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Opening Statement

The Disability Council of New South Wales has prepared a brief submission which aims to highlight the main issues for children and young people with disabilities who reside in institutional care. Council would be willing to elaborate on the information provided in a further report and/ or provide supporting information at a hearing, should the Committee consider this appropriate.

The Disability Council of NSW
The Disability Council of New South Wales operating under the Community Welfare Act 1987, is the official advisory body to the NSW Government on issues and policy that effect people with disabilities and their families in NSW. It is also the Disability Advisory Body to the Commonwealth Government for Commonwealth issues that affect people with disabilities and their families in NSW.

Introduction 

It is timely that a Federal inquiry into children in institutional care is held as Australian society comes to consider how it has in the past, continues to in the present, and plan to in the future, care for some of its most vulnerable members, children who for various reasons cannot live with their birth families. 

The Disability Council of NSW (‘Council’) has prepared a submission to highlight the similar and unique characteristics and experiences of children and young people with disabilities who have resided, and for a small number continue to reside, in institutional care in New South Wales.

It is important at this juncture to note, that while community concern has been expressed in relation to the care that some groups of children in institutions have received for example, child migrants, Aboriginal children or children who were wards of the State, attention to the plight of children with disabilities has been rare and usually short lived. 

Children and young people with disabilities have historically entered the out-of-home care system for different reasons than other children. Professionals, parents and the Australian community believed that the disability specific needs of a child made that child unlike other children and so needed to receive different care to most other children.  Families were not expected to ‘bear the burden’ of raising a child with a disability and children with disabilities were expected to grow up in an environment which was segregated from the wider community
. 

The legacy of these beliefs can be seen in Australian society today, and in part explains why the needs of this group of children are often overlooked in public policy and community debate. Thus for many children and young people with disabilities in Australia, people who were motivated to do what was in their best interest, their parents and other professionals placed them in institutional care. They were denied what is now recognised as a basic right of all children to grow up as a member of a family
.

As a direct result of considering children with disabilities as different to other children, two service systems evolved in Australia, to meet the different needs of children who could not live at home with their birth families. One was the disability service system which met the health and disability related needs of children with disabilities and the other, a child protection system, where from the 1950s onwards a child’s developmental needs were recognised. Bowlby’s attachment theory, which stressed the importance of enduring, secure and nurturing relationships for healthy child development is apparent in the child protection system but was not considered relevant for children resident in disability services
. Consequently the childhood needs of children and young people with disabilities who resided in disability services institutions have largely been ignored, due to a different philosophical orientation.

Deinstitutionalisation

Institutions have come to be regarded as inappropriate environments to provide most forms of care, for most people
. The concept of deinstitutionalisation grew in favour in Australia in the 1960s and 1970s although implementation of this philosophy in practice only began in the disability services field in the 1990s, whereas in child protection services implementation began decades sooner
. While Council maintains that the institutional care environment is an inherently flawed model of care, it cautions that deinstitutionalisation, in itself, in no way guarantees better care for children or offers children a better quality of life.

Today, deinstitutionalisation has come to mean much more than simply closing large-scale traditional institutions. It involves complementary concepts like community-capacity building where a range of services that meet the needs of all community members are readily available and best provided, in small community-based services or people’s homes. Deinstitutionalisation is also about identifying and meeting individual needs to produce quality outcomes for individuals
. This has necessitated a greater cultural shift for disability services than child protection services. Thus while the philosophical move from the provision of institutional care for children as good practice has been made, the development of other options to support families in the community like flexible respite care or intensive family support programs, have been slow to appear where families need them.  

While it is recognised that few children and young people with disabilities live in large-scale institutions today, and the NSW government has prioritised the transition of these remaining children to community-based accommodation, children with disabilities continue to live for long periods of time in a variety of congregate care environments that share key features with institutions. Such environments include group homes, boarding schools, hospitals, psychiatric facilities, aged care facilities, immigration detention centres, and juvenile detention centres. Although much of the research for children with disabilities in NSW concentrates on an analysis of issues in specialist disability institutional care environments, Council argues that all congregate care environments share enough similarities with specialist disability institutions to warrant similar concern, and are equally inappropriate environments for children to grow up in. 

