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CRU’s Mission Statement

L]

To challenge ideas and practices
which limit the lives of people with
disabilities.

To inspire and encourage individuals
and organisations to pursue better
lives for people with disabilities.

editorial

We can probably all relate to the experience of having to rely on a human
service, such as a doctor, hospital, tax agent, bank or school. At these
times we can find that the power rests with the agency and that our voices
arc small. We can find that our choices are limited to what the agency

to its rules. In disability and aged human services, having the uniqueness
of our mdividuality recognised is particularly at risk. The issue is that we
like control over matlers that affect our lives and particularly thosc
matters that we would consider (o be in the private domaisn.

Writers in previous editions of CRUcial Times have analysed and
exposed the impact of both small and large bureaucracies on the lives of
the people they serve. This edition of CRUcial Times looks at ene of the
things that will safeguard against the bureaucratization of people’s lives:
the nature of the relationship hetween server and served.

Regardless of their rhetoric, it is unlikely that any human service can be
perfect. There are, however, things that services can do at an
organisational level to minimize the impact of organisational processes
and structures, And while it is easy for an individual worker to feel totally
overwhelmed by the constraints of the organisation, there is siill much
that can be done by each individual. In this edition, Michael Kendrick
reveals some of the ethical decisions that form a foundation for
developing a more positive and authentic relationship, that which he calls
‘right relationship’.

This edition includes some illustrations of right relationship in action and
what happens in 1ts absence. When any two people come together, a
“space’ is created by the attitudes and mindsets of each: by what is said,
by what is not said, and by the agendas of each. We are usually not very
conscious of this space, but we know intuitively whether it is good or not.
The articies by Lisa Bridle, Sally Barone, and Sue Tuttle expiore what
happens when system or service meets citizen. They provide clear
challenges and ideas for those who provide a service, in terms of what
happens in the space between worker and citizen. It is in this space that
there is an opportunity for the power differential to be changed. In this
space, hope must be created. And it is in this space that ideas, energy. and
enthusiasm for a better life can be either created or destroyed.

In the power struggle between the human service system and the people
receiving the service, it is most often the service recipients who miss out
on having their voices heard and the power and authorizy in their own
lives recognized. Mary Kenny depicts what life would look like if people
truly had authority in their own lives, while Vivien Twyford provides
suggestions for authentic consultation to enable such a vision to come to
fruition.  Morrie (F’Connor, reinforcing the importance of right
relationship, tackles the challenges of choice and control in the lives of
peeple with impaired decision-making capacity, whose choices could
tead to harm to themscelves.
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Right relationship is a powerful o0l in buffering the

impact of technocratic processes and the weight of

bureaucracy. Most importantly i gives us hope, by
reminding us that no matier who we are, and where we
are placed, no matier how strong the institutional
agendas or how overwhelming the 1ssues may seem, at
an individual level there is ahwavs something we can do.

Jane Sherwin

QWORD fROM THE PRESIDENT

The philosopher Kant said that all objects are means
to ends, but humans, that is all humans, are ends in
themselves and, os such, are entitled to uncondifional

~respect ~ ofl human beings. Kant rejected all forms of
racism, discriminafion and exclusion. He: once said
that  whenever he " noficed -outstanding - moral
behaviour on the part of servants, he stopped 1o pady
a silent iribute and would have bhowed openly if
prevaiting customs had allowed him to.

For me, this is what our work fogether is all about: the
advancement of treafing humanity with uncenditional
love and respect. This especially includes those of us
who have been lebelled as having o disability. In
this day and age, | feel this unconditicnal love and
respect Is vital, perhaps more than ever before. The
age of individualism, the body beoutiful and unit
productivity have certoinly  overtaken us with «
vengeance, This occurrence is to the utter detriment
of people with disahilities. This is precisely why we
need to be coumter-culiuvral when we think of how
-best we can assist people with disahilities o live
fulfiling, satisfying and included lives.

At CRU we are susicined by the realisation that there
aren't many “right answers” to ba had ot the moment.
Certainly, our history and historical successes, while «
guide to our values, de not contain ¢ change agant’s
Rosetia stone that con unlodic success for the current
generation of workers ond committes.  Sometimes
having o juggle muliiple cgendas and needs af o
time when cleor direction andg strategy are not edsy
fo come by can be very challenging, even stressful,
for boih stoff and committee. What sustains us when
we are confused about the right thing fo do is o deep
sense of goodwill, a willingness 1o engage in honest
diglogue, to talk openly and henestly about the tough
stuff and 1o focus on the quality of cur relationships
with euch other.

T mony ways the current contexi presents gregis
chalienges und opportunities for people of goadwii
to mwke g difference. | am prepared to continve o

"Be Excited”..if vou are.

d

Mike Buggan

With and Between Femily Members

Lisa Bridie is a social worker with a background in community
development who has recently joined Community Resource
Unit as a consultant.  The birth of har son, Sean, sight years
ago prompted Lisa's exploration of the meanings of disability
and parenthood. In this article, Lisa suggests that the idea of
right refationship” is key for famifies foo, not only in how
services relate to families but also for relationships within the
family.

There can be po doubt that many people with disahility
have not historically enjoved what we could consider to
be our birthright as human beings. what we would hope
every human baby came into the world already endowed
with - unconditional love and enduring and accepting
relationships within family,  Luckily we live in times
when parents are not routinely encouraged 1o reject
cutright their newborn with disability. But sadly we do
stifl live i times where relationships between babies,
children and even adults with disability, and their
families are “done damage”.

