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Introduction

Early Intervention has come to be recognised as a term used to describe 
many different services provided for families of children with 
disabilities or at risk of developmental delay.  These services may 
include, either singly or in combination, medical, therapeutic, 
educational or social interventions which may differ considerably in 
rationale, timing of onset, duration, intensity and purpose (Guralnick 

& Bennett, 1987;  Linfoot, 1992).  Thus, although a number of defining 
characteristics have been identified which describe important 
principles for the delivery of Early Intervention (Andrews, 1985;  NSW 
Early Intervention Association, 1988; Report of Early Intervention 
Co-ordination Project, 1994), a variety of support services to children 
and families (eg, medical, counselling, educational, therapeutic) may 
be intended by the term's use by different practitioners (Bochner, 
1990).

It is clear that when the opportunity is present for families to be 
helped by the coordinated long term efforts of a group of professionals 
representing medicine, occupational, physio- and speech therapy, 
special education and relevant social services, the result has been 
improvement in the developmental outcomes for the young children 
involved and in the confidence and capacity for parents to cope with 
raising a youngster with a disability (Anastasiow & Harel, 1993;  
Gallagher & Ramey, 1987;  Guralnick & Bennett, 1987;  Hawke & Hayes, 
1993;  Kemp & Carter, 1993;  Linfoot, 1992;  McNaughton, 1994).  
Conversely, families with no or limited access to these problems have 
often experienced many problems.  These may include distress, and 
family disruption as they have tried to understand what was happening 
to their child and to cope with associated feelings of grief, guilt and 
sometimes recriminations. Worrying about what the future may hold for 
their youngster and for their family as a whole can remain a concern 
for many families as they face each day without a constructive plan of 
action for promoting their child's optimum growth and their family's 
adjustment to these circumstances.

Early Intervention programs can focus on developing activities and 
methods for helping young children and families to develop needed 
confidence and skills to maximum levels (Kemp & Carter, 1993;  
Pieterse, Bochner & Bettison, 1988).  But in order to access these 
programs, many parents of youngsters with disabilities need assistance 
in maintaining necessary contact with medical staff monitoring the 
youngster's condition, and with organising access to educational and 



therapy programs.  Areas of need may include community service support 
such as financial assistance, respite care, and with assistance for 
transportation to the various medical, therapy and early childhood 
group appointments.  Ongoing access to programming in for example, 
speech, physio- or occupational therapy and to early educational 
programming are other difficulties which may face some parents, 
especially those in isolated rural areas in these early years. 

But, perhaps most important is the opportunity for parent support and 
confidence building through meeting with other parents.  This allows 
the sharing of similar experiences in raising such a child and provides 
the chance for parents to gain some emotional support and self 
confidence as they realise that the difficulties they had been facing 
are also experienced by others.  Similarly, such meetings may provide 
parents with the opportunity to share tips on sources of support and 
advice with other families, even in finding their way through the maze 
of agencies offering support to families of children with disabilities.

Where young children in this age group in isolated rural area 
experience the effects of a disability or developmental difficulty, the 
practical problems involved in providing regular medical, educational 
and social services to meet that child's and family's particular needs 
for support are made even more difficult.  Indeed in many cases, it is 
likely that those support needs may not even be identified, let alone 
be met on a regular and systematic basis. It may well be that for some 
children and their families, that it is not until the child is 
presented for school enrolment that the identification of special 

support needs is made and support offered to the family.

Aims of the Research

This paper will present some of the data obtained in the project, 
"Access to Early Intervention Services for Families in Remote and/or 
Isolated Areas of NSW" (Linfoot, 1996).  That research was planned to 
identify, in a selection of NSW rural communities, children and 
families in need of and receiving Early Intervention support, with a 
view to establishing the extent to which there may be unmet needs in 
those areas.  Another aim involved the extent to which families in need 
of Early Intervention support had made accommodations, or adjustments 
to their lifestyles in response to raising a child with a disability in 
an isolated rural area.  The project was also concerned to identify the 
extent to which the services being received had in fact, met families' 
needs for Early Intervention support. 

The present paper will report data on the extent of Early Intervention 
needs in a selection of isolated rural Local Government Areas, as 
determined by the generic Early Childhood service providers in those 



districts.  Later, some data will be presented on families' experiences 
of the Early Intervention services which were available to them and the 
extent to which this met their family needs.  Finally, the paper will 
identify a number of reports from the literature on ways in which Early 
Childhood educational services have been provided to families in rural 
area.

Methodology

Identification of areas in rural NSW for the research
Four rural areas of the state of NSW were selected for data collection 
and study for the proposed research.  To enable comparison of the 
numerical data collected during this research with recent population 
estimates derived by the Australian Bureau of Statistics (ABS), Local 
Government Areas (LGAs, in these cases, Shires) were used as 
locality-units in the data collection process and form convenient 
reference points for various other population indices.  To protect the 
privacy of families in these communities and of the professional 
workers participating in the research these communities won't be 
referred to in this report by name but are given a numerical identifier 
instead.  A brief description of the four communities now follows.

