
interaction
 VOLUME 19 ISSUE 1 2005

iNSIDE:
• Issues Facing Parents with Intellectual 

Disability

•
• Why do Disability and Rehabilitation Staff 

Resign?

•
• Disability and Work: Inclusion or Coercion



2 Austalian Institute on Intellectual Disability

interaction • v19/1'05

Australian Institute on Intellectual Disability 3

v19/1'05 • interaction

The Australian Institute on Intellectual Disability

The Australian Institute on Intellectual Disability (AIID) operates as the information, research 
and development arm of NCID.  The AIID is entering into a new and exciting phase that will 
see it expand its current role of delivering information to people with intellectual disability, 
their families, service providers and the broader community.

The AIID aims to support high level, high quality, independent analysis and strategic policy 
advice in order to improve the effectiveness of disability service systems, and help sharpen 
the focus of groups advocating for reform and improvement.

The activities of the AIID include:

Publication and Sales

The AIID publishes and/or distributes a range of books, monographs and reports relevant to 
the area of intellectual disability

Policy Research Briefs

The purpose of the AIIDõs Policy Research Briefs is to establish what is known and not 
known about an issue utilising and synthesising extant research, then to deþne the most 
productive areas of possible research. Two Briefs currently available: Families with Members 
with Disabilities: Love, Money and Public Policy and Individual Funding: Flavour of the 
Day or Sea Change?

Training and Consultancy

Training and consultancy services are available from the AIID to assist and support people 
with intellectual disability, their families and support services.  Training and consultancy 
services currently available include:

B Family Skill Development
B Advocacy Skills and Self Advocacy Skills Development
B Inclusive Schooling Strategies

Roundtables

The AIID aims to provide high-level forums where research is discussed and debated with 
the aim of proposing policy principles and program directions, furthering the research agenda 
and fostering new partnerships between participants.  

Research & Development

The AIID aims to commission evidence-based research independent of the political agenda, 
that will advance the discussions, debate and ultimately the policies affecting Australians 
with intellectual disability and their families. Key priority areas include unmet needs, 
accommodation support, employment, inclusive education, family skills development and 
leadership.
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i Editorial

Lack Of Opportunity, Increased Scrutiny and Discrimination:
The Life Of A Parent With Intellectual Disability

This editorial is written to challenge the generalisation of beliefs of parents with intellectual 
disability.  The authors acknowledge there are exceptions to the rules that require speciþc plans 
and intervention. However, our concern is that it is the exceptions that have become the general 
rule for parents with intellectual disability.

Human nature in itself is incredibly diverse and we see a wide range of personality, skill, 
ability and experience within individuals.  Services however cater to the perceived bulk of 
individuals who þt into a ômiddle of the roadõ group and leave others who fall into the fringe 
groups to be treated as exceptions to the rule.

As professionals, we often þnd ourselves confronted with having to battle these issues in 
supporting people with intellectual disability who are becoming parents.  

We need to challenge this way of thinking so that services meet the needs of all people.  It is 
our belief that if you get service provision right for parents with intellectual disability, you get 
it right (or at least pretty close) for everyone.

When a woman hears that she is pregnant, she is informed of the full range of available 
services.  Choices often include doctor, hospital, specialist services and tests, etc.  She has 
the opportunity to read books and talk to extended families and social networks about the joy 
and pitfalls of parenting, her anxieties and concerns and the everyday practicalities of raising 
children.  When the baby is born, everyone rallies around to provide support and offer helpful 
advice from his or her own experiences.  The parenting services offer initial home visiting and 
if things are going well then other services are available.

Alternatively, a woman with intellectual disability announces she is pregnant and the most 
common reaction is ôoh dearõ.  Are parents-to-be with intellectual disability given the same 
choices?  Not because they donõt have the cognitive skills but because the options may not be 
available to people who generally live in low socio-economic areas or donõt work etc.  She 
may not be able to read the written information and canõt get to antenatal classes because the 
buses are too unsafe for her to travel.  If she misses an appointment (because she canõt read the 
piece of paper or because she has difþculty with time concepts) she is immediately considered 
to have a ôhigh risk pregnancyõ.  This gets the attention of the service providers and she starts 
to experience higher than normal scrutiny.  When asked if she has any questions she says ônoõ.  
Because, letõs face it, who knows what they donõt know.

At home, a parent with intellectual disability is unlikely to have the same informal supports 
of other parents.  If they do ask for help, it will be assumed that they are not coping and services 
will be activated that lead to intrusive scrutiny.  The slightest error will be considered a ôriskõ 
and the parents will endure the added pressure of knowing the ôwelfareõ could come at any time 
and take their child away.

Recent and personal experience highlighted the lack of opportunity, over-scrutiny and 
discrimination that parents with intellectual disability have to endure.  A single mother with 
intellectual disability had a baby; court proceedings were implemented to place the child in the 
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care of the state due to concerns that the mother was neglecting her child.  Concern arose when 
one of the many service providers (because it was considered a high risk pregnancy) rang the 
mother in the middle of the night and found it difþcult to rouse her.  The child was removed and 
the evidence provided to the court was the above concern and a psychological report that said 
that the mother had an intellectual disability and lacked the cognitive skills to learn to parent.  
The issue was regarding ôpotentialõ harm and there was no evidence that the child was being 
harmed in anyway.

The daughter of a colleague has also recently had a baby and when the mother-care nurse 
visited after the baby went home it was found that he had lost weight and was having difþculty 
with feeding.  This mother was provided with support around the feeding issues and there was 
no concern for potential child protection risks.  Not surprisingly, this mother doesnõt have an 
intellectual disability.

Why the different set of values and judgments?  The challenge that is before us as service 
providers is to provide opportunities for parents with intellectual disability to have access to 
learning opportunities that support their learning, not set them up to fail.  Our prejudices and 
values result in unfair scrutiny and discrimination to parents with intellectual disability.

We should be accepting parents with intellectual disability as citizens of our community and 
therefore it is our responsibility as providers of community services to support all citizens.

Sandra Elliott and Cara Newman
Guest Editors

Letters to the Editor
Note:  The following letters were received in response to the Editorial in Vol. 18#4.  We wrote to the 
Australian Federation of Disability Organisations and People with Disability Australia but received no 
response.  As people with intellectual disability put forward the original proposal, this is an indication 
of the large degree to which these 'representative consumer organisations' ignore the needs and desire of 
people with intellectual disability.

Dear Editor,
Well I read your editorial in Interaction, 18#3, 2005 and thought that you have certainly shown a fair 

degree of courage in expressing your opinions. Basically, I agree that this is a necessary debate since it 
involves important public health and moral issues. However, I do not share your views.

You cite the cases of ôconceptions with Down Syndromeõ being terminated in Victoria but you 
know that this is a far more complex and nuanced problem than you have outlined. Your support for the 
fundamentalist position: ò countries have been asked to include a ban on abortions/terminations of foetuses 
with a disabilityó proposes, at least on face value, to deny access to terminations for women carrying 
foetuses with serious disorders such as anencephaly to full term ð with all the attendant difþculties and 
heartache that this sort of pregnancy entails. And, for the life of me, I just canõt see any humanity or sense 
in that. Your proposal to limit the rights of mothers to make choices about pregnancy termination is also 
problematic since, like other ôright to lifersõ, you seek to condemn women to illegal and potentially risky 
backyard abortionists.

Essentially your jaundiced assertion (and I paraphrase) ôthat community support for the termination 
of foetuses with a disability shows that they do not want to share the earth with people with a disabilityõ 
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is unfair, simplistic and logically ÿawed. Further, your view of the ôcommunityõ as hostile and uncaring 
is disturbing since you appear to imply that it needs to be controlled for its own safety by regulators who 
will determine (not reÿect) public morality. 

If you want to know why people are aborting òfoetuses with a disabilityõõ you only need to read your 
own words about ò þnancial, emotional and psychological costó and families being ò exhausted after years 
of neglectó. I guess that the problem is that many folk today are well educated and know full well the 
potential costs not only to the parents but also to siblings and the extended family and they, understandably, 
baulk at the prospect of a child with a disability. Perhaps people who support bans on terminations of 
foetuses with abnormalities will make damn certain that affected couples take their medicine. If so, it 
will be a sad day for this country.
Yours sincerely,

Charles Harmon, Lecturer
School of Nursing & Midwifery, Faculty of Health
University of Newcastle                20 May, 2005

Dear Mr Pattison,

Re: Ban on Abortion in Disability Convention

You asked for responses to the following questions:
1. Do you support a ban on abortion as proposed for Article 8 of the Convention on the 

Rights of Persons with Disability?
2. Will you actively support this ban at every opportunity?
3. Will you not support the Convention if it does not contain a ban?

On behalf of the Human Rights and Equal Opportunity Commission, I must answer ònoó to each 
question, while noting that the position taken by Australia both in the negotiations on this Convention 
and on whether to become party to a Convention is ultimately for the Government of Australia to decide 
rather than for this Commission.

Contrary to the statement your letter quotes from Inclusion International, it is impossible to see how such 
a proposal could be adopted consistent with a womanõs right to choose whether or not to bear a child.

The international law of human rights clearly does seek to protect the right to be different. We regard 
the emerging draft Convention as having great potential to improve the protection and recognition of this 
right for people with disabilities in all societies.

The international law of human rights does not now, however, and in our view ought not to, contain a 
òright to be bornó enforceable against women either generally or in any speciþc circumstances.

What would be consistent with, and indeed would promote, womenõs rights to choose and the human 
rights of people with disabilities, would be a Convention which provided for effective measures to address 
the disabling social environments which may lead women to decide that bearing a child with a disability 
is not a choice effectively open to them. These of course include community attitudes to disability; lack 
of adequate supports for families and carers including income support and access to child care; lack of 
equal opportunity for people with disabilities in education and employment; and disabling physical and 
information environments.

These are issues on which we hope a Convention on human rights and disability could make an 
important contribution.