This "violence™ to the I’Cldli(‘ﬁlhhipﬁ between people with

disability and others oceurs in many ways, including: the
way parents are told that their child has a disability, in
how people with disability and  their families are
consigned to “special” services and roles, in the ways
parents are f_‘.ncmur‘zwcd to be therapisis, medical case
managers and “earers” rather than parents. and the way
families are encouraged o abandon their family member
or deseribe ther family member and family L\DLTI neces
in wholly negative wavs i order 1o access services.

Cven  before  services  intervene. the  relationships
between parent and child can be precarious. Most of us
children with disabilities lack
with  disability, so

whi become parents of
prior relationships with  people
mitially we see our children through the prejudices and
stereclypes socicty has schosled us in. While our
mumate connection with our family member is the
antidote to those slereotvpes. there is much which
happens to families which continucs 10 damage, rather
than restore or make right those relationships. And even
when we have moved past those bad beginnings we
must find wavs to nuriure aur S00S and daughters in
communities in which we nught find only grudging and
conditional acceptance. i not outright hostility and lack
of welcome.,  These experiences can casily have the
consequence of creating further damage.

Loving someone who is accorded so litle value in the
world  — someone  se conditionally  “there”™ - iy

xeructatingly pamful and hard. It is common o feel
umsutr;t{, “on cuard”. Continually strugeling for what
athers take for granted. such as meaningful work,
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regular schools, friendships, and support to live a
reasonable life, can erode your sense of optimism and
hope. The clarity of sceing the world as it {al least
partly) 1s, as a place of injustice and rejection, can wear
you down, cause deep scars and make you baitle-weary.
Sometimes you can {eel so tired and overwhelmed that
you are tempied to give up on parts of yvour vigsion ol a
full and rich life for your family member. It is
frighteningly easy to find oneself compromising not
only one’s vision, buf also the integrity of family
refationships.

it is however hehih to remember that the world is not
just a place of exclusion and prejudice but also a place
of beauty and wonder, refationship and possibility. Due
to the courageous examples of parenis who have gone
before, we live in times where it is possible [or families
to dream about lives of value, richness and quality for
our family members. We can dream of lives richiy
embedded in community, even if it 1s hard to rc&hsu
those  dreams. Despite  our best  eflorts, our
achievements are {ragile and the dominant culture
remains strong, even seductive, in its ideas about the
“proper” and “realistic” pathways for people with
disability. It is one of our most urgent tasks to find ways
to ensure the obstacles and setbacks we will inevitably
face do not have the final word,

Achieving “right” family re latmnshlps may be crucial in
partly answering the question of how we maintain our
vision and how we nurture our capacity to stand firm in
pursuit ol that vision. It feels to me that. as a starting
point, family members need o acknowledge both our
vulnerabilities and our strengths, “Withness™ - standing
with a person with disability in a totally committed wayv
- does not come without risks and costs. We neced 1o
recognise, rather than ignore, that it is uncomifortable
{and oflen worse) to be outside the mainstream. 1o have
what we would consider “commonsense™ - like the idea
that our family member belongs at the heart of
community - held up as irrational, fancitful and
impossible.  This social marginality associated with
passionale love and commitment for a marginalized or
oppressed person is a potential source of emotional pain
but alse of healing, of possibility and strengih.  bell
hooks argues that marginality isn’t wholly negative. It is
also a site for resistance - a place of radical openness.

Radical openness strikes me as one of the transforming
gifts of parenting a child with disability. Our hearts feel
“bigger”, more open. With the vulnerability of an open
heart, comes strength, passion and even boldness. Cur
experiences of standing with our family member at the
margins often provide us with clarity and purpose. they
are “assertiveness training boot camp”; they keep us on
track about what really matters, We need fo remember
and celebrate the positive transformations in us because
remembering these, not just the battles, will help us
stand with our family member, rather than succumb to,
or collude with, the dominant culture.

it may be useful for us to keep connected to those
transformative expericnces that nourished us in the past.

For me one of those experiences came in the [first 48
hours of Sean’s fife.  Sean had been whisked away to
mtensive care and [ was dispatched to a far off ward to
recover {rom a general anaesthetic and surgery. In the
first day I was wheeled past Sean and given a Polaroid
photo but spent the rest of the day fielding viﬂiom and
trying to make sense of the news of his disability. The
next day [ visited Sean but only to touch him Lm}ugh the
wires and apparatus of the ICU. It was only on day
three that a kind nurse suggested [ could actually cuddle
my bah\' and T started to feel that 1 could begin to
“rectaim” lim rom the hospital.  For the previous 48
hours my head had been bm& ing with the label he had
been given, his “diagnosis™, Around it swirled in my
head “what does it mean 1o have Down syndrome?” But
as I held Sean |

“rightness™ with the world. Here, in this small baby, in
the body of my son whom 1 had carried and known for
nine months, was the answer. Sean would help me to
learn all T needed to know . and it would be fine.

Over the eight vears of Sean’s life 1 have nol always
been able to hold on to that sense of “rightness™ and
calm but it 1% aiso true that | have never revisited the
disorientation of those first days. Given the damage
done to family refationships, we need to find ways to
build and nurture our “withness” with our family
member. I am still fearning to do this for myself but 1
feel certain that as family we need to always, always see
our sons and daughters, brothers and sisters with
“family” eves.  DCven when we are quile commonly
thrust into complex roles, as “therapists”™, as “carers”,
even as “advocates”, we must make sure that our role as
a member of a family is never compromised and that we
do not allow our “gaze™ to be contaminated by the gaze
of those who see our family member as a “problem™, a
“challenge™, a “case”, or a collection of deficiencies.

