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From the Director

Since our lag Newdletter in August 2004, life
hasbeen extremely busy for all of us at the
Ingtitute. As | have had periods of sick leave
during 2005, Brigit hasbeen Acting-Director
in my absence and other staff have had
additional regponsibilitiestoo. With the great
team we have we managedto meetall our
existing research commitments aswell asto
obtain funding for another major project.

Dr Bemi Kelly left usin duly to return to
Ireland to get married and take up a new
position asLecturerin Sacial Work and
Intellectual Disability at Queens University in
Belfag. Dr Nancy Higgins hasjust joined the
team asa half-time senior researcher (see
New Saff).

We have been encouraged by the increasng
recognition of the need for disability research
in New Zealand. The Health Ressarch
Council of New Zealand hasnow identified
disability research asa high priority areafor
funding. This prioritisation includesthe
development of a disability research
workforce, particularly for disabled people to
obtain research skillsand complete
postgraduate research degrees Same
government departments are also increasng
their activity in areassuch asevaluation of
projects and reviewing relevant research
literature to inform project development.

The Ingtitute isin good heart. With greater
security of ongoing research funding through
successes in obtaining major research grants,
we can focus on doing research and
disseminating findingsrather than preparing
multiple funding applications.

Anne Bray
Director
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New Saff

Richard Parkinson

Richard hasrecently joined the staff in the
newly created position of Research
Coordinator. Richard previoudy worked at
the Dunedin Sdool of Medicine, where he
held a number of positionsin his 22 year
association there. He spent a number of years
in the Union movement and wasfor a while
the Otago Branch Presdent of the
Association of University Stff. He has
recently completed a Mader of Hedth
Science degree and like Roz McKechnie, his
initial contact with the Ingtitute wasto get
some forms signed.

Dr Claire Stewart

Claire returned to New Zealand at the
beginning of 2004 year after living for 5 years
in Melbourne, Australia. While in Melbourne
she worked in Disability Sudiesat Deakin
University. Thiswasinitially asa resarcher
and sessional lecturer, until she was
appointed to a lecturer's position. Prior to
moving to Melbourne Claire lived in
Christchurch, where she beganwork on her
PhD. Prior to that she worked asa clinical
psychologist, in Christchurch and also
Wellington, in both institutional and
community settingswith people with an
intellectual disability. Claire now livesin
Wellington. She beganworking for the
Donald Beadey Institute in August 2004.
Claire isemployed on the Kimberley and
HRC NASCprojects.

Dr Nancy Higgins

Dr. Nancy Higgins wasrecently appointed as

a part-time senior researcher at the Donald
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Beadey Ingtitute. Nancy wasborn in Alaka;
grew up in Massachusetts; is of Greek
ancedry; and hashad an extended working
holiday in New Zealand for the pag 18 years.
She holds a Bachelors Degree in psychology
and in drama from Tufts University, and a
Magders Degree in Education from Boston
College.In 2001, she completed her doctoral
thess, which isentitled Blind people: A
social constructivist analysis of New
Zealand's education policy and practice,
under the supervision of Professor Keith
Ballard and Dr. lude MacArthur. Her areasof
intered include inclusive education, vision
impairment, school culture, bullying,
Vygotsky's writingson disability, social
congtructivism, and education policy. Nancy
will be working on the Peer Abuse Sudy at
the Institute and with Dr. ude MacArthur
who is exploring the experiencesof transient
students in an area school through the
edablishment of a community of practice and
action research.

Farewell to Dr Berni Kelly

It waswith much sadnessin duly 2005 that
we said our farewellsto Dr Berni Kelly. Bemni
wasa valued member of our staff for 2 !
years, and we were all very sad to see her go.
Berni and her fiancZe Patrick returned to their
home in Ireland, where they married in
October and have also both taken up new
positions at Queens University in Belfad.

