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INtroduction

Child development

Development is the process whereby a
young baby and child explores and learns
and grows into adulthood. Individual skills
are built up and combined to produce ever
more sophisticated achievements (such as
walking, talking, playing, thinking and
communicating). Development is a difficult
concept and many theories exist to explain
how development occurs. Many books
have been written to contribute to our
knowledge and there is still much to learn
about the developing child. Development
takes place at the greatest rate in the early
childhood years. Many skills emerge during
these early years and there is wide variation
in the timing of milestones from child

to child.

For example, walking may commence
anywhere between 9 and 18 months and
be considered to be within normal limits;
while some children’s first words follow their
first steps, for others the reverse happens.
Yet, regardless of the rate, every child
develops continuously according to his or
her own pattern.

Despite variability from child to child,

there is a general order in the progressive
development of individual skills. Simple
skills precede the more difficult ones.

For example, infants reach out and touch
objects before grasping and playing with
them. Noises and gestures convey meaning
before words are spoken. Toddlers scribble
before they begin to draw shapes such

as faces.
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What is normal

The achievements of the young child are
so remarkable that they generally create
much excitement for those closest to the
child. There is great interest in the child’s
progress toward each new skill and the
more notable achievements (smiling,
sitting, walking, talking etc.) are often
termed ‘developmental milestones’.

We know that most children achieve
these milestones at around a certain age
and this is what we mean when we speak
of normal development.

Individuals are outside the ‘norm’ when they
display a rate of development that is faster
or slower than most children the same age.
Some examples of developmental
milestones normally achieved in the early
childhood years are listed on the next page.

SUlvear

At the end of the first year the child
can usually:

A vear

By three years of age the child
can usually:

vear

By two years of age the child
can usually:

e walk well

e scribble with pencil and crayon
e use a number of single words
e build a tower of three blocks

e recognise a few pictures of
common objects

e imitate simple everyday activities;
e.g. feeding a doll

« understand when told not to
do something.

vear

By five years of age the child
can usually:
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Developmental delay is a descriptive term
used when a young child’s development is
delayed in one or more areas compared to
other children.

These different areas of development
may include:

e gross motor development:
how children move

¢ fine motor development: how children
manipulate objects and use their hands

e speech and language development:
how children communicate, understand
and use language

e cognitive/intellectual development:
how children understand, think and learn

e social and emotional development:
how children relate with others and
develop increasing independence.

Parents and others become aware of delay
when the child does not achieve some or
all of the milestones at the expected age.
Other children may present with behaviour
problems which may be associated with
delayed development.

The term developmental delay is often
used until the exact nature and cause of
the delay is known. The significance of the
delay is often only determined by observing
the child’s development over time.

Transient developmental delay

Some children have a transient delay in their
development. For example, some extremely
premature babies may show a delay in the
area of sitting, crawling and walking but
then progress on at a normal rate. Other
causes of transient delay may be related to
physical illness and prolonged
hospitalisation, immaturity, family stress or
lack of opportunities to learn.

Persistent developmental delay

If the delay in development persists it is
usually related to problems in one or more
of the following areas:

¢ understanding and learning

°* moving

e communication

e hearing

e seeing.

An assessment is often needed to
determine what area or areas are affected.

What are the causes of persistent
developmental delay?

Disorders which cause persistent
developmental delay are often termed
developmental disabilities. Examples are
cerebral palsy, muscle disorders, language
disorders, autism, emotional problems and
disorders of vision and hearing. All these
conditions can cause developmental delay.
However, one of the most common causes
is an intellectual disability.
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What is intellectual disability?

Children with an intellectual disability show a delay in
their understanding of the world and take longer to think
and learn new skills, e.g. talking, self help skills such as
dressing and eating independently. The age of acquiring

a specific skill depends on the rate of learning.

A Increasing skills

Reading

Talking |-

Peers with normal
rate of learning

Child with slower
rate of development

Increasing age in years

The above diagram illustrates that children
with slower rates of learning acquire skills at
different ages and the delay often becomes
more obvious as the child grows older.

The difference in skills, compared to their
peers with normal rates of learning, often
becomes more obvious as they grow older.
For example, a child with a slower rate of
learning may have a delay of one or

two years in learning to talk but may later
show a delay of many more years in
learning to read.

