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VALID PUBLIC STATEMENT

In relation to a recent individual advocacy case

Some public criticism has recently been made| of

successful application for guardianship of her adult daughter, who has severe intellectual

disability. We ask people to consider the wisdom and ethics of making or supporting public

comments in respect of private matters, particularly without questioning the veracity of such

comments. Contrary to the view that we had taken the side of the family rather than the person

with a disability, we wish to make the following response:

1. VALID has a firm policy that individual

advocacy support must always be directed VALID Individual Advocacy Policy

to the rights and interests of the person with AVALI D provides individulal a

a disability. Where a person is not able to with intellectual disability to assert their rights and achjeve their

give direction, we defer to the decisions of goals...to assist them in raising and addressing their|lissues

the person/s deemed responsible, provided effectively, (_anc_i)...to defend_ ano_l _promote the rights and interest
that those decisions are consistent with the of people with intellectual disability...VALID provides ad_v_lce anc
principles of the Disability Act 2006, the assistance to support the natu_ral rol_e plgyed by families

Victorian Charter on Human Rights and advocating for family members with a.dls_ablllty. However, we dt

i . not advocate for the needs of the family itself, and our jadvocac

Responsibilities and the U.N. Convention on | st always be directed towards the VALID Mission anfl guided

the Rights of Persons with Disability the principles of the Dfjsab

(UNCRPD).

2. The majority of VALIDOG6s individual advocalcy s

intellectual disability who have no family involvement or who are at odds with family members,

staff or services. Wherever possible, we

work to support the advocacy of families who ~ _

are genuinely committed to supporting the OArticle 12: Equal rjecocg

rights and interests of their family member I f decisions are made tlhat

with a disability. In relation to the recent understand, then there must be safeguards against ahuse; you
case, VALID supported the position of the rights and choices must be respected, and someone glse shou

family because: only be speaking for you to the extent that it is necessgary and f

as long as is appropriate. There should be a reguldr and

v After several meetings with the client and | independent review of the steps taken to make sure that there |
upon examining the evidence, we shared | no conflict of interest |and
t he mot heandtke professional interests are propgerly
view of all independent and credible http://www.equalityhumanrights.comftigimtsn
experts - that her daughter has a severe
intellectual disability and is unable to make complex decisions, provide informed consent or
aut hor speeches. This view, which was based up:¢
Rosemary Crossley working with the client and a review of numerous independent
assessments, has been further confirmed by four subsequent independent assessments.

+ Contrary to certain inaccurate and offensive public statements which had been made
regarding the familyodés commitment, we were |sat.i
daughterods rights and interests was absol utlely
a guardianship order was required to clarify decision-making authority and to protect the
clientdés rights and interests from potentidl e

3. Upon researching the efficacy of the methljods

communications, we concluded that the use of Facilitated Communication ought not be accepted

as a means of ascertaining any persondés views, o0

use of this methodology involves an inherent risk of manipulation i albeit unintentional - through

the influenceof i Aut omati ¢ Coaninbal €@t C ® moWsd resalt; AIDD has

now moved to clarify and formalise its position. (Position Statement opposite).
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Position Statement on the Use of Facilitated Communication

Adopted by VALID Inc. 13/7/2011

VALID regrets any distress this
Position Statement might cause to
those who have a belief in the use
of Facilitated Communication.
However, we believe we have a
responsibility to publicly explain
our concerns, and to ask that
people examine the evidence i
giving particular weight to the
extensive body of independent and
peer-reviewed research.

OFacilitated
involves a communication partner
providing physical support to a
person to (actively) guide their arm
and hand in the use of a symbol
board or electronic keyboard. FC
remains controversial, as it is often
unclear whether the message can
be rightly attributed to the person
with disability, or if it is significantly
influenced by the facilitator.
Research has not yet established
its validity as an acceptable AAC

techni@Gwi.delbi nes

development, implementation &
review of communication support
systems for persons with an
intellectual disability & complex
communi cati on
Department of Ageing, Disability &
Home Care, October 2002 ]

6éConsequentl| vy,
contribute immediate threats to the
individual civil and human rights of
the person with autism or severe
mental retardation. These include
the use of facilitated
communication... THEREFORE,
BE IT RESOLVED that APA
adopts the position that facilitated
communication is a controversial
and unproved communicative
procedure with no scientifically
demonstrated support for its

ef f i c[Ehe American
Psychiatric Association Council of
Representatives, 1994]

needs?®o

As an advocacy group for people with
primary concern is to empower people to assert their rights and to
be free from all forms of manipulation, exploitation and abuse.
VALID is deeply concerned that despite consistent independent,
empirical evidence against the use ¢

the practice still continues without appropriate safeguards.