CURRENT PROJECTS/
ONGOING PROJECTS

Research on the outcomes of
reettlement of resdents from
Kimberley Centre

The broad aim of the Kimberley Research
Projectisto capture thislag opportunity to
explore what impact the closing of a large
congregat care facility hason the quality of
life of people whose livesare interlaced with
Kimberley Centre. The project hasbeen
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congtructed in two distinct Phases In Phase
I, the objective wasto build an accurate
picture of the lived experience of regdents of
Kimberley Centre and to capture how the
deingtitutionalisation of Kimberley wasbeing
experienced by familiesand staff prior to
resdents moving to community based
services

Phase | of the Kimberley Research projectis
almost complete. Forty-seven familiesare
participating with the Ressarch Team and
have contributed their storiesduring the two
years the project hasbeen running.
Kimberley staff have also assisted the
Research Team by sharing their knowledge
of the support needs and day to day livesof
Kimberley Centre regdents. They have
informed assessments of resdent® adaptive
behaviour, ability to make choicesand
agpects of life thought to influence its
objective and subjectively experienced
quality and made the research team
welcome across the Centre during systematic
observations of regdent® daily activity.
Resdents that were able and wished to
added their voice to the project too. The
project also departs from the conventional
approach to staff involvement by
interviewing them about the impact
institutional closure hason their own life and
the life of their family. All of the data related
to Phase | of the project have been collected
except for the transposing and analysis of
resgdent file information. We would also like
to interview more staff before we begin
Phase II.

Much of the Phase | analysis hasalso been
completed and summaries of the Tean®
preliminary findings have been fed back to
familiescollaborating with usin the project
and to the Ministry of Health and Health
Research Council. Sue Gatesand Paul
Milner also accepted an invitation from the
Kimberley Parents and Friends Association to
address their November meeting about the
project and were well received.

Phase Il of the project begins asresdents
move from Kimberley Centre. For a handful



of participants, this process hasalready
begun, but most resdentsincluded in the
project have either just moved or are due to
move to their new service providers eanly
next year. Asthe year unfolds, a member of
the Research Team will visit resdents 3 and
12 months after they leave Kimberley to
repeatthe measuresused in Phase I. We will
also re-interview reddentsCfamilies 6 months
after their rexttlement and staff 6 months
after they end their employment at
Kimberley. The Resarch Team therefore has
a busy but exciting year ahead of it asit
follows people through this major social
changein the livesof New Zealand® lag
institutional population.

CCSCommunity Participation
Project

Between April and November 2004 the
Donald Beadey Institute led a participatory
action research project exploring the
community participation of people with
physical disabilities The Ministry of Social
Development funded CCSto conduct a
research project to develop shared
understandings of Gcommunity
participation,Oand to describe effective ways
to support the participation of people with
disabilitieswithin New Zealand
communities Twenty-three vocational
service users and seventeen support staff
collaborated with the research team,
leaming from each other in a cycle of
discussion, reflection and evaluation Key
research findingsincluded a belief by
participant@ that their life quality was
compromised by a lack of friends. Friends
and family also emerged asthe most
effective links to community participation.
Participantsin the project also told the
research team that they prioritised how
settingswere experienced over the
segregaied or inclusive status of participatory
contexts and that other people with
disabilitieswere often instrumental in
improving the accessibility of community

spaces The research validated previous
findingsabout the difficulty of becoming part
of the labour market for people with
disabilities Findingsalso suggeged that the
cohort most sensitised to their
unemployment tended to be people with
multiple or more profound impairments who
tended to be Gteered,Otowards altermnative
forms of participation. Upon completion
CCSused the research asa catalyst to
strategic planning and policy discussion with
the Ministry of Sacial Development. To
continue the dialogue between people with
disabilitiesand the community, CCSalso
used the report asa platform for engaging
local communitiesin 19 workshops
throughout New Zealand, which sought to
advance the vison of a more inclusive
society by building collective community
awareness and competence. Paul Milner also
presnted a paper on the research at the
lates ASSD conference in Auckland. Copies
of the report are available through the CCS
website or emailing info@no.ccs.org.nz