There is a wide range in the severity of
intellectual disability. Children who have a
very slow rate of learning (moderate and
severe intellectual disability) often cause
concern in the first two years of life.
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Some of these concerns may be about
slow feeding, lack of sustained interest in
toys and people, or a delay in speaking the
first words.

Children with a mild intellectual disability
may not cause concern until their third or
fourth year with a delay in their talking. Yet
others may only come to notice in their
kindergarten years when their play, self help
and learning skills are less well developed
than children of similar age. For some
children with a very mild intellectual disability
the problem may not become apparent until
their early school years.
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What are the causes of an intellectual disability?

The reason or cause is not always known.
However over half are caused by factors
before birth (prenatal), others by factors
around the birth period (perinatal) and some
later (postnatal).

This chart shows the timing of the causes
of moderate, severe and profound
intellectual disability. With the development
of new knowledge, the percentage of
unknown causes is slowly diminishing.

For children with mild intellectual disability
there is a larger percentage where the
cause is unknown.

The following conditions are sometimes
a cause of intellectual disability:

Prenatal (i.e. before birth):

Chromosomal

e Trisomy 21 (Down Syndrome)

e Fragile X Syndrome

e 22 gl deletion
(velocardiofacial syndrome)
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Genetic
e Tuberous Sclerosis
e Metabolic disorder e.g. phenylketonuria

Syndromes

There are many syndromes, most of which
are rare. Some examples are:

e Williams Syndrome

e Prader-Willi Syndrome

e Cornelia de Lange Syndrome

Infections
e Rubella virus, Cytomegalovirus

Drugs, toxins
e excessive alcohol

Major structural anomalies of the brain

Perinatal factors (i.e. around birth)
e Lack of oxygen (hypoxia)
* Trauma
e |nfections
e Biochemical abnormalities such as

low sugar levels
Children with low birth weight are at
increased risk of having these complications
after birth.

Postnatal factors
(i.e. after the birth period)

Head injuries
e motor car accidents
e near miss drowning accidents

Infections such as meningitis and
encephalitis

Poisons

For mild intellectual disability the cause is
often not known, although it may be caused
by any of the factors listed previously.

How common is disability in childhood?

What are autism spectrum disorders?
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The word ‘assessment’ may be a
frightening term for families, as it can imply
a sort of ‘test’” which the child is about to
pass or fail. This is not the case.

Families find assessment useful in
answering their questions and assisting
them to plan for their child. Assessment is
aimed at defining a child’s strengths

and weaknesses.

Parents should always feel free to discuss
the assessment procedure with the staff
involved. Parents are usually

the best observers of their children. Their

contribution to the assessment is important.

They need not feel apprehensive about
asking for a second opinion.

The initial stage of the developmental
assessment is often with a paediatrician
(children’s medical specialist). During the
assessment, the doctor takes a medical
history, observes the child, does a physical
examination and may order some relevant
investigations, for example, blood and urine
tests. The doctor may carry out or
recommend testing of vision and hearing.

The next stage aims to gather information
about the child’s skills across all areas of
development, and to understand how the
child learns and relates to the family and
those around him or her. This will involve
the child and family being seen by one or
more of the following: occupational
therapist, speech pathologist,
physiotherapist, psychologist, teacher
and social worker.
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Children are observed playing and
interacting with others. Depending on age
and development, they may be given a
series of tasks such as completing puzzles,
naming pictures or climbing steps.

The assessment is very helpful in beginning
to understand the child’s development.
However, it is also important to remember
that an assessment provides only one
example of the child’s ability over

a relatively short period of time. As children
progress their needs change. Those
working with them will monitor progress
and assessments will be repeated

when necessary.

Where is the assessment
carried out?

[t may take place:

e in alocal community setting such as
a day care centre, community health
centre, or preschool

e in a hospital with paediatric and therapy
departments. Some hospitals have
assessment teams

e in the home. Some early intervention
teams have staff who visit the home and
carry out the assessment there

e at a centre, such as a specialised

preschool or a facility for children with
disabilities.

How long does the assessment
take?

The assessment may be completed in a
single session or over a number of sessions
on several days.