Yours sincerely,

John von Doussa QC, President
Human Rights and Equal Opportunity Commission               11 May 2005
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ISSUES FACING PARENTS WITH 
INTELLECTUAL DISABILITY 

Cara Newman, Ruth Ziegeler and Sandra Elliott
Intellectual Disability Services Council  (IDSC)

Adelaide

In the þrst half of the twentieth century, the majority of people with intellectual disability 
were living in institutions.  For women with intellectual disability, removal of their children 
and/or forced sterilisation were common practice, as was segregation of the sexes (Higgins 
& Coopes, 2003). In the latter half of the twentieth century there was more recognition of 
the rights of people with disabilities, including the right to be sexual and to become parents 
(Richardson, 2001).  As the movement towards deinstitutionalisation and normalisation gained 
momentum, more people with intellectual disability were able to socialise, form relationships 
and have children (Attard, 1988).  In 1992, the High Court of Australia made a decision in a 
case commonly known as ôMarionõs Caseõ that: 

ò...court or tribunal authority is required before any child can lawfully be sterilised, 
unless the sterilisation occurs as a by-product of surgery appropriately carried out to treat 
some malfunction or disease.  It said authorisation may only be given if sterilisation is 
determined to be in the childõs best interests after alternative and less invasive procedures 
have all failed or it is certain that no other procedure or treatment will work.ò (Brady, 
Britton & Grover, 2001). 

In Australia, all cases for sterilisation heard since this time have involved girls or young 
women with intellectual disability.  In South Australia, the Family Court of Australia or the 
Guardianship Board of South Australia can hear sterilisation cases.  Between 1993 and 1998, 
27 out of only 39 applications for lawful sterilisation were approved across Australia (Brady et 
al, 2001). Therefore, it can be concluded that currently most people with intellectual disability 
are able to become parents (a conclusion that is supported by data collected as a result of this 
project). 

There are a number of concerns in relation to research and the literature available on the 
issues facing parents with intellectual disability.  Firstly, there is concern over deþnitions used.  
There are a number of terms used synonymously with intellectual disability including ômental 
retardationõ and ôlearning disabilityõ.  The deþnition and criteria of intellectual disability as used 
by IDSC are that of the American Association of Mental Retardation (1992, as cited in IDSC 
Policy 100: Determination of Eligibility for IDSC Services) and comprises the following three 
factors: 

1. Intellectual functioning assessed on a standardised measure of intelligence to be two or 
more standard deviations below the mean. 

2. Limitations in adaptive behaviour (maturation, learning, personal independence and/or 
social responsibility) that are not expected for age or cultural group. 
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3. Manifestation during the developmental period of conception to 18 years. 

Not all research uses a deþnition as stringent as this.  Some researchers use a sample that 
includes the above deþnition but also includes people who identify as having needed some form 
of special education while at school or who are identiþed by service agencies as having learning 
difþculties (eg Mildon, Matthews & Gavidia-Payne, 2003).  Other researchers use a sample that 
includes people considered to have ôborderlineõ cognitive functioning, that is, IQ in the range 
of 70 to 79 (eg Llewellyn et al, 2003).  The result of using varying deþnitions is that outcomes 
or conclusions are difþcult to generalise to other populations or groups of parents, and direct 
comparisons are impossible to draw. 

Secondly, there is a lack of prevalence data for parents with intellectual disability.  The 
1993 Survey of Disability, Ageing and Carers estimated approximately 1.86% of the Australian 
population have an intellectual disability (Australian Institute of Health and Welfare, 2004).  At 
the end of December 2003, the South Australian population was 1,531,375 (Australian Bureau 
of Statistics, 2004) with approximately 15,160 of these people having intellectual disability.  It 
is not known exactly how many of these people in South Australia are parents.  This lack of 
information results in service planning and implementation difþculties. 

Finally, research into parents with intellectual disability is usually conducted when parents are 
receiving services because they are having difþculties with parenting (Mildon et al, 2003).  This 
maintains a focus on the difþculties instead of the successes of parenting for this population and 
results in a lack of knowledge and information about parents with intellectual disability who are 
parenting without the need for service intervention or assistance (Mildon et al, 2003).  Ongoing 
research can assist in addressing this lack of knowledge, while at the same time maintaining 
current information on the issues faced by parents with intellectual disability. 

As the population of people with intellectual disability who are parenting grows, a number of 
issues that face this speciþc population become evident (Department of Family and Community 
Services, 2004). There are issues related to: 

* the beliefs of other people about these parents; 
* the parentsõ own history of being parented and experiences with parenting; 
* the parentsõ skills and interactions in their parenting role; 
* non-parenting-related factors that contribute to difþculties with parenting. 

These issues were echoed in the responses received during the forums where participants 
identiþed the following issues as being faced by parents with intellectual disability: 

Å Being under close and greater scrutiny than parents without a disability. 
Å Being fearful of seeking help in case they are judged negatively or their child is removed. 
Å Lack of parenting experience due to growing up in institutions or in foster care. 
Å The parentsõ own understanding of child development and safety issues. 
Å Poor numeracy and literacy skills, which make it difþcult for them to follow advice and 

instructions (eg when giving medication) and obtain parenting information. 
Å Limited income. 
Å Domestic violence issues. 
Å Transport issues. 
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These issues are discussed in further detail below. 

Beliefs About Parents with Intellectual Disability 
There are a number of commonly held beliefs in relation to parents with intellectual disability 

that research has disproved (Tymchuk, Andron & Unger, 1987; Spencer, 1998; Llewellyn, 
1994). 

Llewellyn (1997, page 256) recommends the òneed to challenge the commonly held view 
that parenthood for persons with intellectual disability is automatically beset with problemsó.  
Such action could be achieved by undertaking an educational campaign.  The commonly held 
beliefs about parents with intellectual disability include: 

1. Parents with intellectual disability will have children who also have intellectual 
disability 

Parents with intellectual disability will not inevitably have children who also have 
intellectual disability (Family Support & Services Project, 2003; Tymchuk et al, 1987).  
However, about one in three children of parents with intellectual disability will have 
developmental delay (Strike & McConnell, 2002; Murphy & Feldman, 2002).  It is 
important to note that these statistics are group effects and should not be generalised to 
individual families (McConnell, Llewellyn, Mayes, Russo & Honey, 2003). 

2. Low IQ results in poor parenting 

IQ has little bearing on parenting ability or outcomes. There is no deþnition of good 
parenting; it is usually a judgement that is made by professionals (Llewellyn, 1994).  It is 
the behaviour of parenting that must be considered (Family Support & Services Project, 
2003; Mildon et al, 2003; Vogel, 1987; Attard, 1988). 

3. Parents with intellectual disability cannot provide adequate care 

There are parents with intellectual disability who are able to provide adequate care to 
their children.  This issue is complicated by unclear deþnitions of exactly what adequate 
care is and how it is assessed, particularly within child protection services (Tymchuk 
et al, 1987). This may lead to parents with intellectual disability being unfairly biased 
against during child protection legal proceedings (McConnell & Llewellyn, 2002).  In 
addition, parents may present to services only at a time of crisis or when struggling, thus 
creating the impression that parents with intellectual disability cannot provide adequate 
care (OõHara & Martin, 2003). 

4. Parents with intellectual disability will abuse or neglect their children 

Parents with intellectual disability will not inevitably abuse or neglect their children 
(Family Support & Services Project, 2003; McConnell & Llewellyn, 1998).  Neglect is 
the most common child protection allegation levelled at parents with intellectual disability 
(McConnell & Llewellyn, 2002). The perceived inability of parents with intellectual 
disability to provide adequate stimulation for their children is often reported to child 
protection services as neglect (McConnell et al, 2003). 

5. Parents with intellectual disability cannot learn parenting skills 

Parents with intellectual disability are able to learn parenting skills (Honey, 2000); however, 
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parenting training may need to be provided over extended periods, be more concrete and 
provide for adequate generalisation (Tymchuk et al, 1987; Strike & McConnell, 2002; 
Murphy & Feldman, 2002; Llewellyn, 1994).  Just one example is that Maurice Feldman 
and colleagues in Canada taught parents with intellectual disability childcare and safety 
skills through simple self-instruction techniques (Feldman & Case, 1999). 

Parenting History 
Another of the issues facing the growing population of parents with intellectual disability is 

the impact their own history of being parented has on their current ability to parent (Llewellyn, 
1997; Family Support & Services Project, 2003).  Parents with intellectual disability are more 
vulnerable when it comes to parenting because they often have a history of childhood experiences 
that do not include good parenting role models (Edmonds, 2000).  These childhood experiences 
may consist of a higher than average chance of sexual abuse (Booth & Booth, 2000; McConnell et 
al, 2003), inadequate nurturing, an institutional upbringing, a lack of ordinary family experiences 
(Spencer, 1998), deprivation and social disadvantage (McConnell & Llewellyn, 2002).  The 
result of these unstable or dysfunctional childhood experiences (Spencer, 1998) is that parents 
with intellectual disability have lowered expectations (by themselves and others) about their 
ability to parent (Attard, 1998), they have low self-esteem and difþculties in forming secure 
attachment relationships (Edmonds, 2000). 

The childhood experiences of parents with intellectual disability are compounded by other 
internal factors that inÿuence their ability to parent.  These factors are internal feelings of 
maturity and stability that affect the positive and realistic picture they have of themselves, and 
their perception of their value as an individual and as an asset to their children (Family Support 
& Services Project, 2003). Further, parents with intellectual disability have cognitive limitations 
that effect how they interpret and respond to experiences. These limitations include restricted 
capacity for abstract thinking and problem solving, difþculties with making complex judgements, 
and problems with generalising information, anticipating change and coping with situations that 
require adaptability and ÿexibility (Spencer, 1998). 

Parenting Skills 
Parents with intellectual disability may lack some speciþc parenting skills that make their job 

of parenting more difþcult.  These deþcits in parenting skills and parent-child interactions often 
lead to child protection concerns.  Although there is extensive literature reporting that parents with 
intellectual disability can learn parenting skills, there is also a body of literature that reports that 
parents with intellectual disability are unfairly over-represented in child protection systems. 

It is important to note that parents with intellectual disability are not a homogeneous group 
(Mildon et al, 2003) and there are as many deþcits in parenting skills as there are skills and 
parents who practise them.  In general, parents with intellectual disability have difþculties with 
ensuring adequate childcare, health, and safety, solving problems and in providing responsive 
and reinforcing interactions with their children (Mildon et al, 2003). 

