
Appendix 5). Finally, a re-balancing of the well-being diamond is proposed as an effective
framework for achieving a healthy balance for all Canadians. By explicitly acknowledging the
roles and responsibilities of the four principal contributors to the well-being of Canadians,
governments can take a leadership role in leveraging supports from all sectors in society, thereby
creating a more sustainable and equitable approach to caregiving in Canada.

4
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The Roundtable
Following participant introductions and opening remarks from the Chair, the roundtable
discussion began with general feedback on the quality and utility of the Research Backgrounder.
There was a high level of consensus amongst participants that the Research Backgrounder was
useful and a good synthesis of many aspects of the situation of caregiving in Canada. Participants
noted a variety of issues, however, that could strengthen the document to support its ongoing use
as a resource to current policy discussions and decision-making. These issues included:
•

Need for a balanced focus on both the care receiver and the caregiver. The concern was that a
sole focus on caregiving can potentially exclude care receivers from policy debates and
policy development.

•

There needs to be more attention paid to the critical issue of community capacity to support
caregivers and receivers.

•

Recognition of the global context and its impact on Canadian caregiving issues is needed. In
particular, migration and immigration patterns, the potential incursion of for-profit
companies from the United States and the tensions between tax revenues and expenditures
were highlighted.

•

Scope should be broadened to all caregivers caring for any adult. Focusing on adult
caregivers over age 45 misses many important issues for policy-makers.

•

Include attention to episodic caring in addition to longer term situations. For example,
supports for a person providing care for a family member with an acute illness episode or
injury would need to be quite different in duration and substance from supports for long-term
care providers.

•

The wide range of caregiving realities should be addressed. Caring varies in its intensity,
frequency and duration and analysis of these variations will strengthen policy responses.

•

There are relevant governance issues related to jurisdictional competence and to possible
models for shared responsibility in certain areas. Further exploration of intergovernmental
mechanisms and approaches would enhance the analysis.

•

Immigrant experiences affect the nature of caregiver and care receiver needs. Recognizing
the diversity of values and expectations of different groups is critical to developing inclusive
solutions.

•

Using an intergenerational lens inspires longer term thinking and promotes an understanding
of the needs of those caring for both an older person and children. It also raises the issue of
younger caregivers and their needs and expectations.

•

The focus must go beyond home care to a broader set of instruments to address the range of
needs. A specific recognition of community capacity issues and a social innovation mandate
could lead to new and effective approaches at the community level.

A Healthy Balance: A National Roundtable on Caregiving Policy in Canada – Summary Report
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•

Choice should be a fundamental characteristic of any approach. Care receivers must have
choices about whom they wish to care for them, where the care should take place and how.
Caregivers must be able to choose how to balance employment with caregiving
responsibilities and even whether to provide care themselves or find other ways to address
the needs of the care receiver.

•

In tandem with the need for choice, caregiving should be voluntary for the caregiver.
Currently many caregivers have no option but to offer care, and feelings of resentment and
injustice are prevalent amongst stakeholder groups.

•

A stronger emphasis on the quality of caregiving must also be factored in. It is not sufficient
to simply offer care if that care is sub-standard or inappropriate.

•

A more nuanced gender analysis could take into consideration the changing patterns of
caregiving and the increased role of men, particularly younger men, in providing care or
enabling women to offer care by taking over some other responsibilities in the family such as
child care.

•

Using a place-based lens when examining caregiving in Canada will strengthen the utility of
policies and programs for diverse regions and populations.

•

The well-being diamond framework and how it applies to caregiving needs to be developed
further. A more dynamic model would allow for better representation of the flow between
points and the significant overlap between them.

Small Group Discussions
After the plenary discussion, the participants were divided into four small groups. Each group
was given the task of focusing on one of the actors in the well-being diamond and discussing its
relationship to the issue of caregiving. As the Research Backgrounder made clear, a re-balancing
of the roles, responsibilities and relationships amongst the actors represented in the well-being
diamond is a necessary step to developing better policies and supports for caregivers. As an
analytic tool, the well-being diamond offers an opportunity to frame public policy discussions in
a meaningful and comprehensive way.
The four small group topics were:
•

Caregiving and the Family

•

Caregiving and the Community

•

Caregiving and the Market

•

Caregiving and the State

Each group was given a series of questions to guide their discussions, and these are included in
Appendix 2 of this report. A summary of key points put forward by each of the small groups is
included in Appendix 3.