Shire Number 1 is the LGA with the largest population where data were 
collected in this research.  The Shire is situated on the coastal 
plain, remote from Sydney and with poor road and public transport links 
to that city.  Although the Shire population is in excess of 20,000, 
these people live in a number of small towns, mostly near the coast, 
with such populations ranging from a high of around 4,500 to small 
villages of just "handfuls" of people. Small numbers of people live in 
farming and forestry communities reaching inland some 60 kilometres to 
the mountain ranges.  Main industries in the Shire are related to 
agriculture, with cattle farming, fishing and forestry and their 
associated processing industries providing the majority of employment.  
The nearest large regional city (20,000+ population) is around 300 
kilometres over a narrow hilly and winding road from most Shire 
townships, while the regional administrative centre for government 
departments is closer to 400 kilometres from many of the Shire's 
communities.  The combination of distance from regional administrative 
(decision making/resource allocation) centres and the very small 
population of the various Shire communities combine to produce a 

dimension of isolation for the residents.  This in turn makes difficult 
the provision of resources and personnel to deliver specialist Early 
Intervention services for the relatively small numbers of families who 
may be anticipated to need them in the various small communities in the 
Shire.



Shire Number 2 has the smallest population of the four LGAs where data 
were collected for this research.  This Shire provides a good example 
of a region where low population and the resulting social isolation of 
this community may have more important effects on the provision of 
services than geographical isolation alone, which is also a factor for 
this community.  The Shire is situated along the Great Dividing Range 
adjoining a section of the NSW state border and is thus closer to the 
adjoining state’s capital than to Sydney.  The Shire population of just 
over 3,000 people live in a small number of communities, the largest 
town housing around 1,500 people.  The major local industry is timber 
production and forestry management, with some sheep and cattle 
production.  As will be shown later, there were many reports submitted 
to the research team of children who may not meet the criteria for 
disability described in Chapter 2 in that they were 5-6 year-old 
children already enrolled at school, but who presented with serious 
delays in oral language and literacy skills, presenting serious 
challenges to the school authorities on their enrolment there.  It is 
speculated that lower levels of literacy in the adult community may be 
a characteristic of some communities in this Shire which, because of 
its small population, does not include as wide a range of cultural 
activity and representatives of the wider selection of service 
industries typically found in larger communities.  The nearest larger 
town (population 8,000) is over 100 kilometres from the Shire centre, 
while the regional administrative centre is 300 kilometres away for 
some state departments and around 400 kilometres for others.  These 
factors together with the social isolation experienced by many people 
living in the Shire combine to present a number of difficulties for the 
identification of need and the provision of Early Intervention services 
on a consistent and regular basis.

Located in the vast plains of the far west of NSW, Shire Number 3 
presents a very different picture of isolation.  Around 5,000 people 
live in an area 140 kilometres by around 300 kilometres.  Most live in 
the town where the Shire's headquarters are located, with the remainder 
living on pastoral stations, smaller farms, or in nominal numbers in a 
handful of villages.  Mining and pastoral pursuits form the major 
industries with some employment in service industries in the town.  
Distance is the major constraint on access to Early Intervention 
services for families in this Shire.  Within the Shire, out-of-town 
families may be 150 kilometres from the meagre resources of the Shire 
centre and with no adjoining towns any closer.  The regional centre for 
most government departments serving the Shire is located some 300 
kilometres away with capital city services a further 400 kilometres.  
Clearly, significant problems exist for families in travelling from 
their homes to specialist medical, therapy or educational services.  
Equally, considerable hurdles face providers in delivering their 
services to families in accessible locations if travel from the 
regional centre is to be involved, while the recruitment of specialist 
personnel to reside in the Shire has always proved difficult, even if 
able to be justified in terms of the numbers of families to be served.



Shire Number 4 is located on the Great Dividing Range not far distant 
from Sydney. The Shire population is around 4,000 people who are 
employed mainly in industries such as forestry, timber processing, 
grazing, tourism and associated service industries.  Access to the 

state capital is possible by road within a few hours though public 
transport requires a combination of bus and rail travel with limited 
frequency of services. A range of schools is available in the Shire.  
Specialist medical or Early Intervention services are not available 
within the Shire although are available at a regional administrative 
centre (population 29,000) around 50 kilometres away.  An Early 
Intervention service from that centre has visited families in the Shire 
on a regular basis over the years as required and maintains links with 
the Shire's pre-school and newly established Child Care Centre.  Though 
not as isolated from Early Intervention support as other Shires 
included in this study, Shire Number 4 occupies a relatively large area 
(80 kilometres by 60 kilometres) over not easily accessible mountain 
terrain.  It includes small villages or districts which are located up 
to 50 or 60 kilometres from the Shire Centre adjoining very isolated 
"pockets" of the main dividing range in this part of the state.  The 
few people living in these areas would have considerable difficulty 
reaching or being reached by the Early Intervention services available 
in the not-too-distant regional centre.  In addition, as will be 
reported below, some evidence of social isolation and a rejection of 
involvement with specialist early childhood therapy services was found 
among families in some of these districts.

Collecting the data
The first objectives of the research were addressed using a multi-level 
child find procedure. This involved making contact with government 
organisations, community organisations operating at state or regional 
levels, and local service providers.  At each level, organisations were 
contacted which had a role in the provision of early childhood services 
or of advice to families of children with an impairment resulting in a 
disability and/or handicap. 