The child with developmental delay has
the same needs as any other child. All
children benefit from a warm, secure and
nurturing environment. They need to feel
accepted with their individual patterns of
strengths and weaknesses. This is
important for the development of self-
esteem, which builds confidence for
learning new skills.

Children with delay learn in a similar way
to all children but usually take longer to
develop new skills.

Many children with developmental delay
will need extra help in one or more areas
of their development.

They need:

e to hear language which is appropriate
to their understanding

e extra time to learn and practice
new skills

e to have tasks simplified
e to know that their efforts are valued

e a variety of ways to learn, such as
touching, looking and listening.

Therapists and teachers provide
suggestions and advice but children learn
most skills from their family in the early
years of life. Professionals work in
partnership with parents in early
intervention programs, helping them
understand their child’s development and
special needs.

Developmental delay — an information guide for parents
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Do children with developmental delay
have behaviour problems?

Behaviour problems are reported by many
parents at some stage during childhood.
Children with developmental delay are at
increased risk of behaviour problems.

When a child displays signs of
developmental delay, parents and other
care givers begin to adjust to the individual
needs of their child. Often, this involves
some revision of previous expectations.
The task of adjustment may at times cause
feelings of failure and frustration in both
child and parent. Parents may be uncertain
whether their reactions are over-protective
or too demanding.

Where a delay exists it is more likely that
families may not understand the child’s
intention or capability. For example, children
may have increased difficulty in remembering
even simple instructions.

On the other hand, children who cannot
talk may be able to understand, although
families may not always be aware of this.
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Developmental delay often means that
behaviour skills, such as sharing, waiting
or controlling angry impulses, are
consolidated quite gradually. A delay
consolidating such behaviours is
frequently problematic and parents may
then see cause to question their parenting
approach. However, such a behaviour
difficulty would be a feature of the child’s
delayed social skills and therefore would
not indicate a behavioural problem.

The mismatch between expectations and
abilities can contribute to frustration for
these children and for those around them.
This may lead to uncertainty and possibly
anxiety or anger among family members.
When uncertainty and frustration persist
or when worry or anger fail to resolve, it is
generally helpful for families to talk about
these difficulties with one of the workers
who is familiar with their child. Parents
may also like to discuss progress to help
distinguish behaviours that are a feature of
their child’s delay from those that might
indicate an emotional problem affecting
behaviour. Whereas an emotional problem
might warrant some additional thought
and action, delayed behaviour and social
skills are best managed with confident
and patient practice and support.

What are the needs of the family?
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Children with developmental delay can benefit from a wide variety of experiences
within their family and local community. Additionally, a number of professionals work
specifically with these children. Depending on needs, some children may be seen by
nearly all of these people, others by only one or two. Different professionals may be
helpful at various stages of the child’s development. Some of the people involved are:

1. Parents are the most important

people of all as they hold the most
knowledge about their child. Parents are
able to incorporate many of the suggestions
made by therapists and teachers into the
daily routine.

2. The family doctor. Children with
developmental delay have the same health
needs as other children of a similar age.
The family doctor may also know the whole
family, and be able to provide support and
encouragement.

3. The paediatrician is a doctor who
specialises in children’s health and
development. The paediatrician works
closely with others and can make referrals
to appropriate specialists when necessary.

4. Nurses can provide assistance

in various ways. Maternal and child

health nurses monitor children’s early
development and support parents who are
concerned about their child’s development.
They are able to provide advice and
information about health and behaviour
problems. School nurses, either in
mainstream or special schools, are able to
address everyday health issues such as
bowel and bladder management. Other
community nurses, whether in hospitals

or community health centres, may

provide advice in areas such as epilepsy
management and constipation.
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The Royal District Nursing Service
supports families at home following
medical procedures or where ongoing
medical or nursing interventions are
required. Nurses may also be helpful in
liaising and obtaining appropriate health
care services for your child.

5. Therapists are skilled in child
development and provide advice

and/or treatment sessions. They may work
with children and their parents either
individually or in small groups. Those most
commonly assisting children with
developmental delay are physiotherapists,
occupational therapists, and speech
pathologists. Not every child needs to have
assistance from all of these people.
However, they often work together in
planning or providing treatment.

Therapists aim to teach parents how

to best help their children learn all the
practical skills needed for living. All young
children learn through play and this principle
is used when advising parents about

the best way to encourage their child’s
development.

