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Editorial

n a few weeks time CRU will host z three-

day Conference to mark its first decade in

Queensland. The conference is an
opportunity to renew and refresh the movement for
authentic change for people with disabilities and their
families. We anticipate, with great interest, hearing
invited people from Queensland, other Australian states,
America and Canada. The Committee and staff of CRU
look forward to being in the company of so many
people who are engaged in efforts to enhance and
enrich the lives of people with disabilities,
In the last edition of CRUGIAL TIHEES, we began to explore
the contributions and potential of smalier community
managed organisations which deliver services to people
with disabilities. This edition continues that theme
and identifies some of the stresses and benefits of
working for a small agency and also some factors which
might ensure that small agencies last. Readers will
find some helpful insights into what we might mean
by the word “quality”, and why it is necessary to
examine the assumptions that underpin any guality
assurance systems or application of standards, Some
of the articles help us to reflect on the last ten years,
making us conscious of the great changes that have
taken place in that time. Not all of the changes have
been for the better, and there is a sense of
disappointment that many of the gains made in the
mid-eighties have been eroded. Other writers keep
hope alive through their unfailing commitment to
members of their families who have a disability, wanting
a decent life for them with support arrangements that
recognise the potential, dignity and worth of the person.

We hope you enjoy this special edition of CRUGIAL TIRIES.
Feerre Collins



Under What :Cllrtl:umstances Mlght Smali

Agencies Last?

Ross Womersley was asked. tbz RYA mfzcant question and he

suggeﬁt‘s some zmpmicmrfacrof s. Ross

is the Manager of the Commumry Living Project m S _m‘b Austrulm

everal years ago no-one would have
dreamt of even asking this question.
In the disability sector, it felt as. if

small community based initiatives were poppm0 :- -
up everywhere, born from the outstanding ctfortﬁ y
amily.

of individuals who have a disability, their i
members, and their afties, =

were blowmo in a positive chrecmon
Highly enthusiastic reformers
emerged to help lead a number

of these efforts. Legislation was
introduced which expressed

4 vision that moved beyond
oppression, to acknowledge
that people who have a dis-
ability actually belong to,
and should be seen as a
valuable and integral part of
our community. In the rush
to partake in this process of
reform, many small agencies
quickly became almost entirely
reliant on government grants for
their capacity to do what they desired.

Only a decade or so later, small agencies are
now being accused of being inefficient and costly.
Government grants increasingly come in a revo-
lutionary new form in which service provision
is put out to tender. This process is often com-
plicated and competitive, has a very limited life-
span, and funding frequently comes with many
strings attached. Agencies which successfully
tender for funds may not even know anything
of substance about the people it will serve. The
capacity for small agencies to help groups of
people o come together, and to work out new
and better ways of having a need addressed is
now becoming more limited.

The winds of change have been blowing again
and the question of how many small community
based agencies can be sustained is not far from
our lips. Now the fear is that many of these out-
standing efforts might not last.

_ I hwe an unfﬂtemng, behei tinzt many existing smal
'_:__"lgctnue will-indeed: l&st ‘There might even be a

: .new geﬁt,mt:on of smaﬂ agencuﬁs that emf:rge some

_ the recent emergence of the Sal-
atzonAimy in the employment marketplace). Some

v 'Commentdtom are saying that this rapid growth

ay in‘turn lead to the ultimate decline or demise
v nunmber of these agencies.

" Indeed, the larger the organisation, the
less flexible and responsive it typi-
cally becomes. It tends towards
bureaucracy and becomes driven
by its own internal needs. It
can lose its focus, be diverted
from its mission, and misplace
the ideals and goals that prob-
ably led to the establishment
of the organisation.

Being small does not
automatically protect an
organisation from becoming
highly formalised, impersonal,
inwardly-focussed, or from
ultimately becoming unhelpful to
the people whose interests it was
established to serve. However, being small does
mean that these things are less likely. This is Jargely
because the nature of small organisations means
that they are generally more open to the influence
of the people they serve. They usually interact
with the people they serve in a more intimate
way and are generally in a position where any
actions they take are more transparent and
therefore subject to closer scrutiny. Very often
they retain a deep interest and commitment to
the people they serve,

The greater the degree to which any of these
influences is actually present in a smail human
service, the greater the likelihood that these in-
fluences can positively impel the agency towards
staying more focussed on the needs of the peo-
ple they serve. Moreover, this would suggest that
whenever decisions about changes in organisa-
tional arrangements are being taken, the test to
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which any proposed actions are put would au-
tomatically be: Is this actually going to be good
for the people we serve, in the short term as well
as the long term?

