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29.11.19 
 
Senator Rachel Siewert 
Committee Chair 
Senate Standing Committees on Community Affairs 
PO Box 6100 
Parliament House 
Canberra ACT 2600  

Via email: community.affairs.sen@aph.gov.au  

Dear Senator Siewert, 

The Victorian Fetal Alcohol Service (VicFAS) welcomes the opportunity to make a submission to the Senate 
Community Affairs References Committee inquiry into effective approaches to prevention and diagnosis of 
Fetal Alcohol Spectrum Disorder (FASD).  

Our submission addresses the Inquiry terms of reference in relation to: 
1. VicFAS diagnosis of of FASD including capacity, training, integration and diagnostic models in current 

use;  
2. International best practice in diagnosing and managing FASD; and  
3. Support for parents and carers of children with FASD. 

VicFAS is the inaugural statewide fetal alcohol service diagnostic service for Victoria. It is a 12-month pilot 
program based at Monash Children’s Hospital. Monash Children’s Hospital is the third largest provider of 
paediatric services in Australia and part of Monash Health, Victoria’s largest healthcare service. Monash 
Children’s Hospital opened in 2017 is located alongside Monash Medical Centre, and includes the Monash 
Children's Hospital School.  

VicFAS was established to address the lack of FASD diagnostic services in Melbourne and limited options in 
regional Victoria. Since commencing in August 2019, VicFAS has documented a high demand for FASD 
diagnostic services, and has achieved strong outcomes and collaborations, which are summarised in the 
following document.  
 
Yours faithfully 

  
     
Ms Prue Walker       Dr Ali Crichton    Dr Katrina Harris 
Social Worker   Neuropsychologist   Developmental Paediatrician 
VicFAS Service Coordinator VicFAS Clinical Coordinator  VicFAS Head of Service 
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1. Victorian Fetal Alcohol Service (VicFAS) 

 
The Victorian Fetal Alcohol Service (VicFAS) is a 12 month pilot funded by the Australian Government 
Department of Health under the Alcohol and Other Drugs program.  
VicFAS priorities are to: 
 

1. Deliver a multidisciplinary FASD Diagnostic service over 12 months, providing diagnostic services 
to children in 10 clinics, 3 of which are in regional areas; 

2. Provide training to medical and allied health clinicians to build FASD diagnostic capacity and 
confidence in Victoria and  

3. Provide FASD education to community groups and stakeholders.  
 
1.1. The VicFAS Diagnostic clinic model 
 
1.2. Best practice diagnostic assessment 
 
VicFAS is comprised of a statewide a multidisciplinary team (including Developmental paediatrician, clinical 
neuropsychologist, speech pathologist, social worker, and occupational therapist). These clinicians offer 
diagnostic assessments in line with International best practice and the Australian Guide to the Diagnosis of 
FASD. Each child is assessed using the Guide to the Diagnosis of FASD, over two -three days, depending on 
child/family needs.  
 
The following domains are considered: 
 
Domain Assessment Clinician(s) 
Maternal alcohol use Information reported by 

birth mother, reports by 
others. Documents by child 
protection, medical/legal or 
other parties. History, 
AUDIT-C 

Paediatrician, Social worker 

Neurodevelopmental Impairment Brain Structure/ Neurology Paediatrician 
 Motor Skills Occupational Therapist 
 Cognition Neuropsychologist 
 Language Speech pathologist 
 Academic Achievement Neuropsychologist 
 Memory Neuropsychologist 
 Attention Neuropsychologist 
 Executive Function, impulse 

control and hyperactivity 
Neuropsychologist, Speech 
Pathologist 

 
 

1.3. Additional support services 
 
To support the diagnostic assessment process, VicFAS includes two service level positions: 
 

1. Clinical Coordinator/neuropsychologist is responsible for coordinating the diagnostic process across 
the disciplines and bringing together the team diagnosis.  
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2. Service Coordinator/social worker who supports the family to attend the clinic, conducts a 
psychosocial assessment, and contributes to the team’s development of recommendations that best 
address the child’s particular circumstances. 
 

1.4. Outcomes and community integration 
 
The VicFAS model works in collaboration with community-based and educational services throughout the 
assessment phase, to gather history and questionnaire data used for the diagnostic assessment, and also in 
providing feedback to the family and to the child’s school. Feedback appointments with local care teams and 
services are provided via Telehealth. Family and carer feedback occurs face to face with the team. 
 
Upon completion of assessment, families, community-based services, educational services, and other 
medical professionals receive a copy of the diagnostic report. 
 