Identifying disability
Providing assistance to people completing the survey presented some 
difficulty in its design.  A conservative approach to defining 
disability was used, in which an impairment to a youngster which 
resulted in some loss of performance for age appropriate functioning, 
needed to be present.  To simplify the identification and coding 
processes, the four disability categories were used which were 
described by Sanders (1995) in his work on families with special needs. 
 That classification identified 

physical disability impairment to one or more of the neural, muscular 



or skeletal systems of the body (eg, cerebral palsy, muscular 
dystrophy, spina bifida)

sensory impairmentpartial or total loss of sight or hearing

specific disabilityimpairment in primarily one domain such as 
communication, speech or reading and

pervasive developmental disabilityany condition involving significant 
reduction in overall level of cognitive functioning accompanied by 
significant deficits in adaptive behaviour (communication, social, 
daily living and self-help skills)

(Sanders, 1995, p. 97).
Instrumentation
1.The Family Needs Survey 
This data collection instrument was to be completed by government 
department officers having regional or local responsibility for 
providing their department's services to families needing Early 

Intervention support.  It was also designed to be used by direct 
service providers such as therapists, child care and pre school staff, 
community service agencies providing, for example, transport or respite 
care to families of children with disabilities. 

Information collected through this process was in a format where 
individual families or children would not be able to be identified by 
the researchers from the information supplied.  However, it was 
necessary to be able to recognise children who had been nominated and 
may have been receiving Early Intervention services from more than one 
agency.  To guard against multiple nomination of the same children, the 
form does seek minimal personal information on children to facilitate 
cross checking.  The Family Needs Survey sought information on the 
following details of nominated children:

gender
initials
postcode
age group at 1/1/95
nature of disability
distance from home to generic and EI services
nature of EI support needed by familiarly
nature of EI support currently used by family
reasons for no Early Intervention support

2.Postal survey to families on Perceptions of Early Intervention needs



Multiple copies of a project Information Sheet for Families and Consent 
Form were distributed to all of the local level service providers and 
regional organisers of Early Intervention services, with the request 
that staff would make them available to the families using their 
services, to give information on the project and its aims.  A further 
purpose was to enlist the active participation in the project by 
families.  Those interested were encouraged to return the Consent Form 
to the research team, using the free-post facilities provided, 
indicating their willingness to contribute directly to the research by 
being interviewed or completing a mailed survey.  Consent forms were 
returned to the research team by mail by 69 families across the four 
shires, having been encouraged to send in the forms by Centre staff of 
their child’s Early Childhood centre or Early Intervention service.

Postal surveys were then despatched with a covering letter to families 
who had returned Consent Forms, and completed surveys were received via 
the free-post facilities provided, during November-December, 1995.

The privacy and anonymity of respondents to the Family Needs Postal 
Survey were maintained since respondents were not asked for their names 
or other personal identifying information.  However, a procedure was 
developed to enable the research team to make follow-up contact with 
families who had agreed to complete surveys but had not responded by 
the proposed time. No linkage was made however, between completed 
surveys and the identify of people completing them at any stage of the 
analysis or reporting stages of the research or in any records 
maintained after the study's completion.

Family Needs Postal Surveys were despatched to 69 families who did 
appear to meet the criteria for inclusion in the study. Responses were 
received from 38 of these by the established return date and at that 
time, follow up contact was made with those people who had consented to 
complete surveys but had not yet returned them. As a result, a further 

15 Survey forms were returned making a total of 53/69, or 76.8%.

3.Structured interviews
These were conducted with two families who had volunteered to be 
interviewed, from each of the four Shires included in the study.  
Interviews were managed to encourage discussion of at least the 
following topics:

•size and nature of household
•early morning household routines
•nature of assistance which has been available to the family
•sources of information about accessing available assistance
•obstacles to finding or getting access to assistance
•physical alterations made to the family home



•family's assessment of child's current and future needs
•opportunities for child to play with other children
•effect of having a child with a disability on the family
•sources of personal help to parent(s) in coping
•sources of information for parents on the child's disability and 
 development
•other comments.

Results

1.From Family Needs Survey completed by service providers
Children over the age of 4 years were more likely to be reported as 
having a disability. The most frequently reported disability was 
specific disability, which included specific difficulties in one 
domain, such as communication and speech, or behaviour disorder. 
Sensory disabilities were least frequently reported.  These results are 
shown in Table 1.

Table 1.:  Disabilities shown by Age and Disability

It has been proposed that the prevalence of disability in the community 
is estimated at 3 to 5% (Bochner, 1990;  Cameron, 1982; Sanders,  1995; 
 World Health Organisation, 1980 ).  The present study used the 
conservative 3% level to estimate Early Intervention needs of children 
0 to 6 years in NSW and in the four low population rural communities 
studied in this project.  these data are shown in Table 2.

