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Indigenous Dementia
Services Study

Indigenous Dementia
Services Study

2007 & 2009
Kimberley

To document current services for
Indigenous people with dementia (and
their carers) and unmet needs

To develop appropriate models of care

2008 & 2009

To work with Indigenous community ’ )
Alice Springs

members, councils, service providers
and other community organisations to
achieve these goals

Who is involved?

Funded by NH&MRC

In Regional Research Partnership
with KAMCS & KACS

Conducted by
WACHAwith UWA

The Indigenous Dementia Services Study (IDSS)

Follows on from two earlier studies, the KICA in 2003-2004 and the prevalence
study in 2005-2006.

With the knowledge that memory problems / dementia are common, the
current study aims to develop new approaches to caring for people with
dementia in remote communities in the Kimberley.

. To form a Steering Committee

. Scoping Study

. In Depth Interviews

Focus Groups and Community Meeting

Develop new models of care

. Totrial and evaluate models of care

. Share this information with communities across th
and Australia
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Steering Committee

The steering committee has met three times...

August 2007

March 2008

Helen Cox, W

August 2008

Tl Janet Urbaga, Kate

The steering committee guides and advises the project

Includes representatives from services, communities and past carers for
persons with dementia

e N
Smith

Scoping Study Interviews

* 42 service providers were interviewed including;

— KACS, KAMCS, BRAMS, RFDS, NWMHS, KPHU, Dialysis Centre,
Disability Commission, Palliative Care Service, Palyalatju, Ord Valley
Aboriginal Health Service, Hospital Aboriginal Liaison Officers,
Occupational Therapists, Doctors and Remote Area Nurses, Residential
Care Facilities, Police Aides, Warmun Pensioner Units, Town HACC,
Art Centres in Mowanjum and Balgo, Independent Living Centre

« Interviews were confidential, the majority were held over the phone,
and went for up to 15minutes

* The questions were developed by the team and approved by
steering committee

« The information from the interviews was typed up and later analysed
for common themes, interesting or stand out points.
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In Depth Interviews . .
P Relationships

People spoke about how they came to be minding the person with dem entia
Often this reflected cultural responsibilities; the part the person with
dementia has played in their life, for example passing on cul tural
knowledge or helping to raise chl\dren and at other times, the i mpact of
illiness, accidents and premature deaths.

« 26 interviews were recorded and typed up

« This included 15 carers (past and present)

*  ‘Well, we see it as our responsnhlllty to look after in the way, in the, um, in this
situation she is. Being old.'

« ‘I was married to... her son.. and she was looking after me ... when | had my
first child, she was always caring for me... that's why | am looking after her.”

«  “well we came together from the bush when | was a little girl about 11 years
old ...I came to [Catholic] Mission ... | took him once to hospital with me... |
stay with him right through till he get better ... we bin in [Community] for long
~.. and | went to school in [Community] | was in the dormitory ...by nuns or
whatever they call them...I went to high school in [Town] for 2 years... long
time since | lose my husband here.’

« ‘Butwith the old ones, oh like mum says to me... she is not supposed to be
talking to my husband, she is not allowed to have nothing to do with him, she

is not allowed even to look at him. The only time it changes is when he

started glvlnﬁ her ice cream [laugh]. She said ‘my Countryman, my ancestors
won't mind this ice cream it's too good' [laugh]. But do you know what | mean.

Isko srr\‘es started teaching me, when | didn't know. So that's and a lot of things

ike that’

‘well she was, they was stopping with their mother but when she died um they

just stayed on with us then and then (pause) she asked me to be her carer '

« 14 workers in health or aged care

« In the Kimberley
Derby, Mowanjum, Looma, One Arm Point, Warmun, Balgo .

Family Based Care Community Driven

People spoke about the importance of keeping the person

Peuple felt strongly that projects with people with
with dementia with family for as long as possible. lemel

ntia and the families that mind them must be
sell determined and community driven to be
«  *Keep them home with their own mob families you know... i:cncse‘zshﬂn Ez‘:f)uwn?” aiﬁg'?mm%ﬂgnzzsgdsﬁgr%aop‘e
Close wll:ere the)ﬁcan remimber |h_\|_n§s every time we cul(ura\yunderstan't}/ing to shgpe projects was also
repeat things to them you know ey start
remembering things then ... Properly you know but when noted
they go with gardias [non-\ndlgenous people] they just ...
Forget.’ « ‘[name] spoke about the need to have a really strong
council and community, and how this was why the
pensioner units had worked."
+ ‘If carers could have more of an input
into what they see as important, what .
should be done.... what happens.
Gave eg of working in government
departments and seeing that services
are delivered from a non-Indigenous
approach and that this is not always
appropriate or works. That Indigenous *
people need to be able to say what
they want, too many are accepting of
what is said.’

+ ‘it's a big job... it is yeah trying to work and juggle family at
the same time. Three of them at school, one’s at home
and looking after her is like four kids in one because she’s
like a big kid herself (laughs) yeah it's hard but it's good
company having her around even for the little kids they
learn a lot off her as well. Yeah its good for her sometimes
she teaches in languages, words right and wrong how to
respect others. She does a lot of things."

‘older people want to stay in land and on country... we
have to visit more often and encourage clinics to make
more home visits, community and councils to take
problems more seriously.’

‘any project / initiative needs to be community driven /
input from the community. Must be culturally informed, as
only way that project will work. Must involve family (of
those with dementia) and the commumt\é and the council
in the project...other projects that have been developed
with good intentions by white people that just haven't
worked because of one little thing.”