1.  VALID strongly endorses and encourages the development,
scientific validation, and use of assistive and augmentative
communication technigues and demonstrably effective treatments
designed to establish functional independent living skills in all persons
with disabilities:

Commu ni cUWERPB fyticle 71:CFyeedom of expression and opinion

6Governments should take steps to e
express their views freely and access information on an equal basis to
everyoné else. o

2. VALID believes that the use of any assistive or augmentative
communication techniqued including the occasional use of physical
prompting 8 must be based upon clear, objective, and scientifically valid
evidence that the communications of any individual are reliably and
unambiguously attributable to that individual.

3. While VALID respects the right of people to believe in alternative
methods of communication we do not accept they have the right to
impose their practices on vulnerable people without proper accountability,

trangparengy gngl independent scrutiny.

4. VALID is concerned that the personal or professional interests of
those who are practising or promoting Facilitated Communication might
sometimes be in conflict with the rights and interests of the person with a

disability:
[ NSW

UNCRPD Article 12: Equal recognition before the law

6l f decisions are made that relate t
then there must be safeguards against abuse... someone else should

S ollythé shdaking far goli to e ektdnt@hat it is necessary and for as long

as is appropriate. There should be a regular and independent review of
the steps taken to make sure that there is no conflict of interest and that
the disabled personéds rights &nd in

5. The overwhelming research evidence indicates that Facilitated
Communication emanates from the facilitator and not the client and

should therefore be referred to as 06:
facilitated communication:
6l n automatic communication, the m

facilitator without the disabled individual being aware of this. In false
communication, the messages are consciously produced by facilitators in
order to somehow meet their o
[ Facilitated, automatic and false ¢
European Journal of Special Needs Education, Vol. 11 No. 2 1996 ]



dNumerous empirically based, peer- 6 VALID believes people with a disability have the right to be free

reviewed studies have from all forms of abuse:

demonstrated that facilitated UNCRPD Atrticle 16: Freedom from exploitation, violence and abuse
communication is incapable of 6Governments must do everything they
establishing "unexpected literacy" from all forms of exploitation... and abuse at home and in the

or producing valid messages above communityé Article 16 says that the
the facilitated individual's previously monitoring of facilities and®progr :
established communicative |l evel.. .0

[Resolution of the Behaviour 7. VALID believes people with a disability have the right to be
Analysis Association of Michigan, accepted for who they are 7 and not as others might represent

1998] them to be:

dess than 20 year s a b”\é)CRPDo“ﬁ'qlea% Prq>tqctmghthe gtggrity of the person

communicationdo, #Véf}ﬁl%'a%%by person has the same
shocking variant of spirit heir phyS|caI and mental integrity..
communication. was introduced to mlnds and bodies are their own. No one should ever treat a disabled

e person as less of a person or interfere with their minds and bodies.

community of psychotherapists... People have the right to be reéspecte
Here, patients suffering from a
pervasive communication disorder 8. VALID is concerned that FC practices, rather than serving to unlock
were abused as wr i tiheRogntgl af peorieqvish a disakjlity, might actually serve to
Brugger, P. and C. Mohr, The obscure and oppress the development of their true character and
Paranor ma2008Mi n d 6 identity. The use of any techniques or methods that do not have

’ peer-reviewed and scientific validation risk abusing the inherent

6Dr Phemister ver badignityanddighis pfydperablg persons with a disability:

the probability that the facilitator i , o _ _
produced the statements, whether 0 Wentening facilitators who unconsciously speak for the disabled do
consciously or ot SO at E{“‘{ expgr@eb/%belng sensitive to more subtle behavioural cues

