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Preface
If you are reading this guide, the chances are that you are looking after or know
someone who has an acquired brain injury.
This guide aims to help family members, spouses, carers and anyone who is
trying to cope with the challenges of caring for someone with a brain injury. We
hope to give you a clearer picture of some of the difficulties faced by carers and
to indicate some of the strategies that others have found helpful in coping with
certain situations.
At Headway Ireland we have found from talking to carers that it is after hospital
discharge that families really begin to notice how the injury has affected their
family member. When a family member returns home from hospital the lack of
adequate aftercare services and the loss of support available in hospital can
leave a carer feeling overwhelmed and isolated.
We hope that this booklet goes some way toward helping you make sense of the
many challenges that you are facing. Having read this booklet, please contact
our Helpline (1890 200 278) if you wish to talk about your own experiences or
have a particular question about anything that you have read.
There are a number of subjects that we have not covered in this booklet.
These include:
❏

Detailed anatomical and medical information about the brain.

❏

The hospital stay

❏

Issues arising when the person being cared for is in a coma.

❏

Special issues for those whose children have suffered an acquired
brain injury.

If you are affected by any of these particular issues please contact the
Information and Support department on 1890 200 278. The final chapter of this
booklet also includes some sources for further information.
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A Message from
President McAleese

Since its inception in 1985, Headway Ireland has gone from strength to strength,
assisting people with an acquired brain injury to rebuild their social skills, to
enable them and their families to cope with change, and to provide emotional
support and guidance in a hospitable and safe environment.
The trauma of a brain injury is a frightening process, where scars are invisible,
but the suffering is immense. Organisations such as Headway Ireland help to
nurture positive thinking in relation to brain injury. Headway Ireland’s work with
families has highlighted the importance and need for this 'Carer and Family
Guide'.
As Patron, I would like to pay tribute to all those associated with Headway
Ireland for the extraordinary level of dedication and commitment they have
shown over the past 17 years. I wish them and their clients and families every
success and happiness in the years ahead.

Mary McAleese
President of Ireland
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1. Understanding
Acquired Brain Injury- a definition
For the purposes of this guide, we define Acquired Brain Injury (ABI) as any
injury to the brain received during a person’s lifetime and not as a result of
a birth trauma.
Acquired Brain Injury can result from:
❏

Traumatic injury e.g. a traffic or work place accident, a fall, an assault or a
sports injury.

❏

Damage to the brain tissue following a stroke (through haemorrhage or
aneurysm), brain surgery or a brain tumour.

❏

A viral infection, e.g. encephalitis.

❏

Lack of oxygen to the brain e.g. as a result of a heart attack, (hypoxia/anoxia).

One of the most important things to emphasise about Acquired Brain Injury is that
its effects are unique to the individual. Every person who has an injury will have his
or her own characteristic difficulties or effects, which can range from mild to severe.
Particularly in the case of Traumatic Brain Injury (often referred to as TBI) the extent
and degree of damage can be very difficult for physicians to predict as the injury
site can be anywhere in the brain and have a multitude of consequences. Damage
to the brain arising from a stroke can be easier to predict. It may be very frustrating
to be told in the early stages that you ‘must wait and see’, when all you want are
some definite answers about how your family member will recover. Because the
brain is such a complex and miraculous machine that controls and interprets so
many different messages, science has not yet learnt a foolproof way of predicting
how and to what degree it will recover once damaged. Medical staff therefore
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often can’t give you the information that you crave, especially during the early
stages. It may help to know that they aren’t just fobbing you off. However as the
weeks pass you should be able to establish a clearer understanding of what is
happening, following professional assessments and opinion.

Other types of brain damage
There are other sources of damage to the brain that occur with degenerative
conditions such as Motor Neuron Disease, Creutzfeldt-Jakob Disease or Multiple
Sclerosis. These are not classified as Acquired Brain Injuries.

Statistics
At present it is not known how many people there are in Ireland living with the
disabling effects of Acquired Brain Injury. Current hospital statistics tell us that every
year approximately 8,500 people suffer a stroke and 10,000 suffer a traumatic brain
injury. It can only be estimated that in addition to those living with a brain injury,
there are thousands of wives, husbands, partners and children deeply affected by its
consequences, and in much need themselves of support and services.

What the future holds
It is yet not fully understood how the brain recovers its functioning. We know that
it does not heal itself in the way that some other parts of the body simply grow
back. The brain tends to recover at least partially in the first two years after injury.
Following this, the rate of recovery may slow, but may nonetheless continue for
years or for as long as the brain is receiving appropriate stimulation.
On the question of ‘When will they get better?’ there is no straightforward answer.
Each person’s case is unique so statistics are of little help here. Some improvements
in a person’s situation may be very obvious, such as the ability to regain speech or
to walk again. These may occur quickly following the injury. Other changes may be
less obvious but are still significant. These improvements might include the ability to
concentrate for longer, or to gain more control over feelings, or to have greater
control over angry outbursts. Improvements like these can sometimes occur years
after the injury.

2

Carers Booklet

27/11/02

10:25 AM

Page 3

Understanding

In most cases, rehabilitation treatments may help the process of improvement. In
some, the limitations resulting from the brain injury will be very resistant to change.
In either case, an understanding of the person’s own strengths and weaknesses will
help carers source further help and design their own activities for use in the home.
As this understanding deepens it will also help a carer come to terms with the
unasked for changes that have occurred in their lives and the challenges they face.

Assessments
Assessment is a vital tool in understanding a person’s needs and prospects for the
future. Very often, formal assessments take place during a hospital stay and can be
performed by a range of professionals from the multidisciplinary team such as
surgeons, social workers, neurologists, neuropsychologists, rehabilitation medicine
specialists, occupational therapists, physiotherapists, speech and language
therapists, nurses and others.
An assessment is the key to understanding the injured person’s current situation
and abilities. It forms the basis for the multidisciplinary team to understand how
best to address their future needs. In addition, knowing the neurological basis
behind why your family member now displays certain characteristics can play a big
role in your acceptance of their injury.
Most people who are treated for severe brain injuries will be assessed by a clinical
psychologist/clinical neurospsychologist during their stay in hospital. If such an
assessment has not been done and you sense that there are difficulties with
thinking, memory or other mental functioning then you can request one. If the
person has been discharged from hospital, you can ask their GP to refer them to
the appropriate professional (e.g. psychologist, neurosurgeon, rehabilitation
specialist) working in a public hospital. It is very important to try to take ownership
of the situation and be proactive in making suggestions to your GP and requesting
certain services. Headway Ireland’s experience also suggests that there is a lack of
knowledge about Acquired Brain Injury amongst many non-specialist medical
professionals. You may find yourself in the unusual situation of having to ‘educate’
your GP about certain aspects of your family member’s injury. In some cases,
Headway Ireland may be able to help locate professionals working privately who are
prepared to perform certain assessments for a fee.

3
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As a carer, you may be able to request copies of assessment reports on behalf of
the injured person. In many cases, however, assessment reports are made available
only on a professional to professional basis when the appropriate consent is
obtained. If unsure, ask the professional concerned directly, and request a copy of
the report from them. It is important also that you understand the outcome of the
assessment. Medical and psychological language often forms a barrier to a ‘lay
person’s’ understanding of reports such as these. If you obtain a copy, try to make
sure that you have someone who can interpret the report for you or request that
the neuropsychologist explains the contents in detail. Remember to make notes.
Your GP may be able to request a copy if the report is available only between
professionals.
Neuropsychological assessments
Neuropsychologists are professionals whose field of study is centred on the brain
and its functions. Neuropsychological testing is designed to determine the brain’s
capacity with respect to short and long term memory, abstract reasoning, attention,
concentration, executive functioning, motor skills and other psychological factors. A
neuropsychologist can compare the pattern of the capacities shown in tests with
the pattern of a person’s capabilities prior to injury and correlate their results with
the nature of the trauma. This can, to a reasonable degree of certainty, determine
the person’s limitations as a result of their injury.
The assessment is made through the analysis of standardised tests that the person
with the injury performs and through interview with the person and their family.
The neuropsychologist will also review a person’s case history and hospital records.
All of this is conducted in an attempt to form a picture of what the person was like
before the injury. Having gathered all this information and evidence, the
neuropsychologist should then be able to outline how these limitations are likely to
impact on the person’s life. For example, damage to the right temporal lobe of the
brain may impact on memory or visual information or damage to the frontal lobes
of the brain may create difficulties in planning and organising tasks, use of good
judgement and insight into their own situation.
This information can be important in helping a family to guide the person with the
injury on how to use their remaining abilities. A cognitive rehabilitation plan is built
from the results of an assessment and in conjunction with other professionals, e.g.
the occupational therapist, physiotherapist, speech and language therapist. It is

4
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important for families to have some input when formulating the cognitive
rehabilitation plan, as they are vital in ensuring that the plan is followed through.