6
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Summary of the Small Groups
Context
Participants emphasized that the demographic context must be taken into consideration as it
influences both the supply of caregivers and the demand for caregiving. Given the dramatic
demographic shifts over the past decades, and the changes that we can foresee, government
policy must be highly sensitive to this new reality.
With this demographic foundation, it was also stressed that a clear conceptual framework for the
spectrum of care needs must include:
•

Duration of care (long-term vs. episodic)

•

Intensity (hours per day)

•

Acuity of interventions (e.g. IV insertion/management)

•

Strength of local resources (community capacity)

A framework also needs to recognize that the majority of caregivers are women who work. In the
future, however, the numbers of male caregivers could increase, and this could have an impact
on the diversity of needs and appropriate policy responses. Finally, participants highlighted the
importance of recognizing that caregivers and care receivers have different perspectives, but that
good public policy will recognize their interdependence.
Themes
A number of themes emerged from the four discussion groups. All four groups clearly saw that
the four points on the well-being diamond were linked and interacted with each other. There was
strong agreement that a balanced approach to rights and responsibilities across a matrix such as
the well-being diamond would bring about positive changes to the current caregiving environment.
All the social actors require a caregiving strategy to acknowledge and respond to the emerging
challenge with a view to providing people with real choices. Families, communities, employers
and governments, in responding to the changing dynamics and demographics, need to examine
not only their own requirements but also their responsibilities vis-à-vis the needs of care
receivers. A number of propositions emerged from the discussions on the responsibilities mix
within the well-being diamond.
•

The Family
Participants stressed that we cannot continue to assume that the family is the best setting for
care. While evidently family and friends are important components of well-being for care
receivers, the location of care within the family setting needs to be re-evaluated. When
families willingly choose to offer care, additional supports are clearly needed. Such support
could come in the form of a TeleHelp service with a real person at the end of the line to
respond immediately and offer a range of options and possibilities.

A Healthy Balance: A National Roundtable on Caregiving Policy in Canada – Summary Report
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•

The Community
For communities, the theme of capacity was most critical. Participants questioned whether
Canadian communities currently have the capacity to respond to increasing caregiver and
care receiver needs. Are there successful communities and, if so, what are their
characteristics? Some of the characteristics proposed included self-determination, selfidentity, organizational skill, shared experience, engagement and hope. The social economy
model also has lessons to teach us regarding social solidarity. By developing further the
notion of corporate social responsibility, employers could be encouraged to become an active
part of the solution and thereby bridge the traditional divide between the voluntary sector and
the marketplace. It was evident that participants felt that the success of communities depends
on their interconnectedness and on the recognition of the central role of the voluntary sector
and public institutions in fostering community capacity.

•

The Market
The market, generally understood in this context to be employers, must see itself as an
integral part of an enabling environment for caregiving in Canada. The link to productivity
has been made and needs to be made more coherently to contribute towards an attitudinal
shift within the marketplace. When skilled or experienced workers drop out of work to
respond to caregiving needs, employers pay a price in lost productivity. While not all
employers are created equal and some have more capacity than others, all have a role to play.
A best practices approach may serve to stimulate further innovation and improvement in the
labour market. Finally, assigning value to unpaid work, through such measures as the
Genuine Progress Indicator project, would lead to a re-valuing of caregiving across the
board.

•

The State
The government can offer leadership by establishing a comprehensive policy framework to
acknowledge roles and responsibilities, recognize gaps, and influence medium- and longterm expectations. Governments can further codify best practices, address specific
weaknesses in tax law and recognize the importance of accessible transportation and
recreational options in funding decisions. Finally, by using an intergenerational lens,
governments can ensure the well-being of the current generation of caregivers and of future
ones as well.

Other themes were also held in common by two or more of the small groups, highlighting
significant consensus on some of the challenges or potential solutions to caregiving issues in
Canada. These themes were:
•

8

The role of employment was raised in one form or another by all four of the groups. The
impact of work on the ability of caregivers to meet their responsibilities was seen as critical.
Clearly participants recognized this relationship with respect to all four points on the wellbeing diamond and expected both the state and the market to take leadership in addressing
this imbalance.
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•

Several groups addressed the issue of training and skills development. It was felt that
managers, case workers and caregivers needed access to more and better training. Responsibility
for providing this training was seen to be shared between the community, state and market.

