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AMIDA’s recommendations
1. That the Victorian Government increases the supported accommodation
options available for people with dual and multiple disabilities.
2. That the Victorian Government increases the availability of Supported
Accommodation in line with population based trends informing the
projected growth in numbers of people with a disability.
3. That the Victorian Government invests in additional supported
accommodation beds to meet current demand registered on the DSR.
4. That the Victorian Government provides case coordination for people
with a disability to link ISPs with appropriate accommodation options.
5. That the Victorian Government creates support and coordination
packages that meet the specific needs of people in the disability service
system with complex needs.
6. That the Victorian Government develops a support framework to assist
people with a disability to live independently from family in the
community in their own accommodation.

7. That the Victorian Government introduces multidisciplinary staff teams
in shared supported accommodation with the capacity to meet the
needs of people with complex, changing and high needs.
8. That the Victorian Government introduces a nurse practitioner model in
shared supported accommodation to meet the health needs of people
with high and complex medical requirements.
9. That the Victorian Government expands the Multiple and Complex
Needs program to enable greater access for people with a disability
and/or mental illness who require complex and intensive case
management.
10. That the Victorian Government develops a strategy for the provision of
Supported accommodation for older people with a disability to avoid
premature and inappropriate admission to residential aged care.
11. That the Victorian Government pursues and funds alternative models of
Supported accommodation to increase the range of options available to
people with a disability and/or mental illness where evidence shows that
people with a disability and/or mental illness will benefit from the model.
12. That the Victorian Government assigns a minimum quota of places to
housing associations to be allocated to individuals with a mental illness
and/or disability.
13. That the Victorian Government increases alternative accommodation
options by developing stronger partnerships between Disability
Services Division and the Office of Housing.
14. That the Victorian Government promotes innovation by creating new
and alternative models when investing in supported accommodation in
the future.
15. The State government and the NDIA urgently establish a funding stream
for individualised accommodation options to be generated in line with
needs already on the DSR or emerging via NDIA assessments of need.
16. That any attempt to utilise reconfigure existing group homes is
transparently explored with current tenants given a choice about these
changes and a right to veto them.

17. In developing individualised accommodation options guidelines based
on research and best practice must be incorporated into the design of
these options.

18. There is a need for access to a low cost, accessible tribunal which can
make orders to ensure people have their right to an abuse free
environment respected.
19. In the interim period before the NDIS is fully rolled out the Charter of
Human Rights and Responsibilities Act could be modified to allow
application to the Equal Opportunity Commission for conciliation and
arbitration of matters related to the Charter.

20. Improve the integration of existing bodies to fill gaps and address
overlaps on the boundaries including access to a low cost, tribunal
which can make orders to ensure people have their rights, including to
an abuse free environment, are respected and upheld.
21. Until a national framework is in place Victoria must maintain
responsibility for the safeguarding system but even after the roll out, if
the National system is not as comprehensive, Victoria must maintain the
level and diversity of safeguards it currently has.

22. We see no pressing need to shift the responsibility for advocacy funding
provision to another body. State and Federal governments should both
be responsible advocacy funding.
23. AMIDA has included in this submission substantial information on
reviewing advocacy

24. AMIDA agrees the State government should instigate a risk prevention
strategy
25. The government should mandate services use of the Positive Practice
Framework (see appendix 2 link) as it describes professional strategies
for staff that are proven to be effective in reducing abuse. Currently the
government only encourages its use.

26. Screening and registration should have the capacity to cover private
disability support arrangements as well as employment of workers in
disability services.
27. A National independent standards, accreditation and registration body
should be established.

28. All registered disability support workers in Australia should be
minimally qualified with Certificate IV in Disability.
29. There should be compulsory requirements for professional development
for disability workers and AMIDA has provided some suggested core
components.

30. In services the State government operates and funds the message
needs to be clear as to what behaviours by staff are abuse and neglect
and that they will not be tolerated. Training and information must be
provided to workers and people with a disability along the lines of the
Professional Development listed by AMIDA.
31. Recommendation: All inspectors, paid and unpaid should be
independent of government and service provision.

32. Volunteer Community Visitors should continue to be part of the
safeguarding framework in Victoria and they should during the
transition to the NDIS continue to be located at OPA.

33. Senior Practitioners office should ideally be independent of DHHS, be
separate from the complaints body and be subject to complaints itself.
34. Authorised Program Officers should have minimum qualifications
designed and delivered by the Senior Practitioners Office.
In responding to Stage 2 of the inquiry AMIDA wishes to focus on some of the
questions and issues raised in the Stage 1 report but also the wider terms of
reference for Stage 2.
Terms of reference Stage 2
A. Further systemic issues that impact on why abuse of people accessing
services provided by disability service providers within the meaning of
the Disability Act 2006 are not reported or acted upon and this should
include:
I)
Any interim measures to strengthen the disability services system
prior to transition to the National Disability Insurance Scheme;
II)
any measures to strengthen the capacity of providers to prevent,
report, and act upon abuse to enhance the capability of services
provider to transition to the NDIS and
III)
any measures to support people with a disability, their families, and
informal supports to identify, report and respond to abuse

In addressing this first area of inquiry we wish to focus on the reality of abuse by one
disability service user towards another, particularly in shared supported
accommodation or group homes. This is not to detract from the fact that carer and
staff abuse of people with a disability is of serious concern. We are focussing on the
abusive environment as it is a problem created by lack of diversity in accommodation
and lack of capacity of service providers to support people who at times display
challenging behaviour.
This group home model of accommodation is widespread, in fact systemic, in
Victoria where there are around 1,000 group homes catering for on average 5 but up
to 9 people. It is in much demand as virtually the only option of accommodation and
support other than the private Supported Residential Services which offer less
support and higher resident numbers. However many people with complex support
needs are not necessarily suited to shared accommodation. AMIDA along with 3
other advocacy groups made submission to a previous inquiry by the FCDC on
supported accommodation and we refer the committee to this submission in its
entirety as it provides much explanation for the systemic lack of options in supported
accommodation. See Appendix 1.
We have highlighted some of what we submitted here and the response by the
FCDC. It should be noted that since this inquiry in 2008 and 2009 almost the only
new spending in the area of supported accommodation has been in replacing
outdated institutions which while necessary has not created any new beds or any
innovative individualised accommodation for those with complex needs and
challenging behaviour which was called for then and is still desperately needed now.
SUBMISSION TO INQUIRIES BY FAMILY AND COMMUNITY DEVELOPMENT
COMMITTEE INTO SUPPORTED ACCOMMODATION
FOR THOSE WITH DISABILITY AND MENTAL ILLNESS 2008
A joint submission by
VALID: Victorian Advocacy League for Individuals with Disability
STAR Victoria Inc. Advocating for people with an intellectual disability and their
families.
REINFORCE Inc: Victorian Association of Intellectually Disadvantaged Citizens
AMIDA: Action for More Independence and Dignity in Accommodation
Individualised living arrangements for people with challenging behaviours
People with challenging behaviours are often placed in shared supported
accommodation because of their intensive support needs. However, group housing
is often the least appropriate model for them. A person with challenging behaviours
has serious difficulties to share a home with other people. That person as well as
their co-residents will all suffer from such an unsuitable placement, as evident in the
account in Box 9 below. Challenging behaviours may be reduced if people are
allowed and supported to lead a lifestyle based on their individual needs and desires,
in more individualised accommodation settings.
Box 9
VALID reports constant complaints coming from people with intellectual disabilities
and families about clashes between residents in group homes, particularly sharing in
group homes with one or more people with challenging behaviours or autism. In one
case, for example, five people with challenging behaviours were housed together in

a CRU. The result was daily incidents, friction between the residents as well as their
families and extreme pressure on all concerned, including the staff. Over this time,
DHS spent vast resources to try and ease the pressure through training programs
and workshops, consultancies, meetings, appeals, investigations and assessments –
the ‘hidden costs’ (Mansell 2007) of inappropriate placements. Eventually, the
housed closed down and all residents were transferred to other CRUs. Nevertheless,
the problem of incompatibility has not been fixed – just transferred. It should be
acknowledged that group living is inappropriate for many people with challenging
behaviours, and that a more individualised and specialised approach should be
taken to accommodate and support them.
• Evidence shows (see Box 10 below for example) that vacancies in shared
supported accommodation in Victoria are often not filled because of the behaviours
of some residents. It means that the efficiency of the whole service system is
undermined by inappropriate placements of people with challenging behaviours in
group settings.
Box 10
Michael, manager in a non-government support agency providing CRUs: “We have 3
residents in one of the houses … who have challenging behaviours, and can be
quite aggressive... That’s why we have three residents in a six- bedroom house. And
we’re supposed to have a fourth person in there, but we are not prepared to move
another person with a challenging behaviour into the house, because we don’t
believe it will serve anyone’s needs. And we’ll be willing to talk about taking two
people into the house … who didn’t have challenging behaviours. But we’re
concerned about people being subjected to abuse, and so that has to be the right
two people who will be strong enough”.
Michael’s account raises the impossible dilemmas which are inevitable when people
with challenging behaviours are placed in group homes. On the one hand, it is not
fair to house two people – even if they are ‘strong enough’ - in a house with three
people who may be abusive; on the other hand, it is also not fair not to fill up
vacancies with so many people on the waiting list in urgent need; and, it is not fair
nor wise to cluster people with challenging behaviours together. Since each of these
solutions is extremely unfair, it appears that the only way forward is to individualise
supports for people with challenging behaviours (Vizel, Forthcoming)
• An understanding that group housing is an inappropriate housing model for people
with challenging behaviours, and placement in group homes has detrimental
outcomes to them as well as for other residents, leads to the conclusion that people
with challenging behaviours should be supported to move into more individualised
settings with intensive supports.
• Despite the perceived additional costs of providing one-on-one supports for people
living on their own, this is unlikely to be so in the long run as savings are made on
the costly ad-hoc responses to problems created by incompatible residents in group
homes and unfilled vacancies in group homes (see Box 9 for example).
• Once supported in a more compatible model, it is likely that some of the
challenging behaviours will disappear and over time support requirements will

decrease. Several organizations in Victoria have put in place individualised
accommodation and support arrangements for people with challenging behaviours
(See Box 11 for example), but such programs continue to operate as isolated ‘best
practice’ cases and have not yet been adapted on a wider basis within the service
sector despite the pressing need and placement in a CRU is still the default and only
option considered in planning for people with challenging behaviours.
• Challenging behaviours should not be used as an excuse to institutionalise people.
In the 1997closure of Janefield and Kingsbury Training Centres, while 250 people
were moved to group homes, 100 other people were moved into a new institution
that was built for them, Plenty Residential Services, with an explicit explanation that
this is because they require additional supports due to ‘physical and behavioural
needs’ (Coalition Against Segregated Living 2000:2). Such practices exclude people
with challenging behaviours from the principles enshrined in the Disability State Plan,
by condemning them to continuing institutionalisation. For example, the annual
report of the community visitors program drew attention to the ‘‘institutional nature’’
of this service, suggesting that significant cultural and attitudinal change needs to
occur to address the ‘‘sense of staff bringing the world into residents’ lives at PRS,
rather than looking to provide opportunities to take residents out into the world’’
(Community Visitors, 2003: 7).
Box 11
Naomi is a 51 years old woman with an intellectual disability. She had first been
institutionalised as a child and an attempt to move back to live with her mother failed
as their relationship broke-down shortly after. After many years of wandering
between different types of inappropriate accommodation in group settings, Naomi
has only recently moved to live on her own under a new person-centred program led
by the non-government organization that has been supporting her in her previous
CRU.
After so many years, she finally lives in a place she can call home and where she
would like to stay. Also, there are no other co-residents who suffer from her
behaviour. Naomi was able to access individualised housing thanks to the availability
of individualised funding and individualised planning mechanisms, as well as her
relatively low level of support needs (which was not as low when she lived with other
people as it is now when she is living independently). She finally has a real home
where her obvious difficulty to live with other people is not constantly tested.
• Individualising supports for people with challenging behaviours should not be used
as a way to socially isolate them. As Mansell (2007) argues, it is not ‘simply a matter
of switching the service model and expecting the problem to disappear’ (p. 8). A
specialised and intensive support program should be provided to avoid this and other
risks.
In response to the 2008 submissions and Inquiry the FCDC release a report in
December 2009 which included many recommendations including, but was not
limited to, the following.
FAMILY AND COMMUNITY DEVELOPMENT COMMITTEE
INQUIRY INTO SUPPORTED ACCOMMODATION
FOR VICTORIANS WITH A DISABILITY

AND/OR MENTAL ILLNESS
December 2009
FCDC Recommendations:
1. That the Victorian Government increases the supported accommodation
options available for people with dual and multiple disabilities.
2. That the Victorian Government increases the availability of SSA in line
with population based trends informing the projected growth in
numbers of people with a disability.
3. That the Victorian Government invests in additional supported
accommodation beds to meet current demand registered on the DSR.
4. That the Victorian Government provides case coordination for people
with a disability to link ISPs with appropriate accommodation options.
5. That the Victorian Government creates support and coordination
packages that meet the specific needs of people in the disability service
system with complex needs.
6. That the Victorian Government develops a support framework to assist
people with a disability to live independently from family in the
community in their own accommodation.
7. That the Victorian Government introduces multidisciplinary staff teams
in shared supported accommodation with the capacity to meet the
needs of people with complex, changing and high needs.
8. That the Victorian Government introduces a nurse practitioner model in
shared supported accommodation to meet the health needs of people
with high and complex medical requirements.
9. That the Victorian Government expands the Multiple and Complex
Needs program to enable greater access for people with a disability
and/or mental illness who require complex and intensive case
management.
10. That the Victorian Government develops a strategy for the provision of
Supported accommodation for older people with a disability to avoid
premature and inappropriate admission to residential aged care.
11. That the Victorian Government pursues and funds alternative models of
Supported accommodation to increase the range of options available to
people with a disability and/or mental illness where evidence shows that
people with a disability and/or mental illness will benefit from the model.

