The impact of spinal cord injury

Psychological and social impact

A spinal cord injury affects all aspects of a person’s life — the physical injury and consequent
management is only one aspect. The psychological and social impact of such a major,; catastrophic
event can be totally overwhelming as well.

Spinal cord injury often occurs in a moment, but it causes substantial and long-term changes in a
person'’s lifestyle, outlook and individual goals. Psychological adjustment to a spinal cord injury, as
with any other permanent condition, is therefore a long-term process. The process is ongoing
and the person has to manage their disability day by day.

Immediately after the injury, there are many more questions than answers and fear and
apprehension dominate the person’s thoughts about the future. Their family and friends also
‘experience’ the injury. Everyone involved is thrown into emotional and logistical chaos.

There is no ‘right way' to adjust. Adapting to a spinal cord injury is a very private and personal
experience that can only be lived by the individual. There is evidence to suggest that the
personality type and psychological well-being of the person before their accident will have an
effect on their coping mechanisms and their ability to adjust to such a traumatic life event. As
with any other population, there are a full range of personality types and psychological and
emotional profiles among people with a spinal cord injury.

Many people with a spinal cord injury find it helpful to discuss their situation and feelings with a
peer support worker — someone who has lived with spinal cord injury themselves. Peer support
workers can usually be accessed through spinal units, rehabilitation units and other service
providers.

With time, most people find they are able to manage the consequences of a spinal cord injury
and get back into enjoying and participating in life.

Emotions and temperament

The person who is adjusting to a spinal cord injury may experience some or all of the following
emotions:

Negative feelings of self-worth

Feeling of being a burden

Isolation — both physical and emotional
Loneliness

Anger and aggression

Frustration

Depression

Bitterness

Grief
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An American college student, Stacy James, who was injured in a diving accident said, 1 often would
lay in my bed and cry, cry because | was trapped in a body | could no longer control, cry because |
was dlienated from friends, cry because the doctors were supposed to be able to fix this. | was angry
at times when some doctors seemed so matter-of-fact about my situation, and embarrassed at the
stares of other college students as | wheeled down the hall’

Pain may also be a significant factor that affects a person'’s state of mind.

It is important that carers, family and friends do not try to psychoanalyse the person’s behaviour.
An angry outburst may be the result of deeper unresolved grief issues, but could equally be a
sign that the person is experiencing pain or discomfort on the day and may be feeling frustrated.
It can also be a sign that someone is just having a bad day. Support services are available to help
everyone involved come to terms with the injury and move forward towards new goals.

Grief and loss

When newly injured, many people — and those close to them — are likely to experience a period
of mourning and grief that's similar to the period after the death of a loved one. People will feel
grief in relation to many different aspects of their life. While some people may cope with one
aspect of their injury in a positive way, they may be devastated by other effects. Every person is
different and will be affected by a spinal cord injury in their own unique way.

Losing the ability to walk or use their hands can cause many people to feel depressed and, for
some, even suicidal. They may mourn the loss of future plans and dreams that might now seem
impossible — such as having children or achieving a particular goal in life. Parents of the injured
person may feel grief that there will be no wedding, grandchildren or successful career for their
child, although these fears may eventually prove to be unfounded. Close friends might grieve the
loss of the relationship they once had that may have involved sporting or other physical activities.

Many people report feelings of disbelief, depression, anger, fear and helplessness at some stage.
This is a natural part of the grieving process. For most people, it takes a number of years to
adjust to a trauma such as a spinal cord injury. Some people will focus on the practical issues of
the ‘here and now', and it may not be until a later stage that they allow themselves to experience
the emotional consequences of their injury. This may occur around significant times or events —
such as the anniversary of the accident or in relation to missed opportunities that may be being
experienced by able-bodied friends. It is important that people allow themselves the time to
make the adjustment to spinal cord injury.

Although the grieving process is different for everyone, it's common to experience denial or
disbelief, then sadness, anger, bargaining, and finally acceptance. However, it may take up to a year
or longer to accept the reality of the disability. The grieving process is a common, healthy part of
recovery. It's natural and important that people grieve the loss of their old ‘normal’ self. They also
need to set new goals and find a way to move forward with life.

During periods of denial or disbelief, the person may talk about plans for ‘when they get better
as if everything will return to the way it was after a short hospital stay. Some people may drive
themselves relentlessly in physical therapy or try alternative treatments, feeling that with a little
more effort or the ‘right’ treatment their condition will change. Denial can also manifest itself in
an overly optimistic hope that the injury is not as serious as it first seems.
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Aspects of life affected by a spinal cord injury

Spinal cord injury is an injury to the ‘whole’ person and affects all aspects of their life. Therefore
the process of rehabilitation or coping with disability begins at the moment of injury and
continues throughout the rest of the person’s life.

Some key aspects of a person’s life that may be affected by a spinal cord injury are:

» Relationships with family

Concerns and considerations include the attitudes of family members, changes of role, caring for
children, sexuality and sensuality, physical dependency, financial pressures, and reduced privacy due
to having personal carers in the home.

» Relationships with friends

Concerns and considerations include the attitudes of friends, access and transport, type of
recreational and leisure activities, and opportunities to meet people — both friends and potential
partners.

» Social, recreational and leisure opportunities

Concerns and considerations include people's attitudes, the accessibility of venues or activities,
transport and associated costs, type of recreation and leisure activities, and the cost of special or
modified equipment.

» Work

Concerns and considerations include people’s attitudes, access and transport, capacity to ‘earn a
living', capacity to physically do the job, career opportunities, change of career direction due to
inability to return to previous work, and expectations of and on work colleagues.

» Schooling, training and apprenticeships

Concerns and considerations include awareness and attitudes of teachers, staff, peers and others,
access and transport, interrupted schooling, career opportunities, and change of ‘direction’ due to
an inability to undertake study or do the work they were training to do.

» Housing

Concerns and considerations include access to and within the home, location — the person may
be forced to move from farm to town or town to city to access services, cost of modifications,
implications for lifestyle, limited housing options, and tenure of accommodation.

Lifestyle and independence

The ultimate aim of rehabilitation is for the person with a spinal cord injury to achieve as much
independence as possible. However, it may be necessary for the person to redefine their life
goals and priorities, as well as to redefine ‘independence’ itself.

The definition of independence varies with the individual, but may consist of the following
components:

» Having control
» Having acceptable options
» Minimising reliance on others.
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Beginning at the time of injury and continuing throughout their life, the person with a spinal cord
injury may have to deal with a number of barriers to independence.

These include:

» Environmental barriers — physical barriers such as stairs, curbs and narrow doorways as well
as barriers associated with the natural environment such as the weather, rough terrain and

steep inclines.

» Societal barriers — other people’s attitudes and systemic barriers such as regulations or
infrastructure.

» Personal barriers — self esteem, feelings of dependence, unwillingness to take risks, limited
goals and expectations, and health problems.

» Financial barriers — the ‘additional costs of disability’. This includes the costs of transport (car
modifications, taxis), housing (cost of modifications), equipment (adaptive equipment,
wheelchairs), medical supplies, personal care assistance, and reduced or altered vocational
and educational options.

Despite these barriers, most people find they are able to manage the consequences of a spinal
cord injury and get back into enjoying and participating in life.