•

Three of the groups mentioned the role of different jurisdictions in Canada either explicitly or
implicitly. There was a sense that the lack of consistency across jurisdictions was a problem
that had led to huge local inequities, which needed to be addressed and that learnings could
and should be had from different jurisdictions, some of whom had experienced more success
in a particular area.

•

There was recognition of the need to strengthen community capacity to respond to the needs
of caregivers and receivers. References were made to the role of the federal government in
successful programs such as the Community Action Program for Children (CAPC) and
Supporting Communities Partnership Initiative (SCPI).

•

Participants proposed the use of a health promotion model to influence the actions of all
relevant social actors. Examples raised to support this point were the success of anti-smoking
campaigns and the current approach to obesity reduction in children and youth. This
approach recognizes that significant attitudinal change and the attendant behavioural shifts
take time and investment.

•

Finally, a best practice and pilot project approach was seen as effective and helpful in
moving to action. Comparisons across both provincial and international contexts highlighted
potential sources of best practice. Participants supported the identification of best practices
which must then lead to concrete changes in one or more of the points on the well-being
diamond. In addition, some felt that pilot projects could lead to new best practices and that
governments had a role to play in supporting social innovation to find sustainable solutions in
a Canadian context.

Plenary Discussion
Judith Maxwell framed the final plenary using the model of a “caring society” and encouraged
participants to envision how responses to caregiving fit within such a vision for Canada. The
plenary discussion ranged widely in response to Judith Maxwell’s framing of the discussion, to
the Research Backgrounder, and with reference to the discussions held throughout the day. There
were a number of themes and perspectives that emerged.
Themes and Perspectives
•

Rights
Using a rights-based approach to care was vigorously debated by the participants and no
consensus emerged as to its utility. Some participants felt that advancing a “right to care”
agenda would help bring much needed attention and even legitimacy to the issues at play. A
rights perspective might also serve to identify gaps, i.e. what is still missing from a policy
agenda. Other participants felt that this type of approach may not take us as far we need to go
and therefore they did not support it.
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•

Underlying Principles
A policy framework for caregiving should be based on providing choice, for both the
caregivers and the care receivers. Caregivers should not be “conscripted” to caregiving, nor
penalized for it. Another important underlying principal must be quality of life rather than
only the financial bottom line.

•

Enabling Conditions
Participants noted a number of basic pre-conditions to building a caregiving policy that will
adequately meet the needs of givers and receivers. One such enabling condition proposed
was a strong public health care system. It was felt that any system of supports for care needed
to rest on the solid basis of a well-funded, responsive, equitable and accessible health care
system. Another condition put forth was housing in recognition that adequate and affordable
housing for citizens was essential to manage either caregiving or care receiving successfully.

•

Best Practices
There was general agreement that best practices needed to be identified, supported, shared
and replicated. Best practices can be drawn from both national and international examples.

•

Governance
The lack of coordination and even communication between jurisdictions was seen as a
particular problem. Participants agreed that there needed to be common values that would
allow for a lessening of jurisdictional inequities. A proposed approach could be to look for
comparable services at a comparable cost. In addition to service and program level
fragmentation, participants also noted that silos needed to be broken down at the policymaking level, both between departments and across levels.

•

Gaps
Finally, participants noted a number of gaps that needed to be further addressed. The first
was a need to document the actual state of inequities across jurisdictions. Another was the
cataloguing of best practices with evidence of effectiveness. It was also felt that there should
be longitudinal research to support good policy-making as well as collection of better
statistics.

10
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Conclusions
The roundtable contributed to understanding the complex issues at play with regards to a
caregiving agenda in Canada. The diversity of participants from academia, governments and
voluntary sector groups allowed for a wide-ranging discussion and identification of many critical
issues. The session reinforced the complexity of caregiving and raised a large number of issues
for researchers and policy-makers that are captured in this summary report.
All participants agreed that the needs were pressing and that action was both timely and essential.
There was a sense of frustration amongst most participants that the current challenges of caregivers
and receivers were not being recognized nor addressed and that these challenges were urgent.
Social conditions in Canada were seen to be evolving in the wrong direction, with increased
expectation that families, and women in particular, bear the brunt of an aging population, a
diminished health care system and an employment environment that does not support work-life
balance.
Numerous possible solutions were put forth in both the Research Backgrounder and by the
roundtable participants. Key amongst these was that all three levels of government must provide
coordinated and adequate funding and guidelines to enable sustainable caregiving to occur. It was
also clear that participants saw corporate social responsibility as an important element of change.
They identified the market as having a strong role to play in improving conditions for caregivers
and that this could be achieved through policy levers applied by all three levels of government
rather than voluntarily.
Participants shared a common vision – that caregiving is recognized and valued by all points of the
well-being diamond and that both caregivers and receivers are equally supported in having and
making choices to best meet their needs.
The consensus of roundtable participants was that it was time for action – that all levels of
government and the market need to act in a coordinated fashion to develop flexibility of
employment, sufficient funding for community-based services and programs (including home
care), and a system of financial supports for caregivers and receivers that recognizes the cost of
care and is accessible to all those who need it.
Participants felt the roundtable had contributed positively to the debate on caregiving.
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Appendix 1. Roundtable Agenda

