Glenyse Ward is a writer and biographer
with two books and many more pieces
to her credit. Life was hard working and
successful.

Then four years ago, her life as she knew it
was snatched from her in a moment as she
rushed to her son’s hospital bed after being
told he was expected to die.

Brian Ocean Ward, 31, had been set on
outside a nightclub at 1am one morning in an
unprovoked attack, which has left him with an
acquired brain injury and unable to work.

The brutal group attack did not just destroy
merchant seaman Brian’s life but changed
life for his whole family.

“l used to travel everywhere,” Brian said. “I've
been to Vietham and Singapore and | love it.
One day | want to go back but it's just going
to take time. | love the job.”

Glenyse too holds out hope that slowly the
damage to Brian’s frontal lobe - the area of
the brain that controls reason, emotion and
control — will heal enough for him to return to
work and lead a normal life once more.

“Doctors say that over time, maybe in six or
12 years, Brian will get back to normal. In
the mean time life is very hard. People say
how can you get
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Life for the Stafford family will never be the
same after a day in November 2006 when
their son Julian, then 28, was involved in
a near fatal car accident.

‘It is every parent’s worst nightmare,” his
mother Anne Stafford said. “Julian has a
double degree in e-commerce and, prior to
the accident, was thriving in his chosen field
of IT. He was also an active sportsman and
in quieter moments loved playing his guitar.

“When something like this happens you are
numb and it is only the love that you have for
your child that drives you on to continue; that
makes you get out of bed in the morning and
forces you to dig so deep within yourself for
even a tiny thread of inner strength.

“You can’t look beyond the day that you are
living because to look beyond is to let in
feelings of despair which must at all costs be
kept at bay and only hope is allowed to be
present.”

Anne said it was very difficult to keep the
feeling of hope alive because the medical
staff themselves do not give you hope.
In Julian’s case the initial diagnosis was
rather brutal. The family was told that he
would never be able to eat as he would
always have a tracheotomy, never walk and
Continued page 5 N



Introducing Board of Management members

Shirley van Schagen is a management consultant with considerable
experience in working with leaders and teams to improve the performance
of both individuals and the organisation, helping them to achieve a common
vision and to develop supporting strategies to achieve their vision.

Shirley is passionate about developing people and leaving organisations
with the skills, knowledge and mindset to successfully accomplish significant
personal and organisational change. She is keen to apply her experience as
a consultant to.contribute to Headwest as it increases its voice and influence
for people with ABI.

Her interestin working in the Community Sector has grown through working
with a variety of small and large not-for-profit organisations over the last eight
years. “| was attracted to Headwest because of the direction it is going in, the
complex needs of ABI and the opportunities that exist to address gaps in services or legislation that impact
on people with ABI. This is a really exciting time to be involved”.

David Hounsome is a formerteacher with extensive Senior Executive Servicein
the WA Public Service. He has worked for the Disability Services Commission,
the Department for the Arts and the Department of Health and served recently
on the Boards of the WA Association for Mental Health, ASSeTTS, and Ruah
Community Services as well as a range of other organisations. He has a
B.Ed with majors in-Special Education and Educational Psychology and has
managed a medium sized Community Sector Organisation.

David appreciates some of the difficulties experienced by many with an
acquired brain injury- a disability not easily understood and not consistent in
its impact. A disability that doesn’t always fit the models of service offered by
either the DSC or the Mental Health Services of the Department of Health.

Jill Bowman has a strong background in the disability sector including,
providing recreation, sport, social and community support services for people
with a disability and their families over many years. She has been and still
is, involved in community activities with a strong inclusion focus. Jill has
worked in the Not for Profit area, Local Government and State Government.
Jill is currently working for the Department of Sport and Recreation as the
State Coordinator for Sports CONNECT, an Australian Sports Commission
program — a national framework that works to build pathways for people with
disabilities to become involved in the sport of their choice. Jill is passionate
that everyone should have the opportunity to contribute and be fully included
in their local community

Introducing new staff member

Hello, my name is Robyn Fitzgerald. | am the new, part time, contract
Advocacy Officer at Headwest. | am looking forward to assisting the team
at Headwest to protect the rights, interests and well being of people with
an ABI and their carers. | always enjoy working to help people to access
and meet their goals, interests and lifestyle needs. My experience is
varied, working across the Acquired Brain Injury, Education, Disability and
Community Service sectors. | have a Certificate in Acquired Brain Injury and
Neurological disorders which helps support my understanding of key issues
that carers and carees face managing their day to day lives.