There is, however, an extensive body of literature that has evaluated, albeit using small 
samples, the effectiveness of using various parent-training programs to teach parenting skills 
to parents with intellectual disability.  Richardson (2001) describes a case study of one couple 
(both with intellectual disability) who received services prior to their marriage.  The services 
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planned and prepared for the skills and supports necessary for them to successfully raise a 
family.  Llewellyn (1997) also found that parents with intellectual disability could learn through 
informal as well as formal programs. She found that, like all parents, parents with intellectual 
disability learned from previous mistakes, set up routines to ensure tasks were completed, tried 
alternatives when what they were doing did not work and learned from doing things their own 
way (Llewellyn, 1997).  More speciþcally, Feldman and Case (1999) used self-learning to teach 
childcare and safety skills to parents with intellectual disability and found that many parents were 
able to improve their parenting skills. Also, Fantuzzo, Wray, Hall, Goins and Azar (1986) used 
a one-to-one training program to teach mothers with intellectual disability to identify the most 
useful action to take in regular parenting and social situations.  These are just some examples 
of the many programs that have been effective in teaching speciþc parenting skills to parents 
with intellectual disability. 

The following factors have also been reported (Mildon et al, 2003; Family Support & Services 
Project, 2003) as being important when teaching parenting skills to parents with intellectual 
disability: 

* Building trust and rapport.
* Respecting parents and their skills. 
* Focusing on positives. 
* Being parent driven and family focused. 
* Providing concrete learning opportunities and examples, and matching teaching to parent 

learning ability. 
* Providing multiple opportunities for learning. 

* Providing longer-term services and intervention.

Although parents with intellectual disability may be able to learn the parenting skills necessary 
to ensure the safety and development of their children, they are over-represented in child protection 
legal proceedings.  There have been a number of studies that looked at parents involved in legal 
care and protection proceedings.  In a 2003 sample of child protection court proceedings in 
New South Wales, it was found that 8.8% of the parents had intellectual disability (including 
borderline intellectual disability) (Llewellyn et al, 2003).  This is signiþcantly higher than the 
population prevalence, indicating that parents with intellectual disability are disproportionately 
represented (Honey, 2000; Booth, 2001; McConnell, & Llewellyn, 2002). 

According to Tim Booth (2001), the reasons for this include parents with intellectual disability 
not receiving adequate support, being disadvantaged in legal and court proceedings, being judged 
by stricter criteria and due to a lack of experienced child protection workers with knowledge of 
intellectual disability and the issues facing parents with intellectual disability (see also McConnell 
& Llewellyn, 2002; McConnell & Llewellyn, 1998). Llewellyn, Bye and McConnell (1997) 
note that staff may misunderstand the abilities or intentions of parents with intellectual disability 
because of their lack of understanding of intellectual disability and its impact on the individual.  
They recommend that staff be well informed of the likely impact of intellectual disability on 
parenting, as well as having well developed skills in òeffective interagency collaboration given 
the likelihood that many parents have multiple service involvement in their livesó (Llewellyn 
et al, 1997, p13). 
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Non-parenting Related Factors 

It is clear from the above that there are a number of factors that contribute to the capacity 
of parents with intellectual disability to parent effectively; however, there are also a number of 
non-parenting factors that contribute to their difþculties. According to Mildon and colleagues 
(2003) at the Victorian Parenting Centre and others (eg Attard, 1988), there are a number of factors 
that inÿuence a personõs ability to parent, regardless of whether or not they have intellectual 
disability. These include: 

1. The role of living conditions and circumstances including poverty, substandard housing 
and a lack of social supports (Mildon et al, 2003; Richardson, 2001; Strike & McConnell, 
2002; Feldman & Case, 1999). For example, people restricted in work by intellectual 
impairment averaged $170 income per week in 2000, compared to the median weekly 
income for people aged 15 to 64 of $360 (Australian Bureau of Statistics, 2000). These 
issues often take precedence (Llewellyn, Grace-Dunn & Dibden et al, 1998).  When you 
are struggling to have enough food on the table, it is difþcult to ensure it is always balanced 
and nutritious. 

2. The role of parental beliefs, perceptions and expectations, for example, having a positive and 
realistic picture of yourself as a parent, previous negative experiences related to parenting 
and harassment (Mildon et al, 2003; Family Support & Services Project, 2003). 

3. The expectation of others for success or otherwise in parenting (Mildon et al, 2003). 

4. The role of support services, or more importantly the gaps in them (eg failing to respond to 
parents until there is a crisis). McGaw and Sturmey (1994, page 40) state that: 

òThe main determining factor regarding the removal of children from the home of 
many learning disabled parents appears to be the appropriateness and availability 
of parental support.ó 

5. People with intellectual disability face greater vulnerabilities, including being more: 

*  vulnerable than the general population to developing a mental illness (Mildon et al, 
2003); 

*  likely to experience poor physical health (Mildon et al, 2003; Llewellyn, McConnell 
& Mayes, 2003); 

*  socially isolated and experience more social problems (Mildon et al, 2003); 

*  likely to have difþculties with expressive as well as receptive communication (Mildon 
et al, 2003); 

*  likely to be under the scrutiny of services, particularly child protection services (Honey, 
2000; McConnell & Llewellyn 1998).  Reluctance to engage with service providers 
may be related to fear of child removal rather than any reticence to learn new skills 
(Strike & McConnell, 2002); 

*  often faced by services that are not responsive to their needs (Booth, 2001); 

*  likely to be faced with their pregnancy not being considered a happy or welcomed 
event (Strike & McConnell, 2002). 



12 Austalian Institute on Intellectual Disability

interaction • v19/1'05

Australian Institute on Intellectual Disability 13

v19/1'05 • interaction

Case Scenario 
The following case scenario is presented to highlight some of the issues and difþculties faced 

by parents with intellectual disability. 

Leanne is one of three children.  She was removed from the care of her biological parents at 
the age of seven because of suspected abuse and general neglect.  At the age of 11 years, Leanne 
was assessed as having a mild intellectual disability and deemed eligible for IDSC services.  She 
lived in numerous foster placements until she was 18 years old.  Leanne initiated contact with 
her biological mother and stepfather after she left the foster care system; however, she lived a 
transient life, staying with various friends. 

Leanne became pregnant and gave birth to her daughter, Stephanie, at the age of 20.  During 
her pregnancy and immediately following the birth of her daughter, Leanne lived with her mother 
and stepfather, as they offered to provide her with support.  A referral was made to Anglicare 
Family Preservation Services but their support was withdrawn after three months on the basis 
that Leanne was not making sufþcient gains in her parenting capacity.  A review meeting was 
held between IDSC and child protection services, and it was noted that Leanne had learned good 
road and water safety techniques in familiar environments but generalisation was slower.  She 
learned best by observing, modelling and practice.  Services frequently make the assumption 
that parents with intellectual disability are unable to learn skills when in fact they can do so but 
may require additional time and need instructions to be adapted and presented in a way that 
matches their learning style. 

Child protection services received a notiþcation of concern about Leanneõs ability to provide 
safe and suitable care for Stephanie. This allegation resulted in Stephanie being assessed at the 
Womenõs and Childrenõs Hospital (WCH).  The medical assessment noted no evidence of injury, 
and Leanne and Stephanie were transferred to Torrens House to assess Leanneõs ability to care 
for her daughter. It was noted that Leanne had achieved her goals and showed responsibility 
and awareness of safety issues. 

Leanne and Stephanie returned to her mother and stepfatherõs home after their stay at 
Torrens House. Tension between Leanne and her family grew and þnally resulted in physical 
violence between Leanne and her mother and stepfather.  Stephanie was hospitalised for a 
medical assessment and then placed in foster care with the consent of Leanne.  Consequently, 
a Voluntary Custody Order was taken out when Stephanie was 8 months old.  One year later, 
she was placed under the Guardianship of the Minister until she was 18 years of age.  Leanne 
continued with her transient lifestyle, usually staying with friends, occasionally sleeping on the 
street.  It is important to note that after the þrst assessment at the WCH there was no indication 
of abuse or neglect on the part of Leanne.  She was noted to have shown responsibility and 
awareness of safety issues.  The incident that again put Stephanie into hospital was also not 
solely the responsibility of Leanne. In other instances where a third party has put a child at risk, 
the parent is given the opportunity to limit contact between the child and the third person.  In 
this case Leanne does not appear to have been given this choice. 

Leanne became pregnant with her second child when she was 23.  She began expressing a need 
to þnd alternative accommodation and moved into Housing Trust accommodation (SAHT) a few 
months later. Leanne experienced a lot of difþculty during her pregnancy and was frequently ill.  
She was diagnosed with gestational diabetes and was required to have daily insulin injections, 
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as well as monitoring her food intake. She was able to learn the skills required to meet these 
complex health needs. Child protection services requested they be contacted when the child 
was born.  They indicated they would keep a check on Leanne and intervene if the baby was 
considered to be at risk. 

When Leanneõs second child, Peter, was born, he was kept in the nursery due to low blood 
sugar levels. While still in hospital, a nurse enquired whether IDSC would make a notiþcation 
to child protection services. The IDSC worker indicated that there were no grounds to make 
a notiþcation at this stage as the baby was not even with Leanne and her skills had not been 
assessed.  Leanne indicated to IDSC that the nurses had bottle-fed Peter and would not allow her 
to breastfeed. Hospital staff jumped to the conclusion that Leanne could not meet Peterõs needs, 
without giving her the opportunity to try and with no evidence to indicate this.  Discussion with 
hospital staff took place, resulting in Leanne being given the opportunity to attempt breastfeeding.  
Peter was a very fussy feeder. He would often take an hour to feed, but Leanne persisted.  She 
was observed to feed and burp the baby appropriately. 

Upon being discharged, it was noted that Leanne was tired and struggling with the housework.  
She was also struggling to settle Peter when he cried while she was þxing a bottle for him or 
getting her own tea. It was also noted that Leanne was keeping the house clean and hygienic 
and mixing formula correctly. Leanne indicated a desire to go to Torrens House to learn how to 
settle Peter and to assist with gaining skills in feeding him.  This request indicated that Leanne 
was aware of Peterõs feeding needs and would contact agencies for advice and support if she 
encountered difþculties.  Torrens House felt that Leanne had set goals and achieved them. 

