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What defines a family?

Our definitions of family have changed over time. While this term might once have referred
exclusively to people who were biologically or legally connected to each other, we now
recognize that families come in many forms and can be created in many ways.

Although cultural definitions of family may be highly variable and flexible, when families
interact with institutions (e.g., schools, hospitals, citizenship, employment), they can discover
thatthese systems only recognize family members that fit traditional forms. Families can
encounter difficulties in institutions that do not accept their definitions of who is included or
excluded from the people they consider family members.

The Family Caregiving Project has chosen an inclusive definition of family that prioritizes
individuals defining the relationships that create their family. We understand family to be
defined: 1) by the people within it, 2) based on feelings of connection to each other, 3) by
the expectation that connection will last for a long time, and 4) by an expectation of caring
for each other over thattime. That caring can take many forms and is part of the everyday life
of families.



What defines a “caregiving family”?
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The families this project calls “caregiving families” are in family systems that have been
impacted by the need to provide caregiving for one or more adult family members with a
long-term illness or disability.

We know from the census research and other surveys that many families provide caregiving
for adults. It is likely that we all know families that could be identified as caregiving families.

Caregiving is a usual part of family life. Over a lifetime, families anticipate caregiving for
children when they are young and for elders as they age. Caregiving families do that type of

caring and they also manage caregiving needs for adults who are affected by long-term
illness or disability.



Caregiving families

When one or more family members are affected by health challenges, energy and resources
in the family adjust to support those family members. This, inevitably, affects the energy and
resources that are available to other family members and their availability to deal with things
outside of the family.

The family system is broughtinto contact with systems and services thatthey may never have
imagined would be part of their lives. Doctors, hospitals, case managers, rehabilitation, and
related services may all become part of family life.

Mental iliness affects families across the range of diversity. Families may navigate the
personal, social, and institutional experiences associated with health problems while also
navigating stressors and problems like racism, homophobia, classism, and other forms of
oppression and discrimination. Families that are members of groups that are marginalized,
disadvantaged, or stigmatized in society face additional challenges and barriers to getting
help and support.



Why don't we hear more about caregiving
families?

The caregiving that happens within families may be seen as a personal concern that does not
require the attention of people outside the family. Families manage all kinds of caring
activities relying only on the people and resources within the family. However, itis strange
that so many families are managing caregiving for adults and this is seemingly not known by
members of the public. This contributes to those families feeling isolated.

Caregiving families are numerousin our communities and their experiences should be
known and shared so people do not feel isolated. The growing number of caregiving
families in our communities also means that their needs and concerns should be visible in
public policy and planning of community services.



Caregiving families and stigma

Stigma against mental illness is a social injustice that is perpetuated by negative stereotypes,
negative portrayals, and prejudice against people living with mental illness. Although mental
health is being discussed more openly now than it was in the past, negative ideas still
circulate through media, entertainment, etc. and can lead to discrimination against people
diagnosed with mental illnesses.

Families thatinclude people facing mental health concerns can face stigma in many ways.
Families may experience social stigma in the form of prejudice and discrimination. Families
can be discouraged from sharing their experiences, can be avoided by others, and may be
blamed by others for the mental illness in the family or for not managing the illness well.
Families can also experience vicarious stigma, feeling distressed by the stigma they see
affecting their family members.

An additional layer of stigma that affects families is reflected in institutional practices and
policies that do not account for mental health and do not devote resources to inclusion of
services for people with mental illnesses.



Caregiving families and the healthcare
system
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In our dominant thinking about caregiving experience, persons who are living with mental
illness are primarily identified as a source of stress and burden for family members. This
characterization of diagnosed individuals perpetuates stigma and marginalization for these
individuals. In this framing, the person whois living with a mental illness is not seen as a
functioning, contributing part of the family system. Instead, those individuals are seen as
dependent, stressing and a drain on the caring resources for the family.

Caregivers are expected to provide care that the healthcare system does not provide. In
turn, caregivers are provided with limited services to support their caregiving efforts. These
services are often focused on an individual (usually a woman) who is identified as a primary
caregiver and who carries most of the responsibility of providing care, interacting with
services and otherwise attending to the needs associated with managing the mentalhealth
of a family member. Services usually focus on reducing the caregiver’s stress caused by the
illness of the family member. This is illustrated in the above diagram.

Others included in the family system are mostly overlooked unless there is an identified

need to address stress on the system and problems arising from that stress that affect the
person with mental illness. This model does not give enough attention to the family system
as a whole. Both the individual and the person called a primary caregiver are isolated within
the family system.



Caregiving families and public policy
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Policy development for caregivers is directed at care of elders and children, with little
consideration for caregiving for adults with episodic or chronic ilinesses. Policy recognizes
caregiving families in one form: primary caregiver caring for a dependent. Other family
forms or configurations of giving and receiving care arenot recognized. Individuals
diagnosed with mental illness must meet a threshold of dependence, assumed to be
permanent, for the family to receive state support.

Caregiving policy is directed at reducing the stress that caregiving places on family
caregivers. Tax benefits, labour policies, and income support are designed to support
caregiving families comprised of an overburdened family caregiver who is unable to
participate fully in the labour force, and a dependent incapacitated adult whose condition is
a source of stress and a drain on familial and community resources. Although these
interventions provide some relief, caregiving families still face significant financial and social
difficulties, especially if they do not have the personal resources to purchase additional
support or services.



Caregiving families need to be recognized
as:

Caregiving families are members of our communities who deserve to feel accepted and
welcomed in society. They also deserve to be supported and helped through public policy.

Social attitudes, healthcare services, and public policies all need updating to reflect modern,
destigmatizing views of mental health and caregiving experiences as they are lived in
different family forms, within diverse cultural experiences, and with needs that change as
families change.
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