Have your say!
Disability Care and Support Inquiry

The Australian Government has instructed the Productivity Commission to conduct an inquiry into disability care
and support. This is a very significant opportunity to have a say about what needs to be done to enhance the
quality of life of people living with acquired brain injury and carers.

The aim of the inquiry is to identify the best solutions to:

* improve care and support services for people with a disability; and,

* enhance the quality of life and increase economic and social participation for people with disability and
their carers.

The Inquiry will examine a number of questions, including:

* how a scheme should be designed and funded to better meet the long-term needs of people with disability,
their families and carers

* how to determine the people most in need of support, the services that should be available to them, and
service delivery arrangements

* the costs, benefits, feasibility and funding options of alternative schemes

* how the scheme will interact with the health, aged care, informal care, income support and injury insurance
systems

» its impacts on the workforce

* how any scheme should be introduced and governed

* what protections and safeguards should be part of the scheme
While Australia’s social security and universal health care systems provide an entitlement to services based
on need, there is currently no equivalent entitlement to disability care and support services. An exploration of

alternative approaches to funding and delivering disability services with a focus on early intervention and long-
term care will be an important part of the Inquiry.

The end of June is the deadline for submissions to the Disability Care and Support Inquiry. For more information
and to register your interest in updates, visit the Productivity Commission website: http://www.pc.gov.au/projects/
inquiry/disability-support, or Email: disability-support@pc.gov.au, or Freecall: 1800 020 083

If you are deaf, or have a hearing impairment or speech impairment, contact us through the Productivity
Commission through the National Relay Service (see contact numbers p12 of this newsletter) then ask for (02)
6240 3221.

Two issues papers are available on the Productivity Commission’s website. The Productivity Commission will
hold a public hearing 9am — 5pm, 22nd July 2010, at the Novatel Hotel, Perth. To register to present at the
hearing, or to observe, on line go to:

http://www.pc.gov.au/projects/inquiry/disability-support/public-hearings

Want your voice to be heard?

Come along to the Headwest ‘Disability Care and Support Inquiry’ community consultation!
Wednesday 10am — 12noon 9th June 2010

645 Canning Highway, Alfred Cove

Morning tea provided.

You are most welcome to come along to the Headwest community consultation about the Disability Care
and Support Inquiry.

On the basis of the findings of the community consultation and other research, Headwest will be making a
presentation to the public hearing on 22nd July, and will also be making a written submission to the Inquiry.

To register, please call 9330 6370 or email admin@headwest.as.au by Monday 7th July.

If you have any questions, or if you can’t attend the community consultation but would want to make a
contribution, please call Helen Lynes, Executive Officer, 9330 6370 or email helen.lynes@headwest.asn.au



You are invited to
Let’s talk about . . . Carers
A seminar for people living with acquired brain injury.
10am — 1 pm Thursday 29nd July 2010

Tompkins on Swan
Cnr. Dunkley Avenue and Canning Highway, Alfred Cove

head

Brain Injury Association of WA Inc

Your hosts
In partnership with

Carers Advisory Council, Department of Communities (Carers Recognition Act), Carers WA,
Commonwealth Carelink

The Seminar offers an opportunity to learn about:

* Support and respite services for carers
* Carer benefits
* Legislated recognition of carers
* Ways in which carers can have a voice
There will also be opportunities to ask questions and to speak out about issues for carers.
Morning tea provided.

The number of places is limited so be sure to book early to secure a place.
RSVP by July 23 to Raelene York 9330 6370 or admin@headwest.asn.au

Please let Raelene know of any special dietary requirements or if you need an interpreter.
Venue is wheel chair accessible.

Headwest Strategic Plan 2010 — 2012

The Strategic Plan 2010 — 2012 is a blueprint for achieving Headwest’s mission, which is to contribute to
a society in which all people with an acquired brain injury live in welcoming communities which facilitate
citizenship, friendship, mutual support and a fair go for everyone. Consultations will commence later in the
year towards the development of a longer term Strategic Plan, beyond 2012.