Table 2.:  Estimated numbers of children in NSW aged 0-6 years and 
prevalence estimates (3% rate*) of Early Intervention need

                           0 - 4 yrs5 - 6 yrs   Total
ABS estimate of NSW population437 567   171 454609 021
EI NSW prevalence estimate @ 3%13 127    5144   18 271
Est of pop'n in sml LGAs (<5000)11 877     5155    17 032
EI prevalence in small LGAs @ 3%356         155     511

* Cameron (1982);  Bochner (1990);  WHO (1980);  Sanders (1995)

Results in Table 2 suggest that there is a not insubstantial number of 



children in small LGAs (<5000) who experience a disability.  Indeed, if 
the less conservative 5% prevalence estimate were used, this number 
would change from 511 to 762.

It is of some interest in this study to compare figures obtained on the 
incidence of reported Early Intervention need in the four Shires, using 
the methodology described above, with the prevalence estimated 
described in Table 2.  These comparisons are reported in Table 3.

Table 3.:  Comparison of derived prevalence estimates of Early 
Intervention support needs, with numbers of referred in the four 
targeted Shires

From Table 3, it appears that for the most part, the number of referred 
children by service providers was greater than or about equal to the 
number estimated.  This is important given that the literature has 
identified these small communities as being the most neglected in terms 
of Early Intervention services.  Interestingly, the number of referred 
children in the largest Shire (Shire 1) is less than that estimated 
using ABS statistics.  This might be typical of larger Shires in which 
children with disabilities are less salient and are able to avoid 
mainstream detection.  In smaller communities on the other hand, these 
children may be more salient and so service providers are more likely 
to be aware of them.  Importantly, whilst children with a disability in 
a smaller community are more likely to be identified, it will become 
apparent that these communities are less able to provide for those 
children.  To be noted also is that fewer children in Shire 1 are 
referred in the 5-6 year bracket - all other brackets are either 
approximately equivalent in referral and estimation or referrals are 
higher than estimations.  This might suggest that smaller communities 
are in greater need relative to larger areas of NSW based on a 3% 
prevalence estimation figure.  

In their study of children with disability in isolated areas of 
Australia, Brentnall and Dunlop (1985) found less reporting in the 0-4 
year age group, indicating more of a need for better early detection.  
In Table 3, given that the actual referral number is higher than the 
prevalence estimate it seems that the under-referral problem either 
does not exist or, if under-referral has occurred there are 
disproportionately more children with disabilities in small rural LGAs 
than occurs in other areas.



A major focus of the investigation was to explore the particular nature 
of Early Intervention need experienced by families in the sampled 
regions.  Service providers were asked to identify two such needs for 
the children in their care.  In total 224 responses were given to this 
component of the survey.  Results are presented in Table 4.

Table 4.  Two major Early Intervention needs identified for each child 
by service providers completing the Family Needs Survey

                              Disability
The two major needsPhysicalSensorySpecificGlobalTotal
                      n=24   n=10     n=67    n=45     146
Programming           15  9    57 33  114
Respite care              7   -     5   15       27
Counselling             10    4     23   15       52
Transport              2   2     6    4       14
Finance                   4   1     8    4    17

Total                  38    16     99    71    224

For each disability presented in Table 4, programming needs were the 
most frequently identified (constituting approximately half the 
responses) by Early Intervention service providers.  Programming needs 
included speech, physiotherapy, occupational, and early educational 
programming.  The frequency of programming needs is such that almost 
every respondent identified them as a need for families of children 
with disabilities.  Counselling was another service that Early 
Intervention providers felt was needed by families with children with 
disabilities. 

These results highlight the importance of the immediate implementation 
of practically-oriented assistance followed by assistance that may take 
the form of emotional support and general advice.  The latter has been 
identified as being particularly important to families of children with 
disabilities (Salisbury, 1987;  Singer & Powers, 1993;  Turnbull & 
Turnbull, 1990).  Other frequently identified needs included respite 
care, transport, and financial assistance.  Importantly, in the 
majority of cases, respondents were easily able to provide two 
important family needs relevant to the child’s disability.

An important aim of the present investigation was to assess the level 
of use of community-based services as well as to identify perceived 
needs as they might relate to Early Intervention and disability.  The 
first task was to assess the level of service use as reported by 
sampled service providers.  The present analysis grouped these services 



on the basis of disability.  The broad service groupings were comprised 
of such dimensions as speech, physiotherapy, respite care, educational 
support, assessment, counselling, and medical assistance.  Results are 
presented in Table 5.

Table 5.  Early Intervention services used by children according to the 
service providers' Family Needs Survey

                PhysicalSensorySpecificGlobalTotal
                  n=24    n=10      n=67   n=45    146
Speech therapy     2   4      33     2     41
Occupational therapy3   1          1   2     7
Physiotherapy          1   -       2  1        4
Respite care          4   -       -  3        7
Educational support2   1          6   5     14
Assessment          2   -       4  15       21
Counselling/Advice     4   1       4      4     13
Medical referral     1   1       -      -      2
Private therapy     -   -       -      1      1

Regular school     -   1       -      4       5
Hearing service     -   1       -      -       1
Not reported/Unknown3   -          2    1      6
None               4   -       17   7      28
Total Used         26    10        69  45        150

Note: Some children accessed more than one service

These results suggest that speech therapy is the most frequently used 
Early Intervention service.  This is not surprising given that specific 
disabilities comprise the majority of disabilities and it is this group 
that the literature has identified as more likely to experience 
communication difficulties.  Indeed, Brentnall and Dunlop (1985) found 
a large number of children in their needs analysis with communication 
difficulties. 

