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About CPA About CPA

CPA History

The Chinese Parents Association - Children with Disabilities (CPA) Incorporated

was established in 1988. CPA was endorsed as a deductible gift recipient by the _ _
Australian Taxation Office in July 2001. To provide a range of services and support to
people with disabilities, especially those with

Chinese background; as well as to promote a
caring community for the optimal growth of
people with disabilities.

Our Mission

It is a non-religious, non-political and non-profit making organization with the
aims to provide a range of services specially needed by people with disabilities
and their families.

The Management Committee comprises of a group of parents of children with
disabilities. There is a team of volunteers offering their time and skills in the day-
to-day office administration, running programs and activities for the members
and the community.

Our Belief

It is our belief that people with disabilities
irrespective of color, race or creed should be
treated equally and to enjoy a rich and meaningful
life as far as possible.




Foreword

Letter from the CPA President

Elly Li

t is my great pleasure to announce the launch of the
I third publication of CPA (Chinese Parents Association-

Children with Disabilities Inc.)!
The theme of this publication is about sharing the views,
experiences and emotions of fathers on raising children
with disabilities. For most of our families in CPA, the
father plays a very important role. Family harmony and
happiness are closely related to the leadership and support
from the father.

Caring for children with disabilities and special needs
can be a lifelong journey. Every now and then, there
are differences in opinions and type of stress which can
inevitably result in dispute and discontent. It is imperative
that both couples remain calm, be composed and seek
solutions together.

Most men are reticent. They decline to and may have
difficulty disclosing their inner thoughts to others. In CPA,
we are deeply moved by the fathers who quietly take on the
important responsibility of supporting their wives, caring
for their child/ren with disabilities and other children.

In this publication, there are articles exploring the
responsibilities and roles of fathers. It provides useful hints
on how to achieve mutual understanding amongst couples
and enhance harmony within families.

CPA is grateful for the tremendous support and help
from our community. We would like to give back to
the community by sharing this new publication with
all families in the whole community. We hope that our
experiences with raising children with disabilities may
inspire other families.

On behalf of CPA, I would also like to thank the Editorial
Committee, authors and volunteers for generously giving
their time and effort in producing this resource book. A big
thank you also needs to be given to our generous donors, in
particular, Club Central Hurstville, Marigold Restaurant
and Samuel Chu, the optometrist for their continuous
support to provide this latest CPA publication. ®

From the Editor

Foreword

Chun Wing Fan

would like to begin by commending everyone who
Icontributed to this new CPA publication. Their
contributions have allowed us to compile this insightful
profile of various fathers who have a child with a disability
as well as explore different perspectives and anecdotes
from the fathers themselves, their spouses, children and

the wider community.

For many contributors - especially the fathers - talking
about their children, families and marriage is not easy;
many have kept their stories to themselves for many years
- to open their view to the public domain is an enormous
step. A few articles were based on in-depth interviews with
these fathers, as well as siblings. A special thanks to Unis
Goh and Eugenia Liang for their efforts.

These stories are powerful and inspiring — they tell us
how a family can survive and bounce back from early
stages of extreme despair filled with stress and anxiety.
Many families can return back to normal, a few can create
a better life. In many cases fathers help a torn family to
remain stable, support their spouses in caring for their
child, comforting family members through the grief and
uncertainties and support other siblings.

However, it is clear that some fathers themselves can
suffer even more in this process. The lifelong journey
of fatherhood can be bittersweet. There are unending
struggles associated with the growing path of raising a
child with a disability. We celebrate and congratulate
these families, who have grown from strength to strength.

However, we acknowledge that such may not always be
the case - some families have struggled, some have fallen
apart, and we realise they deserve greater attention and
support.

Testimonials by spouses and children confirm that a
strong and supportive father’s role is integral in a resilient
family. We were thrilled to receive 39 suggestions for the
publication’s title when we consulted CPA members for
any suggestions. Many of these suggestions pointed to
their positive recognition and appreciation of fathers’ roles.

The production of this new publication has been made
possible through the active involvement of many volunteers
over a period of 5 months. We formed an editorial
committee that met frequently to manage the production
progress. There are others who took up the important
tasks of writing articles, translating, proof-reading, and
liaising with sponsors and printers. There was also a
successful fathers” forum held in early December last year.

Through this publication, we hope to raise awareness
about the needs and concerns of fathers in these families.
To effectively support their families, the fathers need
support and recognition as much as other family members
such as the mothers and siblings. The resilience of these
fathers and their roles in fostering their families, as well as
their children with disabilities, are admirable and warrant
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greater recognition.
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Community Views

BT

Bernie Holdsworth

President Club Central Hurstville
79 B Club Central £ )%

As a father of four healthy and

now grown up children, I can

only attempt to understand the

additional responsibility and deep

compassion that springs from a
father of a child with disabilities. What greater love
has a father than to devote himself to empowering and
growing his disabled son or daughter? As a community,
we stand in awe of this, but we also must attempt to
stand alongside that parent through his struggles by
offering our friendship and assistance, financial and
otherwise.
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Victor Tsang & 4%

Dentist, Lieutenant Colonel of the
Australia Army Reserve,

Chairman of the Australian Chinese
Community Commemoration Organ-
ising Commattee 2012
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The performance of the CPA Choir for the Chinatown
Australia Day Celebration 2012 was impeccable and
of high standard. For all the challenged fathers who
support their children, I commend you for your patience
and your hard working. You have helped to build the
foundations of your child’s confidence. Keep it up, it is
worthwhile.

AFRNERER, BRALEHESEVFTLEAL
BREAORERT W Ad K. A E
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The Hon. Victor Dominello MP

Minister for Citizenship and communaities

Minister for Aboriginal Affairs
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CPA’'s members reminded me

of the words of Javier Perez De

Cuellar: “Let all bear in mind

that a society is judged not so
much by the standards attained by its more affluent and
privileged members as by the quality of life which it is
able to assure for its weakest members.” As a MP, I have
a responsibility to represent those in need, especially
the disabled people. I have enormous respect for carers.
I want to express my gratitude for the invaluable work
they do for our community day after day.
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Councillor Steve McMahon

Mayor of Hurstville Council
W BT &

On behalf of Hurstville City Council, I congratulate CPA
on meeting the social and cultural needs of our Chinese-
Australian residents with disabilities, and their families.
As a father of two young children, I understand both the

Joys and pressures in raising a family. This booklet is a

positive initiative which actively supports fathers as well
as shares their personal experiences on raising a child
with a disability.
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Dianne Giblin

Chief Executive Officer - Australian
Council of State School Organisations
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Both my sons each has a child

with a disability, one child was

born at 25 weeks gestation and

the other with chromosome

duplication. I see first-hand how
important a father’s role is in the lives of these beautiful
precious children. As first educators of their child, it is
wonderful to see them together supporting their young
one’s opportunities. Congratulations to CPA for the
work in supporting fathers (and mothers) to meet the
challenges but most importantly enjoy the achievements
of their children.
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Hui Tan &5

Professional welfare worker

She is currently a Senior Policy Of-
ficer of the NSW Department of Age-
ing, Disability and Home Care
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Due to stereotype of men as the strong silent type, the
needs of fathers of children with disabilities for support
have long been neglected. Research has shown that
engagement of fathers in nurturing their children with
disabilities leads to better development of these children
and a healthy family relationship. So it is very important
for our community to support the fathers as part of a
holistic family unit.
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Elena Lau %4 52,

Former president of CPA (2008-
2010). She is the major force in
behind CPA’s successful weekend
program since 2007. Currently she 1s
CPA Youth Program co-ordinator.
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Py A, HYFARET
All father stories are unique on its own, the message is
unequivocal: that there are three common cores— Love,
Special Love, and Infinite Love of fathers. The input
from all authors is invaluable, it will further encourage
families who have children with disabilities to continue
working together, and keep focusing on a positive outlook
for our families.
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Ruby Chan R 3RE &

Registered member of the Psychotherapist and Counselor
Federation of Australia.
She helped to chair the CPA forum for fathers

SR 2 7Y S L B
e KR EHA

Research evidence continues to show that close
relationship with fathers is beneficial for children in
their physical, emotional, psychological, academic and
social development. I believe that the role played by
fathers of disabled children is of equal significance and
should be acknowledged. In fact, supporting fathers
in their carer’s role is an effective and efficient way of
supporting the whole family.