Healthy Balance – Caregiving Policy in Canada
CPRN Roundtable – September 26, 2005
10:00 a.m. to 4:00 p.m.
250 Albert Street, 14th Floor
Ottawa, Ontario

AGENDA
9:30 – 10:00

Coffee and Muffins
Note: Refreshments will be available all day.

10:00 – 10:30

Welcoming Remarks by Judith Maxwell and David Hay
• Introductions

10:30 – 11:15

Plenary – Caregiving in Canada
• Does the backgrounder provide accessible information about the
caregiving situation in Canada?
• Does the backgrounder provide an adequate guide to the relationship
between caregiving and well-being?

11:15 – 11:30

Refreshment Break

11:30 – 1:00

Small Group Discussions – Caregiving and Well-Being in Canada
Move to breakout rooms – lists of participants and rooms will be distributed.
Please select a note taker and rapporteur for your group.

1:00 – 2:00

12

•

Group 1 – Caregiving and Families

•

Group 2 – Caregiving and Communities

•

Group 3 – Caregiving and the Market

•

Group 4 – Caregiving and the State

Lunch

December 2005
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2:00 – 3:00

Report Back on Small Group Discussions
There will be 15 minutes available for presentation and discussion of each
group’s report.

3:00 – 3:45

Plenary
•

Moving Forward: Perspectives and Actions.

3:45 – 4:00

Closing Remarks

4:00

Adjourn

Thank you for participating in this CPRN Roundtable!

A Healthy Balance: A National Roundtable on Caregiving Policy in Canada – Summary Report
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Appendix 2. The Framing Questions
Caregiving and Families – Group 1
David Hay
¾ How can services become more user-friendly and accessible?
¾ How do the needs of caregivers vary according to the length of time they provide care and
how do we respond to these differences?
¾ How does culture affect the family’s coping skills and needs?
¾ Given the rise in the number of self-employed people, what needs to happen to support them
in caregiving?
¾ What measures do women and men already take to address the need for care within their
families and how can these be better supported?
¾ Many caregivers are embarrassed to ask for help. How can services become more user-friendly
and accessible?
¾ What kinds of innovations can be introduced to improve household arrangements to help
caregivers to undertake care in their homes, e.g. changes to R1 municipal zoning laws, etc.?

Caregiving and Communities – Group 2
Barbara Clow
¾ How can community services become more user-friendly and accessible?
¾ How should we change the way we gather – or do not gather – data on diverse populations of
caregivers?
¾ How do the needs of caregivers vary according to the length of time they provide care and
how do we respond to these differences?
¾ Given the rise in the number of self-employed people, what needs to happen to support them
in caregiving?
¾ How can community capacity to respond to various care needs be enhanced? In
transportation, for example?
¾ Many caregivers are embarrassed to ask for help. How can community services become more
user-friendly and accessible?

14
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Caregiving and the Market – Group 3
Judi Varga-Toth
¾ How can services become more user-friendly and accessible?
¾ What is the proper role of employers in supporting caregivers?
¾ What principles should underlie Canada’s efforts to compensate caregivers?
¾ Caregivers in the paid labour force have different needs than those who have retired from the
labour force. Which differences require what kinds of accommodations?
¾ Given the rise in the number of self-employed people, what needs to happen to support them
in caregiving?

Caregiving and the State – Group 4
Brigitte Neumann
¾ How can services become more user-friendly and accessible?
¾ How can the state address jurisdictional issues that deepen the burden of caregiving?
¾ How can the state effectively re-balance the well-being diamond to meet the needs of
caregivers and care receivers?
¾ How do we ensure that women’s fundamental rights are addressed in policies that support
caregivers?
¾ How do we ensure that equity is a core value of caregiving policies and programs?
¾ What principles should underlie Canada’s efforts to compensate caregivers?
¾ Many caregivers are embarrassed to ask for help. How can government services become
more user-friendly and accessible?
¾ What kinds of policies or legislation can be introduced to support households in improving
arrangements to help caregivers to undertake care in their homes, e.g. changes to R1
municipal zoning laws, etc.?