I believe that one of the things that will almost cer-
tainly lead to the long life of a small agency is a
willingness to continually submit to the needs and
interests of the people it serves. Small agencies simply
cannot afford to become irrelevant to the people
they serve. Furthermore, they shouid have no other
reason for continuing. If any service were to be-
come irrelevant to the people it assists, I could think
of no better reason for closing the doors.

One of the things that can promote decreasing
relevance is the pursuit of organisational growth
- a commonly proposed panacea to the so-called
inefficiencies of small agencies. Large organisa-
tions in particular have difficulty controlling a
tendency to pursue growth for its own sake, only
later to discover that growth adds complexity
to the way an organisation functions and inevi-
tably entails new dilemmas. Small agencies have
a very real opportunity to actively choose not to
respond to this god-like idol called growth.

This is not to suggest that there may not be cir-
cumstances where agencies want to, and should
grow. All it attempts to do is to invite each of us
to entertain the possibility that, at best, the vir-
tues of growth may be highly overrated and at
worst, may hold a false hope. If growth does
mean that a small agency becomes less relevant,
less personal and less engaged in the real strug-
gles in the lives of the people we serve, should
we still take that path? I think we should not. Il

- Beverley Funnell
: Jﬁn “Sherwin

From the President

n the previous edition of CRUGIAL TIRES,

I referred to a time of my life in an

institutional setting when, for the
convenience of staff, residents were* pyjamatised”
before attending residents’ meetings in the
evenings. Why did we want to attend those
meetings anyway? In doing so, we were paddling
against the streant, and it would have been easier
not to cause the wrath of the staff. But something
was driving us to do it; it was a demonstration
of our individual and collective drive to somehow
have a voice in influencing our destiny.

After escaping the institutional setting, 1 found
myseif strongly drawn to furthering those
attempts. Shortly after re-establishing my rightful
place in the community, I had the good fortune
to be involved in the development of a supported
acommodation service. I believe that in each of
these stages of my life, a similar set of skiils, strong
resolve and vision was needed. Five or six years
ago I became involved with the Community
Resource Unit. Iwas drawn to CRU mainly because
of its commitment to bring about positive changes
for people with disability. CRU’s resolve has
always resonated deeply with me.

This month CRU is celebrating its first decade.
Following the introduction of the Commonweath
Disability Services Act, CRU virtually came into
being on the crest of a wave. With this landmark
picce of legislation we finally had a tool with
which to bring about long-lasting, positive change
for people with disability, for their families, and
for human services who supported them.
Unfortunately, however, the last ten years have
been far from easy. Following the birth of New
Federalism, legislative powers and monies were
handed over to the States, or rather, they were
promised to them. Each State was left to come
up with its own version of the Disability Services
Act but in the majority of cases, these versions
watered down the original intentions of the
Commonwealth Act.

Ten years is a time for cclebrating those things
which have been achieved by the many groups
and individuals in Queensland who have sustained
their efforts to bring about positive change for
people with disabilities. Along with all those people
who will help CRU to celebrate at our Confer-
ence, I want to say “Happy Birthday, CRU! And
may all of us feel revitalised from the Conference
because we have a lot of work ahead of us”. Ml
Mithe: Darggan
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Some Questions About Quality

It is generally agreed that monitoring and evaluation ave important safeguards. Anne Cross
tdentifies some important questions that are fundamental to any examination of what is

meant by “quality”.