Some weeks later, the SAHT undertook a house inspection and reported the house where 
Leanne was living was unhygienic. A referral was made to a tenancy support agency that became 
involved around cleaning routines, shopping, money management, laundry and cooking.  At 
the same time, Leanne reported to her IDSC worker that she was having problems waking 
at night to attend to Peter. She made the decision to accept the assistance of friends with this 
issue.  Leanne was unable to have friends stay with her in her unit so opted to go to their homes.  
Leanne appeared to be uncertain about her parenting abilities and was often referring to friends 
for help.  It was acknowledged that Leanne needed more support at night; however, no service 
was available.  The system failed to provide adequate support to Leanne and she was forced 
to turn to her own network for support.  Child protection services were concerned about the 
appropriateness of whom Leanne was leaving Peter with and that she did not understand the 
implications of leaving him with people who had a high potential for abusing him. 

Leanne then began expressing a desire to move from her SAHT accommodation, as she felt 
isolated and lonely.  Centrelink had reduced Leanneõs payment, as she needed to supply details 
regarding Peterõs father and had not done so.  Leanne began to speak about moving in with friends, 
as she felt that she was not able to afford her current accommodation.  Peter was removed from 
Leanneõs care when he was 4 months old.  The other issues impacting upon Leanneõs situation 
(þnancial pressure and loneliness) were not addressed.  Peter was removed from Leanneõs care 
because there was concern, but there was no evidence of abuse or neglect.  Once again, it does 
not appear that Leanne was given the option to limit her babyõs contact with those parties child 
protection services had concerns about and no alternative supports were offered. 

Leanne continues to have weekly access to Stephanie and Peter, and frequently talks about 
wanting another child she can care for herself. 
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It is evident from this case scenario that Leanneõs ability to parent has been inÿuenced by 
her own experiences growing up in foster care and then returning to live with her mother and 
stepfather as an adult. She also experienced parenting services that were not ÿexible to her 
needs or understanding of her difþculties.  They also did not consider her desires and goals 
for parenting.  A lack of available support resulted in Leanne seeking assistance through her 
limited informal networks that were not considered appropriate.  She was highly scrutinised 
by child protection services but managed to learn skills and provide care when supported and 
consequently continues to desire to fulþl a parenting role. 

Conclusion 
Clearly, there are an increasing number of people with intellectual disability who are parenting. 

Service providers such as IDSC are being asked to provide additional and specialised support 
to these parents.  Currently this support is provided in an ad hoc way.  In order to address this 
issue, it is important to learn from research regarding parents with intellectual disability.  There 
are a number of concerns regarding deþnitions of intellectual disability and consequently how 
able the research is to be generalised to different populations.  There is also a lack of prevalence 
data for parents with intellectual disability and a focus on research with parents with intellectual 
disability who come into contact with services through difþculties they are having with parenting.  
There is a lack of research about parents who could be considered to be successful. 

A review of the literature does, however, indicate a number of issues that inÿuence how 
parents with intellectual disability are able to parent.  It has been found that the children of 
parents with intellectual disability do not necessarily also have a disability; parenting ability 
or capacity is not related to IQ of the parent(s); parents with intellectual disability are capable 
of providing adequate care for their children; parents with intellectual disability do not always 
abuse or neglect their children; and parents with intellectual disability can learn parenting skills.  
However, parents with intellectual disability are more likely to have been abused as children and 
to have had childhood experiences that negatively impact on their ability to parent.  They are also 
more likely to have poor physical or mental health, live in substandard housing, be reliant on 
government beneþts, be socially isolated and lack support networks.  The result of a combination 
of difþculties facing parents with intellectual disability is that they are over-represented in a 
child protection system that is often unresponsive to their needs. 

References available on request or on website: www.ncid.org.au

Note:  This work was produced as part of a project funded by the Intellectual Disability Services Council 
(IDSC), Adelaide.
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Abstract
Rehabilitation and community-based disability services operate within a context of relatively 

high staff turnover, a phenomena that is experienced worldwide. It is well recognised that staff 
play a critical role in the provision of high quality services because of their direct impact on 
the quality of life of the people in their care. The research also suggests that high rates of staff 
turnover and absenteeism may affect the continuity of care that direct care staff provide (Lakin, 
1988). High staff turnover also has a negative impact on service delivery in terms of the cost to 
service providers in training and mentoring new employees. Hence, it is important that service 
providers understand the reasons their employees resign and to develop strategies to promote staff 
retention.  Research in this area has tended to focus on the resignation and ôburnoutõ factors among 
nursing staff, largely to the exclusion of doctors, allied health professionals and other support 
staff.  This paper on Exit Interview Forms recognises the importance of analysing the reasons 
for resignation of employees of both rehabilitation and disability services of all professions, 
provides a comparison of trends and makes tentative recommendations on the design of an Exit 
Interview Form. Analysing the reasons why staff resign is a step to addressing the issue and 
ensuring better staff retention.

Introduction
A high rate of staff turnover and labour shortages is a worldwide issue for health and disability 

services, þscally and in terms of lost workplace-related knowledge and experience needed in 
the smooth operation of organisations. Staff are critical in the provision of high quality health 
care services as their positive behaviour has a direct impact on the quality of life of the people in 
their care (Petry, Maes, Vlaskamp, 2005). Similarly, high rates of staff turnover and absenteeism 
can affect the continuity of care provided, may be costly and decrease productivity within an 
organisation due to the increase in recruitment costs and the removal of experienced staff from 
their usual duties to devote time to the training of new staff (Lakin, 1988).

The initiative is important within a context of staff turnover and labour shortages in the 
health and disability sector, as the outcomes of the project supplement and inform managementõs 
planning to retain and recruit staff and to remedy any sources of staff dissatisfaction so that 
rates of staff turnover are minimised as much as possible. Research regarding exit interviews 
has tended to focus on nursing professionals in isolation from allied professionals and other 
support roles; yet these sectors also have associated staff turnover and shortages. The analysis 
and review of Exit Interview Forms adds to the limited research because of the inclusion of all 
disciplines and roles within both rehabilitation and disability services in the one organisation.
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An analysis and review of Exit Interview Forms for the period 2002-2004 of former employees 
of a rehabilitation and disability service was conducted. The purpose was to understand the 
reasons for resignation and develop strategies for staff retention. The rehabilitation and disability 
service provides highly specialised centre-based and community-based rehabilitation programs 
for adults with disability arising from age-related illness and disease, chronic lung disease, 
amputations, occupational injury, orthopaedic injury and illness, neurological illness, spinal 
cord injury and traumatic brain injury.  Community-based services specialise in the provision 
of home-based support and access to services for people with disability to enable them to lead 
fulþlled lives in the community.

Literature Review
Various studies have attempted to identify issues related to high rates of staff turnover in the 

health care sector. Such research is minimal and limited to those in direct care roles (especially 
nursing staff) largely to the exclusion of doctors, allied health professionals and other support staff. 
Issues commonly identiþed as related to higher rates of staff turnover include the following:

• Financial reward
Financial remuneration of direct care workers tends to be low (Lakin, 1988; Bersani and 

Heifetz, 1985). Lakin (1988) found that the low income of health care workers is not relative to 
the cost of living or their education levels. The absence of a mandatory, tertiary institution-based 
professionalisation among group home/direct care workers means that such a trend is likely to 
continue. An employeeõs dissatisfaction with wages has a negative impact on staff turnover. 
Bersani and Heifetz (1985) argue that this dissatisfaction and increased levels of stress caused 
by low wages contributes to the high levels of staff turnover within the health care industry.

Å Opportunities for advancement within the organisation
Opportunities for advancement within an organization, whether they are actual or perceived, 

have been identiþed as a predictor for decreased rates of staff turnover (Lakin, 1988). Jackson, 
Mannix and Daly (2003) consider that the existence of opportunities for advancement and 
professional development is correlated with higher rates of job satisfaction among registered 
nurses. Evidence strongly suggests that when workers perceive opportunity for advancement 
in an organisation they are more likely to retain their position (Porter and Steers, 1973, Dreyer, 
2001, Goetze, 2001).

Å Lack of managerial and/or peer support
Employees who lack support from either superiors and/or colleagues have lower levels of 

job satisfaction and higher levels of stress (Bent, 1999; Ford & Honnor, 2000; Bersani and 
Heifetz, 1985). Such a pattern is strongly correlated with high levels of staff turnover found in 
the healthcare sector (Bersani and Heifez 1985; Bent, 1999). In contrast, Lakin (1988) found 
that adequate levels of support contributed to higher levels of job satisfaction and more stable 
rates of staff turnover.

Å Workload
Insufþcient resources both in the way of staff and equipment have been shown to increase 

levels of stress within the work place (Jackson, Mannix & Daly, 2001; Bersani and Heifetz, 
1985). As mentioned previously, high levels of stress have been linked to both high levels of 
staff turnover and absenteeism (Dreyer 2001).
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Å ‘Burnout’
Shaddock, Hill and van Limbeek (1998) consider that burnout has been shown to result in 

poorer standards of service delivery, absenteeism and higher rates of staff turnover. Higher levels 
of job satisfaction were associated with lower rates of burnout amongst residential care workers, 
whilst high rates of staff effort and factors related to it (such as a low client to staff ratio or high 
rates of overtime) were associated with increased rates of burnout (Shaddock et al., 1998).

A process of transparency is important as the sincerity of responses from employees, such 
as in exit questionnaires, is more likely when an organisation has a known and proven track 
record of implementing positive changes as a direct result of analysis of the Exit Interview Forms 
(Giacalone, Knouse & Montagliani, 1997).

Aims
The aims of the study are as follows:

1. To analyse and review Exit Interview Forms for the period 2002-2004 by former rehabilitation 
and community-based disability employees.

2. To determine reasons for staff resignations within a rehabilitation and disability service.
3. To make recommendations to promote staff retention as based on þndings of the analysis 

and review of Exit Interview Forms.
4. To make recommendations to improve the format and questions in the Exit Interview 

Forms.

Methodology
Exit Interview Forms (n=130) from all services and units of the rehabilitation and disability 

services for the period 2002-2004 were collected. Data was collated and described using 
frequency counts and percentage scoring. Broad themes were identiþed regarding areas of staff 
dissatisfaction in different departments, and an analysis was compiled. In the course of the 
project, it was necessary to make various assumptions. 

Results

Demographics
The majority of the total workforce resignations (both rehabilitation services and community-
based disability services) were Australian born (62% (n=81)); 18% (n=24) had English as 
their native language and 19% (n=25) did not have English as their native language. There 
were no Australian Aboriginal or Torres Strait Islanders who resigned from the rehabilitation 
or community-based disability services.