Caregiving in the 21st Century – Plenary
Judith Maxwell
¾ What will a “caring society” look like in the 21st century?
¾ What values and principles should inform caregiving policy?
¾ What measures are most promising, affordable, practical?

A Healthy Balance: A National Roundtable on Caregiving Policy in Canada – Summary Report
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Appendix 3. Summary of Key Points from the Small Groups
Caregiving and Families – Group 1
The highlights of this small group discussion included the following key points:
•

Cascading assumptions:
o A consultation in Nova Scotia on continuing care showed that the system is not seamless
and there is a lack of accessible information. Navigating through the system is a major
challenge, particularly for minority populations.
o Different cultures view caregiving differently and have different needs.
o What is the role of the health sector in this issue?
o What about the “right” to care or the “duty” to care?
o Is the family the best or safe place to care?
o Who decides if the family is responsible for care?
o Both givers and receivers have rights; where do these rights come from? Who confers
these rights?
o There is an assumption that women do/will/must do the caring.

•

Employment issues:
o Non-standard employment is a barrier to effective caregiving
o Employment flexibility is critical to managing caregiving responsibilities
o Self-employment situations
o Should employers have responsibilities or employees have rights?
o How can we give caregivers a sense of control over their own situation?

•

Potential avenues to explore:
o Pilot projects could serve to highlight approaches
o Dropout for caregiving in the CPP
o Put care receiver at the centre rather than the caregiver
o Right to care/security of the person
o Best practice: Veteran’s Affairs model
o Need for advocates or advisers to help families
o Training for case managers and caregivers, “sensitivity” training
o Making entitlement a “cash” entitlement might simplify the rules of access

•

Governance issues:
o Need a client-centered focus, put the consumer at the centre
o Must recognize the needs of caregivers
o The notion that quality of life is important
o Lack of consistency across jurisdictions
o Government economic planning needs to be more clearly balanced by recognition of the
need for caregiver time
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Caregiving and Communities – Group 2
The highlights of this small group discussion included the following key points:
•

Need a definition of community

•

Is there a “successful” community? What would be the elements?
o Role models
o Hope
o Self-identification
o Strong civil organizations

•

There is a huge diversity of communities so the strategy will have to be place-based

•

There needs to be an enabling framework with increased investment in services and skills
development

•

The social economy model in Quebec has potential

•

A corporate social responsibility model also has potential

•

Best practices:
o Giving one paid day a month to employees to volunteer in the community
o Small business could offer in-kind support to the community
o The state should model these practices as a starting point

Caregiving and the Market – Group 3
The highlights of this small group discussion included the following key points:
•

The participants agreed strongly with the need for changes in the market sector of the wellbeing diamond with respect to caregiving supports and they also agreed that a three-pronged
approach to facilitating such changes would be the most successful

•

The successful anti-smoking campaign was highlighted as a model for promoting change
using a multi-pronged, long-term approach

•

Changes in the market need to be facilitated by an approach that includes taxation policy,
social marketing and legislation
o Social Marketing
 There is an attitude shift required of the public and of the market with respect to
caregiving to accept it as not only valuable but fundamental to our society and the
well-being of Canadians
 Workplaces need to be re-organized to reflect this shift
 The market should/must/needs to replace the straight “bottom-line” thinking with a
values-based approach

A Healthy Balance: A National Roundtable on Caregiving Policy in Canada – Summary Report

17



There needs to be an argument put before the market sector that is not only valuebased but also highlights the value-added component of recognizing caregiving as
important
 The value-added can include:
• Link between a knowledge-based economy and caregiving
• Employer of choice
• Labour shortages
• Retention of quality workers
• Best practices – i.e. magnet hospitals, United Kingdom Web site, Ottawa-Carleton
District School Board, Van City Credit Union (Vancouver), Winston Park Homes
(Kitchener)
• The starting point should be: how can work be made to fit families rather than the
other way around (Norwegian approach)
o Taxation Policy
 Tax incentives can be created to encourage employer flexibility just as municipalities
use such incentives for businesses to relocate
o Legislation
 Norway has legislation in place that can serve as an example
 United Kingdom has “right to flexible work”
 Urban planning can be used to promote better social infrastructure
 Zoning issues at a local level can reinforce desired outcomes
 Social Impact Assessment modeled on Environmental Impact Assessment could
ensure caregiving situations and other imperatives be considered in establishing a
business
•