It is difficult to get an accurate picture of how many children and young people with disabilities in NSW are living in institutional care. The last estimate was made by the Community Services Commission that in May 2001, 310 children and young people with disabilities were living in residential care
. This estimate does not include children who are living in non-disability specific residential facilities, as at present these statistics are not collected.

National statistics on the number of children and young people with disabilities living in institutional care are even more difficult to find. It is known that Australia wide a little over 4000 children lived in residential services or corrective institutions, but the number of these children who have disabilities is not identified
. Further the number of children with disabilities in disability services institutions, psychiatric institutions, hospitals, boarding schools, long term respite placements or other forms of ‘temporary care’ arrangements is not known. It has been unfortunate that with deinstitutionalisation and use of alternate congregate care options it has become more difficult to identify and monitor children and young people with disabilities in out of home arrangements. 

Evidence of child abuse or neglect in disability services institutions

Child abuse is defined as assault, including sexual assault, and ill treatment; neglect is where there has been a failure to provide the basic physical and emotional necessities of life, for the child; and emotional abuse which are behaviours that cause psychological harm which results in damage to the cognitive and emotional development of the child
.

The Community Services Commission (‘Commission’) is responsible for reviewing the circumstances of people in care in NSW, inquiring into serious problems and making recommendations for change. The Commission has produced a number of reports in the past decade that document examples of child abuse and neglect in disability services institutions. An example of a finding from such a report is:

The findings of this inquiry are not pleasant – they present a picture of social, physical and emotional deprivation for the children and young adult residents, and a chaotic nightmare for conscientious, caring staff, who leave in demoralised droves. It is a geographically isolated service providing seriously substandard care that, instead of ensuring the well-being, development, care and safety of its residents, exposes them to danger and systematically fails to provide for their needs. Many of the regular occurrences at the service would horrify outsiders, yet residents and staff are expected to deal with them as part of their daily routine
. 

Unsafe, improper or unlawful care or treatment of children 

Such findings of reports released by the Community Services Commission in the past decade paint a stark picture of the care and treatment that NSW children and young people with disabilities have received in larger disability services residential facilities.  

The abuse and neglect of children with disabilities in disability services institutions are detailed in the reports: Suffer the Children - The Hall for Children Report (1997); Inquiry into Care and Treatment of Residents of Cram House – A service of the Illawarra Society for Crippled Children (1998); Disability, death and the responsibility of care: A review of the characteristics and circumstances of 211 people with disabilities who died in care between 1991 and 1998 in NSW (2001); and Young Deaths – Children with Disabilities in Care - A review of the deaths of eight children and young people at the Mannix Children’s Centre (2002).

Evidence of physical abuse, including sexual abuse, was clearly identified in two reports (CSC, 1997; & 1998). All the reports ultimately found that the safety of children living in institutions could not be guaranteed, whether through the prevention of abuse or the provision of adequate care, where in the most extreme cases deaths of children occurred. Not only was the institutional environment found to be dehumanising for those who lived and worked in it, as a contributing factor to explain the numerous instances of abuse reported, but also that institutions necessarily must be recognised as an attractive environment for people who seek to prey on vulnerable children.

Behaviour management strategies used in these institutions were also found to be abusive, either in the use of physical punishment, used even when staff were aware that this was counter to the service’s procedures, and/or in the inappropriate use of strategies like ‘time out’(CSC, 1997; & 1998). For example:

During their visit of 22 February 1997, Community Visitors noted that the incident report file for a four year old resident recorded eight incidences of “time out” being used for “naughty or non-compliant” behaviour over a ten week period. Using what amounts to solitary confinement on such a young child to control behaviour that most four year olds exhibit is a serious infringement of human rights
.

The neglect was evidenced in insufficient attention being paid to the medical, health, nutritional, developmental, and physical and privacy needs of children in these institutions. Sometimes staff were not trained to be able to understand or communicate with those children who did not communicate through speech, including children who had hearing impairments. The failure to provide children with sufficient individual attention was found to have contributed to their loss of skills, for example:

Staff reported to the audit team that residents do not maintain the skills they bring with them to the service, such as the ability to communicate, because of lack of stimulation although the service maintains that this is not the case
. 

Emotional abuse must occur when children live in such an environment were abuse and neglect continue unchecked, and where the child grows up without consistent carers who can provide nurturing and affirming relationships for the child. The failure of these residential facilities to involve the children in any decision-making or choices over aspects of their daily lives is yet another form of emotional abuse. The views of children were not sought when they lived in these institutions, and there was no evidence that these children were listened to. 