The recommendations in the diagnostic report and feedback vary for each child. Some children may require 
minimal adjustment to current care plans or school-based learning plans. Others require more extensive 
funding supports and community therapy plans, devised according to their functional needs demonstrated 
on the assessment. The VicFAS team and community services/clinicians then determine with the 
family/carers what is the most suitable way of providing support to the child/family. This process will often 
include psychoeducation about FASD, and training/education into FASD-informed strategies. 
 
1.5. Consultation/liaison 
 
The VicFAS service has been called upon to provide consultation/liaison to other paediatric departments 
across metropolitan and regional Victoria and within Monash Health. Paediatricians/community therapists 
may require consultation and discussion of a FASD diagnostic plan or supports according to the child’s age 
and presenting complaint. At times, this has resulted in VicFAS supporting local clinicians through 
assessments completed by their local team, and at other times, this has resulted in a VicFAS referral for 
diagnostic assessment.  
 
1.6. VicFAS achievements to date 
 
Since the service commenced operations in August 2019, VicFAS has demonstrated achievement in the 
following areas: 
 

i. Service establishment 
 
VicFAS has recruited an experienced staff team of 7, including: 

• lead paediatrician 
• 1 service coordinator/social worker 
• 2 clinical neuropsychologists (and clinical coordinator) 
• 1 speech pathologist 
• 1 occupational therapist 
• 1 administrative assistant 

 
ii. Diagnostic service provision 

 
VicFAS has: 

• responded to over 50 enquiries 
• triaged and accepted 13 intakes 
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• conducted 4 diagnostic clinics, including one in Bendigo, involving over 60 individual 
appointments  

• completed assessments of 8 children and their families 
• provided diagnostic reports and feedback in person and by telehealth to families, schools, 

childcare centres and clinicians.  
 

iii. Consultation/Liaison 
 

VicFAS has provided consultation/liaison to the following groups: 
• MCH (Developmental Paediatrics, Child Psychiatry, Genetics, General paediatrics) 
• Community Services  
• RCH Melbourne 
• Aboriginal Health services 
• Victorian regional paediatricians. 

 
iv. Regional outreach 

 
VicFAS has successfully completed the first regional outreach clinic to Bendigo, VIC. Planned outreach for 
2020 includes sites in the west and east of the state. 
 
Outreach to Bendigo included collaboration with  regional paediatricians (n=3), local occupational therapists 
(n=2), speech pathologists (n=2), and neuropsychologists (n=3). 

 
v. Training and education 

 
VicFAS aims to build diagnostic capacity and confidence among health providers in Victoria.  Numerous 
training and professional education FASD sessions have been conducted by VicFAS to date, with over 400 
participants attending. These include: 

 
• Neurobehavioural Paediatric Society Australasia 2019  Workshop – Diagnosis without a 

multidisciplinary team (Drs Harris, Shelton and Zimmet) 
• Monash Children’s Hospital Paediatric Update 2019 FASD Diagnosis (Dr Harris) 
• Austin/Monash hospitals Annual Clinical Neuropsychology Case Conference  2019 (Dr Crichton) 
• VicFAS Launch, MCH with international guest speaker Prof Dorothy Badry 
• Bendigo Health paediatric professional development lecture (Dr Harris) 
• Monash Community Child Health training seminar (Dr Harris) 
• Caring for the child with FASD, Bendigo Allied Health (Ms P Walker) 
• Seminar for Allied health/Healthy Koori Kids staff at Monash (Ms P Walker) 
• Seminars for carers and professionals at Bendigo Community Health Centre (Ms P Walker). 

 
1.7. Diagnostic outcomes  
 
VicFAS has provided diagnostic clinics between August – November 2019.  
Children meeting criteria for FASD were as follows:  
 

a. FASD Diagnosis. Children diagnosed with FASD include those with: 
• facial features 
• 4-6 neurodevelopmental domains with severe impairment 
• Additional co-morbidities including: 

• Intellectual disability 
• Language disorder 

Effective approaches to prevention, diagnosis and support for Fetal Alcohol Spectrum Disorder
Submission 34



VicFAS Submission to the Senate Inquiry -   
Effective approaches to prevention, diagnosis and support for Fetal Alcohol Spectrum Disorder 29.11.2019 

 

 5 

• ADHD 
• Autism 
• Severe behaviour challenges 
• Fine and gross motor disorders. 

 
b. Non-FASD diagnosis. These children were diagnosed with other developmental difficulties including: 

• ADHD 
• Language impairments 
• Challenging behaviours 
• Specific learning disorder 

 
1.8. Demographics  
 
Thirteen children have commenced and/or completed the diagnostic process.  The demographic profile of 
children presenting to the clinic includes: 

• 61% male  
• average age was 8.3 years 
• 53% of children were Aboriginal  
• 75% of children attending the clinic had had previous involvement with DHHS, and all of this group 

had been in out of home care at some stage 
• 69% of children assessed were currently in long term or permanent care,  
• Of those in long term or permanent care, children had been in their current placement from an 

average of 7 years (range 5 -12.5 years).  
• Rates of long term or permanent care were similar for indigenous children (71%) and non-Aboriginal 

children (66%). 
 