I think part of right relationship within familics is also
tor us to claim our right fo our share of fun and
enjoyment within our families; to have dme for
celebration, lghtness and a regular, typical life; not just
for cur family members but for us too! I we believe
that disability does not define our family member then it
should not deline either their life or our own,

And we need to seek, and argue for, services which DO
NO MORE DAMAGE. These services would
encourage and support us to be parents first - and last.
They wouid reflect to us a view of our [amily member as
someonc of value and worth and help us to hold to this
view. They would support us in having authority and
ongoing mnvoivement in the lives of our family member.

They would bhe a buffer to the worst excesses of

community exciusion. They would most definitely help
us to dream and imagine full and better lives and i hope
that some might wa]k with us on the long, exhilarating
(but also possﬂji xhausting} journey 1o achieving our
dreams.

Lisa Bridle
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felt suddenly calm. There was a ot of
sadness in the calm but I felt a sirong sense of




lhe Role Of
"ersonadl Intesiity In
Joholdins "Risht

\elationshio’
n Osanisations

Michael Kendrick has a passionate interest in the provision
of quality services to people with disabilities and is well known
for his work on leadership, quality, advocacy, safeguards, and
the promotion of community living for people with disabilities.
Michael’s writing speaks fo the power of individuals in
developing an ethical refationship with the people they serve,
despite the prevailing atfitude of their organisation.

The ethical character of the relationship between
formal services and the people they assist can often be
very problematic. Organisations of all kinds can too
casily end up treating the people they serve pootly,
and may even grow to put their own needs ahead of
those they are supposed to put first. Relationships are
often damaged by ethics that are devaluing and
disempowering, and that become embodied and
mstitutionalized in the formal roles and structures of
services. Even good people may madvertently help
reinforce and legitimize these embedded negative
ethics unless they are mindful of carefully choosing
pathways that uphold “right relationship™.

Choosing the right pathway begins with the
recognition that there needs to be a fundamentally
respectful and ethical relationship between services
and the people they assist, i.e. “right relationship”.
Secondly, it requires that such individuals recognise
that they can personally embody right relationship
ethics in how they relate to people, even if the
systems of which they are part behave in a quite
contrary manner. Thirdly, it requires that such persons
be willing to bear the cost of upholding right
relationship ethics; positive ethics held without
commitment cannot possibly provide a counterweight
to deeply embedded negative ethics. Should these
kinds of arientations take hold in the practice and
culture of an organisation, it then becomes possible to
imagine an internal process in organisations in which
the people in them try to draw the organisation back
to a “righter” relationship with the people they serve.

Consequently, it is important to look at what can still
be done with “right relationship” despite  the
organisation’s overall state of either ethical
indifference or perhaps torpor. What is possible under
such unfavorable conditions depends a great deal
upon the kinds of decisions taken by individuals,
more than upon those taken by the organisation itself.
These can be entirely individual decisions or they can
be decisions taken by small groups of persons deeply
committed to supporting each other, but not
necessarily backed by officialdom itself. In this regard
what will be described here are decisions that can
transcend  official  thought without necessarily
opposing it. Many might suggest that such decisions
are universally untenable when the real difficulty is
that they are untenable for some rather than others.
These decisions are most certainly quite difficult and
require commitment. However they have the value of
being both possible and desirable in the face of
adverse conditions. The kinds of actions people can
take, and decisions that individuals can make,
regardless of their organisation’s stance include:

e To extend to the people served by the organisation,
a level of respect, decency and actual uselul service
that would stand a reasonable test of ethical and
beneficial treatment;

» To consciously withdraw from engagement in and
endorsement of any devaluing and degrading
practices that may be asked of people who may
work in that organisation;

* To conscicusly take the position that one will
principally remain loyal to the people served, even
though one will always strive to give the
organisation its due;

o To take the view that, while the organisation may
well be entitled to one’s best efforts as a dutiful
employee, this does not in any way extend to the
task of being seen to publicly uphold its deceptive
self-representations;

¢ To recognize one’s own exlensive shortcomings,
ethical lapses and the like, and to resolve to
ameliorate these such that the role model one asks
others to follow is mirrored in one’s own conduct.
This is not meant to suggest that the person must
be an exemplar, but rather that the person resolves
to remedy their own matters of integrity, before
asking others to do so;

* To support and uphold others who are attempting
to be good and ethical;

e To persevere with one’s attempts to behave
ethically for as long as this may be sustainable:

* To look for suitable opportunities to challenge the
organisation to become more faithful to people;
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» To continuously strengthen and prepare oneself to
be conscientiously and consistently principled;

» To stand alongside the people that the organisation
serves such that they act as advocates, protectors
and champions of people where they weicome this
and where it is needed.

These decisions will undoubtedly serve, to some
degree, to draw an organisation back to ‘‘right
relationship”™. Nonetheless, they only have effect if the
individuals are able to hold to them. Individuals must
show fidelity to the people for whom these decisions
constitute a kind of pledge or promise. If they act in
contradiction of their true

This would still leave the door open for any number
of good people to sharpen their ethical commitments
to “right relationship” by reviewing the kinds of
ethical decisions they may have made or not made,
and coming to a judgment that they would like to go
somewhat further. Since the outcome of “right
relationship” is ultimately very dependent on these
personal judgments, any effort to reflect on personal
integrity will be beneficial in keeping the matter alive
and in mind. Where matters can begin to worsen is
where 1ntegrity is presumed to be beyond doubt, and
where there is no need to question it.

We are all the beneficiaries of the countless decisions
of many anonymous

intent, then a kind of
dissonance  begins to

pecple  who  have
simply decided that

We are ail the beneficiaries of the
countless decisions of many anonymous
people who have simply decided that
ethical principles matter to them

occur that will eventually
lead fo an ethical
collapse. Consequently,
“right refationship™ rises

ethicai principles
matter to them, and
that they will try to
uphoid them. Often we

and falls with the ability
of the person to act with

do not appreciate their
benign presence and

integrity.