The near future, 2010 — 2012, represents an exciting and challenging time for Headwest. During this period,
Headwest will be working towards:
* agenuine capacity for community engagement and advocacy across metropolitan, regional and remote

Western Australia;

+ acomprehensive advocacy platform grounded in formal research that is valid, credible and reliable, with
an evidence base premised on the participatory action-learning principles of participant empowerment;

* making a significant contribution to a State-wide brain injury reduction/health promotion program; and,
» financial sustainability with a reduction in a reliance on government agencies for core funding.

The Headwest Strategic Plan can be downloaded from the Headwest website: www.headwest.asn.au
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never talk. The family was told by a medical person
that this was possibly as good as it was going to get.

“This is a far cry from the situation now 3-and-a-half-
years later. Progress has been slow and many days,
weeks and even months were filled with tears and
frustration.

“l have to stress that one should
never give up. Julian returned
home last October and has an air of
contentment about him.”

Anne said Julian now participated
in all family meals, feeding himself
meticulously. While he does not
walk yet they remain positive he will.

She said Julian was able to
accurately complete both mental and
written arithmetic, writing answers
with his left hand as his right side
does not respond as it should.

“His reasoning skills are clearly
there.

‘The road travelled was hard,
progress slow but to have arrived
at this stage, considering the initial
prognosis made, is a miracle in itself and a testimony
of love and perseverance.”

Anne said the key elements which contributed to his
recovery were:

. When in hospital listen to the medical advice
but do not let it discourage you.

. Do not be intimidated by doctors nor by the
medical terminology used.

. Ask trusted and capable family members or
friends to research the internet for similar cases so
that you become more knowledgeable which in turn
can help you to ask relevant questions. Knowledge is
power.

. Do not be afraid to ask questions no matter
how insignificant you think they may be. Remember
that you are the spokesperson for your loved one.

. Seek a second opinion — do not be afraid if this
may offend anyone. If a medical person is offended
by this then simply say “What would you do if this was
your son, husband or daughter?

. Keep a diary of everything that happens.

. Do not sign any papers in hospital — take
papers home to read quietly or even ask another family
member to read on your behalf as they may have more
clarity of thought. Keep a photocopy for your records.
On discharge from hospital you may obtain records
through Freedom of Information, which may assist you
and your medical advisors.

. Find out what your rights are, what options are
open to you, what you are entitled to. Do not assume
that help, information will automatically be given. If

you don’t know what you are entitled to you can’t make
application for it and thus you deprive your loved one
of perhaps something badly needed.

. Question the medication which is given. Do
not automatically accept everything. Since we were
instrumental in having Julian’s medication reduced he
has become so much more alert — the lights are on and
someone is most definitely home.

* Insiston frequent physiotherapy.
| can’t emphasize enough how
important physio is to rehabilitation.
Once/twice a week is totally
inadequate. It needs to be an
ongoing therapy. Supplement
this with body massage. Speech
and occupational therapy are also
important.

* Keep the individual stimulated
— get earphones and play classical
baroque music. Read to them from
subjects which interested them prior
to the accident. Converse assuming
that they can hear and understand.

“Unless you put these things into the
health system, people with acquired
brain injury are not going to advance.
Physio is so vital in the early stages and good nutrition
is important on an ongoing basis.”

Anne believes the two top priorities for ABI reform are
funding for physiotherapists, speech and occupational
therapy.

“What’s the point of spending millions on facilities
and buildings if patients do not receive the necessary
therapy and care so vital in the early stages of recovery?
Too many staff work long shifts and many a time there
is a shortage of staff.”

She said the health service needed to employ people
with passion, people who were prepared to push the
boundaries and think outside the box. No two people or
injuries were the same and it was necessary to assess
each individual’s needs and not categorize them.

“‘Before deciding to have your family member
come home you have to evaluate very carefully the
repercussions that this will have on your family life.

“Caring for a loved one with ABI is physically and
emotionally draining. Julian receives 35 hours a week
of personal and social support from Perth Home Care
with funding from the DSC for which the family is
extremely grateful.

“While this is wonderful help it still leaves the family
to their own devices for the best part of the week. I'm
fortunate my husband who still works full-time, is able
to provide assistance.

“Julian’s sister also contributes and provides much
needed relief because Julian can never be left home
alone. Care should not fall on the shoulders of one
family member alone.”



through all this, | say | love my son, | will always be
there for him.