FRBE—BHREREOXT AKX BRANET
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The Key Issues

Challenges for Chinese fathers raising a child with a disability

Unis Goh

Preamble

n writing this discussion paper, I have had in-depth
Idiscussions with a few fathers from the CPA (Chinese

Parents Association- Children with Disabilities
Inc.) who generously gave their time to talk with me. I am
grateful for their sharing of experiences, hopes, aspirations
and worries regarding raising children with disabilities.
Their sharing has helped tremendously to give me inspiration,
understanding and valuable insight while gathering my
thoughts for this paper. I am humbled by the invitation and hope
this discussion will interest more people in our community.

The main challenges for parents in raising a
child with disability

Parents who have a child with a disability would have
encountered a number of challenges. The first challenge is
being parents for the first time. Then to face the challenge of
being parents of a child with disability. This is the challenge
of dealing with the unknown. The uncertainty of how to raise a
child with disability and what their future might be.

The uncertainty impacts on the parents’ current and future
lives as well as the other siblings in the family. These impacts
could have variable effects/stresses on your own physical and
emotional coping mechanisms to survive on a daily basis.

Raising a child with a disability involves many additional
costs. We often take for granted our general state of wellbeing
without ever needing special medical and dental treatments,
dietary requirements and interventions in speech and learning,
These all lead families towards becoming financially stressed.

The physical care for a child with a disability takes a great
deal of time. Being time poor can lead to frustrations for the
parent’s and others in the household as everything is done for
the child. As a result this frustration could inadvertently affect
the child with a disability. Social isolation can be another
challenge as a result of lack of time and lack of energy to foster
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Member of the Disability Council NSW, PSM

contacts to connect with friends, extended family and people
in the community.

The challenges that create hardships throughout the families’
Jjourney in raising children with disabilities can be an enriching
experience. It can be viewed upon as giving added meaning and
purpose to their lives. While these challenges and experience
of hardships vary in times, it can be said to strengthen
parenting abilities. At the end of the day parents know that
they are giving their children the best care and support. It is
important for parents to maintain hopeful that their children
can still achieve their potential and live a meaningful life.

The unique roles of father in caring for the child
and supporting the family

In the past, the father often played an unspoken role as the
pillar of strength and as the head of the family who made final
decisions in the marital relationship and in the family.

Mothers often turned to fathers for immediate emotional and
physical support in the caring of a young baby especially during
the first 9-12 months. For some there is the need to adjust to
the realities of having a child with a disability whether it is a
fact known at birth or later in development.

In contemporary Australian society, with parental leave
provisions in the workplace legislation, some couples manage
to share caring responsibilities and decision making. The
most important thing, however is to support each other and
develop good communication. The load is much lighter when
it is shared.

Fathers can assist with the physical care such as bathing, nappy
changes, feeding and domestic duties like cooking, cleaning,
shopping, paying bills; provide transportation, look for
information and resources to aid understanding of their child’s
disability.

As the child gets older, increased involvement from father is
required. The father needs to act as a role model to the child
and work in partnership with the mother and other family
members to ensure the child experiences love and affection
as well as be monitored in all the developmental and learning
milestones. The father also provides support to the mother in
behaviour management and seeking advice from a professional
team (speech therapist, OT, psychologist, nutritionist, doctor
and other medical and education specialists etc).

Fathers often have a strong duty to ensure there is adequate
household income and financial stability. It is important that
couples work together to balance financial stability and care for
their child. Sometimes fathers might take on the caring role to
allow mothers to continue her work.

Fathers can have a shared responsibility to care for the
other children without disabilities and possibly even support
elderly grandparents.

The Key Issues

Is it more difficult now to get disability services
than previous?

The Government is aware that government funding has not
been adequate enough for decades to meet the growing needs
in disability services. In future, there will be more services
available to develop the capacity of families and carers so that
they can better support their children to achieve independence.

The current strong push by Federal and State Governments in
the disability sector for a National Disability Insurance Scheme
(NDIS) and the NSW government’s implementation of a Person
Centred Approach (PCA) is intended to make it less difficult
for families to get services than previous years. The NDIS will
give greater certainty for people with a disability, their families
and carers in accessing services and support in the future.

The NSW Government has been implementing a program
called Stronger Together 1 since 2006. This program has been
successful in expanding the service system to enable more
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people to receive support. The program is now moving into
the second 5-year phase called Stronger Together 2 which
will further expand the service system to enable people with
disabilities, their families and carers to have more opportunity
in taking control and making decisions about what services
they need by adopting a Person Centred Approach.

It is important to enable children to develop independent
living skills to the fullest in order to participate in an inclusive
society in the future. This would be a positive way forward.

What are the major changes to disability
services in coming year?

Federal Government is planning to implement a National
Disability Insurance Scheme in 2018 to provide improved
financial and service assistance to people born with disabilities,
have acquired a disability, have a chronic illness and or mental
health illnesses. You can show your support for this by join
up the national campaign called Everyone Counts by website
www.everyaustraliancounts.com.au

The National Disability Strategy is approved by the Federal
Government as the working framework which provides a
nationally co-ordinated approach to bring about improvements
in mainstream systems and the disability services system in
order to improve the lives of people with disabilities, their
families and carers. To get a copy of the National Disability
Strategy visit www.fachcsia.gov.au

NSW Government, through the Ageing, Disability and Home
Care Service is continuing in the implementation of the Stronger
Together 2 program and is developing an implementation plan
for the rollout of the Person Centred Approach (PCA) in 20183.
The PCA is about putting people with disabilities at the centre
of decision making. This new approach will radically change the
funding system to enable people with disabilities, families and
carers to control the allocated funds and make decisions about
which services to use. This will encourage greater flexibility
and access to both mainstream and disability specialist services
in the future.

In 2012, a wide community consultation program involving people
with disabilities, their families and carers including people from
Cultural and Linguistic Diverse (CALD) backgrounds & Aboriginal
community is underway. Your feedback and suggestions to
Government will be important input in developing an implementation
plan to achieve the goals of the PCA. You can participate in the
discussion about PCA by attending the consultation workshops or
visit website www.adhc.nsw.gov.au/pea.
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Australia signed up to the United Nation Convention on the
Rights of Persons with Disabilities in 2008 and lodged the
first national report to the United Nation Human Rights
Council’s universal periodical review in November 2010. The
report stated that “Australia is in the process of developing
a comprehensive policy framework that aims to bring about
change in all mainstream services and programs so that
persons with disabilities have the same opportunities as other
Australians”.

You can see these major changes in disability services are
encouraging and should give us hope in the coming years. It
will fundamentally shift public attitude towards people with
disabilities from a Charity-based model to a Rights-based
model. The social barriers will be removed and people with
disabilities could achieve more independence in the future.

Will it be changed for better or for worse for
Chinese parents?

Chinese parents are actively encouraged to have a say about the
Person Centred Approach. Take part in ongoing discussions
with Government and service providers in the planning for the
changes first hand. www.adhc.nsw.gov.au/aboutus/strategies/

Chinese parents are not disadvantaged. They have the same
rights to quality services and timely support as any parents
in Australia. Chinese parents should get involved like other
Australian parents to be part of influencing the change.

The fathers who were involved in my discussion successfully
managed to share their caring responsibilities with their wives
from the time of the birth of their children. The couples made
sacrifices in their own professional careers in order to provide
better care to their children with disabilities. The comments
came from their hearts and clearly showed their unfailing
commitment, endless love and timeless aspirations for their
children with disabilities. Above all, their generosity in sharing
their knowledge and advice is most encouraging.

In conclusion, I hope this paper resonates with your own
experiences as Chinese fathers and also mothers in raising
a child with a disability in Sydney. I wish to encourage you
to act now by taking part in the ongoing discussion with
Government regarding the Person Centred Approach
throughout 2012. Your input can make a real difference.

