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FOREWORD

This booklet is the combined effort of Dr Peter hgyfrom FDGP) and
the parents, members and volunteers of the Chirasent Association-
Children With Disabilities Inc (CPA). We would &kto send our
gratitude to Fairfield Division Of General Practi¢€EDGP) for the
financial support and to Dr Gabriel So, chairmanF&iGP and the
Community Liaison Advisory Group (FDGP), and thewgy members
for their initiative and valuable advice.

My appreciation and thankfulness are also diretbethe volunteers of
CPA, Ms Candy Leung, Ms Angela Yee, Ms Zara Lam BlisdWinnie
Chui for their article contribution and support.

Chinese Parents Association-Children with Disabsitinc. is a non-
profit organization set up solely by the parents abiildren with
disabilities. With limited monetary support (lahgéhrough fund-raising
activities), we endeavor to provide services, nolydo people with
disabilities, but to their parents, families andeca as well. The majority
of our members are Asians, speaking mainly Canwaesl Mandarin.
Some of them, because of cultural and languagdebsrrare having
difficulties in communication and access to theilabée services. They
are desperately in need of social, emotional suppand appropriate
information on the health and care of their chitdvath disabilities. To
meet their needs, we publish this booklet with hdipm the
professionals. We sincerely wish the booklet Wwélp to clarify some
myths and present a clear concept about intellectualbdisato the
public as a whole.

O
i \l.r o
Sylvia Tinyow ~y gﬂ'&ﬂ A
President of Chinese Parents Association ™ },{Eh'.' Y
-Children with Disabilities Inc May 2006 W /( \\



PREFACE

The latest study by White, Chant, Edwards, Townsé&nd
Waghom (2005) shows, in Australia, the prevalende o
intellectual disability in the sampled populatiomavl.25%.
Accordingly, about 1 in 100 people is having irgetlal
disability.

Throughout history, most societies have devaluexplgewith

intellectual disability. Incidentally, over the tadecade, the
field of ‘people with disability’ has undergone emmus

changes. In Australia, in addition to the Commorlitégtate

Disability Agreement (CSDA), the NSW Disability Seres

Act 1993 (DSA) has been implemented to protectitjigs of

people with disability in the provision of service3he DSA

says that ‘persons with disabilities have the saamc rights
as other members of the Australian society. Theye hhe

same rights needed to ensure that their speciidsiare met.’
As a member of the society, | firmly believe thabple with

intellectual disability should be able to enjoy aabty and

meaningful life as far as possible irrespectivecaibur, race
or belief.

In Australia, it is obliged to use the term ‘peophth
disability’. The expressions such as ‘mentally heapped’ or
‘mentally retarded’ are likely misleading and stafming;
they may give public a negative impression which further
disadvantage people with intellectual disability ihme
community.



People with intellectual disability and coming fronon-
English speaking background are often doubly diaathged
in their communicative and social skills. They haveth
cultural and language barriers, and these ofted teatheir
lack of confidence, social isolation and difficakiin seeking
further community assistance and services. Thklet is
written in Chinese and English, with the assistasfcEhinese
Parents  Association-Children  with  Disabilities  Inc,
professionals from allied health services and timancial
supports of Fairfield Division of General Practiael, aiming
to:

* provide updated information to the public on the
understanding of people with intellectual disapjlit
with special emphasis on children

» provide basic knowledge on the health and dailg car
for people (mainly children) with intellectual dishty
and their families/carers

* inform the public, people with intellectual disatyl
and their families on the availability of the
developmental assessments, recommendations ant
services from the Allied Health Services, so as to
promote their learning and development of functiona
skills or abilities, as well as the assistancedoesasing
other services and activities in the community.

Peter Leung
General Practitioner
May 2006, Sydney



Intellectual Disability

. The definition

In Australia, Intellectual Disability is a term used to mean someone
who, after having been formally assessed by prafeals (e.g.
psychologists), is expected to be a slow learnelifo

Intellectual disability is a developmental disorddt is not an illness, it
iIs not infectious and it cannot be ‘treated’ orredi. People with

intellectual disability experience difficulties their day-to-day activities,
in understanding concepts and solving problems.

For a young child who is under tlage of fiveand is developing more
slowly than other children of the same age in onanore areas of
development, professionals would prefer to usadha Developmental
Delay. Sometimes, a child’s learning will be slow for asgfperiod due
to illness or changes in the environment; the cimby later catch up on
learning and continue to develop as other childoérthe same age
(Child and Youth Health 2006).

According to the definition put forward by DSM-I\2§02),Intellectual
Disability refers to:

* someone whose intellectual functioning level (IQpelow 70 on
an individually administered 1Q test

* someone who is having difficulties in functioningills (in at
least two of the following areas) viz.: communioati self-care,
home living, social/interpersonal skills, use of noounity
resources, self-direction, functional academidskilork, leisure,
health and safety

» someone whose limitations in intelligence and lyviskills are
obvious before age 18 years



The American Association on Mental Retardation (ARMs a leading

association in defining and classifying mental nddgion. In their 2002

Manual, Mental Retardatiois defined a a disability characterized by
significant limitations both in intellectual funotiing and in adaptive
behaviour as expressed in conceptual, social aactigal adaptive skills.
This disability begins before age 18. The manwhins the term
‘mental retardation’ because, after considerablébe@tion by the

association, there is no agreement on any othezptatule term that
bears the same meaning (p. xii).