Marsden Project

The Marsden Projectis a three year project
funded by the NZ Royal Scciety® Marsden
Fund. The team of researchers for this study
are lead by Dr Jude MacArthur. The Sudy is
looking at the school experiencesof disabled
children asthey transition from primary to
secondary school, with consideration given
to how these experiences shape children®
identity. Eight children with disabilitiesare in
the study, aswell aseight peerswho do not
have a disability, and students are aged 11 to
14 years. The study also includes Maori
students with disabilitiesallowing the study
to consider cultural differencesin school
experience and identity. The researchers have
been following the children for
approximately two years, and they are
intereged in how children with disabilities
see themselvesasindividuals and in relation
to their peer group, and what place disability
and impairment play in children® views of
themselves Neary all of the data hasbeen



collected and some analysis hasbeen done.
Members of the research team have
presented at several conferenceson this study
asit hasproceeded. Currently they are
writing some academic papers aswell asa
book chapter.

One of the key findingsfrom this study is that
disabled children are competent at school
and they are taking charge of their own lives
at school. They work hard to be part of their
peer group at school, and they actively resst
thingsthat other children and teachers do
that make them look different from other
students. The social life of students with
disabilitiesis one area where there are some
differenceswhen compared with their peers
who do not have disabilitiesPmost struggle
with friendships and social relationships, and
bullying is an issue of concern.

The researchers are intereged in how schools
can support the lives of students with
disabilities and are identifying some positive
examplesof teacher behaviour and school
culture that make a difference in thisregad.
The study is also looking at some of the
barriers to incluson and leaming that
children with disabilitiesface at school, and
isconsidering how teachers and schools can
be supported to work towards more positive
and engaging approaches

The study finishesat the end of 2006. The
researchers aim to use the data from the study
to enhance teachersQteacher educatorsQand
policy makersQunderstanding about disabled
children@ school experiences and ultimately
to develop positive approachesto teaching
practice that support children@learning and
social livesand encouragesa positive sense
of self and group identity.

Erhancing Effective Practice In
Special Education

At the end of 2004, a team of researchersled
by Dr. lude MacArthur at the Donald Beadey
Institute, completed a literature review for the
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Ministry of Education® CErhancing Efective
Practice in Special EducationOproject. The
literature review looked at approximately
1000 research articleson disabled children®
leaming and social experiencesat school,
and at the conditionsin policy and practice
that support children@ experiencesin these
areas Topics covered included policy, school
change and professional development;
educational provisonsfor Maori children
with disabilities children and young people®
leaming and social experiencesat school;
teaching, teacher education and professional
development to support the learning of
students with moderate and high needs; and
models of cost-benefit analysis. The review
also looked at some of the research that
compares children® experiencesin
segregated, ordinary and inclusive education
settings

Research Study On Transient
Students

Dr lude Mac Arthur and Dr Nancy Higgins
have just received a grant from the Ministry
of Education, through the TLRI Programme
(Teaching and Learning Research Initiative)
which is administered through the New
Zealand Council for Educational Research.
The funding will allow them to work on a
one year project with teachersin arural
school which hasa very transient student
community. The researchers will form a
community of leamers with some key staff in
the school to work on an action research
project. The project aimsto develop teaching
approachesthat enhance the learning and
social livesof transient children in the school.

Complex Carers Network Project

The Report on an initial pilot projectin
Waitakere city hasat lag beenreleased and
isavailable from Jan Moss:
complexcarers@xta.co.nz




This Report providesdetailed information
from the carers of children and young people
with high and complex needs. A further pilot
in Dunedin isto commence shortly, in order
to compare the experiencesof carersin the
two regions. The national Complex Carers
Network is now under the umbrella of Carers
New Zealand and is being edablished by an
Interim Seeering Group. Anne Bray isa
member of this group.