@

Special fathers, incredible sharing

CPA Reporter

would normally focus on the children with disabilities:

for example, how to develop their ability and maximise
their potential? How to facilitate their integration into
the mainstream community? How to help children to be
independent? Attention is relatively less on parents or
carers and it is rarely talk about the roles of fathers. This
negligence does not mean that the roles of father are not
important in the process of raising a child with a disability.

In the disability community, the topic of discussion

To highlight the important roles of fathers in supporting
families and assisting their children with disabilities, CPA
organised a seminar in December last year. Seven parents
attended this seminar. The seminar was chaired by Ms.
Ruby Chan, a registered counsellor. This article is a record
of the main discussion and issues raised.

Ruby : As a father of a child with a disability, would you
please share your experience in caring for your child?

Sam’s son is now 19. When he was 2 or 38 years old, it
was a shock to Sam and his wife to find out that his son

had a deviant chromosome that would affect his normal
development. It was indeed hard for them to accept. They
asked time and time again why this happened to them as
there was no such precedent in both sides of the family.
They were very worried as this would affect their normal
life with a child who would demand a lot of care everyday.

As a Christian, Sam and his wife finally accepted this gift
from heaven. They made a great effort to ensure that this
gift was the same as any other similar gift. They took their
child to find a possible cure — and tried the most expensive
medicine. They found that tongue acupuncture was the
most effective as their son showed significant improvement
in speech after three treatments.

Their path has been lonely. Sam said it was even hard to
find assistance from friends as all his friends did not have
the experience of having a child with a disability. Even in
his own Church, he felt very isolated.

Jeft is very humble to say that his experience of caring for
his son with autism has not been successful. It is because
both he and his wife had a long period of denial in the
beginning. From kindergarten to Year 3, his son’s teacher
kept pointing out to them that his son could have autism,
which was different from what they thought of their
own son. As a minimum, he was talkative, his academic
performance was moderate and his Year 3 Statewide
assessment showed that his study result was above average.

After continuous requests by the teacher, they sent their son
to undertake an autism assessment which showed negative.
Jeft and his wife thought they were correct all along - their
son was normal. However, this belief was subsequently
derailed by their son’s misbehaviours. At Year four, Jeff
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and his wife had to transfer him from a mainstream school
to a school with a support class. This signified that they
had finally accepted the harsh reality that their child had

autism.

Based on his own experience, Jeff has summarised a few
pointers in which he would like to share with parents who
might face the same problem as his.

In young age, the gap between normal and autistic children
is small and inconspicuous to the extent that most parents
might overlook it. However, the gap increases when the
child gets older. The earlier denial and attitudes held by
parents would cause delay for the child to receive early
intervention and assistance.

Children who have no concept about selfishness may
have autism.

It is necessary for parents to adjust their expectations of
the child. It is unnecessary to make the assumption that the
additional time and effort you put toward your child in his/
her study, would help them catch up with other normal kids.

[t is important to raise the awareness of our society towards
children with special needs. Organisations such as CPA
take up this important social responsibility as educator.

Amongst all fathers, Andy gave the shortest speech and
clearly he was the one who accepted destiny. Seventeen
years ago, the happiness associated with the birth of his
first son vanished quickly, as the doctor told them that
their tiny and weak baby might not be able to walk when
he grows up, and his other developments would be slower.
The new parents simply accepted it and had passed through
more than ten years in a state of no regret.

Andy thought that the relationship with his wife has even
got better due to the care for his son. His son started to
walk when he turned five. Raising this child has been a
tough task, however, Andy takes it all in his stride.
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He said, “Strangers sometimes asked me why on earth
I need to carry my son who has grown up physically?
I responded by telling them that he is sick.” His stoic
calmness is extraordinary. In order to spend more time
with his son, they waited until his son turned 11 before
they gave birth to a lovely daughter.

Bruce’s daughter was diagnosed with Down syndrome
immediately after she was born. It was a great shock to
the couple as this was their first child. After she released
from the hospital, the couple were engaged in a deep
psychological conflict...

Do we really have the ability to raise this child?”
“Is it more suitable to send the child away for adoption?
“How do we proceed on this path?

At the end, they decided to take the child home. Some more
drastic events had happened to Bruce and his family; and
all these events led him to understand that suffering was
part of life. Therefore the fact that having a daughter with
Down syndrome is nothing compared to those events.
They started to see life suffering as a form of endurance
and a way for someone to grow stronger.

In order to look after their daughter, Bruce’s wife had to
resign from her Bank job so she could help her daughter
with a lot of early intervention programs. Bruce is grateful
of the Australian Government’s system to give care for
children with special needs. His daughter is currently
studying in a special class within a mainstream school.
Apart from speech, her other developments as well as
academic results are satisfactory. She even has some good
friends.

Ruby: What you have described has been very positive in
your life, in terms of helping your child with special needs.
You are not just focusing on what you have missed, you
are aware that while you may be worse off than some, you
are better off than many. Apart from this positive attitude,
could you tell us something that can be of use for you in
helping your roles as father?

Sam said this must be CPA, he was pleased to see his son
playing joyously with other kids of his age. In addition,
parents have the opportunity to discuss and share their
experiences. He has witnessed the development of CPA
from its earlier days and thinks it is important to continue
supporting CPA.

Jeff thought that it is important for society to have greater
awareness of children with special needs as this is crucial
for their survival and their future development. Our
children will benefit when the mainstream community is
more accepting and inclusive of them.

Furthermore, it is natural for parents to give unconditional
love to their children. Parents cope better by lowering their
expectations of their children in terms of academic results
and career development.

Jeff’s expectation of his son could be referenced to an
instruction by a priest when his son was in high school.
The priest said, “Your son will need to learn two things
- one is English so he can communicate, the other one is
religion so he can get comfort.”

Andy agreed that CPA has given a lot of support to families.
He was recommended by friends to join this organisation.
As such, he and his son have one more place to visit on the
weekends. It is better than visiting shopping centres. The
support for him and his wife has been most significant.
In the meeting, fathers unanimously raised the concern
about discrimination. Sam regretted that the Church he
attended could not accept his son, and as a result, he left
the church for up to 8 years.

Jeff approached the issue of discrimination from a rational
perspective; he ultimately considered that society does not
have enough understanding about autism and people who
have developmental barriers. As such, society sees these
people as strange. If everyone accepted that this world
consists of people who have weaker physical and intellectual
abilities, they would be more tolerant. Therefore he
emphasised on the need to raise social awareness.

A mother at the seminar offered some feedbacks to the
group of “special” fathers. There are many ‘good’ fathers in
CPA who are willing to take up their responsibilities and
she is delighted to know them. In fact, she also heard some
sad stories about some fathers who gave up their wives
and children and left, mainly due to having a child with
a disability. The burden was passed to the poor mothers
who have to care for the kids on their own and bear all
the pressure and pain. She is grateful for her husband who
has been very supportive in a quiet manner because her
husband has also shared the pain for having a child with
a disability.

Conclusion

All participants thought the seminar was a great success
and positive. It provided a platform for parents to share
their experiences and emotions. They hope CPA will
continue to hold these seminars on a regular basis.

©
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My daughter and 1

Tim

work night shift in a post office. My sleeping time has
2 2
been thus reduced over the years due to these work
commitments - this is not a healthy living style, yet I
am grateful that I am able to look after my family during

the day despite the reduction of my sleeping hours.

In no time at all, my daughter Aliza, who has Down’s
Syndrome, has turned 15 years old. I thank God for his
blessing and guidance every day. Aliza is now studying
in St. Edmund School which is a special school for people
with visual impairments. Next year, she will be in Year 10.

There are ten students in her class and the class curriculum
has been designed by the teachers based on individuals’
learning capacities. Although there are teaching aides, it
is not an easy task to implement the teaching programs.
At present, apart from learning simple academic subjects,
Aliza mainly learns independent living skills, such as
catching the train, going out and how to use a walking
stick for blind people. She has also been learning to play
piano for over 2 years. For a young lady who has a moderate
intellectual disability, her performance has been brilliant.

Aliza is an active and cheerful child, and understands
the need to care for others including family, teachers and
friends. All her fellow classmates and teachers like her. She
has a good memory, but is a little bit stubborn, something
common amongst children with Down’s Syndrome.
Nonetheless, I am so pleased and consoled to see that she
has made progress in many aspects of life.