Rehabilitation treatments
The purpose of rehabilitation is to consider each person’s situation individually and
then help them, through various therapies and strategies, to maximise their
potential. In the case of Acquired Brain Injury this can involve physical, cognitive,
educational and vocational rehabilitation.
The typical route for a person who has sustained a severe brain injury or a person
who requires neurosurgery is admission to one of the two national centres for
neuroscience (either Beaumont Hospital or Cork University Hospital). Following a
period of care and assessment, they may then be discharged to their local hospital
or sent back home to await rehabilitation or to a long-term residential home or
unit. Some people are referred to the National Rehabilitation Hospital straight away.
When hospital rehabilitation is not considered appropriate, and in the absence of
suitable residential accommodation, a person may be discharged home to the care
of family members. Families in this situation often find themselves under strain as
they attempt to source further help and support, particularly if the injury is severe.
Additionally, many individuals and families are struggling to cope having bypassed
the hospital system entirely. This may be due to a person's injury going
undiagnosed, to late onset of symptoms, injury in another country or a range of
other factors.

National Rehabilitation Hospital (NRH)
Specialist rehabilitation services such as those offered at the National Rehabilitation
Hospital in Dún Laoghaire can offer vital treatment to aid the process of
improvement following brain injury. These services are not appropriate for every
person, and the demand for the service exceeds the number of places available.
Following in-patient treatments or a stay at the NRH, many people are discharged
home. The NRH also provides some outpatient rehabilitation.

5
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Awaiting rehabilitation
Unfortunately due to the lengthy waiting lists people are often discharged home
from the acute hospital whilst awaiting rehabilitation. (An acute hospital refers to
the hospital where your family member first visited the Accident and Emergency
Department or one of the larger specialist hospitals they were transferred to). It
should also be noted that some people are not ready for a rehabilitation
programme and may need to wait before entering one.
You should request to speak with the discharge planner/liaison nurse or social
worker about any concerns that you have about your family member’s discharge.
Everyone wants to do the best for their family member and it is natural to want to
have them at home so that they can be looked after. However sometimes the
changes that have occurred in the person with the injury (and these may only
become progressively apparent after they have returned home) may be increasingly
difficult for you and your family to cope with. Changes in behaviour or emotional
reactions can be looked at once rehabilitation commences. However if you are
awaiting a rehabilitation place and are finding it difficult to cope or have concerns
about your or your family’s safety, you should contact your GP or the hospital from
which s/he was discharged.

Meeting the demands
Many families discover that one of the most challenging aspects of coping with a
brain injury is the amount of time and energy that they have to spend researching
options, telephoning, chasing, asking, or even demanding help from professionals
in an overburdened system. Ironically, a carer is often called upon to make these
efforts at a time when their own resources are already at a low ebb, as they
struggle to cope both physically and emotionally with the daily demands of caring
for someone and adjust to a new situation.
The only rule of thumb to suggest is to know your entitlements and persist in trying
to have your needs met. It is often true to say that the more vocal and assertive you
can be, the more likely you are to get what you need. You may also consider
enlisting the support of an advocate to work on your behalf. This may be a friend
or extended family member. Somebody who is familiar with the system can be
particularly helpful. Advocates can also take the shape of a social worker or
outreach worker. Many voluntary organisations as well as state bodies employ
people who work as such advocates.
6
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Other avenues and options
Public
GP referral or re-referral
If the person with the injury suffers a deterioration in health or you are finding
coping with the situation increasingly difficult, consulting your GP can be a first step
to getting more help. If you have concerns about mental deterioration, you may
suggest your GP refer the injured person to a neurologist for re-examination. If an
injured person needs assessment for re-admission for rehabilitation treatment, the
GP can also look after this.
Public health nurse
Public Health Nurses are typically based in your local health centre and may be able
to visit you in the home to assess and co-ordinate any treatment services needed.
Public Health Nurses can offer advice and perform practical nursing tasks and
organise home helps or a personal care assistant. Be aware that it may be the case
that the public health nurse, like your GP, may not possess detailed knowledge of
Acquired Brain Injury. It is a specialised area and health professionals who work
from a more generalised perspective do not have the same level of knowledge as a
specialist in the field. You should try to supply your public health nurse with any
information that you have gathered.
Hospital social work services
If your family member is still in hospital it is important to make use of the hospital
social work services. If the person has left the hospital setting but is still attending
as an outpatient it may still be possible to meet with the hospital social worker.
Social workers can be a very important source of practical help and emotional
support.
Local groups
Meeting with others who have struggled with similar issues can be one way of
reducing the experience of isolation that many carers and people with acquired
brain injuries have. Some groups for people with acquired brain injury and carers
exist throughout Ireland. Details of your nearest local Headway Ireland group can be
provided by the Information and Support Department.

7
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Headway Ireland services
Headway Ireland offers a range of services in a variety of locations for people with
acquired brain injuries. These include a Day Activity Service, Sheltered Workshop,
Rehabilitative Training, Counselling, Psychological Services and the National
Telephone Helpline.
Counselling services and the Helpline/Information and Support Services are available
for carers and family members.
Respite services
A small number of services are available to provide respite care for people with
disabilities. Carers and people who have acquired brain injuries can sometimes avail
of these for short periods to provide a temporary break from their daily situations.
These services are typically either hospital based or in a private nursing home. For
the most part these respite services do not employ staff that have a specialised
knowledge of acquired brain injury. They can however provide nursing care and an
invaluable break for carers. Respite in health board nursing homes and hospitals
can be accessed through a social worker, the public health nurse or a GP. Private
respite options are also available. The government gives carers an annual respite
grant (subject to certain criteria), which can be spent as a carer wishes (see Chapter
6 –Entitlements and Benefits).
Specialist residential care options
For those with significant impairment as a result of an acquired brain injury, very
few options are available for long term residential care particularly in the public
sector.
Currently in Ireland there are a few residential units that will accept people with
acquired brain injuries. Some nursing homes are currently being developed in the
private sector that will cater for the longer term needs of people with acquired
brain injuries. Headway Ireland’s Information and Support Department can furnish
details of these.
Private
Private physiotherapy/speech therapy
A small number of Physiotherapists, Occupational Therapists or Speech and
Language Therapists operate in private practice. Their contact details may be

8
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obtained from the directories supplied by the relevant professional association (see
Chapter 7- Additional Sources of Help and Information). A few only specialise in the
rehabilitation of people who have an acquired brain injury.
Private neuropsychology
If a person has not had a psychological assessment during their hospital stay, one
option (albeit relatively expensive) is to have one performed privately. There are a
small number of clinical neuropsychologists who operate private practices in Ireland.
For information on practitioners in your locality, contact the Psychological Society of
Ireland (see-Additional Sources of Help). Some neuropsychologists only operate on a
GP referral basis, in which case the injured person’s doctor will have to write a letter
of referral. Others allow for the person themselves or a carer/family member to
make the referral.
Rehabilitation services abroad
If funds are not an immediate problem, you might consider this option privately. It is
important to consult with the neurologist/rehabilitation specialist about what type
of rehabilitation most suits your family member and whether or not the centre of
your choice meets these needs. There are many considerations when looking
abroad. Whilst there are many excellent services worldwide, language barriers and
their impact need to be considered. The practicalities involved if a family member
needs to stay nearby should also be investigated. Should you pursue this option it is
important to make an informed decision and gather as much information as
possible having sought professional medical advice.

9
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2. Coping with the
Consequences

The physical consequences
Tiredness
Tiredness is probably the most common after effect of Acquired Brain Injury and
can be very limiting for a person, as tiredness affects everything s/he does. The level
of fatigue may decrease over time but for many people it does not go away
completely. It has been likened to when you’re driving a car and it suddenly runs
out of petrol. There just isn’t any more energy left ‘in the tank’. These difficulties
can be acute if the brain stem, which controls sleep and wakefulness, has been
damaged. It is important to understand that a person with a brain injury who is
complaining of tiredness probably is tired and that overexertion can be counterproductive.
Ways to cope with tiredness
❏

Encourage the person to notice their early signs of fatigue and stop to rest.
Regular rest breaks (perhaps only 5 minutes at a time) are sufficient to
rejuvenate and revive the persistent levels of fatigue. If the person needs to
sleep mid-afternoon they should be allowed to do so.

❏

Try to plan activities that won’t go beyond a person’s stamina limitations and
include plenty of rest periods. Often a change of activity, rather than a break
will also help to sustain a person.

❏

Be aware of others, who although well intentioned, may push the person
beyond their capabilities.

❏

Eating a meal can sometimes help replenish energy.
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Headaches
Frequent headaches are another common effect of an acquired brain injury. They
can range in intensity from mild to totally incapacitating. Stress, tension and over
exertion often exacerbate the severity of headaches.
Ways to cope with headaches
❏

Suggest stress management routines, such as relaxation, meditation, and deep
breathing exercises.

❏

Consult the person’s doctor about appropriate medication or complementary
therapies, such as acupuncture or reflexology.