2. Overview - FASD Diagnosis in Victoria 
 

2.1. Multidisciplinary assessment 
 
Prior to the establishment of VicFAS, multidisciplinary FASD diagnosis in Victoria has been extremely limited. 
The GVHS Clinic (established in 2018) provides six clinics per year for patients residing within the Shepparton 
area. There is no other FASD focussed multidisciplinary diagnostic service for families living in Melbourne or 
Victoria.  
 
2.2. Individual practitioners 
 
In the past individual paediatricians have been reluctant to diagnose FASD in Victoria. This has gradually 
been changing with the opportunity for secondary consultation. VicFAS was initiated by Paediatrician Dr 
Harris. Dr Katrina Harris is Head of Developmental and Community Paediatrics at Monash Children’s 
Hospital. Dr Harris has particular expertise in the diagnosis of FASD in children. She published the first 
prevalence study of FASD in the Top End of the Northern Territory 1 in 2003. Since that time she has 
conducted diagnostic assessments and provided ongoing care for children with FASD in North Queensland 
and subsequently in Victoria. Dr Harris works with children with FASD through VicFAS, Monash Children’s 
Hospital Developmental paediatrics clinic and in private practice. Dr Harris is a member of the National FASD 
Advisory group.  
 

 
1 Harris K. R., Bucens I. K. Prevalence of fetal alcohol syndrome in the top end of the Northern Territory. J Paediatr Child 
Health 2003; 39: 528–533 
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2.3. Statewide directory 
 
The FASD Hub receives funding from the Australian Government to manage a Service Directory of health 
professionals and services with FASD experience and expertise.  To date, 57 services are registered, 6 being 
in Victoria. These include Monash Children’s Hospital, two private speech therapists, one private 
psychologist, one private psychotherapist and one FASD consultant who is also employed part-time by 
VIcFAS. This reflects a significant gap in the accessibility of FASD diagnostic services in Victoria particularly in 
the public system.   
 
 
3. VicFAS Diagnostic Capacity 
 
3.1. Service demand. 
 
The demand on VicFAS has been considerable, with over 50 referrals received to date. The rate of referrals is 
accelerating with increased awareness of the service. On the basis of awaiting referrals, the clinic will be at 
capacity by November 2019.  
 
Accepted referrals include children with priority given to aged 3-10 years, who have a confirmed history of 
prenatal alcohol exposure, and indications of behavioural or developmental challenges.  
 
Referrals which have not been able to be accepted for the service include those where: 
 

1. Alcohol exposure is not confirmed – this includes children in care where records are not detailed 
enough (eg “parental substance use” is recorded but specific alcohol exposure is not recorded); 
 

2. Birth parents do not consent to a referral of a child in foster care for whom they retain legal 
guardianship 

 
In some cases, children are referred to the Monash Developmental Paediatrics clinic and will need to wait for 
multidisciplinary assessment for up to 12-months. With adequate resourcing, these children could be more 
appropriately serviced by VicFAS. 
 
3.2. Service Capacity 
 
Diagnostic services in Victoria are very limited. VicFAS is funded to provide 20 diagnostic child assessments 
per year, including 6 children to be assessed in regional areas. Established in August 2019, it is expected that 
this target will be met in May 2020. At the time of writing, 8 assessments have been conducted over 4 clinics, 
and 6 further clinics have been planned for December 2019 - May 2020.  
 
VicFAS is currently prioritising children aged 3-10 years of age, as these children are most likely to benefit 
from early intervention for developmental disorders, including FASD. There is a significant unmet need for 
diagnosis of older children. Further, children with a FASD diagnosis under 7 years of age receive automatic 
access to NDIS support packages, and are therefore prioritised in order to enlist appropriate supports. 
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3.3. Regional Clinics 
 
VicFAS will conduct 3 regional VicFAS clinics within 12 months from 2019-20. This will mean that 6 children 
will be assessed by VicFAS in regional settings. Non-VicFAS FASD diagnostic assessments are also provided to 
the Shepparton area by the GVHS clinic, who assess 2 children per clinic. 
 