Length of service
The average length of service (both rehabilitation services and community-based disability 
services) was 25.16 months in 2004 and 15.28 months in 2003.

Reasons for Resignation
Å  Employees who cited temporary appointment or end of contract as reason for leaving:  

34% (n=46) from the rehabilitation services and 33% (n=8) from the community-based 
disability services ð a 1% difference.
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Å Employees who cited acceptance of a position in health as reason for leaving:  21% 
(n=28) from the rehabilitation services and only 8% (n=2) from the community-based 
disability services  ð 13% less in comparison.

Å Employees who cited moving away from area as reason for leaving: 12% (n=16) from 
the rehabilitation services and 17% (n=4) from the community-based disability services  
ð 5% more in comparison. 

Å Employees who cited acceptance of a position outside of health as reason for leaving:  
7% (n=9) from the rehabilitation services and 17% (n=4) from the community-based 
disability ð 10% higher in comparison.

Factors influencing a decision to leave
Å Employees who did not specify a factor and listed ôotherõ in response to the question on 

factors inÿuencing the decision to resign: 29% (n=30) from the rehabilitation services 
and, in comparison, 10% (n=2) from the community-based disability services  ð a 19% 
difference.

Å Employees who cited training and development opportunities as a factor inÿuencing the 
decision to resign: 22% (n=22) from the rehabilitation services and, similarly, 20% (n=4) 
from the community-based disability services ð a 2% difference.

Å Employees who cited a preference to work closer to home as a factor inÿuencing the 
decision to resign: 14% (n=14) from the rehabilitation services and, similarly, 15% (n=3) 
from the community-based disability services ð a 1% difference.

Å Employees who cited wages and salary as a factor inÿuencing the decision to resign: 8% 
(n=10) from the rehabilitation services, while, in comparison, there was a zero response 
from the community-based disability services.

Å Employees who cited promotion of mobility reasons as a factor inÿuencing the decision 
to resign: 7% (n=7) from the rehabilitation services and, similarly, 10% (n=10) from the 
community-based disability services ð a 3% difference. 

Job Satisfaction
Å Employees who cited job satisfaction as very high in the previous 12 months. 25% 

(n=27) from the rehabilitation services while, in comparison, only 8% (n=2) from the 
community-based disability services ð a 17% difference. 

Å Employees who cited job satisfaction as high in the previous 12 months: 41% (n=44) 
from the rehabilitation services and, similarly, 44% (n=11) from the community-based 
disability services ð a 3% difference. 

Å Employees who cited job satisfaction as satisfactory in the previous 12 months. 30% 
(n=32) from the rehabilitation services and, similarly,  28% (n=7) from the community-
based disability services ð a 2% difference. 

Å Employees who cited job satisfaction as low in the previous 12 months. 3% (n=3) from the 
rehabilitation services while, in comparison, 12% (n=3) employees from the community-
based disability services ð a 9% difference. 

Å Employees who cited job satisfaction as very low in the previous 12 months. 2% (n=4) 
from Åthe rehabilitation services and, in comparison, 8% (n=2) from the community-based 
disability services ð a 6% difference. 
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Discussion

Generally, the reasons cited for resignation by the community-based disability services staff 
were largely congruent with those given by rehabilitation service staff. Citation of temporary 
appointment or end of contract as reason for leaving was a similar result, with a difference of 
1% between rehabilitation and community-based disability services. The current Exit Interview 
Form does not adequately capture contract staff and locum position staffõs reasons for resignation, 
or differentiate between staff electing to resign and staff with contract deadlines that were near 
cessation. The input of the contractors and locum staff may have therefore elevated the overall 
rehabilitation service results as they technically did not resign as their contracted periods of 
employment had ceased. Identiþcation of the contractors and locum positions for most of the 
results is not readily identiþable because of the design of the Exit Interview Form and, as such, 
their responses could not be excluded.

Only 8% of community-based disability services employees (n=2) cited acceptance of a 
position in health as reason for leaving as compared to 22% of employees (n=28) from the 
rehabilitation services.  This may be due to the fact that most disability workers þnd other 
employment in the same sector rather than in the health sector. As well, the roles within the 
community-based disability services are transdiciplinary rather than discipline-based so their 
opportunities for employment outside of health may be greater. Further investigation of how 
the organisation could retain competitiveness with other health organisations needs to be 
explored.

Both employees from the rehabilitation service and the community-based disability services 
were generally satisþed with þnancial remuneration. Wages and salary were considered to be 
ôaverageõ; however, when asked about their wages and salary in the long term, they generally 
gave higher ratings. It is known that dissatisfaction with wages has a negative impact on staff 
turnover (Bersani and Heifetz, 1985).  However, þnancial remuneration does not appear to be 
an issue as compared to training and development opportunity. Job satisfaction by employees 
from the rehabilitation service and the community-based disability services was generally rated 
as high to very high. One trend in the data suggests that training and development opportunity, 
a factor cited as inÿuencing the decision to leave, was common to both the employees from 
the rehabilitation services (22%) and employees from the community-based disability services 
(20%). Apart from training, 12% (n=16) of employees from the rehabilitation services and 17% 
(n=4) from the community-based disability services cited moving away from area. This response 
suggests personal factors were inÿuential rather than dissatisfaction with the employer, and is 
supported by the very high job satisfaction ratings.

Results for the community-based disability services were largely congruent with the 
rehabilitation services. In both types of services, the most frequently mentioned factor was 
ôtraining and development opportunitiesõ. However, the community-based disability services also 
mentioned ôworking conditionsõ as a major factor inÿuencing their decision to leave. Although 
working conditions were featured as a major factor, the community-based disability services staff 
did not consider ôwages and salary offeredõ as an important factor. Only one community-based 
disability services member of staff gave working conditions and promotional opportunities as 
important factors and this is a contrast with the response of rehabilitation services. Moving away 
from the area was another frequently mentioned reason for leaving with half of the community-
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based disability staff giving such a reason. For both rehabilitation services and community-
based disability services, the majority of respondents gave their level of job satisfaction a high 
rating. For both services, most responses ranged between ôsatisfactoryõ and ôvery highõ and the 
key assumption was that respondents completed the questionnaires in an accurate and honest 
manner.

Recommendations
Based on the analysis of the þndings of 130 Exit Interview Forms, the authors offer several 

recommendations that disability and rehabilitation service providers may need to consider in 
improving staff retention. Some of these ideas include the following:

1. Promote and monitor use of the Exit Interview Forms, as such forms appear to be one way 
of analysing the data. Organisations should consider use of staff Exit Interview Forms if 
such forms are not in existence.

2. Increase promotion of training and development opportunities to maximise staff skill and 
knowledge. Training opportunities can translate to an increased retention and recruitment 
in a competitive labour market. 

3. Examine further opportunities for staff who are community-based to have improved access 
to training and development opportunities because of their geographic isolation away from 
the head ofþce.

4. Redesign the Exit Interview Forms to differentiate between employees and contracted 
positions, including locum. 

5. Demographic information should be moved to the beginning of the Exit Interview Form. 
It should ideally include age range and gender in addition to the items already present.

6. A clearly marked area should be reserved for the date at the front of the form for ease of 
data collation in the future.

7. Improve the formatting difference between questions and headings. For example, the 
length of service question tended to be unanswered as respondents may have identiþed it 
as a heading rather than a question.

8. Include a section listing all units and services. This may reduce confusion when trying 
to identify which units/services employees are from. Many employees identiþed their 
department with acronyms that were not used consistently.

9. Expansion on the questions on training and development opportunity to determine 
levels of satisfaction with the training and development opportunities provided by the 
organisation.

10. It may be useful to include more items designed to probe for more speciþc information 
from those respondents for whom ôworking conditionsõ were a source of dissatisfaction.

11. Periodical analysis of the Exit Interview Forms to inform and improve service delivery 
and conditions for employees. 

12. Promote actions taken in response to periodic analysis of the Exit Interview questionnaire 
results.
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Conclusion
Although studies have attempted to identify issues related to high rates of staff turnover in the 

health care sector, the research is minimal and limited to those in direct care roles (particularly 
nursing staff) largely to the exclusion of doctors, allied health professionals and other support 
staff. Results for the community-based disability services were largely congruent with the 
rehabilitation services. A signiþcant factor that may be used by the employer to further attract 
and retain employees is training and development opportunities. The analysis of the Exit Interview 
Form data has therefore yielded useful data and the information is considered superior to exit 
interviews (Feldman & Klaas, 1999). Examination and analysis of exit interview data, whether 
forms or interviews, is useful because the information may be used by the organisation to improve 
working conditions, attract and retain employees and inform service delivery and planning. 
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Disability and Work: 
Inclusion or Coercion

Australian Social Policy Conference 2005 
Social Policy Research Centre, University of NSW 

 From a Speech
by the Hon Peter Dutton MP, Minister for Workforce Participation

 
I am pleased to have the chance to speak with you on this important topic ð ôDisability and 
Work: Inclusion or Coercionõ ð in this the 25th year of the Social Policy Research Centre. Let 
me say at the outset, I think that work, where there exists a capacity to work, is fundamental to 
a personõs sense of wellbeing. Having a job creates the opportunity to get ahead þnancially, to 
make friends through work and to contribute to the community and these are things that make 
people feel better about themselves and to feel connected with others. I donõt believe that people 
should miss out on all the beneþts that come from work simply because of a disability. It is my 
priority to help as many people as possible with disabilities into work. Since becoming Minister, 
I have had the chance to interact with people who have disabilities about their abilities, their 
desires, their dreams and their goals. I have been impressed with the drive and determination of 
many people with disability to work, and to remain in work, despite often signiþcant barriers. 
To summarise, what people with disability have said to me is that: 

Å they want to work to their individual capacity; 
Å a diversity, and sometimes multiple types, of disabilities make it harder to get and to keep 

work; and 
Å they appreciate being able to fall back on the safety net of income support if needed. No one 

has said to me that they want to live on the pension alone. 

 It is always important to keep a few things in mind when thinking about people with disability 
and work and, before I outline how the changes in the Governmentõs Welfare to Work package 
are designed to promote inclusion, I want to share a few of those with you: 

Å the experience of disability is highly varied ð that no two people with the same condition 
will have the same experience; 

Å peopleõs ability to work may ÿuctuate and change; and 
Å the attitudes of employers and co-workers are often critical to the success of someone with 

a disability; 
Å but mostly, talking in generalities about disability is very difþcult ð especially at a forum 

like this! 