Movement, co-ordination and balance
Our brain is responsible for the initiation and control of all our movements. Much of
the brain activity concerned with movement occurs in an area known as the motor
cortex and when this part is injured we can expect difficulties with movement such
as paralysis or weakness in the limbs. This may be one sided, depending on the part
of the motor cortex that has been affected. Other problems with movement may be
related to the fine co-ordination of the muscles, resulting in strong but clumsy
movements. This can be the result of damage to the cerebellum, the part of the
brain responsible for fine motor co-ordination. If a person experiences difficulties
maintaining balance, this may be due to damage to the vestibular system, an area
of delicate equipment located at the back of the skull.
Another form of movement difficulty, known as dyspraxia, is not so much due to
the direct control of muscles by the brain, but to impaired thinking and mental
processing of intentions and concepts related to movement. For example, if you ask
someone to raise their right arm they may be unable to do it, but five minutes later
you observe that they can raise their arm with no difficulty in order to scratch their
neck. The difficulty here for the person is the forming of the idea, picture or
intention of what the movement will look and feel like, rather than the inability to
actually use the muscles.
What you can do
❏

Rehabilitative treatments, typically which come from a physiotherapist, are
aimed at improving a person’s ability to move. Consult a physiotherapist about
a programme of exercises that you can help with.

❏

For dyspraxia, a person may need to break down a complex task into a series
of simpler movements, possibly with accompanying visual cues, such as

12
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reminder notes, or instructions. A physiotherapist may devise a home based
programme of activities to practice.
Currently as a result of shortages within the profession it can prove difficult to
access this service and available outpatient physiotherapy can sometimes be
limited. Private physiotherapy is also an option for those who can afford it.
Lists of physiotherapists who practice privately are available in the Golden
Pages. If you wish to organise a referral for your family member for
physiotherapy on a public basis, on an outpatient basis through a hospital, or
with a community physiotherapist, you need to contact your GP or Hospital
Consultant.
Speech and swallowing
The muscles we need for speaking and swallowing can be affected by damage to
the brain, particularly if a cranial nerve has been affected. This may result in a
condition called ‘dysarthria’, where speech becomes slurred, slower or quieter than
normal, making it hard for others to understand. If a person has difficulty
swallowing or chewing, they are said to have ‘dysphagia’.
In either case, the best person to advise on activities to practice at home is a speech
and language therapist.
Seizures
One in every hundred people in the general population suffers from epilepsy and
seizures are a common effect of brain injuries where there has been damage to the
surface of the brain, e.g. following an injury where a piece of bone penetrates the
brain. Seizures are more likely to occur in the first twelve months after the injury.
What to do about an epileptic seizure
❏

Be calm – talk to the person gently and calmly.

❏

Make sure the person is able to breathe freely, loosen clothing and buttons
around the neck.

❏

Do not place anything in the mouth, as it is likely to do more harm than good.

❏

Place the person on their side, with something soft beneath their head and
only move them if they are in a dangerous position.

❏

Following the seizure, there may be a temporary period of confusion or
headache. The person should sit or lie quietly until this improves and be
allowed to sleep if they wish to do so. Seek medical advice if the fit persists.
13
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Incontinence
The ability to control the bladder and bowels require both physical and mental skills
that can be affected by brain injury in much the same way as many other abilities.
Prolonged incontinence usually involves the use of a tube, or catheter inserted into
the bladder. When this is removed the aim is for the person to re-learn the skills of
picking up the early signs of needing to go to the toilet.
Sometimes, simply altering a person’s environment can affect incontinence. If a
bedroom is too far from a bathroom or the person has difficulty planning their
route to the bathroom the effort involved may be too great and the person ends up
wetting or soiling himself or herself. In these situations, a carer needs to ensure that
if the person can’t be moved closer to a bathroom, s/he has access to a commode
or urine bottle.
If you suspect that a person is using incontinence as a way of getting attention or
objecting to a form of treatment then a more structured behavioural programme
may be needed. For complex problems in this area you may wish to consult a
clinical psychologist or neuropsychologist.
Diet
Physical disability, poor memory, poor planning, perception and recognition skills all
affect the maintenance of a healthy diet.
Physical disability following a brain injury may result in a person being less active,
for example being confined to a wheelchair. If they continue to eat the same
quantity of food they are likely to be prone to weight gain, as they are unable to
burn off calories by activity.
With regard to diet, poor memory may have two consequences. For instance, a
person will forget that they have eaten, and so continue to eat again, resulting in
weight gain. In other cases, a person may simply forget to eat, resulting in weight
loss.
Poor planning, perception and recognition skills may result in an inability to select
suitable foods to create a balanced diet and may result in a nutritional deficiency. A
diary may help with memory and the planning problems associated with eating.
Encourage the injured person to plan meals for the next few days and even draw
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up lists of shopping items from this. Consult a dietician for advise on a balanced
nutritional diet.
It is not recommended that someone with a brain injury consume alcohol. Tolerance
can be significantly reduced and there are implications for further damage occurring
to the brain.

The cognitive consequences
The most obvious consequences of someone’s injury may be physical or show in
their behaviour or emotions. Cognitive changes, i.e. changes in thinking and mental
processing are sometimes less obvious, but can have far-reaching implications for
the person.
Memory
Many injuries to the brain result in memory difficulties. The most common type of
problem experienced after the acute stage has passed is difficulty with short-term
memory. This is memory of everyday things such as people’s names, new facts,
where things have been put and what to do next. Often, memory prior to an injury
may be intact but the memory for things occurring after the injury may be faulty.
Difficulties with attention and concentration, information processing, poor planning
and organisation are also significant contributory factors to memory difficulties. It is
important for the person with a brain injury to be appropriately assessed with
regard to memory function so that the appropriate treatment and/or
recommendations can be made.
Suggestions for helping with memory difficulties.
The topic of memory could take up an entire book in itself, but here are a few
suggestions/strategies to help cope with memory loss.
❏

Diary/organiser/dictaphone
The person with the injury may find it helpful to use a page-a-day organiser or
diary for both planning the day and recording what has happened during the
day. A dictaphone or voice recorder is a convenient way of recording events for
some. It is very important for the person to review the daily page at times
throughout the day and last thing in the evening. This helps to plan and
organise events for the following day as well as acting as a way of reviewing
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information gained throughout the day, thus aiding the storing of new
information into short and long term memory.
❏

Wall planner
Have a large wall planner with sufficient room to make a note of important
events. This should be placed in a position that is frequently viewed by the
person, for example the back of kitchen door or pinned to cupboard where
tea/coffee is kept. It is important for family members to have access to this
planner so that they can include things that the person may have forgotten to
record.

❏

Labelling
Label household items (for example drawers or kitchen implements) or rooms
for ease of identification. You can use colour-coded stickers if this helps or
photos/pictures to represent a function.

❏

Lists
Encourage the habit of making lists for everything, including ‘to do’ lists, or
lists of how to do everyday items such as making tea. These lists can be made
part of the person’s daily diary page for convenience.

❏

Notes/signs
Use notes or signs as reminders, for example, one on the front door saying
‘check that you have the key’.

❏

Setting alarms
Use a watch or mobile phone with an alarm function to set alarms to go off to
act as reminders for special events or just to remind the person of the time.
Some mobile phones now have ‘Calendar’ or ‘Reminder’ functions where
notes can be made of meetings, calls to be made, birthdays etc.

❏

Repetition
When learning new information, such as a new name, it might help to suggest
the person repeat it to themselves a set number of times either aloud or
quietly. One of the best ways to repeat, rehearse and record new information
is by writing it down. Keeping your daily page with you makes it easy to access
and record what you need.

❏

Association
It can help someone to recall a fact if it has a clear association with something
else, so when a person is trying to learn a new fact, encourage an association
for example ‘This is Sarah, she has the same name as your cousin’.
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❏

Visual images
If you can suggest the person think of a strong visual image to associate with a
new fact, this may also help them recall the fact in the future. For example,
meeting a new person called Peggy, they may visualise a giant clothes peg
hanging on a washing line. The more bizarre the image, the better the chance
of future recall. You might also try mnemonics which involves using verse to
help the memory, for example, Richard of York Gave Battle In Vain is a
mnemonic to help remember the colours of the rainbow.

Attention/concentration
Problems with attention may show as an inability to ‘sift’ out what is important
from what else is happening at the same time, for example, if someone is talking
and the radio is on in the background this may cause a problem. Another type of
difficulty may occur if someone appears to get ‘stuck’ on a particular thought and
may not be able to move on, repeating the same phrase over and over. Or a person
may have difficulty sustaining attention over a period of time, for example
switching to something else whilst in the middle of a task.
Suggestions for helping with attention difficulties
❏

Background noise
Where possible try to reduce the number of things happening at once, for
example encourage only one person speaking at a time, turn off all radios, TV
etc. when trying to have a conversation.

❏

Getting Attention
Before giving instructions or making requests, ensure that you have the
person’s attention. You can say directly, ‘look at me’ or ‘listen to this’.

❏

Reinforcement
Use gestures and demonstration when talking to reinforce what you want the
person to do.

❏

Limit choices
Try to avoid presenting too many choices that might result in confusion. For
example, instead of asking ‘what would you like to do?’, give two choices and
ask them to choose which one they would prefer.