Once this alignment is properly understood, then it is
easy to see why organisations behave so differently
when they are populated and led by people with
strong ethical orientations. One can see that the active
ingredient of “right relationship™ is people whose
miegrity and loyalty to people 1s forthright,
dependable and authentic. It is also true that such
commitments are often demanding and taxing for the
individual, and may well seem quite unattractive to
people in search of a hassie free existence. Not only
do such ethical commitments bind people to act in
consistent ways, it also makes them much more
accountable.

These “costs” are more than offset by the satisfactions
of living up to a principle, but it is important (o
recognize what ethical commitments might ask of
people, and the sacrifices and even sufferings that
may come from such obligations. If an individual
were to conciude that they could not bear such
distress as may come with being occasionally at odds
with one’s organisation and colleagues, then it would
be sensible for them to only undertake obligations
they can sustain. It is also obvious that a person may
quite wisely decide that they cannot personally
undertake a demanding regime of  ethical
commitments to people due their own limitations at a
given peint in time. They might well support and
admite such ethical commitments, but recognize that
they cannot meet the obligations involved.

It is also true that few people can expect to be utterly
consistent in their ethical conduct, despite quite
admirable levels of personal integrity. Consequently,
one might quite sensibly be very cautious about
equating ethical integrity with some kind of
perfectionism.

influence until others,
with a different cast to their characters, come into
force. it 18 also interesting that while we often praise
such persons in retrospect, we often leave them
unsupported m their struggles to find and do the right
thing. Perhaps if we could develop a culture of
appreciation and recognition for these wonderful
aspects of many good people, we might somewhat
lessen the load they carry on our behalf. “Right
relationship™ is possible, but not without the integrity
that these good people bring.

Michael J. Kendrick
[Due to space iimitations this is a summary of Michael

Kendrick’s excellent article. The full text can be obfained
through the CRU websile or by confacting CRU.J
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THE
IMPACT
OFf
SERVICES
Oon A
VISION
FOR LIFE

*This is no child with a child’s face;
this has ne name to name it by;
yet you and | have known it well,
This is our hunter and our chase,
The third who lay in our embrace.”

Extracted from Judith Wright's poem
Woman to Man

Suzanne Tuttle, from Innisfail,
describes herself as a wife to Chris,
and mother of their ten children. Her
values are based on the experiences
of her childhood and early adult Iife.
Suzanne has been involved as an
advocate for people, particularly
chifdren who are marginalised, for
over thirty years. Here, she reflects on
vision, and the impact of services and
bureatcracy upon the vision of
families.

Long before the birth of our children, we have a vision for them; we know
them in the way only parents can. We have hopes and dreams for them
based on our experiences and needs. But on a more universal plain we all
share some pre-conceived certainties of what we want for our children:
health; happiness; shelter; and to experience a life where love is freely
given and recelved.

With support and love from a caring family most of our children fulfi} this
universally held parental vision with minimal problems. Few parents ever
articulate this innate vision and many are, on a conscious level, upaware
they hold it and measure their children’s successes and failures by it.

When we have a child who has a disability we not only have to own and be
aware of our vision for that child, we have to be able to articulate it, justify
it, and advocate for it. Why?

Because although no westernised society today would attack the civil rights
of a child who has a disability, our vision for our child is vulnerable and is
often under attack.

Unprepared we are thrust into an existence of recognising we have a vision,
keeping the vision alive in spile of all the outside influences. Visions like
everything else in a parent’s life need nurturing. Maintaining, expanding
and modifying the vision, without compromising that vision, becomes a
central theme in the life of the parents.

Our vision for Dominic is not different from the vision we hoid for his
siblings. For children who will both give and take from their communities,
society accepts that it is reasonable to have a vision, which encompasses
health, happiness, shelter and love, in a community of their choice. These
people all function at a level that society in general, values. Their
contribution 1s valued, and consequently, so too is their existence.
Comparatively what Dominic is able to coniribute is seen as minimal.
People consider he is taking from his community. Therefore, through the
loose intellectual and moral associations people make, members of his
community see his existence, his contributions, and his place in his
community as of less value. Our vision for him is therefore not a vision
shared by the general community. Western society, I would argue, is a
“value” based not “values” based society,

For Dominic to receive medical or therapy services we must be prepared Lo
articulate, and defend our vision for him. The simple vision of a parent that
this child has the same needs and wants as his peers, and that he offers a
unique contribution to society, is challenged by well meaning professionals,
Like most parents, | have been patronised, treated as a mushroom, an
imbecile, and a person of questionable character. Fortunately, I am not
casily undermined. In the worst possible scenario, I am grudgingly allowed
my opinien and nothing s considered, recommended or done (o Dominic
without my permission. The best scenario occurs when the professional
mvoelved and 1, are able to participate in an exchange of ideas and ideals,
which leads to positive outcomes for all concerned.

The education system creates a particular challenge to vision through its
minefield of consultations, explanations, and recommendations. These are,
it my experience, all in the best interest of the education authority rather
than the child or family. I remember simply stating our case to the school
that Dominic had an enormous amount to offer the school community and |
needed to know why they would reject that opportunity. We were
convinced that their community would benefit from a relationship with
Dominic. It was often a difficult line to hold: they could use all the
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politically correct language; they held all the
politically correct concepts; and they knew their legal
position and legislated rights. Our beliefs and vision
were vindicated when, at the end of grade twelve,
Dominic had the night of his young life celebrating
his graduation with his graduating class. His peers
arranged the graduation so he could attend. This was
no small feat as he needed air conditioning and whee!l
chair access 1n a non-air-conditioned Shire Hall. They
celebrated with him in a compassionate and inclusive
mannet.