Such an environment is dangerous in that children are powerless to assert their needs and wishes. This again creates an ideal environment for serious abuses to occur where there will not be retribution for the perpetrator, as most likely the child will not be believed even if he or she does report abuse. The additional barriers that children who do not communicate through speech must overcome are almost insurmountable in such an environment
. 

Serious breach of any relevant statutory obligation 

There are a number of statutory obligations that apply to disability service institutions in NSW. The NSW Disability Services Act (DSA), 1993 details standards for the provision of services for people with disabilities. However services which are based on an institutional model of care have been found to be inherently incapable of conforming to the requirements of the DSA (1993)
. Attempts at reforming disability services to meet legislative standards have faced continuous delays and it is recognised that there is still work to be done
. The Law Reform Commission was also critical of the DSA, 1993 because it was written for adult service users, and requires amendments so as to adequately apply to the needs of children and young people
. 

In relation to the investigation of child abuse claims, the Department of Community Services (DoCS) has a statutory responsibility for responding to reports of child abuse in NSW and the Ombudsman is responsible for overseeing investigations of child abuse against employees of designated agencies, which includes employees of disability services institutions
. There is little evidence that reports of abuse of children in institutions, by staff or other residents are received and/ or acted on by DoCS
. A significant barrier appears to be that child protection legislation assumes children live in families and amendments to existing legislation to include children who live in congregate care facilities is urgently needed to ensure these children do not continue to fall through the gaps
. 

Finally, the ratification of the United Nations Convention on the Rights of the Child has been a significant achievement and provides a basis upon which legislation, policy and ultimately practice can be based in sound child-focused principles. However many of the Convention’s principles remain to be enacted in legislation and so often rights of children, for example the right to participate in decisions that affect them, are often ignored. 

Estimate of the scale of any unsafe, improper or unlawful care or treatment of children

The Commission’s reports demonstrate that there are systemic problems relating to the operation of large residential centres that provide services for people with disabilities in NSW. The Commission has also found systemic weaknesses in large institutional congregate care facilities, and maintains that this model of care bears a direct relationship with the poor outcomes children have experienced
. 

Common issues in all congregate care environments include:

· difficulties in recruitment, selection, training and motivation of staff;
· paucity of clear standards and procedures for staff, including for reporting abuse;
· poor mechanisms for supervising and monitoring of staff; 

· embedded resistance of management and staff to change; and

· powerless status of residents. 

The commonality of these factors to all institutional environments coupled with the failure of the Commission to find evidence that progress has been made in addressing previously identified widespread problems associated with the care of children with disabilities in the residential disability services sector, indicates that the improper and unlawful care and treatment of children occurs on a universal scale. It seems reasonable to conclude that institutional care will always create an environment which promotes abuse and neglect.

The Inquiry into the abuse of children in Queensland institutions (‘Forde Inquiry’) also found evidence of the improper and unlawful care and treatment of children on a large scale and termed the failure of institutions to provide adequate programs and services for those it was intended to protect and care for, as ‘systems abuse’
. Systems abuse is preventable harm that is caused by abusive actions or inaction, or the failure to implement policies or procedures, within institutions or in the wider system.  

As systemic change has not occurred to address systems abuse issues, it is unlikely that the relocation of children to lower scale institutional care like group homes will be sufficient of itself, to prevent the abuse and neglect of children with disabilities.  Systemic failings identified by the Commission, like this one, will thus continue to apply: 

The poor care and lack of response to the needs of children and young people at Cram House reflect weaknesses in the broader system of accountability of funded services for people with disabilities, and gaps in the system which fail to recognise the childhood needs of children with disabilities
.

Therefore, Council expects that children and young people including those with disabilities, who reside in other types of institutions in Australia, are at risk of similar improper and unlawful care and treatment. It is important that more consideration is given to the needs of children who reside in these environments as the deinstitutionalisation movement has made the use of these alternatives more likely, yet scrutiny of the care they provide and their adequacy in meeting the needs of children in their care has been lacking.