¢ “carrot” that has been offered to the
disability sector in the Disability Reform
kage is the introduction of Quality
‘ms. Ofall the reforms, this initiative
misc of providing something
rat directly supports the
ch are relevant to the
ties and their families.
stion is: will this be
at nobody knows,
concept of quality

While the
funded? and:th
an informed’d
is important

Fundamental
assurance is

“quality”? In o
actually assure
of quality assufr

people being served actually better-off? Are their
phys;ul needs beme, attended to? Are their posi-
nhanced and extended?
ctencies being utilised
in encouraged to exer-
of autonomy? Is the
rther risk or harm
he agency respect
itive relationships
¢ agency see the
le being served?
e of the scope

a view of
hat it will

about how v

OFf agency is,:
or guality ©

sed to mean the rela;
ncthing. It is often used in
xcellent continuum, with
ail stag level of attainment of
quality. ity assurance systems
which are now in vogue grew out of the need in
various manufacturing industries to maintain
quality-control, mainly by comparing the output
with a sample that was deemed to be of the desired
guality. But such conformity in human services
would not denote a program of high quality.

If a service is genuinely good, then it must be of
distinctive benefit to each person being served.
While in many ways all human beings need the
same things, our needs are multi-dintensional and
the particular expression of those needs will be
unique to each of us. Therefore the relevance of
what is provided by a service has to be refative
to the needs of each person being served.

In order to discern “quality” and “refevance” in
relation to the people who are served, we need
to deeply consider such questions as: Are the

comes from people, not o
sonal qualities of staff are ¢
of a service. Quality will r
and individual strengths of
in the provision of service. It wi !
the power of assumptions, expectations 'md 1dea%
about the people being served.

What is of concemrn to me is that many evaluation
systems measure trivial components, rather than
ones that are important, and use minimal rather
than optimal standards. They serve bureaucratic,
political and managerial needs, rather than the
need to genuinely seek improved service quality.
They measure what is said or decumented, rather
than what is done, and are based on low expec-
tations about what is possible for the people being
served. They accept mediocrity as the norm, and
many do not even make explicit the many assump-
tions which underpin any evaluation.

I the efforts in Queensland to introduce service
evaluation in a standardised way are to support
quality improvement, then it is critical that the
notion of cxcellence is not lost to the formalised,
routinised checking of easily-measured things. The
quest for quality must focus on better lives, and
not just on better processes. Il
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Creating A Personalised, Local Service

Beverley Funnell introduces some inspiring families with whom she is presently working.

n February this year, a group of fami-

lies from northern and western parts

of Brisbane came together, united by
a desire to have a service established that would
respond to the needs of their sons and daughters
with disabilities in a way that is respectful and
personalised. Mostly they are families whose
relative does not have an existing supported-
accommodation service or if so, the family has
serious misgivings about the quality of the support
being provided. This group has come together
because they do not want “just another service”
but one that develops from the inside out, creatively
shaping itself around the person, the person's family
and friends, and situated in their local community.

> Craig'’s ggmily by Anne R

Last year, subsequent to some very tra
where he was living, and brought him
which we are working to turn into a
us expect for our children, but beca
work for, and advocate on his behal

Our dream is that Craig will be able t
It includes the desire we have to safe
works towards the creation of a smal
ally. The service will be committed to
his own interests and needs.

During the present transition stage in whi
to form friendships which we hope will act'3
focussing on developing skills which we think
is entitled to feel the satisfaction of achievement

ship. This support will continue during the perio

In this transition period, we are very fortunate to have
who are providing in-house support. Craig now spend
whom he is compatible, and engaged in activities which botl

There are many reasons for the success of the relationships
workers. There is mutual respect and liking. From Craig’s po
because the workers have taken time to know him, to find out his i
causes him to feel anxious or afraid. They have also been prepared
knowledge which we, his parents, have accumulated over Craig's lifet
successful because they have been approached in a positive, enthusiastic

The key to success has been in the quality of support workers. These are the
for in the new service which is being developed. ll

Naturally there is some nervousness and
uncertainty about what might be involved in
creating a new service. From a group of about
thirty people, a core working group has been
formed, which will steer the developmental stages
of the new service. It will take a lot of work but
the families are determined to see it through. I
am inspired by these families and am very pleased
to be part of the working group. [ am impressed
by the fact that after many years, they have
remained steadfast, hopeful and determined to
achieve quality support for their family member.