Other issues of note:
o Issue of self-employment
o The trends are not going in a positive direction currently
o Unions are losing ground
o Operating in the context of globalization: the rhetoric is about increasing productivity and
being competitive

•

Barriers within current workplaces:
o Access to phones restricted so employees cannot keep tabs on a care receiver nor be
reached in case of emergencies
o Employees monitored continually discourages/prevents caregiving activities
o Managers lack expertise in successfully supporting productivity and work-life balance
o Lack of flexible options such as job sharing
o Longer hours are more the norm
o In professional jobs there is no overtime pay
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Caregiving and the State – Group 4
The highlights of this small group discussion included the following key points:
•

All three levels of government and the health and education sectors are included in the
understanding of the state

•

The federal government:
o Can play an important role as the provider of the framework
o Create community capacity (i.e. CAPC/CPNP)
o Support social innovation, offer a social innovation secretariat
o Support the voluntary sector
o Share knowledge
o The tax and transfer system needs an overhaul, specifically non-refundability, stacking
issues, eligibility for equipment
o Specific legislation:
 Dropout clause for CPP
 Tax benefit
 Something other than EI
 Caregiver credit accumulation
o Should be a leader in workplace policy and practice
o Funding support for longitudinal research
o Promote social justice, equity, fairness
o Address intergenerational issues

•

The provincial/territorial government:
o Ensure accessible information and referral
o Health promotion
o Address rural/urban inequities
o Look at the Quebec refundable tax credit option amongst others
o Invite Quebec to share their successes and approaches

•

The municipal government:
o Transportation issues
o Property taxes
o Zoning and by-laws
o Recreation
o Addressing exclusion

A Healthy Balance: A National Roundtable on Caregiving Policy in Canada – Summary Report

19

•

20

All three levels of government:
o Need to make sure community projects are sustainable and have diversified funding –
this can be with regards to money from federal, provincial/territorial or municipal
government, i.e. any money that goes to communities
o Need to facilitate community interaction/communication, i.e. community organizations
don’t know what other groups are doing
o Funding/support needs to build on investments already made, coordinate services and
restructure what is there, not implement a brand new plan/system
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Appendix 5. The Charlottetown Declaration on the Right to Care
THE CHARLOTTETOWN DECLARATION
ON THE RIGHT TO CARE1
The Right to Care
Canadian society has a collective responsibility to ensure universal entitlement to public care
throughout life without discrimination as to gender, ability, age, physical location, sexual
orientation, socioeconomic and family status or ethno-cultural origin. The right to care is a
fundamental human right.

The Right to Care requires:
∗
∗
∗
∗
∗

Access to a continuum of appropriate, culturally sensitive services and supports
Appropriate conditions
The choice to receive or not receive or to provide or not provide unpaid care
That there is no assumption of unpaid care
Access to reasonable alternatives and sufficient information

Care is:
∗
∗
∗
∗
∗

Essential
An interdependent relationship
Skilled work
Multidimensional
Diverse

Care should be:
∗
∗
∗
∗
∗
∗
∗
∗
∗
∗
∗

Equitable
Available
Accessible
Continuous
Responsive and transparent
Incorporating an awareness of diversity
Participatory
Enforceable
Standards-based
Publicly administered
Respectful

Charlottetown Declaration on the Right to Care
These rights to care must be viewed through a lens that recognizes the importance of gender
analysis, diversity, interdependence between paid and unpaid care, and linkages among social,
medical and economic programs.
1

This document is based on a “National Think Tank on Gender and Unpaid Caregiving” organized by the National
Coordinating Group on Health Care Reform and Women and the Maritime (now Atlantic) Centre for Excellence in Women’s
Health, November 8-10, 2001 in Charlottetown, PEI. The National Think Tank was co-chaired by Pat Armstrong and Carol
Amaratunga with financial support from the Institute on Gender and Health, CIHR and the Women’s Health Bureau, Health
Canada. Forty-six of the fifty-five participants signed the Declaration. Some were not in the position to commit their
organization or government department. For more information see www.cewh-cesf.ca/healthreform
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The Origin of the
Charlottetown Declaration
on the Right to Care
In Charlottetown in November 2001, 55 experts
from the academic, policy and caregiver
communities gathered to discuss research and
policy on women and home care. Based on their
experiences and the existing research literature
on gender in relation to home and community
care, these experts concluded that women’s
experiences and needs are often different from
those of men.
∗
∗
∗
∗
∗
∗
∗
∗
∗
∗