Congregate care facilities where children with disabilities reside include: 

· immigration detention centres
 ;
· boarding schools, that cater only for children and young people with disabilities;
· Acute psychiatric facilities (especially as children are placed in adult wards);
· Hospital settings and nursing homes (where children with serious medical needs are placed for long period as ‘respite’ or as an alternative to a residential disability service placement); and

· Juvenile detention centres (where it has been shown that large numbers of children with intellectual disability and/ or mental health problems are detained
).

Of further concern is that in all but the health environments it is unlikely that the disability-related needs of the child are recognised and catered for, while all fail to cater for the child-related and emotional development needs of children, thus perpetuating systems abuse. These congregate care services also replicate flaws inherent in traditional disability service institutions, in that they don’t identify opportunities for children to access generic services and supports nor to participate in the community.

Major changes to professional practice

1. Deinstitutionalisation

The NSW government’s policy for the full devolution of institutions for people with disabilities, and the prioritisation of children and young people in this process has been a significant achievement. Another noteworthy change in professional practice, family wishes and community expectations is the preference for children with disabilities to grow up in family environments. When birth families are no longer willing or able to look after a child with a disability institutions are no longer seen as the model of choice. 

However, progress in the devolution of institutions remains slow and some children with disabilities continue to live in institutions. The rise in the number of group homes that has accompanied deinstitutionalisation indicates that often children are not being placed in family-like environments when they have moved from institutional care. As discussed earlier, Council is concerned that as group homes are merely congregate care facilities, the opportunities for abuse or harm are similar to institutions. 

Reports from the ‘first wave’ of people who moved into the community from institutions have revealed that often there was insufficient planning and people have been left poorly supported in the community
. As was argued earlier, a comprehensive model of deinstitutionalisation must include the development of community supports that can cater for the needs of people with disabilities. 

2. Overflow into other systems

Often the lack of family support services results in family breakdown. Once breakdown does occur, placement options for families in crisis are not widely available
. However children are also not being accepted at existing disability services institutions because of devolution, which means that these children and young people are being forced into other systems. Anecdotal evidence supports this assertion but research is warranted to gauge the scale of this problem.

Speculation is prevalent that there has been an increased incidence of imprisonment of people with intellectual disabilities and/ or psychiatric disabilities co-occurring with deinstitutionalisation
. Additionally, a very high proportion of homeless children and young people, eligible for crisis and short-term accommodation services funded under the Supported Accommodation Assistance Program, have some form of disability 
.    
Opportunities for hidden institutionalisation exist in long term respite placements, long term hospitalisation of children with complex medical needs, boarding schools specifically for children with disabilities and remand centres (especially for young people who display challenging behaviours).

Not only is it concerning that these children and young people with disabilities are not being seen to be in institutional care and hence the care they receive is not being monitored, but the lack of clarity about who assumes parental responsibility for children who are in ‘voluntary’ placements, places these children in a position of even greater vulnerability. These children are almost ‘invisible’ increasing the likelihood that they drift in the care system without adequate support when in care, and without adequate planning for their future
. In the most extreme example, the lack of clarity around who could consent to medical treatment on behalf of the child in a voluntary placement resulted in the death of the child because the medical treatment was not provided
.

3. Staying at home with families

The service system for families with children with disabilities is fragmented and poorly coordinated
. Models of support like shared-care arrangements are underutilised, need to be further explored and the child protection system needs to accept responsibility for supporting all families, not just those families that do not have children with disabilities.

There are good practice models for family based care for children with disabilities. These include Family Options in Victoria, Options Coordination in South Australia and Melanie’s Program in NSW. These programs demonstrate that even children with high support needs because of complex medical needs or challenging behaviours can grow up in a family when the right support is provided to carers. 
4. Further change warranted 

For deinstitutionalisation to be successful, immediate attention needs to be paid to the continued development of community supports, in both specialised disability services and generic community services. In particular, intensive family support programs must be adequately funded to so that prevention and early intervention supports are available when families need them. Existing mainstream services also need to be better equipped to meet the needs of children and young people with disabilities so that, for example, their educational or child development needs can be met within their communities. Thus further progress on deinstitutionalisation, including planning and funding, is required to ensure that support is readily available in community settings and to ensure that children with disabilities are able to participate in all aspects of community life. 