Trial projects for children/young
people with Autistic Spectrum
Disorder

The Ministry of Health hasfunded two pilot
projectsin Auckland for families of
children/young people with ASD, following
an extensive consultation exercise. One
project, provided through IDEA services
focuseson support for communication and
behaviour needs. The second project,
provided through Autism New Zealand,
focuseson the provision of outreach support
for family and whanau. Dr Claire Sewart, an
Ingtitute researcher, isinvolved in the
evaluation of these two trial projects which
are due to finish at the end of duly. Sue
Robertson wasthe Ministry Project Manager
until 31 Jnuary. Thisrole isnow being
undertaken by Rob Gill.

NBW PROJECTS

Strengthening familiesb
protecting children: When a
parent hasan intellectual
disability

In 2005 the Donald Beadey Institute
commenced a study that is focused on
parents who have an intellectual disability.

The project received funding from the Health
Research Council of New Zealand for a

period of three years and represents a much-
needed opportunity to conduct an in-depth
exploration of thisimportant issue.

The research hasthe central objective of
leaming from parents who have an
intellectual disability themselvesabout their
experiencesof being a parent, and about
their perspectiveson what contributesto
effective support. Parents are interviewed
regularly to talk about their family situation.
Participating parents are also asked to
nominate formal and informal support
providers with whom the researchers discuss
issuesrelated to the provision of support. A
range of barriers that impact on the provision
of high quality support to parentswho have
an intellectual disability have already been
identified by study participants (i.e. parents,
disability support providers, extended family,
lawyers, needs assessment professionals and
child protection workers).

Approximately 24 parents are currently
participating in the study. The parents
experience a range of parenting situations. A
small number of parents are parenting
fulltime. An equally small number parent on
the weekends only or enjoy unsupervised
access for short periods of time. The larges
group of parentsin this study rely on
supervised access asthe only mechanism for
spending time with their children.

Preliminary analysis of data illustrates very
cleary that parents who have an intellectual
disability often have feelingsof joy and
excitement at the prospect of having a child
tempered by the stress and pressure of
arranging support and convincing other
people that they are competent to parent.
Many parents have lost custody of their
children for reaons that are often unclear to
them and their attempts to stay connected
with their child(ren) are often perceived by
professionals and foster familiesasunrealistic
and not in the bed interegs of the child. It is
also clear that parentstend to value support
that includesa strong advocacy component
and that disability services family services
and other agenciesfrequently experience



significant difficultiesin meeting the needs of
parents who have an intellectual disability.

If you would like to leam more about this
project please contact Dr Brigit Mirfin-Veitch
at the Donald Beadey Ingtitute.

Evduation of intersectoral
disability needs assessment and
service coordination trials.

During 2004/2005 the Donald Beadey
Ingtitute led a team of researchers who were
contracted to provide an evaluation of three
trials that had the aim of improving
collaborative arrangements for needs
assessment and service coordination
outcomesfor people with disabilities The
trials were funded by the Ministry of Health
and the evaluation wasfunded under the
Health Research Council Partnership
Programme.

The needs assessment and service
coordination trialswere located in
Christchurch, Sauth Canterbury, Wellington
and Rotorua. The Donald Beadey Institute
evaluation team used a formative evaluation
approach in conducting the research.
Information was collected about processes
and reourcesused and outcomesachieved
during the 15 month trial period.

The trials were assessed ashaving achieved
most of the specific objectives set regarding
implementation of person-centred, strength-
based approachesand developing processes
for facilitating interagency involvement and
collaboration in assessment and planning.
The emphags on coordination central to the
trials was particularly appreciated by
participating families The trials demonstrated
many effective attributes processesand
components that could be utilized more
widely to improve collaboration outcomesfor
families

A final report on this project hasbeen
prepared and will be available in the near
future. Any quedions or queriesshould be
directed to Brigit Mirfin-Veitch at the Donald
Beadey Indtitute.