Initially I worked night shifts in a post office which is
about six minutes drive from home; however since January
last year, I had been transferred to another post office
which is a twenty-five-minute drive from home. During
the week, I work seven-and-half hours each day, and I only
sleep two hours in the morning and two at night. Often I
have to catch up with my sleep during weekends. Although
this is not entirely an ideal arrangement, it offers me an
advantage which allows me more time to help and support
my family, so the gains and losses do break even.
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There are great concerns for Aliza’s and my health and
weight. In recent years, her weight has been increasing, and
the doctor reported that she also has high blood pressure
and regulating her diet is crucial. Fortunately, my wife has
adopted a tough approach and so Aliza’s weight has become
more stabilised. Personally, I have also experienced weight
issue, possibly as a result of workload and lifestyle choices.
I have tried to go to gym for exercise; I am not always
able to maintain the regular routine. I do understand it is
important to have constant health check-up, just as much
as it is important to look after my daughter.

Both I and Aliza have sleep apnoea which means we need
an apnoea monitor to aid our sleep. Last year, Aliza had
undertaken a small operation and currently she does not
require the monitor any more while sleeping.

The time we spend together with Aliza goes pass like a
fleeting wave. Life moves on. We are grateful for God’s
guardianship and will continue to follow his lead.

Q

We are one

Sunny Tan

e were greatly shocked, like other parents who
have an autistic child, and we refused to accept
the fact that Yee had been diagnosed with

autism at the age of four. We hardly knew how to face and
handle the situation. However as the evidence mounted, we
had to acknowledge that our child was different from other
ordinary children.

Now my daughter has just turned eight years old. During
the past years, we had been looking for all sorts of resources
that would be of benefit to her. She displayed tendency of
retreating into her own lonely world; we regularly took
her to various kinds of programs implemented by different
community organisations, offering her opportunities to be
socialising with other children. When she missed out on
making friends, we were her closest companions.

My daughter was lack of communication skills which
affected her learning; we had to spend more time and to
be more patient in helping her out in her daily homework
and study.

As her father, I always made an effort to take Yee to and
pick her up from school so I could have more time with
her. Every weekend, I sent her to the Chinese school; and
once a week, I accompanied her to swimming class and
basketball practice. It was encouraging to see the gradual
improvement in her physical development and in body-
coordination. We went to Sunday schools where she could
play with her peers and I found out that Bible study help to
enrich her life.

At bedtime, she used to have read me an English story
first, followed by reading aloud together the Chinese story
books in Mandarin. We then kissed each other good night.
Whenever we met some friends or relatives who spoke
Mandarin, she would greet them in Mandarin in return;
Yee loved to show off her language skills by reciting a
Chinese poem or singing a song in Mandarin.

Her swimming coach showed a great fondness for Yee. She

had learned different swimming styles and even diving. At
the school presentation ceremony last year, I was so pleased
to see her receiving a Principal’s award on stage; she was
so excited that she laughed heartily and danced around.

Her progress has been obvious — she has grown up and is
nearly as tall as her mother. None-the-less, we know from
the bottom of our heart that she is different from other
children; occasionally she talks to herself — something that
is beyond my comprehension.

In terms of communication, she is always behaving like a
small child who does not know how things should work.
Whenever we went out, I would always be nervous and
would not allow her to stay out of my sight. When she is
irritated, I feel frustrated as well. I do wish she would be
more independent and less shy. She always feels uneasy
with strangers and she is hesitant to try anything new.
She is my daughter and I accept her disability. I sincerely
wish that she would continue to make good progress and
develop to her potential.

D
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My lifeline

Daniel Chan

We shared our challenges; we understood,

learned, encouraged and comforted each other.

remember. It is the short form for 21-12-11. On
this date, 21/12/2011, my son told me that he
had completed his study requirements for graduation.

Q 11-211 is a special number that I will always

I remembered when I was in my teens, there was
a television series; in the opening scene, a boy was
running home and shouting, “I have graduated”,
and then the camera turned to his mother who is
sporting a very delighted grin. At that time I did
not appreciate how this mother felt, however, now
I share that same feeling and I am so delighted as
well.

Throughout the years, we have faced a lot of
challenges - especially when my son was born. The
paediatrician said that our son has special needs;
will be slower in every aspect, will need to spend
more time to complete any tasks and will expect his
intelligence to be below average. We needed more
patience to bring him up, spend more time to help
him. How do we do it? I want to share my experiences
with you all. We need to persevere and not give up.

Initially we denied the abnormalities of our son; we
sent him to see almost all of the specialists in the
hope that they would diagnose him as normal. We
visited many specialists and the outcomes were not
certain.

I am a Christian; my family believes in Jesus Christ
and he is our lifeline. In the Bible, John chapter 9
verses 1 to 3 said: As Jesus went along; he saw a man
blind from birth. His disciples asked him, “Teacher,
whose sin caused him to be born blind? Was it his own
or his parents’ sin?” Jesus answered, “His blindness
has nothing to do with his sins or his parents’ sin.
He is blind so that God’s power might be seen at
work in him.” He helps us to meet all our life time
challenges. I can move forward and be positive, meet
our daily challenges head on. I am just like any other
father; I have the following tasks to overcome:

¢ Look after this son,

* Provide support to my spouse,

* Provide support to my other child, and
* Face the outside world

Then we accepted his conditions and started to bring
him up as a normal child. Although he is slower, he can
do a lot of things. He can do things at his own pace.
A lot of things can be achieved in its miraculous way.
I also joined a couple of parent support groups for
children with special needs. There I met other parents
in similar situations. We shared our challenges; we
understood, learned, encouraged and comforted each
other. We also watched our children grow together.
It was a kind of experience that drew us all closer.

In Dad’s Mind

Author

Watching television, one of the programs has the
title of ‘112" which is the emergency help number
in an European country. In Australia, we have
000, in the USA, they have 911; and in Hong Kong,
they have 999. Different countries have a different
set of numbers. Watching another television game
program, when contestants have trouble continuing,
they can ask for help. One of the methods is called a
‘lifeline” where they can ring a friend on the phone
to assist them to answer the question. My lifeline is

Author: Daniel Chan is one of the founders and former
president of CPA.

Jesus Christ. Who is yours?
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Son, you have changed my path of life! Eugenia Liang

‘ N 4 hen his wife was pregnant, William had a bright
vision for the future of his child, something
experienced by every father. William clearly
remembered that when the chid was born, he embraced his

son and experienced a joy that was hard to be described by
words. Tears were rolling in his eyes.

Around the age of two, when other children have begun to
babble and call out their first word, William and his wife
discovered that their child was “different”. Search back
into the memories, William recorded that his son did not
speak at the age of two, did not play with other children,
and barely looked other people in the eyes. His son was
aggressive most of the time and difficult to control.

At the beginning, the couple thought that the child is young
and has hot temper. However, when these developmental
problems continued for another three years, they were
worried and finally decided to look at the issue seriously.
After repeat tests and observations, the child was diagnosed
as autistic. When the news arrived, William could not
believe his ears. Originally, his life was filled with goals
and hopes, but at that moment, he was surrounded by pain
and confusion, lost and struggled.

However, life has to go on. Since then, William and his
family search everywhere for a cure, but the final conclusion
is that autism can not be completely cured so far. It is a life-
long progress of intervention and rehabilitation treatment.
It is something they have to face and accept.

As afather and a husband, William gave up his challenging
career and selected a stable financial job to support his
family. In order to help his son, William read a lot of books,
including children’s education, child development theories,
training for children with autism. Through helps from the
society, they also joined the CPA. Within this organization,
his family received a lot of supports. It provides a platform
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for William and his family to link with the wide society,
to gain more acceptances, to share information and to
support each other emotionally.

After the sun is set and darkness arrives, William
searches deep within him and feels the pressures and
disappointments. He felt sorry, because no matter how
hard he tries, he can not establish a normal father-son
relationship with his son. There is no father-son time, no
exchange of emotions and life knowledge. It takes him
days, weeks or even months and numerous repetitions
to train his son to perform a simple task. These long
and exhausted processes become part of his life, and he
becomes pessimistic. When compared with other children,
his son will always be “different”.

