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Most importantly, social workers can provide
counselling and advocacy support. You can talk
to social workers about your child and discuss any
problems or worries that you and your family

are experiencing.

8. The psychologist is concerned with progress in
learning and emotional and social development.
The psychologist may be available to help if there
is concern about a child’s emotional well-being and

behaviour or difficulties within the family.

9. Special education teachers work in a variety of
settings, including family homes, early intervention
programs, preschool settings (kindergarten and child

care centres), playgroups and special schools.

Special education teachers provide support to

families by:

» Helping families understand more about their child’s
disability and the impact it may have on learning
and development.

» Establishing individual therapy/education
program plans.

» Supporting the child and staff in the child’s
participation in local kindergarten and child care
programs.

» Assisting with the child’s successful transition to
school and post-school options.

10. The orthotist works closely with the physiotherapist
and doctors to determine appropriate bracing for
those children that need it. The orthotist is the
person who designs and makes the braces for the
children and who is responsible for all ongoing
alterations and adjustments to improve fit and

function of the brace as the child grows.

The orthotist will provide information on suitable
footwear types and providers and may also be
involved in the modification of some equipment.

11. The dentist. Dental care is very important for
your child. Regular check-ups and help with tooth
brushing and preventing dental decay can be sought
from either your local family dentist or the School
Dental Service through Dental Health Services
Victoria; depending on where you live there are
experienced dentists who visit local schools.
Alternatively, you can ask your paediatrician to
refer you to the Dental Department at The Royal
Children’s Hospital. While the Dental Department
may not be able to provide your child with ongoing
regular care it will be able to refer you on to the

most appropriate place to seek care.

12. The audiologist tests children’s hearing to make
sure they can hear well enough to learn to speak
and understand language. Some children with
physical disabilities, and very young infants, cannot
respond consistently to sound. They sometimes
cannot show us how much they hear. Audiologists
have special tests to measure the hearing of such
children. If deafness is detected the audiologist
works with the ear specialist (otolaryngologist) to
improve children’s hearing. If that is not possible
the audiologist will arrange for hearing aids to be
fitted and advise parents in their use.

All of these professionals may assist families to
develop advocacy skills. However, parents may
choose their own advocate to accompany them to
meetings and appointments to provide support.



What is advocacy?

Some families who have a child with cerebral
palsy feel they need someone to help them

gain access to services or insist on their child’s
rights. This service is known as advocacy. An
advocate works alongside the family, often
attending important meetings with them and
sometimes speaking on their behalf. People
involved in the care of the child, a Case
Manager, a friend of the family, or a special
'advocate' may be used. Sometimes an advocate
can be provided by one of the disability support
groups. An advocate also helps the family or
the person with a disability develop the skills to
speak confidently for themselves.

What are the current trends
In the provision of services?

Children with cerebral palsy benefit from the same

activities as other children. Hence a child may attend a
local playgroup or childcare centre, and progress on to
a local preschool and school. It is important the child
receives the extra assistance that may be required.

There has been a trend for specialised services to be
available within local communities. Staff may work with
children and families at home and later in playgroups,
childcare centres and kindergartens.

Some children may benefit from attendance at a
specialised program. Specialised programs are

provided by a variety of agencies, and may include

early childhood intervention programs, preschools and
schools. It is important that parents are aware of all
available programs. 25
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Children with cerebral palsy can use any of the
regular early childhood and children’s services such
as maternal and child health centres, playgroups, child
care centres, family day care, kindergartens

and schools.

There are also a large number of organisations,
Government and non-Government, that can provide
additional help. Early intervention and school services
may include special education, therapies, family
support, parent education, parent-to-parent contact,
and assistance to the childcare centre or kindergarten.
Details of all local agencies are available through the
web sites of Early Childhood Intervention Australia
Victoria Chapter (www.ecia.vic.org.au) and the
Association for Children with a Disability, which is
further detailed below (www.acd.org.au). Many of the
same organisations continue to provide assistance to
school-age children, although some are restricted to the
preschool (early childhood intervention) years. Below
is a list of some of the organisations that are helpful.