. . ectively communicate an
LVieterlan Ol d 1 rImglncé tﬁe dayscﬂware?muse institutionalization have the disabled

FEbil AL experienced as much powerlessness and loss of autonomy as they do
ST h | | W|thwe[Lmean|ng facilitators tod
o ese results reve?FaEpl Ao mmunication in Amer

invalid treatment with great
potential to have harmful
psychological and social side
ef f e[cd Bv i6Basedc e

9. VALID does not support or endorse the use of Facilitated
Communication as a form of therapy, communications system, or
as a means of making important life decisions. In particular,

Communication Assessment and communication arising from the use of Facilitated Communication

I nter v &aftWi ancViendt, should not be used to confirm or deny accusations of abuse,

Oliver, 2008] neglect, or other crimes, and should not be used to make decisions
concerning guardianship or administration, treatment, diagnosis,

In the USA, a 1993 Frontline housing, or custody.

documentary exposed Facilitated

Communication as an unreliable 10.  VALID therefore believes that:

and unproven methodology.
Featured at the 44 minute mark of
this report is Dr Rosemary Crossley

Anyone considering the use of Facilitated Communication
should examine the extensive independent evidence.

allegedly facilitating the ' Family members and supporters of people using Facilitated
communication of a man in a coma. Communication should seek independent assessment, advice
http://video.google.com/videoplay? and advocacy.

docid=3439467496200920717# ) The Victorian Government, through DHS, must develop a set of
firm and clear policy guidelines to protect people with a disability

For more information including from potential exploitation and abuse through Facilitated

details of FC research: Communication and other unreliable and un-validated practices.

www.valid.org.au/FCPosition

1234 Equality and Human Rights Commission Guidance

http://www.equalityhumanrights.com/human-rights
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http://www.equalityhumanrights.com/human-rights

Victorian Charter of Human Rights & Responsibilities

VALID Inc Submission

VALID is funded by the State Government
as an advocacy group for adults with
intellectual disabilities and their families.
VALID is managed by an independent
Committee made up of people with
disability, family members and concerned
citizens. We are a leading state-wide
agency funded to provide independent
advocacy support to people with
intellectual disabilities in Victoria. The
Victorian Charter of Human Rights &
Responsibilities (hereafter referred to as
6The Charterd) provi
useful and important tools for the
protection and promotion of the human
rights of more vulnerable citizens in this
State and it is in this context that we make
our submission to this Review.

The review of the Charter provides an
opportunity to reflect on how well the
Charter has been used to protect the
rights of Victoriabs
citizens. It also provides an opportunity to
consider where there have been any gaps
or shortfalls in its application to its
intended purpose and to identify ways of
strengthening or extending these
protections beyond the current parameters
of the Charter.

Value of the Charter to Vulnerable
Citizens

Criticisms that the introduction of this
Charter would lead to a log jam in the
courts and make lawyers rich has not
proved to be correct. The experience of
our individual advocates has been that no
cases have reached a point where matters
needed to go to court. The existence of
the Charter has provided advocates for
vulnerable people who rely on the State
for services and support, an important tool
that provides leverage where blanket
policies and procedures fail to take into

account individual circumstances. The
Charter has been used to promote greater
awareness and understanding among
public servants about their responsibilities
in relation to human rights. Use of the
Charter as a framework for decision-
making has led to successful resolution of
some issues through negotiation without
needing to take the matter to the courts.

An example:

A graup o nesedents in a tehabilitation s t
facility who had acquired significant
lifelong disabilities that were non-
compensable were being forced to move
out of the facility at the end of two years of
treatment and rehabilitation in line with an
internal agency policy. The only alternative
accommodation available immediately for
this group of young adults was
inappropriate placement in an Aged
residentiat care fadility.éPresslrds é0 move
a backlog of patients in the acute care
system into a rehabilitation program were
cited as reasons for moving people
currently in the rehabilitation program on
to other options.

