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Abstract

This presentation will ook at the New Zeal and Disability
sector and ask the question: Can groups that are fragnmented
and trying to gain individual respect and autonomy, work
together in a manner in which they can put aside individua
i ssues and unite in one conmon aim Historical events that
show how fragnmented the disability sector are will be
descri bed. Recent events in the disability sector will be
hi ghlighted to show that, once a |l evel of trust between
groups can be achi eved, individuals can join together
However, the challenge for the future will be to maintain
that |evel of trust.
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Kia Ora Nga Tatou - | bring you warm greetings from New
Zeal and.

Backgr ound

New Zeal and is a country in the South Pacific nade up of a
nunber of islands, the nain ones being the North, South and
Stewart Islands. It is a country that has historically been
reliant upon exports fromthe agrarian sector. It was founded by
Captain Cook in the late 1700s and col oni sed by inmgrants from
the United Kingdom who wanted to start a fresh life. In 1840 a
treaty was signed between Maori, New Zeal and' s indi genous peopl e,
and the Crown, giving Maori partnership, participation and
protection over resources.

Di sabl ed people historically in New Zeal and have depended
upon fam |y support. Tennant (1996), details the first asylum
opening in 1854 providing for the care of people who were seen as
mentally ill and "the first institution opened for the blind in
Auckl and in 1890" (p 11). Over the years, organisations that
cared for people with specific inpairnments were forned, the
League for the Hard of Hearing 1932, the Crippled Children's



Soci ety 1935 (renaned NZCCS in 1990). The WIson Hone for
children who were recovering and rehabilitating frompolio was
founded in 1936 and the Intellectually Handi capped Children's
Parents' Association (IHCPA) in 1949 (now IHC). Between the 1950s
and 1970s further institutions were established (Qara Spina
Unit, for the treatnent of spinal injuries, Queen Elizabeth
Hospital in Rotorua for the treatnent of arthritis and the
Pukeora Home for the Disabled, in Wiipa). These institutions were
funded through the hospital systemw th the aim of providing care
and rehabilitation.

The | HC devel opnment is interesting. As already nmentioned it
was started in 1949 by a group of concerned parents. Years |ater
it is an organisation that has 5000 enpl oyees and has an annua
turnover of $150 nillion and, as Story (2002) indicates, has "700
homes directly under its ownership and the I|HC s property
portfolio worth around $120 million" (p 20).

Furthernore, Tennant (1996) believed that historically
"disability organi sati ons were dom nated by the charitably-
incline" (p 5) and it was not until recently that disabled people
began to organi se thensel ves into advocacy groups pushing for a
"consuner voice" (p 5 wthin the decision maki ng processes. This
benevol ence is supported by Story (2002) who lists 35 of the
| eading not for profit organisations that currently operate
within the typical voluntary area of working with people. O
those reported only two (Deaf Association and DPA - Disabl ed
Peopl e Assenbly) have Chi ef Executive Oficers who are reflective
of the client group being served.

Fromthe 1960s differences in terms of financial support and
personal care started to devel op between differing groups of
di sabl ed people. The passing of the 1964 Social Wl fare Act gave
blind people the ability to keep their invalids benefit even when
they started in enploynent. This option was not open to any other
i mpai rment group and is still in place nearly forty years |ater
This Act al so gave the spouses of those who were blind a benefit.
However the spouses' benefit was stopped once they started to
wor k. Again this option was not offered to other inpairnent
groups, Or (2002). On the day that people with a physica
disability start work benefits are stopped. This type of
bureaucracy | eads sone di sabl ed peopl e not |ooking for work. What
is needed is a system which rewards and supports people to gain
work and to gradually reduce financial reliance on the state.

Even further division between disability groups occurred
with the passing of the 1972 Accident Conpensation Act. This Act
gave people who were injured in accidents |unp sum conpensati on,
even if they were responsible for the accident - the nore severe
the result of the accident the nore conpensation was paid. In
1996 the High Court of New Zeal and rul ed that the Accident
Conpensati on Conmi ssion nust provide enough nonetary support so
that cl ai mants coul d have 24-hour attendant care "where the
personal injury by accident is such, that that person nust have
constant personal attention" (Reserved judgenent of the High
Court delivered by Justice Heron, 1996).