[l. Classification

The effects of Intellectual Disability vary in seig in individuals.

People with intellectual disability exhibit a greainge of abilities and
personalities. Traditionally, they are identified different groups in
terms of their intellectual abilities and adaptibehaviour. Their
intellectual functioning, or 1Q, is usually measdirby 1Q Test. The
averaged score is 100.

The DSM-IV-TR (2000), based on the degree of sgvevhich reflects
the level of intellectual impairment, has identifidour levels of
intellectual disability:

e Mild Intellectual Disability: IQ sces 50-55 to 70

e Moderate Intellectual Disability: IQ scoi@s-40 to 50-55
e Severe Intellectual Disability: IQ scoresZ®to 35-40
* Profound Intellectual Disability: IQ scoreslow 20 or 25

In 1992, the American Association on Mental RetAotaproposed a
new classification system on intellectual disapilibased on the
intensities of needed supportsand this supports-based classification
continues to be retained in the 2002 AAMR Manu&l%g).



To determine the individual support needs of peapid intellectual
disability, AAMR is using theSupports Intensity Scale $IS). This
Supports Intensity Scale is an assessment toolewetiates practical
support requirements of a person with an intelkgctlisability, serving
the assessment functions as lfQeTest. Instead of measuring tls&ills
that a person lacks SIS focuses onvhat supports a person needs.

Four main types of support

1. Intermittent Support : Support on an “as needed” basis or
short term nature

2. Limited Support: Consistent support is needed over
time, but is time-limited.

3. Extensive Support Long term support needed by regular
involvement in at least some
nvweronments e.g. school, work or
orhe

4. Pervasive Support Constant and high intensity support
eareeded, potentially in life
staining nature.

This method of classification strongly emphasizZes tole of ‘needed
supports’ when identifying a person’s strengths @wedknesses. It is not
enough merely naming a person’s limitation, a peofocusing on

special areas and assistance the individual neddbemrecommended,
and these can be translated into individual trgngoals in order to
improve functioning.



lll. What Causes Intellectual Disability?

Medical researches have revealed many causesetietitial Disability.
Researchers employ multifactorial approach to datex the causes
(AAMR Manual 2002 ).

The multifactorial approach examines causal fadtote/o directions:

1. Type of factors Biomedical, Social, Behavioural,
Educational
2. Timing of factors: Prenatal, Perinatal, Postnatal

Known causes are

e Abnormalities of chromosomes and genes

e Syndromes such as Down’s syndrome, Fragile X Syndro

* Maternal malnutrition

* Drug use, excess alcohol and parental smoking éeiiod during
pregnancy

* Infection during pregnancy — e.g. Rubella

* Prematurity

* Brain injury before, during or after birth

* Poor diet and health care

e Child abuse and parental abandonment of child

* Familial poverty

* Inadequate parenting

* Delayed diagnosis

» Lack of early intervention

» Lack of special educational services

In many cases, however, there are stilknown causes.

Sometimes, knowing the causes does not provide rmiohmation in
helping people with intellectual disability to l@aand develop to their
potential.



Risk Factors for Intellectual Disability

Types
Biomedical Social Behavioural Educational
Timing
-Abnormal -Poverty -Parental -Cognitive
chromosomes drug use disability in
and genes -Maternal parents
malnutrition | -Parental
-Syndromes e.g. Down'’s alcohol -Lack of
Syndrome, Fragile X use preparation
Prenatal Syndrome for parenthood
-Smoking
-Parental age
-Infection e.g.
Rubella
-Prematurity -Lack of -Parental -Lack of
access to rejection medical
-Brain injury birth care intervention
Perinatal -Parental at discharge
abandonmen
of the child
-Brain injury -Lack of -Child abuse | -Impaired
childcare parenting
-Malnutrition -Domestic
-Lack of violence -Delayed
-Seizure adequate diagnosis
stimulation -Social
-Degenerative deprivation | -Lack of early
Postnatal disorder -Poverty intervention
-Poor health -Lack of
care special
educational
-Institutionali- services
sation

(Adapted from AAVR002 Manual: p.126)




I\VV. Healthcare for Children with Disability

In Australia, despite the fact that people witteilgictual disability who
are citizens are eligible for basic health caredseend have access to
most of the health services under Medicare, thdéyhstve higher levels
of health needs than the general population.

The illnesses they more often experience are

* epilepsy * dementia

» gastrointestinal problems * dental disease

e visual impairment * musculoskeletal problems
* hearing impairment * accidents

» osteoporosis * nutritional problems

» schizophrenia * oObesity

(Editorial, BMJ 2004

Their Healthcare Requirements:

* Try to reduce language and communication barriete/éen them
and the medical professionals.

» Try to follow thoroughly the instructions given llgeir doctors,
specialists and other professionals after consoiftae.g. take
medications on time.

» Attend Allied Health Services e.g. dental care; Sibherapy,
occupational therapy for physical functioning etc T et

» Check eyesight and hearing regularly.

* Maintain personal hygiene e.g. brush teeth reguldter meals to
remove food residue staying in the gums.

» Keep the house/floor/carpets clean to
eliminate the house dust mites.

* When having food, eat slowly and not too
much at one time, so to avoid choking amtigestion.

