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‘ “';-: 88 Initiatives

g J GAL W . 2007:

i : A — Alcohol restrictions

b \LLED: 9191 5000 ;- 2008:

v ' OF Fify — Marulu strategy

e 2009-13:
— Lililwan project
e — FASD prevalence
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A community in crisis

2006: Alcohol-induced

 Domestic Violence

* Injuries

e Car accidents

e |lIness

 Over 50 deaths including 13 suicides

— “Enough is enough”
— WA liquor licensing board



“Yajilarra” — to dream (2008)

YAJILARRA

To Dream: Aboriginal women leading change in remote Australia




Fitzroy Valley Alcohol Restrictions (2007)
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“FASD is a tragedy that somehow
transcends other aspects of grief
and trauma. Here is innocent
young life; the future of our
people and all that goes with it —
our culture, our language,
knowledge about the magic
creation and laws of our country —
being born into this world with
brains and nervous systems that
are so impaired that life for that
person from birth to death is
cruelly diminished.”

June Oscar, Address to Parliament
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DIAGNOSE, SUPPORT, PREVENT (2008)
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Three themes

Marulu




A partnership: Marulu and
The Lililwan Project

e Nindilingarri Cultural
Health-Fitzroy Crossing.

e Marninwarntikura Fitzroy
Women’s Resource
Centre- Fitzroy Crossing.

 The University of Sydney

e The George Institute for
Global Health.

THE GEORGE INSTITUTE (55 |

wlo SYDNEY




STAN

HOPES, DREAMS AND CHALLENGES OF A YOUNG BOY LIVING WITH FASD

T t- ] = T A M Marninwarntikura Women's Resource Centre and

e ol i Nirdilingarr Cultural Health Sendces present a film
by Melanie Hogan

Tristan tells the story of a 12-year old boy bom with =

one of the Fetal Alcohal Spectrum Disorders — the Directed anc Edited by Melanie Hogan

result of exposure to alcohol during pregnancy. Producers Ja 1er, M

The film is both confronting and courageous in its Narrafien Tristan McCarthy

ability to fransport the viewer to north-west Australia Cinematography Ca

to experience the hopes, dreams and challenges Sound Design Sam Pelty

facirg Tristan. It has been produced as part of the Music David Page, Ranahl Skeen, Tray Laurel,

Liliwan Project, a research collaboration between Leah Flanigan, Stephen Pigram, Patrick Davies

Maminwarmtikura Women's Resource Centre and

Funding for Tristan was provided by the Yajilarra Trust;
| ) the Foundation for Aleohol Research and Education;
Crossing; The George Institute for Global Health and and Ashurst Australia (fermerly known as Blake

Nindilingarri Cultural Health Services in Fitzroy

S-,\*_Inc}- Medical School at Tre University of Sydney: Dawson Lawyers) with advice from The Australian

% ! FilEy; Human Rights Commission.
The collaboration recognises the courage of Tristan T —

and his family in sharing their story.

Images by E Eliott and C Constaniine



Yajilarra



The Lililwan Project

‘Lililwan’ is a Kimberley Kriol word
meaning ‘all the little ones’

11



e First population-based
study of FASD
prevalence

e Fitzroy Valley

e 4,500 mainly Aboriginal
e 45 discrete communities
 5language groups

e Community consultation

Lililwan is a Kimberley Kriol word meaning
‘all the little ones’



The
Investigators

James Fitzpatrick

Elizabeth, Maureen, June, Jane
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The Lililwan Project

The first population-based study of FASD prevalence in Australia

Stage 1 (2010)

Identified all children born in
2002 or 2003 living in the Fitzroy
Valley 95% participation rate
Conducted interviews with
parents/carers

Stage 2 (2011)

Interdisciplinary assessment and 97% participation rate
development of individual
management plans




Train, equip ‘Community Navigators’



Methods

Developed and administered

guestionnaire

— 114 items, 40 mins
e Demographics

* antenatal exposures Jidces
— alcohol "

* living conditions

early life trauma

Neonatal, health
outcomes

Dr James Fitzpatrick; a carer; community navigator Emily Carter



Assessing
Alcohol intake

Type S
Volume I
Timing
Frequency

Number of drinks on
‘typical’ occasion

Estimated standard
drink (10g alcohol) per
occasion

Occasions of >6 drinks

Size of grog

Audit-C to score ‘risk’




Frequency of alcohol use in preghancy

8%
Bl Never

0 Monthly
l 2-4 per month

18%

(o)
49% l 2-3 per week

[] >4 per week

19%
6%
68% drank in 3 months prior to pregnancy

51% mothers drank alcohol during pregnancy
24% of mothers drank in all three trimesters