❏

Gentle redirection
If someone gets stuck on a thought or phrase, instead of confronting or
challenging this, try gently redirecting the person towards a new topic or
activity.
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❏

Build up gradually
By recognising the limits of a person’s ability to concentrate you can aim to
improve this by gradually over time suggesting activities, for example games or
watching TV initially for a very short time. Lengthen the duration slowly as
time progresses.

Planning, organising and problem solving
If a person has difficulty reasoning, planning, in seeing the ‘wood for the trees’ or
has difficulty in being flexible in their thinking, the part of the brain responsible for
‘executive’ functioning may be impaired. Many people with these difficulties may be
unaware that they have them and may also be unaware of other people’s reactions
to them.
Suggestions for helping the situation
❏

Patience
Be as patient and direct as you can. These difficulties can result in behaviour
that can be very trying for carers and family.

❏

Concrete language
Try to explain things using simple language and try to break down complex
ideas into a series of more manageable ‘smaller’ ideas.

❏

Activities and games
Suggest activities and games that can be used to practice problem-solving skills
such as planning shopping trips, researching information from the Golden
Pages etc.

❏

Practice divergent thinking
Suggest games that encourage flexible (divergent) thinking, for example, think
of as many animals as you can beginning with the letter A, things that have
holes in them, spices and herbs and so on.

Perceptual difficulties
Difficulties with any of the following are indicators of perceptual problems: judging
distance, reading maps, recognising things, doing puzzles or jigsaws, folding large
items. Many people with acquired brain injury will have difficulties with their ‘field
of vision’ on one side. This is called hemianopia and is quite common where the
parietal or occipital lobes have been damaged. Glasses will not correct this visual
impairment and the person needs to adjust to using one field of vision only, for
example always placing things to their left hand side.
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Suggestions for helping with perceptual difficulties
❏

Visual cues and instructions
It may help to make lists for tasks that require visual processing, for example to
open the door, hold the key in one hand, touch the lock with your other hand,
bring the hand holding the key to touch the other hand and line the key up in
the lock.

❏

Games and activities
Look for games and activities that use visual processing skills, for example
involving writing, drawing, puzzles or building blocks.

Language
Problems with language can be linked to difficulties with expressing oneself, or with
difficulties understanding language, or both. Language difficulties, which can result
from damage to the left side of the brain, are often referred to as ‘aphasia’ or
‘dysphasia’. If the person has difficulty both expressing language and
understanding received language, this is called ‘Global Aphasia’. A very common
problem for people with difficulties expressing themselves is word finding, i.e.
finding the correct word to use even though they know it. It is typically referred to
as the ‘tip of the tongue phenomenon’. Other problems may include the use of
inappropriate language, example outbursts of swearing, or an inability to get to the
point. A speech and language therapist may devise a home programme to practice
and will also work directly with the person to improve their language
comprehension and skills.
General suggestions for helping with language difficulties
❏

Speak slowly, using short sentences and familiar words.

❏

Use gestures to accompany speech and use facial expressions as much as
possible to reinforce the message. However, try to avoid overdoing things,
remember you are addressing an adult and not a child and keep the tone
natural.

❏

Reduce background distractions where possible.

❏

Try to keep to one topic and avoid switching from one to another.

❏

Structure your sentences to keep the ‘chunks’ of information small giving a
person time to understand before you move onto the next chunk.

❏

Give the person time. Resist the temptation to speak for them, particularly if
they are having difficulty finding a word.
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❏

Don’t be afraid to say you haven’t understood or heard a person properly. It is
much better to be open and honest than to try to pretend otherwise.

❏

Avoid speaking loudly unless you are aware that the person specifically has a
hearing difficulty in addition to language difficulty.

❏

Swearing may occur unintentionally. Avoid being shocked, and try to ignore it.

❏

Remember that a difficulty in expressing language does not mean that a
person has lost intelligence or knowledge.

The emotional and behavioural consequences
These consequences are more prevalent in frontal lobe injuries.
Personality change
As the brain is responsible for controlling our feelings and behaviour, it is not
surprising that brain injuries can result in changes to these areas. These might
appear to be quite dramatic changes in personality or behaviour and be extremely
difficult to understand. We are much more used to being able to deal with the
physical effects of disability than the emotional effects. In some cases, changes in
behaviour and emotions can be so far-reaching that it is often described as a
complete change in personality. In other cases, some aspects of the personality may
become exaggerated following an injury. It is also important to note that cognitive
changes, such as inattention, forgetfulness or difficulty processing what is being
said, can often be misunderstood as the person being noncompliant, stubborn,
rude or selfish. Not everyone will exhibit changes in the following areas described
and it is important to note that the severity of change varies from individual to
individual.
Agitation
This might illustrate itself by a person’s constant movement, pacing up and down,
repetitive purposeless activity, getting up and down constantly or an inability to
focus attention. Agitated behaviour may well be spontaneous or unprovoked and
the spell of agitation may be very brief. This type of agitation may be a coping
mechanism for the individual and not a permanent state.
Suggestions for helping with agitation.
You will be able to establish from the following which techniques work best for
your family member.
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❏

Allow any excessive talking – this may be a person’s way of working through
their agitated state.

❏

Illustrate calm behaviour – try to appear calm even if you are not.

❏

Remove any excessive distractions from the immediate environment where
possible.

❏

Try to limit abrupt changes or surprises and prepare the person by explaining
what to expect.

❏

Try to redirect the person’s attention from the focus of agitation.

❏

Be aware of your own behaviour and try to avoid any signals that can be
misinterpreted such as frowns, eye rolling, head shaking etc.

Anger/irritability
Outbursts of anger, or a general level of irritability can result from damage to parts
of the brain that control the impulses i.e. the frontal lobes, or can be linked to an
injured person’s own frustration at not being able to express themselves or perform
to the level of their own expectations.
Sometimes the most minor irritations can cause the greatest reactions. It may be
the very minor nature of the problem that causes the reaction, as these are the
types of obstacles that the person may have handled effectively before their injury.
Suggestions for coping with anger/irritability
❏

An important strategy to cope with this difficulty is to try to understand the
patterns or specific things that trigger outbursts of temper or irritation. If you
can observe (for example by recording over a week) the incidents that cause
outbursts and identify the themes or patterns, you may be able to reduce the
incidence of outbursts by avoiding or at least reducing the irritating or stressinducing factors.

❏

Increase as much as possible the structure around the injured person’s day. The
more predictable life is for an injured person, the less likely they are to react
badly to unexpected occurrences.

❏

Where appropriate, try gently redirecting the person’s attention away from the
incident and focus on something positive or introduce humour to the situation.
Try to get the person to rest if they are over stimulated.

❏

You could try directly instructing the person to stop what they are doing.

❏

You can also try to ignore an outburst.
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❏

If the injured person has a lack of awareness, it can sometimes help to provide
them with feedback during an incident, for example ‘What you are doing right
now is making me feel scared’. This can sometimes cause the other person to
stop and think.

❏

‘Proximity’ is another technique to try. Giving someone a hug or stroking him
or her can deflate a situation.

❏

Adopting what is called ‘Active Listening’ body language can be helpful i.e.
show the person that you are listening to them by nodding your head and
showing open body language i.e. arms not crossed and slightly leaning
forward. Sometimes simply acknowledging behaviour can be effective, for
example ‘I can see that you are pretty annoyed about this’.

❏

Try to speak with someone about your own feelings and reactions. You may
feel hurt, frustrated or exhausted by having to deal with this type of difficulty.
Sharing your own feelings with others can help to lower your own levels of
stress.

❏

If it is possible, try to remember that whilst this type of behaviour can often feel
like a personal attack or insult, it is really due to the nature of the brain injury.

❏

If all else fails, try to remove yourself from a difficult situation rather than
getting ‘sucked in’ to responding to or challenging the person.

As you will have noticed some of the above strategies contradict each other. One
suggestion is to ignore the person, whilst another says try active listening. Certain
techniques will be more suitable than others given the situation, the individual’s
injury and their personality. Rehabilitation staff may be able to give you further
advice on strategies for coping with angry behaviour. However it is often a question
of finding out what works best in a given situation for you and the person with the
injury.
In extreme situations, you should always remember your own safety and never
allow yourself to stay in a dangerous environment. Call for Garda assistance if
necessary.
Insight, lack of awareness, denial
Insight is a special ability that we all have, to look at ourselves, understand our own
behaviour and know our own strengths and weaknesses. Denial is a mechanism
that we use to protect ourselves from overwhelming or unpleasant realities. It is a
natural process that we all adopt when coping with situations such as loss and
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bereavement. In someone with an injury to the brain, a combination of insight that
has been impaired by the injury and a natural tendency to avoid the sense of being
overwhelmed by reality can conspire to make someone behave as if they were
perfectly OK.
Suggestions for coping with lack of insight
❏

If a person wants to try something you know they are incapable of, allow them
where possible to go ahead and try. Sometimes the experience of failure can
help a person to gain awareness of their difficulties.