Looking into the future, he can not construct any
plans. Children with autism display extreme behavioral
characteristics in the sense that they might either be overly
aggressive or abnormally passive. They do not pay attention
to other people around them and do not reciprocate to
communication - verbal or non-verbal. A child who suffers
from autism has difficulty in the development of play and
usually uses only parts of toys or displays repetitive actions

in playing.

With all these characteristics, it is easy to understand that
children with autism are difficult to integrate into society.
As a father, William is worry. But he also understands that
the most important thing to help his son is to raise social
awareness, to increase social understanding, concern and
involvement in this area. The ultimate goal is to let the
children integrate into our society, to live with others. In
reality, such understanding is hard to achieve.

As a father, William plans the future step by step, according
to the development and progress of his son. He does not
know where the end of the road is.

@
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The father who enjoys his family

Eugenia Liang

“Io the public, the term ‘family man’ has always been referred to a full-time house-

bound father. The classic scene that frequently flashes through our minds is an image

of a “male nanny”- the special troop agent, in the movie “The Pacifier”, who took

over the tough mission of frantically caring for a group of five very active children.

In modern days, the role of coaxing the child, feeding, and changing nappies are no

longer conﬁned to the responsjbi]it)/ of mothers.”

Andy and Eric
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r I Nraditionally, most Chinese families are patriarchal
families in which men are the main bread winners.
It was almost unheard of for men to abandon their
careers to take up the domestic chores. However, in recent
years, society has changed. Many men are willing to spend

more time at home, helping out with the household duties
and enjoying time with their family. One such man is Andy.

Andy is a Chinese from Vietnam. At the age of 13, due
to social unrest and uncertainty in Vietnam, he and a
few friends decided to leave their country of birth. They
travelled by boat, passing through stormy waters around
the Indonesian Islands. It took him a whole year to arrive
finally in Australia. Life was gradually improving. In
1998, by a strange, twist of fate, he met his girl friend who
became his wife. They happily had their first child; a son
they named Eric.

When life seemed to be going well, fate played a trick on
them. The couple was told by their doctor that their son
was a child with disabilities. There were delays in his
intellectual, physical and digestive system developments.

The child started to walk when he was five years old while
other five-year-olds are actively engaging in various forms
of activities. Whilst other teenagers are going through
puberty; socialising with their peers, or searching for
summer jobs, sixteen-year old son still depends heavily
on his parents and family to care for him. Occasionally,
the family met with misunderstanding and intolerance in
public, followed with strange looks and comments.

As a parent of a child with a disability, Andy experienced
constant pressure that was almost suffocating. However,
an optimistic and cheerful altitude, as well as a feeling of
gratefulness, are essential elements in learning to cope
with stress and finding happiness. To Andy, family always
comes first. He chooses a job with flexible working hours
and proactively helps with the household chores.

Andy takes a sanguine disposition, being happy and
grateful and he enjoys his family life. He feels excited with
every step his son has made and satisfaction with every
improvement in his son’s development in life. He will never
forget the first trembling steps his son took whilst he was

learning to walk at the age of five. Andy was in tears and
knew that his son had become more independent.

Living in harmony at home, and with Andy’s guidance,
the child has grown to be a gentle teenager who is not so
easily agitated or anxious and is full of light heartedness
and cheerful.

There was an addition of a new member to the family when
his son was eleven years old — a sister was born and she has
brought a lot of cheer and blissfulness to the family. The
son has learned how to look after his sister. Andy has to
share his love and care fairly and equally amongst his two
dear children.

Andy always maintains an optimistic outlook and is full of
laughter whenever he talks about his family and children.
May his family be full of happiness and joy for many years

to come!
b4
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The five lessons I learned as father of a disabled child  pavid cameron

By staying strong and holding their families together, these

parents are doing a great, unsung service to our Societ)/.

— David Cameron, Prime Minister of the United Kingdom

y son Ivan was born with a profound disability, and
Mmy experience of looking after him has changed the
way I see a lot of things — not just as a father, but
as a politician, too. Samantha and I went on a steep learning
curve. From that I learned five big lessons that have had a

direct impact on what my party wants to do in government for
those with disabilities and their families.

The first lesson I learned was the importance of early
intervention and help. The day you find out your child has a
disability you're not just deeply shocked, worried and upset —
you're also incredibly confused.

It feels like youre on the beginning of a journey you never
planned to take, without a map or a clue which direction to
go in. That’s one of the reasons why the next Conservative
government is going to increase radically the number of
health visitors. 'm not suggesting it’s their job to diagnose
disabilities, but for decades they've been in the home with
parents, spotting warning signs early and offering sound
advice. I know how crucial that early help is, which is why we
need more of it.

The second lesson was that life for parents of disabled
children is complicated enough without having to jump
through hundreds of government hoops. After the initial
shock of diagnosis you're plunged into a world of bureaucratic
pain. Having your child assessed and getting the help youre
entitled to means answering the same questions over and
over again, being buried under snow drifts of forms, spending
hours on hold in the phone queue.

I am determined to make life simpler for parents. One option
weTe looking at is inspired by something theyre doing in
Austria. There a crack team of medical experts — doctor, nurse,
physio —act as a one-stop-shop to assess families and get them
the help they need. That would have been such a help to us and
families like us, so we're looking closely at the evidence and
considering how we could do something similar here.
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The third lesson is that we've got to make it easier for parents
to get the right education for children with disabilities. So
many parents get stuck on a merry-go-round of assessments,
appeals and tribunals to get a statement of special needs and
the extra help their child needs. There’s a structural reason
for that. The people that decide who gets specialist education
— the local education authorities — are also the ones who pay
for it. We're seriously looking at how we can resolve that
conflict of interest so that parents don’t have to enter into such
a huge battle for special education.

Something else that many parents have to fight tooth and nail
for is a place in special school. Following the gospel of inclusion,
the Government has closed dozens of special schools down in
the last decade. Inclusion is great for some, but it’s often the
case that putting a disabled child in a mainstream classroom is
a square peg-round-hole situation. So we're going to stop the
closure of special schools and give parents more information
and greater choice.

The fourth lesson is that like all other carers, parents need
a break. One of the biggest challenges when your child is
severely disabled is finding time to do normal family stuft —
playing in the park with your other children, doing the weekly
shop, mum and dad going out for a meal.

Respite made a massive difference to my family. Knowing that
Ivan was with people who knew him, who would love and
look after him gave us a huge wave of relief. Backing respite
means backing the voluntary sector, giving parents and carers
greater choice over the respite that suits them and looking at
all ways of making sure there’s a clear entitlement to respite.

The fifth and final lesson I'm going to share is this. The
very painful thing about disability — whether your own or
your loved one’s — is the feeling that the situation is out of
your control. When the system that surrounds you is very
top-down, very bureaucratic, very inhuman, that can only
increase your feelings of helplessness.

So a really big difference we can make is to put more power
and control right into the hands of parents, carers or those
with disabilities — through personal budgets and direct
payments. That means that instead of giving a little bit of
money from health, from education, from children’s services,
we say to people: “Here is the total budget for you or your
child, you choose how it’s broken down.” And instead of
insisting on separate, bureaucratic bank accounts for that
money, it is right people should be paid directly if they choose.
This is the support, trust and respect that parents of those
with disabilities deserve.

In Dad’s Mind

Because we can never forget what an amazing job they do. Just
consider what it would mean if the army of parents and carers
in this country gave up, packed up, said they couldn’t cope
any more. The financial cost of looking after those children
would be immense — and the emotional cost doesn’t bear
thinking about. We need to recognise that by staying strong
and holding their families together, these parents are doing a
great, unsung service to our society.

&

Source: The independent, 16 July 2009

David Cameron, Prime Minister of the United Kingdom, was a father whose son,

Ivan, has cerebral palsy and severe epilepsy. His son passed away in 2009. This

article was pub]isbed in UK bgfore Ivan died. It presents what parents fee] about

havjng a child with a d1’sab1’]1’t)/ and what parents should seek to achieve to lessen

their burden and maximise their capacity in supporting their children

Editor
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Stuart speaks out about his daughter

Paul Kent

Ricky Stuart, a famous Rugby League player

and is current])/ the coach @Fthe NSW State @F

Origin Team, speaks out for his daughter

or 14 years Ricky Stuart, often regarded as one of
the more transparent of coaches, has kept a secret.
Not from those closest to him. Not from the media

either, who kept the secret safe for the NSW coach until the
time came when he believed it was right to reveal it.