1. Department of Human Services

Every region has a Specialist Children’s Services
Department with an Early Childhood Team that
provides early childhood intervention services.

This team can assist families to find and use other
local services. Children aged six years and over who
have an intellectual disability in addition to a physical
disability are eligible to receive services from Disability

Client Services of the Department of Human Services.

Which organisations are helpful?

Disability Client Services provides access to a range

of services for children and their families, including
assessment, case management and respite care. Contact
the Association for Children with a Disability for
information about your local service:

@ 9818 2000

B 1800 654 013 freecall (for rural families)

2. Hospitals

Therapy services are provided through some hospitals,
particularly The Royal Children’s Hospital and the
Monash Medical Centre, but also through a number

of other metropolitan and rural hospitals. Hospitals
may also assist families of children with cerebral palsy
through provision of medical and surgical services at
various clinics, and through other departments such
as social work and psychology. The Royal Children’s
Hospital Department of Developmental Medicine
conducts information sessions for parents and families

at regular intervals.

3. The Yooralla Society of Victoria, Scope

and the Villa Maria Society

All provide therapy, educational, respite and
recreational programs for children, particularly those
with cerebral palsy and with other physical disabilities.

For the Yooralla Society of Victoria, contact
Early Intervention or School Aged Services:
B 9650 4077

For Scope:
@ 9843 3000 Box Hill
@ 8311 4000 Glenroy

For the Villa Maria Society:
@ 98545111
or 1800 036 377



4. Association for Children with a Disability

The Association for Children with a Disability
provides information, support and advocacy to
families who have a child with any type of disability
or developmental delay in Victoria. Services include
free telephone support on any issue that relates to
having a child with a disability including aids and
equipment, education, respite, and recreation. All of
the Parent Support Workers are parents of children
with a disability and so understand issues from a family
perspective. Information resources available to families
include the booklets ‘Helping You and Your Family’
and ‘Supporting Siblings’ as well as information sheets
on a range of topics. The Association also advocates
for improvements to government policies and works
to increase community awareness about the needs of
families of children with a disability. Members receive
the bi-monthly NoticeBoard magazine which includes
family stories and other information. They may also
advertise to sell or buy second-hand equipment on
the 'Classifieds' page of the Association website

www.acd.org.au

Membership costs $15 for families ($5 low income) or
$30 for organisations and professionals. The website is

www.acd.org.au

For more information:

@ 039818 2000

or 1800 654 013 (rural callers only)
Email: mail@acd.org.au

5. Cerebral Palsy Support Network

The Cerebral Palsy Support Network aims to empower
persons with cerebral palsy and their families, and also
raise awareness of the issues that persons with cerebral
palsy and their families experience. All persons

on the committee are volunteers who either have
cerebral palsy or have a family member with cerebral
palsy. The Cerebral Palsy Support Network provides
disability-specific information in a quarterly newsletter,
telephone information and support, information
seminars, a website with links and on line services
(cpsn@cpsn.info), support groups in local metropolitan
areas, community awareness events, equipment trials,
respite brokerage program and family social activities.
@ 9300 3901 or

Email: cpsn@cpsn.info

6. Noah’s Ark Toy Library and Family Resource
Noah’s Ark provides early childhood intervention
programs, family support, loan of specialist resources
including toys and equipment, sibling groups and
recreation programs. There are five metropolitan and

ten rural sites.

For further information:
& 8517 0600

7. Cerebral Palsy Education Centre

This Centre provides specialised early childhood
intervention services to families who have a child
with cerebral palsy or similar motor disability.

The services are provided by physiotherapists,
occupational therapists, speech pathologists and

a conductor. The services include family support,
educational group programs, advice on equipment,
individual therapy, and training and support in the
community. The Centre is located in Glen Waverley.