12. That the Victorian Government assigns a minimum quota of places to
housing associations to be allocated to individuals with a mental illness
and/or disability.
13. That the Victorian Government increases alternative accommodation
options by developing stronger partnerships between Disability
Services Division and the Office of Housing.
14. That the Victorian Government promotes innovation by creating new
and alternative models when investing in supported accommodation in
the future.
While all of these recommendations of the FCDC were important and would have
made a significant difference to the lives of people with a disability in preventing
abuse they have yet to be acted on by the Victorian government and should be
reconsidered now as part of this inquiry.
The NDIS will have some limited scope to explore innovative housing options but this
has not yet begun and housing provision will largely remain the responsibility of state
governments. The 1000 or so group homes currently in existence in Victoria will
continue to be operated by the state government and not for profit disability service
providers. In many of these group homes there are currently inappropriately placed
people who are inadequately supported.
In his discussion paper Organisational Capacity and people who at times exhibit
challenging behaviour, Ian McLean from Golden City Support Services points to, ‘The
UK governments report into the Winterbourne scandal of 2011 revealed services that were
purchased for people who were exhibiting severe challenging behaviour, under the guise of
treatment centres, were institutional settings with aversive and restrictive interventions - all
elements linked to the worst outcomes for people with an intellectual disability - and in this case
turned into abuse and other criminal acts. This is the potential magnitude of organisational risk
when implementing inappropriate practices. The Winterbourne report contains the following
reflection “We should no more tolerate people being placed in inappropriate care settings than we
would people receiving the wrong cancer treatment” (Transforming Care: a National Response to
Winterbourne View Hospital). See Appendix 2

As was said in the joint submission from AMIDA and others in 2009, People with
challenging behaviours are often placed in shared supported accommodation
because of their intensive support needs. However, group housing is often the least
appropriate model for them. A person with challenging behaviours has serious
difficulties to share a home with other people. That person as well as their coresidents will all suffer from such an unsuitable placement. Challenging behaviours
may be reduced if people are allowed and supported to lead a lifestyle based on
their individual needs and desires, in more individualised accommodation settings.
With the introduction of the NDIS there is no reason to expect this violence and
abuse created by the systemic failings of group housing will be addressed. This

tenant on tenant abuse is considered by many service providers and their staff to be
a normal and expected feature of disability service provision. Added to this is the
high demand for places in group homes and the lack of individualised support and
accommodation options for people with challenging behaviours. There are barely
any alternative options in place to rehouse a resident who isn’t managing in shared
accommodation.
15. Recommendation; The State government and the NDIA urgently
establish a funding stream for individualised accommodation options to
be generated in line with needs already on the DSR or emerging via
NDIA assessments of need.
Inaction around tenant on tenant violence is illustrated in Box 5.1 in the Stage 1
report of this inquiry with the example OPA submitted. In this example violence
against one tenant by another was reported for several years yet nothing changed to
protect the victim. Even when the NDIA, and DHHS senior management were
informed no satisfactory response was forthcoming. Finally, after a court granted an
intervention order, accommodation was found for the co-tenant.
This example raises many issues. Why the violence was tolerated by service
providers and funders including the NDIA planner and how prevalent is this situation
in other group homes? What needs to be done to ensure services are using best
practice guides based on research? If DHHS and service providers have to be forced
to protect tenants from the abuse of co-tenants, are intervention orders through court
the best option and should an oversight body recommend this and ensure victims
have legal representation? Or should the oversight body have the power to compel
service providers and funders to act to protect a victim and provide appropriate
alternatives to people with challenging behaviours? When a person is moved in
shared accommodation is there a new victim in their new group home? In AMIDA’s
experience this is common. How can we ensure people‘s right to freedom from
abusive environments is upheld?
Terms of Reference B) Research best practices
DHHS and some community service providers have begun to build self contained
units in the backyards of Group Homes, which while a creative and cost efficient use
of the asset, and one which can provide an alternative for those people who can’t
share, has led to loss of outside space and amenity for those residents affected as
well as impacts on the support staffing. It also further congregates people with a
disability which research has shown further institutionalises. Residents affected are
not given a choice about these changes and they should have a right to retain space
previously provided to them. This option needs to be transparently explored as
congregating more people onto the same location has many risks.

16. Recommendation: That any attempt to utilise reconfigure existing group
homes is transparently explored with current tenants given a choice
about these changes and a right to veto them.
Researching and funding other more appropriate alternative individualised
accommodation and support models is essential and urgent. It is important to look at
what has already been done. Some community service providers have demonstrated
individualised accommodation options can work but these models need to be
increased. Golden City Support Services in Bendigo have more than 13 years
experience providing a small number of individualised accommodation options with
excellent outcomes.
Some research has been done on supported living such as recent research by La
Trobe University
http://www.amida.org.au/wpcontent/uploads/2014/01/LivingwithDisabilityResearchSu
pportinginclusionofpeoplewithcognitivedisabilities.pdf
Professor Errol Cocks is a Research Professor in the Centre for Research into
Disability and Society, School of Occupational Therapy and Social Work at Curtin
University is embarking on research into the outcomes of individualised
accommodation options currently. The Personalised residential supports project
is developing a descriptive framework for individualised approaches to providing
supported accommodation for adults with developmental Disabilities. And
Personalised residential services project - Stage Two will operationalise a
framework for assessing and planning personalised residential supports for adults
with developmental disabilities.
Group homes have been around for 30 years now and this co-tenant abuse has
been tolerated, ignored and accepted as inevitable rather than dealt with. Ian
McLean, CEO Golden City Support Services in a paper in 2014 entitled,
Organisational capacity and people who at times exhibit challenging behaviour, said,
“Many disability support organisations report struggling to support people who at
times exhibit challenging behaviour. The majority of services continue with practice
that is shown to escalate or have almost no impact on challenging behaviour. This is
despite a long history of research in this area which has identified effective practice.
Many organisations are either unaware or unable to implement and maintain what is
known to work.” See Appendix 2
More training is required to build the capacity of service providers.
The Office of the Senior Practitioner, now part of the office of Professional Practice
has an important role to play in building the capacity of existing and emerging
services. Another important resource is the Positive practice framework: A guide for
behaviour support services practitioners. The Positive practice framework 2011
published by DHS who have encouraged but not mandated its use’. Services
continue to rely on restraint, aversion and seclusion which have been shown to be

less affective despite the availability of the Positive Practice Framework. Funding
bodies be they DHHS or the NDIS should be mandating the use of this practice
guide.
“(PPF) is an online resource for behaviour support services (BSS) practitioners. It
presents a practice model that brings together current research, knowledge and
practice strategies and reflects the legislative requirements of the Disability Act 2006.
Reinforcing the social model of disability, behaviours of concern may be a reaction to
an inappropriate environment and/or a method of communicating a lack of
autonomy, lack of stimulation, frustration at not being understood, or over
stimulation.
A more inclusive social model definition incorporates intrinsic factors such as the
nature and severity of impairment and contextual factors such as the attitudes of
others, the extent to which the environment is enabling or disabling and wider critical
social and economic issues. Behaviours of concern may represent protest or
resistance’ when the environmental responses are neglectful, socially and morally
unacceptable, abusive or restrictive, particularly when human rights are violated.
In other words, it is system attitudes, practices and structures that are disabling, not
necessarily facets of the person.” – Positive Practice Framework, 2011. See link at
Appendix 3
Individualised options are perceived to be expensive but inappropriate housing and
support has huge costs, not least of which is to the health and well being people with
a disability and the staff who are also in abusive settings. Also services like Golden
City Support Services have found that as people are supported in more appropriate
settings they develop resilience and their support needs decrease. During the NDIS
implementation and individualised approaches to funding these individualised
options must quickly be generated to allow choice and appropriate de-congregation
where it contributes to abuse.
As the NDIS is rolled out throughout Victoria particular emphasis must be placed on
the cohort with complex needs and behaviours who is not well suited to share living
leading to abuse in group homes. An honest assessment is needed of the numbers
of services users currently in group homes who would benefit from smaller settings
and/or individualised accommodation options. This cohort must be considered for
adequate funding to provide individualised accommodation and support at the NDIS
funding and planning stage so that these accommodation and support needs can be
identified and responded to. These needs may or may not have been recorded on
the Disability Support Register but must be registered with the NDIS as soon as
possible and a plan put in place to develop needed individualised accommodation
options via co-operation between the state DHHS and NDIS. States continue to be
responsible for housing and recent days have seen the NSW government release a
tender to build 88 dwelling for people with disabilities currently institutionalised.
However the tender is exclusively to build group homes of 5 bedrooms with some co-

location of group homes (10 bed dwellings) that are targeted at people with
challenging behaviours. In Victoria it is hoped we can learn from experience and
research and do better than this. We need urgently to put resources into capital to
provide individualised options for those currently in group homes inappropriately.
17. Recommendation: In developing individualised accommodation options
guidelines based on research and best practice must be incorporated
into the design of these options.
Terms of Reference C) Powers of Oversight bodies.
The powers of oversight bodies are crucial in reforming this area as much of the
systemic change required to prevent abuse has not taken place even when it has
been recommended. It is worth looking at the definition of abuse provided in the
report, “Safeguarding adults and children with disabilities against abuse,” by
Professor Hilary Brown in co-operation with the Working Group on Violence Against,
and Ill-treatment as well as Abuse of People with Disabilities and published by the
Council of Europe Publishing in 2003.
In summary, abuse is:
Any act, or failure to act, which results in a significant breach of a vulnerable
person’s human rights, civil liberties, bodily integrity, dignity or general well-being,
whether intended or inadvertent, including sexual relationships or financial
transactions to which the person has not or cannot validly consent, or which are
deliberately exploitative.
Abuse may be perpetrated by any person (including by other people with disabilities)
but it is of special concern when it takes place within a relationship of trust
characterised by powerful positions based on:
– legal, professional or authority status,
– unequal physical, economic or social power,
– responsibility for the person’s day-to-day care,
– and/or inequalities of gender, race, religion or sexual orientation.
It may arise out of individual cruelty, inadequate service provision or society’s
indifference.
It requires a proportional response one which does not cut across valid choices
made by individuals with disabilities but one which does recognise vulnerability and
exploitation.

Had the recommendations of the FCDC inquiry of 2009 been implemented the
systemic picture in 2015 would be different. It’s an interesting parallel to compare
this to the recommendations to protect the tenant in the OPA case study in box 5.1
of the Stage 1 report. These recommendations were also not acted on until the court
forced action to be taken. Power to enforce recommendations, action and change is
what is essentially lacking from Victorias safeguarding system.
Much of the Stage 1 report focussed on the oversight system, its failings and how it
could be improved and certainly this needs to happen but little if anything was said
about the failure of successive governments to respond when they are informed
about abuse in individual and systemic cases. Community Visitors, OPA, Disability