Western society, | would argue,
is a "“value” based not
“values” based society.

As each new threshold is approached, the vision
needs to be the focus of our thinking. Post-schoo!
opportunities and support to be part of the community
comes at enormous cost to families. Every assessment
form to obtain services or funds requires a
frighteningly negative picture to be painted of them.
This filling out of forms for a panel to assess or a
cumulative  number to be attained, gives no
opportunity to enunciate the vision. Faceless panels
welghing up the unweighable leaves a pervading
sense of hopelessness. Negativity suppresses hope.
Our present systems to support community living are
based on negativity.

Hope is the nourishment of parental vision; it may
flicker very low on occasion but it is never
extinguished.

“This is the maker and the made;
This is the question and reply;
The blind head butting at the dark,
The blade of light clong the blade,

Ch hold me, for | am afraid.”

Suzanne Tuttle

A Picture OF Life With And Without
Overwhelming Burenucracy

Sally Barone is a mother of three daughters who became an
activist in order to make a better life for her daughter with a
disability. In this article Sally refiects on the role of
bureaucracy in shaping her family’s Iife, and poinis to a right
relationship with bureaucracy.

Why 1s it that when vou have a disability your life is
so ruled by bureaucracy that people who don’t know
you can make decisions about vou that can determine
what sort of a life vou have, or even if you have a
decent life? My familyv’s experiences show how
bureaucracy can do this, and also how bureaucracy
can assume its rightful place in a family’s life.

Our family was introduced to the disability
bureaucracy when our daughter Sarah was a few
months away [rom her fourth birthday. On the day
she was diagnosed with autism and intellectual
disabtlity the doctor rang the Autistic Centre and she
immediately became a client. There was no
discussion, but we were quite happy with that. After
all, what did we know about autism? That was also
the time when we realised that there were those who
knew everything {the ‘professionals’) and those who
knew nothing (us).

This was 1981, the International Year of the Disabied
Person, and we soon found there was nothing much to
ceiebrate. A few vears later, our youngest daughter
was a toddler and we needed more help than the odd
bit of respite could give us. There was no nice
bureaucrat to ask us what would help keep our family
together. No, it was an institution or nothing. No one
forced us to make this decision, but nothing else was
offered and our family was in danger of falling apart.
Funny that the bureaucratic thinking at the time was
that in order to help families you took the most
vilnerable member of the family away.

So in 1984 Sarah went to Basi} Stafford. We were
told that we wouid have plenty of say in what
happened to her, but of course we didn’t. We were
never part of any decision about who Sarah would
live with and who would support her. We had no
control over her money and in fact a large sum ended
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She was deemed incapable
al the age of 10. It was

up with the Public Trust.
of handling her finances —
bureaucracy gone mad!

So we became resigned to the fact that Sarah’s hie
was out of our (or her) control and her {ate would be
decided by faceless bureaucrats.

One day, a day that will be forever bumed n my
mind. I was fortunate encugh o attend a forum where
a woman spoke about the Iife of her davghter who had
severe disabilities.  She had her own home. she had
people around her who liked her and wanted to be in
her fife. How easy was that?

I thought about 1t for a while. There were no people,
to my knowledge, with Sarah’s complex needs living
in their own home.  Sarah needed 24-hour care.
Where would the money come from?

Funny that the buregucratic thinking ot
the fime was that in order o help
families vou took the most vulnerable
member of the family away.

Two vears later there was a Criminal  Justice
Commission Inquiry into the abuses at the Basii
stafford mstitution and 1 knew 1 had o do something,
That’s when my circle of friends started and we began
planning for Sarah to move nto her own home.
Although  msututional reform was  announced. 1
proved o be a rather frustrating expericnce, as
nobody wanted to talk about what Sarah’s life might
fook like. In fact 1 don’t really know what was
achieved in all the endless meetings. However all that
came to an end when we
governinent and the doors o institutional reform
slammed shut. It took a grear deal of advocacy,
mnciuding street marches. rallies and publicity betore a
number of people. including Sarah, finally received
their funding.

We were very fortunate that a small community based
organisation approached us and asked i we would
like them (o coordinate Saralh's support, We jumped
at this, as it was the tvpe of organisation we wanted,
where everyone involved was part ol a community.
The organisation respecied Sarah and our family.
expected decisions to bc made by us, and treated the
people they served as
that community,

had a sudden change of

& most important members of

Six vears later it is still that way. Sarah, my husband
Dom and I 'interview every prospective worker. Sarah
can’t speak and communication is very difficult for
her and we have to make decisions on her behalf, but
we make sure that they like Sarah and Sarah likes
them before they are taken on permanently. We have
regular meetings with Sarah, staff, family and the
coordinator where anything can be talked about. Our
workers are very much a teamy and are expected to
think about Saralt’s life and how it could be better.
We have had some great help from therapists
emploved by Disability Services Queensland, but all
decisions are made by us, In the early days
departmental people kept asking the organisation to
make decisions and found it very confusing when
they were told that it was up to Sarah and her family
to make decisions, not ther.’

Sarah now pays her own bills, does her own shopping,
and makes decisions about what she wants to do. 1 do
her budgeting and Sarah is able to live quite well on
her pension.  Because she fives alone her funding
doesn’t cover 24-hour support so we have to provide
some exira.  However we sort out how we will do
this, with the help of the organisation. Even Sarah’s
roster 18 dilferent; no eight hour rigid. immovable
shifts. The roster is built around what Sarah is doing
at the time, not what suits somebody else. This
experience has left me wondering: why can’t
bureaucrats work hand-in-hand with families and
small organisations Lo ensure the best outcomes for
everybody”?