❏

In a gentle and non-judgmental manner, you can point out the person’s
difficulties to them.

❏

Encourage the person to meet with other people with an acquired brain injury.
The influence of others can help to increase a person’s awareness of their own
limitations.

❏

Where possible, show professional reports and assessments to the person, to
reinforce their insight and gently address any denial of difficulty.

❏

It may help to know that insight and awareness can improve (perhaps slowly)
over a long period of time, and that denial can be a survival mechanism.

Impulsiveness/disinhibition
This is the lack of ability to control speech and behaviour. A person who has
suffered damage to the area of the brain responsible for control mechanisms may
exhibit a lack of the inhibition that a person without a brain injury would take for
granted. This can lead to behaviour, which may in turn be tiring, embarrassing or
frustrating. What can often make this difficulty worse is an accompanying lack of
awareness (see above).
Coping with impulsive behaviour
❏

Give direct feedback when a person behaves inappropriately.

❏

Try to redirect a person’s attention to more appropriate ways of behaving.
Where possible, give strong positive instruction, for example instead of ‘don’t
interrupt’ you might say ‘wait until Sarah has finished talking’.

❏

Try to insist on appropriate behaviour as soon as possible, to try and avoid bad
habits developing. If a person senses that their inappropriate behaviour will be
rewarded, or not confronted, it is likely to increase.
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❏

For someone with persistent difficulties, you may consider consulting a
psychologist or neuropsychologist about designing a behaviour management
system. This is a very structured approach and can involve rewarding
appropriate behaviour.

Losing control of emotions (lability)
Damage to the areas of the brain that deal with impulse control and emotions can
lead to a person losing the ability to know how and when to express feelings. This
can result in mood swings, which can be very tiring for families and carers.
Coping with mood swings
❏

Give positive praise when the person shows the ability to control their feelings
and help them to discuss how they managed to do it.

❏

Try to model calm behaviour yourself (where possible).

❏

Try to reduce as many stressful factors for the person as you can and avoid
criticism as this is likely to lead to even greater emotional sensitivity.

Self-centredness
Self-centredness can arise as the injured person’s ability to empathize with others is
damaged. They may become jealous and upset when activities and conversation do
not relate to them or involve them directly. They may become demanding of your
time and resentful if you or others leave them.
Coping with self-centredness
❏

Do not sacrifice everything to meet the needs of the injured person.

❏

Do not allow the person to get to the point where they expect that all their
demands will be met.

❏

Be aware that the more you do things for the person, the more they develop
dependency. Even if it takes them longer to do something for themselves,
encourage them to do it wherever possible.

❏

The injured person may not respect your rights and you may need to be
assertive and demand your own ‘space’. Look after your own needs.

Motivation
Damage to the frontal lobe areas of the brain that control emotion, motivation and
forward planning can result in apathy or a lack of motivation. A person with an
acquired brain injury may recognise their basic needs and wants such as food and
24

Carers Booklet

27/11/02

10:25 AM

Page 25

Coping with the Consequences

sleep yet seem quite incapable of planning anything for themselves or doing
anything pro-active.
Ways to address poor motivation
❏

Be firm and avoid giving the person the choice of opting out of something.

❏

If the prospect of doing something appears overwhelming, try breaking down
the task into a series of more manageable steps.

❏

Persist in encouraging participation in more activities.

❏

Encourage participation in a brain injury group. Others with similar difficulties
can be a source of stimulation.

Depression
Depression frequently occurs as the injured person’s insight and awareness of their
situation grows. This might happen well after the injury and after the person has
been discharged home from hospital and results from them realising that life can
never be the same as it was before. The occurrence of depression, although it poses
a great challenge, can be viewed as a sign of progress. It means that the person is
trying to work through the emotional consequences for themselves. The depressed
person is often unable or unwilling to talk about their feelings or seek outside help.
Coping with depression
❏

Treat thoughts or talk of suicide seriously and seek professional help from a
psychiatrist or psychologist. They may recommend counselling from a qualified
counsellor.

❏

Try diversionary tactics to take the person’s mind off depressive thoughts.

❏

Acknowledge the uniqueness of the person’s loss and help them identify their
own strengths and assets, no matter how small. Validate how they are feeling
while at the same time offering support and encouragement for their future.
This can be done by listing concerns on paper and setting goals to overcome
them.

❏

Be aware of the strain that taking care of someone who is depressed can
produce and take care of your own reactions and feelings. (See Chapter 5Looking after yourself)

Sexuality
Following a brain injury, a person’s level of sexual interest may increase or decrease
significantly, particularly if the area in the brain (hypothalamus) that regulates
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testosterone is affected. Accompanying factors, such as depression, fatigue, lack of
confidence or feeling unattractive may also contribute to decreasing a person’s sex
drive. If a young male with normal sex drive shows disinhibited behaviour following
an injury and does not have a girlfriend, then he may show sexually inappropriate
behaviour such as making inappropriate sexual suggestions or advances.
Coping with increased or inappropriate sexual interest
❏

Make very clear statements to the person that their behaviour is inappropriate
and unacceptable. Whatever the nature of the sexual problem, it may help to
talk to a counsellor or psychologist about it.

Coping with decreased sexual interest
❏

Do not take a lack of interest personally.

❏

It may help to remember that a lack of interest may be a way of covering up
for a lack of confidence in the ability to ‘perform’ sexually.

❏

Try to speak as openly as possible about the problem and share it with each
other. If the person is open to trying other ways to induce arousal, you might
consider experimenting with erotic books or magazines. It is also important to
remember that everyone has different sexual needs, which may change over
time.
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3. The Impact on You:

Understanding your feelings

Anger, frustration and isolation
Anger and frustration are natural emotions than can be felt when caring for
someone with a brain injury. Recovery does not follow a smooth pattern and
definite answers are difficult to find. It is difficult to plan anything and life may be
riddled with uncertainty. The reaction of people outside the family, if they do not
understand the deeper problems, can make matters worse. Acquired Brain Injury is
often referred to as the ‘hidden disability’. A person with brain injury may look
perfectly healthy and at times may appear as if they have no affects from their
injury. Many of those outside of the immediate family will not see or understand
the true effects that the injury has on family life. This can at times add to feelings of
isolation and a sense of being left on your own to cope. It may seem that no one
really understands.
What you can do
❏

Identify any particular triggers for your anger such as an insensitive relative and
try to avoid them where possible.

❏

Express your anger rather than bottling it up. Let off steam with someone you
can trust.

❏

Vigorous physical activity such as sport, housework or going for a walk can
help to release some of the stress associated with feeling angry.

❏

Recognise the underlying source of your anger. Awareness is the key to gaining
perspective, and it may help you recognise potentially frustrating situations.

❏

Following an outburst, forgive yourself, make any repairs or amends you need
to make, try to let go and move on.
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❏

Try to find someone with whom you can talk that has an understanding of
your situation and your sense of isolation. This can be another carer or a
professional such as a counsellor.

Guilt
Because of negative feelings towards the person with the injury, guilt can be a
common emotion felt by carers. Sometimes, particularly if there has been a change
in personality due to the injury, it is possible to ‘dislike’ new characteristics or
exaggerated old ones. Many carers in this situation swing between feelings of guilt
and anger. Love of the ‘old’ person, sorrow for what has happened and the desire
to look forward can be mixed with frustration, despair and feelings of entrapment.
Coping
❏

Accept guilt as a common feeling over which we have very little control.

❏

Do not expect perfection from yourself and try to accept and forgive your own
failings as you become aware of them.

❏

Try to recognise that it is natural in the course of looking after someone else
that you may experience intense negative feelings towards him or her.

Tiredness
Caring for someone with a brain injury is a tiring process. Worry, coupled with the
emotional upheavals and the physical demands can result in debilitating fatigue.
Coping
❏

Eat well and try to sleep as much as possible.

❏

Everyone has different coping styles. Learn to recognise your own. For some
putting off until tomorrow what is not absolutely necessary can reduce stress.
Or you may feel that keeping busy will help you to cope.

❏

Ask for help from friends and family.