Four of them have agreed to share their stories,
which follow,
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y that would surely be an
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still elements of that.

the Future” ref
journey as a wor
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has been a result of all t
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Mar y"s @g’mi ly by Marion Deveney

In 1992 our daughter, Mary, was a full time university student in permanent, part-time employment
caring for people with disabilities. During that year she was involved in a car accident and came home
a year later scverely intellectually disabled. Mary was completely mobile, but had no speech, no object
recognition and no comprehension of language. Hospital staff, who had been extraordinarily compe-
tent and caring, feit that some improvement might occur over the following year or so. The teenager
who was a fulltime student, chairperson of a student organisation, and dedicated carer now needed
full-time care herself.

As her parents, we thought of our own mortality and began to discuss the possibilities for Mary’s
future. We wanted Mary to always be cared for in the emotional and physical security of home. We
also wanted to be part of a joint effort to choose Mary’s carers. Such activities as going 1o church and
shopping were enjoyable events in Mary’s life but we hoped these could be expanded to include other
activities with the support of workers,

We believed our expectations for the future were simply a Utopian dream uatil the co-ordinator of the
respite service spoke to us of a small community organisation calted Homes West. We were invited to
meet other families who are in a similar situation to our own, to see¢ if our aspirations could be achieved.
We met at CRU and found that a common thread in our lives was a burning desire to see our sons and
daughters live as independently as possible in a setting which is as little different as possible from that of
other people. Each of us is looking for lifestyle support which will enhance the dignity of our sons and
daughters who are unique, treasured individuals, able to make valuable contributions to their community.

Our Steering Group now meets regularly. We are formulating our needs, as well as the expectations
we would have of a service. It will be a service which respects the value, dignity and personhood of
cach individual it will support. The role of families will be essential in major decisions, including the
selection of staff.

Hopefully, in a future edition of CRUGIAL TIMES you will read of a successful outcome. ||

#Each one of us is looking for a lifestyle which will enhance the dignity of our sons and
daughters who are unique, treasured individuals, able to make valuable contributions to
their community

Maria’s amily by Eisie Burke

The Steering Group I have joined holds the belief that 2 small service has a chance of achieving the
vision we hold for our sons and daughters. One of the things that always strengthens my resolve to
keep participating in the struggle for a better life for people with disabilities is when a group like this
forms.

As parents of adult sons and daughters we want them to have choices of whether they leave home to
share accommodation with friends, get their own home or continue to live in the family home with
support which acknowledges their adulthood vet safeguards their vulnerability.

The contribution that my daughter, Maria, has made to the lives of her family and to others, knows no
limits. All this has been despite epilepsy, severe inteliectual disability, having no speech, and very
limited opportunities, as well as having spent seven precious years of her life in an institution. My
heart still goes cold when I ponder how | altowed that to happen. How can w¢ justify the separation
of a child from her family simply because she has disabilities?

Maria continues to overcome barriers. Her love for her family is unconditional and her circle of
friends enriches her life. Maria now has her own home unit and support staff, and her family and
friends continue to address the complexities that surround people with disabilities, wanting them to
have a life in the community over which they exercise control.

Along with other families who have formed this new group, we believe our dreams for our sons and

daughters can become a reality. |
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- Chris s mily by Pam Watsan

I believe that as long as you are a parent you are always going to want to be somehow involved in the
life of your child. However, if your child has a disability, that degree of involvement is very different
and [asts 3 lot longer - forever. What I am trying to do for my son, Chris, is to set in place safeguards
that will enable him to lead a life similar to that of his brother and sister. or anyone clse of his age.

For some time I have had 4 goal that Chris will be in his own home by the time he ig twenty-one.
Whether or not I achieve this is another thing, but I believe it is important to work to some sort of time
line. Chris is leaving school this vear and we have other things happening in parallel with this event.
Part of this is to look at how best to utilise the Moving Abead Program for Chris. He should be able to
cnjoy a flexibility of lifestyle in the same way as others of his age, and does not belong in a day-respite
centre, sitting idle. Being a part of meaningful things such as work or i TAFE course, socialising with
friends, and having 2 home is whar MOost people aim for, and there is no reason why Chris should nor
have the same. Like any individual, Chris is a contributing and benefiting member of the community.
Like many other parents, I do not wish to be burdened by the fear of the future - 4 future when [ am no
longer able 1o participate in Chris’s life, | can only hope that being involved in the setting up of a
service which will be committed to Chris as well as understanding the importance of the involvement
of his family and friends, will pus safeguards in place to ensure 4 decent life for him when | am no

longer here. i

Small Agencies: The Pressures And Benefits

Jude Hose, of Rockhampton speaks about ber experience as the Co-ordinator of a smail agency
aned describes some pressures and benefits.