There are a number of instances where service providers feel that there 
exist Early Intervention needs still to be addressed.  It may be the 
case that services do exist but that they are not accessed for a 
variety of reasons.  It may also be the case that services in many 
places do not exist at all.  It is therefore important that the reasons 
why families do not access services were explored.  Service providers 
were asked about this and results are presented in Table 6



Table 6.  Reasons given for lack of access to Early Intervention 
support where relevant, according to service providers' Family Needs 
Survey 

E.I. Serv NeededReasn for no-(or lim) serv  Shire
                                        1234Total
Speech therapyService unavailable         --15-15
               Insufficient service   -   13  8-21
               Family unable             2- -   - 2
               Family resists             4- -   2 6

Developmentl progParents don't acc problem  2 2-37
               Family resists             ---    1 1
               Family unable             -1-   -  1
               Insufficient service   1   3 6-10
Occ T Program     Ser unavailable            2 ---2
Specialist medicalService unavailable        1 -1-2
Respite care     Family unaware of services 1---1
               Insufficient service   3   - 1-4
Family counsellingFamily unaware of services 1---1
               Family resists             4--   15

The two major reasons service providers report for why families do not 
access services are that the service is unavailable or the service is 
considered to be insufficient.  Other reasons included family 
resistance or parents do not accept that a problem exists.  In other 
cases, families were reported as being unaware that a service existed.

The data presented thus far suggest that there does exist a large 
number of families in the targeted small communities who have children 
with a disability of some kind.  Services designed to address these 
needs are provided largely by local government services and child care 
pre-schools.  Moreover, the data show that in places the number of 
children with disabilities identified by service providers outweigh the 

number of children estimated to experience disabilities.  Results also 
indicated that services were utilised differentially across disability 
types with speech therapy and assessment services being the most 
frequently utilised.  In terms of service needs, sampled service 
providers identified programming and counselling as being the most 
needed Early Intervention services in their Shires.  Finally, a number 
of reasons were identified as to why services were not accessed by 
families in need.  These largely included service unavailability and 
the inadequacy of services to meet the needs of families.  Another 
reason for insufficient access to Early Intervention services included 



family resistance to use the service or inability to accept that they 
require help or that a problem exists.

2.Results from survey of needs expressed by volunteering families
The second component of the investigation comprised a survey of 
families in the Shires who were identified as having a child with a 
disability and who consented to participate in the study by completing 
a survey on their perceptions of the extent to which their families' 
Early Intervention needs were being met.  Results of the sampling and 
response process are shown in Table 7.

Table 7.  Distribution and return rate of postal surveys of Family Need

Survey forms distributed to families 
giving consent to participate69
Number of completed surveys returned53
Return rate (uncorrected)76.8%
Number of survey forms ineligible 24
Return rate (corrected)64.4%

The majority of these families reported having two to three children in 
the family and no family reported having more than four children.  
Interestingly, the child with the disability was reported in many cases 
to be the youngest or the only child in the family.  Given these 
figures, it seems that parents tended to make a decision to have no 
other children after the birth of the child with the disability.  These 
data are illustrated in Figure 1. 

Figure 1.  Birth order of child with a disability

Survey respondents  were asked about lifestyle adjustments needed in 
response to having a young child with a disability.  These responses 
are summarised in Table 8.

Table 8.  Lifestyle adjustments made by families to accommodate needs 
of a young child with a disability



AreaNature of the adjustmentNumber

EmploymentReduced time for paid work/help on family farm 6
              Left own small business/stopped paid work 3
              Forced absences from work 2
              Employer accommodates absences 1
TOTAL12

Structural changes to homeWill move to a regional centre to access 
                             services 1
                           Home renovations to accommodate 
                           wheelchair1
                          Install specialist medical equipment 1
                          Install locks on all internal doors 1 
TOTAL4

Of those who responded to this component of the survey, the majority 
found that the greatest adjustment to make was by way of employment.  
The majority of respondents reported either reduced time for paid work 
or complete stoppage of paid work.  This is important given that 
financial pressure is not uncommon in families of children with 
disabilities.  Children with disabilities often require expensive 
support of various kinds and it is sadly ironic that the domain which 
requires the most financial resources is the domain that leads to the 
families’ inability to obtain those resources.  A smaller proportion of 
respondents reported that home-based changes had been made as a result 
of the disability.  Such changes included actually moving to a regional 
centre so as to better access services, making renovations or 
installing specialist equipment.  These changes require money, however 
as noted, the greatest change has been that families are left with less 
money and so something of a vicious cycle ensues.

To further explore the needs of families, a number of questions were 
asked of respondents that were broadly aimed at seeking data on 
information needs, family and social support, and financial needs.  
This information was sought using a question set and response format 
adapted from Bailey and Simeonsson (1988).  Results are presented in 
Table 9.

