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M A R U L U  F A S D  S T R A T E G Y  - M A K I N G  F A S D  H I S T O R Y

CORE VALUES AND 

PRINCIPLES

IMPLEMENTATION

ADVOCACY 

High Impact Communications 

Strategy

Coordinated Media Strategy

Scientific publications and reports

Use of film in advocacy

Antenatal support and Community prevention 

campaign

Nindilingarri 

Marninwarntikura

Telethon Kids Institute 

Local capacity building

Marulu Leadership Team

Marninwarnitikura

Nindilingarri 

Translation to other sites

Telethon Kids Institute

Kimberley Health

Kimberley Education

School-based therapeutic programs

Telethon Kids Institute 

Nindilingarri

Kimberley Health

Kimberley Education

Patches

Parenting and Family support

Marninwarnitikura

University of Sydney

Marulu clinics, Diagnostic capacity and Data 

collection

Nindilingarri 

Kimberley Health

Kimberley Education

Patches

Telethon Kids Institute 

Community Ownership

Local consultation and 

feedback

Aboriginal ways of 

knowing and doing

Working from and build 

on evidence base

Strategic Partnerships

Inform Policy

Ministerial briefings

Australian and State/Territory 

Inquiries

Implementation working groups

Convergence with National and 

International FASD Agenda

Australian FASD Collaboration and 

Centre for Research Excellence

International collaborations and 

representation

PROCESS AND OUTCOME EVALUATION AND TARGETED RESEARCH

Telethon Kids Institute, Marninwarnitikura, Nindilingarri, Sydney University 

PREVENTION

DIAGNOSIS

TARGETED THERAPIES & SUPPORT

CAPACITY BUILDING AND TRANSLATION

GOVERNANCE AND 

STRATEGY DEVELOPMENT

COORDINATION AND 

MANAGEMENT

PARTNERS

Child, Culture, Country Centre

Marulu Strategy Leadership Team 

Marninwarntikura Fitzroy Womens

Resource Centre

Nindilingarri Cultural Health Services

Telethon Kids Institute 

Kimberley Paediatric and Child 

Health Team

Marulu Unit Coordinator  

Marninwarntikura

Marulu Strategy Coordinator 

Telethon Kids Institute 

Kimberley Education Regional Office

Patches Paediatrics

The George Institute 

The University of Sydney

Kimberley Diamond 

Company/Variety WA

McCusker Charitable Trust

Australian/  WA State Government 

Lotterywest

Translation to other sites

Embed in Regional service plans

Training and education strategy



Planning and consultation

Establishment of of Marulu Unit coordinator 

and Marulu Strategy Coordinator

Ongoing process and outcome evaluation

Develop and implement prevention strategies

Embed prevention strategies locally and introduce to other sites 

Establish Marulu child health clinics

Establish national FASD database with national collaborators

Establish Marulu Unit to coordinate family 

support

Establish parenting and family support program

Plan implement and evaluate FASD therapy

Establish Marulu FASD Unit and staff positions in Fitzroy 

Valley

Provide FASD related training to local workforce

Develop FASD Strategy in other regions
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FASD Prevention Strategy

Research Goal                                                                                                                

• To develop, implement and evaluate The FASD Prevention 
Strategy to increase the proportion of women abstaining from 
alcohol while pregnant. 



Methodology

• Participatory action research

• Support local organisations to develop and implement The 
Prevention Strategy

• Evaluate impact on rates of pregnant women abstaining from 
alcohol during pregnancy

• Document The Prevention Strategy



Meet the Kimberley Project Team



Meet the Pilbara Project Team



Level 1 & 2 Activities: Fitzroy



Level 1 & 2 Activities: Pilbara
Broad awareness building and health promotion efforts  



Level 3 & 4 Workforce Capacity Building

 Training of antenatal and primary care workforce – AUDIT-C; 
Brief Intervention & Motivational Interviewing; Health 
Pathways (PHN’s).  

 Training in cost effective FASD Diagnosis and Therapy/Support 
approaches.  

 Developing sustainable funding pathways with inbuilt drivers 
of efficiency and accountability – MBS, NDIS, Agency-funded 
(Child Protection and Justice).   



Community Engagement & 
Capacity Building

 Aboriginal Health Services as Lead Partners.

 The direct involvement of Aboriginal people and their families.  

 Increase the capacity of families and communities to support 
children with FASD.  

 Recruit, train and employ community members as researchers.   



Results



Alcohol Consumption During Pregnancy

• Self-reported alcohol consumption.

• Recorded by experienced midwives in Fitzroy.

• ~900 pregnancies in the Fitzroy Valley 
between 2008 – 2017.



Proportion of Women Consuming Alcohol in the 1st Trimester, Fitzroy 
Valley
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KAP Survey

• 60 questions in 11 categories.