Women are the majority of those who
receive care
Women are the majority of those who give
care
Women are more often expected to provide
care
Women have fewer financial resources to
provide care
Women provide more demanding care, work
longer hours, and have more responsibility
Women’s lives and plans are more disrupted
by caregiving
Women have more extensive and supportive
networks, however these networks may also
be a source of conflict
Women with care needs receive fewer hours
of paid care

Existing conditions for caregiving mean that:
Women providing care often end up in poor
health
∗ Women are rewarded by caregiving,
although inadequate resources limit rewards
and make it harder to care
∗ First Nations, Inuit and Métis women face
persistent and pervasive obstacles in giving
and receiving care
∗ Women from immigrant, refugee, and
visible minority communities may face
racism in giving and receiving care as well
as language and cultural barriers
∗ Women receiving and giving care are often
subject to violence and other physical risks
∗ Women are facing deteriorating working
conditions, low wages and lack of security
in providing care
∗
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The workshops and plenary discussions led to a
consensus on the fundamental principles for a
national home care strategy that ensures equity
for both women and men. These were codified
into the Charlottetown Declaration on the Right
to Care, which recognizes that home care needs
to be an integral part of a publicly administered
health care system.

Understanding the Declaration
The right to care is a fundamental human
right.2 This means that Canadian society has a
collective responsibility to ensure universal
entitlement to public care throughout life. Such
care must be provided without discrimination as
to gender, ability, age, physical location, sexual
orientation, socio-economic and family status or
ethno-cultural origin. Care is thus understood as
a public good rather than as a private one to be
bought individually for a price. Care is not like a
car or other consumer goods. Furthermore,
access to care should not depend on a person’s
ability to pay.

The right to care requires access to a
continuum of services and supports. Our
public health care system began initially by
financing hospitals and then moved on to pay for
physicians. But the Hall Royal Commission that
led to medicare clearly understood an effective
and efficient public system had to provide a full
range of co-ordinated services and supports,
including public home care. Indeed, the
Commission saw the financing of hospitals and
doctors as merely the first step, because only
with a continuum of services would people
receive care at the most appropriate level, move
easily from one service to another and avoid
costly duplication. Such a continuum in public
care does not currently exist. In addition to
services, care givers and those receiving care
need supports such as training, paid leave to
provide care, job security and income programs.
The particular preferences of those giving and
receiving care must be taken into account – such

2

Statements in bold are direct excerpts from the
Charlottetown Declaration.
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services and supports must be culturally
sensitive.

The right to care requires appropriate
conditions.
Whether care is provided at home or in a
facility, it is necessary to provide conditions that
meet the needs of care recipients and care
providers. We know that health is determined by
culture, physical and social environments, social
support, security, gender, economic and
educational resources, and coping skills, as well
as by biology, genetic makeup and health
services. These all count in the provision of care,
and some are even more important, given the
fragility of people who are ill or have a
disability. Homes are not necessarily havens and
hospitals can be dangerous to the health of
patients and providers if conditions do not meet
their particular needs or ignore the determinants
of health.

The right to care requires the choice to
receive or not receive, or to provide or not
provide unpaid care. Care involves both the
person who gives care and the person who
receives care. Both need choices about who
provides care and about what care is provided.
As the Prime Minister’s National Forum on
Health was told, women “conscripted” into care
end up in poor health and may be unable to
provide adequate care. Women who need care
may not want to receive such care from relatives
conscripted into service. At the same time, many
want to provide care or to receive assistance
from relatives but need help to do so. Public care
should provide alternatives in ways that offer a
genuine choice for those involved in the care
relationship.

The right to care requires that there is no
assumption of unpaid care. Care is not a
choice if it is assumed families in general, and
women in particular, are willing and able to
provide care. Many lack the skills, other
resources or desire to give or receive unpaid
care. The majority of women are in the paid
labour force and rely on that income to live; this
may leave them with little time, energy or desire
to take on unpaid caregiving. Moreover, care

work at home increasingly requires complex
treatment (e.g. managing respirators,
tracheotomy tubes, or dialysis equipment, etc.)
which not all are able to undertake. At the same
time, unpaid care may not be possible without
other necessary supports.