Another change which is required is for child protection agencies to acknowledge that their clients include children with disabilities, families with disabilities and parents with disabilities. The children and families service system must be able to respond to the needs of all children, whether they are from culturally and linguistically diverse backgrounds, Aboriginal and Torres Strait Islander backgrounds, or if a child in the family has a disability. Workers at child protection agencies will require training to change the entrenched professional practice of looking to the disability service system to meet the needs of children with disabilities. Ultimately, one service system that meets the needs of all children and supports all parents is required.

Further changes to professional practice at child protection agencies are required to view family preservation as the preferred model for families with a child with a disability and for children of parents with a disability, as the rates of removal of children from these families are higher than that for the general population
. Again this will require training for child protection workers to not only bring about an attitudinal change that all children should grow up in their birth family wherever possible, but also to assist them to identify skill development opportunities, training and / or support for parents with disabilities who are finding it difficult to care for their child. 

Acknowledgement and recompense

The recommendations of the Forde Inquiry provide an excellent starting point for acknowledgement of, and associated recompense for, the abuse and neglect suffered by children with disabilities while in institutional care. It is essential that those people with disabilities who have survived institutional care are engaged in these processes from the outset, so that they can design a process that will achieve meaningful reparation for them.

The following suggestions of ways acknowledgement and/or reparation could be achieved (which were made as part of the Forde Inquiry) are:

· acknowledging the wrong; 

· an apology;
· commitment to ensuring that the abuse will not happen again;
· establishing a historical record;
· achieving financial compensation;
· accessing professional services such as therapy and counselling;
· accessing education and training;
· accessing advocacy and support;
· former residents participating in reconciling and moving forward; and/or

· perpetrators being held accountable
.

Recommendations for the future

Council makes the following recommendations.

1. The right of all children to grow up in their own family needs to be respected and preserved. Intensive family support programs must be readily available in communities so as to prevent family breakdown.

2. When children with disabilities cannot live full time with their birth families, they should enter a family environment that recognises their childhood related needs, that maintains shared care with their birth family where possible, that plans for restoration to their birth family where possible or plans for permanency in a family environment.

3. Deinstitutionalisation must be achieved as a matter of urgency, in conjunction with the development of intensive family support programs and community supports so that children with disabilities can live in a family environment and participate in the life of the community.
4. Legislation designed for the care and protection of children and young people must cover children with disabilities and must include provisions to ensure that the range of care facilities and services where children with disability may reside are covered.
5. Congregate care facilities that include children with disability must recognise and address the significantly negative effects of institutionalised environments by creating systems that enable children to live in family environments, meet children’s educational, emotional and developmental needs and that are in line with the Convention on the Rights of the Child.
6. Independent children’s advocates and advocacy services need to be established to protect the rights of children, including children with disabilities, and to ensure that service systems and care facilities are providing care in the best interests of the child.
7. The care provided for children with disability, regardless of the service system or type of facility must be monitored and reviewed by an independent Guardian.
8. A data collection and analysis system should be mandatory for all service systems providing care to children to assist with tracking children, service development and quality assurance.
9. The Convention on the Rights of the Child must be incorporated into legislation that affects children and young people and existing disability specific legislation, like the NSW Disability Services Act, 1993, must be amended to include the Convention’s principles.
10. An acknowledgement and reparation process should be started which involves from the outset people with disabilities who have lived, or are living in institutions. 

Conclusion

It is crucial that the needs of children with disabilities are recognised as the number of children with multiple physical and intellectual disabilities, and complex medical and nursing needs is increasing significantly, as more children survive the immediate post-birth period than was the case even a few years ago
. Thus, future policy development and service planning must focus on the needs of these particularly vulnerable children.

It is apparent that children and young people with disabilities have experienced abuse and neglect when in the care of the disability services institutions that were charged to provide care and protection for them. Systemic abuse which is unavoidable in any congregate care model means that only family-based care is an appropriate model of care for all children.

The systemic abuse experienced by children and young people with disabilities in institutions are best summarised by the findings of another inquiry:

Some of the harm has been caused by ignorance of the needs of children on the part of providers; some by failures in the system to monitor and track the needs of individual children; some by a lack of commitment by government to provide adequate resources to care for the wellbeing of children; and some by a perception that children deserve no better
. 

In short, the out-of-home care system has failed children with disabilities and it is important that this is recognised and a reconciliation process begun. This reconciliation must include developing better systems so as to be able to prevent the same harm occurring in the future. Ultimately, an integrated children’s service system is required where growing up in a family environment is the standard for all children.  
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