* Obesity is one of the main problems with peopléhwittellectual
disability — control the child’s diet —introducedaily routine with
set rules and meal times.

* Avoid eating too much junk food —
they have a propensity for sweetness

10




* Exercise regularly

¢ Adhere to home safety rules to
avoid accidents

* If problem arises, consult family
doctor or seek medical assistance
immediately

V. Support and Care for Children with

Intellectual Disability

Intellectual Disability varies in degree and effécm person to person.
Some individuals, with appropriate support, card &maining can live
independently and function well in our complex stgi For others,
Intellectual Disability may occur alongside otheolgems (e.g. with
sensory deficits, physical impairment or have duaghgnoses of
Intellectual Disability and mental illness). In ngzal, there is
expectation that they will participate in communiife, attend schools,
hold jobs and have an opportunity for meaningfudigorelationships.
People with Intellectual Disability can learn anelvelop providing that
they are supported and trained with early inteneent structured
programs and appropriate services. Support, cade usnaerstanding
from families and communities are vital in achigythese goals.




Early Diagnosis

When children are young, their limitation or diddi may not be
obvious. However, there are many signs indicatidglayed
development:

If by six months, the child does not have
appropriate responses towards objects,
movements or sounds

If between six months to 1 year, the child
is unable to sit uf

If by 3 years, the child is still unable to walk

If the child is having difficulty in rememberingittys.

If by 3 years old the child is unable to speakimple, short
sentences

If the child is too quiet or showing no interest
in what is happening around her/him.

If the child is too active or having trouble unstanding the social
rules




Where to get help?

If you are worried about the development of
your child, you could seek advice from:

» your family doctor,

» the local Child Health Centre,
» the local Community Health Centre or !
* the school. Visiting family doctor

If necessary, they can refer your child to medspacialists
(e.g. pediatrician) or tharly Childhood Team (IDSC 2006).

The Early Childhood Team consists of:

Social worker: Provides information, coordination and support,
counseling, and assistance with accessing a rdrggr\aces.
Psychologist: Provides advice and strategies relating to oty
behaviour and development.

Occupational therapist Provides advice to encourage children’s
play, thinking, social and self-help skills e.gesking, toileting.
Speech Pathologist Provides advice to support children’s
communication, speech and language development.
Physiotherapist Provides advice to develop children’s motor skill
e.g. sitting, walking.

Home visit by social worker Physiotherapy

13



Looking after people with Intellectual Disability

1.

2.

at home

Provide an interesting environment at home

Parents have time to play with the child.

Use different kinds of toys for stimulation, to g#te child’s
responses.

When playing with the child, follow the child’s léa

Do not pressure the child to do something thatheetfoes not want
to do at the time.

Maintain a relaxing and happy environment at home.

A child needs structure and predictable routinfeéb safe.

Training of basic living skills/personal care ahome

Children with Intellectual Disability learn slowlywhen the child learns
a new task, break down the task into small stepsad@hstrate how to do
the task step by step. Help the child when assistas needed. It is
important to praise him/her each step he/she rasdd. Do not wait
until he/she has accomplished the whole task befaising him/her.

Eating:

Teach the child, step by step, how to
eating utensils: from simple one to
complicated one

e.g. spoon» fork— chopsticks.
Maintain a relaxing atmosphere,
have an enjoyable mealtime,

no abusing or blaming.

14



Toileting:

Dressing

Other Social Skills at home

Start training when the child is ready.
Watch for signs that the child is about —
to do a wee or poo.

Teach the child the words or signs to
signal if she/he want to go to the toilet
e.g. poo, wet. B
Praise/thank the child for telling you.
Choose a potty or a special toilet seat
the child.

Let the child wear the clothing that is easy togetind off.
Encourage the child to use toilet at a regular time
Teach them always to wash their hands after usiadailet.
Praise them for going to the toilet themselves athhelp.

Step by step, teach them to put on clo
Make dressing or undressing easier b
using special equipment,

e.g. Velcro, big buttons etc.

Give the child chores: assign the child the jdizd she/he is able to
accomplish at home e.g. supervising her/him to waestthis own
cups/dishes, to set the table.
Remember making the task as simp
as possible, teaching them step by
and giving them praise.

15



3. Hyqgiene at home

Always encourage the child to wash hands beforeadted meals,
after using the toilet, etc.

Teach, demonstrate and encourage the child to beesh daily.
Comb/wash the hair regularly.

Have a bath daily.

Teach the child to put rubbish into the bin.

Teach and assist the child to tidy up the placer gty or work.
Change the clothing if it is dirty or wet.

Communicating with them at home

If the child does not speak clearly enough to bdewstood by others,
listen to him/her patiently. Use language that mmegcthe child’'s
level of understanding.

Try to teach the child to use sign language/ keydvwaign (Makaton)
to express herself/himself.

Make use of pictures or real objects to communitatee child.

Give the child clear and precise instruction, ohe dime, repeat
using the same word.

Do not make fun of the child’s unclear speech.

Consult a speech pathologist.

16



5. Socialisation at home (f-—yzf\w
* Teach the child the proper manners at meal tim .
* Show the child how to greet others.
* Encourage the child to play with other children. \
» Teach them how to get along in a group. ( say Hellb
* Provide them with opportunities to learn
from real life experiences: e.g. taking
them to shopping, to the market, to the
parks and to the libraries.
» Teach the child the rules
of conversation.