“Brian feels isolated and cut off because his friends
don’'t come, not one ever visits him anymore and
before he was always with his friends.

“That's hard to watch but it's also hard because
family members who are the carer to a person with
an acquired brain injury are on their own. There is no
support.

“This is an invisible disability and no one recognises it. |
have been to Disability Services but they say it doesn’t
fit their criteria. Same with Mental Health Services.

“They put them through tests but their disability doesn’t
show up with those tests so you’re turned away.

“With Brian’s disability, you have to be with him every
minute of the day. He is
not aware of time, and he
still does things the way
he used to do. When he
was in the merchant navy
he’d get up at 3am, and
he still does that. He calls
me to have a cup of tea
with him. If | don’t get
up he gets irritable, and |
don’t want him to feel left
out, so | get up.

He gets really upset
sometimes and he wants
to go out and get the
people who did it. But
he’s not a violent person.
Is the damage to his
brain. He, my Brian, would
never and has never hurt
anyone.

“You can’t show emotion in front of him because that
upsets him and if he gets angry which people with this
sort of injury do, you can’t get angry back because that
upsets him too. You always have to stay calm around
him. It's like walking on eggshells at times.

“| get to cry sometimes at night where no one can see.”

Glenyse said Brian can’t be left alone because of his
disability. He wanders off and can get into trouble. He
thinks he can provide things like he used to do, when
he had a good income in the merchant navy. He might
just pick up something he sees in the shops and not
realise he does not have the money to pay for things
anymore.

When he brought a bike home from the supermarket it
nearly proved fatal.

“l said to him Brian you can’t do that, that’s not yours.
It's stealing. You'll have to take it back which he did.

“Butthere was something happening atthe supermarket
and the security guards jumped on him and threw him
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to the ground. If he had been hit on the head he could
have died. The police were good. They brought him
home but he could have ended up in jail.”

Glenyse wants to see more training for police and
security guards so they know how better to deal with
people with an acquired brain injury so tragedy and
unnecessary imprisonments do not occur.

More she wants to see the disability sustained by her
son recognised by authorities and proper support
programs put in place for them to help them recover
and retake their place in the workforce and society.

She is also desperate for support services and respite
care programs to be put into place so carers can get a
break from the grinding and never ending responsibility
placed on them.

“And my son loves his family. Before this, when he was
working, he was always looking after us and bringing
us home nice things for
the house. His father had
bad health and Brian was
always helping out.

“‘Now when there’s no
money in the house, he
gets agitated. | think he
feels responsible that he
should still be providing.

‘He is a lovely person.
Before this happened, |
can't remember seeing
him angry, never heard
him swear or raise his
voice but now he doesn’t
have that control and he
gets frustrated because
he knows the life he
had and he loved it. He
remembers what he’s

e o i

lost.

A further setback for Brian was the diagnosis of
testicular cancer last year. The tall, handsome 31-year-
old had to have the cancer removed but still he looks
forward to life with hope.

‘I'm going to take him home up north where our
ancestors lived. He loves walking and we are going to
walk the trails that his grandmother walked. | think that
spiritual connection will help him heal.

“We will have more support up there too. We have
family and it is a small town and people know Brian
they’ll all help look after him.

“l just want to say to others in my position, you're not
alone out there; we've got to be strong with our loved
ones through the pain and the trauma. There will be a
light at the end of the tunnel.

“All I want to say is to encourage you to be strong, to
have hope, to have faith, because one day that crack
will open and the sun will shine through.”



Speak Out about Acquired Brain Injury Reform

Below are responses to two leading academics, Prof Errol Cocks and Assoc
Prof Ted Wilkes, who were asked - “What are the top priorities for ABl reform
- to help improve the lives of people with acquired brain injury?”

Professor Errol Cocks, Director, Centre for Research
into Disability and Society, Curtin Health Innovation
Research Institute, Curtin University of Technology

‘In my experience the disability of acquired brain
injury is the least understood by policy makers;
and in some ways is not as well supported as
other areas of disability. After an injury the people
affected and families are thrown into a life that
is very different to the one they had beforehand.
Then there’s a period of acute, intensive medical
intervention, where the primary focus is on the
body. From then on, it's almost as though people
are cast adrift, often with no clear services and
supports in place,” said Prof Cocks. “This is due
in part to the lack of a coherent policy about post
discharge pathways to rehabilitation and recovery.
So, the first priority for ABI reform must be strong
advocacy that reflects the needs of people with
ABI and their families. This should be advocacy
developed in a collaborative way, and to an agreed
plan. Second, we need a much clearer notion of
what people and families need, what supports and
so on. Third, we need good policies and services
that have been designed on the basis of what
people with ABI and families say they need,” he
said.