ommunity managed agencies have an who have experienced rejection, discrimination

important contribution to make to the and exclusion from real life,

disability field, Ordmar}i beople, who see Community managed agencies, by using personal
A need, are able to take authentic ownership of contacts, family networks and the wider commu.
specific issues, They can do mighty things, sm_l:pl}' “nity, provide a unique style of assistance which

because their ivolvementis their Cbos_c::_g ﬂctiog" . Looreflects the local culture and enables
: v Service users to remain a valued part
17 of the Tocal community. The sup-
port provided can be more flex-
2 ible, can respond quickly ac-
" cording to circumstances, and
importantly, it keeps control
_"--Q'f'the situation in the hands
of the service user, thus
L-.dvoiding the stresses inevi-
‘tably connected with highly
formalised structures.

I'was a member ofa community group ’
which sought funding for the
provision of flexible support, -
tailored to the needs of the -
individual After nearly five years s iy
I found myself on the other .
side of the desk, realising that
sharing the planning, =
decision—making and crafting
of policies at a commitree leve R
is a far ery from actually -0 o
implementing them at a service
management level.

- Even though community man-
&géd agencies hold enormous
promise for good service provi-
""Sion, much depends on the quality

While relationships in any ageri'é'y..'
develop more casily when people

are working together for a commaon Ll ' of staff. Lifestyle Assistants who choose
goal, it is in the context of a smal] community o to maké a commitment to small agencies are
based agency that one is more likely to hear, first- 'unique in their desire to do the very best they
hand, the life stories of people with disabilities can in order to provide Guality one-to-one sup-

| CRUETTRITTR JuLY 1998 N s |



port. Their generosity of spirit in applying them-
selves to difficult situations, often at the oddest
of working hours, is way beyond the requirements
of most careers.

Community agencies are unigue. They represent
the outcome of combined voices of ordinary citi-
zens who have seen a need in their community

and have been motivated to do something posi-
tive about it. There are many challenges, but the
rewards of community based agencies lie in the
knowledge that the clients are gaining a service
which enables people with a disability to live within
local networks, and places them in control of the
changes which take place in their lives. I

Three support workers also speak about their work in a small agency, describing
some of the pressures and benef:ts as they experience them.

‘Brishane

Kaye Cummmg

Along with four othe;a I provzde support for a

groups and become mvoived in _th_c: .l_o_cai com-
munity with the person I support in order to
help her establish friendships “The aim is that
she will eventually become involved with mem-

bers of the group, thereby making 1t a totaliy'm—

dependent ChpCfICﬂCC for hcr

One of the dlffu,ultms in thes‘e sltuatlons_ s
knowing when and how to be heipfu! ‘while at_i Z
the same time encouraging the supportcd person .
to be more mdependcnt and ailowmg other: eopie.'i :
the space to mteract Wlth her Fer example people_ o

on how the supported person is enjoymg the

Mark Chesterfield Townsville

i have found the benefits of community based
work are both abundant and varied. Foremost
in my mind is the understanding I receive from
those assembled around me. They also live with
the pressures of demanding roles, yet their sup-
port is never far away.

In my role as a lifestyle support worker, [ appre-
ciate the opportunities afforded to me and to

is likely to react to par&culdr mtuduons 'Ihereforc::'
one of the greatest challenges is to temain 'ccussed__ﬁ g

ence, and to notlet my owil impressions, fears o preju-
dices negatively mﬂuence her