Services Commissioner, the Ombudsman, advocacy and self advocacy groups,
carers and families and even the FCDC have been submitting information and
recommendations based on their experience to governments and departments for
decades. Safeguards can be improved but responsibility for abuse lies with those
committing it and those with the knowledge and power to act, but who failed to
act. There must be recognition that successive governments have not acted to
appropriately design and adequately fund accommodation supports that prevent and
protect people with disability from abuse in disability services. They have failed to act
because they can choose not to act and are not forced to act. We cannot afford
another report that is full of necessary recommendations and advice that sits on a
shelf. If governments, and service providers need at times to be forced to act, and
we contend the experience of the past 30 years of snail paced reform points in that
direction, then any safeguards framework established also needs to have the power
to enforce needed actions.
18. Recommendation: There is a need for access to a low cost, accessible
tribunal which can make orders to ensure people have their right to an
abuse free environment respected.
This could possibly be via The Disability Act and VCAT during the transition to the
NDIS but eventually it may need to be via the Australian Human Rights Commission.
A comparison could be made between the disability complaints and incident
reporting system and the complaints made to the Human Rights and Equal
Opportunity Commission. In the latter case complaints are made, there is a
conciliation phase but it can move up a level, if a satisfactory outcome is not
achieved, to a tribunal for arbitration. In the disability sector we have a complaints
body the DSC and/or the Ombudsman, neither of which can order change nor even
refer on to a tribunal to decide. Individual complainants under the Disability Act do
not have enforceable individual rights to freedom from abuse or even a right to
adequate appropriate support with an avenue to pursue these rights to arbitration.
AMIDA agrees mandatory incident reports should have to be made to an
independent oversight body which can also take complaints, oversee restrictive
practices and manage both voluntary and paid visitors but this body must be able to
do more than conciliate an outcome. There must be an option to go to arbitration to
pursue individual rights, where needed action can be decided and enforced,
including the ordering the provision of needed resources. Work will be needed to
design the right legislation, or modify existing legislation, but it is a necessary and so
far neglected component.
Other sectors of the community have access to arbitration. Workers, for example,
have a type of conciliation and arbitration commission because rights and
protections cannot be upheld via recommendations. People with disability have a
right to be safe and free from abuse while receiving services. They are not safe nor
becoming safer because recommendations are simply ignored on the individual and

systemic level year after year. There is nothing in the recommended provisions of
the FCDC’s stage 1 report which would prevent this pattern of ignoring the
recommendations of oversight bodies from continuing. It would be negligent to go
into the new NDIS with a framework similarly unable to enforce action on individual
rights and necessary measures to protect people with disability from abuse in
services.
AMIDA’s Response to specific questions raised by the FCDC for Stage 2.
1.1 What experiences have people with disability, families and carers had when
disclosing or reporting abuse?
People with a disability, their families and carers who approach AMIDA seeking
advocacy support have already reported and disclosed neglect and abuse to
service providers. They tell us they have been ignored, dismissed, fobbed off,
lied too, insulted and even been told they will no longer have their phone calls
taken as they are stressing staff . Services deny there is a problem. Services
deny the seriousness of the problem. Services deny abuse is taking place.
People are told they are being unreasonable. They are refused information. They
are obstructed when they try to suggest improvement to services. Staff members
are instructed not to side with people with disability. Actions are promised which
don’t take place. Follow up on promises made to improve services is poor.
Families have said to us that they were glad at first when their family member
with a disability received a service but that the constant battle to ensure the
service is responsive, adequate and not neglectful or unsafe is wearing them out.
Some families have taken their relatives out of group homes and are caring for
them at home because they couldn’t get the services to provide a safe service
and abuse was inevitable if they stayed. This is not to say all services do these
things. As advocates we don’t usually hear about good service responses.
Whenever we become involved there is some improvement in service responses
but even when advocacy and other oversight bodies get involved services are
poor at follow up and response to disclosure of neglect and abuse.
As stated in the first section of our submission above, there is a pressing need to
be able to enforce action so that services can’t deny and ignore neglect and
abuse.
1.2 What systems and processes do disability service providers have in place
to prevent abuse occurring in their organisation or to respond to any
allegations of abuse or neglect of people accessing their disability
services?
In our dealings with services we have found they often pay lip service to
processes such a the IGUANA guidelines, the Privacy Act principles or the

Disability Services Commissioner occasional papers on learning from Complaints
but they don’t always follow any formal procedures, let alone the procedures they
have signed up to such as IGUANA. The responses tend to be more individually
driven rather than based on particular policies or procedures. We’ve experienced
months of negotiation with service providers representatives who are then
replaced by new staff and we’re told they have their own take and what has
previously been agreed to isn’t relevant. We’ve been told by senior management
that they can’t be responsible for actions and decisions of employees who no
longer work for the service provider. We’ve been into numerous services whose
first priority seems to be to defend the organisation at all costs even if this makes
it difficult to examine and respond to the problems.
One good example we have encountered is Golden City Services who have an
enlightened approach to complaints. They provide services to many people with
no speech or a problem with verbal communication. The service has decided
that any behavioural expression of unhappiness, including challenging behaviour,
should be considered a complaint possibly about the service provided, lack of
information or lack of choices or some other issues in the environment. They
accept the notion that behaviour is a form of communication, especially for their
clients. They register these complaints and investigate possible causes and
respond. This approach has led to a significant drop in challenging behaviour
indicating clients have less dissatisfaction with the service provider and
environment. The environment is then less abusive for other clients also.
3.1 How can the rights provided under the Charter of Human Rights in
Victoria be maintained for people accessing disability services in the
transition to the NDIS once it has been fully rolled out?
The Charter is an important part of the safeguards framework in that it does
oblige service providers to provide an abuse free environment and to observe
human rights when responding to allegations and conducting investigations.
However in our experience it is difficult to get services to accept the Charter
applies to them and secondly that they have to change anything. Services have
told us they are only obliged to consider the charter and they have considered it
but still decided to do nothing to change a situation where there is the potential
for further abuse. What is lacking is a mechanism to take this to a tribunal for
arbitration.
19. Recommendation: In the interim period before the NDIS is fully rolled
out the Charter of Human Rights and Responsibilities Act could be
modified to allow application to the Equal Opportunity Commission for
conciliation and arbitration of matters related to the Charter.

This could be by direct application from individuals and /or their advocates or
referral from DSC, OPA, Ombudsman, community visitors, etc .This would give a
few years to test the value of this model with a view to National uptake. A
National Charter Act with the power to take services that don’t provide abuse free
environments to the Australian Human Rights Commission could follow. Direct
application could come from individuals and /or their advocates or referral from
the newly established independent oversight body when and if this occurs.
3.2 During the interim period of transition to the NDIS from 2016 to 2020
should the Victorian Government:
 Create a new body under new legislation
 Allocate the responsibilities to a single existing body
 Improve the integration of existing bodies to fill gaps and address
overlaps on the boundaries?
3.3 If the current safeguarding responsibilities are allocated to a single
existing body, who should this be?
Creating a new body when a national body may be soon to follow is wasteful of
effort. Even allocating the responsibilities to a single existing body will create havoc
and not necessarily improve outcomes if the body doesn’t have powers to order
actions. AMIDA in its supplementary submission to Stage 1 nominated the DSC as
the body to hold additional responsibilities but this was written without the benefit of
the first stage report. Also the bilateral agreement between Victoria and the
Commonwealth around the NDIS has now been signed which commits to
maintaining the existing framework in Victoria for the next 4 years during the roll out.
The information in the Stage 1 report, the signing of the bi-lateral agreement and
time to further reflect has changed our view. We now believe the best option is the
third option to improve the integration of existing bodies to fill gaps and address
overlaps on the boundaries.
However, the most important gap that needs filling is the need for an avenue of
appeal to a body that can adjudicate on complaints and order actions. This could
either be via changes to the Disability Act with a more extensive individual rights
provision and right of appeal to VCAT where the Charter can also be invoked or by
changing the Charter of Human Rights and Responsibilities Act to provide an avenue
for direct complaint or referral from oversight and complaints bodies to the Human
Rights and Equal Opportunity Commission regarding services who fail to provide
abuse free environments.
20. Recommendation: Improve the integration of existing bodies to fill
gaps and address overlaps on the boundaries including access to a low
cost, tribunal which can make orders to ensure people have their rights,
including to an abuse free environment, are respected and upheld.

3.4 Should the state maintain responsibility for some elements of the
safeguarding system during and after the transition to the NDIS?
If it is of a lesser standard than the Victorian system then this may be necessary until
the national system is brought up to an appropriate standard. One of the most
important advances made under the Disability Act 2006 was the introduction of the
Senior Practitioners Office. Resourcing and training the sector on using less
restrictive practices is a vital role. Aversion therapy, chemical and physical restraint
and isolation are less effective modifiers of behaviour and when unwarranted are
forms of abuse and often lead to further behavioural problems. Their widespread use
shows the need for this office to continue.
Victoria has been strong supporter of advocacy and self advocacy funding including
the establishment of a number of cohort specific advocacy organisations and the
resource units. If advocacy funding nationally does not at least maintain the existing
Victorian funding to organisations, then the State should maintain this.
The Office of the Public Advocate has important roles providing guardians,
information and advice about guardianship, administration and power of attorney
which must be retained and funded by the state.
21. Recommendation: Until a national framework is in place Victoria must
maintain responsibility for the safeguarding system but even after the
roll out, if the National system is not as comprehensive, Victoria must
maintain the level and diversity of safeguards it currently has.

3.5 If a single oversight body were established in Victoria what governance,
accountability and oversight arrangements would need to be established to
ensure a single, independent oversight body is accountable in its role in
safeguarding people who access disability services?
The Ombudsman’s office is best placed we believe to provide oversight to the
oversight bodies in Victoria. When a national oversight body is established the
Commonwealth Ombudsman could oversee it.
3.6: What would be most appropriate approach to the administration of
funding and advocacy services, bearing in mind there are both State and
Federal funding streams?
Should an existing new body have responsibility for this role?
As AMIDA wrote in the Stage 1 submission we believe there are good reasons for
continuing to provide advocacy funding from both state and federal governments.
This provides sustainability of the advocacy sector as from time to time policy
change at one government level has lead to cuts to advocacy funding at that level.

This has occurred at both State and Federal levels in the past 20 years. Funding of
advocacy in Victoria is via the Office for Disability which is separate from the DHHS
service provision. This provides a degree of independence. State provision of
advocacy is vitally important and has seen the development of probably the most
viable, diverse, effective and collaborative advocacy sector in Australia.
22. Recommendation: We see no pressing need to shift the
responsibility for advocacy funding provision to another body. State and
Federal governments should both be responsible advocacy funding.
3.7: In undertaking a comprehensive assessment of advocacy needs, what
components of the advocacy system need to be evaluated or reviewed?
There have been quite a few reviews of advocacy over the last twenty years so it
would be sensible to start with a review of the previous reviews. There are 6 models
of advocacy under the federal system and most of these are present in Victoria,
some funded by the state government. The models are;
Systemic advocacy
Individual advocacy
Self-advocacy- individual and group
Family advocacy
Legal advocacy
Citizen advocacy.
As well, in Victoria, there are the 2 resource units the Disability Advocacy
Resource Unit and the Self Advocacy Resource Unit.
A review should at least explore;
the contribution, outcomes and value of each of these models in supporting
people with a disability to have their rights respected and upheld.
The value of advocacy for specific target groups and issue types
the role of advocacy in the roll out of the NDIS and in its future operation.
The potential of advocacy in providing information, linkages and capacity
building in the NDIS
The unmet demand for advocacy of all model types
Access to advocacy by people with a disability
The need for an outreach style of advocacy

Minimising conflict of interest in advocacy provision and management
Independence of advocacy from service provision
Governance in advocacy and the role of Disabled Persons Organisations and
involvement of Persons with a disability in management and provision of
advocacy
Resourcing, Training and Networking in advocacy and self advocacy and how
best to provide this nationally
Collaboration in advocacy provision
Gaps in geographic coverage of all model types
Funding management for advocacy
23. Recommendation: AMIDA has included in this submission substantial
information on reviewing advocacy

4.1 Should the Victorian government develop prevention and risk management
strategy for the Victorian disability workforce from 2016 to 2019?
24. Recommendation: AMIDA agrees the State government should
instigate a risk prevention strategy

If so what specific components would comprise such a strategy?
25. Recommendation: The government should mandate services use of the
Positive Practice Framework (see appendix 2 link) as it describes
professional strategies for staff that are proven to be effective in
reducing abuse. Currently the government only encourages its use.
OPA recommended the Victorian Government introduce a comprehensive abuse
prevention program aimed at changing workplace culture and better equipping staff
in disability residential settings to identify and respond to abuse or potential abuse.
We support this recommendation and suggest this could include but not be limited
to;
Prevention
Training on the Positive Practice Framework, possibly conducted by the
Senior Practitioners Office
Workplace Cultural development, current research and practice by La Trobe
University should be considered

Training on Service User Rights and empowerment strategies for residents
and staff possibly provided by self advocacy and advocacy groups
Responding
Training for service staff and management on identifying and responding to
abuse specifically possibly provided by OPA, DSC, Advocacy groups or all of
these in collaboration.
4.2 In Victoria what would be the most preferred screening system to
establish?
A legislated disability worker exclusion scheme is a good start as the DWES is in
operation and if review of its effectiveness proves positive, it should be rolled out to
all funded disability services. It is still limited though and there is a need for a working
with vulnerable person’s check or registration system. One benefit of the working
with vulnerable persons approach or registration is that it could “capture” workers
who don’t work in funded service provider organisations but for labour hire
organisations or privately. Individualised funding in Victoria has seen a growth in
labour hire agencies which provide a person centred service directly to the service
user charging on an hourly basis. The DWES covers these agency staff if they are
working in a funded service but not if they provide services outside of a funded
service. This workforce will increase under the NDIS.
4.3 Should a disability worker registration scheme be established, similar to
the Australian Health Practitioner Regulation Agency?
Yes. A registration system could apply to workers in private settings as well, as
indeed could a working with vulnerable persons system. To be on an approved list,
Labour hire agencies would have to sign up to agreements with DHHS and NDIS to
guarantee they only use workers who could demonstrate registration or a valid
working with vulnerable person’s card. The benefit of these systems is that even
persons managing their own funding and employing staff directly can ask to see
registration or a working with vulnerable person’s card. The benefit of a registration
system is that people using registered workers privately who have a concern can
report it to the registration body. This may not be as straight forward with a working
with vulnerable persons system.
This should become a national system
26. Recommendation: Screening and registration should have the capacity
to cover private disability support arrangements as well as employment
of workers in disability services.