6. Home Safety — Playing with friends
for children with Intellectual Disability

* Never leave the child alone in the house. Therailshbe a carer
looking after the child at all time.

» Keep all poisons out of reach, including detergerd dish washing
powder.

* Do not store poisons in food containers. Keep tieiie original
container which has warnings and safety precautons

* Do not let the child play with electrical appliascat home. Cover
all unused power points
with a child safety cover.

* Keep away all matches, cigarette _
lighters and candles. Sy

+ Put hot water, hot drinks and hot 0
pots out of the child’s reach.

« Keep sharp things out of reach of the child e.gsses, knives, pins
or needles.

* Be sure that there are no small objects aroundréwept from
swallowing or choking.

* Do not leave the child to play alone in the bathtter bathroom.
Beware of drowning or slippery floor.

17



» Make sure that the cords of curtains or _L—r—wh—w
blinds are short so that the child cannc
get caught in the cord and choke.

* In a multi-story unit/apartment, ensure
that windows are fixed so that the chilc
cannot get out of the window.

Q

7. For the Parents: Rl ittimdy

« Do not feel guilty. (B

* Get advice from professionals to get support aly earpossible.

* Share the duty of caring the child.

* Get to know and make use of the available resources

* Make contact with other parents at centres, schoolsommunity
groups. Attend regular meetings and discussioretorgitual support
and help.

» Obtain acceptance and social help from relativelsremnghbours.

» Take care of your own health and be optimistic.

» Leave yourself some private time by maklng usdefrespite care.

V1. Conclusion

People with Intellectual Disability need informatjo services and
support from the community. With training and eatimn, there are
chances yet that they will be living independentlgey also experience
emotions such as joy, anger, sadness, pride andugga and it is
essential to guide them to express their emotioraiappropriate way.
Encourage them toparticipate in social activities such as sports,
singing/dancing, to help them build up their salfeem and confidence.
Hence it is also the responsibility of the public dffer people with
Intellectual Disability our understanding, acceptand affection®© ©
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From the Professionals:

Occupational Therapy for Children

by Angela Yee
Occupational Therapist

Occupational therapy promotes normal development and
stimulates learning in children with specific learning difficulties,
physical disabilities, delayed development or those recovering
from illness or injury. Working with children, their families and their
teachers, occupational therapists aim to improve the child's
quality of life by helping them to participate in play, preschool,
school and home activities.

An occupational therapist may work with children in any of the
following areas:

* Prerequisite activities - the child's physical abilities, such as
motor control, hand-to-eye coordination, body awareness
and sensation.

* Functional skills - the child's day-to-day living skills, such as
eating, writing, going to the toilet, interacting with other
children and playground skills.

* The environment - such as classroom furniture, classroom
and schoolyard access and equipment for woodwork, art
and physical education.

What services do Occupational Therapists provide?
Occupational therapy services can be broken up into three

categories:

1. Assessment
This involves an evaluation of developmental and
performance skills and how these relate to home, school and
play environments reviewing progress.

20



2. Treatment
Providing therapy and home programs to maximize the
child’s skills.

3. Consultation
This may Involve the provision of written information (reports,
programs), or collaborating with schools and other health
professionals.

Specific occupational therapy assistance may include physical
rehabilitation, activity programs, use of adapted techniques,
provision of aids and assistive devices, developing learning
strategies and counseling.

How can Occupational Therapy help your child?
An occupational therapist can help a child, their care

givers/parents and other people in the child's life to:

» Gain a better understanding of the child's iliness, disability
or difficulties;

* Learn ways to maximize the child's performance in
everyday living;

* Promote and nurture the child’s strengths and self-esteem;
+ Occupational therapy services are provided in a variety of
settings including hospitals, community centres, private
facilities and some educational facilities (e.g. schools and

special units.

Where can you find an occupational therapist?
You may be referred to an occupational therapist by your doctor

or specidalist, or other health professional, friend, relative or by
making direct contact yourself.

For more information about where you can find an occupational
therapist and verify an Accredited OT contact the OT AUSTRALIA
National Office.

1000700070777
21



<< Speech Pathology for Children

<> <> By Candy Leung
Speech Pathologist

What is a speech pathologist?

Speech Pathologists have been trained to assess and treat
people who have a communication disability, or swallowing
difficulty. Speech Pathologists work with children and their
families to promote communication and eating or drinking skills.

Why do we need speech pathologists?

Communication is the process of being able to understand and
to be understood something most of us take for granted.
Communication disabilities are the result of problems with
speech, using and understanding language, voice, fluency,
hearing, or reading and writing.

Speech pathologists might work with people who:
are hard to understand
= cannot understand what their parents or teachers say
= have not started talking when they are supposed to
= interact minimally with other people
* have feeding difficulty, such as chewing & drooling
* have hearing impairments
= are learning to read and write
= stutter
= constantly lose their voice

22



How do speech pathologists work?

Speech Pathologists work in a variety of settings including,
hospitals, community health centres, schools, preschools,
government organisations (e.g. DADHC), non-government
organisations (e.g. Learning Links), and private clinics. Speech
therapists also work in a variety of ways. These include one on
one therapy, group therapy, classroom-based therapy or
home-based programs. Other roles of a speech pathologist are
to, provide information and progress reports, provide therapy
tools, conducting education seminars, and advice clients,
carers and other professionals (e.g. paediatricians, teachers,
respite workers) in helping the child.