Coping with disability is a lifelong process and there is no one ‘right way' to cope.The critical
factor is that the person with a spinal cord injury is leading a life of their choice — as much as this
is possible. Often this will mean redefining independence as having control over who assists them
and what type of assistance is received.
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The impact of equipment and technique

The use of appropriate equipment and technique can have an enormous impact on the level of
independence, mobility and lifestyle experienced by people with a spinal cord injury.

Using inappropriate equipment can lead to physical problems such as pressure areas, postural
problems, chronic pain, decreased functioning, contractures and an increase in spasm. It can also
lead to psychological problems such as low self-esteem, frustration, depression and reduced
motivation. This in turn results in decreased independence, increased reliance on other people,
reduced quality of life and reduced lifestyle, vocational, educational and leisure options.

Conversely, the use of appropriate equipment and technique leads to fewer physical and
psychological problems, increased independence, improved quality of life, and increased lifestyle
options.

Factors affecting choice of equipment and technique

The choice of equipment and technique is based very much on individual needs. No two people,
even if they have the same level of injury, will use exactly the same equipment or techniques. It is
important for the person, their personal carers and their family to avoid making comparisons.

The main factors affecting choice of equipment and technique are:

» level of injury — although the same level of injury does not necessarily result in the same
disability

> age

» additional physical characteristics — such as height, weight, strength and flexibility

» psychological factors, such as motivation

» other health or medical issues

» resources and sources of support

» lifestyle choices

» Levels of injury, adaptive equipment and technique

Most people, regardless of their level of injury, will have modifications to their home such as

ramps for access. They will also have an adapted kitchen, adapted bathroom, thermostatic hot

water controls, suitable air conditioning and, in some cases, remote control door openers. Many

clients will have electric beds allowing for height adjustment and pressure relief devices like
mattresses and seating cushions.

The following table may be used as an indicator of the type of equipment and technique a
person with a spinal cord injury might use to maximise independence. However it is important
to remember that there are many other factors that will influence the choices made.

A RESOURCE KIT FOR TRAINING e
PERSONAL CARERS WORKING WITH ‘4 ParaQuad
PEOPLE WITH A SPINAL CORD INJURY Paraplegic & Quadriplegic Association of NSW Momﬁrﬁgﬁ:%NTs




Level of injury Characteristics

Cl-3 * paralysis below the neck

» full assistance required for personal care

* requires respiratory assistance (ventilator) and intermittent suction
* reclining electric wheelchair with mouth or chin control

* use of environmental controls, computers etc

C4 * some control of neck muscles and some shoulder movement
» full assistance required for personal care

* may need arm supports and wrist splints

* electric wheelchair with chin control

* use of mouthstick for environmental controls, computers etc

C5 * some movement of arms and hands

assistance still required for transfers

* electric wheelchair or modified manual wheelchair

* may use adaptations such as splints, palmar bands, modified cutlery
to assist with activities of daily living eg eating, shaving, typing

* push mitts

* may be able to drive a car or van using hand controls

* hoists (car and mobile hoists) may be used for assisted transfers

(@) * some movement of arms and hands

* independent for many aspects of personal care and light
housekeeping assistance may be required for transfers

* a slider board may be required for transfer
* modified manual wheelchair
* may use adaptations such as splints and palmar bands

* driving may be possible

C7-8

wider range of arm and hand function
* independent for many aspects of personal care

assistance required for floor transfers
* manual wheelchair

* minimal use of adaptive equipment driving

a slider board may be required for transfers

Tl * total use of arms and hands
* less balance and strength than person with lower level paraplegia
* potential for total independence

* assistance may be required for floor transfers

TI2 * total use of arms and hands
* better balance and strength than person with higher level paraplegia
* no assistance should be required for floor transfers
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The impact of personal carers

In addition to equipment and home maodifications, a person with a spinal cord injury needs to
have personal carers so that they can return to their home after their period of hospitalisation
and rehabilitation and rebuild their lifestyle and independence.

Personal carers become a part of everyday life for a person with a spinal cord injury and they
can have a big impact on how smoothly things go.

A competent personal carer is someone who arrives on time ready and able to do their work.
This person will be friendly and positive while dealing with their client and family, but not too
intrusive in the natural flow of life. They will respect the privacy of all family members and
maintain the dignity of their client at all times.

The client will experience their personal care routines as they direct or expect them to be and
will find that their normal variations are easily accommodated. They will feel that they have been
listened to and their choices respected. The personal carer will complete their tasks efficiently
and within the allocated time frame. They will clean up after themselves and leave the house in
the way the client likes things to be left.

As this client heads off to work or other engagements on time, they will feel physically
comfortable and will have had a pleasant start to their day. They will know there are no
problems to be faced as a result of their personal carer’s work either during the day or when
they arrive home in the evening.

If plans for the evening routine change at any time, the good personal carer will negotiate to
accommodate those changes and follow through with the new routine as agreed.

If on the other hand the day starts with a personal carer who is not as competent, the whole
day could take on a different feel.

If the personal carer is late and distracted, the morning routine will be off schedule to begin with.
This lateness will have an impact on the client and the rest of the family who are trying to get
ready for work and school and find that they can't access the bathroom as expected. The client
may then try to hurry the routine along which could have implications for safety and the
outcomes of routines.

The client may feel on edge during transfers and bathroom routines if they can’t rely on their
carer to do the right thing or if their attempts to direct care seem to be ignored or
misunderstood. If the carer decides to talk about their personal problems or chatter endlessly
during routines this could make the client feel annoyed or stressed.

The client might end up feeling uncomfortable in their wheelchair due to poor positioning or
bunched up clothing. Attempts to correct positioning will throw the routines even further behind
schedule and raise the level of anxiety even higher. This client may end up being late for work or
for an appointment due to the carer’s inefficiency. When they do arrive their level of anxiety will
be high and this could contribute to creating a very bad day.

In the longer term, if routines are not carried out correctly this could result in a bladder or
bowel problem or the creation of a pressure area. These outcomes are not only bad for a client’s
health and wellbeing — they can result in bed rest, hospitalisation and in extreme cases death.

Being a competent personal carer is a very important and skilled job and is often undervalued.
You can have a considerable impact on a person’s life either positively or negatively. Everybody
likes to get satisfaction from their work and feel that they have made a significant contribution. A
competent carer gets satisfaction from knowing that they have made a positive difference to
their client’s life and helped them to gain independence in spite of their spinal cord injury.
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Scenario to consider the impact of SCI on social life

It's Saturday afternoon, 4 pm. Jane receives a phone call from a friend she hasn't seen for a while
asking her out for a meal the same evening. Jane agrees with the plan to meet at 7.30 pm at the
chosen restaurant which is a 20 minute drive from her home.

After accepting the invitation Jane is decidedly relaxed. As a single woman she has no need to
consult with anybody else about her arrangements. Jane decides to finish a couple of chores
around the house and then relax with a book until 6.00pm when she plans to shower, dress, lock
up the house, get in her car and travel to the restaurant — stopping on the way at the closest
ATM and a drive-through bottle shop for the shiraz.

If we take Jane out of this scenario and substitute Susan, a single woman of similar age with a
C5/6 spinal cord injury who uses an electric wheelchair, things will be different.

While looking forward to meeting her friend, Susan realises there is a lot of work and
rearranging to be done before she can get to the restaurant.