4.4 Should an independent body be established to oversee standards,
accreditation and registration?
Yes.
27. Recommendation: A National independent standards, accreditation
and registration body should be established.
4.5 Should minimum qualifications be introduced for all disability workers?
If so what should this be?
State of federal?
28. Recommendation: All registered disability support workers in Australia
should be minimally qualified with Certificate IV in Disability.
More than good values are needed to work effectively in this field but this is certainly
a component of what they need to learn. Workers with the best of intentions find
themselves challenged by the demands of the work where they must use positive
practice methods that are counter intuitive, communicate well with clients with
difficulties communicating, manage the demands of groups of people with differing
needs but be person centred, facilitate community inclusion and lifestyle choices
when there are many costs and other barriers to this, assist people sensitively with
personal care issues being mindful of Occupational health practices and privacy, be
aware of all policies and practices they need to, be aware of all rights and
responsibilities, etc. It is a complex role that needs significant training and
professional development.
4.6 Should there be compulsory requirements for professional development
for disability workers?
Yes. Without this there cannot be continuous improvement and progress.
29. Recommendation: There should be compulsory requirements for
professional development for disability workers and AMIDA has
provided some suggested core components.
If so what core components of ongoing professional development would be
required?
Prevention
Training on the Positive Practice Framework, possibly conducted by the
Senior Practitioners Office
Workplace Cultural development, current research by La Trobe University
should be considered

Training on Service User Rights and empowerment strategies for residents
and staff possibly provided by self advocacy and advocacy groups
Responding
Training for service staff and management on identifying and responding to
abuse specifically and possibly provided by OPA, DSC, Advocacy groups or
all of these in collaboration
New developments as they arise. For example 10 years ago the ‘Active
Support’ role for workers was developed as an improvement on the way
disability support was provided. New and improved approaches will continue
to arise as will new information of relevance to particular cohorts for example
women or people on the autism spectrum. Individualised and person centred
support will require more diversity of expertise across the sector.
4.7 What does the Victorian Government need to do to support a disability
workforce culture that does not tolerate abuse, neglect or exploitation?
4.8 What do Victorian disability service providers need to do to promote and
achieve a workforce culture that does not tolerate abuse, neglect and or
exploitation?
30. Recommendation: In services the government funds and operates
the message needs to be clear as to what behaviours by staff are abuse
and neglect and that they will not be tolerated. Training and information
must be provided to workers and people with a disability along the lines
of the Professional Development listed above.
5.1 If the Victorian Government introduces an independent oversight body,
should it have the responsibility for handling general complaints?
Yes.
5.2 If there is a new independent oversight body with responsibilities for
complaints should it have own motion investigation powers relating to
complaints and investigations of abuse?
Yes.
5.3 Should that body have responsibility for developing a set of standard
guidelines for responding to allegations of abuse and neglect in disability
services?
Yes.

5.4 In view of the skills necessary in identifying and responding to abuse and
neglect, should consideration be given to paid inspectors or paid official
visitors in Victoria?
Paid inspectors don’t necessarily guarantee better outcomes than volunteer
inspectors or visitors. In the Ombudsman’s report on investigating and responding to
abuse she documented examples of paid inspectors to the SRS system who
recorded breeches of the regulation over months and years and were still unable to
bring about compliance. Community visitors have reported on abuse and breeches
to Parliament for years. If recommended changes weren’t made this doesn’t mean
we need to shoot the messenger. The issue isn’t lack of skills it is the lack of any
power to force change. The recommendations we have made in this submission
regarding access to arbitration to get action on people’s rights is where reform is
needed.
5.5 If a paid official inspector or paid official visitor role is introduced in
Victoria, should they be located with an independent oversight body or other
entity?
Yes, they should certainly not be part of the government, as the authorised officers
who inspect the Supported Residential Services are. For consistency sake SRS
inspectors should also be moved to an independent body or their functions shifted to
the Ombudsman for example.
31. Recommendation: All inspectors, paid and unpaid should be
independent of government and service provision.
5.6 In relation to visiting schemes and the existing Community Visitor scheme;
Should volunteers Community Visitors continue to be part of the safeguarding
framework in Victoria?
Yes. The program has enormous value and has made a fantastic contribution to
safeguarding the rights of people with a disability over many years.
AMIDA made reference to Community visitors in our Stage 1 submission and we feel
some of our comments were used out of context to criticise the scheme.
For example we made reference to a fault in the incident reports which are not
numbered in the service and commented this would make it hard for Community
Visitors to detect if any had been removed. Our comment was used on page 120 of
the Stage 1 report as part of a passage on the difficulties Community visitors had
getting incident reports. Our comment was on the numbering of incident reports, not
Community Visitors. Lack of numbering would also make it impossible to detect
missing reports if the inspector was paid.

We also in discussing our peer education sessions suggested this provided a
different opportunity to that Community Visitors provided. Again this was not to say
Community Visitors were unnecessary but that there is a different opportunity we are
providing which also has value.
32. Recommendation: Volunteer Community Visitors should continue to
be part of the safeguarding framework in Victoria and they should
during the transition to the NDIS continue to be located at OPA
If Community Visitors continue to be part of the safeguarding framework in
Victoria should they be located within the Office of the Public Advocate, a new
independent oversight entity or another body?
We believe the existing structures should stay where they are during the transition to
the NDIS.
5.7 Should the Victorian introduce mandatory reporting of serious or critical
incidents to a new independent oversight body?
It is already mandatory for funded service providers to report serious or critical
incidents to DHHS under the terms of funding agreements but if a new independent
body is established reporting should be to this body.
If so:
What individuals and organisations should be mandated to make such a
report?
All funded services.
What current functions of the Department of Health and Human Services
regarding the management of critical incidents should be transferred to the
new body? And should the Department retain any functions relating to critical
incidents?
We have argued the new independent body needs to be national and that it would be
wasteful of effort to establish a new body at a state level. As an interim measure the
Ombudsman’s Office could oversee the current functions of the DHHS regarding the
management of critical incidents.
6.1 Should the Senior Practitioner be independent of the DHHS in its role in
oversight of the restrictive practices?
Ideally it should be independent.
6.2 If the view is that the Senior Practitioner should be independent what
option would be most appropriate for the nature of that independence?

It should perhaps be separate from a complaints body and be subject to complaints
itself.
6.3 Should Authorised Program Officers in disability services have minimum
qualifications for making decisions in relation emergency restrictive practices,
such as restraint?
Yes although the knowledge and skills required could be provided via specifically
designed training from the Senior Practitioner.
33. Recommendation: Senior Practitioners office should ideally be
independent of DHHS, be separate from the complaints body and be
subject to complaints itself.
34. Authorised Program Officers should have minimum qualifications
designed and delivered by the Senior Practitioners Office.

Submitted of behalf of AMIDA by

Pauline Williams
Housing Rights Co-ordinator
29th October 2015
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1. Background


This submission has been prepared by four advocacy organizations with a specific focus
on Victorians with an intellectual disability and their families as a response to the
Inquiries into Supported Accommodation for those with Disability and Mental Illness by
the Committee of Family and Community Affairs in the Victorian Parliament. The
submissions is based on the experiences of our organisations in supporting people with
intellectual disability and their families and also draws on Australian and international
research, about accommodation and support for people with intellectual disabilities We
focus in particular on the extent of unmet need and the implications for people with
intellectual disabilities and their families, on the one hand, and congregate-care models of
service provision, on the other. We call for extensive and immediate response to unmet
need, that is sensitive to the principle of community inclusion, the complexity of factors

which determine quality of services and the diversity of the population of people with
intellectual disabilities.


The goals of community inclusion and individual choice are high priorities in the
Disability State Plan 2002-2012. We strongly support these goals. However, inclusion
and choice cannot be achieved in a service system bedevilled by unmet need that
continues to offer institutionalisation or large scale congregate care as residential options
for people with intellectual disabilities, and that continues to expect families to wait
without hope for much needed support services.



We emphasise three priority areas for action to overcome barriers to inclusion and choice:
a comprehensive response by State Government to unmet need; closure of all state run or
funded institutions and congregate care facilities; and, the further development and
refinement of a range of housing and support models with particular attention to people
with higher levels of support needs, people with challenging behaviours and older people
with intellectual disabilities.

2. Summary of recommendations

2.1 Extensive and immediate response to unmet need


A proactive population needs based planning approach be adopted, so that funding for
current and future accommodation and support is planned to take account of the current
and future projected population of people with intellectual disabilities, their location,
characteristics and support needs.



Allocation of services and funding packages must be based on a holistic understanding of
the intensity of a person’s support needs including physical, emotional, and
developmental.



A person assessed as eligible for disability services should not be denied access to
housing and support services, either in the form of shared supported accommodation or an
individualized package of support and access to social housing.



Public and social housing should be significantly increased. All new units should meet
accessibility standards for people with physical disabilities, and a significant proportion
of all units should be allocated to people with disabilities.



Lack of timely and adequate access to support services must not be a barrier to entry into
social or public housing. The office of housing, housing associations and disability
services should work in partnership to establish effective coordination of housing and
support.



More respite services are provided to support families caring for people with intellectual
disabilities. New and existing respite services should not be used as long-term
accommodation.



Emergency housing should be established to provide immediate short-term
accommodation for people with intellectual disabilities in crisis, particularly those
experiencing homelessness or exposure to abuse. Long-term housing should not be used
as crisis housing, and crisis housing should not be used as long-term accommodation, but
as a temporary arrangement while an appropriate long-term placement is established.

2.2 Commitment to deinstitutionalisation



Housing and Support models developed, including response to unmet need, must not offer
congregate care, cluster housing or institutionalised options which are inherently contrary
to principles of community inclusion in the Disability Act and the State Disability Plan.



The State Government make an unequivocal commitment within a specific time frame to
close the Colanda and Sandhurst Training Centres and other state-funded congregated
facilities, including Plenty Residential Services.



Residents who move out of congregated facilities must be given a choice of communitybased options that include housing as well as support appropriate to their needs.

2.3 Development and refinement of a range of housing and support models with
attention to diversity among people with intellectual disabilities, and commitment to the
principles of the Disability Act and the Disability State Plan.


Individualized funding packages should be attached to a person-centred plan and
systematically audited to ensure quality outcomes consistent with the Disability Service
Standards.



Independent advocacy must be strengthened to support people with intellectual
disabilities when applying, planning and implementing plans for support and
accommodation.



People with more complex support needs should not be excluded from individualised
funding.



Intensive specialized housing and support options, delivered by experienced provider
organisations should be put in place to enable people with challenging behaviours to
move out of group homes, where such a placement is clearly detrimental to their quality
of life and inappropriate for them.



Housing and support options, particularly shared supported accommodation, must be
funded in a way that support can be adapted to the changing needs of people with
intellectual disabilities as they age, to enable ageing in place.



The disability sector should take a leading role in the provision of housing and supports
for older people with intellectual disabilities, to avoid premature and inappropriate
admission to residential aged care and to develop the capacity of the geriatric and
community aged care services to provide services to people with an intellectual disability
who are aging.



People with higher levels of support needs, people with challenging behaviours and older
people with intellectual disabilities should not be excluded from new models of housing
and support that are developed. Specialist innovative programs should be developed for
these particular groups.



Development of new models of housing and support should occur alongside strategies to
improve the quality of support provided by shared supported accommodation. It should
be acknowledged that shared supported accommodation is not a defunct model, but one
that holds significantly more potential than is currently realised in Victoria.



People must be able to exercise choice about residents with whom they share a home,
including possibilities for sharing accommodation with a partner.



Continuous staff development through ongoing training programs. House-supervisors
should be supported to play a more significant role as mentors working closely with all
other staff members.



Systematic and independent monitoring of the quality of service across the shared
supported accommodation system to ensure all services meet standards, without
increasing the administrative burden on staff.



Significant resources immediately allocated to refurbishment of CRUs in a way that
improves their design to allow more private space and less shared space, including
breaking up of larger houses into smaller units, where possible, to deliver better quality
outcomes and address issues of tenant incompatibility.



People living in shared supported accommodation wishing to move out should be
provided with sufficient supports to be able to do so.



People with intellectual disabilities living in all forms of housing should enjoy full
tenancy rights comparable to the rest of the population.



Tenancy rights should include a right for immediate and proper response by proprietors to
maintenance issues.



All people with intellectual disabilities should have opportunities to develop their
independent living skills and be able to access the supports necessary to lead an active life
in their community.

3. Comprehensive response to unmet need
Indisputable evidence exists about the volume of unmet need among people with intellectual
disabilities in Victoria. The implications of unmet need are immense: thousands of people are
in desperate need of support and accommodation, often in a state of crisis that in the worst –
though not rare – cases, involves exposure to homelessness and abuse. Such evidence alone
should be enough to trigger immediate action by the state government to respond to unmet
need. However, unmet need has significant implications, beyond that of the individual, and
affects the entire disability services sector, turning it into a reactive crisis driven system,
which compromises policy principles of rights and inclusion.


The shortage in support and housing is most evident in the waiting lists for shared
supported accommodation and in-home and community support – the Disability Supports
Register (DSR) - that in June 2008 reached 1,358 people waiting for shared supported
accommodation, and 1,282 waiting for in-home supports (Department of Human Services
2008c). Only people in immediate need are registered, which means that these figures are
far from representing the real mid-term and long-term demand for services. In 2007, one
in six people waiting for supported accommodation in Victoria were cared for by family
members aged 75 years and over (Standing Committee on Community Affairs, 2007: 90).



The main causes of unmet need are the lack in resources available to respond to changing
family demographics and increased life expectancy among people with intellectual
disabilities, and the absence of medium and long term planning for the service system. As
argued by the Victorian Auditor-General, demand for services ‘is increasing by around 4
to 5 per cent annually and DHS has not accurately quantified future support needs or the
associated need for resources. The reactive nature of DHS’s response to accommodation
needs, combined with the stringent prioritisation criteria, is likely to continue, and
therefore perpetuate a crisis-driven system’ (Victorian Auditor-General 2008: 2).