❏

If you have difficulty sleeping, try learning some relaxation techniques, such as
deep breathing, meditation, listening to a relaxation tape or muscle relaxation.
Research ways you can care for yourself better (see Chapter 5- Looking after
Yourself).
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Loss of love and companionship
One of the most devastating effects of a brain injury is losing the one you love
emotionally. It is possible that the person may never return to their personality as it
was before the injury. People have reported feeling like they are ‘married to a
stranger’ or as if they now have a child rather than a husband or wife.
For a parent whose adult child acquires a brain injury, the role of caregiver is a
familiar one. Old parent/child patterns can be re-established. However this burden
of care brings new pressures and strains. The child is now an adult and has different
needs. As the natural desire to keep a child safe takes over, parents may find
themselves trying to balance this desire to safeguard against further harm with
being too protective. This can sometimes prove to be a difficult balance to strike. As
parents age, there are worries about the future welfare of their son/daughter. Who
will look after Francis when I die? Will Mary ever get married? Will John be ever
able to support himself? Will I have grandchildren? These questions are a source of
concern for many parents. Talking these worries through can ease the stress and
allow a space to be created to begin looking at any practical solutions available and
what can be planned towards.
In a relationship such as a marriage between two adults, which is based on equality,
the loss of companionship and peer support can be devastating. Unfortunately, in
cases when a person undergoes a personality change as a result of the injury they
may develop some unlikable characteristics. Coming to terms with a ‘new’ husband,
wife, son or daughter can be a lengthy and difficult process.
Coping with a situation where you are trying to come to terms with loss of love or
companionship is a direct challenge to your own sense of yourself, your strengths
and your resources. Consider any avenue or method of coping that helps your own
self-confidence and gives you energy for the emotional journey. Many people find
that a counsellor can help them explore and understand bewildering feelings and
ways of re-balancing the relationship.
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4. The Impact on the Family
The family dynamic
Coping with an acquired brain injury is a major challenge for any family. One of the
most challenging aspects of a brain injury is the fact that the whole immediate
family, in-laws and close friends are all affected in one way or another. No family is
ever prepared for a brain injury. Families need attention, education, guidance and
support if they are to survive, regroup and rebuild their lives. Some families cope
better then others, but all have difficulties. All families are different and no matter
how well functioning a family is there is no normal way or clear road map for how
they should cope with a brain injury.
No family is perfect. We all have to cope with a range of difficulties at the best of
times. As well as the usual challenges of child rearing we also have to work to
maintain rewarding couple relationships, satisfy career demands and earn enough
money to provide housing and food. In addition to all that, many families are also
coping with other issues such as alcohol dependency, relationship difficulties,
problem teenagers or ageing parents.
When a family experiences a brain injury its coping strategies are severely tested.
Spouses often feel isolated and trapped where their needs are not being met. For
many partners the person they married has changed because of their injury. Roles
are sometimes reversed and relationships are put under strain. Children also suffer
emotional problems. In the crisis of the event their needs can often go unmet.
Relationships with extended family can also come under strain. Extended family
members often don’t know how to cope and help – even with the best will in the
world.
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Research indicates that the families who tend to cope best in the long term are
those who have two special qualities. Firstly, the ability to be flexible and able to
view change as a challenge. Secondly, the ability to communicate openly and
honestly by expressing both positive and negative emotions and through
recognizing the needs of themselves and others in the family. If a family has these
characteristics of flexibility and open communication, then it is possible, that out of
the crisis of brain injury a family can grow stronger.
Every family copes in its own way. However certain characteristics are common to
all families as they move through the different stages from the initial injury to living
back in the community. Some have likened this period to living on a roller coaster
where strong emotions emerge and change as expectations for the person with the
injury change. These ups and downs are inevitable and are to be expected. Having a
brain injury is completely different to other major illnesses. Coping with a major
illness has a resolution. The patient gets better over a relatively short period of time
or death occurs and the loss is final and obvious. Relatives have time to grieve and
mourn their loss. With community support and long established rituals families are
helped to move through a well-recognized range of emotions from shock and
disbelief to anger, sadness and eventual adjustment.
However with Acquired Brain Injury, because of the lengthy process of recovery and
rehabilitation, where nothing is certain and progress is uneven, the emotions
associated with loss come and go in cycles. One day a family member may feel grief
at all the losses and the next day feel elated because the person with the injury has
made some progress. Brain injury involves loss and yet the nature of the recovery
and rehabilitation process interrupts and disrupts the grieving of that loss.
In conjunction with trying to cope with all the feelings about the person with the
injury, family members also have to cope with the everyday events and challenges
associated with the brain injury. These include coping with cognitive, behavioural
and social problems, lack of information, dealing with health service personnel, new
medical language, uncertainty about the future, possible financial difficulties and
role changes within the home. In addition partners and children have to cope with
the challenges of everyday life, school and jobs, usual family conflicts and the needs
of the other family members. Sometimes these other needs get pushed aside for a
while but they will inevitably need attention.
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The stages
It may be helpful to outline a model of what a typical family goes through over
time and the emotional changes and feelings associated with brain injury. This is
just a model and as with all models there are exceptions and families may move
between stages at different times.
Stage one – ‘Please God let her live’
This stage lasts from the time of injury to medical stabilisation. The family’s initial
emotional reaction is usually a mixture of shock, panic disbelief and denial. Their
main concern is with the survival of their family member.
Stage two – ‘She’s going to be fine’
This stage occurs when the person regains consciousness. At this time the family
experiences relief, elation, and sometimes massive denial abut the future. This
denial is often a normal and typical reaction to a very new and shocking event.
There is often a tendency to focus on minor improvements in order to justify the
hope of a total recovery.
Stage three – ‘He’s still making progress but it’s slow’
This stage is associated with the period of rehabilitation. Family members continue
to maintain a hopeful attitude. However as time elapses they may begin to become
discouraged and concerned about the lack of or the slowness of progress. At this
point they may begin to experience a mixture of anxiety, anger, guilt and
depression.
Stage four – ‘He’s never going to be his old self’
A return home and discharge from rehabilitative services often precipitate this
stage. Awareness of the impairments and the fear that there will be little further
change produces feeling of depression, anger and grief.
Stage five – ‘Our lives are now very different’
This stage is like a point on the horizon that people work towards but never quite
reach, a long journey rather than a destination. It is here that emotional acceptance
and realistic recognition of the person’s limitations is realised. In addition
expectations are readjusted, relationships and roles are redefined and the family
members move on in a new environment.
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Wherever you find yourself in this model, it is likely that you will sometimes
experience strong and overwhelming emotions. Whether you experience all of the
above challenges to the full extent, there are certain actions that you can take for
yourself which will hopefully make this journey easier. The following suggestions are
offered for your consideration and are based on the experience of families who
have been through similar experiences.

Some suggestions
Take care of yourself
This might sound easier said than done, but it is vital. When dealing with this crisis,
particularly at the early stages, it is natural to put the needs of your injured family
member first. But you have needs too. Remember to eat well and get plenty of rest.
If at all possible take time out for yourself to relax and recuperate. Try to maintain
contact with family and friends who meet your needs for comfort and support.
There is a real danger that the family will get stuck in being so focused on the
needs of the person with the brain injury that the needs of other family members
become secondary. Learn to say no to unwanted demands and to set boundaries
with others. As the primary care giver, you need to be as strong as possible to
continue in that role. Otherwise you will burn out. See Chapter Five for more
suggestions about taking care of yourself.
Educate yourself
Dealing with a new condition like brain injury is a challenge when it comes to
understanding the technical language and terms. Knowing the jargon will help you
when working with the many health professionals you will encounter in the years
ahead. You have made a good start by reading this book. There are other written
resources out there for you to read. In addition the Internet is a good place to find
information. Another good source of information is other families. Join a group or
take the opportunity to talk with other affected families you will meet in the
hospital. Make full use of the professional staff you encounter along the way. Do
not be afraid to seek answers. No question is inappropriate. When meeting with
busy professionals sometimes it helps to write down your questions for yourself in
advance and bring someone along with you to help you recall what was said.
When it comes to predicting the future, medical professionals are not Gods. All they
can do is give you their best guess estimate based on their experience to date. They
will sometimes get it wrong, but don’t let that deter you from trusting them in the
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future. Remember each person’s recovery from a brain injury is unique and depends
on many factors; so predicting the future is almost impossible.
Be part of the team
It’s vitally important for medical and rehabilitation personnel to know about how
the person with brain injury functioned before their injury. It is imperative that they
know how s/he is functioning when at home. This information will assist greatly in
designing programmes and plans for their recovery. You are a vital team member
and you need to be at the decision making table. Many families, particularly after
discharge from the acute hospital, want to care for their family member and
sometimes are blinded by their need to do everything when it comes to estimating
how they will cope. If it is getting too much, or the challenges at home are too
great, let the medical team know. If you feel you cannot cope with the discharge be
honest about that too. You never know, there may be alternatives available.
You should always be as truthful as possible with the medical team. Whilst you may
feel that you are protecting the person with the injury by glossing over certain facts,
for example difficult behaviour or addiction, this could be detrimental in the long
run to their care and rehabilitation.
Do not rush to action
Some families in the panic and disruption of the crisis make decisions that they
regret later. Large sums of money are spent, houses sold, schools changed, miracle
cures sought, jobs are given up. Don’t make any major decisions too soon. Think
through the costs, benefits and consequences and then make your decision. If you
are still unsure, seek expert advice or at least the ear of a close confidant.
Ask for help
No family should be expected to cope with a brain injury alone. Even though it may
not seem like it, there are some resources out there to assist you. It might take a
large amount of knocking on doors to get what you need but hopefully it will be
worth that effort. Make full use of the Social Worker, Discharge Planner, Social
Welfare staff and Nurses to get you the information and or services that you need.
If your extended family come to visit and expect tea made for them and what you
really want is a break from your brain injured family member, let them know what
will work best for you. How about they come to visit and let you go out for a while.
Join a local brain injury group and get involved. You might find it difficult to belong
at the start but keep trying.
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Dealing with emotions
The crisis of brain injury and the long-term consequences can inflict huge emotional
strain on individuals in the family. Strong and sometimes overwhelming feelings of
panic, anguish, frustration, depression, anger and guilt can arise. These feelings are
normal and are to be expected. Coping with them is another matter. Accepting
them is the best place to begin. Finding a safe and appropriate outlet for expression
is the next task. Unexpressed feelings tend to get repressed and will come out in
other less helpful ways such as poor health and stalled progress. Feelings like guilt
and self-blame are particularly difficult to cope with. If you find yourself stuck in
anger or depression, don’t be ashamed or afraid to seek help from a qualified
counsellor of psychologist. Your GP may also be able to help.
It’s likely that your family has been severely affected by this injury. You are now
facing one of the biggest challenges of your life and you have a long and uncertain
future ahead. As you struggle with this change remember that there is help and
support out there, though it might not seem apparent at the moment. You will also
be able to tap into resources within yourself, resources that you may not even
realise you possessed.