What should I do to access a speech pathologist?

Anyone (e.g. parents, teachers) can refer fo a speech
pathologist. A GP referral is NOT required. Contact
Department of Ageing Disability and Home Care (DADHC),
your local non-government organisations, and Speech Pathology

Australia for private speech pathologists.
(Speech Pathology Australia Fact Sheet 1.1)

0383830303 050303 0203036,

23



What is music therapy?

Winnie Chui
Music therapist

What is Music Therapy?

Music therapy is a professional discipline that uses music to
achieve therapeutic aims. Music therapy with young children is
the functional use of musical interactions to enhance and develop
socialization, communication, self-expression, and sensory-motor
skills.

Who is registered music therapist (RMT)?

Registered Music Therapists (RMTs) are skilled and qualified
musicians and therapists who assess, design and implement
programs to meet the need of young children. RMTs work with
young children in hospitals, early intervention facilities and private
practice.

Why music therapy?

Music is a universal language that crosses boundaries of age and
culture; it is a motivating and calming medium that stimulates all
of the senses and facilitates age appropriate cognitive functioning,
language skills and other developmental skills.

When applied therapeutically by a RMT, music becomes a
pleasurable therapeutic medium that facilitates advancement
toward articulated and often multi-purpose goals and objectives.
Music therapy can address several needs simultaneously and is
highly transferable to the home environment. Furthermore, as
young children with delay in development are not necessarily
delayed in their music skills, music therapy allows them to
experience a sense of success and fun while pursuing other non-
musical goals.

24



The Music Therapy Process

Specific music therapy goals are determined by the RMT through
initial music therapy assessment and ongoing review of the child.
During the assessment, the RMT will interact with the child
through activities such as singing familiar songs, improvising,
creating new songs and listening to music in order to develop a
trusting rapport with the child and observe the child’s responses to
music, before formulating specific goals and objectives.

Music Therapy Goals

As all music therapy programs are specifically designed for the
individual child, the exact goals cannot be determined until after
the assessment. Some examples of music therapy goals for
young children are:

* To increase opportunities for cognitive, physical and
sensory stimulation

* To develop motor skills (strengthening of muscles,
increasing range of motion, training of movement
coordination, etc.)

* To develop orientation and mobility (i.e. spatial awareness,
confidence to move, gait, direction, and gross & fine motor
skills)

e To promote social skills

* Toincrease vocal skills

* To develop speech and language skills, including
complexity and completeness of sentences

e To promote emotional expression and self-confidence

Music Therapy Techniques
After assessment, the RMT selects and applies a range of
techniques in order to achieve the program goals. Some
examples of techniques adopted by music therapists in
addressing the child’s needs include:

e Movement to music

« Singing and chanting

e Educational/instructional songs
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* Involvement in a group
* Improvisation

* Instrumental playing

* Music listening

Results

A range of empirical literature supports the effectiveness of music
therapy in increasing the skills and abilities of young children in
the area of (1) social and emotional behaviour, (2) motor skills, (3)
communication skills, (4) language and vocal production, and (5)
pre-academic and academic skills. The efficacy of these
outcomes is enhanced by the power of music to arouse engaged
clients toward achievement of their therapeutic goals.

Access to music therapy programs

A free notice can be placed on the AMTA NSW Job Register for
families seeking a music therapist. Jobs Register Coordinator
Angie Swards: nswjobregister@yahoo.com.au

Information taken from Australian Music Therapy Association:
www.austmta.org.au
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From the Members of CPA:

GROWING UP WITH A BROTHER WITH SPECIAL NEEDS

LEANNE TINYOW
May 2006

My name is Leanne and my brother Leonard has autism
Growing up with a brother who has both a behavioaral
intellectual disability, may be viewed by outsideas a
difficult journey. However, to me and many otheople with
siblings with disabilities, it is just a way ofdif

From an early age it was clear to me that my brotias
different and had special needs. | was developasgef and
simple games | would play with him would not be l&raging
enough. As a result of his learning difficultiesednard
received extra attention and | resented that alsl.chinow
look back and realise that all children cry for mmich
attention as possible and | was no different.

Despite the challenges of accepting Leonard’'s disab, |
have had many fond memories with him as a child.\wald
go on outings with his fellow class mates and as dhly
“normal” child, it opened my mind to the acceptand®ther
people with disabilities while having fun.
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As we grew older and with the arrival of our youngester
Linda, Leonard’s behavioural problems became more
prevalent. With most normal teenager, there aresiphly
changes, rebelling against parents and emotiomaitsaty,

and Leonard was no exception. His inability to caminate

his wants and needs led to a lot of misunderstagsdamd hurt.
These were some of the most difficult years for n, only
was | going through my teenage years as well, | alas
competing for attention with Linda.

Despite our differences during those years, Leorard |
remained close. Growing up together and being lpged to
similar things, he has always accepted my charige®cent
years | learnt to drive and for Leonard this wasdhto
comprehend. Our parents have always driven aneeonse
drive him was quite frightening. However in timeg Ihas
learnt to trust me as more than just a little sjdbeit also a
person with a responsibility to care for him.

| often reflect on my memories with Leonard anchailigh
there were some tough times, there were many nhatewe
shared that were full of laughter and smiles. Aad rfow |
look forward to the future with Leonard and makinmpre
wonderful memories to cherish.