B 9560 0700

Website: www.cpec.com.au

21
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8. Inclusion Support Scheme

Assists children with additional needs to access long
day care, occasional care, family day care, before

and after school care and school holiday programs.
Inclusion Support Facilitators are the primary workers.
For information about your local service contact your
local council or the Association for Children with a
Disability,

& 9818 2000

& 1800 654 013 freecall (for rural families)

9. Preschool Field Officer (PSFO)

Provides information, support and advice to parents
and preschool staff, assistance in developing individual
programs and transition to school. Additional assistance
for children with severe disabilities for kindergarten
inclusion support are also available. Your kindergarten
teacher or PSFO can provide information and discuss
this assistance. Together you can attend the annual
regional briefing organised by the regional advisory
group convenor to learn more about this program.
Contact the Department of Human Services to find

out who convenes your regional advisory group.

10. A.D.E.C.

Action on Disability in Ethnic Communities can provide
support to families and people with a disability from
non-English speaking backgrounds.

& 9480 1666

11. Respite
In home respite: local councils through their
specific home help or respite care service can
provide family assistance and in home care for a
child with cerebral palsy. Local government may
also provide limited out of home respite services.
Contact your local council.

Commonwealth Carer Respite Centres:
Commonwealth Carer Respite Centres can provide
information and advice to carers about respite
options and can help with organising planned
respite and the purchase of short term or emergency
respite services. Respite can be provided in home
and out of home and provides unpaid carers/parents
with a break from their usual caring role. Respite
can include such things as recreational programs
for the person with a disability, for example, camps,
school holiday programs and weekend activities,
facility based respite care and in home respite so
the carer can attend to other interests and needs.
You can contact your local Commonwealth Carer
Respite Centre:

@ 1800 059 059

12. Parent Support
This may be provided by consumer organisations

such as:

 Association for Children with a Disability
(see page 27)

@ 9818 2000

B 1800 654 013 freecall (for rural families)

e Cerebral Palsy Support Network
(see page 27)

* Regional Parent Support Programs
Contact the Association for Children with a Disability
for further details.

¢ Local informal support groups.






* Yooralla’s Equipment Services has three programs:

- The Independent Living Centre provides advice,
assessment and information on daily living aids

and equipment.

- The Equipment Library houses assorted equipment
and aids, and complements the Independent Living

Centre with a loan service.

- ComTEC provides resources and advice in the use of
specialised technology by people with disabilities.
ComTEC therapists provide individualised
assessment of needs. ComTEC also has an enquiry
service; an outreach service and an electronic

equipment library (hire fees apply).

The Electronic Communication Devices Scheme is
co-located with these services at the Brooklyn site.
The Electronic Communications Devices Scheme,
part of the Victorian Aids and Equipment program,
provides communication devices to people of all ages
with complex communication needs. Devices, repairs,
training and follow up, are provided free of charge to
residents of Victoria with a permanent disability.

For further enquires about these programs, contact
Yooralla’s Equipment Services:
@ 93620111

* Mobility Plus provides equipment and services
which enhance the quality of life for people with
disabilities including a wheelchair service centre
and customised seating

@B 9495 1955

* The Equipment Recycling Network sells good second
hand equipment for people with disabilities.

@ 98795211

Website: www.erni.asn.au






Where will my child go
to school?

Choosing the most appropriate school can take
considerable time and planning when your child
has cerebral palsy.

There are several options available. All children are
entitled to an education through their local primary
school. This entitlement is known as inclusion, where
the special resources for the child are made available
to the local school. A small number of schools provide
more specialised programs for children with special
needs. Workers who know your child well, such as
your therapists, pre-school teacher or paediatrician,
will be able to provide information and support during
the process of choosing a school. The final decision
should be yours.

Schools may request assessment reports to establish
your child’s needs and your doctor or therapist can
ensure these are performed and made available to you
to provide to the school.