As Dom and T get older our thoughts often tumn to
what will happen when we cant’t do 1t any more. Our
dream s a network of like-minded people around
Sarah who are there because they have a commitment
to her and value and respect her.  Whether it be
socially or in a wonitoring role, there will be people
there to make the decisions when we can’t, What we
need Is a Cfriendly” bureaucracy: one that respects
family and friends; that wiil see the value of
networks: and that will assist people to facilitate this
by providing resources, financial or human - anything
to prevent sarah being re-institutionalised as she ages,
I people with disabilities and their {amilies are to
have a decent life, bureaucrats must recognise who
are the decision makers, and that they are there simpiy
Lo serve.

Sally Barone
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“In June this year, the second ad hoc United Nations Committee on a

Comprehensive and integral Internatienal Convention on Protection and
D SQB! TY Promotion of the Rights and Dignity of Persens with Disabilities took place
" in New York where they deliberated on @ UN Convention to promote
disabled rights. This convention, adopted in draft form by the UN General
Assembly in November 2002, would commit governments to developing
AND THe
their rights to vote, own property, access jobs and education, and
porticipate  fully in their communities.  Although people living with

inclusive and appropriate government policies in order 1o enforce the rights
n( I l v disabilities are afforded protection by the Universal Declaration of Human
\V/U | |\.QQB§[ET H Rights these rights are often neglected or abused, especially in countries

mainstream society,

At last, the rights of people living with physical and mental disabilities have
been firmly placed on the broader human rights agenda. This is an
incredibly significant step because it places disabled rights squarely within
the human rights monitering and advocacy framework. I further reflects g
shift in mindset that moves away from seeing people living with disabifities
as objects of pity or special care, and moves fowards embracing citizens
who happen to be physically challenged as fully-fledged members of

of people living with disabiliies and encourage their inclusion into
scciety. It means that people living with disabilities cannct be deprived of
with few resources.”

Kumi Naidos President of Civicus, a worldwide argonisufion promoting cifizenship througheut the
world.

Mary Kenny is a Queenslander who grew up in a country fown
where she was acknowledged and appreciated as a member
of a family and a community. She has expsrienced hearing
impairment since birth, and more recenily has become
seversly hearing impaired. She has worked in the public
service and private enferprise and during the last thirteen
years she has worked in advocacy for people with disability in
Queensiand. She complated a study tour of Citizen Advocacy
programs in the USA in 1996 and came back convinced that
we have much work to da if we are to truly inciude people with
disability in our communities and acknowledge their
contributions as citizens of our society.

It's very mmportant that we have family relationships,
but families need support; they need so many more
people in the community to be there with them if they
are going o be there for their sons and daughters with
disability.

Those family relationships need to be supported and
encouraged and backed up by freely given
relationships with people in their community. Some
of us have the capacity to approach someone and say
“G'Day”, so that they can see, “Look, | am worth
knowing”. But some of us need people to move
towards us first, and to embrace us as part of the
comimunity.

[f we think about the words of Kumi Naidoo, we are
right to be concerned about issues surrounding the
lives ol people with disability in Queensland. When

we experience  ourselves  being  treated  as We also need a place to come home to. We also need

commodities, products and oulcomes, the odds are
stacked against us being treated as human beings
worthy of dreams, vision, hope, dignity and respect.
We are at the mercy of the goodwill of others,
surrounded by a maze of conditions and regulations
that bind us to live lives that are less than satisfactory.
We do rely on the goodwill of others.

Despite its name, | had hoped that the Disability
Services Act would make a leap beyond services and
focus on the person. As we review the Disability
Services Act, I'd like to propose some alternative
indicators to ensure people with disability retain thejr
autonomy and gain adequate support to live their lives
in a participative and enriching way.

So [et's start with the key indicator of “relationships”.
Relationships are integral to who we are and how we
identify ourselves as human beings: as a person, as a
person of worth; and as a person of dream and vision.

a sense of belonging to a group, being included in the
local community. more than just being placed in a
local community. We need access to the many sites
where everyday life happens, We need opportunities
to engage in and explore spirituality, even to belong
to religious or spiritual traditions, as this is where life
happens for a lot of people in our community. Our
education needs to provide us with opportunities and
to have high expectations of us. It needs to be
focussed on gifts and the ability to help us to be good
at one or more things.

We need opportunities to engage in meaningful
activities. This may be work or it might be other
activitics that involve the use of a person’s gifts and
skills.  We need to be able 1o have a sense of
reasonable safety and security and we need some
assurance or insurance to get all four things
happening. Given my life's work, I know that it's
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really essential to have very strong independent
advocacy in a whole range of ways, present within the
system and outside the system, fo enable people to
receive the support and the hope that they are entitled
1o.

We also have the right and the expectation that we
will be viewed as human and treated with respect and
dignity by everyone. We are also entitled to be dealt
with honestly, to be treated fairly and not be taken
advantage of. We need to be treated as an individual.
We need to have a say in important decisions, and to
have significant family or others who are in freely
given relationships be with us to assist in that
decision-making.

When we experience ourselves being
freated as commodities, products and
outcomes, the odds are stacked
agdainst us being treated as human
beings worthy of dreams, vision, hope,
dignity and respect.

We need to be able to contribute and have that
contribution acknowledged and appreciated by the
community. We need to be treated as more than a
consumer or a user of services. There needs to be an
acknowledgment that the person with a disability is a
citizen and a participant in the evolution of society.