Stuart and wife Kaylie’s 14-year-old daughter Emma is
autistic. She has never spoken a word except “Mum” and
“Nan” in a low hum. She has never said “Dad”. “We didn’t
feel we needed to make a big deal of it, our family knew, our
friends knew and that was enough,” Stuart said.

Stuart has long resisted urges to reveal his own situation,
but relented after a recent incident in a McDonald’s
restaurant when Emma threw a milkshake on him. Fellow
diners thought she was a spoilt brat and Stuart believed it
was unfair to her for people not to know the truth.

Stuart also admitted that before her proper diagnosis he,
too, struggled with her behaviour.

“It wasn’t fair on her as a kid,” he said.
It still took several months before he fully convinced

himself to go public. As he mulled the idea over, he found
only reasons to convince himself it was the right decision.
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Emma was diagnosed with autism two years ago, after
doctors initially diagnosed her with Global Developmental
Delay, which gave her parents few places to go for treatment.

He and Kaylie simply got on with the job of raising
their daughter as best they could, which would come as
no surprise to anyone. But now that the path is clearer,
following her autism diagnosis, Stuart has launched the
Ricky Stuart Foundation for autism and aftercare*.

“The big picture is to have enough corporate and
government backing so we can build the support and
hopefully a respite centre,” he said.

Stuart’s greatest fear is the same one every parent of a
disabled child has. “What happens when Kaylie and I are
no longer around?” he said. “They have homes for aged
care, but not for kids.”

“I'd love this foundation to get enough support and backing
so that we can build a 10 or 12-bedroom house for them.”

* The website of the foundation: http://www.rickystuart.org/

Source: Sunday Telegraph 29 Jan 2012

D

A thorn in my heart

A Father

r l Whis article may represent the voices of many
fathers of Chinese background, however it is
also a matter that is extremely difficult for me to

verbally convey, let alone in writing.

Most Chinese still hold the concept that out of the three
forms of unfilial conducts, the worst one is not to bear an
heir to continue the family line. Perhaps you may think
this is a stale and backward thought but it lies in the
subconsciousness of most Chinese, especially the males. If
you do not bear an heir, it will be shame when you face your
ancestors and feel sorry for life. The ideal case is to have
children and grandchildren all under one roof.

The one-child policy in China caused a lot of tragedies.
As there is no such restriction in the Western world, it is
common practice to have more than one child, especially
a boy, in order to continue the family line. This is reliant
on factors such as a couple’s financial position to raise
more children, a partner’s fertility or infirmity including
disability.

Sometimes fathers might accept this reality as God’s
will. Though there are others who are in denial and may
choose to take deviate actions. This could result in having
an affair, or they could head towards divorce so they can
remarry, or bear a child through a surrogate mother, so on
and so forth.

My mother passed away when I was very young, and my
father also took up a mother’s role to look after my sister
and I. When my son was born, he was diagnosed as having
autism and my family migrated to Australia later. Initially
my wife and I planned to have another child after we
settled. However, my wife was so worried about bearing
another child with a disability, that we finally abandoned
the plan.

In a CPA seminar, I learned that people with disabilities
can be assessed to determine whether their genes can
carry autism to their offspring. This inspired me like a
ray of hope.

My son looks like a normal person. He is always positive
and would never show any worries. He is efficient at work
and is willing to help others. He likes watching TV and
can memorise all TV programs. He can even fix the
sound system when I am not around. It appears that he
has learnt by observation though he is reluctant when
finding solutions. I asked my wife to take him for a genetic
assessment but it has never been put into action.

My son has now approached the age of marriage. I have a
friend who married a man with autism. I told her about my
son’s situation and asked her to find my son a girlfriend,
with the possibility for them to get married in future.
Some days ago, she found a girl and wanted to introduce
to my son, however my wife strongly objected, fearing that
autism would be passed on to the offspring. My daughter
was also concerned that my son is not able to look after
himself, let alone look after a family. Hence the matter was
drawn to a halt.

The thorn stays in my heart. I feel that it is unfair
for my son. Why can’t he live like a normal person,
have girl friends, experience romance, get married
and have children? @
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Hand In Hand

Hand In Hand

In the same boat

Katherine Wang

My beloved husband

Anonymous

Lg’fe will become much easier gf there is someone who can share with

you your worries and Qﬁrer)/ou mutual support and Comph’ment.

s my son Leon was getting older, the difference
Ain his temperament development as compared

with other children of similar age was becoming
more apparent. Following serious consultation with my
husband, in late 2008, we decided to sell off one of our
businesses, to allow me to become a full-time mother to
support Leon with his intervention therapy. My husband
Tom backed my decision entirely.

In the following year, Leon started to undertake different
types of training and therapies. The severity ofhis disability
meant that these processes took up much more of my time
and energy. Moreover, we also had to look after my two
other young daughters; this further reduced the time for
both Tom and I to compromise many of our own needs.
Frequently, we had disputes on matters concerning our
children’s education, and these contentions often spilled
over to other small aspects in our daily lives. Fortunately,
Tom is in many ways a very supportive husband and he
quietly took up an active role in helping with household
duties; over time, we were able to live in harmony at home.

In the following year, Leon began to show evidence of
improvement in his cognitive well being. I decided to look
for another school for him. It had been a prolonged and
painful process; it occasionally interrupted his on-going
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training and therapies. Now and then, I was under a lot of
pressure and easily became distressed, probably due to my
high expectation. However, Tom was very positive about
and acknowledged my work in the caring of our three
children.

In May last year, Leon finally was admitted into a local
high school. Tom began to encourage Leon’s physical
development by exercising together with him, shopping or
going for a walk. Leon enjoys getting out with his father
immensely. It is such a great joy to witness his growing-up.

I have come to appreciate the importance of the support
and encouragement from my husband and his willingness
to share the workload and problem-solving during our
difficult times. Conflicts can be avoided with tolerance
and mutual understanding amongst family members.
Our harmonious relationship resulted in part from our
unanimous goals.

It is inevitable to encounter many hurdles and hassles on
our path of life. We can neither avoid nor ignore them. Life
will become much easier if there is someone who can share
with you your worries and offer you mutual support and
compliment.

b

My husband is afami])/ man. He is a

very quiet person who does not talk much
andﬁnds it hard to express himself, but

he is a]ways there to give me support.

e retired a year ago. Now he spends most of his
Htime at home and does a lot of housework in-

cluding cooking, washing, grocery shopping,
fixing things, pulling rubbish bins to the front yard and
gardening - any chore in the house that you can name;
he is also my chauffeur. As he has taken up most of the
housework, I can concentrate on my full-time job as well
as fulfilling my commitment in the Chinese Parents As-
sociation as a volunteer.

We found out that our son had a mild intellectual
disability when he was three or four years old. My
husband and I never discussed how distressed we
were when we discovered our son had an intellectual
disability. We accepted the fact that he was different
from a normal child.

Time flies - our son is an adult now and he is now working in
a sheltered workshop. All these years, my family, including
my daughter, have gone through some difficult times. Our
son’s ignorance makes us worry. My husband is quite strict
with him. Sometimes, we have different opinions about the
way we bring him up. But I know he loves us all.

We are both getting old now and worry about our son’s
future. Will he be able to live by himself? Who will look
after him when we both pass away? We try to train him
to be more independent. It is a life-long task but hopefully
one day, we will get there.

@
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Hand In Hand Hand In Hand

It is a ‘blessing in disguise’. Lee and David have lost the
chance of watching their son growing up healthy and strong,
yet they have been bestowed with a deeper understanding,

quection and care for each other.

A Wg'fe’s message to her husband

Eugenia Liang

xpressing herself in a few simple words, Lee
E has disclosed her intimate feelings towards

her husband David, their love story and
affection for each other:

“ T am incredibly blessed to have you by my side. Knowing
you, loving you and living together with you for many
years, you have brought me an abundance of joy, delight and
warmth. Deep in my mind, I will never forget the things
that we have done together, and am still touched whenever
I reminisce about these memories. Being happy together,
having mutual support for each other and staying up all
those nights dotted with never-ending conversations ... I
wish I will spend many more days with you in my life...”