Training Needs

People spoke a lot about training. The importance of
cultural awareness and cultural safety lvalmng for
non-Indigenous staff. Greater access to KIC

Indigenous Workforce

Everyone agreed that it was very important to have

more Indigenous people working in Aged Care.
For many, this was seen as the best way to ensure
that the needs of the person with dementia were
met. People felt aged care workers needed to be
better paid, and their roles in the community more
valued. Some of the barriers Indigenous people
face to working in remote communities and towns
was also acknowledged.

Increasing Indigenous Workforce

Shortages ‘well they should get more like more
Aboriginal workers for them ... You know... Like where
they are now they should have more Aboriginal
workers and people they know you know.

Countryman that they can talk about things families
and everything... That kind you know’

‘yeah they need some aboriginal Ipeop\e working in
HACC to show them where the places are to take out
for activities’

Undervalued ‘better paid workers = higher valued
staff' ‘more staff = empowerment’

‘supervision is important, and knowing what motivates
people to come to work. Having good supervisors that
will know why someone will or won't come to work."

Barriers and Social Issues  ‘noted that staff
retention is the main problem for remote
HACC, as there is not enough pay. Also
noted that jealousing is a very real problem
and prevents a lot of people from becoming
workers...other issues for staff included
needing a break, sorry business, pension
week, having to do paperwork.’

+ ‘aged care works well when the ... girls are

not on the piss, but when they are — which
is understandable given that everyone else
in the community dumps their children on
them, than the aged care service falls to
pieces’

training for clinicians. Generally, more tra\mng on
dementia for health and aged care workers and

families that are caring for the person with
dementia.

+  Cultural Awareness / Safety training ‘Cultural
awareness. That's the biggest thing they need to
understand what, how that person lived. How they,
you know, respond to families and things like that And
don't just come in and you know, assume that they are
doing the best for them when lhey don't understand...
That's the biggest thing that cultural awareness. « Family and Carer training in dementia

make them understand how we live, how we appmach
(mngs for our old people, you know, how we do it for
them... Well, what we trying to do with in our
organisation now is start up a cultural awareness um

‘So there’s little things now that are
getting really bad I'm finding | don't
know.” What do they do with people with
uemerma? Just let em go or? What

thing, well that we um presented it to like on the mines happen:

... or new people that just come into town and didn't

know and show them our culture and make them .

understand where we are you know and where we + 'People have trouble understanding that

come from... and what we trying to do,

u ..
And, we slow\y. we putting it together, tKat cultural
awareness thing. But um, just the now to be aware

madness that comes with dementia and
the permanence, this has an impact on
peoples tolerance ie ... when is it going to

that how people lived. Cause nobody, no-one, no-one

lived the same.’

+  KICA training
+  Health and aged care worker training
in dementia




Issues Affecting Remote Communities

People spoke about the issues affecting remote
communities, the distance to main services,
competing priorities of need where everylh\ng
is needed (eg child health, environmental
health, housing are all important and may
compete for council, community and service
provider attention). Also the need to give family
carers more practical support was raised, as
was the issue of elder abuse. Some peop\e
thought that Aboriginal people were more
accepting of the changes that come with
dementia, and may see these as a normal part
of aging and not seek help. Others
acknowledged the strength that comes with art,
living on country, cultural knowledge,
spirituality, family and kinship roles.

«  ‘The other thing that we also see is elder
+‘one of the strengths of Aboriginal families / abuse...In the community. So just makmg peuple
communities is in looking out for each other, hrmre awarg (hha( that does gokon and that doe t
appen and how we can you know recognise i
s”g not bejng 50 put offby the changed because a lot of people don't talk about it...And it
ehaviour. happens in Aboriginal families and non-Aboriginal
families...And that may simply be neglect, not
changing their nappy, not making sure they are
showered, not giving them a good feed. So they're
all forms of elder abuse and it can be emotions as
well so it... and demanding money, taking the
nanna key card. | mean that's all forms of elder
abuse. So, | think more community awareness
about how can we look after our grannies better,
and how can we prevent them from been
abused.’
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Issues Affecting Services

People spoke about the importance of good relationships
and communication between service providers and with
families. The use of interpreters was considered
essential. Been able to be flexible in the way services
were delivered was a strength. There was a need for
more clarity with assessment, referral, clinical
pathways, protocols and guldehnes Gaps in services
(eg specialists, respite, HACC) were also noted.

+ Relationships and communication ~ ‘they should be
working in closer like err well it should be a two way thing
community and the service provider and the carer and the
person that's being cared for and the whole family in
generhal that sort of thing gotta be sit down and worked out

er.’

. ‘Feople visiting the community and not informing the clinic —
i

we can't work with each other than how are we going to
work with the community.”

« the strength of flexible service provision
+ Assessments , referrals and the need for clinical

pathways, protocols and guidelines
+ Gapsin services (specialists, respite, HACC)

«Use of Interpreters ‘it is necessary as an
OT to find out more that just the surface
issues, that is the deeper functional issues
that the person may not tell you straight
out... it can be difficult to elicit this
information when visiting, gave eg of
people nodding their heads. This is why
the OT tries to work in with the clinics, and
all of the partnerships and networks.'

‘need to use interpreters more as sure that
patients just say yes a lot of the time and
won't understand.’

First, Second and Third Newsletter Editions

September 2007

September 2008

April 2008

-

Website and DVD

-

« KICA website
www.healthykimberley.com.au/chronicdisease.html

+ KICA and pictures

« Instruction booklet

« Dementia criteria and medical screen checklist
« KICA journal article details

KICA DVD ksmith@meddent.uwa.edu.au