Kumi Naidoo sums up the situation so well when he
Writes:

“lt is all very well for me, as an able-bodied person,
to write about disability rights. Citizens living with
disabilities must take the lead in this debate through
the organisations that support and odvocate for
them. Incdeed they are doing so with increasing
effectiveness, professionalism and strategic  skill.
Civil society organisations representing people living
with disabilities must set the agenda, and then work
in  partnership  with broader «<ivil society and
government insfitutions to protect and enhance
disubled rights and ensure greater levels of
acceptance and inclusion for cifizens in oll countries.”

Mary Kenny

en Consultation
is Truly Listenin

Vivien Twyford is the President Elect of the International
Association for Public Participation {IAP2), a non-profit
corporation established to advance the practice of public
participation. The work of the Association is premised on the
belief that the public should have a say in decisions about
aclions that affect their lives, Based in NSW, Vivien is the first
President living out of North America. Drawing on the learning
and teaching of IAP2, Vivien suggests some basic principles
that might guide the use of public consultation in service and
system reform.

When trying to establish or improve the way any service
is offered, it makes sense to consult with those people
who are inveolved in the delivery and receipt of that
service. Yet, if asking for input seems so sensible, why
is it so difficult to do, and why do so many people feel
unhappy about consultation processes and outcomes?

Some of the frequently articulated concerns about
consultation are about transparency and clarity. People
ask if the consultation is genuine, that is, whether the
people consulted were heard and whether they made a
real contribution to the decisions about service
improvement. There are concerns about who has been
heard, whether the right people are involved and
whether the quict voices have been heard. Many people
don’t feel heard after a consultation because they never
know whether anvone listened to them or whether their
input made any difference.

The ultimate aim of any consultation process is to
improve a decision. Therefore, prior to consulting, it is
important to be clear about exactly what decision is to
be made, who will make it, and how this decision can be
improved by input or participation from stakeholders.

For example, 1l a service or system is to be reviewed,
with a view fo improving it, if is necessary to think
through clearly who will make the decision about
necessary improvements to the service, and the
information they will need on which to base therr
decisions. It 15 also necessary to be transparent about
any budgetary or other constraints that will affect the
potential changes. Clarifying what stakeholders can and
cannot influence is also important as well as clearly
stating the level of influence users of the service can
have on the decisions on improvements.

If decision-makers have no intention of considering
input {rom service users when considering service
improvements, then they would be better not to
undertake any consuitation. People who take the trouble
to participate in consultation processes have a right to
feel that their input will, in some way, make a difference
and mfluence the decision. Se, it is vitally important
that the dectston-makers do three initiai things:
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e Clarify the decision they will be making that they seck
input to;

s Clurify the process they will use 1o make the decision and
the kind of input that they seek: and

e (larify the influence any stakeholders, including service
users, can have on their decision-making,

It these three things are clearly explained and
understood before a consultation starts, this will avoid a
mismatch of expectations between the decision-makers
and the service users or other stakeholders. Significant
problems arise when service users think their opinions
and their input will be the only information on which the
deciston makers will base their decisions when in fact
they arc only being asked to comment on proposals
aiready researched and [avoured.

Other important aspects ol consultation include:

e [dentifving the people who need 1o be consulted, that is,
those people who will be affected by the changes o be
made to the service;

¢ Providmyg sufficient and relevant information o allow
stakeholders, including service users, to contribute in a
meaningfil way;

e Designing and scheduling consultation activities o be
accessible and attractive even to marginalised groups or
mdividuals such as those who don’t speak English, those
with a physical or mental disability, those from a non-
Australian cuitural background and voung people:

e (Gathering and summarising all data collected during
consultation and providing the summary to the decision-
makers so it informs and assists their decision-making; and

e Communicating clearly 1o those who contribuie o the
consultation so they know what decisions were made and
how their input was used to improve them.

Every consultation should include a planned evaluation
process. Indicators of an effective consultation process
might include:

e A move informed, more  sustainable  or  more
implementable decision, which is understood and owned
by those affected by it;

s Infermed stakeholders who feel included and heard during
the process, and who understand the decision, even while
not necessarily agrecing with it;

2 Productive and positive relationships between decision-
makers and stakcholders; and

levels  between

e High trust decision-makers  and

sfakeholders.

It is important to gather data throughout the consultation
process te assist in the evaluation and to lacilitate
learning and consultation practice improvement,

Consulation processes provide vital opportunities for
decision-makers to learn from those with a stake in the
outcome of decisions they make. However these same
decision-makers need to be accountable for the guality
of their consultation. Those who are consulted must

learn to discriminate between effective and less eflective
consultation, and demand clarity and transparency in
thelr processes.

Vivien Twyiord

Morrie O'Connor has been extensively engaged in
community work since the 1970s. Morrie has worked at the
Community Living Program in the northern suburbs of
Brisbane since its establishment in 1987. in this article, Morrie
axplores some of the issues in supporfing people whe
experience difficulty in making decisions, to have more
autonomy and authority in their own lives.

The recent British Governments White Paper on
“Valuing People” a new strategy for leaming disabilities
tintellectual disabilities) for the 21 century states as one
of 1ts objectives, “To cnable people with learning
disabilities 1o have as much choice and control as
possibile over their Hives™,

This farrly unexceptional statement explicitly advances
two beliefs: the first that people should have the right to
self-determination, self-direction and self-authorship.
The second, that there are limits to sell~determination.
However, workers often faii to synthesise these two
beliefs and instead operate from an ‘ail freedom™ or an
‘all control” model of practice.