» What issues would Susan have to deal with first?

» What steps would Susan need to work though to get to the restaurant?
Sample response

Here is how the evening might work out for Susan.

» Susan has her personal carer attending for meal prep at 6.30pm. She will need to call this
carer to say ‘There will be no meal prep this evening but would you mind coming a bit
earlier; say 5.30, to help me change from my daggy day clothes into restaurant appropriate
clothes?’

» Susan needs to call her bed time carers to see if they could come 1.5 hours after the
scheduled 9.30 pm agreed bed time as she is going out. (Depending on the service
organisation this re-arranging may need to be done through a coordinator)

» As her friend is not very savwy about wheelchair access, Susan needs to call the restaurant to:
— check she can get in the front door — steps etc
— ensure there is an accessible toilet

— explain that the wheelchair needs a bit of extra space and to please allow for this with
the table booking.

» Susan also asks if there is a bottle shop and an ATM nearby as she has only $25 cash in her
wallet — this will be used for the cab fare leaving her needing money for wine and the meal.
Although Susan knows she will not be able to use the ATM herself she will be able to ask
her friend to get cash for her. This option is preferable to trusting the cab driver to stop and
use her card and PIN.

» Organising transport — Susan calls her regular cabby but at short notice he could not get
there until 7.45pm, so Susan will take her chances on her booking going through the taxi
radio network. Since wheelchair accessible taxis are notoriously late, Susan books for 6.30pm
to give herself plenty of time.

» On this occasion the taxi arrives only a few minutes late and Susan arrives at the restaurant
at 7.15pm. As she waits for her friend, she looks for the ATM and bottle shop that the
restaurant owner said were ‘just nearby’ but finds some changes of level that prevent her
from getting to them with her wheelchair.
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» When Susan’s friend arrives, Susan gives her her ATM card and PIN number to get some
cash and buy a bottle of chardonnay. While the friend does this, Susan decides to make her
way into the restaurant.

» The restaurant is not exactly level entry for a wheelchair — it has a small 6cm step up to the
front entrance. While her friend is locating the ATM and bottle shop, Susan approaches two
strong looking dudes to ask for assistance with her wheelchair over the 6cm step. Fortunately
that works out well.

» The friend returns to find Susan giving instructions to the waiter about how best to raise the
table in the restaurant with the portable ‘chocks’ so that Susan’s wheelchair can fit under the
table.

» One waiter who approaches the table speaks only to Susan’s friend, asking her what Susan
would like to eat.

» Susan chooses the fish. Although the steak dishes looked good, Susan knows she would have
trouble cutting the meat and many chefs don't react kindly to having their creations cut up
before leaving the kitchen.

» Susan has an excellent meal and great fun catching up with her friend. However her
departure is locked in to a taxi booking and the scheduled arrival of her personal carer —
regardless of whether she may have wanted to stay longer.
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Disability awareness

Exploring personal attritudes to disability

In the not too distant past, a person with a disability was seen as someone who was incapable of
looking after themselves and, as a result, would need to be cared for in an institutional setting or
have full time live in carers who were usually family members. Fifty to sixty years ago people with
a spinal cord injury were not expected to live very long due to the complications, such as kidney
failure or skin breakdown, that followed their injury. Their condition was seen as something that
needed constant medical attention. It is only in recent times that people could expect to have a
relatively normal life expectancy after receiving a spinal cord injury. This is due to the advances in
medical science both at the time of traumatic injury and in the on-going management of health
issues. People with a spinal cord injury are therefore now more likely to be living in a community
setting with their family or on their own and pursuing their chosen lifestyle.

As someone providing services to a person with a spinal cord injury, there are certain things you
need to know about your client and their disability so you can provide appropriate services to
them.You should have information about the effects of spinal cord injury in general terms and an
understanding of your client’s abilities, interests, preferences and culture.You need to understand
how their disability impacts their life. It is also worth examining your own attitudes to disability
and how these affect your behaviour.

Attitudes to people with a disability are usually absorbed unconsciously over our lifetime —from
hearing the attitudes of others and drawing conclusions from the way people with a disability are
depicted. If we have had little or no contact with people with a disability there are a number of
common reactions which people have. These can be very unhelpful to good communication and
may be disempowering to people with a disability.

Some of these common reactions are:

» Anxiety — unfamiliarity with the situation can cause anxiety and people are afraid that they
will do or say the wrong thing. They may express feelings like....makes me
uncomfortable...makes me feel inadequate...l can't deal with...

» Pity — by focusing on the disability and not seeing the person first, people can end up feeling
sorry for the person with a disability. These feelings may not be expressed directly but may
come across in the tone of your voice or your facial expressions.

» Rescue — when people have this reaction they will often try to do too much for the person
with a disability. This gives them and others messages about how incapable the person is and
is a very disempowering reaction.

» Assuming — some people may have had some exposure to people with a disability and, as a
result, think they know everything about a person’s disability or assume that all people with
disabilities are the same.

Other people’s attitudes and assumptions about what people with a disability can and cannot do
are one of the key barriers people with a spinal cord injury face on a daily basis.
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Models of disability
There are two main models of disability — a medical model and a social model.

The medical model sees the ‘problem’ of disability as located within the individual. In the case of
a person with a spinal cord injury, it stems from the impairment to function and associated
health issues resulting from the injury to the spinal cord.

In contrast, the social model attempts to show that the ‘disability’ stems from all the things in
society that restrict a person and create barriers to their full inclusion in society. These can be
things like inaccessible buildings and transport, attitudes and prejudices of individuals or
organisations, and exclusion from education or work opportunities.

In the end a model, label or diagnosis is artificial and only useful in a few circumstances. We are
talking about a human being with all the complexities you would expect from any other person.

So as a personal carer of a person with a spinal cord injury, it is best if you adopt a
person—centred approach. This means you focus on the person themselves, not their disability.

Some questions to ask yourself are:

» What makes you the person you are! eg your culture, family, interests etc
» In what ways is your client similar to you? eg age, background, interests etc
» In what ways is your client different?

This helps you to create a picture of your client as a person first, with their own personality and
interests. Their disability is just one small aspect of their lives — it does not define them as a
human being. Each person with a disability has a unique personality — some appealing, others less
so. Some you will like, some you won't. That's just the way it is with everybody.

We cannot assume anything about a person based on the fact that they have a disability or they
use a wheelchair for mobility. Many people have prejudices and assumptions about people with a
spinal cord injury that may be completely untrue or may only be true for a few people.

Common attitudes around spinal cord injury
Dispelling the myths
People with a disability often say that what limits them the most is people’s attitudes. Some of

the common myths and negative attitudes that affect people with a spinal cord injury are shown
below.

People who use wheelchairs

» don't know what's best for themselves
» can't speak for themselves
» are heroes and heroines
» also have an intellectual disability
» are deaf
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» are asexual

» are unable to be in a fulfiling relationship

» don't have very many friends

» should be pitied and patronised

» are unable to look after themselves in any sense

» can't or shouldn't make their own decisions and choices
» should be protected

» are not entitled to the same rights and responsibilities as other members of the community
or alternatively have too many rights and too few responsibilities.

The manifestations of these attitudes can be quite subtle — the person may not be conscious of
having a negative attitude. They then cannot understand why the person in the wheelchair is
getting upset or angry.