It is always sweet to fall in love. Once the passion has
subsided, and both lovers have returned to the reality of
life, they are able to find out if love exists between them.
During the interview with Lee, she slowly unlocked her
memory box and re-visited her recollection of the past.

Lee and David came to Australia in 2003. They were
happy that they had a very good start to live here. Very
soon came the arrival of their first child. After the son was
brought home, they were told that he was an autistic child
who will be easily distracted, have a short attention span
and have difficulty in socialisation. Lee and David were
both shocked by the news, and continuously wondered
why this happened to their son?! Lee felt very bad and
sorry at the time. But now, looking retrospectively, she
has learnt something else — it is her son that pulled her
and David closer to each other, allowing them to build a
better relationship.

It is a ‘blessing in disguise. Lee and David have lost
the chance of watching their son growing up healthy
and strong, yet they have been bestowed with a deeper

understanding, affection and care for each other. Lee has
been grateful for having David as her spiritual support.

Being a father and husband, David has never complained
to Lee; quite contrary, he understands and is tolerant with
Lee’s occasional negative feelings. When Lee is feeling
down, lonely and helpless, she longs for someone that gives
her warmth, confidence and strength. David is her shelter.

David is the breadwinner, looking after the entire family.
Lee feels that she is fortunate to have David as her husband
who is considerate and never expresses his negative
experiences at work when he is home. He also assists in
doing the housework, manages and solves other household
problems together with Lee.

Most importantly, David is a very compassionate man. He
has never given up caring for his child with a disability.
Even when his is busy, he is still the son’s great playmate.
Hopefully, with his help and guidance, the child will learn
to be more relaxed, more confident and more courageous
in his life ahead. While Lee has been looking after the
special needs of her child, David has already set up his
son’s future plan.

Currently, each day, Lee and David lead their own busy
lives. Lee works hard at home whilst David has been fully
occupied at his workplace. Lee is looking forward to the
days that they will have more time to spend together. She
has a lot of thoughts and feelings which she would like to
share with David, but at present she hardly has a chance!
Well, never mind, there will be many, many days to come
when they are able to connect more closely and enjoy each
other’s company.

ok
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To Dad with Love

To Dad with Love

M)/ Dad

Jessica Mu

If my sister could write, this is what she would say ...

My Dad, he’s alright.

He goes to work so we always have food to eat and a roof over our heads.
He loves playing on the computer. Sometimes he lets me play too.

I love when he reads to me.
My dad, he’s alright.

He drrves me to places.

He fills in the missing words to my songs.
He lights up my world when he ts around to keep me company.
My dad, he’s alright and I love him very much.

eye when she knows that she has Dad’s attention. Very
clearly she’ll say, “read ‘My Dad’™ (a book by Anthony
Browne). I think it’s her favourite book because it’s her
way to communicate with him. My sister doesn’t use many
words to communicate but when she does we know that she

Iwatch from a distance and I can see a twinkle in her

means business.

Over the past few years I have watched my family become
more involved in CPA. As our involvement has grown,
I have also witnessed a stronger bond amongst our four
family members. Mum, the primary caregiver, has always
been the main instigator for fostering and developing our
relationships with my sister. Whilst Dad’s main role was to
work and financially provide for the family.
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As we, the children, have gotten older, Dad has decreased
his working hours and utilised some of his spare time to
help in CPA. CPA has provided our family a common goal
and interest. We discuss suggestions and help where we
can. I believe we all want the best for CPA and hope that it
continues for a long time to come because it is a place that
my sister loves. Watching my Dad give his all to help also
encourages me as well. Seeing my Dad talk to the other
children in CPA makes me proud. Most of all, when he
spends time interacting with my sister I know that she
teels special.

* This article has been inspired by Anthony Browne’s ‘My Dad’
Author: Jessica Mu is a_founding member of CPA’s Sibspace,

a group that is formed for siblings of members who have a
disability to promote mutual support and raise awareness.

What a father can do for his daughter

Eugenia Liang

There is no power on earth like afatber’s love. He a]ways ]ovesyou in his own way. He may be

quite, speechless, strict or bossy, but he is always there. The image (jafather is always deep and

tall. He gives you shelter, gentle protection, endless support and dedication. He may not be

warm, talkative or sweet, but he is always there, especially when the world is cold and cruel.

he above descriptions of paternal love come
Tfrom a sweet girl — Eleanore, who is devoted

to the study and performance of music. Just
entered the door of university, her future is full of
light and hopes. But her growth process is not always
sweet. Compare with children from the same age,
Eleanore is careful, thoughtful and highly independ-
ent. One of the main reasons is because she always
needs to take care of his younger brother, who was
diagnosed with autism.

Eleanore’s only brother is seventeen years old. Family
members were thrilled to welcome a new member to
the family, however, with the birth of her brother, also
came with some unexpected pressures. At an early
age, her brother was diagnosed with autism, thus his
physical and mental developments are always slower
than other children. His mood swings will be larger.

As a big sister, Eleanore is expected to take care of
her younger brother, as well as performing numerous
housework tasks. During these processes, she
developed an independent personality. Nevertheless,
there are times for all of us to experience doubts and
confusions. Like all children, when we are lost, we will
seek helps from our parents.

Compare to the gentle and warm impression of a
mother, Eleanore’s impression of her father is lack
of time, lack of words to communication and lack of
hugs. He has a tide work schedule and is always on the
run. In his spare time, Dad loves to drive and travel.
‘When spending times with the family, father is quite,
not particularly fond of sharing feelings and thoughts.
However, Eleanore can still sense the love from her
father is truly there, and always will be there.

Search in the memories of the past, Eleanore is most
impressed by the silent love of her father. Although
they do not communicate all the time, but he is there
when she needs a hand. The most memorable exchange
of feelings and thoughts happened by chance. One

evening, father was able to spare some time and took
a walk with her. They discussed about a lot of things,
including directions of life, how to face problems and
make up tough decisions, how to make study selections
or how to choose study targets or goals.

That was the first time she had a deep conversation
with her father. It was unexpected and happened by
chance, but she could truly feel the love from her father,
like a guardian, like a light in the dark. The presence
of her father and his supports give her the strength to
go on with life, to make choices and to face problems.
Because she knows that no matter what happens, her
father will always be there to accompany her to go on
to the next stage of life.

One simple conversation, carved the feeling of paternal
love into the heart of Eleanore. She realizes that even
though he is always occupied, but he did not forget or
ignore her. On the contrary, her father is always there
to provide, to support and to observe silently. Father’s
love for her is everywhere and always there. As life goes
on, they will have more opportunities to communicate
and share feelings. Their relationship will continue to
consolidate over time. Given the chance, she would like
to tell her father: “Daddy, I love you!”

4

29



To Dad with Love

Kimberly Zhou

Kimberly’s view of father

y Dad is clean, not clumsy, organized, etficient, proficient, passionate, not rude,
nice, professional, a great chef and has a great sense of humour!

A father’s love

Karen Yuan, Eleonore Vuong, Kimberly Zhou

Fathers are important to families in supporting all children including siblings who do not have disability. We
asked some siblings to describe their Dads. Here are their replies and their graphic depiction of their dads.
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Constant, reliable, warm and
quietly shows his love
Iways there for me even Cooks yummy food for
though he is risking his the family
own life

Se,\‘ﬂess
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A_ Iways puts everyone first

an amazingly fix things ourageously left everything
he knew to build a better life

for his children

when they are broken

Strong and reliable rescuer
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On the train

From Different Perspectives

Chun Wing Fan

n the train, the father and son sat close to each
O other. Concentrating on a piece of paper filled with
some maths exercises, the father kept talking softly
to help his son to find a solution. I knew both of them from
the CPA circle; the son has autism and intellectual disability,

and is a student. They were so focused that I did not want to
interrupt them.

It appeared that the son must have been on his way to attend
an exam or present an assignment; and the father, on his way
to work, was determined to make use of the 30 minutes train
time to help and support his son. Passengers came and went,
but it did not disturb them.

