


It takes a great deal of practice on the part of
the caregiver to truly comprehend the survivor,
and then be able to know how to work with the
person in a positive way. You may go through
many embarrassing moments, but you have
to remember that you are still learning. In no
time at all, you will know how to handle these
situations.

There were many times when | truly felt that
| was about to lose my sanity. Now that |
look back however, | realise that | was still
in the beginning chapter of my brain injury
education U to this day, | am still learning.
Just as a person with a brain injury changes
every day, so does your knowledge as a
caregiver. Do we ever become professionals
at this challenge? Maybe not according to
educational standards, but in our own minds
we know how to handle these experiences,
and we become better at it with time.

| have been in many situations where my
husband, Paul, has made inappropriate
comments or faces when we have been in
a public place. Part of me was mortided, the
other part of me was amazed, because he
says all the things that we wish we could say
when we are disgusted with something.

Paul looks completely normal so it would
be very difdcult for me to try to explain to
someone that he doesnit realise what he just
said. | guess this is where the term (silent
disabilityi comes into play. Most people

would just assume he was a very rude
person. | would never embarrass him by
saying, UCut him some slack, he has a brain
injury and doesnlt understand.i Most likely,
they would probably never buy it because of
his appearance. Furthermore, most people do
not understand the side-effects of a traumatic
brain injury.

The most difdcult thing that | have had to deal
with is Paulls reaction to obese people. In our
drst few months of dating, we were sitting in a
restaurant and | noticed that he looked as if he
had just eaten a large piece of lemon or lime.
His eyes got very large and his cheeks were
sucked in. When | asked him what happened,
he made a gesture with his hand for me to look
to the right. When | did, | noticed a woman who
looked as if she weighed around 350 pounds.
(It did not help matters that we were at an
all-you can-eat breakfast buffet and she had
about three pounds of bacon, 12 pancakes,
15 sausages and nine eggs on her plate). |
downplayed the situation, as | did not want
to draw attention to my husbandis reaction.
| simply tried to ignore him. He continued to
stare and make his sour citrus expressions,
and | continued to read the menu.

| can remember my blood pressure rising
and embarrassment coming over me like
never before. When we left the restaurant, |
expressed my frustration with him. However,
| did not realise that he was truly unaware of
how inappropriate his reactions were. | was
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Do you recall when you were trying to learn to ride a bike for
the drst time? How many times did you fall and scrape your
knees and elbows before you actually perfected it? | compare
learning how to ride a bike to what itls like to live with

someone who has sustained a traumatic brain injury.

angry with him for his reaction, and he was
even more frustrated with me, because he
didnlt think held done anything wrong.

That incident took place about two years ago.
A lot has happened in his recovery since
then, as well as my increased knowledge
of his brain injury. Today, | take care of the
situation before it happens. | have learned the
things that he reacts to, therefore | warn himin
advance. For instance, if | see a large person
in a restaurant, | say to him Ul want you to
know that there is a very obese person in the
restaurant that is going to walk past us U |
am letting you know in advance so that you
can avoid a negative response.i

This warning gives him the choice in how he
responds to this situation when it occurs. A
person with a brain injury needs more time to
process information, and this advance warning
gives him that time. He now thanks me for
these warnings because we can avoid any
embarrassment.

All head injuries are different, all recoveries
proceed at a different pace, and we all have
different coping skills. You may dnd other
strategies that work for you, but do not work
for someone else, and vice versa. However,
being patient enough to dnd those strategies
will be the key to your success in your role as
a caregiver.

Article originally published at www.lapublishing.com and reprinted
with permission. Visit this site to read other personal stories.

While people with a brain injury have been
seriously neglected over the years, this is
even more so for the people who have been
called the forgotten survivors.

URecognition of the role of unpaid carers
in providing nearly 75 per cent of care in
the community would be welcomel, says
the President of Carers Australia, Louise
Gilmore. UBut what you would really need is
money % directed in the right areas. That is
respite and support services, gexibility in the
workforce and adequate income support for
those carers unable to work.

EMOTIONAL REACTIONS

Carers can experience a range of different
feelings, including anger, depression,
resentment and guilt. All carers respond
to the demands of caring in their own way.
Feelings are always individual, and everyone
will react differently. Some of the feelings that
carers often say they experience are feeling
overwhelmed, confused and shocked by the
diagnosis of brain injury, or realising the
changes that caring will bring into their lives.

Guilt can be a common feeling. Carers may
feel responsible for the brain injury occurring,
not wanting to be a carer, losing their temper
or being embarrassed by the person being

cared for. Carers can feel particularly guilty
about taking a break from caring or placing
the person in residential care.

Anger can arise when someone is the sole
carer or others in the family donlt do their fair
share. They may become frustrated with the
person they are caring for if they regularly face
challenging behaviours, angry outbursts, self-
centredness or many of the other issues that
can arise after a brain injury.

Resentment can arise from lack of support
when friends donlt make contact any more,
support services donit provide enough help
and the focus always is on the person with
the brain injury.

Concerns about the future can result in
fear, wondering how well the loved one will
recover, what will happen if you donlt cope,
or who will take up the caring role if you can
no longer do so. If there are legal issues such
as a compensation claim, there is frequently
stress associated with the litigation process
and the uncertain outcome in court.

Sometimes being a carer can feel like an
endless grind. Over time, you can stop feeling
angry or sad about your situation and become
depressed. Even happy times donit seem to lift
you, and the simplest tasks seem to take too

A brain injury can not only
devastate a personls life, but can
have serious effects for others as
well. The effects of a brain injury
have been likened to dropping

a stone into a pond U the
consequences have the strongest
inQuence on the immediate
family, but also spread out to
friends, work colleagues and the
wider community.

much energy. You may dnd you are sleeping
too much, or waking early or during the night.
You might feel worthless or agitated most of the
time, and have difdculty making decisions.

Family members also experience grief, often
feeling they have lost their loved one but being
unable to say goodbye. For some, the caring
duties have overwhelmed their life to the
point they feel they also have lost their former
lifestyle, and now all they do revolves purely
around the person with the injury.

STRESS

Caring can mean being cut off from others
and facing high stress over a very long period
of time. Carers are very vulnerable to stress
because of the demands of caring. Stress can
bring physical symptoms such as headaches,
or difdculty sleeping. Some people become
very emotional or anxious. Others report feeling
persistently tired and chronically unwell.

Physical signs of stress can include a lowered
immune system, breathing difdculties, fatigue,
sleep disturbance and muscular tension.
Carers may also dnd themselves feeling out
of touch with reality, forgetful, not looking
after themselves, crying easily and not eating
properly.

Managing stress is a very important part of this
self-care. New research suggests the chronic
stress that spouses and children develop as
carers may shorten the caregivers| lives by
four to eight years. The dndings, published
in the Journal of Immunology by researchers
from Ohio State University, also revealed that
depression was twice as severe for caregivers,
and that their immune systems were less able
to maintain overall health.

It is crucial for carers to make sure they look
after themselves, so that they can continue to
be effective in their caring role. This issue of
Synapse looks at many of the issues faced by
carers, and above all the need to ensure their
own sanity and health in the long term.
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