A brief look at special issues for children in the family
Many of the problems that children face are similar to those that affect the adults in
a family. However there are some special issues that affect children (see below)
when a parent acquires a brain injury. Looking after the needs of the person with
the injury and the needs of the rest of the family on top of the day to day running
of a household can be a huge strain. Many parents worry about how the injury will
affect their children’s lives but often feel powerless about the best way to help.
❏

Coping with the loss of the parent, as the child once knew, is a major
challenge for any young person. If a parent has personality changes due to
their injury, this can be particularly difficult. The child may feel confused and
unsure. The old rules have changed and in some cases a ‘different’ parent is
present. A child may feel embarrassed by a parent’s inappropriate behaviour
for example and may react by no longer bringing their friends home.
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❏

Children are often not given sufficient information about an illness in the
family. This can lead to them feeling anxious about what is happening and to
imagining the worst. Communicating in an age appropriate way can help a
child to understand and adjust to a new situation.

❏

Children can react to a serious illness with a range of emotions, which adults
may not anticipate; they may experience and exhibit anger towards the sick
person for ‘abandoning’ them or store feelings of misplaced guilt at having
caused the illness or accident to occur.

❏

A major illness in the family can cause huge disruption and stress in family life.
Roles and relationships within the family may change, for example if a child
has to supervise a parent or when the other parent becomes a full time carer.
The family may experience changes in its social and financial status and the
loss of educational and other opportunities.

❏

Children can lose their sense of the world as a safe place following the crisis;
they may feel heightened anxiety about other loved ones.

If you feel that your child is affected in one of the ways mentioned above or in
other ways that are causing distress, a good starting point can be to seek the
assistance of a family therapist or counsellor who specialises in the area. Their focus
will be on helping the child to feel more secure and happier within the changing
family environment. You can contact Headway Ireland’s Information and Support
Department for a list of counsellors/therapists working in your area.
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5. Taking Care of Yourself
Identifying your needs
Although many people caring for others every day have an awareness that looking
after themselves is important, few have the same opportunities for recreation and
relaxation that many of us take for granted. However a failure to address your own
needs as a carer and as a person can eat away at your ability to look after someone
else and result in stress or illness.
You might like to ask yourself the following questions:
Do I have someone I can trust to talk to about how I’m feeling?
Am I trying to get some regular exercise?
Am I trying to get enough rest and sleep?
Am I trying to eat regular meals and stick to a healthy diet?
Do I get enough breaks from caring?
Have I got some regular times for relaxation?
Am I getting the financial support I’m entitled to?
Even at the best of times you may not be able to answer yes to all of the above,
but thinking about each of these questions will help you begin to focus on your
own needs.

Planning to meet your needs
This may seem an impossible task, but try to get into the habit of making time for
yourself every day just to plan for your own needs. This is important. Don’t feel
guilty about this time – it’s for you. Use the time to plan how you’re going to look
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after yourself better in the areas you have identified. Long term, this will also
benefit the person that you are caring for.
If you have identified that you are not exercising well, how are you going to change
this? Regular walks, yoga, dancing, stretching, swimming, gardening, housework
are some ways of getting gentle exercise. Make a plan and make an agreement
with yourself to stick to it. Or, if it helps, tell somebody else about your plan and try
to enlist his or her support to help you stick with it. Think of friends and family
members who might give you some respite so that you can take time out to go to
your yoga class or for a swim at the local pool every week. Making your needs a
priority can take a little practice if you are not used to it, but having a regular time
in the day to concentrate on yourself is a beginning.

Counselling
The overall aim of counselling is to provide a person with opportunities to explore
and discover opportunities for living in a more satisfying way. As a carer, engaging
in counselling will not change the situation of the person you care for, but it may
help you to discover new ways of viewing the situation and of coping with it better.
A friend may be able to offer sympathy, support, understanding or practical help,
but a counsellor will be able to help you discover and maximise your own strengths
and resources. Headway Ireland offers counselling to families and carers of people
with acquired brain injury and can help you identify counsellors working in your
local area.

Social activity
The change in lifestyle that accompanies brain injury can be dramatic. Families and
carers can get so used to living in ‘crisis’ mode during the acute stages of a person’s
treatment that, as time goes on the network of friends and social activities
decreases. At some point it may become important to assess whether you can
sustain the decreased level of social activity that caring can bring. Social activities
can bring a much needed energy boost and can help to regain perspective when
things threaten to become overwhelming.
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Suggestions
Try to maintain, a pattern of social activities, however minimal. A regular
commitment will bring benefits and can provide predictability for the injured
person.

Respite
Planning a break from the caring role is probably one of the most difficult tasks
faced by carers. So many practical concerns raise themselves in addition to the
anxiety about how the person will cope in your absence. There are very few respite
services in Ireland aimed specifically at people with acquired brain injury, but there
are a few schemes that exist either for carers or for people with disabilities. Some
hospitals or nursing homes may be able to offer temporary respite. Headway Ireland
can supply a list of possible schemes for consideration. Private respite is also an
option.

Home help
Home Helps are provided as a service by Health boards on a needs basis. Medical,
family and income factors are taken into consideration when an assessment is being
made. Each situation is individually assessed.
You can apply for home help through your family doctor, public health nurse, and
social worker or directly to your local health centre. You may be asked to make a
financial contribution based on a means test, if you are deemed by the Health
Board to have sufficient means to do so.

Assisted living services
For people with significant physical disabilities, it may be possible to obtain a
personal assistant from a scheme such as the one operated by the Irish Wheelchair
Association. These schemes are tailored to meet individual needs. Training is
provided for each assistant. Their tasks can vary from help with personal care
including showering, essential cooking and tidying to social activities and occasional
overnight and weekend cover providing respite for the family. Assistants may also
help the person access employment or education. People with a brain injury have
availed of this service in the past. However, the service does not offer assistance
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with the cognitive and behavioural aspects of brain injury. It focuses on physical
disability and therefore may not be suited to everyone who applies.

Artistic pursuits
Some people find an outlet through music, be it listening to a favourite piece of
music, or playing an instrument. Others find channels such as creative writing,
dance or painting can have a therapeutic effect and aid their relaxation.

Complementary therapies
Many people find that having some form of complementary therapy treatment can
help to alleviate stress as well as providing an opportunity to have a brief break
from the caring role. This section lists some of the therapies you may wish to
consider. Qualified practitioners should carry out the treatments. You can find
details of practitioners in your local area through the Golden pages or on local
notice boards.
Massage
Massage is manipulation of body tissue for the purpose of affecting the nervous
and muscular systems and the general circulation.
Aromatherapy
Aromatherapy is a technique that uses the natural benefits of essential oils, the
concentrated essences extracted or distilled from plants or flowers to promote
health and reduce stress. It can be used in conjunction with massage.
Shiatsu
Shiatsu is a traditional hands-on Japanese healing therapy. It can help in a wide
range of conditions - from specific injuries to more general symptoms of poor
health. Following a treatment there can be a feeling of increased vitality and you
may feel invigorated yet relaxed.
Reflexology
Reflexology is a non-invasive healing technique that works on the principle that
there are points in the feet and hands that correspond to all the glands, organs and
parts of the body.
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Reiki
Reiki in Japanese means universal Life Force Energy. It is a technique for stress
reduction and relaxation involving the laying on of hands by a practitioner who has
been taught or ‘attuned’ by an experienced Reiki healer.
Osteopathy
Osteopathy uses physical manipulation techniques to promote healthy functioning
in a person by correcting mechanical imbalances and misalignments.
Craniosacral therapy (CST)
CST is a gentle form of osteopathy. This method uses very gentle palpation to the
head to detect and release body imbalances.
Acupuncture
Acupuncture is an ancient Chinese method of treating ailments. It provides relief
from illness, pain or stress by needle puncture of specific points on the body.
Yoga
Most yoga practices focuses on physical postures, breathing exercises, and
meditation. Probably the easiest way to start practising yoga is to join a class locally.
Meditation
Meditation is the process of conscious, controlled focus of the mind. There are
many different forms and methods of meditation and a course or local group is one
of the best ways to start as a beginner.
Tai chi
Tai chi or T’ai chi ch’uan is a slow motion, moving, meditative exercise for relaxation
and health. Often called ‘meditation in motion’. It is characterised by soft, slow,
flowing movements that emphasize force, rather than brute strength.
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6. Entitlements and Benefits
When you care for somebody with a brain injury, there will be a number of
welfare benefits for which you or the person you care for may qualify. Some
of these benefits are aimed at people living on low incomes and are meanstested, but some of them are not means-tested and everyone who meets the
qualifying criteria is entitled to the full payment amount. If you have any
doubt about which benefits apply to you contact your local Social Welfare
office and your local Citizen’s Information Centre for more information. The
information contained in this section is current at the time of publication.