Regional offices of the Department of Education
provide information and resources about schooling
for children with cerebral palsy. There are several
publications that may be useful for families including
the ‘Program for Students with Disabilities and
Language Support Program Handbook’, which is
available from the new Department of Education
website www.education.vic.gov.au

See http://www.education.vic.gov.au/aboutschool/
lifeatschool/studentswithdisabilities.htm

which then links to the actual booklet itself via:
http://www.sofweb.vic.edu.au/wellbeing/disabil/
index.htm




What about different
approaches to treatment?

Every child is an individual. Just because a particular
child is receiving one type of therapy does not mean
that another child needs the same therapy. Therapists
and paediatricians keep up-to-date with the latest
treatment approaches, and are happy to discuss
different approaches with parents.

There are many non-mainstream (or ‘alternative’)
treatments available and parents should always feel free
to enquire about them, both from the practitioners of
these therapies and from the child’s paediatrician and
paediatric therapists. Sometimes great claims are made
for alternative approaches.

These claims are not always justified. Every parent

and professional wants the best outcome for children
with cerebral palsy, so families can be reassured that
any new treatment that is of value will be assessed

and incorporated in to mainstream practice. There is
currently no evidence that suggests alternative methods
are better than conventional therapies. It is important
that both parents and professionals keep an open mind
about new approaches but also be prepared to critically
examine their claims.

Is any research being
carried out?

In Australia and many other parts of the world there
is research into the causes of cerebral palsy. Research
is also being carried out to help find the best methods
of management and treatment. The Royal Children’s
Hospital has a substantial cerebral palsy research
program, spread over several different departments
of the hospital.

The Victorian Cerebral Palsy Register, housed in the
Department of Developmental Medicine, collects
basic information about all people with cerebral
palsy born in Victoria since 1970. The register is
extremely important in enabling us to determine how
the incidence of cerebral palsy has been changing
over time in Victoria. It also allows us to better
understand any trends in the type and severity of the
movement disorder in cerebral palsy, and to advance
our knowledge of the multitude
of factors that appear to increase

The Victorian
Cerebral Palsy

the risk of cerebral palsy. For
further information, contact the REgis tE‘F
Department of Developmental
Medicine on 9345 5898 or email

vic.cpregister@rch.org.au

The web address is [
www.rch.org.au/devmed 4 ﬁ o

In March 2006, 'Solve! At
the RCH' was launched, an ;
initiative of the Department
of Developmental Medicine.
The aim of 'Solve! At the RCH' Ty I .
is to research the causes and
improve the outcomes for

children with disabilities. L
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In conclusion

- Focus on what your child can do and how

his or her capabilities can be developed to

their maximum.

- Your child needs the same love, care and

acceptance as all children. However severe the
cerebral palsy, your child is more like other
children than unlike them and obtains the same
enjoyment from play and pleasurable activity.

- Be optimistic about your child’s progress, yet

be realistic when the problems are severe (this
is, of course, often a difficult balance to achieve).

- Good cooperation between parents and

professionals will help the child achieve
independence. The greatest achievement,
however, is the development of the child into

a mature person able to adjust to life.




Other publications and
websites that may
be helpful

e Cerebral Palsy A Practical Guide
Marion Stanton. 1992. Optima.

 Children with Cerebral Palsy - A Parent’s Guide
Edited by Elaine Geralis. 1998. Woodbine House.

e Handling the Young Cerebral Palsied Child at Home
Nancy Finnie. 1997. Butterworth-Heinemann.

There are many websites for information
about cerebral palsy.

The Wikipedia page at: http://en.wikipedia.org/wiki/
Cerebral_palsy includes good general information and
also interesting material about famous people who have
cerebral palsy.

For Australian material, The CP Australia website
provides useful information:
http://www.cpaustralia.com.au as does the

The Cerebral Palsy Association of Western Australia

at http://www.cpawa.com.au/index.php?page=1

They have a booklet called “How can I help?”

which you can find at:
http://members.iinet.net.au/~scarffam/cpa.html#start

For listservs to provide support, it is recommended that
you look at Hemi-kids at: http://www.hemikids.org