Some of the specialised therapists that a
child may see include:

5a) The physiotherapist provides advice
and/or treatment designed to enable
children to achieve their own level of
functional motor skills, e.g. sitting or
standing. This level of achievement will
vary from child to child.

Toys, games and specialised equipment are
used to encourage the development of the
child’s motor skills, in conjunction with
specific handling skills.

The physiotherapy program becomes part
of the child’s activities during the day, as
parents are shown the best way to assist
their child during day to day care and play.

5b) Occupational therapists provide
advice and/or treatment sessions aimed at
encouraging children to use their hands to
reach, hold, and manipulate; therefore
enabling them to participate in activities of
daily living including self-care and play. They
assess children in all areas of development
and provide advice about appropriate toy
and play activities and specialised
equipment for activities such as dressing,
toileting and bathing.

5c) The speech pathologist sees
children with difficulty talking or
understanding speech. Advice is given

to families on how to encourage language
development. Sometimes alternate
methods of communicating, such as
using signs or a communication board,
will be recommended to assist in the
development of communication skills.
Speech pathologists also work with children
who have difficulty eating and drinking,

or who dribble excessively.

6. The social worker provides counselling
and support for families who have children
with special needs. Information about early
intervention programs and entitlements and
help in finding the most appropriate
services, is also given. The social worker
can also provide information for parents
who wish to meet others with similar
experiences.

7. The psychologist monitors children’s
overall development by observing and
understanding progress in learning
alongside emotional and social
development. The psychologist may also
be available to help if there is some concern
about a child’s emotional well-being and
behaviour or difficulties within the family.

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

Special education teachers provide support
to families in a range of ways, assisting
families to:

e understand more about their child’s
disability and the impact this may have on
learning and development

e establish individual therapy/education
program plans

e support the child and staff in the child’s
participation in local kindergarten and
child care programs

e make a successful transition to school.

Developmental delay — an information guide for parents
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What is advocacy”?

Some families with a developmentally
delayed child feel that they need
someone to help them gain access to
services or to help them 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. Any of the
people involved in the care of the child,
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 works towards helping
the family or the person with a disability
develop the skills to speak confidently
for themselves.

Current trends in the
provision of services

Children with developmental problems
benefit from the same activities as other
children. Hence a child may attend a
local playgroup and then progress on
to a local preschool. However, it is
important that the child receives the
extra assistance that may be required.
Specialised services are generally
available within the family’s local
community. Staff may work with
children and families at home and later
in playgroups, child care centres and
kindergartens. It is also recognised
that some children may benefit from

a specialised program. Specialised
programs are provided by a variety

of agencies, and may include early
intervention programs and preschools.
It is important that parents are aware
of all available programs.

Developmental delay — an information guide for parents
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Helpful organisations

Children with developmental delay can use any of the regular early childhood
services such as maternal and child health centres, playgroups, child care centres,
family day care and kindergartens. There are also a large number of organisations,
government and non-government, that can help by providing early intervention. Early
intervention services may include special education, therapies, family support, parent
education, parent to parent contact, and assistance to the child care centre or

kindergarten. The major organisations are:

1. Department of Human Services
Every region has an Early Childhood Team
that provides an early intervention service
and is able to help families find and use
other local services. Contact the
Association for Children with a
Disability for information about your
local service.
@& (03) 9818 2000
@ 1800 654 013 freecall

(for rural families)

2. Hospitals

Therapy services may be 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.

The Royal Children’s Hospital
@ (03) 9345 5522

Monash Medical Centre
@ (03) 9594 6666

3. Yooralla and Scope Victoria

Both provide therapy and educational
programs for children, particularly those
with physical and multiple disabilities.

For Yooralla, contact:
@& (03) 9359 9366
(Early Intervention Services)

For Scope Victoria, contact:
@ (03) 9843 3000
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4. Association for Children with

a Disability
The Association for Children with a
Disability is the peak Victorian organisation
representing children with a disability
and their families. The Association
deals with a broad range of issues including
education, early intervention, respite,
therapy services, aids and equipment,
parent support, post school transition
issues, home and community care,
recreation and palliative care. Most of the
members are parents or carers of children
with a disability. The Association has also
produced a booklet called ‘Through the
Maze’, which is a guide to benefits and
services for families of children with a
disability. For more information, contact:
@ (03) 9818 2000
@& 1800 654 013 freecall

(for rural families)

5. Noah’s Ark Inc

Noah’s Ark provides family support, sibling
and parent groups, therapies, advice on
toys and equipment and recreational
programs, as well as other services.