• Quantitative and qualitative.

• ~35 minutes to complete.

• Designed to be culturally appropriate and conducted with local 
community researchers.

• Data from first 1100 surveys presented here.



Data Collection



Drinking in Pregnancy Knowledge
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FASD Knowledge
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FASD Prevention Summary

• Alcohol consumption during pregnancy in the Fitzroy 
Valley in the 1st Trimester of pregnancy has dropped from 
65% to <20%.

• Knowledge of the dangers of drinking during pregnancy 
was high in both areas.

• There are some gaps in the knowledge of the finer details 
about FASD, and acting to prevent FASD.

• Communities can overcome the problem of FASD.



FASD Diagnostic Services and Models 
of Care National Project



National Consortium
FASD National Program:

• WA: Metro, Pilbara, Kimberley

• NT: Darwin, Alice Springs

• SA: Adelaide, Ceduna, Yalata

• VIC: Shepparton

• TAS: Hobart, Launceston

Funded by the FASD Diagnostic Services and 
Models of Care Grant Opportunity Grant



Program Objectives:

1. Map and integrate existing service capacity and processes. 

2. Develop and implement sustainable regional FASD models of care.

3. Models of care will be based upon existing models established in 
the WA Pilbara.



Model of Care
Health System
0 – 4 years



Model of 
Care
Education 
System
4 years and 
over



Model of 
Care
Justice 
System
10 years 
and over



Program Objectives:

4. Expand FASD diagnostic services.

5. Deliver financially sustainable FASD clinics, therapy, and support, for 
children and adults at high risk for FASD.

6. Establish a Graduate Certificate in FASD assessment and diagnosis, 
consistent with a national standard for FASD diagnosis.



PATCHES Diagnostic Service activity 
(Q4 2017)
PATCHES WA & NT FASD Diagnostic Clinic Assessments Sept – Dec 2017

WA Metropolitan Clinics   32 assessments

WA Justice Clients             22 assessments

WA&NT Outreach Clinics  24 assessments

Total                                   78 assessments



PATCHES Diagnostic Service activity 
Justice system (May 2016 - May 2018)
PATCHES Justice system Assessments Sept – Dec 2017

Justice (Youth 63, Adult 17) 80 assessments

Medicolegal (Youth 38, Adult 13) 51 assessments

Total                                   131 assessments

*FASD Assessments for NT Royal Commission             16 assessments



PATCHES Therapy Service activity 
(April 2018)
PATCHES Kimberley and Pilbara Therapy Service delivery April 2018

Kimberley – Broome, Derby (5 therapists)          244 hours of therapy

Pilbara – Hedland, Karratha (4 therapists)           204 hours of therapy

Perth-based Telehealth (2 therapists)                  10 hours of therapy

Total for April                                                            458 hours of therapy



Therapy & Support approaches for FASD



Diagnosis and Therapy interconnect

Therapy 
Services

Diagnostic 
Services

Behavioural Therapy • Clinical Neuropsychology • Clinical Psychology  

Clinical Social Work • Developmental Paediatrics • Exercise Physiology  

Generalist Psychology • Occupational Therapy • Physiotherapy • Speech Pathology



The Alert Program®
How does your engine run?

Developed by Occupational Therapists Mary Sue 
Williams and Sherry Shellenberger of Therapy Works, Inc.



“Our bodies are just like a car engine, they can run 
on high, low or in a just right state” 

(Williams & Shellenberger, 1996)





Positive Behaviour Program  - for 
Families; Schools; and Tough Nuts

Developed by Dr Carmela Pestell, Clinical Psychologist, Clinical Neuropsychologist and David 

Szczecinski, Clinical Social Worker, Ms Janelle Clifton, Occupational Therapist, Dr James 

Fitzpatrick, Paediatrician, and Ms Maureen Carter CEO, Nindilingarri Cultural Health Services



Program Objectives
1. Develop a basic understanding of Autism/ 

FASD/ Attachment/ Early-Life Trauma and 
how this affects children and adolescents.

2. Recognise how we all respond to physical, 
mental and emotional distress.

3. Be mindful of creating and maintaining a 
secure attachment space.

4. Demonstrate an understanding of 
modelling, relationship building and 
limit/boundary setting.



Together, and only together, we can 
Make FASD History















Thank you



Anatomy of a Multi-disciplinary FASD 
Diagnostic Clinic



Diagnostic Assessment Models

2

Full inter-
disciplinary 

team vs. more stream 
lined approach

Consider 
setting/resources/
clinician availability





PATCHES Service activity (Q4 2017)
PATCHES FASD Diagnostic Clinic Assessments Sept – Dec 2017

WA Metropolitan Clinics   32 assessments

WA Justice Clients              22 assessments

WA&NT Outreach Clinics  24 assessments

Total                                     78 assessments



Clinic process
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