OO
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Peter Pan

an unformed mind
inner turmoil
anger hatred
hurt

grinding the hearts of

those who dare to love
bone to dust

tears to drought
Trapped in Neverland.

A world uncaring
No one understands
Miscommunication

Break down

Breaking-
down
Does anyone hear my cry?

| am not a robot
My feelings compel
Confuse
| lash out
Crumbling foundations

Everyone moves forward
Leaving me behind
A forgotten toy.
Time stands still
Only for me

29



A background....

Living with my brother is by no means an easy tasdy

parents are truly the strongest people | know. Neetunt my
brother as a blessing. He has taught me a grehtdeut the
world...about society, patience and myself...for thaam

grateful.

| have always grown-up with the fact that my elteother
was unlike other people’s elder brothers. He wéler be
able to do many of the things we do. And | ofteonder
what goes on inside his head. How much of his \iebais
due to his disability? And how much of it is hintfow does
the world look through his eyes?

| wrote this poem during one of his tantrums. éggiit is my
way of making sense of my brother and his world.

N va

Karen Yuen
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% Joanneg by Aileen Pang

Joanne is the only child in our family. She is n@wears old. Joanne
was born full term and had jaundice at birth reiggirphototherapy at
the hospital. Around the age of 10-12 months, ettmugh Joanne
could crawl she went from standing up to walkingile/tholding onto

supports without going through a period of crawlingloanne also
suffered from severe eczema to her face and body sdter she

returned from hospital. This remains to be a groblntil today, albeit
nowhere as severe as previously been at her yodlagsr At the age of
about 4 years old Joanne had an episode of anapioylaaction due to
eating some grounded cashew nuts, which requirestgamcy hospital
treatment. Due to these experiences we had Joamedergone skin
prick tests at Westmead Children’s Hospital foremic
reactions to various foods and known environmental
particles. The results showed that Joanne’s
allergic reactions range from mild to highl
severe to various foods. Foods, which are highly
allergic, are nuts, and egg products. Other fabas
showed reactions to include dairy products, seafo
strawberries, and tomatoes.

Joanne was assessed at the age of 3 %2 years Blankgtown DoCS to
be autistic ranging from moderate to severe. Joaadddifficulties with
verbally expressing herself and interacting withh peers. She was
unable to verbalise a single word until about 4ryead. It was only
through persistence and coercion that she wast@lieeer her first word
“milk” as indication of a request for milk, whichhe loves. At the
suggestion of DoCS, Joanne attended firstly thetl&v&ay Group at
Revesby, then the Villawood Preschool. She als@umeht the Autism
Association’s home Building Blocks Program in hezgzhool days.

Joanne was enrolled in Caroline Chisholm Specihb8Icfull time for 3
years following preschool. Her language skills magroved by then to
the stage that she could say and use certain vaodiphrases to indicate
her needs. Her social skills however had hardtydray progress. She

31



was however able to interact a bit more with thalta@achers. During
her 3% year Joanne attended the Revesby Public Schoohsmorning
each week as an integration program. At the ertdeojear she was
offered a place in the school’s IM/IO support class

Inspite of all her shortcomings Joanne has showvaatgstrengths in

certain areas, which we were able to exploit torowp her language and
understanding abilities. Foremost Joanne’s innaeses of musical

rhythm and her abilities and great passions fogisghand music of all

types have been a great platform for us to intredlaanne to words and
the English language. From this Joanne has bedent@bmprove her

word recognition skills, leading towards a muchtéretinderstanding of
the language. Joanne has now been attending egNaro tuition once

a week for over a year. She is able to read framical notes and play a
repertoire of nursery rhymes and songs.

Due to Joanne’s lack of social interaction skille iad been reluctant to
go to many public and even friends’ home. Joarseel to display stress
symptoms such as scratching herself, covering aes, @nd protesting
loudly if she was taken to too many places. Theeee only certain

places such as playgrounds, shopping centres, ibratiés that she

would go to. We were therefore constantly on trekdmt for places of

group gatherings where Joanne could familiarisediewith the people

and surroundings as a stepping stone towards des@gssome of her

aversions.

We learned about the Chinese Parents Associatioough Elena.
Elena’s son, Jonathan, is older than Joanne amtteading the same
school at Revesby Public School. Elena explainedesof the activities
and programs of the Association. We felt that #swalmost exactly
what we were looking for and decided to attend ohets Saturday
gatherings to see for ourselves.

The Chinese Parents Associations have a wide yaofeactivities that

are interesting, stimulating, and fun speciallyestdd to cater for

children of diverse disabilities. These activitiaslude: music therapy

classes conducted by recognised music teachemmadrawing classes;

a wide range of other group activities such as Scguoups, group
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singing by the children at concerts, fund raisimgpctions, bus trips
outings to gardens and clubs, to mention just a féllere are also
monthly birthday celebrations and functions to bedée the various
events of the year such as Chinese New Year, Augash festival and
various Australian events such as Easter and Grasst

We are glad to say that the Association has playednportant role in
facilitating Joanne’s improvements in her socialllskand language
skills in self-expressions through group and pegwosure. Prior to
attending the gatherings, Joanne would often ctneerears or shout
when confronted with loud noises or large noisyhgahgs. She now
accepts all these stimuli without the drama. Shewass able to sit
comfortably in a noisy restaurant and also lovegdoto movies in
cinemas where the noise can be deafening. Thesevarexamples of
the many places she would absolutely refuse tagmt would put up
quite a fight so as not to go.