The Charter of Human Rights &
Responsibilities was used by the advocate
as leverage to prevent inappropriate
dumping of younger people into an aged
care facility. This led to a more reasonable
outcome for this group of vulnerable young
people and their families until more
appropriate accommodation could be built
by the Victorian Government. In this case,
the fact that the Charter had a whole of
government scope was significant in
preventing cost shifting activities between
departments and between Commonwealth
and State jurisdictions.



The first four years that the Victorian
Charter of Human Rights & Responsibilities
has been in operation has also coincided
with major reforms in the funding and
provision of services to people with
disabilities as set out in the Victorian State
Disability Plan. In a climate of change and
reform, recourse to the Charter by people
with disabilities and their advocates has
been lessened as their attention has been
directed to engagement with the process of
service reform. It is expected that once
these reforms are more settled, the Charter
will continue to be an important tool in
holding public officials accountable to the
goals and objectives of recently introduced
disability legislation.

Extension of the Charter to include
economic, social and cultural rights

While the current scope of the Charter
covers political and civil rights, it is our view
that the Charter needs to be extended to
cover economic, social and cultural rights.
People with disabilities represent the
citizens in Victoria that are most vulnerable
to abuse and neglect and to breaches of
their rights under the laws that govern this
State. Competing interests within
government administration and budget
pressures can often lead to those who are
more vulnerable being overlooked or
pushed down the list of priorities because
they may not have the same capacity and
resourcing to make their voices heard. In
this context, the Charter of Human Rights &
Responsibilities is particularly significant for
Victorians with disabilities.

Rights to have access to health, housing,
employment, education and recreation and
cultural participation are essential elements
of citizenship in Victoria. Many citizens with
disability who depend on the State for
support to access these services find
themselves short-changed by administrative
barriers, budgetary constraints or general
ignorance about how human rights and
equal opportunity legislation applies to this
section of our community.

It is our view that extending the Victorian
Charter to include all fundamental civil,
political, economic, social and cultural
rights will play an important role in
strengthening the rights of more vulnerable
Victorians that are perhaps taken for
granted by other citizens.

Failure of consecutive governments at
State and Federal level to address the full
human rights of people with disabilities
have led to:

e Very low participation rates of people
with disabilities in employment,

e A severe lack of appropriate housing for
thousands of people with disabilities,
including many still living with ageing
parents, are living in risky and
vulnerable circumstances in boarding
houses that have become social ghettos
for the homeless.

e Lack of serious policy attention by the
Victorian Department of Education to
the rights of ALL Children to have an
inclusive education and due and proper
access to supports that provide a solid
education and preparation for adult life,

e Access to the social and cultural life of
the community continues to be a
challenge for those with higher disability
support needs as disability support
packages do not adequately provide
support for activities in the evenings,
weekends and holiday periods when
many existing services do not operate
or are significantly reduced.

While the Victorian State Government,
under the State Disability Plan, has made
some positive and progressive steps in the
right direction, the Charter will continue to
be a significant tool for advocacy groups to
hold administration (and the agencies they
fund to deliver disability support)
accountable for effective delivery of
services.



It is also our view that extending the Advocates describe frustration with the

Charter to cover these additional rights, lack of alternative approaches taken with
including the right to self-determination, this segment of the population to prevent
would also bring the legislation into line individuals ending up in the Correctional

with the more comprehensive and inclusive  Services system as well as inadequate
framework for human rights set out in the accommodation of special needs of people
UN Convention on the Rights of Persons with disabilities serving custodial

with Disabilities and the commitment to full  sentences.

participation in all areas of community life

by people with disabilities as defined in the  VALID supports the introduction of

current Victorian Disability Services Act and Specialist Courts as part of the remedy to

State Disability Plan. these issues but believes that the Victorian
Charter is a critical vehicle for addressing

The Power of Legal Protection for basic human rights for those who are

Human Rights caught up in the criminal justice system.