3.4. Monash Children’s Hospital Developmental Paediatrics Clinic Diagnostic Capacity 
 
Monash Children’s Hospital Developmental Paediatric Unit sees children from birth to 18 years of age who 
have complex developmental and behavioural issues, and their families. A weekly multidisciplinary 
assessment service includes paediatric, psychology and speech pathology consultation as indicated. The 
Developmental Paediatrics Clinic is an assessment only service, and does not offer ongoing management for 
children with developmental conditions requiring long term care. Access to the service is via 
paediatrician/child psychiatrist referral only.  
 
The majority of referrals are for assessment of Autism Spectrum Disorder (ASD). Referrals for assessment of 
possible FASD are increasing. The Developmental Paediatrics Clinic has limited capacity to see children for 
FASD assessment as the clinic has a prolonged wait list, staff do not include neuropsychologists, and clinic set 
up is less able to scaffold high needs families in attending appointments. Importantly the clinic is not 
equipped to assess for the neurodevelopmental domains as specified in the Australian FASD Diagnostic 
Guide. 
 
3.5. Diagnostic Demand 
 
VicFAS is a 12 month pilot program funded until June 2020. The demand experienced by the service reflects 
an unmet need in Victoria for diagnostic services. Prior to the commencement of VicFAS, a number of 
families travelled from Victoria to diagnostic services on the Gold Coast or to Perth. While early diagnosis is 
associated with better outcomes in life2, in Victoria there are a cohort of children and young people who are 
suspected to have FASD but have not been able to access diagnosis.   
 
Among the children in out of home care seen by VicFAS in 2019, the average duration in current placement 
was 7 years, with a range from 4 -12.5 years at the time of the assessment. The delay between identification 
of behavioural or developmental delays and the diagnosis of FASD places significant stress on carers and 
families, and can lead to placement breakdown. A number of the families of children undergoing FASD 
assessment have voiced concerns about placement stability given the challenges they experience in day to 
day life.  
 
Greater diagnostic capacity is required to meet the needs of the population in Victoria for FASD diagnosis, to 
build capacity for both early intervention with children with emerging developmental delays of behavioural 
concerns, and children and young people with complex presentations, including child protection and youth 
justice involvement.  
 
FASD is increasingly being recognised as a concern among young people in the youth justice system and a 
recent study of the population of young people in a WA Youth Detention Centre identified the highest 
recorded rate of FASD (36%) in a custodial population.3 VicFAS does not currently have capacity to provide 

 
2 Streissguth AP, Bookstein FL, Barr HM, et al. Risk factors for adverse life outcomes in fetal alcohol syndrome and fetal 
alcohol effects. J Dev Behav Pediatr 2004;25-228–38. 
3 Bower C, Watkins RE, Mutch RC, et al. Fetal alcohol spectrum disorder and youth justice: a prevalence study among 
young people sentenced to detention in Western Australia, BMJ Open 2018;8:e019605. doi: 10.1136/bmjopen-2017-
019605 
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court ordered assessments of young people who are in custody or before the court. Professionals seeking 
this service are referred to private practitioners, geneticists or interstate FASD clinics.  
 
There is currently very limited capacity for FASD diagnosis for adults in Australia. Adults seeking a diagnosis 
are required to fund these assessments and source providers who are willing to make a diagnosis. As the 
focus of FASD diagnosis has been in paediatrics, adults do not have a clear pathway to seek a diagnosis and 
need to find a GP, geneticist, psychiatrist, psychologist or other medical professional who is willing to make a 
diagnosis using the Australian guidelines. As a multi-disciplinary approach is required in diagnosis, these 
options are not adequate to meet the needs of the population.  
 
When carers cannot access diagnosis for their child, they are often met with out of pocket costs and 
experience challenges in accessing the right service or finding providers knowledgeable about FASD. One 
Victorian carer wrote to VicFAS: 
 

We need to figure out another avenue to assess a diagnosis for (our son). Our GP and Paed are not 
going to be the ones to make this happen. I am trying to navigate myself how best to get this done.  
Is there any options to go privately? Can you please give me some information about what 
assessments need to happen? Eg, IQ test, MRI, which psych assessments and so on. Is there a format 
you use for assessment. Who is required for each assessment (developmental paed, neuro psych? 
speech?) do you have names of people so I can approach them directly through other clinics. Our 
paed could probably order any medical test required but we will need some direction. 

 
Diagnosis in regional areas is particularly limited. There are challenges in providing a short term 
multidisciplinary diagnostic assessment in areas where there are long wait lists for general and 
developmental paediatric services. VicFAS aims to provide collaborative assessments with local clinicians, 
both medical and allied health, to improve local capacity for independent diagnosis and management in the 
future.  
 