For example:
Attitude:  People in wheelchairs should be pitied and patronised.

Behaviour: ‘I really admire you guys’ eg | feel really sorry for you — you must be an exceptional
person to be out here in the community. Not only does this indicate a sense of pity
and a sense that the person needs to be encouraged, it also lumps that particular
person in with all other people who use chairs — in fact they may have nothing in
common except that they use a wheelchair.

Attitude:  People in wheelchairs can’t speak for themselves.

Behaviour:  Not speaking directly to the person in the chair — instead speaking to whoever is
with them about the needs of the person in the chair.

People with a spinal cord injury or other physical disabilities will react to negative attitudes in
different ways. Most people develop their own ways of dealing with people’s negative attitudes.
However it is important to recognise that these negative attitudes can have a significant impact —
both emotionally and in terms of life opportunities.

Most myths and negative attitudes arise from misunderstanding or misinformation and need to
be continually challenged by the community.

Some questions to ask yourself are:
» What are some of the general ideas that people might have about a person with a disability?

» What is the difference between empathy and sympathy? Which is more empowering when
you are working with someone with a disability?

The language we use to talk about disability

The word ‘handicapped'’ refers to a situation, never a person. Some people do not know that the
word ‘handicapped’ means not being able to do something. If you need glasses to drive, then you
are handicapped when you drive without your glasses.
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A better word to use is ‘disability’ because it refers to a medical condition. Someone who uses a
wheelchair has a disability because of their medical condition. People who use wheelchairs are
not ‘wheelchair bound’ — this sounds as if they are tied into their chair A wheelchair permits
freedom to move around.

Don’t say Say

Disabled person, handicapped, Person with a disability or person with a spinal
crippled or victim cord injury

Wheelchair bound, confined Person who uses a wheelchair

Injured person, stricken with a disability Person who had an injury

Birth defect Born with a disability

Wheelchair etiquette

» Before you help, always ask a person who uses a wheelchair or any assistive device if they
would like assistance.Your help may not be needed or wanted.

» A person in a wheelchair will see the wheelchair as part of their own personal body space,
so don't hang or lean on it or rock it. There is a sense of security there because it allows a
person to be mobile and independent.

» Speak directly to the person with a disability, not to someone nearby as if the person in the
wheelchair is not there. Do not shout or speak patronisingly.

» If the conversation lasts more than a few minutes, consider sitting down or kneeling to put
yourself on the same level as the person using the wheelchair.

» Don't pat the person in a wheelchair on the head. This is usually seen as a ‘put-down’.

» Give clear directions, including information about distances and physical obstacles that may
cause difficulty.

» Don't discourage children from asking questions about a person’s disability. Open
communication helps overcome fearful or misleading attitudes.

» When a person using an assistive device ‘transfers’ to a chair, toilet or bed, do not move the
device out of their reach.

» It's OK to say things like I've got to run’to someone who can't run or ‘see you later' to
someone who can't see. It is likely they use similar expressions.

» There are different reasons for using a wheelchair. Some people can walk but use a
wheelchair to save their energy and move about quickly.

» If you are unsure about something, ask the person.The person in the wheelchair will be best
able to answer any questions you may have about special needs or assistive techniques.
They, more than anyone, have a vested interest in seeing that things go as smoothly as
possible.

» Don't assume that being in a wheelchair is in itself a tragedy. It's a means of freedom that
allows the person to move about independently.
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Developing cultural competence

What is culture?

As human beings, our culture is the collective influence of traditions, beliefs, attitudes and religion
that determine how we view the world and how we interact with our family and the broader
community.

Culture is always evolving and changing. Cultures have a natural evolution that takes place over
time and they are also changed by external influences and contact with other cultures.

Australia is a multicuttural society. In the second half of the last century there was a change in
immigration patterns and people from many different nations, cultures and religious backgrounds
settled in Australia. Today people from 160 countries live in Australia.

Culture and disability

As a personal carer to a person with a spinal cord injury, there is a possibility that you may care
for someone who comes from a non-English speaking background or who, for other reasons, has
a very different culture from your own.

A person’s culture will affect how they and their family view and cope with their disability.
However it would be a mistake to assume that all people from the same cultural background will
react the same way to their disability. Many other factors will affect a family’s response to
disability.

These factors include their:

» Levels of education

» Access to information

» Socioeconomic status

» Rural or urban background

» Family interactions.

Understanding culture

It would be unreasonable to expect all personal carers to fully understand all the details of the
cultures they come across. A good starting point for understanding other cultures is to take time
to examine your own culture and see how that affects how you deal with people and the
assumptions you make about them.This may help you to accept and respect the differences of
other cultures and value diversity.

One of the pitfalls of beginning to gain an understanding of other cultures is to make
assumptions or stereotype people according to their culture. Stereotyping is the mistaken belief
that all people from a certain country or culture share common characteristics. In all countries
and cultures there are a broad range of people, lifestyles and belief systems — so you can't make
assumptions about people just based on their country of origin. It's better to approach people
with an open mind and develop a style of communication that shows how you value diversity.
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To develop cultural competence as a personal carer, you need to:

» Treat your client and their family with respect and dignity.

» Value diversity and try not to judge others.

» Be sensitive to the expressions of culture your client displays.

» Observe the behaviour and communication style of the client and their family.
» Ask questions about how they would like things done.

» Listen carefully to the details of what you are asked to do.

» Be careful that your language will not insult or offend others.

» Explore the assumptions and values you have based on your own cultural background.

When you are providing personal care services to a person with a spinal cord injury the nature
of the work is often very intimate and intrusive. People’s cultural background will influence their
attitudes towards nudity, body contact and bodily functions.

It is very important therefore to treat your client with dignity and be aware of their reaction to
the procedures you are performing. Simple things like reducing the amount of time spent
without clothing, covering body parts with a towel or gown, and asking permission before
touching someone will show respect and may reduce the discomfort felt by the client.

Becoming truly culturally competent will take time and experience. There are a lot of wonderful
resources available from the Multicultural Disability Advocacy Association of NSW (MDAA). If
you have access to the internet, have a look at their website — www.mdaa.org.au. It contains
some great information about different cultural groups.

Empowering people with a spinal cord injury

Supporting your client’s rights and interests

As a carer of a person with a spinal cord injury, your job is about empowering and assisting them
and increasing their independence. This means that the work you do and the way you behave
towards your client all helps them to have maximum control of their life and their environment.

» What are some of the ways you empower your client and contribute to their independence?

» Can you think of ways in which carers could inadvertently reduce their client's independence
or disempower them?

Take the time to have a chat with your client and find out how they have set up their home so
that it is accessible for them. It is important that you understand these adjustments and do not
do anything to reduce accessibility.
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Legislation and standards

There are a number of different laws and standards that regulate the kind of work that personal
carers do.

Some of these are:

v

The Disability Services Act

» The Disability Discrimination Act

v

The Disability Service Standards

» Medication regulations

So what do these laws and regulations mean to you? As a general rule they are designed to
protect people with a disability from discrimination, protect their privacy, and ensure they are
involved in decisions about the services being delivered to them. Many of these laws and
standards will dictate how the service provider manages their business, but some directly affect
your work as a personal carer.