On the other hand people who need the same | evel of support
but have a congenital disability, or who have had a stroke etc.
can receive only up to 35 hours per week attendant care. An
addi ti onal all owance of hours up to 20 hours per week to provide
househol d tasks can be given, but it is rare for the full 55



hours to be given to an individual. In nonetary ternms 35 hours
attendant care is equal to providing 24 hour, 7 days a week care
to a person in a rest hone. So two people with similar support
needs but with a different reason for the onset - one
congenitally, the other traumatically (after 1972) - are given
different |levels of support, both in terns of financia
reconpense and physical care. One avenue | eads people who are
supported by the Acci dent Conpensation to a supported life in
soci ety and the other | eads people who are supported by the
Mnistry of Health to a life of dependency and exclusion from
society in a rest hone.

The Year 1981

The International Year of Disabled Persons and the Tel et hon
hel d that year raised the profile of disabled people in New
Zeal and. From the funds raised by the Tel ethon, seeding funds
were given to establish the Disabled Persons Assenbly (DPA). One
of the nmajor differences between this organi sation and others
al ready established was that the constitution required the
majority of committee nmenbers to have |ife experience of
di sability. One of the outcones of the formation of DPA was to
start to unite differing disability groups to "fight" for conmon
i ssues. Since the formation of DPA other organisations have
devel oped advocacy groups, although there arises a difficulty
over how an advocacy group funded by the parent group can
advocate for disabled people against the parent group

New Zeal and Di sability Popul ation Overview

Recently rel eased 2001 census figures fromthe Statistician
(2002) show New Zeal and having a total population of 3,719, 000.
Auckl and (located in the North Island) is the nost popul ated
region with over a million people. OF the total population 20%
or 743,800 people, reported having sone formof disability.
Furthernore the survey showed that disability increases with age,
with the majority of disabled people reporting that they have
nore than one disability. Physical disability is the nobst
prevalent. Also disability increases with age rising from 11% for
children 0 to 14 years to 54% for those aged over 65.

Disability Sector

Not for profit organisations in New Zeal and over the |ast 10
years have had to change their traditional voluntary operations
into corporate structures, due to the annual budgets they now
adm nister. A large nunber have budgets over the nillion dollar
mark and this increase in budgets forces not for profits to
operate in a business |ike manner. As well the New Zeal and
Government is nmoving to align social capital issues to the
econony. This nove creates the idea that the New Zeal and
Government shifts the responsibility away from thensel ves and on
to community or not for profit organisations.

Story (2002) reports "New Zeal and has nore regi stered
charities per capita than any other country" (p 20). This nunber
of organi sati ons nmeans that the amount of noney avail able to not
for profit organisations, either through Governnent contracts or
vol untary donations, is spread thinly, leading to conpetitiveness
bet ween organi sations. This conpetition neans that organisations
are having to either cut costs |leading to bare bone services or



| ook at joint ventures to gain service contracts.

I n Auckl and a nunmber of disability providers have fornmed
t hensel ves into yet another organisation, giving thema high
nati onal profile and | eading to the Governnment only having to
deal with one identity rather than a | arge nunber.

The New Zeal and Disability Strategy

New Zeal and had a change of Governnent in 1999 resulting in
a Labour led coalition and for the first tine a Mnisteria
portfolio "Disability |Issues" was created. However the position
was out side of cabinet, neaning effectively that the Governnent
acknow edged that there was a need for the position but gave the
portfolio a | ow ranking, conpared to other portfolios.

One of the first roles of the Mnister was to establish a
reference group to develop a disability strategy that would be a
bl ueprint for the disability sector. The New Zeal and disability
sector has been constantly reviewed and the feeling within the
sector was here we go again. Over 700 subnissions were received
by the Mnistry of Heath who acted as the | ead agency in the
process, from which an over arching vision of "a society that
hi ghly values our |ives and continually enhances our
participation”™ (Mnistry of Health 2002, p 1). Along with the
vision were fifteen objectives:

1. encourage and educate for a non-disabling society

2. ensure rights for disabled people

3. provide the best education for disabled people

4. provide opportunities in enploynment and econom c devel opnment
for disabl ed people

5. foster |eadership by disabled people

6. foster an aware and responsive public service

7. create long-term support systems centred on the individua

8. support quality living in the community for disabled people

9. support lifestyle choices, recreation and culture for disabled

peopl e
10. collect and use relevant information about disabl ed people

and disability issues
11. pronote participation of disabled Muor
12. pronote participation of disabled Pacific peoples
13. enabl e disabled children and youth to lead full and active

lives
14. pronote participation of disabled wonen in order to inprove
their quality of life
15. value fanmilies, whenau and peopl e providi ng ongoi ng.
(Mnistry of Health 2002, p 3)