Box 1
Emma, an ‘Intake and Response’ officer at DHS: “I had a client a while ago who
has been in the community her whole life but previously she spent her day at her
mum’s, and her mum used to cook for her … But her mum has entered a nursing
home. She is not coping in the way that she can’t open a can. She has been
sexually abused and she lets people in the house because she does not have the
ability to say no. So she really needs to be living in a CRU (Community
Residential Unit) setting, but there are no vacancies ... And I don’t know when that
will happen. So it can be quite heart breaking.” (Vizel, Forthcoming)

3.1 The crisis-driven nature of the service system resulting from unmet need


Unmet need means that the service system is driven by crisis response which affects all
people with intellectual disabilities in the state - those already experiencing crisis and
those who are not.



Access to government funded accommodation and long-term support services is only
available to people with an urgent need or who are already in a state of crisis.



The most basic forms of individual choice are undermined by the crisis-driven
management of resources. Allocation of services becomes a ‘take it or leave it’ practice.
Applicants who reject an offer may be penalised, labelled as not being of urgent priority
and in effect removed from the register – even where an offer is clearly unsuitable for
their needs (Vizel, forthcoming)



Locational preferences of applicants for shared support accommodation and their
compatibility with other residents are commonly overlooked when vacancies in shared
accommodation are allocated as crisis-housing. As a result, people with intellectual
disabilities move to places which are distant from their families and support networks,
and to houses with residents with whom they are likely to experience ongoing conflict or
detachment. Young people are often placed in homes with people much older than them.
(Vizel, forthcoming)



Because a significant portion of people in crisis also have challenging behaviours, there is
a high likelihood that incompatibilities between residents will disrupt the existing fragile

sense of home. For the four or five residents already living in that house this can turn their
home into crisis housing, even though they were not in a state of crisis in the first place.


Significant levels of unmet need and a crisis driven approach is also evident in respite
services. Respite is “fundamental to enabling people with disabilities to continue to be
cared for within families (and yet) many families are unable to access adequate respite
unless they face a crisis situation” (Standing committee on Community Affairs 2007: 64).
A 1998 ABS survey has found that 3,200 primary carers reported a need for respite
services but had never received them, and although a further 2,100 had received respite
services the provision fell below that required to meet their needs (AIHW 2002b: 168)

3.2 Lack of access to affordable housing


The extent of unmet need is reinforced by the exclusion of people with intellectual
disabilities from the private housing market, and the lack of social housing and disability
housing to provide an alternative.



A severe shortage in affordable housing in Victoria means that people living on a
disability pension can hardly access private rental. While in March 2007 16.8% of new
lettings in Victoria were considered by the State Government’s Office of Housing as
affordable (rent price within 30% of household’s income), in March 2008 this rate has
fallen to 8.9%. Median rent prices for a one-bedroom unit in Melbourne was estimated in
March 2008 at $235 per week and at $120 per week in regional Victoria (Department of
Human Services 2008b). The disability pension basic rate is a fortnightly payment of
$546.80. In addition, a person with a disability may apply for rent assistance up to
$107.20 per fortnight (Centrelink 2008:23). These figures suggest that a person with an
intellectual disability living in a one-bedroom unit in Melbourne is likely to pay 72% of
their very limited income on rent, providing that they have found one, which is becoming
increasingly difficult in almost any suburb of metropolitan Melbourne (Berry and Hall
2001). Research conducted in Australia has shown that even the very limited stock of
affordable housing available, is occupied by higher income households (Yates & Wulff,
2005)



People with complex disabilities are often excluded from private rental because of the
physical inaccessibility of the housing stock. In Australia there is no legislation to ensure
that residential housing is built according to accessibility standards.



Discrimination by landlords and real-estate agents often effectively excludes people with
intellectual disabilities from the private rental market. The reluctance of homeowners to
rent property to a person without a proven history in the private rental market, also creates
a significant barrier for many people with intellectual disabilities. Landlords are not
required to account for their choice of rental applicants.



Public and social housing is also extremely difficult to access for people with intellectual
disabilities due to enormous waiting lists, and competition with other low-income
households. People with intellectual disabilities do not have priority access to public and
social housing in Victoria, and in some cases are even disadvantaged compared to other
applicants because social housing agencies are often reluctant to take people with
disabilities who do not have sufficient supports available and are thus at risk of being
poor tenants. The table below provides data on the waiting lists for public housing in
Victoria (Department of Human Services, 2008b):

Southern
Metro
Region

North &
West
Metro
Region

Public housing
6339
units in region

27,619

People on the
waiting list for 4,485
public housing

9,706

Eastern
Metro
Region

Gippsland

Barwon
South
West

Grampians Hume

Loddon
Mallee

15,942

4206

5770

3483

4805

5330

14,548

920

2,458

874

1,271

1,077

3.3 Inappropriate placements in nursing homes and SRSs as a result of unmet need


Due to lack of access to affordable private rental, public housing or shared supported
accommodation, people with intellectual disabilities are often forced to turn to highly
inappropriate forms of accommodation such as respite facilities, nursing homes and
Supported Residential Services (SRSs).



The 2003 SRS Census (Department of Human Services 2003) has found that 13% of
residents in pension-level SRSs have an intellectual disability, 8% have an acquired brain
injury, 45% have a psychiatric illness and 2% have serious medical issues. Only 3% were
reported to have no disability.



SRSs, particularly pension-based SRSs in which people with intellectual disabilities are
more likely to be accommodated, are privately owned, sub-standard congregated forms of

accommodation. The 2006 Disability Act does not apply in SRSs. For example the Act
requires 60 days notice of rent increases, and restricts the amount of rent that can be
charged in advance. These protections, which cover residents of Community Residential
Units, do not apply for residents of SRSs and there are currently no restrictions on the
amount payable upon entry into a SRS. SRS residents also do not have the legal
protections that rooming house residents have under the Residential Tenancies Act 1997.


Pension-level SRSs are becoming unviable, and many of them are closing down. In 20052006 five SRSs closed, resulting in the loss of 83 pension-level beds (Community
Visitors 2007: 20). No planning is in place to find alternative accommodation and support
for people with intellectual disabilities living in SRSs that are in threat of closure.



Community Visitors reports raise serious concerns about the adequateness of SRS
facilities for people with intellectual disabilities: “During this year, Community Visitors
witnessed a young man cutting himself, apparently attempting to commit suicide… In
another SRS the incident book noted three recent serious incidents: an attempted suicide;
a man armed with a knife threatening to cut himself; and a resident threatening to cut out
his eye with a coat hanger. In yet another SRS, staff found a resident sitting on her bed
with a lamp cord around her neck, holding to an end of the cord with each hand. She told
staff she was going to kill herself. These are very disturbing events, and it is a serious
question whether SRS staff are trained or equipped to handle them.” (Community Visitors
2007: 5)
Box 2
Jim is a 21 years old person with an intellectual disability. His family applied in
DHS for him to access supported accommodation, but they have been advised he
is not “really suited to a CRU”. Over the last three years he has been placed in a
series of inappropriate accommodation settings, including SRS’s and aged care
facilities, none of which have met his particular needs for support. As a
consequence of successive “failures”, his mental health has deteriorated to the
extent that he became suicidal, and he has been hospitalised twice for treatment
of psychosis. Despite the urgency, he still hasn’t been offered supported
accommodation and is once again back in an SRS. (Reported by VALID)



Several SRSs rent out beds for respite. This means people moving in and out on a regular
basis, disturbing the sense of continuity which is essential for a feeling of home.
(Community Visitors 2007: 5-6)



Level of maintenance in SRSs is often very poor, particularly in pension-level facilities
which are often located in older run down buildings: “strong urine smells, carpets
requiring cleaning and/or replacing, soiled and smelly bathrooms and broken or missing
lights…damaged and soiled window coverings, painting upgrade needed, overflowing
gutters on roofing, broken steps and ramps, poor heating and cooling, cigarette butts lying
around internally and externally and unkempt gardens.” (Community Visitors 2007: 18)



Many pension-level SRSs do not provide activities and programs, often because of a lack
of funds or low staffing ratios.



Very little, if any, consideration is given to compatibility between residents in SRSs and
limited support from staff is in place to ensure such incompatibilities do not lead to
incidences.

Box 3
A recent publication in The Age newspaper (Reilly 2008) reports allegations
raised by former workers in an SRS operating in Victoria. These workers have
filed complaints in DHS about neglect and physical and verbal abuse of
residents by the proprietor. The complaints include reports of physical abuse
which in some cases resulted in injury. The proprietor is also the only carer on
site overnight, and is allegedly ignoring emergency calls from residents
requiring assistance between 8pm and 7.30am. The findings of DHS’s
investigation into the case have not been made public, although the
Department consequently imposed new conditions on the license to run the
facility. While this is an extreme case of neglect and abuse in an SRS, which
does not necessarily represent what is happening in all other places, it
highlights the lack of regulation and control to which residents of SRSs are
extremely vulnerable, particularly if they have intellectual disabilities.



People in crisis are often accommodated for long periods in respite facilities which were
originally designed to provide temporary relief for families supporting relatives with a
disability. In March 2006, 40 people continued to live in respite facilities for long periods,

in some cases years (Community Visitors, 2007: 17). The current figures are probably
much higher. When respite beds are occupied for longer-terms - in some cases years - by
individuals in crisis, they can no longer serve their purpose, and families have no respite
services available for them. The ongoing demands of care-giving with no respite
sometimes results in relationship breakdowns, and consequently more people with
intellectual disabilities in crisis.

Box 4
Lea has been living in a respite facility in the North-West region for two years. Her
pension and her family funds the costs of approximately $175 per week. She has a
high level of support needs, and presents challenging behaviours, including incessant
screaming. Living in a respite facility means that different people are moving in and
out on a daily basis, she has very limited privacy and no sense of permanency and
home. Individualised packages, as allocated by DHS, are too small to provide
sufficient supports for Lea to live in the community. She is on the register for shared
supported accommodation, and is classified as urgent priority, but no vacancies are
available and it is not clear how issues of compatibility between her and the other
residents will be addressed, given the lack of resources. (VALID 2007: 6)

3.4 Approach to address unmet need


Following an understanding that unmet need is the result of inadequate planning and lack
of resources, and the cause of unnecessary suffering for people with intellectual
disabilities and their families and the chronic crisis-driven nature of the disability service
system in Victoria, we call for immediate and extensive action by the Government to
provide the essential supports and services required for those in need:



A proactive population needs based planning approach be adopted so that
funding for current and future accommodation and support is planned with
account of the current and future projected population of people with intellectual
disabilities, their location, characteristics and support needs.



Allocation of funding packages must be based on a holistic understanding of the
intensity of a person’s support needs including physical, emotional, and
developmental.



Resources allocation should be proportional to the support needs of individuals
applying. (Annual Roundtable on Intellectual Disability Policy in Victoria 2007:
46).



A person assessed as eligible for disability services should not be denied access to
housing and support services, either in the form of shared supported
accommodation or an individualized package of support and access to social
housing.



If a person is unable to afford to purchase their own housing or rent in the private
market, responsibility for the provision of housing rests with government
departments and community based organizations (Annual Roundtable on
Intellectual Disability Policy in Victoria 2007: 46).



Public and social housing should be dramatically increased and a proportion of all
units should be allocated to people with disabilities (Annual Roundtable on
Intellectual Disability Policy in Victoria 2007: 46).



Lack of timely and adequate access to support services must not be a barrier to
entry into social or public housing. The office of housing, housing associations
and disability services should work in partnership to establish effective
coordination of housing and support.



Emergency housing should be put in place to provide immediate short-term
accommodation for people with intellectual disabilities in crisis, mainly for those
experiencing homelessness or exposure to abuse. Long-term housing should not
be used as crisis housing, and crisis housing should not be used as long-term
accommodation, just as a temporary arrangement while an appropriate long-term
placement is set-up.

4. Unequivocal commitment within a specific time frame for
deinstitutionalization


It is crucial that the State Government consistently follow its policy of
deinstitutionalization, complete the closure of existing state run and state funded

congregate care facilities, and curtail the creation of new forms of congregate care and
institutionalization of people with intellectual disabilities by non-government agencies.



Deinstitutionalization in Victoria has made some important achievements but is not yet
complete. Some state-run institutions are still operating, and other forms of congregate
care facilities providing substandard housing for people with intellectual disabilities are
abundant. These facilities include Colanda Residential Services in the Barwon-South
Western region, Sandhurst Centre in the Loddon Mallee region and Plenty Residential
Services in Bundoora. There are still more than 220 people living in undesirable and
deteriorating institutionalised environments that are in need of urgent decisions for
redevelopment. (Community Visitors 2007: 16). AIHW data from 2006 states 167 other
people living in hostels.



The understanding that people with intellectual disabilities should not be congregated is
based on the principles of improving their quality of life and their community inclusion.
Three decades of research have unequivocally demonstrated the improved inclusion and
quality of life outcomes for people with intellectual disabilities who move out of
institutional environments and live in small scale group homes in terms of :


more choice and self-determination



more frequent contact with people in their social networks



more participation in community-based activities (Emerson & Hatton’s (1996) review
of 71 publications on the effects of deinstitutionalisation between 1980-1994 in the
UK and Ireland and Noonan Walsh et al (2008) review of literature between 19942007.)