However, I am encouraged by the many success stories from people with disability and the 
employers who display an open mind and a willingness to give people a go. It is cause for 
optimism. Although there is more to be done, attitudes have changed and there are more and 
more people with disability entering or remaining in the workforce. 

Iõd like to share a story about a person with a disability with whom I have had a bit to do 
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recently and his employers. 

Last week I travelled with a young man, John* , to meet his employers who run a car dealership 
in Kingaroy. 

John has a very severe and confronting disability - known as EB or cotton wool syndrome 
- but his determination to work is inspirational. His employers have shown great commitment 
to help him succeed in the workplace. Indeed, since meeting and working with John and the 
disability open employment service that assists him, they have taken on another four staff 
with disabilities. All this in a small country town in Queensland. Johnõs story is not an isolated 
example for me. 

Today, I am sure we are not going to argue about the merits of including people with disability 
in the workforce. The advantages of inclusion for individuals, their families, their community 
and the country as a whole are self-evident. 

The other theme of your forum òcoercionó is a very emotive word ð not deliberate I am 
sure. 

There is a school of thought that would say that the Governmentõs Welfare to Work changes 
will push people with disability into poverty, that the Government is making it harder for 
people with disability, not easier, to get ahead. Well that was never the intention and I reject it 
completely. 

The Government has no interest in forcing people who cannot work because of their disability, 
to look for work. We have said all along, and will continue to say, that if the nature of your 
disability is such that you cannot support yourself through work, then the Disability Support 
Pension will be there for you. 

However, community expectations around disability have changed. The credit for this goes 
to those people with disability who have simply got out there and proved their critics wrong. 
These are people who have proved that it is ability - not disability - that counts. 

Clearly, the general community has a lot more contact and exposure to people with a disability 
than they may have had in previous generations. I believe the general public understands now, in 
a way they didnõt previously, that disability is on a continuum ð that the presence of a condition 
by itself is not necessarily an indication of what a person is capable of doing. 

At the same time as awareness has increased, so has the desire to provide assistance increased. 
The community, including those with disabilities themselves, has a low level of tolerance for 
people who exaggerate the impact of their injury or illness and try and get onto the pension as 
the easy option. Like most Australians, I strongly believe that the DSP should be there for people 
who need it the most. Our capacity to help those in genuine need is diminished when limited 
resources are stretched to cover those not in genuine need. 

In short, the community feels it is a fair principle that people are asked to work in keeping with 
their abilities and capacity. This very simple sentiment ð asking people to work in keeping with 
their capacity ð is the basis of the changes in the Governmentõs Welfare to Work package. 

The biggest change, in a practical sense, is that we ask people who can work part time to 
work part time. This group of people ð people with disability who can work 15 to 29 hours per 
*   Name changed to protect identity.
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week ð will be asked to actively look for work and meet mutual obligation activities, such as 
the highly successful Work for the Dole. 

There are some people who are highly resistant to the idea of people being asked to contribute 
something back to the community in return for income support. But if you speak with jobseekers 
themselves, many welcome the opportunity to do something useful for the community, ie. to 
have a routine, to have normal expectations placed on them to improve their self-conþdence and 
self-esteem and to stay connected with others through a number of Government programs. 

This is not coercion. It is a way of keeping people connected with those who are best able 
to help them. In asking people with disability to participate more actively, the Government has 
recognised the need to support people in practical ways through this process. 

Over the next four years, the Government will be spending an extra $555 million to help people 
with disability into work. From 1 July 2006, there will be an additional 101,000 employment 
assistance places available to help people with disability make the move into work. There will 
be an additional: 

Å 20,700 places for disability open employment services ð plus the introduction of a demand 
driven model to assist those with a new participation requirement; 

Å 41,700 places for vocational rehabilitation; 

Å an estimated 31,700 places for job seekers with disabilities in the Job Network ð but again, 
this is a demand driven model; and 

Å 7,500 places for people with disability in the Personal Support Program. 

To help make sure people get the right service, a new Work Capacity Assessment process will 
be introduced. This will allow for the independent assessment, by qualiþed health professionals, 
of the work capacity of people applying for income support or seeking employment assistance. 
The intent is to make sure people are given feedback about their work capacity, to ensure 
people get the most suitable form of income support and are referred to the best form of either 
rehabilitation or employment assistance. 

For those people who might need a bit of assistance before they can participate in job seeking, 
a new Pre-Vocational Account will be available to purchase short-term interventions, such as 
counselling or pain management. In addition, the Government has: 

Å Extended the Pensioner Concession Card to those who will be on Newstart Allowance and 
can work 15 to 29 hours per week; 

Å Introduced more generous income taper rates which will allow people to keep more of their 
income support as they earn; 

Å Increased the rate of Mobility Allowance from $69 to $100 per fortnight; 

Å Extended the two-year suspension provision so that people on the DSP who leave the pension 
for work, but are unable to maintain their employment for any reason, will be able to return 
to DSP within two years. 

I believe this is a good balance of incentives and support to help people make the move into 
work. It responds to many of the concerns raised by people with disability ð particularly about 
the value of the Pensioner Concession Card. 
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Clearly, there are many and varied barriers to employment for people with disability. Of 
course, one of these critical barriers which we must overcome is that of discrimination by some 
employers. Employers are critical to the success of what the Government is trying to do to help 
people with disability move from welfare into work. 

As said earlier, I am heartened by the many stories I hear of good employers who will give 
people with disability a go. The culture is changing, but there is a long way to go. 

I am very interested in what employers say about what helps them make the decision to take 
on someone with disability. Our response to employers to help them recruit further needs to be 
practical and straightforward in order to be effective. 

I often get asked if employment quotas are the way to go. I donõt believe quotas are helpful ð I 
do not think that form of coercion works for employers. Buying a job in these environments is not 
sustainable and in my view not in the long-term interests of the job seeker. I do think, however, 
that a more natural coercion is emerging for employers, and will become more evident in coming 
years ð that is, that the number of people entering the workforce is expected to decrease. 

Employers already, and will increasingly, need to think laterally and creatively about how 
they organise their workforce and who is part of their workforce. The time is ripe to start pushing 
the envelope with employers, to remind them continuously that people with disability can have 
the same range of skills and attributes as others and that, in many cases, they are more loyal 
and ÿexible employees. We need to help people with disability be ready to ride the crest of this 
wave to their advantage. 

The Government is already working with those industries where high jobs growth and labour 
shortages are expected, such as the retail and hospitality industries. We have recently conducted 
a pilot project with the National Retail Association in Queensland that has seen 30 people on 
the DSP given training and on-the-job experience in the retail industry. These job seekers are 
due to þnish their training shortly and will be actively promoted to employers. We are priming 
employers, in these industries and others, to recognise that people with disability are there to 
help them meet current and future workforce challenges. 

As part of the Welfare to Work package, the Government is developing an Employer Demand 
Strategy. The strategy has a number of elements, including: 

Å A tenfold increase in the workplace modiþcations scheme and wage subsidy scheme ($29m 
in total); 

Å The establishment of an information and telephone support service for employers on disability 
issues ð similar to the Jobs Accommodation Network model in the United States; 

Å A focus on developing a speciþc strategy on mental health issues in the workplace; and 
Å The establishment of an Employer Roundtable ð which has already commenced work on a 

high level strategy to promote the employment of people with disability. 

If we are to make a real difference here, to make the world of work more inclusive of people 
with disability and to encourage people with disability to step forward, then we need to be 
approaching the issue on many fronts at once. I believe what the Government is doing, in terms 
of changing the income support system, signiþcantly boosting employment assistance programs 
and working with employers, will advance that cause. 
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A Continuing Conversation
Dulcie Stone

(Christmas 2004)

This continuing conversation is dedicated to the memory of Lil Augustine. 

In this morningõs mail was a Christmas card from ôFrank.õ Inside it was news of another friendõs 
death. Of all the people who know this news is important to me, Frank is the only one who has 
been thoughtful enough to send me a copy of the funeral service.

It is over twenty years since Frank and I last spoke. It is nearly þfty years since we þrst met. 
During our years together, as teacher and student, we slowly built this precious friendship which 
has withstood, not only the test of time, but the chasm which frequently separates the teacher 
from the taught.

The timing of Frankõs letter is serendipitous; because yesterday I was talking to a new friend. 
This man has the responsibility of selecting staff for hands-on work with people with intellectual 
disability and serious behaviour problems. 

A gentle, quiet, thoughtful man who has spent many years learning and working in this þeld, 
one of the things he wanted to talk about was conþdentiality. He feels that the essential requirement 
of professional conþdentiality sometimes restricts opportunities for professional growth. He 
acknowledges that, although the educational value of anecdotal stories is unquestioned, the 
story teller in this and other like professions must constantly respect the boundaries imposed by 
conþdentiality. Thus our conversation, a conversation in which I was able to tell anecdotal stories 
he found helpful. Heõll be interested in Frankõs story.

Ofþcially retired, itõs 45 years since I began working in this þeld. For a total of over 60 years, 
in addition to this experience in the þeld of intellectual disability, my experience has been in 
mainstream education, kindergartens, adult education, secondary education, primary education 
and probation. This work has been in many places and with many people ð ages have ranged from 
three to over sixty, people have had a wide range of ability, disability, behaviour problems and 
potential. In short, Iõve ôbeen aroundõ both geographically and professionally. It was the lessons 
learned during this long hands-on experience that this man wanted to tap into.

 This continuing conversation is for those who, like this man, want the opportunity to learn 
from some of the interesting anecdotal stories of the past; stories which, because of my age and 
the different locations in which I have gained this experience, can be related in a way that do not 
break the boundaries of conþdentiality. 

Also, sometimes, it is possible to tell exactly who and when and where and why. This is 
because when I started this work there was often extreme distrust of and antagonism to people 
with intellectual disability, and to the people who worked with them. For example a close relative 
warned me: òYou must leave. Itõs catching, you know.ó To counteract this, many of those concerned 
gave me speciþc permission to tell their stories.
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Although it is many years since Frankõs mother was one of the people who had the courage to 
give me permission to talk about her family, ôFrankõ is not his real name and the location is irrelevant. 
However the details of this story are accurate, and important to people like my new friend. 