“Preventing unnecessary injury

of any kind, and particularly brain

injury, is a priority. This needs to
include the prevention of injuries

that come about when people have

a diminished capacity when they are
under the influence of alcohol and other
drugs” said Assoc Prof Ted Wilkes.

“The heath and disability sectors need to
consider the connection between acquired

brain injury and the use of alcohol and other
drugs. People with expertise in alcohol and drug
prevention need to decide with other experts how
to intervene. The two top priorities for ABI reform
are about finding the right way to prevent brain
injury, and the right way to support Aboriginal
people after they have acquired a brain injury” he
said.

Associate Professor Edward Wilkes, Aboriginal Re-
search Programs, National Drug Research Institute
Curtin University



CIub Virago Rides to Sljport Brain Injured

The Headwest car park was full of motorbikes on 28th March, when Club Virago members arrived at Headwest
to hand over a $600 cheque raised at a quiz night. Club President Phil Clegg said that Club Virago wanted to
support Headwest in future, and that the Club had pledged to hold a fundraising ride. “ We have an affinity with
the Headwest cause”, he said. “A member of the Club has an acquired brain injury, and bike riders are aware
every ride is a risk.”

Allan Huggins, Chair, thanked Club Virago members for their commitment to help support people with acquired
brain injury, and to help spread the message about the need to reduce the incidence of brain injury. “1in 45
Australians have an acquired brain injury”, he said. “’We need to get the message out there that this is a health
and disability problem that needs more attention from the community and government” he said.

The donation from Club Virago will be used solely towards the cost of running the Nutcracker Groups, which are
held weekly in Melville and Mandurah. About sixty people attend the meetings each week to socialise, learn
new skills, share a meal, and to help others with acquired brain injury. Nutcracker Groups are not government
funded, they rely solely on donations.




Inflicted traumatic brain injury in children

Brain Injury Australia has released a policy paper that details the outcomes for
children who are abused in this way and the need for nationally consistent protocols
for their rehabilitation and follow-up care.

Inflicted traumatic brain injury (ITBI) is the leading cause of death and disability in
children who have been abused. Infants are at the greatest risk. The New South
Wales Child Death Review Team’s 10-year survey of 136 fatal assaults found that
children less than 1 year old were 16 times more likely to die than those aged
between 5 and 15. Of those children who survive ITBI, as many as 2 in every 3 will
live with profound and permanent disability. Because their brain is injured, these
children experience a range of disabilities that affect them not only physically but

Nick Rushworth,
Executive Officer,
Brain Injury Australia

also in the way they think, feel and behave.
The policy paper can be downloaded from the Brain Injury Australia website:

http://www.bia.net.au/

The Independent Living Centre.

Helping you choose assistive
equipment and services

Not sure what lounge chair, or mobility aid can
help you? Need advice about communication
options, keyboards or telephones that are
accessible. Many people find a few well
chosen pieces of equipment can support
their independence, ease and safety when
performing every day tasks. Choosing the best
most useful assistive equipment or finding
services that can support you can be tricky
even for those who have worked in the disability
sector for a long time.

The Independent Living Centre of Western
Australia (ILC) is a not for profit service that can
support people to do just this. Staffed by health
professionals with a background in assistive
technology, you can see try and a range of
options in one place. You will receive impartial
information based on clinical experience. ILC
Hire also has a range of equipment which
means you can trial before buying or simply
meet a short term need.

The ILC has many items of equipment on
display. There is a range of seating, mobility
aids like walking frames and wheelchairs,
vehicle modifications and equipment to assist
you in the bathroom or the kitchen. Electrically
adjustable beds and pressure management
cushions are also on display. The ILC Tech

service employs a speech pathologist and an
occupational therapist who are able to support
you with information about communication,
computer access and more.