For the most part respondents were polarised on issues, preferring in 
most cases to answer ‘yes’ or ‘no’ rather than ‘not sure’.  Information 
was identified as being the most needed commodity by respondents.  
Particular needs included information on services that can be currently 
accessed as well as services that their child could use in the future.  
A need for information on government policies and the rights of 



families to services was also frequently identified.  A number of 
families were quite clear that they required no information on how to 
talk to or play with their child.  This is probably not surprising 
given that will have by now spent intensive and extensive time with 
their child and will have developed a good knowledge and understanding 
of their child and how to interact with him/her.  In terms of family 
and social support, most respondents reported a need for more time to 
themselves.  This could have been predicted given that the raising of a 
child with a disability can be very labour- and emotion- intensive and 
time consuming.  Time to recharge and pursue personal interests is at a 
minimum and the results presented here reflect this.  The clearest 
financial need was assistance in paying for expenses such as food, 
medical care, and clothing.  This may be reflective of the fact that 
financial pressures, given the limitations in paid employment, are so 
severe that it is the basics that respondents feel are needed.  Items 
such as toys, special equipment, baby sitting, and health insurance may 

be perceived as luxuries that are so far beyond what is realistic that 
these do not rate highly compared to basic requirements.  

Table 9  Family needs identified by Survey Respondents

TOPICS                           NoNot SureYes
Information
a)  How Children grow and develop9117
b)  How to play or talk with my child12114
c)  How to teach my child5319
d)  How to handle my child’s behaviour5418
e)  Information about any condition or disability my child might have51 
21
f)  Information about services presently available for my child5123
g)  Information about the services my child might receive in the future 
2323
h)  Knowledge of government policies and families’ rights to services 
for young children with special needs4321
i)  Concerns about meeting present or future health needs4122
j)  Information about school options7516
                                    Averages for this topic5.82.319.4
Family and Social Support
k)  Talking with someone in my family about concerns12312
l)   Having friends to talk to12-15
m) Finding more time for myself6119
n)  Helping spouse to learn how to relate to or teach child9215
o)  Helping my spouse accept any condition our child might have15210
p)  Helping our family discuss problems and reach solutions12213
q)  Helping our family support each other during difficult times11214



r)Deciding who will do household chores, child care and other family 
tasks15-11
s)Knowledge about options for short-term care of our child at times of 
family emergency14-13
t) Knowledge of transport assistance possibilities in our area19-9
                                    Averages for this topic12.51.213.1
Financial
u)  Paying for expenses such as food, housing, medical care, clothing, 
education, therapy or transportation5121
v)  Getting any special equipment my child needs10413
w) Counselling or help in getting a job1745
x)  Paying for baby sitting or respite care15-13
y)  Paying for toys that my child needs14110
z)  Cost of health insurance14-13
                                    Averages for this topic12.51.612.5

Data were aggregated into information, family and social support, and 
financial domains and results of this operation appear in Figure 2.

Figure 2.  Aggregation of needs as reported by families

Clearly the most needed commodity in terms of their child’s disability 
was information.  Financial and social support were seen as more 
secondary than information.  Notwithstanding this, time to oneself and 
finances for food, medical assistance, and clothing were felt to be an 
important need.

Families were asked further about their needs in relation to specific 
Early Intervention services.  They were asked to nominate the services 
they were in most need of.  Results are presented in Table 10.  Note 
that responses sum to more than 29 as multiple responses were 
permitted.

Table 10.  Additional or increased Early Intervention services needed, 
according to Families

Early Intervention ServiceTotal
Speech therapy access       7
Physiotherapy access       4
Occupational therapy access  3
Early Intervention team       3
Hearing clinic/audiologist  3
Eye specialist service       1



Paediatrician                 2
Specialist medical (osteo; allergy;  hormone treat;  skin spec't; 
aut'm)                     4
Re-skilling of Community Nurses1
Counselling services        2
Specialist Day care, school fac's3
Orthodontal service        1
Needs analysis local area    1
None needed                   2

Total                       37

As with the service provider survey, speech therapy access was seen by 
families to be the most needed service.  Again this reflects the high 
incidence of specific and global disabilities in the community that can 
be communication specific and requiring speech therapy (Sanders, 1995). 
 Other reported needs included physiotherapy and specialist medical 
treatment.  Two respondents reported that no additional services were 
required as they related to their child's disability in the region.  
Important to note is that whilst service providers can often differ on 
what are the best forms that Early Intervention services should take 
(Carter & Kemp, 1993; Dunst et al, 1991; Wolery, 1992), it can also be 
expected that parents differ.  The results in fact reflect this and it 
could be hypothesised that this difference of opinion will reflect the 
diversity of disability in the community.  Also important to note is 
that nowhere do families explicitly ask for empowerment themselves (see 
Dunst et al, 1991).  This suggests the need for some education about 
the important role families can play when service provision is not 
always directly available.  Indeed, the diversity presented in Table 10 
emphasises the need to adopt a multi-disciplinary approach as well as 
encouraging families to become more central to the therapeutic process.

3.A sample from the parent interviews
Two families from each of the four Shires (Local Government Areas) 
sampled in this research were interviewed using a structured interview 
format in order to identify more clearly the particular contextual 
factors associated with bringing up a youngster with a disability and 
the implications for the family in fostering the child's learning.  The 
following summary gives some idea of the experiences of the two 
families from just one particular Shire where families had the 
additional problems associated with a very small isolated community, to 
go with their remoteness from city-based services. 