As a matter of fact, the two men are not unlike each other. Both are quiet and thoughtful 
gentle giants. But Frank was born with a genetic defect that left him with a low intelligence level. 
Although he could not read, write nor calculate, he had excellent communication skills and was 
unfailingly courteous and respectful of other peopleõs feelings. At the weekly studentsõ meetings, 
Frank frequently acted as ôinterpreterõ for others who had difþculty expressing their feelings and 
thoughts, until he had a serious accident which further damaged his brain. The additional damage 
left him prone to anxiety and þts of violence ð usually controlled by medication.

Until one afternoon: 
I was in my ofþce, Frank in the distant wood-work room. Suddenly a message came through. 

ôCall the doctor! Frankõs gone berserk!õ Investigation conþrmed it. Four men were having trouble 
pinning Frank to the ÿoor so that he wouldnõt hurt anyone.

Within minutes the doctor, who knew Frank well, was in the ofþce: ôHe sees me coming at 
him in front of his mates, it wonõt help. Can you get him in here?õ

Out I went. The four men were still struggling with Frank, who was kicking and screaming 
and in total panic.

As I walked the long length of the room, he saw me. So that by the time I was standing at his 
side, he was fully aware of my presence. 

ôItõs okay, Frank. You can come with me now.õ
He stopped struggling, took my outstretched hand and quietly walked the long path back to 

the ofþce, the doctor, and help.
No miracle. Frank and I had spent many years building the bonds of trust. Heõd seen, on 

numerous occasions, our consistently non-confrontational way of coping with violence. Heõd 
seen us help (or even rescue) others who, for a variety of reasons, had tipped over the edge into 
panic and violence. Heõd seen strong men on the staff, men still learning the job, run away and 
yell for assistance because they didnõt know how to cope. He knew he was in a place where he 
would not be hurt. 

Itõs of the utmost signiþcance that Frank sent me todayõs card. Heõs healthy and well and NOT 
locked away in some institution for the insane - or dead.    

Thereõs an amusing sequel ð again in the woodwork room. 
The message came through to the ofþce. ôJackõs having a þt. Heõs unconscious! Call the 

doctor!õ 
First, I checked. On my way through to the woodwork room, Lil Augustine, a teacher, passed 

me. ôHeõs putting it on,õ she whispered.
Two comparatively new teachers were kneeling on the floor with Jack, who was also 

comparatively new. A very big overweight man, he was between them, arms akimbo, eyes tight 
shut, apparently unconscious.

ôOkay Jack,õ I ordered. ôYou can get up now.õ
A big smile, and heõs up.
Thank you, Lil. 
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One of the most important and inÿuential people I worked with was Lil Augustine. It was Lil 
who dictated to me an article, which she insisted on being published in joint names, that appeared 
in a very early edition of Children Unlimited. Although she was unsure of her literary skills, she 
had an amazing gift for teaching children with extremely challenging behaviours. 

She was, as well, a gifted teacher to her fellow staff members. Staff at ôTraining Centres for 
the Retardedõ, as we were called back in the middle of the last century, came from many different 
backgrounds; some had been nurses, nurseõs aides, home-makers, former volunteer workers and 
the like. In those early days I remember no men, only women. We were minders, not teachers, and I 
recall very few who had any teaching background. Although we dutifully traveled the long distance 
to Melbourne to participate in the training sessions, workshops, meetings etc. provided for us, we 
learned invaluable lessons right there in our own work place ð many of them from Lil. Because 
Lil was not only a wonderful teacher, she was the mother of a child with Down Syndrome. 

She taught us by example. She also taught us at our weekly meetings. 

Because we were tilting at windmills in so many ways, teaching reading when we were ordered 
not to by psychologists is just one staggering example, we needed to be very sure of all our reasons 
for defying orders. To this end, we instigated lengthy weekly meetings. Initially open to staff only, 
we later included visitors who could either learn about us or from whom we could learn. 

The format was simple. Chairmanship rotated according to alphabetical order. The responsibility 
of ôleaderõ, therefore, fell to each in turn ð no matter how young or how new to staff. After essential 
business was dealt with, the meeting was thrown open to discussion. The subject for discussion was 
decided by selecting, as in a rafÿe, a folded paper on which staff had previously written a speciþc 
question or problem. For example ð Are good staff relationships essential to good staff/student 
relationships? Do you think the traditional annual visit from Santa Claus is appropriate for adult 
people with intellectual disability? Should sex education be introduced in training centres? (a most 
serious and intensely controversial notion in the mid 1960s).

First time around the table, staff answers were restricted to a spontaneous ôyesõ or ônoõ. Second 
time around ð why do you say ôyesõ or ônoõ?; an exercise that very often compelled deep insight 
into, and questioning of, the initial spontaneous reaction. Then gradually broadening discussion. 
In this way, we confronted our own ôwhysõ on many fronts. Among its many beneþts, it kept us 
fresh and keen to learn more and more about what was happening outside our own four walls. 

Time and again, as people like me headed off tilting at our idealistic windmills, Lil would thump 
the table and say: ôSpeaking as a mother..!õ Of course we didnõt always agree, and of course we 
sometimes tried to change her mind. But we listened, and we thought, and we analysed, and we 
learned; and our heads came down out of the clouds and we faced reality.      

In facing that reality, in being stimulated by this mother/teacher to intense analysis and 
investigation of our ôwhysõ, we were eventually able to clearly explain our methods and our 
reasoning to a very wide audience.

I learned from Marjorie. She was an overweight eighteen-year-old with Down Syndrome. 
When I was appointed Supervisor, I was told that Marjorie was dumb. 

The place was primitive. An old house, so run-down that when the current Director of Mental 
Health visited, the glass in the front door fell out at his feet. No coverings on ÿoors and windows, 
no doors on the cupboards, and one toilet for up to 10 students, 3 staff and rostered volunteers. 
But Marjorie loved it. She hated going home. 
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Until at home-time one memorable day, Marjorie scurried underneath a huge heavy antique 
table and refused to budge. The bus full of students, plus driver, was waiting. The teachers 
were waiting, I was waiting. Meanwhile Marjorie retreated ever further under the table; an 
immovable object. 

So I coaxed. òCome on dear. The bus is here. Youõll be back tomorrowéó Ecterera etcetera, 
with no result. None. My sweetest voice was souring, my patience ebbing to zero and the clock 
ticking. Impasse. What to do? Inexperience and frustration were uniting, the blood pressure 
pushing the mercury, and the bus was still waiting when Marjorie moved forward, brushed me 
aside, and clearly said: òShut up. You bloody bitch.ó

The lesson? Reports are not necessarily accurate. In those days, a precious lesson. ôMarjorie 
canõt talk. Yes, she can.õ ôHe canõt use scissors. Yes, he can.õ ôSheõs got a serious behaviour 
problem.  No, she hasnõt, sheõs unhappyõ. ôHe needs a belting every few weeks. No, he doesnõt.õ 
ôHeõs got nothing up top. Yes, he has.õ

 A lesson that combined both the inaccuracy of a report and how to cope with potential 
violence was taught to me by Rita. The report ð ôBe very careful of Rita. Sheõs sly and sneaky. 
Sheõs violent. Sheõll attack you.õ Message heeded, whenever Rita was in the room, I let someone 
else work with her. 

 One day, I found myself alone with Rita in a side passageway. Paralysed with fear, I watched 
her approach me, large pair of scissors in hand. No doubt she was on the attack; her face was 
grim, the scissors pointed at my chest.

There was no help, no escape route. Without any conscious thought, I heard myself say: 
ôGive me the scissors, Rita.õ

She stopped, looked puzzled, then quietly placed the scissors in my hand. Thereafter, because 
I went in search of it, I learned the truth about Rita. The truth was that sheõd been born overseas, 
mis-placed in an institution for the insane, and learned to copy the behaviour sheõd seen there. 
Unable to read or write or calculate, sheõd been placed in an Australian training centre for the 
retarded; without beneþt of formal testing. Investigation showed that she did read and she could 
write. Her ôinappropriate behaviourõ was a deliberate ruse designed to fool the authorities into 
allowing her to attend the Centre. She was lonely and frustrated and had learned that being 
simple and at times threatening won her the attention she craved.  

As to why I took the risk ð thatõs another question. Certainly it was partly because I had my 
back to the wall. But, I suspect, it was also because I was developing the empathy that was to 
stand me in good stead through many more such confrontations.   

Arthur was one of those described by the referee (name unimportant) as having ônot much 
up topõ. He arrived at about age fourteen and was at the Centre for most of the years I was there. 
He was very quiet. He was also gentle and co-operative and funny and loved working in the 
adult therapy centre where he learned woodwork and painting and pottery and much else. But 
never reading, writing and arithmetic. 

He was a skilled creative artist and his batik work was framed and hanging in the front 
hallway where visitors admired it. He never did have an I. Q. test. The reasons would have to 
do with priorities and distance and availability of professionals ð plus the fact that he was quiet 
and amiable and probably had ônothing much up topõ. 



30 Austalian Institute on Intellectual Disability

interaction • v19/1'05

Australian Institute on Intellectual Disability 31

v19/1'05 • interaction

Came the new era. Weekly student discussion sessions, not so very different from the weekly 
teacher sessions, had progressed to discussion of names. From this day on teachers were to be 
known by christian names, the adult students were no longer to be called ôboysõ and ôgirlsõ.  
Great. Progress. 

I took long service leave, came back six weeks later to a heart-warming welcome. Except 
for Arthur. Feeling warm and wanted, I was leaving the room when Arthur called me back: 
òDulcie!ó

Walking towards me, he calmly chided: òYou owe us an apology.ó
òOh! What for?ó
òWhen you left you said ôGoodbye boysõ.ó
My apology was gracefully accepted. 
So much for ônot much on topõ. Arthur wasnõt angry or distressed. He was telling me that, 

in my excitement at the prospect of long service leave, Iõd fallen back into use of the degrading 
term ôboysõ. Good for Arthur.

He was just one of the people at the Centre who taught me so very much. Another of Arthurõs 
lessons, which was valuable then, is probably even more important in todayõs world.

The weekly discussion again. They were talking about what it meant to be retarded. Although 
the use of the long out-dated and derogatory word retarded is essential to this story, it is used 
with further apology to Arthur and his friends. 

Arthur had been to the local shop. Leaving it, he was accosted by a group of locals. Someone 
alerted the police, and Arthur ran like hell out of there.