I am proud of the Ltct that I work for such a
pro-active group. of: ‘people. and T have felt a shift
in attitude since: I havc become a permanent staff
member of the orgamsatxon “I'feel that I am now
more part.of the org’mlsatlon with responsibili-
ties towards ensuring its continued existence. For
example, under: mdustnal anangemcnts the or-
ganisation now: has ;t_' firid: the resources to pro-
vide staff with: hohday a sick-pay so, in order
to lessen the stram Or e orgamsanon we tend
to swap rostcrs 'f wc__ft_:e ﬁl_m orcler that only
one wage necds to be: pzud We. also try to link
our recreational leave 10; nmes that f1t in with

fCSpli.C -care’ and famﬂy time

In '1ddmon to___s_taff mcctmgs I dlSO attend the
Circle meetmgs' h13 e _Cle" of: peopie is com-
prxscd of. famjiy and__frlcnds of the person who 1

: 'ce co orchnator They

"'.Eperspc:ctwe dlld ] ﬁnd thexr energy and enthusi-
-'_%m mspmng '

the families with whom I work, and [ have a strong
sense of being supported by all the people around
me. This is in direct contrast to my previous role
as a residential care worker which often left me
with a sense of confinement, similar, [ believe, to
how people under the care of larger institutions
must feel - those same people I previously worked
for, but not with.
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Townsville

Mark Wellington

For the past year I have been employed by a small,
community managed organisation, working with
a family to support one of its members.

Despite being emptoyed to assist an individual,
it is evident that this person impacts more
emotionally and physically on the family unit
than any other member. Through the
collaboration of the agency with the whole family,
other family members affirm and consolidate
any new, developmental experiences of the
person receiving support, enhancing the
cifectiveness of the support.

Karna’s Story

During the past few months, successes have be-
come more regular, and expectations higher. The
work is supported by a small working group of
parents, co-ordinaters, workers and, at times, out-
side expertise or advice.

Although there are external pressures on the or
ganisation, and issues tend to come and go, the
family and [ have the confidence of knowiag that
the organisation is dedicated to helping a young
man to reach his potential. The only real pres-
sure that I face in my job as principal worker, is
to not feel that I have made a difference.

During the recent evaluation of a small service in North Queensland CRU identified bow the agency
had responded to a family in the local community. The story is told bere by Karna's mother, Manja
Larsen of Atberton Tableland. Manja believes that the effectiveness of the service lies partly in the fact
that the conumiltee is mainly comprised of parents, who are very clear about what is needed.

ur daughter, Karna, was born with cer

ebral palsy and epilepsy in 1978, Karna

uses a wheelchair and has very high sup-
port needs. She is unable to speak or do any
self-care. Karna went to Special Kindergarten
and later to Special Education units until she was
eighteen years of age,
Only in the last two years of high school and
after our involvement with Tableland Commi-
nity Link did Karpa spend some of her time in
“normal” classes at her school. Suddenly students
from Karna’s school would say “Hello” to her in
the street. That had not happened before. Karna
began to be known in her communizy.

When I first became involved with Tableland
Commuenity Link and learned about their belief that
people with high support needs should be part of
their community and live fulfilling lives, [ could not
sce that it was possible. The only things I could see
for our daughter’s future was to either work in a
sheltered workshop, go to a day-respite centre, or
stay at home with me for the rest of her life, or
mine. There was not much for me or the rest of the
family to look forward to when Karna left school
because everything was different from other families,
and much more complicated it seemed.

In Karna’s last year of High School, the co-
ordinator at Tableland Community Link could see
that the few hours each week of “community

involvement” for Karna would not be enough to
give us any kind of normatl life. They assisted us
to make a submission for individual funding for
Karna, seeking thirty hours of support each week.
To our amazement we received the funding and
when Karna left school a new life began for her.

Iableland Community Link,in conjunction with
us, employed lifestyle support workers who were
of similar age to Karna. Fach day they take Karna
out, or spend time at home. To date, there are
four different places in town where Karna and
her support worker have been doing voluntary
or paid work for a few hours each week. Karna
has been attending a self-development course
where people have enjoyed being able to spend
time with her, so all this benefits not only Karna
but her community as well. After Karna started
attending the course, a new ramp was added to
the building, making access easier for other peo-
ple as well as Karna.

Karna goes to most places that other people of
her age group go. 1 believe that in being part of
her community, Karna helps people to understand
her and that this encourages tolerance and many
other gualities inn people that are sometimes for-
gotten in everyday life.

There are times now when 1 am introduced as
“Karna’s Mum” and the person says, “You know,
Karna who works at...". li
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