When you look at the Disability Service Standards, there are a number of standards that refer
to how a person with a disability must be treated.

For example, the standards require that:

» People be treated with dignity, their privacy is respected and their information is kept
confidential

» People with a disability are given the right to participate in decision making about their
services

» Services are delivered with respect for family units and cultural backgrounds

Ask your service provider to show you a copy of the relevant documents and discuss with your
supervisor how these standards are taken into account in your organisation. Then, try to answer
the following questions.

Some key questions for personal carers

» How do the principles in the disability service standards affect how you carry out your work?

» How will you maintain your client's privacy and dignity? What about the privacy of other
members of their family?

» How will you make sure your client's individual preferences and lifestyle choices are taken
into account?

» How can you support your client’s decision making about their care?
» How will you establish a friendly but professional working relationship with your client?

» What can you do if you think a service request is unsafe or inappropriate?
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Sexuality and spinal cord injury

What is sexuality and why is it so important?

What is sexuality? It is much more than what happens between two people in bed. When we
talk about sexuality, we are talking about how people act as males and females. Sexuality is
expressed in a person’s personality, how they move and talk, their body image and how they
groom and dress.

Many people may think that a person with a physical disability has no interest in sexual matters.
They may believe that they have no sexual thoughts or feelings. This isn't true. People with or
without disabilities may express their sexuality in many ways. As a personal carer; it's important
that you respect your client's sexuality just as you expect to have your sexuality respected.

Individuals with disabilities have the same desire to love and be loved as anyone else. The desire
to express love in a physical, sexual way is as real for the person with a disability as for the
person without a disability.

Sexuality is part of a person's overall identity. It includes, but is not limited to, sexual function and
fertility. Sexuality also involves psychological, emotional, cultural, physical and behavioural
components.

Our sexuality includes:

» What we like and what we don't like
» What we want and what we don’t want
» What we think

» What we feel.

Sex involves intimacy, sensuality, fun, passion and closeness as well as ways of giving and receiving
pleasure. These are not affected by disability. Only the mechanics of sex — how you have sex —
may be affected.

A positive attitude towards their sexuality — by the person with the disability, their partner and
other close family members and friends — is very valuable.

Factors that affect sexuality
A whole range of factors affect our sexuality. These factors include:

» Physical factors

These are biological factors that include things such as our body parts and processes, anatomy
and physiology.

» Intellectual factors

These include our beliefs and attitudes about sexuality — what we think about sexuality. For
example, what we believe to be appropriate social behaviour, what we think about sex before
marriage and so on.
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» Emotional factors

This area is not about what we think about sexuality, but what we feel about it. Our sense of self,
how we feel about our body and attractiveness to others are factors here.

» Social factors

This area includes the general beliefs and expectations of those around us. An example of social
factors would be an adolescent boy who initiates a date with a girl because his father has said
that this is what boys his age are doing (sex role stereotyping) or because all his friends at school
are doing it and telling him he should too (peer group pressure).

» Behavioural factors

This is the area that considers what we actually do arising from our sexuality. It includes not only
the act of having sex, but also things such as how we behave socially, how women manage their
periods and what, if any, form of contraception we use.

Sexuality after a spinal cord injury

While our society is more liberal with regards to sexuality than it was in the past, it remains a
sensitive subject for many people. A person’s culture provides many messages about what is
‘normal’, ‘desirable’ and ‘expected’ sexually. Most people are unaware that these messages and
attitudes exist until they are challenged. Therefore as a result of misinformation and
misconception, some people with a disability may not fully explore their sexuality.

When a person with a spinal cord injury is coming to terms with the many implications of their
disability, sexuality may be a difficult subject to talk about.

Some common questions they may be asking themselves include:
» Am | still sexual?

» Is sex just about performance?

» Am | still desirable?

» Can | still satisfy my partner and be satisfied myself?

Many of these questions are about sexual identity and self image. It is important that the person
with the disability recognises their own worth and sees themselves as desirable — before other
people can perceive them this way.

Most people with a spinal cord injury find that with sexuality, as with other aspects of life, it takes
time to let go of their old experiences — the way things were — before they are able to gradually
relax and enjoy their new experiences.

Part of this adjustment involves coming to terms with one’s body and realising that a person is
attractive because of who they are, not the way they look. For any of us, changes to our body
may make us feel insecure. For the person with a spinal cord injury, with time and experience, a
more positive attitude will generally develop.

Ultimately, the person with the disability is responsible for their own sexuality.

Some comments made by people with a physical disability about the issues of sexuality and
sensuality include:
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» Sexuality is not about what we do. Sexuality is about who we are. It is important because it
is tied up with our sense of ourselves, our self esteem, and our sense of fun and passion.

» People with all levels and types of disability can and do experience satisfying sexual
relationships.

» Disability is incredibly individual. There are different types and different levels of disability and
every individual is affected differently. No two people will be the same.

» Depending upon the disability, there can be loss of movement and sensation.

» The mechanics of sex might change but there is no reason why you will not experience and
enjoy sex as much as you like.

» If you have an injury, there is a loss that can lead to a sense of insecurity. It may take time to
let go of your ‘old’ experiences and allow yourself and your partner to explore and enjoy the
‘new’ experiences.

» Be adventurous.You may have to try new positions or do things differently. There are no
‘rights’ or ‘wrongs’ with sex. Right is what feels good for you and your partner.

» Information can be useful in making you feel more comfortable. Contact organisations where
you can get this information or talk to someone about any concerns you might have.
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Myths and attitudes about sexuality and people with a
spinal cord injury

Positive attitude

Myth or negative attitude

» The most important issues for someone » Sexual health is part of general health and

with a spinal cord injury are bladder, bowel
and skin care.

Other activities and interests can take the
place of sex.

People with disabilities are asexual.

People with a spinal cord injury cannot
have sex.

People with disabilities cannot enjoy sex.

The more disabled people are, the less
likely it is that they will be able to have
sex.

Sex and sexuality are private issues and
should only be dealt with by the client
“and their partner.

People with disabilities cannot have
children.

Heterosexual intercourse is healthy —
other forms of sexual activity are
unnatural.

It is wrong for people to use sex workers
and/or sex aids.

is just as important as, for example,
bladder or skin care.

Sex is part of who we are and it is
important. It is tied up with our sense of
self and our self-esteem, as well as our
sense of fun, energy and passion.

People with disabilities are sexual beings.

People with a spinal cord injury can and
do have sex.

People with a disability can and do enjoy
sex.

People with all levels and types of disability
can and do experience satisfying sexual
relationships.

People with disabilities need information
and positive attitudes to help them deal
with the changes caused by their disability.
Misinformation and the myths around
sexuality and disability can create problems
and should be challenged appropriately.

Fertility is not the same as sexuality. It may
or may not be compromised after a spinal
cord injury.

There are no rights and wrongs with sex —
only what feels good for both partners as
responsible, consenting people. Sexuality is
about making choices eg celibacy,
homosexuality, bisexuality, heterosexuality.
Sexual health is about feeling comfortable
with that choice.

Sex is a natural, healthy function and a
right for all people. A person may need to
use aids or a sex worker to fulfil that right
because of their disability. Sexual
expression is a set of learned behaviours
that can be changed.
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The impact of spinal cord injury on sexual function

Many of the processes of the body involved with sexual arousal are not affected by
spinal cord injury.

