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Forward

This document serves as a survival guide for family members who
are caring for a severely ill or disabled loved one. Is it not ques-
tionable why we must caution the family of a sick person so that
they do not fall under the emotional and physical burden caused
by the support that they offer? Yet, we are told that it is normal,
albeit “natural” to help our family! So why a survival guide?

Twenty years ago, when | first studied the impact of social policies
on women, | discovered what was referred to at that time as the
family caregiver. | asked myself: if helping family is something
normal and natural as policies and governmental discourse would
suggest, why do we need to invent a term like family caregiver?
Why not just identify them as what they are — spouse, daughter,
son, friend or friends?

Actually, the creation of this term announces an important change
in expectations towards families and practices towards them. So,
for over 20 years, in my research, | have tried to understand why
the term was created and what it is hiding. | have since discovered
two important aspects concerning it. First of all, | learned that the
tasks carried out by someone who is caring for a loved one is
more than just simple assistance. Whether it is to offer moral or
psychological support, to manage crisis situations or disturbing
behaviours, to cut up food, change adult diapers, manage staff,
fight for services to leave work to go for a medical appointment,
to change bandages or accompany a loved one to appointments,
what caregivers provide is considered work.
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It becomes more complex since it is carried out with emotional
ties connected to daily living. Also, family caregivers provide 80%
of the care needed by the sick or disabled member and that the
value of their service, though invaluable, is worth thousands of
dollars according to the Quebec Auditor General (2004).

| also learned that there is nothing “natural” in having to assume
the role of caregiver. During my studies and discussions with care-
givers, | have come to the conclusion that what is expected of the-
se individuals surpassed what we should expect from a family
member or friend. Family caregivers have become psychologists,
nurses, attendants, occupational therapists, case managers. So
what is natural when a daughter has to change the adult diaper of
her father? When a mother is the only person to help her adult
child suffering from head trauma to deal with anguish and loss?
When an 85 year old spouse with osteoporosis must chase after
her husband affected with dementia who is running away? When
a husband must administer morphine to his wife to control pain
due to cancer? When qualifying these realities as “normal” we
trivialize the efforts that are put into care and assistance; we con-
sider them as simply providing care for a family member, as being
something simple, spontaneous that does not require special con-
ditions or abilities. Now, the realities, as explained by the count-
less number of caregivers, are totally different.

Despite this, it is common to believe and expect that it is normal
that family members will care for their sick family members. It is
said that families have always cared for family members whether
healthy or sick.

But beware! We cannot compare today’s reality to that of the
past without putting everything into context. The people we care
for at home now would not have survived fifty years ago.
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Our era is unique because people are living longer despite the
many debilitating and chronic diseases. When did we take care of
sick adults longer than we care for children, like we do today? Is
this normal and natural? Is it not due to social changes created by
technical and pharmaceutical developments for which we must
find collective answers?

We must acknowledge that when we start caring for a loved one,
we will never know where it will lead us. We do not know what
will be expected of us after one year, five years, twenty years...
And, if at the beginning we can offer this help because of our love
for the person, our recognition or affection and with time, it can
become an obligation or a task carried out because of guilt rather
than by choice. Also, though we want to help a loved one, we
can end up caring for them, often on a full time basis because of a
lack of appropriate services whether they are provided by the
family, the community or a public organization.

Unfortunately, the general conception is that family care will be
lovingly provided by those who are closely related without ques-
tion. Consequently, this belief makes it difficult for caregivers like
yourselves to establish boundaries, to question the reality of tak-
ing on such a task that has become very demanding which ex-
ceeds what is normally expected from a loved one. This justifies
why a document such as this was developed.

As described in their manifesto, the Regroupement des aidantes et
aidants naturel(le)s de Montréal states:

«They call us family caregivers’ which often hides the fact that we
are mostly women, sometimes men, who are obligated to devote
our time and energy to help a sick or incapacitated loved one be-
cause of a lack of available resources.
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We want to change this situation. Who we really are, are spouses,
daughters, sons...

As caregivers, we do not want to neglect our own mental and
physical wellbeing.»

To reclaim our status as spouses, daughters and sons, we must first
acknowledge that we have become caregivers. This acceptance
can allow us to question our role and to also self-identify within
the caregiver group so that we can share this uncertainty with so-
ciety in general.

It is with great enthusiasm that | present this guide as a step in the
right direction. | hope that it will help clarify the role of the
«family caregivers».

Nancy Guberman

Professor, School of Social Work
Université du Québec & Montréal
April 2004
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Introduction

This guide was designed for you, the family caregiver, to help
deal with the risks involved when caring for a loved one who is
losing their independence. It will allow you, if only while you are
reading, to take a break and to take care of you.

First of all, it will help you reflect on your experience as a family
caregiver. This first step will help you define a realistic portrait of
your life with consideration to the different facets that are an inte-
gral part of your role.

Afterwards, we will suggest different strategies to prevent or rem-
edy certain difficult situations by determining your needs and limi-
tations. Some practical tools will help you to channel your
strength towards a better feeling of wellbeing.

We will present the advantages of sharing with our peers. In this
sense, we will present the objectives of the Regroupement proch-
es-aidants Rouyn-Noranda.

We have also permitted ourselves to sound the alarm to the
health and social services network, so that they consider family

caregivers as a partner rather than a resource.

Finally, a family contract and reference book are in appendix to
help you with your role as family caregiver.

Enjoy the read!
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Conclusion

In this guide, we have described the realities faced by a family
caregiver. ldeas and strategies have been suggested to prevent dif-
ficult situations that are inherent with your role and how to solve
them. We have discussed the topics of regrouping and being
heard in order to improve your quality of life.

This document was not conceived to dramatize the situation of
family caregivers, but to offer assistance as a tool for everyone
who is caring for a loved one.

Finally, we hope that this guide has provided information and
ways to do things. We must remember that one day we too
might need the help of a family member.
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