Support“‘for Eamilies

Understanding Family Issues
after an Acquired Brain Injury

Acquired brain injury (ABI) can have a significant
impact on an individual, but it can also result in
changes for all members of a person’s family
and community. For family members in a close
relationship with the person with ABI, there can
be a range of changes in roles and
responsibilities, and involvement in a person’s
life that we need to understand to work
effectively with them and with the person with
ABI.

Impact of Brain Injury on the Family

= |t is important to understand that families
have had little opportunity to prepare for a
brain injury. Some families have good skills
in coping with a major trauma or illness;
some families may not have acquired those
skills. No one finds it easy to adapt and
cope with all of the changes in their lives
that a brain injury may bring. Families
themselves may need information,
education, support and counselling to assist
them in coping with the major challenges
that they have in front of them.

= Uncertainty about the future for themselves
or their family member may be an issue,
particularly early on after an injury. There
may be quite dramatic changes in finances,
employment, driving, community
involvement or relationships with others. A
future that was certain or predictable may no
longer be that way.

Changes in Roles

= There may changes in roles in the family, as
the person with ABI is unable to continue in
their previous roles or responsibilities.

= Family members may have extra
responsibility for work, transport, managing
finances, and managing family decision-
making and for providing emotional or
practical support or care.
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Burden of Care

= Burden of care for family can increase over
time.

= Asthe person recovers from the initial injury,
and support from extended family, friends,
workmates, and community diminishes or
decreases, family members may find their
burden of care or work increasing steadily.

Competlng Demands
Family members can have a range of
competing demands and needs, both for
their time, energy, involvement and
participation. Caring for someone with an
ABI may mean that a family member has
less time for other relationships within the
family or with friends. Partners, spouses,
and children may sometimes feel left out,
neglected, or excluded from decision-
making. This can sometimes lead to
competition and conflict.

» Relationships with others in the family and
with friends can be damaged or lost as a
result of difficulty in responding to
everyone’s needs.

= Family members may find that their own
needs become less important, or neglected
in the urgency or demands of providing care
and support to a person with ABI.

= They may find they do not get time for their
own interests, recreation or relationships.

= They may find they do not pay enough
attention to their own psychological or
physical health.

= They may not take time out from being a
carer to have rest and relaxation and to
renew their own energy.
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Isolation over Time

As time goes on following an injury, after
months and years have passed, family can
find that they have become increasingly
socially isolated and alone.

Demands to provide care and support can
take up so much time, they may lack the
time, energy and resources to maintain their
own family, social and community networks.
As a result families may have less emotional
or practical support over time.

Grief and Loss

Families may have ongoing issues with
grief, loss and adjustment to changes
associated with an ABI.

Family experience the losses for the person
with the ABI (loss of hopes, dreams,
ambitions, and ability to be independent) but
also their own losses (loss of independence,
loss of intimacy, loss of friendship, loss of
sexual relationships, loss of financial
security, loss of family, loss of time alone).

They may experience sadness, anger,
confusion, anxiety, and depression.

Family Relationships and Dynamics

It is important to be sensitive to existing
family structures and relationships in
working with the whole family. Individuals
with ABI and their family may have lost
some of their sense of independence,
autonomy and their personal privacy, as
they become involved with the medical or
hospital system, sometimes for the first time.
For many, communicating and negotiating
with professionals in services in a new thing,
and may be something they were not
prepared for.

Family may be wary or reluctant to disclose
information, to be involved, or to commit
their energy and time to people making
demands or providing community based
services.

Family may have had a range of
experiences (negative and positive) with
medical, health or community services that
present barriers to new  working
relationships.

Building a good working relationship,
working on communication and building trust
are key areas to consider in working
successfully with families.

Carer Fatigue

Family members may sometimes be
overwhelmed and exhausted by the
emotional and physical demands of
providing long-term care to a person with
ABI. This is particularly the case where one
or a few family members take responsibility
for providing care over many years.

Placing demands on family to provide care,
to implement strategies or to work towards
new goals, can sometimes present a huge
challenge or demand that is hard for the
family to meet.

Family can seem to be difficult, critical,
uncooperative or unsupportive of new ideas
or plans but they may not have the energy to
do more than they are already doing. It is
important to take into consideration the
capacity of each family to take on new ideas
and tasks.

Over Protectiveness

Family members can sometimes be more
protective of the person with ABI following a
severe injury. Particularly in cases of a
sudden injury, such as a traumatic brain
injury or a stroke, where a person was
severely injured, or close to death, they may
be reluctant to risk further injury or have
harm come to their family member.
Families can sometimes be cautious, wary
of new ideas, and worried regarding the
consequences of small changes and what
might happen in the future.
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