Carer’s allowance
The Carer’s Allowance paid by the Department of Social, Community and Family
Affairs is a payment for carers on low incomes who live with and look after people
who need full-time care and attention. It is a means tested allowance. People who
get Carer’s Allowance also qualify for:
❏

A free travel pass for the carer in his/her own right

❏

An annual respite care payment

❏

The Household Benefits Package: electricity or natural gas allowance, free
telephone rental, free TV licence.

You can apply for Carer’s Allowance via your local Social Welfare office. The
application form is called CR 1 and the information booklet for more information is
called SW 41.
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If you are caring for more than one person and in receipt of Carer’s Allowance you
will qualify for an additional payment.

Carer’s benefit
If you give up work to care for someone full time, you may qualify for Carer’s
Benefit. The rates of payment are similar to that of the Carer’s Allowance. The
difference between Carer’s Benefit and Carer’s Allowance, is that Carer’s Benefit is
not means tested. To qualify, you must be 16 or over and have been employed for
the previous three-month period. Application is via your local Social Welfare office.
The application form is called CARB1 and the information booklet is SW 49.
If you are caring for more than one person and in receipt of Carer’s Benefit you are
entitled to an additional 50% of the amount that you are receiving.

Domiciliary care allowance
If the person you care for is under the age of 16, you may additionally qualify for
Domiciliary Care Allowance. This is means tested, but it is the child’s means not the
carer’s, which are assessed. The Health Board rather than the Department of Social,
Community and Family Affairs pays this allowance. Receiving Domiciliary Care
Allowance does not mean you cannot apply also for Carer’s Allowance or Carer’s
Benefit (see above). Consult your local Health Board for more information.

Respite care grant
The Respite Care Grant is annual cash payment to full time carers. It is paid
automatically to recipients of Carer's Allowance, Carer's Benefit, Constant
Attendance Allowance or Prescribed Relative's Allowance. If you do not receive any
of these allowances, you can still apply for the grant. The grant is not means tested
and is paid in June. You can obtain an application form for the grant from the
Department of Social and Family Affairs website (www.welfare.ie) or Lo-Call request
line (1890 66 22 44).
If you are caring for more than one person the grant is doubled.
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Benefits for the injured person
Someone who is living with a disabling acquired brain injury may qualify for one of
a number of benefits, depending on their situation. These benefits are:
❏

Disability Benefit

❏

Invalidity Pension

❏

Disability Allowance

❏

Occupational Injury Benefit

❏

Disablement Benefit

❏

GMS Medical Card

Tax refunds on certain medical expenses incurred over a year are available. You can
request a Med 1 form from the tax office to avail of this. The Health Boards also
operate a drugs payment scheme for prescribed medication which means that an
individual or family do not pay over a certain monthly limit for medication and
appliances purchased within that month.

Constant attendance allowance
This is an allowance linked to the Disablement Pension. If someone you care for

receives 50% to 100% Disablement Pension, they may qualify for a Constant
Attendance Allowance. This is paid as an increase to the Disablement Pension in
cases where the person needs constant care and attention.
For more information about any of these benefits, contact your local Social Welfare
Office or local Citizen’s Information Centre. The Citizen’s Information Database
which is available online also provides a very comprehensive guide to entitlements.
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A glossary of professionals
This section provides a short glossary of the professionals you will probably
come into contact with during the hospital stage, during rehabilitation and
afterwards in the community.
Counselling services

supervise many ongoing medical needs

Counsellors can play an important role for

and medication. It is important to find a

both the person with the injury and their

sympathetic GP that you and your family

carer/family member. A counsellor can

member feel comfortable with as they

provide a space for a carer to explore

may be a very important link to other

their needs and feelings at a critical time

services.

in their lives. A counsellor can also work
with children and brothers/sisters and play

Multidisciplinary team

a part in helping them come to terms

This is a team of professionals who work

with the changes that have occurred in

with a person during their rehabilitation.

family life. Psychologists or social workers

The team may consist of a range of

also offer counselling services.

people including nurses, auxiliary staff,
psychologists, consultants, dieticians,

Discharge planners

social workers, speech and language,

The role of the discharge planner may

physio and occupational therapists. The

vary according to which hospital s/he is

team meets at regular intervals and may

employed in. Some discharge planners

also hold a ‘Case Conference’ with the

monitor bed availability, some work more

family to discuss progress and any

directly with patients and can assist with

problems.

queries on a range of things from
aftercare services, medical reports and

Neurologist

sometimes even social welfare

S/he is a doctor who diagnoses, treats

entitlements. Check with the individual

and manages disorders of the brain and

hospital about the discharge planner’s

nervous systems. Many neurologists

role, as they may be able to offer you

specialise in one area, for example stroke.

advice or help.

Neurologists can recommend medical
treatment but do not perform surgery.

Doctors

Neurologists may monitor surgically

A consultant or doctor is responsible for

treated patients and supervise their

any medical treatment, including surgery

continuing treatment.

or medication. General Practitioners (GP)
can make referrals to more specialist

Neuropsychologist

doctors, e.g. neurologists or

A psychologist who has completed special

neurosurgeons. Your GP may also

training in the neurobiological causes of
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brain disorders and who specialises in

Psychiatrist

diagnosing and treating these illnesses.

A physician (a medical doctor) who
specialises in the prevention, diagnosis

Neuropsychiatrist

and treatment of mental illness.

While thin on the ground there are a

Psychiatrists must receive additional

number of Psychiatrists with particular

training and serve a supervised residency

interest in neurological and

in their specialty. They may also have

neuropsychological cases.

additional training in a psychiatric

Neuropsychiatrists have particular

specialty, such as child psychiatry or

expertise with behavioural and personality

neuropsychiatry. They can prescribe

changes following acquired brain injury.

medication, which psychologists cannot.

Consult your GP for referral.
Psychologists
Neurosurgeon

A psychologist works with people to get a

A neurosurgeon is a physician trained in

picture of their mental functioning,

the surgery of the nervous system and the

assesses any mental difficulties, including

brain.

thinking, memory, attention or emotional
difficulties and can give therapy and

Occupational therapist

recommend strategies for further

Occupational Therapists are trained to

treatment and rehabilitation. A

help people gain greater independence in

psychologist is not a medical doctor and

daily living. They work with people to

cannot prescribe medication.

help develop a wide range of skills that
underlie a variety of activities ranging

Public health nurse

from dressing, washing, cooking and

The public health nurse, based in the local

housework to budgeting, planning,

health centre delivers nursing care in the

problem solving and thinking. They are

home where needed. As the first point of

also responsible for assessing any

contact between a family and healthcare

necessary adaptations to be made in the

services, the public health nurse can play

home such as wheelchair access or if

a major role in helping identify and co-

special appliances are necessary.

ordinate services required by someone
with a brain injury. However the lack of

Physiotherapists

Public Health Nurses in the system

A physiotherapist works to increase joint

countrywide, often means the resources

and limb movement and improve balance

that they offer can be quite limited

and co-ordination. They may set exercises,

although extremely useful.

suggest activities and assist with
techniques for mobility.
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Rehabilitation medicine specialist

Speech and language therapist

This doctor specialises in the treatments

Speech and Language Therapists work to

and techniques of medical rehabilitation.

improve a person’s communication and

S/he works as part of the multidisciplinary

language skills using both spoken and

rehabilitation team.

written methods. S/he may suggest
activities or exercises and provide aids for

Rehabilitation nurses
Rehabilitation nurses, in addition to
providing the day to day nursing care of
someone during their hospital stay have a
coordinating role between medical and
other rehabilitation specialists, the person
and their family. They are an important
point of contact for patients and families,
providing information about treatments
and acting as liaison point.
Social worker
Social workers are trained to offer families
both practical and emotional help in
adjusting to changed circumstances. They
can help with benefits (e.g. disability
allowance, invalidity pension), housing
and transport issues amongst others. They
can also provide counselling and refer
people to other services where
appropriate. It is important to contact the
Social Work Department whilst your
family member is in hospital as they can
prove to be a very useful support.
Unfortunately many community based
social workers often work in select areas
such as child welfare and psychiatric
services and are unable to work with
clients who do not come under this remit.
Some voluntary organisations also employ
social workers.
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