The right to care requires access to
reasonable alternatives and sufficient
information. The right to care requires not
only a choice about providing or receiving care
but also a choice about how and where care is
provided.
For many, but not all, the home may be the best
place for care. For some, but not many, facilities
may best serve their needs. Such alternatives
must be available to ensure appropriate and
culturally sensitive care. Moreover, reliable,
accessible information on the benefits of and
problems with alternatives and on how to access
them, as well as on how to give and receive care,
is a necessary component of a public care
system.
To ensure the right to care, care must be
understood as essential, something we must
provide as a country. While we have choices
about how, when and where to provide care, we
do not have a choice about whether to provide
care to those who need it. We cannot leave
people without necessary care. Care must also
be understood as an interdependent
relationship. It is not simply about what one
person does to or for another but also involves
reciprocity. It frequently involves paid and
unpaid care providers, extended family and
friends, as well as the person receiving care.
Care is skilled work, requiring education,
training and experience. It is not something
women do naturally by virtue of being women.
Care is at the same time multidimensional,
involving all aspects of those involved in the
relationship. It includes everything from feeding,
injecting and hugging to bandaging, chatting and
intubating. And finally, care is by definition
diverse. People are different. Their cultures and
experiences shape their needs and how those
needs ought to be addressed.
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Care should be:
Equitable. Equitable care does not mean the
same care for everyone. Rather, it means a fair
distribution of care based on appropriately
assessed needs, and a fair distribution of care
work. The Canada Health Act defines equitable
as care provided under “uniform terms and
conditions,” and this principle should apply to
homecare.
Available. Available care means public
services provided within a reasonable distance
without unreasonable delays. The Canada
Health Act recognizes that care must be there to
be accessible, and this principle should also
apply to homecare.
Accessible. The Canada Health Act says that
necessary services must be provided in a manner
that “does not impede or preclude either directly
or indirectly” access to care. This includes user
fees or other charges that can undermine the
right to care. The accessibility principle from the
Canada Health Act should apply to homecare.
Continuous. Care does not only require that
there be a smooth transition among services and
a range of services to provide appropriate care. It
also requires continuity in care providers and
services.
Responsive and transparent. Care should
respond to the particular needs of those giving
and receiving care. People need to know how to
access services that respond to their needs and
how decisions about services are made. This
includes decisions about what care is publicly
provided and what is not.
Incorporate diversity. Responsive care
recognizes cultural, regional, age and gender
diversity, as well as differences related to sexual
orientation, and socio-economic and family
status. Particular attention must be paid to
traditional practices and activities of First
Nations, Inuit and Métis peoples.
Participatory. Both those providing and those
receiving care should be involved in decisions
about how, when, where and by whom care is
provided. And, the public should be part of the
process in determining how the system is
organized and how care is delivered.
Enforceable. It is not enough to set out the
principles for the right to care. It is also
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necessary to put mechanisms in place to ensure
that these rights are protected through the
provision of services and supports that protect
this right.
Standards-based. It is important to respond to
individual needs and to allow individuals to
participate in decisions about care. However, it
is also necessary to have standards for care
based on evidence about the effectiveness and
the appropriateness of care. Evidence should
provide guidelines for providers and standards
against which care can be compared.
Publicly administered. There are clear
benefits to a publicly administered health care
system in terms of cost savings and coordination. It is also easier to hold a publicly
administered system accountable to citizens.
Respectful. Those providing both paid and
unpaid care, as well as those receiving care,
must be treated with respect. Respectful care
recognizes that individuals have preferences,
abilities, feelings, knowledge, and histories.

The Right to Care must recognize the
importance of gender analysis, diversity,
interdependence between paid and
unpaid care, and linkages among social,
medical and economic programmes.
A Call to Action:
The Charlottetown Declaration was a product of
deliberations on existing research, practice and
experience. It provides the principles for further
action on developing a comprehensive public
system that includes home care and works for
both women and men.
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National Coordinating Group on Health Care
Reform and Women. Proceedings of the
National Think Tank on Gender and Unpaid
Caregiving. 2002.

Canadian Policy Research Networks

National Coordinating Group on Health Care
Reform and Women. Women and Health Care
Reform. Revised ed. 2002.

research into policies and practices. More
information about our work is available from our
web pages at www.cewh-cesf.ca/healthreform.
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