For example:

» Breathing deepens and becomes more rapid
» Blood pressure increases

» Perspiration increases

» Heart rate increases.

The major changes involve the loss or change to sensation and movement. The degree will
depend on the level and extent of injury.

Both men and women with a spinal cord injury are less able to move around or tense and
thrust their pelvic and hip muscles as they might have done before injury. Attention to position is
therefore important. Cushions, pillows, imagination, communication and a sense of humour can
help to maximise enjoyment, function, movement and sensation.

Despite change or loss of sensation or movement, many people with a spinal cord injury find
that they enjoy sex and can also experience orgasm. Sensation of orgasm may be different from
that experienced pre-injury, but it is not necessarily less enjoyable or satisfying. Other parts of
the body which retain sensation can become heightened in sensitivity, thus contributing to sexual
pleasure.

The effects of spinal cord injury on sexuality are highly individual. It is therefore important for the
person with the spinal cord injury and their partner to communicate, be adventurous and
experiment to find what works best for them.

Although bladder and bowel accidents during sex are not common, some physical preparation
may be needed.

Initially, there may be many fears about sex and a loss of spontaneity due to the need for
physical preparation. However, most people find that things eventually become more natural. By
experimenting, people with disabilities find that they are able to enjoy creative and satisfying
sexual experiences.

People with all levels of disability are capable of experiencing satisfying sex lives by fully enjoying
the parts of their body they can feel and sharing the total experience with their partner.
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The impact of spinal cord injury on fertility and pregnancy

Male fertility

Sperm quality is usually reduced after a spinal cord injury, so sperm may be taken during the
acute stage of injury when it is more viable. This sperm is stored for later use if the person wants
to have a family.

Sperm may still be viable after a spinal cord injury, so contraception may need to be considered
if a pregnancy is not desired.

Female fertility

Menstruation may cease during the acute stage of injury, but the normal menstrual cycle usually
resumes after the initial stage of shock. Fertility is not usually altered after a spinal cord injury.
Contraception may need to be considered if a pregnancy is not desired.

Pregnancy

Women with all levels of spinal cord injury have had successful pregnancies and deliveries.

High blood pressure during pregnancy can be a problem and the onset of labour can cause
Autonomic Dysreflexia. Monitoring of the pregnancy is important, especially for women who are
at risk of dysreflexia. As the pregnancy progresses, sitting and transferring may be affected.

‘Natural’ delivery is possible, although concerns about inability to push during labour and
prolonged labour may make a caesarean delivery necessary.

Some women may need extra support during pregnancy and help to provide for the physical
needs of the child after it is born.
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Risk factors for people with a
spinal cord injury

When living in a home environment in the community, people with a spinal cord injury face a
range of risks to their physical and/or emotional health and safety.

These risks may include:

» The ongoing risk of complications and emergencies due to their medical situation

» Safety risks in the home environment

» Inadequate or inappropriate care provision or equipment being used

v

Abuse by close family, friends and other caregivers

v

Neglect of their needs for care, services or assistance

» The onset of physical or mental illness that is not being treated.

Many of these risks can be minimised or eliminated through vigilance and maintaining a safe
environment and work practices. There is information about possible complications and what to
do in a medical emergency, as well as how to maintain a safe workplace, in other sections of this
resource kit.

Safety risks in the home

As a personal carer, one area of competency is to respond appropriately to situations of risk for
your client.

If you believe that one of your clients is in a situation that poses a significant risk to them, you
should report it. It is usually not appropriate for you to intervene directly because this may
create a risk for you or have the potential to cause greater harm to your client.You may not
understand the full situation because of your limited contact with the client.

Find out about your organisation's policies and procedures for dealing with these kinds of
situations. If you think there is potential for violence or abuse in a situation, talk to your
supervisor about how to handle it.

Abuse and neglect

People with a spinal cord injury are often highly physically dependent on caregivers for even the
most basic human needs. They are particularly vulnerable to abuse and neglect by those in a
position of trust who may, either deliberately or through neglect, place the person at risk. Many
people may have considerable influence over the home environment, access to services,
treatment of and provision of care to the person with a disability. These include an intimate
partner, parents, grown children, other carers, people who share the home and associates of any
of these.

At times, personal carers may become aware of a risk to their client that exists in the home and
is outside their work responsibilities. You might suspect that the client is being physically abused
or become aware that another caregiver is stealing money from the client. In some cases these
risks could also pose a threat to the safety and well being of personal carers if, for example,
there is violence in the home and a carer is threatened or injured.
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Tactics of abuse

Intimate partner

Caregiver

Isolation » dismantling wheelchairs » controlling access to family, friends and
» disconnecting phones neighbours
» using medications to sedate a person » controlling access to phone or
, . destroying communication devices
» breaking or hiding crutches s | N
. : . » limiting employment opportunities
» not equipping a vehicle to be driven by . : . ey Pp .
someone with a disability » discouraging contact with social work
case manager or advocate
Emotional telling them no one else will want them | » punishing or ridiculing them

v v v v

calling them names eg ugly gimp
telling them ‘you'd be better off dead’

withholding medication

v

refusing to speak or ignoring their
requests

v

using a negative reinforcement program

Minimising, denying
and blaming

» denying or making light of the abuse

blaming the disability for the abuse

v

denying their physical or emotional pain

v

justifying rules that limit autonomy and
dignity

v

excusing abuse as behaviour
management

Using children

threatening to get custody if the person
tries to leave a relationship

threatening to report them to social
workers so that children will be
removed

v

Not applicable

Male or caregiver
privilege

speaking down to them

treating them like a child, telling them
what they can eat and wear

telling the person they are lucky to have
him/her

treating them as a child or servant
making unilateral decisions

denying right to privacy

v v v v

providing care in a way to accentuate
dependence and vulnerability

Economic

forcing them to sign over cheques

telling them they cannot support
themselves

not allowing access to money

» using the person’s property and money
for self

» stealing money
» limiting access to finances

» pressuring person to engage in fraud

Physical Abuse

withholding a wheelchair, forcing the
person to slide along the floor

hitting, kicking, biting, punching, slapping,
dragging by hair

putting something in the path of a blind
person

abandoning the person in a dangerous
situation

» withholding food, heat, care

» failing to follow medical, physical therapy
or safety recommendations

» missing medical appointments, not
reporting serious symptoms or changes

» hitting, slapping

Sexual Abuse

making the person do sexual things
against their will

telling them if they don't have sex the
partner will leave them

physically attacking the sexual parts of
the body

treating them like a sex object

» being rough with intimate body parts
» forcing sex against wishes

» taking advantage of physical or
developmental disability to engage in sex

*

MOTOR ACCIDENTS
AUTHORITY

A RESOURCE KIT FOR TRAINING
PERSONAL CARERS WORKING WITH
PEOPLE WITH A SPINAL CORD INJURY

ParaQuad

Paraplegic & Quadriplegic Association of NSW

€




There is no legal responsibility to report suspected abuse or neglect to the authorities, but
personal carers have a moral duty of care to their client that extends beyond the scope of your
immediate duties. This doesn't mean that you should take action yourself. A personal carer would
not be expected to intervene in a violent confrontation or speak to another carer about
possible theft. In any case of suspected abuse or neglect, you should inform your service provider
of the potential risk situation so that the appropriate services and professionals can be alerted.