The Australian Guide to the diagnosis of FASD states: “Ideally, the diagnostic assessment for FASD is 
conducted by a multidisciplinary team to enable accurate assessment of the range of outcomes that may be 
associated with prenatal alcohol exposure”.  The Guide recognises however that “most children are 
diagnosed in child development clinics or by individual developmental, general and community 
paediatricians”.  
 
3.6. Diagnostic Training 
 
See above (1.2.5 Training and Education) for Diagnostic training opportunities in FASD in Victoria. The vast 
majority of these are provided through VicFAS clinicians. Clinicians routinely travel interstate for training. 
FASD diagnostic training needs to be embedded in training for medical practitioners, particularly 
paediatricians, and allied health and social work professions. Medical and allied health professionals also 
require more information about diagnostic pathways, for example identifying children who can be assessed 
and diagnosed appropriately within the community, and those requiring referral to a multidisciplinary team.  
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VicFAS supports the development of a multi-tier FASD model of diagnosis in Victoria, including: 

• Metropolitan and regional multidisciplinary diagnostic clinics in Melbourne and regional areas 
with capacity to diagnose children, young people and adults. These clinics to have a function for 
education, training and secondary consultation 

• Child and adolescent developmental and mental health clinics in public and community health 
settings able to diagnose FASD 

• A network of practitioners equipped to provide individual diagnosis, 
• Referral pathways to ensure that the most complex cases are seen at the Service and more 

straightforward assessments are conducted in the community 

4. VicFAS support to families – challenges  
 
4.1. Support by Social worker 
 
There are several key features of the role of the Social worker in the VicFAS clinic in relation to support to 
parents and caregivers.   
 
4.2. Supporting vulnerable families to attend clinic 
 
Given the complexity of the client group attending the clinic, a considerable number of hours of preparation 
are required with families prior to the assessment. An example is the case study of Stacey: 
 

Stacey is a 9 year old Aboriginal child residing in Melbourne with her grandmother and kinship carer, 
Maxine. Maxine reports no formal child protection involvement, and says she is an informal 
permanent guardian. Stacey was born interstate so it would be a lengthy process to confirm any 
history of child protection involvement with interstate authorities. Maxine is contacted by phone and 
agrees to the referral. The process of the 2 day assessment is explained. Stacey was not identified as 
Aboriginal in the referral but her carer confirms her Aboriginal identity. Maxine is asked whether she 
would need help to complete the pre-tests. She indicates that she will ask her health worker for help. 
 
An appointment letter and the pre-tests are sent to Maxine, and Stacey is booked to attend clinic. In 
the two weeks prior to the clinic, Maxine is difficult to contact. Eventually phone contact is made and 
she reports that she had to attend a funeral interstate but still wants Stacey to be assessed. The clinic 
is rescheduled for the following month. Maxine is asked whether she has been able to speak to her 
health worker about completing the tests, and the service coordinator offers to speak to the Health 
worker or come out and complete the tests with Maxine. Maxine states she can’t remember receiving 
any tests. She provides the name of her health worker and agrees for them to be contacted.  
 
The service coordinator contacts the health service. They are aware of the assessment but not aware 
of any tests needing to be completed. An appointment is made with the health service and the VicFAS 
service coordinator travels to the clinic to meet with Maxine and her worker. Over a 2 hour 
appointment, the pre-tests are completed. In discussion with Maxine, she indicates she didn’t 
understand that the clinic was over 2 days and thought it was a single appointment. She says she 
doesn’t know how she will get there. The health service is asked to support Maxine and Stacey to 
attend the appointment and they arrange a taxi voucher to help Maxine. The day before the clinic, 
VicFAS contacts Maxine and confirms she will be leaving home at 7am.  
 
On the day of the clinic, Stacey does not attend. Both VicFAS and the health service are unable to 
contact Maxine. Later in the day, Maxine answers her phone and advises that she had planned to 
attend the clinic but Stacey didn’t want to come to the hospital because she was anxious. After 
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numerous phone calls over the following weeks, it is agreed that Maxine will be re-booked into the 
clinic and will attend a preliminary visit with a play therapist to ensure she is comfortable and willing 
to attend. The health service agrees to bring the family to this appointment. Stacey attends the 
hospital, where she is made to feel welcome. Stacey agrees to come to the next VicFAS appointments 
with her grandmother. 
 