Attempts to protect and promote the

human rights of more vulnerable persons  People with disabilities who are subject
with disabilities through the establishment to restrictive practices

of service standards, program goals, As an independent advocacy organisation
guality auditing & complaint mechanisms  with a specific focus on protecting and
have proved to be inadequate in providing promoting the human rights and well being
protection for human rights and have often of people with intellectual disabilities,

served to screen some of the ongoing VALID is often called to support individuals
breaches of rights at both a personal and  that present with what are termed,
a systemic level. Abehaviours of concerno

can be subjected to restrictive practices
For these human rights to be protected, all and some reduction in the normal
civil, political, economic, social and cultural freedoms in the interest of their own safety

rights in the Victorian Charter should be or for the protection of others.
legally enforceable. In respect of economic
and social rights the State should be It i s VALI DOG6s position

obliged to take reasonable steps to ensure Victorian Charter of Human Rights &
the progressive realisation of these rights  Responsibilities to include economic,

with provision of recourse to an social and cultural rights would provide
independent judicial review to determine stronger protection for those who are
reasonableness and fairness. subject to these restrictive practices.
While the Office of the Senior Practitioner,
People with disabilities in the criminal established under the current State
justice system Disability Services Act makes some useful

People with disabilities, particularly those  provision for administration of restraint
with intellectual disability, acquired brain strategies and monitoring and auditing of

injury and mental illness, make up a service implementation for individuals who
disproportionately high percentage of fall into this category, VALID is aware of
those who end up in custodial prison how important it is to have a strong and
settings. Significantly a lack of appropriate legally enforceable human rights charter to
disability supports provided in a timely keep this system accountable and vigilant.

manner is a contributory factor, not only in
increasing the likelihood of receiving a
custodial sentence, but also of increasing
the likelihood of reoffending.



Mandatory and Regular Auditing of

Public Authorities

The report released by the Victorian Equal
Opportunities and Human Rights
Commission - Talking Rights i 2010 report
on the operation of the Charter of Human
Rights and Responsibilities - highlights the
value of continuous education and
promotion of the Charter as a filter for
assessing and screening all planning,
policy and implementation strategies by all
public authorities in terms of their
implications for Human Rights. This needs
to be backed up by an auditing and
mandatory reporting framework that
consolidates human rights considerations
within the culture of public authority
administration across all areas of
government responsibility. This proactive
and reflective process will play a
significant role in reducing the need for
recourse to legal action to enforce various
rights set out under the charter.

VALID supports the view that the
VEOHRC should play a proactive role in
addressing system issues that emerge
from individual cases or from its own
research. The Victorian Charter should
vest the Victorian Equal Opportunity and
Human Rights Commission with an own
motion authority to investigate and review
policies, programs and practices within a
human rights framework. This would be a
significant vehicle for addressing systemic
breaches or shortfalls in public
administration in relation to meeting
human rights for all Victorian citizens.

Access to effective remedies to

breaches of human rights under the
Charter

The struggle to survive and exist in the
face of discrimination, rejection and
ongoing segregation from community life
increases the vulnerability of many people
with disabilities and their families
experience.

Fear of losing services if one complains is
still widespread and for many who have
travelled the path of using equal
opportunity and disability discrimination
remedies, the process of pursuing fairness
and justice can be a very gruelling
experience, exhausting already limited
energy and personal resources.

It is vital that any processes for pursuing a
remedy for breaches under the Charter
are accessible, affordable and provide
effective remedies for breaches. It is also
critical that such remedies are binding and
that there are real consequences for
inaction or ongoing breaches of human
rights.

Conclusion

The introduction of the Victorian Charter of
Human Rights and Responsibilities
created an important mechanism for
protecting and promoting the human rights
and well being of many Victorians who
experience significant vulnerability to
abuse, neglect and denial of basic rights.

The opportunity to review the Charter
should be an opportunity to build on the
existing framework and extend and
strengthen the Charter to include some
rights not included in its original
conception. VALID strongly supports the
Victorian Charter and the contribution it
has already made to the well being and
protection of those it is funded to support
and encourages those undertaking this
review to look at the issues under
consideration through the eyes of those
who need stronger protection of the rights
as the primary beneficiaries of such a
Charter.



HEATHER SPEAKS UP

Articles on self advocacy by Heather Forsyth, a highly experienced self
advocate, who has overcome many challenges in her life to become a leader
and support worker for other people with a disability.