For one family, this meant that reduced family income resulted from 
time taken from the father's paid employment in the forestry industry 
to take his wife and daughter with Spina bifida to periodic visitors to 



the Sydney New Children's Hospital.  Other accommodations were 
adjustments to family routine to carry out the leg exercise necessary 
with this condition and in the management of the child's bowel and 
bladder control problems.  In the future, this family would need to buy 
another house as the present one could not be renovated to accommodate 
a wheelchair, which would soon be needed. Access to day care or respite 
care was not available in this community although the mother did have 
some extended family support in this town.  However, weekly visits by 
an Early Childhood nurse and monthly visits by a physiotherapist were 
available to the family.  Problems with travel to other services when 
needed and managing this large family with limited paternal involvement 
emerged as major issues, while future problems with access to schooling 
were worrisome.

The second family interviewed from this Shire lived on a farm some 22 
kilometres from the very small town referred to above. Family income 
was derived from the father's work as a sharefarmer on the property 
where the family lived.  Social isolation emerged as a major issue for 
this family, who were not aware until recently of their eligibility for 
the Commonwealth Disability Allowance.  Accommodations to disability 
made by this family included loss of income as a major item, as efforts 
were made to obtain medical advice and access to therapy for their 
3-year-old son who suffered a rare form of epilepsy.  Time and income 
loss also followed from the many trips needed to hospitals for 
treatment following the falls and other accidents this child suffered 
in association with his condition.  Other adjustments to daily routines 
involved normal domestic tasks which often had to be suspended while 
the mother devoted full attention and supervision to the child during 
his frequent "drop attacks" when serious accidents could result.  The 
father's role in household routines was also influenced by the child's 
condition due to the close supervision needs of the child by at least 
one of the parents while the other was involved in essential domestic 
tasks such as food preparation.  This family has been advised by 
various people to leave the area where they live because of the 
unavailability of services for their child.  They face the dilemma 
however, of not wishing to leave the area where they and their own 
extended family members live and whatever social support they might 
receive is available.

These summaries give an indication of just some of the contexts 
impinging on the early learning experiences of certain preschool 
children.  In addition to the particular effects associated with the 
disability or impairment which those children endure, it is clear that 
secondary impediments to their learning are very likely to be 
associated with the remoteness of the family's location from the 
specialist Early Intervention services available to their city and 
urban cousins.



Discussion

Prevalence and reported incidence levels for Early Intervention need in 
the four Shires are reported above.  For the conservative approach (3% 
of the relevant population) to estimating prevalence of disability 
requiring Early Intervention, data reported earlier show that 144 
children may be expected to need this service across the four Shires.  
In fact, 146 children were referred by service providers using the 

Family Needs Survey.  However, the closeness of prevalence estimate to 
number of referrals was not uniform across the Shires.  In Shire 1, 
more populous than the others, fewer referrals were made (74) than the 
98 anticipated from population prevalence estimates.  And in Shire 2, 
the smallest population Shire, many more referrals were made (27) than 
the prevalence estimate of 9.  These differences may be due to chance 
variation, or they may be related to the relatively higher incidence of 
children with specific delays in for example, speech and language 
development in this isolated forestry community.  This observation was 
made to the research team with some passion by a number of local 
service providers both orally and by detailed letter.

Generic service providers reported that of the 146 families described 
in the Family Needs Survey, no services were used or were known to be 
used by 34, or 23% of "needy" families.  When reasons were sought to 
explain this lack of service, the data show that unavailability or 
limited availability of the service accounted for most cases.  This was 
especially true for access to speech therapy and developmental 
programming services according to service providers. . When families 
were asked about their needs for improved access to Early Intervention 
services, better speech therapy access was sought by the largest single 
number of the 29 families participating in that Postal Survey.

Generalising about population needs for such a complex and 
inter-related set of services as is provided by Early Intervention to 
families of children with disabilities is surely a difficult business.  
Nevertheless, it is clear from the data and from the interviews 
reported above that there are many families living in isolated rural 
areas and having young children with disabilities or other special 
needs.  These data show that in the opinion of the providers of generic 
children's services and of the families themselves, many (over 20% who 
do attend some early childhood service) do not receive appropriate 
levels of support in speech therapy and developmental programming 
assistance for their young children.

The other dimension of unmet need concerning families who do not 
receive any Early Intervention support is even more problematic.  
Anecdotal reports were made during the conduct of this project that 
there were families in each of the Shires with children having serious 
developmental delay, sometimes involving physical disfigurement, and 



almost always with significant delays in the acquisition of speech and 
language.  In many cases, these families would not keep appointments 
with Early Childhood service professionals or Health workers, or agree 
to have appointments for assessment of their children's needs made for 
them.  The extent of this difficulty is not possible to report here as 
such families may not become known to service providers until children 
present within school systems and their special support needs become 
quickly obvious.

In the light of these findings it is recommended that periodic 
advertising and other public education approaches be targeted to rural 
areas to assist public awareness of the needs of young children, 
especially when local medical services are not easily available, as is 
often the case in rural areas.  There is no doubt a delicate balance to 
be achieved between the rights of families to live their lives with a 
minimum of interference from government departments or other 
organisations.  Conversely, each developing child must have the right 
in our society to grow and develop with due attention paid to special 

needs arising from accident, illness or accidents of birth.  Parental 
neglect in this matter should not be tolerated as it is not in the 
matter of more overt forms of child abuse.