This scenario indicates the degree of effort that can be required to conduct an intake and to support 
vulnerable families to attend appointments. Had Stacey been attending a standard Paediatrics clinic, she 
would have had two opportunities to attend, and then would be removed from the wait list if she did not 
attend. There is no social work support available to follow up newly referred families with routine 
appointments.  
 
Clinically, decisions need to be made about the degree of assistance that can be provided to a family to 
attend a clinic. Birth families and kinship carers are those most likely to require this assistance, as they 
experience greater vulnerability and have fewer resources than foster or permanent carers. It is these 
families are likely to benefit significantly from a diagnosis that may assist in achieving funding to support 
their child at home or school.  
 
4.3. Obtaining an alcohol history /working with birth parents 
 
Significant effort may be required to confirm  prenatal alcohol exposure when children are in care. A 
standard Developmental paediatrics clinic has very limited capacity to actively seek additional information 
which is not clearly present in a paediatrician’s referral. Paediatricians referring to VicFAS usually do not 
have time, or experience with child protection pathways, to seek additional evidence with associated 
consent.  
 
VicFAS social work has obtained proof of prenatal alcohol exposure in referred children, through numerous 
calls, emails and faxes. Children assessed by VicFAS who were in care had been in their placements for an 
average of 7 years, which reduced the likelihood that a child protection practitioner had detailed knowledge 
of the child’s file. Accessing closed DHHS files requires the willingness and cooperation of DHHS to allocate a 
practitioner to review the file.  
 
This case study identifies the typical steps involved in seeking confirmation of alcohol exposure: 
 

Kylie, 7, was referred to VicFAS by her paediatrician. Kylie is in permanent care. Her carers recall maternal 
alcohol use being mentioned  by Child protection staff several years ago when Kylie first came to live with 
her family,, but no specific details are available. The VicFAS Service coordinator takes steps to obtain this 
history including: 

• Consent to seek information signed by carers 
• Interview of carers over phone regarding alcohol history and their knowledge  
• Request for information sent to birth hospital, DHHS, and foster care agency. NB. Reports 

provided by DHHS may be inconclusive (for example, refer to “substance abuse”. Historical 
files may be in archives depending on the child’s age. 

• Further contact with DHHS to request additional documentation/file review, including 
reviewing files of older siblings which may be open during the period of the pregnancy 

• Review of reports provided, and further requests for information based on information 
provided eg previous assessments of child 

• Discussion with carers, DHHS and placement agency regarding appropriateness of contacting 
birth parents 

• Possible contact with birth parent and/or extended family members.  
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It is also important to consider the child’s relationship with their birth parents in preparing the family for the 
clinic. Family members may not be aware of the request for a FASD diagnosis or may not believe FASD is a 
concern. Birth parents may be actively seeking that the child be referred to their care, or may deny past 
concerns. Gathering an alcohol history in these situations can be time consuming, and the implications for 
future relationships between the child, carers and birth family needs to be managed sensitively. This process 
requires skilled practitioners to provide a sensitive service and for clinics to have the capacity to allocate 
more time in the process when required, in order to support family and carers. Child protection workers 
require education and training about how to take an alcohol history, eg using the Audit-C, and the 
importance of recording this for later diagnostic and planning purposes.  
 
4.4. Ongoing management  

Options for ongoing management include privately or community funded paediatricians, mental health and 
allied health, NDIS funded services, Child protection, and Dept of Education supports. These are limited in 
Victoria due to paucity of FASD trained clinicians, and of pathways to resource services. 

VicFAS refers children and young people back to their referring practitioners for support and management by 
community based services. Where a family has access to ongoing paediatric care and allied health support, 
their needs can be well managed. Some families have challenges in accessing supports. For example, several 
families referred to the clinic do not have ongoing support from a paediatrician, having paid out of pocket for 
a single appointment in order for their child to be referred to VicFAS. Birth families may not be able to afford 
ongoing paediatric care, while children in OOHC are more likely to have these costs reimbursed by DHHS.  

The secondary disabilities and comorbidities of FAS require appropriate and early intervention, although 
every child’s support needs will vary. These are often at a high cost to the individual, their family and society. 
Delays or inability in accessing NDIS also lead to a service and care gap for these children as they frequently 
require allied health supports. 

The mental health needs of children and families with FASD are high. The children and families referred to 
VicFAS have recognised mental health disorders in approximately 75% of the cases. Recognising FASD as a 
co-occurring disorder is appropriate for more targeted and appropriate ongoing support. Many referred 
children have not yet been assessed by a mental health clinician, so the FASD diagnostic assessment can 
provide a pathway for early detection and identification of mental health concerns in order to activate early 
and appropriate intervention. Children with FASD often demonstrate challenging behaviours. They often 
require services to advise on or implement a range of strategies and environmental accommodations to help 
support challenging behaviours, which aim to improve quality of life outcomes. 