Peer Abuse in Group Homes

In 2005 we received a grant from the Health
Research Council of New Zealand to conduct
research on peer abuse in group homes In
New Zealand approximately 6,631 adults
who have an intellectual disability live
together in groups of four to six unrelated
adults. An injury prevention project
conducted by the Donald Beadey Ingtitute
which examined injuriesin the group home
setting found that intentional injuriesby other
resdentsliving in the home accounted for
23% of all injuriesand affected 14% of all
resdents.

The peer abuse study aimsto explore the
following quedion: What isliferealy likein
group homesfor adults with an intellectual
disability in terms of bullying and friendships
within the home?We plan to spend timein a
range of group homesin the North and Sauth
Idand to leam more about adultsO
experiencesof group home living and how
all those people involved with the homes
understand bullying. Information gained from
observations of daily life in the group home
will be analysed alongsde information
gained from adults, staff and familiesduring
face-to-face interviews. We hope that the
research will contribute to the desgn of
effective anti-bullying and injury prevertion
programmesin resdential services If you
would like to leam more about this study
pleas do not hegtate to contact Anne Bray
or Brigit Mirfin-Veitch at the Donald Beadey
Ingtitute.



The Donald Beasley Institute
Library

NEW BOOKSTO THELIBRARY

Thisrecently published book includesa
Chapter by local author Avis Hunter and
Brigit Mirfin-Veitch

from the Donald Beadey Ingtitute.

Deinstitutionalization and People with
Intellectual Disabilitiesis an international
collaboration between qualitative researchers
and former institutional resdents with
intellectual disabilitiesthat presents a
comprehensive overview of personal and
professional perspectiveson
deinstitutionalisation.

Personal storiesalternate with cultural and
political analysis, and reflections on
implementing and evaluating
deinstitutionalisation. This great diversity of
perspectivesis complemented by insights into
the personal and professional life of one
institutional ex-resdent, ThomasAllen,
whose story providesa powerful commentary

on the effect of institutions and
deinstitutionalisation on one individual over
almost a century.

Broader chapters consider the purposes of
institutions and use historical case studiesto
identify reasons for admission or
institutionalisation. The authors discuss a
range of ingtitutions, including nursing
homes jails, locked housesin the community
and forensic units, and interrogate the
contraging notions of institutional oppression
and on the other hand, integration and the
empowerment it affords on the other. They
challenge the continuing discrimination and
marginalisation of disabled institutional
resgdents or ex-resdentsin community life,
arguing for a more positive, integrative
approach.

Researchers, practitioners and readers with
intellectual disabilitieswill find thisbook an
insightful, comprehensive reference. Thisreview cal
be read online at:

http://www.jcakingdey.com/

If you would like to borrow any resources
from our library, you can do so by
completing an enrolment form (which can be
found on our website) and either emailing it
or posting it to me. If you do not have
internet access you can contact me to reques
an enrolment form. Our resourcesinclude
books, journals, videos and audiotapes The
books, videos and audiotapesmay be
borrowed, however the journals and
reference booksin our library are not
available for loan. All of the journals and the
books, have been entered on our library
database, so if you would like to order a
literature search on a particular topic you can
do so by contacting me. You can borrow up
to four resourcesat any given time and they
are on loan for a period of two weeks

Thank you.
Krissy Wright

Information Officer
krissy@donaldbeadey.org.nz
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Mission Statement

To advance the well being of people with intelle ctual disabiliti es
in New Zealand through applied research and educati on.

Objectives & Goals

To identify critical issues affecting the lives of people with
intellectual disabilitiesin New Zealand.

To disseminate relevant research evidence on critical issues.

To undertake and disseminate research which contributesto an
understanding of the critical issues.

To deliver evidence-based information, consultancy services,
education and training.