We would like to acknowledge and thank all the peopspecially the
committee members who are dedicated and untirisagtyifice their time
and efforts in organising and maintaining the at&s of the
Association. Due to the benefits Joanne has gdmedthe Association
we are constantly recommending others to attendfudhetions and
hopefully to be a member.

The Chinese Parents Association’s very existenadlywtepends on the
efforts and of volunteers and public for finan@apport and assistance.
The volunteers consist mainly of the committee mersiland also others
who are supportive of the Association’s constitasio Financial support
has been critical to fund the activities and praggaf the Association.
Financial support has come from various sourcesh sas from
individuals, Lions Club, individual shop owners argbtaurants. In
appreciation of the financial burdens of maintagniohildren with
disabilities, membership fees have been kept toimnmal amount,
which therefore is not a great pool of funds. iew of this we try our
utmost to be of as much assistance as we are @lobeour own ways.
We therefore urge all those who are in sympathi wie Association to
contribute in whatever ways possible — either faalhy or in kind. © ©
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Educational Access Scheme (EAS) —
Special Admission Application
for Educational Disadvantaged People

By Daniel Chan

I would like to share my experience of how the Eadiomal Access
Scheme (EAS) assisted my son’s enrolment to hdiesun a university
so that you can use or pass it on to someone wgbtrbenefit by using
this service.

When my second son Michael was born, the pediatrisaid that this
child would not act like any other normal child asttbuld not expect too
much from him. | am a Christian and children assets from God, |
accepted this as a great challenge to my familsemembered at one of
Michael’s early intervention program the theragaid that he showed a
lot of determination although he was seen as abmlornHe started
walking when he was exactly two years old. His bailag skill was poor
he fell after 3 or 4 steps.

When Michael studied in primary school, he hadrewy difficulties and,
was slow in reading and writing. | went to see teachers and
requested assistance from them on how to help hife received
programs for special need children.

When Michael studied in secondary school, he receiyeneral ability
tests to determine what support could be providetim to assist his
studies. He received from NSW Board of Studies/igions of reader,
writer and extra time for his school tests and exations.

Michael’'s skill in reading and mathematics were ginzal. He chose
more technical subjects for his High School Cedife examination
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subjects in order to create his study interestthdlgh he was slow he
tried very hard and studied till midnight almosegwnight.

During Michael's year 12 year | went together witim to attend the
open day of the universities in Sydney. He couldit\y receive

information and asked questions of the facultieshef subjects that he
was interested in. He could also appreciate theetsity environment

and facilities. 1 also visited the student specieéd unit to ask what
available support can be provided to students spiecial needs. They
indicated that once enrolment was completed thdesitis would be
assessed and support services would be given 8 tibo required
assistance.

| took Michael to enroll in a few of the subjectsat he would like to
study at colleges of the NSW Department of Technaad Further
Education (TAFE) and he was later admitted to stoeilyding his HSC
examination results. He also sent his univergitpknent requirements
to NSW Universities Admissions Centre (UAC) by ericseptember.

HSC results were announced shortly before Christamak just a few
days before the students had to finalise their emsity subject
preference. Most of the universities in Sydney hadinformation day
similar to the open day in early January to provatiedents the last
minute inquiry or a second look at the courses tthey were interested
in. After assessing Michael's HSC results | toak o information day
of the Macquarie University and University of Teology Sydney.

At UTS | went to the student special need unit aga ask what
available support could be provided for studentthveipecial needs.
Immediately she asked me whether | had appliedutircEAS. My

reply was we hadn’t and my next question was whab Evas. She
replied that it was too late now because EAS clase®d" September
last year. She then added, “download the EAS egjodn form from

UTS website and submit all the relevant informatwithin two days

and let the university assess your situation.” Ewsv, they could not
guarantee that our late application would be aetepy them.
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That night | downloaded the EAS application forhalso needed the
other supporting documents such as:
* HSC examination special provision from NSW Boarduaidies
* Medical reports from doctor or other health proiesals.
» School reports from teachers in the high school

Next day | contacted the pediatrician who has beemining Michael
since he was born to get a supporting medical teparkily he hadn’t
gone on holidays and he was fully booked and coulg see me after
his last appointment. | found all Michael’'s thesapreports from all
different disabilities health services. | alsoriduall the past medical
reports from all the specialists who examined hmmoider to identify
what his abnormalities were. | could not get thghhschool teacher
report since the school has been on holidays dnidealeachers were not
there.

The following day | went to UTS and met the depDiyector of the
Equity & Diversity Unit. | explained to her ourrigrance of EAS and
submitted the EAS application form with all the paging documents
for her assessment. Finally she accepted ourcapioln.

Different university offers different concession twtoff University

Admission Index (UAI) to different courses. Nowtlwithe assistance
from EAS Michael can enroll in the course that sienterested in. To
some parents, they don’t care whether their chldran enroll in a
university. To some other parents children’s enesit in a university
can be seen as normal and it is nothing special.my family this is

definitely a blessing from God. To other peoplies ik a miracle. It is
not the end of the story though. It is only theibemg. © ©

W S
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A mether’s feeling

As the mother of a disabled child, | feghy life has
ended. Everything is hopeless because | see my dhil
cannot do things like other children. My greatest éar is
what will happen to my child after | have left thisworld.
| have lived to bring up my child. My whole life revolves
around her.