Spotlight on Luke Nelson by Heather Forsyth

Luke is a young man with a disability who
is currently doing work experience with
VALID to assist him with his goals in
becoming a strong self advocate and
public speaker.

You have been coming into the VALID office and learning what goes on behind
the scenes. Can you tell us about that?

AMy boss Pauline approached
| got this opportunity to learn what goes on in front and behind
the scenes. At the service | feel like | am an entity because |
know a lot more about the stuff that services do but at VALID |
am more part of the team and part of th

What have you enjoyed mostly about doing that?

fnBecause | want to be a
with in my opinion one o0

What is one of the things that you have got out of working at VALID?

A | have | earnt a | ot more about >l |y
more about the disability sector, how it all works from a self advocacy

point of view, because | come from a day service | was always taught

t he day service way of doing thingsbo

When you first got to VALID you said you wanted to be an advocate, what has
changed?

ANow that | am actwually working
much more work they do, dondot ge
lot of work. Being an advocate you get a lot more high powered stuff
where as self advocacy is a lot easier. Sitting down with Jon he

explained the difference between




Along with other self advocates from across Victoria you went to a meeting in
Melbourne with Arthur Rogers. Would you like to tell us about that?

AThat meeting was to tell hi m a
improved and what we want. | found it to be a really good meeting
and although | didndét say much

What have you been doing over the last few months at VALID?
Al have been working at various |Jobs ant

What have you learnt about?
il have | earnt about t he variousL\ es

advocate bettero

You went to a meeting of support workers at Ross House, what did you think
about that meeting?

~

Al thought that it was a fant a
perspective what support workers were meeting about and what
they needed to do and also to learn a bit more about what SARU
doeso

You have been to a few meetings and done some guest speaking, what are
some of the guest speaking roles that you have done since you have been with
VALID?

Al went to a Kangan TAFE traini ngq S5 S i (
and | have done some public speaking at a school. | have also spoken

about my role on the Northern Support Client Network. Because | want

to be a public speaker it has really built up my confidence. | am really

proud that | am able to do this kind of work with this organisation. | have also

been doing presentations with Jon and Heather on the Having a Say in your Plan
training program.o

VALID Self Advocacy Forum

At the Self Advocacy Forum meeting in May the group discussed the theme for the
Having a Say Conference, answered the questions for the Co-Production project and
reviewed a presentation about the Behaviour Support Services Improvement Project

for DHS Disability Services Division.

Veronica and Elisabeth from the
Sandhurst Self Advocacy Team travelled
down on the train to attend the Self
Advocacy Forum meeting. This is
significant as this group of people are still
living in an institution and they value their
association with VALID. They want to
attend the Self Advocacy Forum
meetings on a regular basis.




Self Advocacy n Full Steam Ahead!
Jon Slingsby, KSP Self Advocacy Co -ordinator

Handing over the projects in the Eastern and Southern Region

Over the past few weeks Heather and | have been finalising the work that we
have been doing in the Eastern and Southern Regions. We have also been
providing support to Zoe as she learns about the work that we have been doing
in the Eastern and Southern Regions. This has included how to organise and run
the Eastern and Southern Network meetings.

Keys to Success 1 Having a Say in Your Plan

VALID has now started to work on the Keys to
Success project. We have been rolling out

| earning package t wo n vy
across the state and OTr @
Trainer O6dsessions. T rair
have been well attended and the feedback from

people who have completed the training has been

very positive.

We have also been doing our second trial of the

OHaving a Say in Your Pland training pac
small group from Wesley Residential Services in

Carrum.

GITA (Getting Into the Act) - More choice
During your Day

As part of the AChanges to
funded by DHS to develop an information session to add to
the 0Getting I nto the Act o
the Day was developed and trialled in Geelong and
Maidstone. These sessions were attended by clients, staff
and family members from Day Services. The feedback
indicated that people knew very little about the changes to
Day Service funding or how they can do different things
during the day.

Co 1 Production Project

Co-Production is a project that brings together VALID, NDS (National Disability
Service), RMIT and DHS (Department of Human Services) to work together on a
project around how people with a disability can be more involved in working
together with the Department of Human Services.
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