4.5. Post diagnosis support 

There are no specific FASD support services for children or families in Victoria. A recent Australian study of 
caregivers’ experiences following diagnosis of FASD identified that:  

Comparatively, caregivers in the current study struggled with finding support and relevant services 
post-diagnosis. This may be due, in part, to the structure of the Australian health system, where 
differing levels of support are provided depending on a child’s diagnosis and where the impairments 

Effective approaches to prevention, diagnosis and support for Fetal Alcohol Spectrum Disorder
Submission 34



VicFAS Submission to the Senate Inquiry -   
Effective approaches to prevention, diagnosis and support for Fetal Alcohol Spectrum Disorder 29.11.2019 

 

 12 

associated with FASD are yet to be recognised. Thus, the current failure to classify FASD as a disability 
has contributed to a lack of FASD specific services across health and education settings.4 

Families in Victoria can be referred to Child First/Family services for parenting support, and VicFAS has 
facilitated this referral where the carers have indicated they require assistance to follow up on the clinic 
recommendations and engage supports. Difficulty completing paperwork, unfamiliarity with the service 
system, demands of raising other children and general carer stress are all factors in families needing support 
to implement goals.  

Chamberlain et al (2019) also identify that a lack of understanding and knowledge among professionals in 
the health system impacts on carers’ ability to access appropriate supports: 

While the majority of caregivers had accessed previous services either through the public health 
system or via private health care providers to obtain help for the child in their care, caregivers had 
found these consultations had been of limited utility. Nine of the ten children had been given a 
developmental-behavioural diagnosis prior to accessing the Child Development Service and general 
advice around parenting had been provided. However, the lack of recognition of FASD and specificity 
around managing children with FASD left caregivers still in need of more support.5 

These findings highlight the importance of FASD training and education within the broader health and family 
services sectors in order to develop the skills of the workforce to better support individuals with FASD and 
their families.  

VicFAS also provides families with information about NOFASD Australia including links to online carer and 
parent support groups. At present there are no face to face support groups meeting in Victoria.  

4.6. International models of post-FASD diagnosis support 

The US and Canada, with well-developed diagnostic pathways, has developed a range of supports for 
children, young people and adult with FASD and their families and carers, and include models operated by 
First Nations organisations. These include: 

i. The FASD Diagnostic Clinic in Juneau, Alaska 

- The Juneau FASD Diagnostic Clinic is operated and coordinated by Central Council of Tlingit and 
Haida Indian Tribes of Alaska (CCTHITA), Tribal Family and Youth Services. This clinic incorporates a 
parent navigator who works with the family throughout the diagnosis. This role is filled by a 
volunteer who is also a parent of a child with FASD. The parent navigator assists the family to 
complete the paperwork required before the clinic, and meets with the family several times after the 
clinic to provide support around the diagnosis.6  

ii. The Lakeland Centre for FASD Diagnosis in Alberta, Canada 
 

- This agency provides fortnightly clinics for children and young people, and monthly clinics for adult 
diagnosis. In addition to the clinicians (paediatrician, neuropsychologist, OT and Speech/Language 

 

4 Chamberlain, K., Reid, N., Warner, J., Shelton, D., Dawe, S. (2019) A qualitative evaluation of caregivers’ experiences, Research in 
Developmental Disabilities 63 (2017) 99–106, p 105. 

5 Ibid, p 105. 
6 http://dhss.alaska.gov/abada/Documents/pdf/Finding_our_Voices_final.pdf 
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Therapists) this model includes a Diagnostic Coordinator, Social Worker, Nurse, Family Support 
Worker, and a Cultural Liaison and/or Mental Health Worker as required.  The adult clinic includes a 
Diagnostic Coordinator, Psychiatrist, Addictions Worker, Career Counsellor, Neuropsychologist, 
Disability Services Representative, Adult Support Worker and Legal Representative.  

- The Lakeland Centre also employs three FASD coordinators who work with families and adults for up 
to 6 months post diagnosis to resource and support the families and assist them to share the 
information with others. The coordinators role-model talking about the FASD diagnosis and 
advocating for the individual. They also assist families to obtain funding to implement 
recommendations. As this service is provided within a community-based agency, they are able to 
provide other programs including accommodation for young people with FASD, a summer camp 
program for children with FASD and community education in schools.  

 
iii. The FASD Key Worker program 

 
- This program is implemented in a range of settings in the US and Canada, and provides family 

support to children and families affected by FASD, including support to obtain a diagnosis. These 
workers provide post-diagnosis support, counselling, education and training to families and 
professionals and also provide advocacy with schools after a diagnosis. Being based in the 
community means that these agencies are not linked directly to a diagnostic clinic but are able to 
support families in a geographical catchment.  