The inherent characteristics of institutions create conditions that are the very antithesis of
those necessary for social inclusion and individual efficacy of people with intellectual
disability.



Institutions ‘have become humanly and socially and culturally unacceptable …and cannot
be substantially changed by reorganising work or increasing resource supply (Tossebro,
1996). “Institutions became both the symbol and the instrument of separation and
consequent stigmatisation of people with an intellectual disability.” (Bradley, 1996).



Institutionalizing people with intellectual disabilities in congregated, often isolated,
facilities is a form of exclusion. It undermines their ability to take part in mainstream
society and further marginalises them as an invisible population. Exclusion is not just the

wellbeing of one individual in a particular time and place. It is about deeply embedded
social norms and material realities in which certain social groups are systematically
rejected from participating in social life. Exclusion is a vicious cycle in which people’s
poverty and vulnerability only get worse over time, because it further reduces their ability
to improve their own lives.

Box 5
The central feature of total institutions can be described as a breakdown of the
barriers ordinarily separating the three spheres of life. First, all aspects of life
are conducted in the same place and under the same single authority. Second,
each phase of a member’s daily activity is carried on in the immediate
company of a large batch of others, all of whom are treated alike and required
to do the same things together. Third, all phases of the day’s activity are
tightly scheduled, with one activity leading at a prearranged time into the next,
the whole sequence of activities being imposed from above by a system of
explicit formal rulings and a body of officials. Finally, the various enforced
activities are brought together into a single rational plan purportedly designed
to fulfil the official aims of institutions. (Goffman 1961/1978)



The notion of social exclusion means that even if cluster housing ‘might reflect the choice
of a few now…(it) will live behind a legacy of bricks and mortar that will restrict choice
and segregate people with intellectual disability for decades to come’ (Bigby 2004b: 204)



Debate continues about the potential benefits of living in cluster housing particularly for
groups labelled as having challenging behaviour or with severe or profound impairments.
The driving force behind much of the debate is not so much the advantages of larger scale
living, but rather the failure of small group homes to match expectations and deliver
community inclusion (Bigby, 2004b). Research, for example, reflects similar views to
those often put by families in media campaigns, demonstrating that the physical presence
of people with intellectual disabilities in small group community homes does not always
equate with social connectedness and community inclusion (Kim et al. 2001; Noonan
Walsh, 2008; Hatton & Emerson, 1996; Young et al. 1998). Shared supported
accommodation has been the dominant model to replace institutions and congregate care,

but as Hatton suggests, outcomes are ‘are far from optimal when judged against
normative standards, notions of decency and acceptability or the aspirations associated
with the model itself’’ (2001, p. 6).


The closure of institutions creates the conditions necessary for social inclusion, small
scale community living models but these are not sufficient in themselves to attain it. A
mediating factor is the weak implementation of such models, illustrated by the significant
variability found in the outcomes for people with intellectual disability in shared
supported accommodation. The worst programs deliver outcomes that resemble
institutional life whilst the best can foster engagement and community participation for
people with severe as well as mild intellectual disability (Mansell 2006).

4.1 Approach to address continuing institutionalization of people with intellectual
disabilities
Following the principles of social inclusion and improved quality of life for people with
intellectual disabilities, we call for the following actions to be taken:


The State Government make an unequivocal commitment within a specific time frame to
close Colanda, Sandhurst, Plenty Residential Services and other state-funded congregated
facilities



Residents who move out of congregated facilities must be given a choice of communitybased options that include housing as well as support appropriate to their needs.



Implementation of alternative models of housing and support, including shared supported
accommodation, should be attentive to the variety of factors which determine quality of
life and inclusion outcomes for residents, as elaborated in the following section.

5. Strategies to improve outcomes in shared supported
accommodation and other housing and support models


Much of the debate about the future directions of the disability services sector is about the
model of housing and support that would be most appropriate for people with intellectual
disabilities. It is important to understand that factors which determine the effectiveness of
each model are complex. There is no one housing and support model that can work as a
blanket solution for all people with intellectual disabilities. A careful and detailed policy

response should be taken to improve existing models and to introduce new ones in a way
that is inclusive and effective.

CSTDA-funded housing and support models by number of users in Victoria, 1997-2005
(AIHW 1998; AIHW 2002a; AIHW 2006)
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The graph above illustrates trends in the models of housing and support in Victoria. A
significant increase occurred in the number of individualized ‘in home’ services provided.
Around 6,000 people have received new in home services based on individualised
funding. However, 77% of individualised funding packages are valued less then $10,000
and only 1% exceeds 55,000 (Victorian Auditor-General 2008:1).



In terms of funding, shared supported accommodation is still the dominant model of
housing and support in Victoria, with 49.5% of the overall disability services budget
allocated annually to “Residential Accommodation Support” which comprises shared
supported accommodation and congregate care (Department of Human Services 2006:
32)



Shared supported accommodation is still highly sought after by families caring for a
person with an intellectual disability – as evident from figures of 1,358 people in June
2008 on the Disability Support Register. However, no new CRUs have been built in

recent years to meet the increased demand apart from those built under the KRS
redevelopment.


The main problems associated with shared supported accommodation are their
inflexibility to allow individual lifestyle and choice for residents, as well as problems of
incompatibility between residents (see Box 6 below).

Box 6
A survey conducted by Reinforce Inc (Efstratiou 2003) among residents in CRUs
has found that most participants did not choose to live there, and have not chosen
who lives with them and who would support them. Most participants stated that
they were not even asked. Most participants were dissatisfied with their coresidents. Most participants had to ask staff before using the phone or inviting
guests. Only half of them had a key to the house. Most participants stated they
have to eat at the same time as the other residents and go together on the same
outings, as one of the participants tells: “When we go out, all residents have to be
able to, or no-one goes. Like Luna Park for instance, one resident can’t move
easily, one gets agitated, so we can’t go” (p. 9)
Colin Hiscoe, President of Reinforce concludes: “Members of the community
have the right to live where they want and do what they want. Why can’t people
with intellectual disabilities have the same right within the law?”



People with low levels of support needs may often lead a less restrictive life in supported
independent living rather than group homes if provided with sufficient training and
sufficient ongoing supports. However, for people with middle to high levels of support
needs, group homes are still a highly important housing option.



A large body of research now suggests such variation in group homes is due to staff
practices and the organisational elements that mediate these (Noonan Walsh 2008). Once
a threshold of resources is passed, it is their effective use rather than more resources that
makes the difference. The situation is summed up by Felce and Grant (1998) who suggest
‘the devil is in the detail’. Attention to the details of program implementation and
management is fundamental in determining outcomes for residents. Shared supported

accommodation is not a defunct model but one that holds significantly more potential
than is currently realised in Victoria.

Box 7
Clement and Bigby (2008) found that some residents who moved to CRUs after
the closure of Kew Residential Services, have experienced greater community
presence in their new homes. However, the level of their community
participation has remained low. Many activities outside the CRU take the form
of a group-outing, and most decisions and interactions with other community
members in such outings are made by staff and not by residents. This results
from various factors such as the roster of staffing in the house, the use of big
vans which orient towards group-activities, staff’s understanding of their role in
facilitating community participation and the attitudes of people in the
community towards people with disabilities.


Not all group homes are the same. Variation in quality between different group homes is
significant. The factors that affect quality of a group home are complex:
o Quality and training of staff


‘The way staff provide support to the people they serve has been singled out as
a key determinant of outcome’ (Mansell 2005: 25).



Particularly important is the role of the house supervisor, as a manager and
leader of the other staff. Their work, however, is often hindered by excessive
paperwork. Also, they have few opportunities to supervise some of the other
staff in the house due to the way rosters are organized. (Clement & Bigby
2007)



Workforce instability is caused by frequent use of casual staff in many CRUs,
high levels of staff turn-over and other practices whereby permanent staff are
taken from one house to fill temporary roles in others. The instability of the
workforce makes it hard to develop significant relationships between staff and
clients and to provide on-going training and supervision (Clement et al. 7980).

o Mix of residents and their compatibility
o Physical design of the house:


Group homes may be designed in a more flexible way to allow residents more
privacy in separate sections of the house, while still maintaining their access to
support staff.



A DHS survey from 2004 has found that 200 CRUs do not meet accessibility
requirements and occupational health and safety standards. Since then only 51
houses have been replaced, and nine have gone through major refurbishments.
(Victorian Auditor-General 2008: 3)



The staff’s office is often the most ‘lived-in’ room in the CRU, staff’s toilets
most clean and homelike. The separation between staff and residents creates
an institutional environment rather than one that is homelike (Clement et al.
2007).

o Location: some CRUs have no easy access to public transportation and other
community resources.


Despite the variation between houses, most of these issues are systematic and can be
attributed to limited resources, poor protection of residents’ rights and weak
implementation.
o Residents in CRUs are not protected by tenancy rights as all other renters in the
general community. People with disabilities who live in “a home for the aged or
disabled or like institution” are not covered under the Victorian Residential
Tenancies Act (1980) (AMIDA 1997). While the new Disability Act 2006 now
covers residents of CRUs, it remains unclear about tenancy issues. With
maintenance, for example, the Act vaguely states that the service provider is
required to “ensure that the premises in which the residential services are provided
and any fixtures, furniture and equipment provided are maintained in good
repair”. There are no explicit requirements for a specific time length within which
providers should fix the problems, as in the Victorian Residential Tenancies Act
(1980).



Many of the problems in accommodation and support are not related to one specific
model but are evident across the whole sector and across all housing and support models.
Community Visitors, for example, have identified “a large number of unsuitable and often
bleak and depressing facilities where many residents, sometimes with deteriorating
health, are forced to reside. This is a widespread problem irrespective of who is the
landlord – DHS, a community service organisation, Singleton Equity Housing, the Office
of Housing or a private landlord… nearly one quarter (24 per cent) of all issues raised by
Community Visitors during the reporting year relate to fabric and maintenance concerns,

with 712 (or 20 per cent) specifically referring to upkeep of building and fittings.”
(Community Visitors 2007: 18)


New models of accommodation and support are currently developed through partnerships
of Government and non-government agencies, under the Accommodation Innovations
Grant scheme, the Disability Housing Trust and other initiatives. Such innovations are an
important step towards a more creative service system, and may open up new ways to
overcome some of the challenges, and to increase the variety of options available. Several
of these initiatives aim – and are in some cases successful – in fostering long-term
informal support networks for people with intellectual disabilities.



However, the last injection of funds for new Innovations in Accommodation was in 2004
and not all innovative projects have received ongoing funding.



Moreover, most new models which are developed predominantly cater for people with
low levels of support needs.



Shared equity or private/ public initiatives such as those pursued by the Disability
Housing Trust require significant time and resources for development, and extraordinary
coordination to ensure funding for both housing and supports and to develop a long-term
informal support network. The number of new housing units that have been placed on the
ground under such initiatives is very limited, and is far from meeting the increase in
demand estimated at about 4-5 percent annually.

5.1. Principles for development and refinement of housing and support models


Housing and Support models developed, including response to unmet need, must not offer
congregate care, cluster housing or institutionalised options which are inherently contrary
to principles of community inclusion in the Disability Act and the State Disability Plan.
Housing should meet standards which include a clear limit to number of residents on a
single site



People with higher levels of support needs, people with challenging behaviours and older
people with intellectual disabilities should not be excluded from new models that are
developed. Specialist innovative programs should be developed for these particular
groups.



There is a need for direct investment in projects and infrastructure to promote innovative
programs; they cannot be totally reliant on existing individualised funding schemes. For

example, in the KeyRing model (described in Box 8 below) group-based funding ensures
that even if some of the members of the network leave, it does not collapse.


Development of new models of housing and support should occur alongside strategies to
improve the quality of support provided by shared supported accommodation.



Continuous staff development through ongoing training programs. House-supervisors
should be supported to play a more significant role as mentors working closely with all
other staff members.



Systematic and independent monitoring of the quality of service across the shared
supported accommodation system to ensure all services meet standards, without
increasing the administrative burden on staff.



Significant resources immediately allocated to refurbishment of CRUs in a way that
improves their design to allow more private space and less shared space, including
breaking up of larger houses into smaller units, where possible, to deliver better quality
outcomes and address issues of tenant incompatibility.



People living in shared supported accommodation wishing to move out should be
provided with sufficient supports to be able to do so.



People must be able to exercise choice about residents with whom they share a home,
including the possibility of forming relationships with others that may lead to live in
partnering.

Box 8
KeyRing is a support model developed in the UK in which refers to a local
network of people with mild intellectual disabilities living independently in the
community. Members of the network provide each other with mutual support to
strengthen community links Members of such rings increase their own
resourcefulness as individuals and as a group and increase their involvement in
the local community. People with higher support needs are not the KeyRing target
group (Simons 1998).

6. Acknowledgement of diversity among people with intellectual
disabilities in the planning and provision of services

People with intellectual disabilities are a diverse group of people with different needs and
desires. Any policy response to unmet need must address these differences, in order to avoid
blanket solutions which may be appropriate for few, but have negative exclusionary
implications for many others. Particular consideration should be made for people with
complex disabilities and higher levels of support needs and for people with behaviours that
are considered as challenging. Moreover, attention should be given to the changing nature of
support needs.