Besi de the vision twelve key Government departnents were
charged with devel opi ng work plans ready for inplenmentation by
the m ddl e of 2002. Wrk plans had to reflect departnent's
priorities and those, which were aligned with the strategy's
vision. A nunber of work plans have been released. The Mnistry
of Health work plan has a description of a nunber of key
achi evenent areas with desired outcones, tine franes and what
progress has been nmade to neet the outcones. An exanple fromthe
M nistry of Health is listed bel ow

Description: The Mnistry will pronote that all strategies
and final reports consider the needs of disabled people. Were
appropriate Sector Reference Groups will include a disabled
person to ensure that the view of disabled people are reflected



at a strategic level.

Desired Qutcone: The Mnistry's staff will be nore aware of
the different needs of disabled people.

Quality Measures and Tine Franmes: All existing and future

Sector Reference Groups will include at | east one disabl ed person
(where appropriate) on the group. To be inplenented by 31 Cctober
2001. Al'l future strategies and final reports will consider the

needs of disabled people. To be inplenmented by 31 Decenber 2001

Progress: Sector Reference Groups now include a person with
a disability where appropriate. Exanples of this are: the Youth
Heal th Strategy appointed a disabled person to their sector
reference group and the Health and Disability work force advisory
committee now has a nenber representing a disability perspective.
(Mnistry of Health Work Pl an 2002)

As noted one of the key objectives was to foster |eadership
by di sabl ed people and this objective is |ooked in depth in the
next section.

The Partnership

One group that the fundi ng organisations (Government
Departments, NGGOs etc.) were not hearing fromwas di sabl ed people
t hensel ves. As stated earlier DPA and anot her organi sation The
Association for Blind Citizens (ABC) were the exceptions in
provi ding the voice for disabled people. In 1991 the Northern
Locality of the then Health Fundi ng Association (HFA), now the
Northern Locality Disability Issues Directorate Mnistry of
Health, realised that the voice of disabled people was m ssing.
This occurred when the HFA went out to tender for a service and
on the selection panel were personnel representing locality,
financial, Maori and Pacific people but no one representing
di sabl ed peopl e.

Fromthis discovery, the HFA enbarked on a partnership
initiative between thensel ves and the Auckl and regi on of DPA.
| medi ately tensions started to devel op when existing
organi sations felt under threat by the new kids on the bl ock, and
ot her disability organisations and groups wanted to have the sane
| evel of participation within the HFA. One of the major issues
that were raised by opposing groups was that of representation
Di d DPA represent parents and di sabl ed people who had no verba
comruni cation skills? Shakespeare (1993, 1994) has witten
extensively on the role of disabled people in voluntary agencies
and the issues that arise.

Partici pants of the DPA/HFA partnership were a m x of
disability types which neant that individual needs had to be put
asi de and a commn focus needed to be devel oped very quickly.
Pat st on (2002) suns up the issues succinctly:

Through these chall enges we have retained a certain unity by
havi ng a shared vision of a better future for disabled
peopl e. Even though we were often not seen as | eaders
because of society's disabling perceptions, we considered
our nost inportant job was to ensure the continuity of the
voi ce of disabl ed peopl e.

It could be added that the voice of the disabled that needed to
be heard was a united voice, not one that was divided. Also the
smal | nunber of people who were involved in the devel opnent of



the partnership and the total nunber of people within DPA were
further tensions that needed to be managed.

One issue that arose was how to fund the partnership. The
HFA were unable to fund individuals and so a joint venture was
si gned between NZCCS and the HFA, with a Menorandum of
Under st andi ng si gned between NZCCS and DPA. Going on at the sane
time was a Governnent initiative "The New Zeal and Disability
Strategy". What the HFA did not want was a | ocal project
upstagi ng a national consultation process.

Two projects were undertaken by the partnership in the
initial stages, the Kids Vision and YPD (a project |ooking at
young people with a disability aged between 16 - 64 who were
i nappropriately placed in rest hones and/or private hospitals).
Each project was assigned a | eader from DPA and the HFA, whose
role it was to | ead respective processes.

Wth the partnership beddi ng down and producing results it
was acknow edged that another way to fund this project had to be
found fromthe HFA and DPA perspectives. DPA being a nationa
organi sati on neant that the Auckland regi on could not sign the
contract, yet the Mnistry by this stage only wanted a | oca
initiative. One-way forward was to start "yet another™ grouping
that represented di sabl ed people in the Auckland area - Ripple
Trust.