I watched them from behind and felt
strongly of the father-son bond, filled
with an intangible common wish to
overcome a barrier - a barrier not always
straight forward or natural. For a parent
to support his child with a disability, the
barrier can always be like an uphill battle.

I recall seeing parents helping their child to learn how to
walk; parents jumping and dancing in front of their children
to motivate them in musical sessions. I recall a parent who
instructed his child to follow him to say something to greet a
friend. I was very touched by a youtube video showing athletic
fathers who deliberately took their disabled sons in the races
—marathon, cycling, rowing, swimming and others — to share
their life experience and to show their love for their child (1).

These may look like normal parent-child interactions or
teaching, but what aroused special attention is when the child
is of older age and has a disability; and when the interactions
involved would otherwise be unusual for a child of that age.
Others may find it odd, but the parents are very persistent,

focused and determined to make progress, disregard of what
others would say or perceive.

Back on the train, the father explained time and again and
used pencil to draw and demonstrate. It was very clear that
he wanted his son to be able to do the exercises just as other
children did. He was very patient and determined to achieve
this aim. The gesture was clear — he wanted his son to do
what other children can do, to achieve what other children can
achieve, despite his disability that remains a hurdle for both
to overcome.

Over the past years, I have noticed a significant change of
profile of carers and volunteers in CPA. Many years ago, with
very few exceptions, all parents and volunteers were mothers
and I could hardly see a father who took an active role to take
his son / daughter to attend CPA’s functions. Even if they
came, they only provided driving service and would disappear
soon. Even if I invited them to come in, they would decline.

In recent years, the presence of fathers has started to become
increasingly obvious, providing a supporting role to mothers/
volunteers in the functions and talking to one another. There
are a few fathers who are elected to the Executive Committee
and they are more vocal in decision making. The Dad to Dad
group has provided a platform for fathers to meet and share. A
few fathers have taken a leading role in organising activities,
especially outdoor sports.

This development has coincided with the change of needs of
our CPA members. When they first joined CPA, most of their
children were in childhood and their needs were generally
basic. At an early stage, the concern was to motivate them to
have an interest in early intervention activities. Mothers, as
things stand, spent more time with them as primary carers
and the fathers’ role could remain secondary.

As many of our members have now reached adolescence and
early adulthood, fathers have gradually become more involved
in matters that affect longer term development of their
children and family. CPA is where you can find examples
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From Different Perspectives

of role models for fathers who support
and assist their children with disability;
they share the burden of their partner as
supporters and occasionally as primary
carers. They also provide support to other
siblings. They are often the economic
backbone of a family and are required to
provide leadership at critical moments
in the child’s development as well as the
family.

Having known these CPA fathers for some
time, it can be noted that some fathers are
more fragile than mothers in receiving
the initial news about their children’s
disability. While grief is a common
reaction to both parents when they found
out that their child has a disability, in most
cases, it is the father who would experience a longer period of
grief. In research, it has been found that fathers would have
a bigger chance of depression, in much longer episodes, as
compared to their wives.

Generally speaking, it can be in the nature of a ‘man’ that
most fathers are more reluctant to talk about their feelings
and frustrations, even with family and friends, let alone
taking an initiative to consult a professional. Fathers who are
more closed up tend to experience a longer period of shock,
anger, sadness, fear and resentment.

Having a child with disability means the child may need
constant supervision and care during infancy, childhood and
later parts of life; and this will correlate with the severity of
the child’s disability. The stress level, relating to this long
term and intensive care without seeing the final end point, is
always high for both parents, especially at times of isolation.

While a mother’s stress is normally associated with the
pressure in coping with additional amount of physical and
emotional care of their child, father’s stress is likely to relate
to coping with the family’s financial demand. Because of these
stresses, emotional disturbance such as anxiety or depression
are common for CPA families.
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Some families can never resolve these conflicts or settle
these stresses. We occasionally hear of sad news about family
break-downs, starting with relationship strains between the
couple, very often over stress associated with looking after
the children and/or family finance; this could be followed by
separation or divorce. In these cases, the children’s well being
is more likely to be affected.

In CPA, successful cases of a father role model is built on the
father having a good relationship with the mother and who is
more likely to be spending time with his children including
a child with disability. As a result, the children are more
psychologically and emotionally healthier.

Similarly, a mother who feels affirmed by her husband and
has a better marriage relationship is more likely to be a better
primary carer for the child with disability. Indeed, the quality
of the relationship affects the parenting behaviour of both
parents and has a direct positive impact on the well being of
the child with disability. A strong family relationship includes
good marriage relationship, which leads to stronger parent-
child bonding and better outcomes for children.

In psychology, the term ‘Tesilience’ refers to the idea of an
individual’s tendency to cope with stress and adversity. This

coping may result in the individual “bouncing back” to a
previous state of normal functioning, or using the experience
of exposure to adversity to produce a “steeling effect” and
function better than expected. Using ‘Tresilience’ to reflect on
CPA families is very relevant and a positive father’s role is
crucial in leading to this effect.

The father and the son on the train represented a testimony
of the positive father-child bonding. The son who has the
involvement of his father is likely to be more emotionally
secure and more confident in his venture in this new world
of study. Though the disability remains a hurdle, it is not
something that cannot be overcome.

(1) http://www.youtube.com/watch?v=eG-GMXcNaqo
The author Chun Wing Fan has associated with CPA for more

than 20 years. He is a trained social worker and is currently
working for the NSW government.

From Different Perspectives

What to do when your child is ‘naughty’?

ome children with disabilities also exhibit
Ssymptom of hyperactivity. Dr Wong,
a psychiatrist, states a child who is
hyperactive may behave aggressively and out-of-

control in public. This often would embarrass the
parents who would feel losing face.

Dr Wong suggests, under safe circumstances,
parents should let their children express their
emotion and avoid having conflict with them;
blaming them being naughty would only make
the situation worse. When the child becomes too
aggressive, the parents can make an attempt to
hold the child’s hand tightly, embrace and comfort
him or her.

Often the hyperactive child is perceived by the
parents as naughty and rebellious. Dr Wong
advises parents should find out what hyperactivity
is. The child’s behaviour is out of their control
largely due to concentration deficiency. Consulting
medical practitioners and counselling could help to
improve parent-child relationship.

Dr Wong implies that if the parents are suffering
from emotional disturbance themselves, they may
become impatient when taking care of their child.
It is a vicious cycle. It will be vital that the parents
should take care of their own health by seeking
medical advice and receiving proper treatment,
and then they are able to cope better with caring
for their child with a disability.
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From Different Perspectives

What are we concerned about?

Vincent Yu

ith funding from local councils, some
CPA  parents had enthusiastically
organized a number of meetings since

2009, targeting CPA fathers who have a child
with disability. As we all worked in the day, these
meetings were held in the evenings and this had not
deterred our members to participate. Of course, we
need to thank our wives for their supports. In some
meetings, we would invite family members to join
so all could be benefited from the discussion and
inspirations from our guest speakers.

Since April 2009, the “Dad to Dad” project was
initially a social function for fathers. Daniel Yung,
the founding coordinator, led the 2009 meetings and
he proposed that the function should not be confined
to social gathering only but should also aim at
exchanging experiences and ideas amongst fathers.

Since I took over Daniel’s roles as coordinator after
2009, I had organized 15 functions between 2010
and 2011. A number of issues have been raised and
discussed in our meetings including inputs by guest
speakers and they are outlined as follows:

Employment opportunity for people with
disabilities

Ms. Audrey Honsebey from Sydney Employment
Development Services shared with us information on
job prospects for people with disabilities. Members
were interested to know the conditions required of
our children who participated in the Transition to
Work programs or sheltered workshops, especially
the prospect for people with disabilities to obtain
a stable work so they could support themselves
independently in future. Members were pleased that
Ms Honsebey offered to provide information and
assistance to our members in future.

Sex Education

Ms. Liz Dore talked about how parents should need
to deal positively with sex development of their
children with disabilities, as part of the overall
development, rather than suppressing it. It opened
our eyes and mind to see what could be done and
what need to be learnt in this area which is an
important issue to many fathers.

Social Enterprises

We were interested in a report b