It is important to be aware of your boundaries with the client and their family — their right to
respect and privacy must be considered at all times. Behaviour that might seem suspicious in the
short time you are there might have a perfectly reasonable explanation. Notifying your service
provider means that professionals with the right training and expertise can look at the situation
and assess what, if any, action should be taken.

The federal government has established an Australian national disability abuse and neglect hotline
(Www.disabilityhotline.org).

The definitions of abuse and neglect they give are that:

» Abuse is the violation of an individual’s human or civil rights, through the act or actions of
another person or persons.

» Neglect is a failure to provide the necessary care, aid or guidance to dependent adults or
children by those responsible for their care.

Types of abuse and neglect

A person with a spinal cord injury may be subject to abuse by people close to them.
This abuse could fall into one or more of these broad categories:

» Physical abuse

» Sexual abuse

» Psychological or emotional abuse
» Constraint and restrictive practices

» Financial abuse or fraud

v

Neglect by carers, family or others that can be wilful or passive

The following table gives specific examples of the different types of abuse that may be
perpetrated either by family members, close associates or even personal carers. It focuses most
on violence against women with a disability.

Note: Sources: (Groce, | 990; L'Institut Roeher Institute, | 994; Mandeville & Brandl, 1997; National Codlition Against Domestic
Violence, 1996; Strong & Freeman, 1997, Tyiska, 1998)

By looking at all these tactics one can see that very often a partner or caregiver who is abusing
their victim may rarely have to use physical violence. The other tactics at their disposal can be
very effective in keeping the victim in line.

From the article “Intimate and Caregiver Violence against Women with Disabilities” by Patricia E.
Erwin, MA. Department of Criminology, Law & Society, University of California. July 2000
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Services and resources

Identifying needs

As a personal carer to a person with a spinal cord injury, you may feel that your client has some
unmet needs. These could be needs directly related to the services that you provide or it could
be a completely unrelated set of needs. In the first instance, it is best to talk to your client about
these issues as it is their life and they may or may not want to follow up on them.

Some people with a disability are well aware of the services and resources available to them and
are quite skilled at making use of them. Other people have little or no idea of what might be
available and do not have the skills to find out. If you think you can identify a need and you are
unsure what to do about it, talk to your supervisor.

Helping your client to access services

If you know of a service or resource that you think might be useful to your client, broach the
subject diplomatically. For example — Did you know that you could probably get that wheelchair
fixed for nothing? Are you aware of the telephone hotline that could help you with your
complaint?

People with a spinal cord injury may require access to a wide range of services and resources —
some specifically for people with a disability and others that the wider population accesses
everyday such as doctors, interpreters and taxis. Accessing everyday services such as the
hairdresser or dentist can present problems for a person in a wheelchair The premises must be
wheelchair accessible and the staff able to manage delivering the service safely and effectively.

Offer the information to your client and allow them to follow up or not as they see fit. If they
would like your assistance to find out what services might be available or to obtain phone
numbers or contact details, you could offer to help in that way. However it is best for your client
to make contact with the service directly so that first hand and accurate communication
between the client and the service provider can take place. Service providers to people with a
disability usually have a number of resources available to enable their clients to communicate
with the service regardless of their disability.

What types of resources and services are available?
Some of the service areas and types of services include:
Advocacy and access

» access to government and community services

» support groups, eg peer support

» multicultural services eg interpreters or advocacy
4

forums and information
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Equipment and aids

wheelchairs
seating and bedding
adaptive equipment

continence aids

v Vv Vv v Vv

personal protective equipment

Medical and health

pain management
counselling

dental

podiatry

v Vv Vv Vv Vv

medical screening eg pap smears, mammograms

Education and employment

» education and training programs
» employment training

» employment services

Housing

» housing assistance

» home modification

Transport

» taxi subsidies scheme
» disabled parking

» accessible public transport

Social and recreational

» accessible venues and how to contact them

» organised activities

Personal services

» hairdressers, beauticians etc

b sex services

The following resource list is a sample of the government and non-government organisations
that assist people with a physical disability.

The internet is also a very useful source of information if you have access to it. If not, and you
don't know where to start, you might find it useful to talk to the people at the Commonwealth
Carelink Centres. They have a comprehensive database and should be able to give you advice
and pointers for a number of different needs.

It is also worth investigating the services that are available in your local area.
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Resource list

Commonwealth Carelink Centres

These are information centres for older people, people with disabilities and those who provide
care and services. They provide free and confidential information on community aged care,
disability and other support services available locally, intrastate or anywhere within Australia.

Toll free: 1800 052 222
Email: commcarelink@health.gov.au

www.commerciallink.health.gov.au
IDEAS — Information on disability, equipment, access and services

Tel: (02) 6947 3377

Toll free: 1800 029 904
TTY: 1800 029 904
Email: ideas@ideas.org.au

www.ideas.org.au
People with Disability Australia Inc (PWD)

PWD is a statewide peak group that represents the rights and interests of people with a
disability. They conduct systems advocacy, publish newsletters and provide disability rights
education.

Tel: (02) 9319 6622

Toll free: 1800 422 015
TTY:(02) 9318 2138

TTY Toll free: 1800 422 016
Email: pwd@pwd.org.au

www.pwd.org.au
Disability Complaints Service

This service is managed by PWD. It provides information, referral, advice and individual advocacy
assistance to people with disability and their family and carers.

Tel: (02) 9319 6549
Toll free: 1800 424 007
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Physical Disability Council of NSW (PDCN)

PDCN is a statewide representative group for people with a physical disability. They undertake
systems advocacy and prepare regular bulletins and a range of issues papers.

Tel: (02) 9552 1606

Toll free: 1800 688 831
TTY:(02) 9552 1370

Email pdcnsw@pdcnsw.org.au

www.pdcnsw.org.au
Department of Ageing, Disability and Home Care

Head Office — Level 13, 83 Clarence St, Sydney NSW 2000
Tel: (02) 8270 2000
TTY:(02) 8270 2167

www.dadhc.nsw.gov.au
Home Care Service of NSW

For information about your local Home Care branch — www.homecare.nsw.gov.au

The Home Care Service of NSW complaints unit takes customer feedback and handles
complaints.

Tel: 1800 044 043
Email: mail@homecare.nsw.gov.au

www.homecare.nsw.gov.au
Home and Community Care Program

The Home and Community Care (HACC) program is a central element of the federal
government's aged care policy. It provides community care services to frail aged and younger
people with disabilities, and their carers.

The aims of the HACC program are:

» to provide a comprehensive, coordinated and integrated range of basic maintenance and
support services for frail aged people, people with a disability and their carers

» to support these people to be more independent at home and in the community, thereby
enhancing their quality of life and/or preventing their inappropriate admission to long term
residential care.

The type of services funded through the HACC program include:
nursing care

allied health care

4
>
» meals and other food services
» domestic assistance

4

personal care
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home modification and maintenance
transport
respite care

counselling, support, information and advocacy

v Vv Vv Vv Vv

assessment.

Some services charge a small fee that varies from state to state, depending on your ability to pay
and the number of services you use.

HACC is a joint federal, state and territory cost-shared program. The federal government
provides 60% of funds and the states and territories provide 40%. About $1.301 billion will be
provided nationally for the HACC program in 2004-05.