Neither of these one dimensional approaches ‘all
freedom™ or ‘all control’ adequately respond to the
complexity of people’s lives, and the joint needs that
people have for both autonomy and support to avoid
harm.

To further explore this point | would like 1o share a
number of experiences. They are everyday stories, not
unusuak.

Experience One:

One of the workers employed by our organisation was
present, as an occupational therapist was going through
an assessment with a voung man with an intellectual
disability. The assessment was on what help he would
need o live alone in a flat. The assessment was a tick
box: Can you cook” Can vou budget for yoursel? To
these questions the voung man affirmed that he was able
to coak. able to budget and handie his own money. The
worker [rom our organisation knew from previous
conversations with the young man and his family that he
had rarely cocked. and mstead had a serious accident
when endeavouring 1o cook, and had difficuities
managing money.

Experience Two:

P was inviled by a voung woman with an intellectual
disability to go 1o an interview with her. The interview
was for her to receive assistance (o get a job. As the
interview progressed 1t was clear that the interviewer
had come to believe a lot of errors about the young
woman's previous wark history.  As she repeated these
errors the young woman assented to them.  The
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interviewer’s plans for ermployment then began to be
formulated around this erroneous information,

Experience Three:

One of the workers employved by our organisation was
working with a young woman with an intellectual
disability. She lived with two friends who didn’t have a
disability. Over a peried of time the worker became
concerned that the young woman’s recurrent mental
illness problems were tied to possible exploitation by
her tlat mates. The young woman consistently denjed
that any sort of exploitation was occurring in the
relationship when the worker broached the subject with
her.

Each of the above stories illustrates some of the general
difficulties that people with an intellectual disabitity
have in negotiating life,

Were the voung man and the occupational therapist
talking the same language? Did it have the same
meaning? Did cooking or budgeting have the same
meaning for both of them? Was the young man able to
share ‘inabilities’ with a stranger? People with an
inteliectual disability often experience a lifetime of
failures and put-downs. It can lake a great deal of self-
confidence to say, " can’t do that thing”. The young
man really wanied the flai; did he feel (hat if he said he
couldn’t cook that he would lose 117 Perhaps he was just

used to saying ‘ves’ to people in authority, even il he

didnt understand. His experience was that if you
agreed with people in authority they took you at face
value and things happened.

The job interviewer was very enthusiastic about the
yvoung woman’s job chances seeing that the young
woman had successiully worked for three years in a
kitchen. The voung woman with an experience of many
let downs with employment agencies was buoyed up by
this enthusiasm about her job prospects. Little wonder
she didn’t want to bring in history that felt negative and
unfair. She had worked in a kitchen for almost a week
(her understanding of the distinction between a week
and three years was hazy). She was sacked for refusing
an order from the chef, but she felt this was terribly
urtfair, as she didn’t believe the chef was the boss and so
shouldn’t be abie to give her orders.

For the voung woman, the tlat mates were her iriends,
they told her so. She had never had friends. They did
things to her that caused her to feel angrv, and
depressed. She didn’t even know for sure that some of
the things were wrong, anly that they made her feel bad.
How much courage does it take to acknowledge that my
only friends ever, treat me appallingly?

The workers in the above stories have three broad
options in terms of action.

Firstly, they can trust whatever the person with a
disability is participating in as an exercise in self-
determination. Even when there is reason 1o doubt that
the person is fully conscious of or fully in contrel of
what they are agreeing to. This can to the worker feel
respectful, empowering of the person with a disability.

However, m reality it is a cop-out and ultimately
disrespectful of the person.

Secondly, the worker can see themselves in control.
“This young man needs cooking skills”. “Oh no he
can’t budget!” “She didn’t work for three years, she got
sacked”. This approach reduces the person to object and
denies the importance of people being authors of their
own story. Control has been the dominant methodology
of the disability sector and like all expressions of power
it has a tendency to corrupt the user,

Thirdly, the worker can be honest in as respectful a way
as possible. “Do you remember vou told me you almost
burnt yourself cooking”. “I know vou don’t want to tell
them you were sacked but | don’t think they’ll be able to
give you proper help unless you let them know about
past problems™.

And this honesty may need to involve engaging in
exercising ‘control over’ the person. It looks to me as
i they are doing a lot of bad things to vou that are
making you sick. If you're [inding it difficult to stop
what is happening, I think [ have to make sure
something happens to stop what they are doing”.
However, the exercise of such ‘control’ needs to be done
respectfully.

Both the *all freedom’ and ‘all control” approaches can
be seductive: ‘all freedom’ because it scems to affirm
people’s wvalue, ‘all control” because it seems to
guarantee the right decision (in the worker’s or other’s
eyes) being taken. So, what principles of action assist in
working ocut what to do? How can we find a different
way from the vexed polarities of ‘all freedom” and ‘all
controi’?

The first 15 & ‘commitment’ to do the best possibie by
the person. The “best possible” includes a commitment
to the person having good relationships, a sense of
personal control, freedom from exploitation, personal
meaning, meaningful use of time, material reguirements,
personal development etc.

The second principle is to lsten, listen and keep on
listening for what it is that people are really saying.

Thirdly, a strong stand against ‘exploitation of the
person’ is needed.

The fourth principle is if it seems necessary to act in a
‘control over” way, o discuss this respectfuliy with the
person and where possible to seek the advice of others
who are committed to the person, or at the very least to
seek the advice of experienced peers.

In conciusion 1 think of support to people with an
intellectual disability in the use of decision making as a
holistic process: a process that will include suppoerting
people to take authority in thewr lives, a process that
should inciude working with the person and their
significant others fo share authority and which may
inciude working to have others to take authority in the
person’s life.

Morrie O’Connor
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