The ILC website www.ilc.com.au also has
a database of over 6000 items that you can
search online. Our enquiry line is open from
8.30 to 4.30 every day and you can view
equipment with a therapist by appointment
by calling 9381 0600 or 1300 885 886.
Making an appointment will ensure you get the
all the time you need to look at the equipment
on display. The ILC is in Nedlands on the site
of Sir Charles Gairdner Hospital.

The Independent Living Centre is also the
provider of the North Metropolitan Respite and
Carelink Centre. This service is able to support
you access information about services like
home help and transport, and to access support
for respite in the north metropolitan area. If you
need assistance this number anywhere in WA
will direct you to your nearest Commonwealth
Care link and Carer Respite service 1800 052
222.

@® / Independent
Living Centre WA

Making chafces finding solutions




You are invited to a Focus Group for the

Review of the National Standards for Disability Services
Facilitated by Jacqui Softly, Disability & Access Consultant

10.30am — 12noon Tuesday 22nd June 2010
Headwest, 645 Canning Highway, Alfred Cove

Taxi vouchers are available to people in the metropolitan area who register to attend
Lunch Provided Afterwards

The National Standards for Disability Services:
*  Are rules service providers have to follow so that people with disabilities have access to
good quality supports;
*  Describe what a good quality service is; and
*  Make sure that service providers are doing the right thing and are accountable

The National Standards are being reviewed to bring them up to date; to see if there are any gaps, and
to see if they can be rewritten so that they can be easily understood by everybody. For example WA has
already added another Standard about human rights and freedom from abuse and neglect.

For more information about the review, see the Headwest website www.headwest.asn.au or Tel. 9330
6370, or visit the national site for the review: http://www.dhs.vic.gov.au/disability/improving_supports/
national-quality-framework

If you are unable to attend the Focus Group, you also have an option to provide feedback via an on line
survey, or a written submission or telephone interview. Details about how to do this are on the national site
(web address above)

To register for the Focus Group, contact Raelene York Tel 9330 6370 or admin@headwest.asn.au by

18th June 2010.
\_ J

Ethnic Disability Advocacy Centre

A strong voice for migrants, refugees and humanitarian entrants with a disability and carers

The Ethnic Disability Advocacy Centre (EDAC) is a non-profit, community based agency which advocates for
people with a disability who are from Culturally and Linguistically Diverse (CaLD) backgrounds and their carers/
families.

Although we are a multicultural society many migrants, refugees and humanitarian entrants with disability are
still missing out on relevant services that could assist them in independent living and community participation.
The uptake of disability service for this group is low. Generally they lack knowledge of the Australian Systems or
perhaps are reticent to engage services due to cultural/social practices and language skills.

EDAC was established in 1995 to protect the rights and interests of people from CALD background in accessing
culturally responsive disability services.

EDAC currently provides
* Individual Advocacy (including some regional services);
e Support and Information;
+  Systemic Advocacy;
e Culture and Disability Training;
»  Carers/families support; and
* aweekly radio program on Monday, 7.30pm at 95.3 6EBA FM
For further information please contact:
320 Rokeby Road, Subiaco WA 6008
Phone: 08-93887455
Fax: 08-93887433
Freecall: 1800 659 921
Website: www.edac.org.au
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From Left: Jenny Au Yeong, Ethnic Disabilities Advocacy Council, Amanda Perlinski, Disability Services Commission,
Maxine Drake, Health Consumers Council, Helen Lynes, Headwest, Julie Jones, Aboriginal Health Council of WA,
(Helen Foley & Jim Morrison, Dept Corrections, absent)

Acquired Brain Injury Complex Needs Advocacy Project

The Acquired Brain Injury Complex Needs Advocacy Project is a Headwest across government,
across community, partnership initiative. The project is supported by the Disability Services

Commission.

People with an ABI disability tend to have needs that
are more complex than the average person with a
disability due to the high prevalence of co-existing
health problems and/or disabilities, and high risks in
the key social determinants of health and well being,
including substance use, imprisonment, homelessness
and service fragmentation. (AIHW, Bulletin 55, Dec
2007).

Services do not work as well as they should for people
with complex needs

The Project will develop a mode of best practice for
complex advocacy, working to resolve complicated
problems for people with acquired brain injury with
complex conditions, with multiple existing systems
that are not working as they well as they should. The
project will be completed by June 2011.

LI