Concerning the quantification of unmet needs for Early Intervention 
services, it is apparent from the data summarised in this report that 
the 3% estimate of prevalence of Early Intervention need does not serve 
us well in anticipating the need for services.  It may be likely that a 
considerably higher estimate is more realistic in some communities 
where, for various reasons, higher incidence levels may be anticipated. 
 Certainly, speech therapy and programming services are not in adequate 
supply, even for those families whose Early Intervention needs have 
been recognised.  Therefore, it is recommended that a comprehensive 
review be made of the provision of speech therapy and developmental 
programming support for children with disabilities and/or developmental 
delay in one or more areas.  The purpose of this review would be to 
significantly increase the availability of these services to families 
such as those surveyed in this Project. 

Innovations in service delivery to remote and isolated areas
A number of innovative approaches to providing educational services to 
children with disabilities and their families in rural areas have been 
described in the literature and are summarised by Linfoot (1996).  
Perhaps most likely to be helpful for isolated rural families are three 
applications of methods for assisting families from a distance, to 



complement services locally available.  In increasing order of 
technological complexity, these might include: 

teleconferencing or other uses of telephone contact, 

the use of videotaped material in professionally produced programs for 
 widespread distribution or for the exchange of records and 
 demonstration procedures for remote servicing

computer based telecommunication between a specialist site and local 
 area generic services such as pre-schools or child care centres.

Each of these models has been attempted and reported in the summary 
described above.  The first appears most suitable to regional level 
implementation and open to use with a minimum of additional resources.  
Its application may be best suited to staff development activity or to 
working with interested groups of parents where general information 
sessions can be made available.  A number of applications of this 
approach (eg, Moore & Sargood, 1993) involving direct service to 
parents are reported, usually involving the complementary use of 
printed materials by home participants. 

The second area for innovation in service delivery of Early 
Intervention services for families in rural areas concerns the use of 
videotaped program materials or in the use of individual program 
implementation.  Both approaches have been reported in the literature, 
with the Folio and Richey (1990) study in the United States having the 
most relevance to Early Intervention services. It is noted that in this 
case, programs were used on public television services and with 
telephone live callers, after initial field testing with families.  
While public television may not be an option for dissemination in rural 
Australia, the widespread use of satellites in specific TV programming 
to educational institutions with satellite "dish" reception facilities 
suggests that this may be a means of communicating Early Intervention 

expertise to local area staff and families where possible.  It appears 
that the exchange of videotaped material between individual families 
and city-based experts for advice on individualised programming is an 
idea that has not attracted much following, at least in published 
reports, after its initial airing in Australia (Rouse, 1988).  Perhaps 
the time delay in exchanging videotapes by mail has been a problem. Or, 
the need for continuing dialogue as families or local workers try to 
follow the videotaped advice became too frustrating to continue with 
this approach.

In the light of work described above, it is considered that offering 
satellite TV broadcasts of programs on Early Intervention issues to 



rural areas might be accomplished using, for example, the satellite TV 
reception facilities of local schools or other appropriate 
organisations and the transmission facilities of organisations such as 
the Open Training and Education Network (OTEN) in NSW.  

Computer-based telecommunication is the third area for possible 
innovation in service delivery in Early Intervention in rural and 
isolated areas.  Kendall (1992) reported the use of this medium in 
establishing a telecommunications and telementoring network of rural 
early Childhood centres in the USA.  Such a development appears to have 
the potential for offering advice on individual programming for 
children as graphic and text data are transferred via telephone cable 
connections between computers at a rural area site and perhaps a 
regional Early Intervention centre, such as those currently in place in 
rural NSW.  A local teacher and parent could be seated around a 
computer in live contact with a specialist centre also computer 
connected, where all parties could exchange ideas in real time using 
auditory transmission while looking at pictures of a child, or of a 
page from a teacher's program or other resource.  In cases of extreme 
geographical isolation, these arrangements may be made between a 
specialist Early Intervention centre and the family's own home, 
provided of course that telephone connection is possible.

Conclusion

The findings of this project have shown that there is a wide variety of 
very highly valued Early Intervention services reaching families of 
children with disabilities in rural area of NSW.  Obviously, there are 
variations in the extent to which all needed services reach their 
clients and there is considerable cost borne in many forms by families 
as they adjust their lives to living with a child with a disability.  
It is clearly the case that a civilised society cannot allow any of its 
children to grow up in circumstances where their special developmental 
needs, arising from factors beyond their control, continue to be unmet. 
 The fact that this research has shown that there are children in that 
situation in rural areas of NSW should be a matter of great concern.  
It is important therefore that we continue to improve our efforts to 
ensure that these children and their families do receive appropriate 
services from qualified and experienced staff and that we also maintain 
our efforts in monitoring theirs and our progress.  

The contexts for learning by young children with disabilities in 
isolated rural areas will naturally be different from the learning 
contexts of children in more settled areas.  It is important however, 
that effective conditions for learning are in place for those with 
special learning needs and that geography should not be sufficient 
reason for compromise the meeting of those children's needs.
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