 
There is a need for targeted post-diagnostic support for children and young people with FASD and their 
families, to better meet the needs of families and assist them to implement diagnostic recommendations 
and FASD-informed strategies.  
 
5. Research and clinical data 
 
VicFAS has established a clinical research database of children and families seen by VicFAS or Monash 
Children’s, led by Dr Crichton, post-doctoral research fellow at Monash University. This initiative will include 
collaboration with other national and international researchers. Data collected will inform ongoing service 
provision and clinical areas of need.  VicFAS also contributes to the Australian Paediatric Surveillance Unit 
FASD database. 
 
6. Summary and Recommendations 

VicFAS has established a Diagnostic Clinic in a short time frame that has demonstrated the need for FASD 
diagnostic services in Victoria. Monash Children’s Hospital has demonstrated capacity to provide this service.  
The demand for the service is evident. Referral numbers have already exceeded the capacity of the 12 
month pilot project to diagnose children. Children are now being placed on a wait list pending ongoing 
service resourcing.  

VicFAS has demonstrated ability to teach and train medical and allied health professionals regarding FASD 
Diagnosis, through multiple levels of engagement. 

The following recommendations are suggested to better care for children with FASD and their families in 
Victoria. VicFAS is well placed to implement these recommendations with appropriate supports. 
 
6.1. Improved access to diagnostic services for children and young people in Victoria.  

i) Ongoing funding for VicFAS to continue to provide FASD diagnostic services for children in 
Victoria 
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ii) Increased capacity of the model to allow more children to access diagnosis in response to 
demand 

iii) Expansion of the model to allow increase in the age range for referrals to 3-18 years 
iv) Improved support to Aboriginal families and and greater engagement with the Aboriginal 

community through inclusion of an Aboriginal Health Worker in the VicFAS model 
v) Integration of FASD diagnostic services in partnership with regional clinics  

6.2. Development of a FASD Paediatric consultation advisory service for professionals 

i) Establishment of a tertiary consultation advisory service for paediatricians in the community 
(regional and metropolitan) to facilitate local FASD diagnosis.  

This may include reviewing clinical photos for FASD phenotype, discussing clinical cases by 
telehealth/ phone/ and email, reviewing and interpreting assessments, using the Australian FASD 
Diagnostic Guidelines. In the short term this aims to increase the capacity for FASD diagnosis in 
Victoria with little increased resourcing. In the longer term the consultation service will empower 
community paediatricians to assess and mange children with FASD locally and independently.  

6.3. Develop resources for paediatricians caring for children in Out of Home Care 

i) Obtaining the history of alcohol exposure for children in out of home care is difficult and time 
consuming. It often requires in depth knowledge of Child protection services in order to navigate 
legal and departmental barriers.  

ii) VicFAS is working on development of a resource pack, designed by a health worker with 
extensive working experience in Child protection and Out of Home Care which includes 
resources for use by the paediatrician or family doctor to ascertain important alcohol exposure 
history.  

iii) This would include printable and preformatted documents the clinician can send to child 
protection requesting info/DHS consent forms and other documents enabling progression of the 
assessment process.  

iv) The resource could save time and lead to clinicians pursuing diagnosis, where previously not 
attempted as perceived as “too hard”.  

6.4. Support for Children and Families post-diagnosis 

i) Follow up with families post-diagnosis to determine their access to services and supports, and to 
identify gaps in service provision.  

ii) Partnership with community agencies and educational services providing support to these 
children and families to develop appropriate models of post-diagnosis support.  

iii) Provide secondary consultation to community and educational services working with children 
with FASD to help advise around appropriate strategies and environmental accommodations 
that might improve their outcome and quality of life. 

6.5. Development and implementation of FASD Teaching and Training modules 

i) Integrate teaching of FASD module into preclinical medical school training for  University medical 
students  

ii) Design and implementation of standardised teaching in conjunction with University to increase 
medical practitioners’ knowledge about the harms and consequences of drinking alcohol in 
pregnancy or when planning a pregnancy, and develop skills in discussing alcohol use in 
pregnancy and in the  screening and diagnosis of FASD.  
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iii) Development of training modules for other medical, health, allied health professionals targeting 
obstetrics, child psychiatry, General Practitioners, allied health professionals, and 
neuropsychologists.  
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