In everything | do, my child is always my ifst
consideration. | am trying everything to educate mychild
and to develop her skills, so that she will be abl® look
after herself as much as she can and be part of the
community, interacting and socialising in the sociy we
live in.

| feel that | have little support from friends because
some of them see my child as different to their chiren
and they keep away from me.

Meanwhile | am very grateful and thankful b the
Chinese Parents Association, children with disabiies
for their help and support. They have given me an
opportunity to meet other parents with children whoalso
need support and friendship. | have gained respedtom
these parents. | am proud to be part of the group:

By Gracie Lee
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7—/aw'nﬂ a child with disabilies
By Cindy Liu

My daughter was born with a very rare syndrome thif¢cts her
abilities in many areas. Coming from a non-Englispeaking
background, we have problem in communication, amlrhakes it even
harder in caring a child with disabilities. Atdir we tried very hard to
get information in order to help my child. Sometsmge did not even
know where to get the information, and we felt Hepge. Recently, the
therapists who used to visit my daughter at honopped coming
because of shortage of staff. | felt lost as a&mpaworrying about my
daughter’s development.

My daughter needs to have injection and oral médicaveryday. | am
unable to work because my daughter has to visierdifit doctors

regularly and often ends up in hospital. | neegay for my child to

attend a special preschool and extra expense emtpalk formula and

medication. The nutrient supplement itself hagay cost me about
fifty dollars per month. Though the government sdizes some of
them, | still need to pay a large amount for meldiesds.

My husband wishes to earn more income, he workg meskends. We
miss out our family day activities. He always wwesr about our
daughter’s problem and the family, he has headatittbe time. 1 feel
inadequate in taking care of my husband and myl chith disabilities.
As my child grows older and older, physically Idiit more and more
difficult to pick her up, and this often leaves mgh backache. | feel
that | could not breathe under the pressure aof life

When we walk on the street, it is so difficultetecape the strange looks
from people’s faces. Occasionally, we are treatgdirly.

| wish people in the community could come '

together to help child with disabilities so that

they can develop in a healthy way.© N ‘#

g
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Resources

Department of Ageing, Disability Intellectual Disability Rights
and Home Care (DADHC) Service-Legal, Help,
Information, Education:
The NSW Department of Ageing, Tel: (02) 9318 0144
Disability and Home Care funds Freecall: 1800 66 66 11
programs and services that provide  www.lawlink.nsw.gov.au/Irc.nsf
people with a disability opportunities
to participate in community life

Anti-Discrimination Board of
Tel:  02-82702000 NSW-

.dadhc. ) .
Home Care Services: Tel: (02) 92685544
Mandarin © 1800 666 431 Freecall: 1800 670 812
Cantonese: 1800 018 828

www.lawlink.nsw.gov.au/lrc.nsf

L . Multicultural Disability
Disability ]z_&sz%allgers phone line: Advocacy Association of NSW

WWW.CentreIink.qov.au/internet/internet.ns{NI DAA)
Tel: (02) 9891 6400

www.mdaa.org.au

Family Advocacy
Tel:  (02) 9869 0866

www.family-advocacy.com Council for Intellectual
Disability
Tel:  (02) 92111611
Carers Respite Centre www.nswcid.org.au

Tel: 1800 059 059
www.health.gov.au/acc/carers/respcent.htm
Speech Pathology Australia
NSW Branch Office
Tel: (02) 97430013
(Mon,Wed, and Thurs
Between 9.30am and 2.30pm)
www.speechpathologyaustralia.org.au

Family Resource & Network

Support Inc (FRANS)
Tel:  (02) 9799 4333
www.frans.com.au
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Australian Association of

Occupational Therapists — NSW
Unit 20, 8 Avenue of Americas
Newington NSW 2127

Tel:
Fax

(02) 9648 3225
:(02) 9737 0023

www.otnsw.com.au

ASPECT —Autism Spectrum
Australia

Autism Spectrum Australia (Aspect)

builds partnerships with people with
Autism Spectrum Disorders, their
families and the community to provide
information, services, learning and
research.

Email: contact@apect.org.au
Web: www.aspect.org.au

Centrelink

Tel:

131021

www.centrelink.gov.au

Technical Aid to the Disabled

Tel:

(02) 9808 2022

www.technicalaid.nsw.org.au

Learning Links

Learning Links is an Australian
Charity and non-profit organization
assisting children who have
difficulty learning. Learning Links
works with families to provide a
complete service for children

in need. Their service brings
together teachers, psychologist,
speech pathologists, occupational
therapists and family counsellors to
work towards each individual
child’s goals. Learning Links helps
children to be the best they can be.

Head Office
12-14 Pinadari Road
Peakhurst NSW 2210

Telephone: (02) 95341710
Preschool: (02) 9533 3283
Fascimile: (02) 9584 2054
E-mail:mail@learninglinks.org.au
Web: www.learninglinks.org.au

Mission Australia
Reconnect Program
Tel: (02) 9740 6333
WWW.Mmissiom.com.au
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