6.1 Individualised funding without exclusion of people with high levels of support needs


The Disability State Plan highlights the importance of individualizing services for people
with intellectual disabilities. Growth funding in disability accommodation and support
has been redirected towards individualised funding schemes which provide recipients
with a limited number of support hours each week, wherever they live. This policy
enables more people to live independently in the private housing market, rather than in
government funded group homes. However, people with higher levels of support needs
are currently excluded from access to individualised funding, as explained below.



The vast majority of individual packages allocated in Victoria are smaller than $10,000
per year for one individual and only 1% of all individualised support packages provided
by DHS exceed $55,000 (Victorian Auditor-General 2008:1). In comparison, supporting
an individual living in a group home costs DHS and support agencies over $70,000 per
year. Hence, the current allocation practices mean that individualised packages are really
only beneficial to people who require very limited supports to live independently, and
excludes people with high levels of support needs.



Smaller packages of individualised funding enable people with low levels of support
needs to move out of shared-supported accommodation, thus allowing them to lead a less
restrictive life, while freeing up vacancies for other people with high levels of support
needs to move in to shared supported accommodation.



However, almost half of the people moving out of CRUs are not moving into more
independent living arrangements, and some move to SRSs which are even more
congregated than CRUs and provide a lower living standard. In 2004-5 only 55% of the

people moving out of CRUs have moved into independent living arrangements (in private
rental or public or social housing), 31% have moved back to live with their family carers
and 14% have moved into SRSs (Kihl Larssen 2006).


Moving people with low support needs out of CRUs implies a redefinition of the shared
supported accommodation model, orienting it towards clients with higher levels of
support needs. This process calls for reforms in the shared supported accommodation
model in terms of funding, management, organizational skills and transitional
arrangements. The need for such reforms has not yet been addressed in policy (Bigby and
Fyffe 2007).



Most people with medium or higher levels of support needs have no access to
individualised funding, because packages are too small, nor to group homes, because the
few vacancies that arise are allocated only to people classified as having an urgent need.



Allocation of packages which are too small to meet the actual needs of their recipients in
the absence of accommodation standards, has led to the creation of new congregated
facilities by non-government organisations. Several organisations in Victoria have
initiated housing developments to cater for clients receiving individualised funding
packages. However, because these packages are often too small to provide the actual level
of support a person requires, some support agencies chose to develop a clustered or
congregated facility where residents can share their supports. Such facilities are in some
cases more than three times larger than CRUs in terms of the number of residents
congregated on a single site. This is the very opposite outcome to that which is implied by
the notion of ‘individualization’. Therefore, an individualized funding package allocated
should be attached to a person-centred plan which is audited systematically, to ensure
outcomes meet the principles of community inclusion and individual choice.



One of the major roles of the welfare state is to support those who are most vulnerable
(Rawls 1971) – in this case people with higher and more complex needs. In many ways,
this principle offers a safety net for all citizens. This principle means that people with
higher levels of support needs should not be excluded from individualised funding, but
rather prioritised.



Allocation of larger individualised funding packages would enable people with
challenging behaviours to move out of group homes. Group settings such as shared
supported accommodation are inappropriate for people who have very serious difficulties
living with others, but in Victoria such options have become the default option for people

with challenging behaviours in the absence of other alternatives. Supporting people with
challenging behaviours to move out of group homes to more individualised settings, with
sufficient specialised supports, may solve many of the compatibility problems which
undermine quality of life for most residents in shared supported accommodation in
Victoria. Group-homes may thus become more liveable homes.


Many people with intellectual disability, particularly those with more severe and
profound impairment will find it difficult to express their own preferences and
aspirations, and rely on others to identify needs and organise support to meet these.
Research on individualised funding suggests the importance of peer or professional
support in the planning process for all service users (Askheim, 2003). It also highlights
the potential need for independent advocacy for adults with intellectual disability to avoid
conflicting interests and ensure as far as possible decisions reflect those the person would
have made rather than what parents or others may regard as being in their best interests.
Independent advocacy is rarely available in Victoria, and should be strengthened to
support people with intellectual disabilities in the process of applying, planning and
implementing plans for support and accommodation.

6.2 Individualised living arrangements for people with challenging behaviours
People with challenging behaviours are often placed in shared supported accommodation
because of their intensive support needs. However, group housing is often the least
appropriate model for them. A person with challenging behaviours has serious difficulties to
share a home with other people. That person as well as their co-residents will all suffer from
such an unsuitable placement, as evident in the account in Box 9 below. Challenging
behaviours may be reduced if people are allowed and supported to lead a lifestyle based on
their individual needs and desires, in more individualised accommodation settings.

Box 9
VALID reports constant complaints coming from people with intellectual
disabilities and families about clashes between residents in group homes,
particularly sharing in group homes with one or more people with challenging

behaviours or autism. In one case, for example, five people with challenging
behaviours were housed together in a CRU. The result was daily incidents,
friction between the residents as well as their families and extreme pressure on
all concerned, including the staff. Over this time, DHS spent vast resources to
try and ease the pressure through training programs and workshops,
consultancies, meetings, appeals, investigations and assessments – the ‘hidden
costs’ (Mansell 2007) of inappropriate placements. Eventually, the housed
closed down and all residents were transferred to other CRUs. Nevertheless,
the problem of incompatibility has not been fixed – just transferred. It should
be acknowledged that group living is inappropriate for many people with
challenging behaviours, and that a more individualised and specialised
approach should be taken to accommodate and support them.



Evidence shows (see Box 10 below for example) that vacancies in shared supported
accommodation in Victoria are often not filled because of the behaviours of some
residents. It means that the efficiency of the whole service system is undermined by
inappropriate placements of people with challenging behaviours in group settings.

Box 10
Michael, manager in a non-government support agency providing CRUs: “We
have 3 residents in one of the houses … who have challenging behaviours, and
can be quite aggressive... That’s why we have three residents in a six- bedroom
house. And we’re supposed to have a fourth person in there, but we are not
prepared to move another person with a challenging behaviour into the house,
because we don’t believe it will serve anyone’s needs. And we’ll be willing to
talk about taking two people into the house … who didn’t have challenging
behaviours. But we’re concerned about people being subjected to abuse, and so
that has to be the right two people who will be strong enough”.
Michael’s account raises the impossible dilemmas which are inevitable when
people with challenging behaviours are placed in group homes. On the one
hand, it is not fair to house two people – even if they are ‘strong enough’ - in a
house with three people who may be abusive; on the other hand, it is also not

fair not to fill up vacancies with so many people on the waiting list in urgent
need; and, it is not fair nor wise to cluster people with challenging behaviours
together. Since each of these solutions is extremely unfair, it appears that the
only way forward is to individualise supports for people with challenging
behaviours (Vizel, Forthcoming)



An understanding that group housing is an inappropriate housing model for people with
challenging behaviours, and placement in group homes has detrimental outcomes to them
as well as for other other residents, leads to the conclusion that people with challenging
behaviours should be supported to move into more individualised settings with intensive
supports.



Despite the perceived additional costs of providing one-on-one supports for people living
on their own, this is unlikely to be so in the long run as savings are made on the costly adhoc responses to problems created by incompatible residents in group homes and unfilled
vacancies in group homes (see Box 9 for example).



Once supported in a more compatible model, it is likely that some of the challenging
behaviours will disappear and over time support requirements will decrease. Several
organizations in Victoria have put in place individualised accommodation and support
arrangements for people with challenging behaviours (See Box 11 for example), but such
programs continue to operate as isolated ‘best practice’ cases and have not yet been
adapted on a wider basis within the service sector despite the pressing need and
placement in a CRU is still the default and only option considered in planning for people
with challenging behaviours.



Challenging behaviours should not be used as an excuse to institutionalise people. In the
1997 closure of Janefield and Kingsbury Training Centres, while 250 people were moved
to group homes, 100 other people were moved into a new institution that was built for
them, Plenty Residential Services, with an explicit explanation that this is because they
require additional supports due to ‘physical and behavioural needs’ (Coalition Against
Segregated Living 2000: 2). Such practices exclude people with challenging behaviours
from the principles enshrined in the Disability State Plan, by condemning them to
continuing institutionalisation. For example, the annual report of the community visitors
program drew attention to the ‘‘institutional nature’’ of this service, suggesting that
significant cultural and attitudinal change needs to occur to address the ‘‘sense of staff

bringing the world into residents’ lives at PRS, rather than looking to provide
opportunities to take residents out into the world’’ (Community Visitors, 2003: 7).

Box 11
Naomi is a 51 years old woman with an intellectual disability. She had first
been institutionalised as a child and an attempt to move back to live with her
mother failed as their relationship broke-down shortly after. After many years
of wandering between different types of inappropriate accommodation in group
settings, Naomi has only recently moved to live on her own under a new
person-centred program led by the non-government organization that has been
supporting her in her previous CRU. After so many years, she finally lives in a
place she can call home and where she would like to stay. Also, there are no
other co-residents who suffer from her behaviour. Naomi was able to access
individualised housing thanks to the availability of individualised funding and
individualised planning mechanisms, as well as her relatively low level of
support needs (which was not as low when she lived with other people as it is
now when she is living independently). She finally has a real home where her
obvious difficulty to live with other people is not constantly tested.



Individualising supports for people with challenging behaviours should not be used as a
way to socially isolate them. As Mansell (2007) argues, it is not ‘simply a matter of
switching the service model and expecting the problem to disappear’ (p. 8). A specialised
and intensive support program should be provided to avoid this and other risks.

6.3 Changing needs


As people age, their supports needs change and often increase. Community Visitors, for
example, noticed in their visits to CRUs in 2006 an increasing number of people
displaying the onset of dementia. (Community Visitors 2007: 17). Neither the disability
sector nor the aged-care sector in Victoria adequately addresses the needs of older people
with intellectual disabilities. (Bigby 2002)



Most dominantly, people with intellectual disabilities in the age group of 50-60 have
poorly serviced accommodation needs (Standing Committee on Community Affairs
2007). 1,364 people with disabilities in Victoria aged 50-65 and another 220 aged less
than 50, live in aged care facilities. 15% of them have intellectual disabilities
(Department of Health and Ageing 2006; Winkler et al. 2006).



Nursing homes are highly restrictive forms of accommodation, inappropriate for most
people with intellectual disabilities. Numbers of young people in nursing homes in
Victoria appears are increasingly particularly for people in the age groups of 30-39 and
60-64 as evident in the table below (data obtained from the Department of Health and
Ageing, cited in Young people in Nursing homes National Alliance, 2008, and is not
specific for people with intellectual disabilities):

Year/Age group

0-9

10-19

20-29

30-39

40-49

50-59

60-64

Total
under
65

March 2005

x

x

14

34

163

655

663

1,529

March 2006

0

x

14

40

169

661

681

1,565

September 2007

0

x

15

43

154

649

752

1,615



Significant too is the inappropriate placement in residential aged care of ‘younger older
‘people with intellectual disability, who in their 60s and 70s are much younger than other
residents, and remain for much longer periods of time. They have difficulty forming
relationships with other residents and participating in activity programs community, and
staff often lack the expertise of supporting people with intellectual disabilities. (Bigby et
al. 2008).



Moving to another service often means relocation from the local community, and thus a
loss of the natural support network. There is no policy in Victoria to support aging in
place and adapt funding to take account of changing needs as residents in shared
supported accommodation age. In fact policy documents explicitly maintain that clients
are expected to move to another service (Bigby and Fyffe 2007: 24). This is
discriminatory and contrary to the policy intent applicable to the general population that
supports aging in place (Bigby, 2008)



The disability sector should take a leading role in the provision of housing and supports
for older people with intellectual disabilities, to avoid premature and inappropriate
admission to residential aged care and develop the capacity of the geriatric and
community aged care services to provide services to people with an intellectual disability
who are aging. (see Box 10 below) (Bigby 2002: 240).

Box 12
Cooperation between the disability sector and the aged-care sector has been
successful in the US, where joint planning is mandatory and takes place in research
and teaching consortiums in key Universities, in regional joint planning forums,
conferences and joint initiatives to produce innovative programs. (Janicki 1994;
Bigby 2002)
In Australia, a “significant cross-sector pilot program was established in 2003/2004
by the Department of Health and Ageing as part of their Aged Care Innovative
Pool Pilots (AIHW, 2006). Nine projects across Australia were established to
explore the provision of community-based aged care services for ageing residents
in group homes. Objectives were to identify age-related needs and to test whether
the addition of aged care services would reduce inappropriate entry to residential
aged care. The programs were targeted at residents assessed as eligible for
residential aged care. State governments, in partnership with disability provider
organisations, maintained existing disability supports while project funds
purchased additional services through partner aged care providers. The projects
demonstrated improved quality of life for older residents and the feasibility of
supporting them to age in place largely through additional health planning, access
to allied health care, and day-time community support. Furthermore, the projects
demonstrated the potential of cross-sector partnerships when resources are made
available to support them. Highlighted also was the complexity of distinguishing
age-related from disability-related needs, and the importance of joint assessment
processes by ACAS and disability services (AIHW, 2006). Despite advocacy from
the disability sector in support of these pilot programs, they were not continued”
(Bigby 2008: 80)



People with mild intellectual disabilities which are just slightly outside the eligibility
criteria for state funded disability services are also at risk of homelessness, as their needs
change over time.



As with the rest of the population, personal relationships among people with intellectual
disabilities change over time. However, support and accommodation services are often
too inflexible to adapt to such changes in relationships, particularly for couples moving
into a relationship or out of one (see Box 13).