DEAS (Disability Enmpowernment Advocacy and Support)

A nunber of other groups were formng simlar initiatives
with the Mnistry of Health and it was good sense to bring these
organi sations together to forma type of collective. This
col l ective was known as DEAS (Disability Empowernent Advocacy and
Support) and consisted of Te Roopu Waiora (Muori), Pacific
I nformati on Advi ce and Support Services (PIASS Trust), Parent and
Fam |y Resource Centre (PFRC, representing parents) and finally
Ri ppl e Trust (a contract with Refugees was also a part of Ripple
Trust). Each group had individual governance while also creating
a shared managenment and chairs group. Not only were groups having
to find a way work with their own, but also needing to find a way
for the groups to work together

Suddenly i ndivi dual organisations had to realise, as O Brien
(1997) states, "outcomes will not be determ ned by definition of
their purpose alone but by the paradigmthat the service provider
has of the characteristics of its service user group"” (p 66). In
ot her words the paradigmthat the DEAS is operating in, is one of
partnership and therefore results will not only reflect the
i ndi vi dual group but also the "collective". As the Mnistry of
Heal th cannot be a fund-hol der, the possession of the funds for
the projects nmust be with one of the groups; therefore each group
has a turn of being "in control"”

Two projects are currently underway: (1) Community re-
integration project which is the next stage of the YPD project
and is looking at other initiatives to support disabled people
who currently reside in rest homes and or private hospitals; and
(2) the VIP project (Valued, Included and Participating) and is
currently being led by Ripple Trust. This project ainms to
i mpl enment the New Zeal and Disability Strategy and is | ooking at
how to increase the capacity of disabled people within the
conmuni ty.



VWhat has occurred with the initial devel opnent of the
partnership, |eading on to DEAS, follows the pattern that Shaw
(1996) describes: "Residents were entirely unorganized,
organi zers were energetic, but inexperienced, and our opponents
were nultinational hotel corporations ... how could we succeed

the answer lay in tactical activism(p 9)." DPA did not
decide to take on the Health Funding Authority overnight. Wat
has been achi eved was done by breaki ng down the barriers into
smal | achi evabl e projects that showed the value of working with
di sabl ed people rather than against them Al so what was achieved
was done so by a small nunber of people who were committed to the
out cone, sharing a common goal focussed on societal rather than
i ndi vi dual change.

It was not all rosy however and a nunber of people who
started with the devel opnent struggled at tinmes, and with snall
nunbers of di sabled people it was easy for opponents to pick
people off. But what was inportant was that if one person noved
on anot her one person took the vacant place. Prior to attending
this conference a joint neeting took place attended by at 25
people. This may still seemto be small nunbers, but when the
i deas were first raised there were only two people then five,
then seven and it built fromthere. One of the goals of the
partnershi p was capacity buil ding of disabled people and
st akehol ders, which has been achi eved.

Concl usi on

What this paper has shown is that there is a hierarchy
within the disability sector in New Zeal and, as pointed out the
| evel of support in sone situations depends on how the disability
was acquired. What the partnership and DEAS has shown is that
with a single focus, a diverse group can work together to achieve
a comon purpose. However the goal in the com ng nonths and years
is to stay conmitted and focussed.

While there are | arger nunbers of people commtted to the
process they still represent five different organi sations. The
next phase of the project and probably the hardest, is to keep
the groups focussed on issues and not have individuals go off on
di verse tangents. The other issue is to find the next generation
of di sabl ed people. Some of the current participants have been in
this type of role for over 20 years and while they still want to
make a difference (and are) it is now up to the next generation
of di sabl ed people to continue the struggle.

The final word on the devel opnment of the partnership | eading
on to the DEAS is left to Patston (2002):

The Partnership between di sabl ed people and the Mnistry of
Heal th was, and continues to be, one that left behind the

t okeni sm of consultation for the invol vement of disabled
peopl e through daily participation in decision-mking. To do
this required us to build alliances both within and between
the two groups, while working to realise a shared vision of
a better future for disabled people. This couldn't have
happened wi thout the fostering of personal and professiona
rel ati onshi ps between peopl e inside and outside the

bur eaucracy.

The battle certainly has not been won but so nmuch nore can be



achieved by a small nunber of conmitted people rather than a
| arge fragmented crowd.

Ka Kite Ono (Go well and we will neet again)
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