NSW Ombudsman

The Ombudsman is an independent watchdog body that handles complaints about government
and non-government community services providers, NSV Police, local councils, freedom of
information applications and protected disclosures.

Tel: (02) 9286 1000
Toll free: 1800 451 524
TTY: (02) 9264 8050

Email: nswombo@ombo.nsw.gov.au

www.ombo.nsw.gov.au
Paraplegic and Quadriplegic Associations within Australia

» The Paraplegic and Quadriplegic Association of NSW
Tel: (02) 8741 5600

www.paraquad.org.au

» The Paraplegic and Quadriplegic Association of Victoria
Tel: (03) 9415 1200

vvwvv.paraquad.asn.au

» The Paraplegic and Quadriplegic Association of SA Inc
Tel: (08) 8355 3500

www.paraquad-sa.asn.au

» Paraplegic and Quadriplegic Association of WA Inc (also covers Northern Territory)
Tel: (08) 9381 Ol I'l
» The Paraplegic and Quadriplegic Association of QLD
Tel: (07) 3391 2044
www.pgag.com.au
» The Paraplegic and Quadriplegic Association of Tasmania Inc
Tel: (03) 6272 7458

www.paraquadtas.org.au

» Spinal Cord Injury Australia (NSW)
Tel: (02) 9661 8855

» Australian Quadriplegic Association Victoria Ltd
Tel: (03) 9489 0777
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Multicultural Disability Advocacy Association (MDAA)

MDAA provides individual and systems advocacy for people with disabilities from non-English
speaking backgrounds

Tel: (02) 9891 6400

Toll free: 1800 629 072

TTY:(02) 9687 6325

Email: mdaa@mdaa.org.au

www.mdaa.org.au
National Ethnic Disability Alliance (NEDA)

NEDA is the national consumer-based peak body for people from a non-English speaking
background (NESB) with a disability, their families and carers. They advocate at a federal level for
the rights and interests of people from a NESB with disability, their families and carers.

www.neda.org.au

Ethnic Disability Advocacy Centre

The Western Australian Ethnic Disability Advocacy Centre (EDAC) was established in 1995 to
advocate for and empower people with a disability from non-English speaking backgrounds.
EDAC aims to safeguard the rights of ethnic people with disabilities and their families.

www.edac.org.au

Action on Disability within Ethnic Communities

This is a Victorian community based organisation which represents the rights and needs of
people of non-English speaking background with a disability and their carers. ADEC provides
advocacy, information, referral, education, training and consultancy services.

Accessing equipment — purchasing, repairs and home modifications

The Independent Living Centre of NSW

The centre displays a comprehensive range of products and equipment to assist with day to day
living — all of which are available commercially.

You can visit their centre in Parramatta, try out products and equipment, and select those most
suitable before you buy. Staff at the centre will provide you with supplier details and approximate
prices. Please note that they do not sell items — they are displayed for information only. They also
have an occupational therapist available to assist if you have any queries.

The ILC Info-Line is a telephone, fax, email and mail enquiry service. Whatever your situation,
your question about equipment, aids and home renovations will be answered by their friendly
qualified staff. Information about suitable products and suppliers can be emailed, faxed or posted
to you.
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Types of equipment you can see at the centre

home design ideas and adaptations
seating

transport

beds, hoists and associated equipment
clothing and footwear

communication aids

walking frames and sticks

wheelchairs and scooters

bathroom and toilet equipment
kitchen and household products
personal care aids

continence aids

office design and equipment
lifting and transfer aids

leisure and recreation

ILC Magic is a 6000 item database of equipment and resources for people with disabilities. This is
available on CD ROM by subscription and includes quarterly updates.

Independent Living is a quarterly journal that contains feature articles about equipment and
design as well as information on new products, resources and organisations.

Tel: (02) 9808 2233
Toll free: 1800 800 523
Fax: (02) 9809 7132

Email: help@ilcnsw.asn.au

www.ilcnsw.asn.au

Provision of Aids for Disabled People (PADP)

PADP provides appropriate equipment, aids and appliances to assist eligible residents of NSW to
live and participate in their community. The program is designed for those who are financially

disadvantaged, so access to PADP is means tested for adults. Access for children with a disability
is universal.

The target population for PADP is people living in the community who:

»

Have a disability of a permanent or indefinite nature as defined under the Disability Services
Act 1993 — this means, for example, that the disability is likely to last more than 12 month

regardless of its cause

Are a permanent resident of the area health service

Live in a group home operated by a non-government organisation on behalf of the Ageing
and Disability Department, Department of Community Services or NSW Health

Have not received compensation or damages for the disability for which the aid has been

prescribed.

Replacement items are issued under the same conditions as apply to the initial issue of
equipment.
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A replacement appliance may be issued fif:
» The appliance has worn out by natural use and is no longer useable
» Itis more economical to issue a new aid than to arrange for repairs

» A client’s condition has altered so much that they need a replacement aid.

PADP can also provide help to meet the cost of regular servicing, maintenance and reasonable
repairs to PADP supplied items. No prescription is necessary for servicing, maintenance or
repairs.

Arrangements for the servicing, maintenance and repair of an item are to be made by the PADP
lodgement centre.You can find your local lodgement centre at the Department of Health's
website — www.health.nsw.gov.au

Home modification and maintenance services (HMM)

HMM are a non-profit organisation funded by the NSW Department of Ageing, Disability and
Home Care to develop a knowledge base and information clearinghouse on home modification
and maintenance.

The HMM program delivers an important service to support frail older people, people with a
disability and their carers to remain at home. There are approximately ninety HMM service
outlets in NSW.

The HMM information clearinghouse can be contacted at:

East St, Lidcombe, NSW 1825
Tel: (02) 9351-9376

Fax: (02) 9351-9197

Email: hmminfo@fhs.usyd.edu.au

Wheelchair maintenance

ParaQuad Engineering

ParaQuad offers a range of manual wheelchairs and commodes, as well as a full range of spare
parts. They can modify, service or repair wheelchairs including upholstery in a variety of colours
and fabrics and frame repainting in a choice of colours.This service is available through their
workshop at Newington.

6 Holker Street

Newington NSW 2127

Tel: (02) 8741 5600

Toll free: 1800 424 096 — outside the metropolitan area

Fax: (02) 8741 5670
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The Northcott Society

The Northcott Society runs a wheelchair maintenance service with trained technicians who
repair and maintain manual and power-drive wheelchairs as well as hoists and scooters. A mobile
repair and maintenance unit, well equipped with tools, spare parts, and repair facilities, operates
throughout the Sydney metropolitan area and visits private homes, hospitals and community
centres.

| Fennell Street

North Parramatta NSW 2151

Tel: (02) 9890 0195

Fax: (02) 9683 2827
Motor vehicle modifications

ParaQuad Engineering

As well as offering support with the purchase and maintenance of wheelchairs and domestic
equipment, ParaQuad can also do motor vehicle modifications such as:

» Fully automated remote driver and passenger access systems

» Wheelchair restraints and tie downs

» Floor levelling

» Pedal extensions

» Left foot accelerators

» Dual controls

» Hand controls.

They have a range of rural agents who are available to install hand controls, hoists and ramps.
Please contact ParaQuad Engineering for details.
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