Box 13
Adam has an intellectual disability and lives in a group home with four other men.
He is the only resident who has had a girlfriend and he found that he had little
privacy in the group home to spend time with her. Even when he was in his room
with his girlfriend the other residents would often come and stand outside the door
or knock to come in. Staff tried to discourage this but with limited success. Adam
had even paid for the use of a motel room so that he could have time with his
girlfriend away from the group home but he could only afford this rarely. The
stress on his relationship resulting from the lack of private space had a negative
affect and the couple broke up. (Reported by AMIDA)

7. Principles to address housing and support for people with
intellectual disabilities
The following principles have been devised collaboratively by members of the 2007 Annual
Roundtable on Intellectual Disability Policy which included representatives from DHS,
support agencies, advocacy organizations and researchers. We call upon the State
Government to endorse these as guiding principles to the provision of housing and support
for people with intellectual disabilities in Victoria (Copied in full from the Annual
Roundtable on Intellectual Disability Policy in Victoria 2007: 45-47):

Position Statement on Housing and Support
A person with intellectual disability and high, complex or changing support needs should be
able to expect standards and outcomes for housing and support that are equal to that of people
with less severe disabilities and wider community members.

Arrangements for structuring housing and support, and allocating funding should
achieve:


A partnership between formal and informal supporters, without placing an undue
burden on family before access to formal support can be gained.



People being able to live alone or share a small household with others with whom
they have a common interest, life pattern or friendship.



Forms of housing that are people’s homes and are the same as those available in the
general community.



Decisions about housing and support that are interdependent and ensure coordination
of support around the individual.



Opportunity for changes to daily life patterns.



Opportunity to use local services, public spaces and be included in the social,
economic and spiritual life of the local community.



Sustained involvement in their life of at least one person from outside the service
system who can help raise issues of concern and give voice to their interests and
involvement in the everyday running of their household.



Resources allocation that is proportional to support needs.

Arrangements for structuring housing and support, and allocating funding should NOT
mean that:



People with the highest support needs experience the worst, most restrictive, most
outdated or most unstable housing and support arrangements



People live in congregate living arrangements or facilities.



People are required to move as their support needs change.



Residential aged care is the default solution for people with increasing support needs.



People live with others with whom they have nothing in common.

Components of housing and support
1. Planning and
decision making
Timely and
Coordinated
Planning over a life
time








Rationale for
resources allocation

2. Decisions &
Advocacy










3. About support



Support is
Individualised




Timing of support decisions should assist, and not put at risk,
access to housing.
Support is not tied to a particular place of residence.
Individuals are not forced to move as their needs change.

Long term plans are developed with regular reviews.
Allocation of resources takes into account long term costs and
benefits not just ‘snap shot’ costs.
The impact of decisions on others are explicitly considered and
taken into account.
Transparent and inclusive of family and advocates, and all
providers.
Resources allocation is proportional to support needs.
Not tied in to access to services.
Cost is not a basis for refusal of housing or support.
Individuals have a relationship with at least one person outside
the service system who can help raise issues of concern and be
involved in decision making.
All decisions, including selection of support staff, are made in
consultation with the person with a disability, their family or
advocate.
Decisions about support are reviewed and monitored regularly
by the person, their family member or advocate.
People with complex support needs are a high priority in the
service system.
Support is organised around a person’s needs and preferences
and not dominated by organisational needs.
All regular support is coordinated and based on a person
centered plan which is reviewed regularly
Individuals are known well by their support staff and managers




Support is flexible,
reliable and
coordinated




Support enables
choice of activities
and participation in
a range of daily life
activities



4. About housing




There is a range of
housing and living
situations available











Housing in context
of the local area






Shared housing and



of support services.
Support and housing may be shared with others in the same
house or with people who live nearby.
If an individual shares a house, support is coordinated for the
household or group as well as each member.
.Confusion and inconsistency are minimized when support staff
change.
Support is available where each individual lives.
A choice of support provision is available through different
providers, staff and/or approaches.
Where support is shared, benefits, compromises and changes are
explicitly discussed and agreed on by all individuals affected or
their advocates.
Support changes in response to the type of lifestyle pursued by
people over time.
Support allows meaningful participation in the home and in the
community.
Support enables individuals to go regularly to places in the
community where they can become known.
Individuals can choose where they live and with whom.
Individuals can choose their form of housing i.e. house, unit, and
apartment; from the same range of housing options available to
the rest of the community of comparable age in their
geographical location.
Individuals can choose their mode of living i.e. to live alone, or
share with others, who are family, or friends, paid or voluntary
helpers or chosen house/flat-mates.
Individuals can choose to live in housing that has other people
with disabilities nearby.
An individual is not expected to live in a large scale congregate
facility unless they are of similar age and circumstances as the
typical resident population and it is the most appropriate option
for the person.
Housing costs and choice of housing takes into account people’s
incomes and financial plans.
Houses fit in with streetscapes and are not enclaves isolated
from the general community.
Houses are in close proximity to the street and neighborhoods so
people can see activity in their neighborhoods and participate in
it by easily going out, walking, shopping and using immediate
neighborhood transport and public facilities.
Any provisions for staffing are secondary and do not interfere
with the impression of the house being a home (e.g. staff or bus
car park is not the main external feature; any separate staff
facilities in the house are separated from the residents’ living
space.)
Individuals are not expected to live with others unless they chose
to do so.

support is by choice




Housing design







5. Housing Supply





If people do choose to share with others, they have a choice
about who they are.
Individuals are supported to think about the disadvantages and
benefits of various living situations (e.g. costs, socialization,
security, isolation, privacy, how they like to live).
Housing design should help to create a home, not a facility.
Housing is adapted to be fully accessible and take into account a
person’s capacities and physical, sensory and cognitive
impairments.
Housing is subject to the same requirements as any other private
home.
Individual needs are the primary reason for specific housing
design features. Design is not dominated by staff needs or
perceived future needs of possible future residents.
The interior of houses is homely and may have shared spaces for
social and household activities as well as private spaces.
If individuals are unable to afford to purchase their own housing
or rent in the private market, responsibility for the provision of
housing rests with government departments and community
based organizations with responsibility and funding for housing.
People with disabilities can expect that a proportion of all public
and social housing should be allocated to them without any
conditions attached.



There are population-based targets for the provision of housing
and support for all people with disabilities and for the sub group
of people with intellectual disability and high and complex
needs. In the absence of Victorian/ Australian population-based
data, the targets are at least comparable to those devised
overseas.

Monitoring and
organisational
accountability



Planning for systems
and person-centered
planning



The services and support provided by organizations is in
accordance with the disability standards and is regularly
monitored and reviewed.
Residents, and those who know them well outside the service
system, are regularly consulted in a meaningful way about the
quality of support provided.
Aggregate information arising from person-centered planning is
used to guide system-level planning and review.

6. About systems
Population based
targets
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Organisational capacity and people who at times exhibit challenging
behaviour
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Ian McLean
CEO
Golden City Support Services

Many disability support organisations report struggling to support people who at times exhibit
challenging behaviour. The majority of services continue with practice that is shown to escalate or
have almost no impact on challenging behaviour. This is despite a long history of research in this
area which has identified effective practice. Many organisations are either unaware or unable to
implement and maintain what is known to work. Paradoxically individuals and their families
purchasing services are not encouraged to identify organisations implementing effective behaviour
support practice. The aim of this paper is to reflect on ways to increase organisational capacity to
achieve best practice in behaviour support for people whose lives are too often diminished through
ineffective and risky practices.
Emerson (1987) was one of the first to define challenging behaviour in a way that recognised the
impact on people’s quality of Life:
“Severely challenging behaviour refers to behaviour of such an intensity, frequency or duration that
the physical safety of the person or others is likely to be placed in serious jeopardy, or behaviour
which is likely to seriously limit or delay access to and use of ordinary community facilities.”
Why this is important?
All organisations supporting people with an intellectual disability will be supporting people who also
have challenging behaviour – this is not a choice. For example, 80 - 90% of organisations providing
services to people with an intellectual disability will have times when people exhibit aggressive
behaviours, self-injurious behaviours or stereotyped behaviours (Mansell et al 2006); and, it is
estimated that between 25% - 40% of people with intellectual disability will exhibit challenging
behaviour (Fyffe , 1999).
What we know about service design supporting people with challenging behaviour is that
institutional care, ‘special units’ and grouping people with challenging behaviour in staffed housing
are all associated with worse outcomes for all involved. Mansell’s research suggests that typical
support for people with severe intellectual disability is characterised by: reliance on punishment
such as time out, ‘logical’ consequences, restraint; attention focused on problem behaviour and only

‘managing the moment’; insistence on the right to exclude and restrict; poor communication; not
enough to do; not enough help; inconsistent or no support and the needs of the organisation come
first. Spicer and Crates (2013 ASID Conference in Sydney) demonstrated that organisations
supporting people with challenging behaviour that adopt aversive or restrictive strategies rather
than non-aversive reactive strategies are using the least effective, most unsafe strategies. The
findings were that aversive or restrictive practices made the workplace more unsafe 46% - 47% of
the time by escalating behaviour; showed no reduction in risk 42% – 43% of the time and was only
safer 10% - 12% of the time. In contrast non aversive strategies linked to the function of a person’s
behaviour resolved the challenging behaviour, making the event safer 100% of the time. These
findings provide a stark contrast for organisations that under Occupational Health & Safety
legislation are required to reduce risks as much as ‘is reasonably practicable’.

The UK governments report into the Winterbourne scandal of 2011 revealed services that were
purchased for people who were exhibiting severe challenging behaviour, under the guise of
treatment centres, were institutional settings with aversive and restrictive interventions - all
elements linked to the worst outcomes for people with an intellectual disability - and in this case
turned into abuse and other criminal acts. This is the potential magnitude of organisational risk
when implementing inappropriate practices.
The UK Governments Transforming care: A national response to Winterbourne View Hospital
recommitted to the directions of the Mansell Report i.e. the best outcomes for people who at times
exhibit severe challenging behaviour are associated with small individualised services in a person’s
local community with skilled staff. (Mansell, Services for people with learning disabilities and
challenging behaviour or mental health needs, DH UK, 1993 & Revised 2007). People with severe
challenging behaviour show the greatest improvement in quality of life when moved from
institutional accommodation and institutional care to community living and skilled support (Mansell,
Journal of Intellectual & Developmental Disability, June 2006; 31(2): 65–76 ) However, many organisations
do not see behaviour support practice as ‘core business’ and do not develop organisational capacity
to implement best practice.
Implications for organisations
Developing organisational capacity requires a comprehensive approach across the organisation to
challenging behaviour to build and maintain the staff skill set that has been shown to be effective for
the person being supported and safe for staff providing support. Every person/ organisation/
authority that relies on restrictions to make a workplace safe when working with people with an
intellectual disability is on a downhill slope. Every new restriction is a new locus for a person’s
challenging behaviour – the positive behaviour support approaches are not the soft option – they
are the safest option.
Organisations need to adjust their approach. First, the person showing these behaviours is not a
‘problem’ to be fixed, or someone doing something wrong that needs to be stopped; the behaviour
is a sign that something – perhaps many things - aren’t working for that individual. It shows that
there is some need being unfulfilled, or a problem with communication. Unfortunately, even though
for most people who have severe learning disability, these behaviours are not premeditated and are

not designed purposely to upset, the emotional response they create in us tends to make us think
that the person is deliberately trying to ‘wind us up’ or that they ’are only doing it for attention’
(Scope UK)
Second, we need to understand the causes of challenging behaviours in people with an intellectual
disability. These include behaviours arising from frustration with communication; feeling out of
control, bored, anxious, unwell, overwhelmed or in pain (Ramcharan et al 2009) People with an
intellectual disability are vulnerable to these causes of challenging behaviour as a consequence of a
history of neglect, sexual or physical abuse, including some ‘treatments’; restrictive environment
which maximises confrontations; surroundings which an individual dislikes; lack of understanding of
the meaning of non-verbal behaviour by staff and family; and low expectations of staff and family
(Mansell et al 2006).
Third, research has identified where the capacity of an organisation and the skill sets of their staff
need to be focussed. This includes Positive Behaviour Support; Person Centred Active Support; Total
Communication; recognising and responding to mental health problems; Person Centred Planning
and developmental learning (Mansell, Services for people with learning disabilities and challenging
behaviour or mental health needs, DH UK, Oct 2007). Also identified through research are the
organisational processes which mean staff respond optimally and sustain staff practice: clear
practice-based leadership and vision, Person-centred, induction and refresher, practice competency
based training in positive behavioural support, clear proactive intervention and prevention plans,
Active Support, well-rehearsed reactive plans, staff supervision, weekly staff meetings, QA system,
information driven practice, and proactive stress management for staff (Allen 2010)
Final reflections
In the absence of capacity to implement and sustain proven practice, organisations and their staff
are left with the aversive and restrictive practice of punishment, chemical restraint, physical
restraint, seclusion and more and more staff: these are high cost, low effectiveness and most unsafe
options.
And people who benefit most from the richness of a community life miss out.
The Winterbourne report contains the following reflection “We should no more tolerate people
being placed in inappropriate care settings than we would people receiving the wrong cancer
treatment” (Transforming Care: a National Response to Winterbourne View Hospital).
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