@ (03) 9500 8133

6. Children’s Services Resource

and Development Officer
Assists children with additional needs to
access long day care, occasional care,
family day care, before and after school
care and school holiday programs. Contact
your local council or the Association for
Children with a Disability.
& (03) 9818 2000
& 1800 654 013 freecall

(for rural families)

7. Preschool Field Officer

Provides information, support and advice to
parents and preschool staff, assistance in
developing individual programs and
transition to school. Contact your local
council or early childhood service.

8. Action on Disability within Ethnic
Communities (ADEC)

ADEC can provide support to families and

people with a disability from non-English

speaking backgrounds.

@ (03) 9480 1666

9. Specific home help

Local councils through their specific home
help or respite care service can provide
family assistance and in home care for a
child with developmental delay. Local
government may also provide limited out
of home respite services.

Developmental delay — an information guide for parents 19
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10. Parent support
This may be provided by consumer
organisations such as:
e Association for Children with a Disability
(see also description on page 18).
@ (03) 9818 2000
@ 1800 654 013 freecall
(for rural families)

STAR Victoria — advocating for people
with intellectual disabilities and their
families.

@ (08) 9650 2730

Down Syndrome Association of Victoria
@ (03) 9486 9600

Regional Parent Support Programs.
Contact the Association for Children
with a Disability for further details.
@& (03) 9818 2000
@& 1800 654 013 freecall

(for rural families)

Genetic Support Network of Victoria
@& (03) 8341 6315

11. Early Choices

Early Choices programs provide flexible
respite and support packages to families
who have a child with a severe disability
and high support needs. The child must
be under school age. The family may be
linked with existing services or funding
may be used to buy additional respite

or support services.

12. Making a Difference

Making a Difference is a program that
provides support for families caring for a
child with a disability and with very high
support needs. Families may be eligible if
they are caring for a child aged between
five and eighteen years, with a moderate to
severe disability and complex support
needs. The program can link families to
existing services and provide resources for
them to purchase their own support.
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13. Linkages

Linkages provides assistance to young
people and their carers whose quality of
life is being adversely affected by their
disability. The family may be linked to
existing services or funding may be
provided to assist with individual needs.

Your Case Manager or Social Worker can
help you to access the Early Choices,
Making a Difference and Linkages
programs.

14. Equipment and aids

Equipment and aids can be borrowed from
local hospitals and the Yooralla equipment
library. Funding for purchasing equipment is
provided through a State Government
program VAEP (Victorian Aids and
Equipment Program). Obtain further details
from your paediatrician or therapist.

15. Disability intake and response service
Information about local services for people
with a disability, their families and their
carers. The internet site is:
www.disability.vic.gov.au

@& 1800 783 783

16. Financial assistance

The Commonwealth Department of Social
Security provides a carer allowance to
families of children with a significant
developmental delay. Apply to Centrelink
for these. In addition, some families with a
child with significant disability may be
eligible for the Carer payment which is an
income support payment.

17. Disability Services Commissioner
Provides a free, confidential service to
assist you if you have complaints about
your disability service provider.

@ 1800 677 342

18. Commonwealth Respite &
Carelink Centre
@& 1800 052 222

Emergency Respite Support
@& 1800 059 059 (AH)

Preparing for school
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[t is natural for parents to wonder what the
future will hold for their child.

Will my child be able to obtain a job and
will my child be able to live independently?
In the early years of life, it is often
impossible to answer these questions.

It is important to remain optimistic about
your child’s progress, yet realistic when
the problems are severe. This is often a
difficult balance to achieve.

All children, however, continue to learn and
as adults they will also continue to develop
new skills. Each new skill contributes to the
growing person’s scope for pleasurable
activity and participation in society.

It is important to celebrate your child’s
achievements throughout their life. If you
have any concerns, feel free to discuss them
with those involved in your child’s care.

Developmental delay — an information guide for parents
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