Why? Because when thereõs trouble, if youõre retarded youõre the one whoõll get the blame. 
Within the group there was much nodding of agreeing heads. They all felt the same!

Same meeting. Bill was worried because heõd seen a lady wheeling a very high pram with 
her baby in it. ôShe should know better,õ Bill warned. ôIf the pram tips and the baby falls out 
itõll be retarded like me.õ

These people were teaching us about their world, what it was like and how they survived in 
it. This at a time when most people like them were still imprisoned within the degrading walls 
of bigotry and/or the concrete walls of institutions. This at a time when we were speciþcally 
told: òDonõt try to teach them to read and write. Itõs no different from trying to teach an animal 
tricks.ó 

They were teaching us!
Itõs a lesson for all teachers everywhere. Listen and learn. Itõs as important, if not more 

important, than telling and teaching.
There are so many stories. Of them all, thereõs one that is most certainly pertinent to todayõs 

world.
Betty was at the Centre when I arrived. One of my þrst assignments, given by the soon to 

retire Supervisor, was to read a story to three children about eight years old. One was Betty. It 
was sheer hell! While I tried to read, Betty was on the move. All over me; wriggling on my lap, 
pulling my hair, tweaking my nose, þddling with my eyelashes, touching my mouth, and much 
else I donõt remember. What I clearly remember is thinking ôthis job is not for meõ.
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In the next few years she very very slowly improved. But still anything, or nothing, could 
set her off. Over-excitement would set in and near hysteria would take over. Not a calm 
environment. 

Until the arrival of Nellie. Nellie was wheelchair-bound, without speech, and seemingly 
without interest in anything. Most of her time she dozed. If she was awake, sheõd gaze at someone 
close with wide blue eyes that seemed almost lifeless.

Then Betty decided she liked her.     
It became an everyday sight. Betty would take a game or a puzzle or some brightly coloured 

object, place it on the table in front of Nellie, attract her attention and play with it until Nellie 
would look up and smile. 

Betty persevered until Nellie was staying awake for long periods of time, was making sounds, 
even saying a few words. Then she was laughing aloud, her blue eyes were dancing and she 
was eagerly participating in whatever activity Betty dictated. And Betty was calmer and quieter 
and happier and enjoying life. 

As adults, these two friends, initially so very different, were socializing with the local 
community. Although each had learned from the other, it was Betty who beneþted most. As 
Nellieõs ôteacherõ she had learned self control, an invaluable lesson that doesnõt come from a 
medicoõs prescription.  

Self discipline. Itõs much easier to impose our will on children, and people in a situation of 
dependence, than it is to encourage the skill of self discipline.

Jason was nine. Tall for his age, and physically strong, his intelligence was in the moderate 
range, and his behaviour extremely disruptive. When Jason was in the room, teachers had a very 
difþcult time trying to teach anything. Apart from being constantly on the move, and constantly 
noisy, he was argumentative and belligerent.  Frequently, on excursions, Jason would have to 
be brought back before his classmates.  

What to do? 
We had an advantage. Jason loved playing eight-ball on our pool table. He also loved winning 

the game. With this in mind, he was told that if he behaved himself for a given time he got to play 
me pool as a reward. It worked. The good behaviour time gradually lengthened. He sometimes 
won the game. And he graduated to a local secondary school ð full time. 

Think about it. In order to even play the game, a measure of self discipline is required. 
To successfully control the cue, the balls and the angles, self control is essential. To learn to 
lose without a tantrum, in order to have another chance to play and maybe win, self control is 
essential. To be able to plan ahead, to think clearly, to devise winning tactics ð self control is 
essential. To play in team-based tournaments, the team spirit is fostered. There are other pool 
table lessons ð colours, angles, calculations. Our pool table was one of our most valuable, and 
enjoyable, pieces of equipment. 

So many stories. Anecdotal scraps that may be amusing or sad or frightening. For those 
working in a ôhands-onõ environment they may simplify the complex, clarify the confusing, 
inspire the cynical, reassure the doubtful ð or assist in unexpected ways. 



32 Austalian Institute on Intellectual Disability

interaction • v19/1'05

Australian Institute on Intellectual Disability 33

v19/1'05 • interaction

B O O K     R E V I E W S
Freedom to Move

Movement and Dance for People with Intellectual Disabilities
Kim Dunphy and Jenny Scott

Congratulations to Kim and Jenny for creating a ôhow toõ book for working in dance and 
movement with people with an intellectual disability. With so very few resources available in 
this very speciþc area, Jenny and Kim have drawn on their passion for this work in the creation 
of a practical, informative and ôhands-onõ guide book that has already proved itself useful to 
numerous tutors in this þeld. 

Freedom to Move is not only a great title but a great introduction to the disability dance sector 
for dance workers, health workers, arts workers, education departments and disability studies 
students. The book is divided into sections that include introducing values and approaches, Laban 
technique examples, working with children, working with adults, creating performance and 
running and managing a group effectively. The book is full of personal stories and anecdotes and 
also includes a discography and resource list at the back. The anecdotes and testimonials serve 
as terriþc advocates for the value and beneþts of disability dance and are backed by snippets of 
extremely useful research substantiating the positive results of arts participation.

Freedom to Move is a very ômovementõ focussed book, offering great detail described in 
very few other dance books. An example of this is the story about Tabetha outlining in detail her 
journey from two-dimensional and functional movement to a range of creative and expressive 
movements. Chapter two offers comprehensive and useful information on structuring a class. 
It includes detailed descriptions of safe-dance stretches and describes the value of an opening 
and closing for each class. In Chapter nine, creating a successful team, the anecdotes reÿect 
how much learning takes place through experience, especially as documentation on Australian 
disability dance practice is so new.

I do have some questions about whether Freedom to Move is more a dance therapy or a 
community dance resource. As this is not clearly distinguished there may be some confusion for 
newcomers. In the description of dance therapy, there are references to something needing to be 
ôhealedõ or ôchangedõ, but there is minimal description of creative dance, giving little reference 
to people with a disability who just want to dance because they can. The notion of ôchoiceõ is 
missing from the list of modalities used in determining a relevant dance program. The book 
guides people with high support needs to require more therapy-focussed programs as compared 
to people with low support needs accessing more creative programs. All people with a disability 
have the right to move and express themselves through dance without therapeutic outcomes.

I applaud Kim and Jenny on Freedom to Move and their generosity in sharing their experience, 
mistakes and learning.

Kat Worth
Artistic Director 
Restless Dance Company                                                                             
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Management Guidelines: Developmental Disability  
NEW . . . . .       Version 2, May 2005

 (available electronically at www.tg.com.au)

A very practical and informative book, not only for health professionals, but also for carers of 
those with a developmental disability.

ôI know of no other volume that is as succinct, readable and informative for 
this important area of medicineõ  

Review in Medical Journal of Australia     [Version 1]

The focus is on the health needs of the population with disabilities, both in general practice and 
in community health, covering the health care issues appropriate throughout the life-span from 
infants through to the elderly.

Completely new chapters include:
Å Common presentations of developmental disability
Å Oral health
Å Dysphagia
Å Preventive health care and health promotion
Å Menõs health
Å Fetal alcohol syndrome
Å Neuroþbromatosis type 1

Major rewriting and additions include:
Å Adult health care 
Å Aged care
Å Assessment of developmental delay & disability
Å Assessment of psychiatric disorders
Å Autism spectrum disorders
Å Cerebral palsy
Å Challenging behaviour
Å Epilepsy
Å Communication with your patient
Å Informing parents of their childõs disability
Å Legal issues
Å Management of a child with developmental disability 
Å Management of an adolescent with developmental disability
Å Sexuality
Å Syndromes, including Angelman, Down, fragile X, Noonan, Prader-Willi, Rett and 

Williams syndrome
Å Tuberous sclerosis
Å Womenõs health

Also
Å list of patient/carer resource services, self-help associations for speciþc syndromes 

and many new web addresses for disability-related contacts and syndrome-speciþc 
associations 

Å detailed glossary of  terms used to assist carers of persons with developmental 
disability

Therapeutic Guidelines Limited, 23-47 Villiers Street, Nth Melbourne, Vic. 3051 Australia           
Freecall 1800 061 260 (Aust. only)  /  Fax  +61 3 9326 5632  /  Email: sales@tg.com.au                            
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The Comprehensive Health Assessment Program (CHAP) is designed 
to help minimise the barriers to healthcare for the intellectually 
disabled by prompting health care and screening.

Developed at the University of Queensland by Associate Professor 
Nick Lennox, the program is used in Australia by the New South 
Wales and Western Australian Governments, as well as the Endeavour 
Foundation (Qld) and other non-government organisations.

How CHAP works
CHAP is a tool designed to prompt a comprehensive health 
assessment for adults with intellectual disabilities. This may 
potentially help doctors make better diagnoses, provide appropriate 
treatment and ultimately ensure an overall better health status.

The CHAP tool is a two-part questionnaire requiring collaboration 
between the person with the intellectual disability, their supporter 
and their GP.

The þrst part of the questionnaire creates a comprehensive health 
history and is completed by the parents, paid support staff and/or 
person with the intellectual disability.

The health history is then taken to the person's GP.  Working with 
the person and their supporter, the GP þlls in the second part of the 
questionnaire. Here, the GP is prompted to be aware of commonly 
missed, poorly managed or syndrome speciþc health conditions 
and performs a review of the person's health.

On completion of the GP's review, a health action plan should be 
agreed upon by the GP in collaboration with those involved in 
providing support or the person themselves.

Evaluation of CHAP
CHAP has been validated through þve Australian studies. These 
studies focused on adults with intellectual disabiility, who had high to 
low support needs, and on adolescents.

A recent article by Associate Professor Lennox on adults with 
intellectual disabilities was published in Australian Family 
Physician (August 2004) and can be accessed at:  www.racgp.org.au/
folder.asp?id=1038

The Comprehensive Health
Assessment Program

... improving

the health of

adults with

intellectual

disability

Contact

Dr Genevieve Giuliani
UniQuest Pty Limited

Cumbrae-Stewart Building
Research Rd

Brisbane QLD 4072
Australia

www.uniquest.com.au

T: (61 7) 3365 4037
F: (61 7) 3365 4433

g.guiliani@uniquest.com.au

UniQuest
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