Standard drinks (10g) on ‘typical’ day

50 _a—
45
40
35
30
25
20
15
10

5

0 <= _=l_=_ﬁ_il_ Yo

None 1to 2 3to4d 5to6 7t09 >10

® % women

35% >10 SD on a typical day



Frequency of intake >6 drinks per day

6% 3%

Bl Never

[ Daily

B Weekly
Bl Monthly

(o)
31% ( SEYCI (] <once/month

6%




Audit-C score

B Low risk [0-3]

Bl Moderate [4-5]
1 Very risky [>6]

45%
52%

3%

93% women who drink do so at ‘very risky’ levels



The Lililwan Project

The first population-based study of FASD prevalence in Australia

Stage 1 (2010)

Identified all children born in
2002 or 2003 living in the Fitzroy
Valley 95% participation rate
Conducted interviews with
parents/carers

Stage 2 (2011)

Interdisciplinary assessment and 97% participation rate
development of individual
management plans




Stage 2. Interdisciplinary assessment (3 days)




Results

Behaviour
Learning
Health

Mental health

401 health referrals in
108 children

CAMS
ENT/Audiology
Remedial Education

Urgent service need



This research is "a genuine

=1 partnership - one where research is
done with the community and not
just about the community,” that it is
"guided by a relationship
underpinned by

meaningful, respectful engagement
and collaboration."
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Mr Mick Gooda, ATSI Social Justice Commissioner
Australian Human Rights Commission




Why | became involved ..

My interest into Fetal‘Alcohol Spectrum Disorders began
when | started to Iearn about the disturbing consequences
R of drlnkmg alcohol while pregnant.
The Iack of support for the families and those affected
_ saddened me: felt we wanted to be a part in the
; rreventlon of more chlldren belng born with FASD.-

- .‘__',.H_p_

oy B

| see |t ih my: peers and«famllles

| also felt that my: communlty d|d not know enough about
the effects of drmkmg when pregnant pnd its consequences |

s to thg unbormphlld i | ;

2
b
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http://www.google.com.au/url?sa=i&rct=j&q=fitzroy+crossing&source=images&cd=&cad=rja&docid=nDI2UESoob9OdM&tbnid=WVZm9c-D9o8HrM:&ved=0CAUQjRw&url=http://www.flickr.com/photos/australianconservationfoundation/5594069269/&ei=ybclUZa0MozCkwWx0IBg&bvm=bv.42661473,d.dGI&psig=AFQjCNHu2YWkn7TakGUHa0WjQ5480Jjp-w&ust=1361512523097510

Building my knowledge about FASD as

Youth..
Building my .  |dentifying specific
knowledge through | issues regarding FASD
.17 " ]1.e. teen pregnancy,
. Research p e {
over coming shame,
o TaTklng ‘to Iocal ¥ ~addressing myths &
networks et AT _'-.-H;tr'uths S8
=3 Preparmg and teetlﬁ‘g kDeveIopmg resources; .
presentgtlons ~:ﬂ_. [ __ | Qn FASD tQ S’ﬁ"t »lacalhu;._
*~-Attending meetmgs ___‘contextto engage our
and forums on FASD th;get audlences .
A il TR _ AN
e ME I LR N g T T
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Our target groups & making connections..

* Youth between the ages of 10-24
S L3 Ante Natal groups

R A0 “ School groups
e Language groups

R e Glrls groups
2 S _"’ SpOrt|ng gfoups e % "'
. Earjy Chlldhood Learnmg grpups g
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My goals..

e Ensure more youth are

aware of FASD in‘our
communlty :

. Esfablishihg'a Youth -
focussed FASD netWork
across‘ the Fitzroy Valley

; l-..qi.f..-.

I nghllght needs of young
individuals and' families.

-_.-'l- 0 |

T I’

I|V|ng wmh FASD A

e Babies being born

‘without FASD.

i :,?"-' Community members
. encouraging &

“promoting our messages.

-y >

More people aware & :

Iaeceptlng the current J ¢

reallty about"‘FASD inour

~com mUnlty
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Thank You and | look forward to your
feedback..

Contact Details:_,f_ 2 b 2 welcome any

Ph: 0891915284 ;» § :
Fax:08 91915611, ' |~ ' - suggestions and

PO Box 43 Fltzroy Crossmg WA v

St e Kol o/ FESOUFCes

E: jadnah. dawes@hotmail com Lo available to he|p
| Y 7 “me with my Youth
| E,-;;"*' Focussed. -

L

S “*Preventlon

3 e )

) Z /v 5 Strategy.
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Photograph
Courtesy of the

June Oscar
Jadnah Davies « =1 - g
Elizabeth Elliott =~ | N ' Bunuba people
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