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Treasurer:  Kevin Kennedy -
Treasurer@angelmansyndrome.org 
 
State Vice Presidents are:  
NSW: Anne Funke   -  amfmcon@bigpond.com 
SA:  Heather James -
heather.james@angelmansyndrome.org    
WA:  Kellie Wild  -  wildkellie@gmail.com 
Tas:  Eric Smith - eric.smith@lifestyle-home-
services.com   
Vice President Vic:    Vacant 
Vice President Qld:     Vacant 
Vice President: ACT:  Vacant 
 
General Committee:  Leticia Grant (WA),    
Lysandra Warren (WA) , John Hannaford (Qld)  
Kerri Monaghan (SA)  Sally Shackcloth (Tas) 
 
  If you are in a position to put your hand up for 
any of the vacant positions, please let me 
know.    The VP position does not take much 
time – we have 4-5 email meetings per year 
which run for a week to give all an opportunity 
to respond.   Having the VP position also 
means your name goes on the website as first 
contact in your State. 
 
2011 Conference:  
It is with regret that I advise that the 2011 con-
ference will not be going ahead.   The Confer-
ence was planned to be held in ACT but due to 
many circumstances, it has not been possible 
to proceed.    
 
Most States will be conducting a ½ day Semi-
nar  session during October/November for their 
own State members, and the proceedings of 
each State’s presentations will be reported in 
the newsletter at the end of the year.  If you are 
interested in any of the topics you will be able 
to contact the presenter or the State VP for 
more information.    

President’s Report 

 
Your Committee:   
At the AGM held in November, Anne Funke 
stepped down as President after committing 
several more years to the Association.    
Thank you Anne for all the time you have 
spent on the Association and many thanks 
also to Fritz and  Mitchell for giving you the 
space required to honour your commitment.  
We look forward to your continued involve-
ment as NSW VP.  Other committee members 
who stood down include Leticia Grant 
(Secretary), VP’s Alison Bennet-Roberts, Jo 
Church, Karina Harris and Sally Shackcloth.  
Leticia and Sally have remained on the Com-
mittee. 
 
We have had quite a few changes on the 
Committee which currently consists of: 
 
President:  Liz Stanley  President@angelman 
syndrome.org 
Secretary:  Vacant 
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Correspondence to President 16 Kirkcolm Way WARWICK  

WA 6024 

Payments to Treasurer PO Box 554 SUTHERLAND 

NSW 1499 

Newsletter articles to - 

sallyshackcloth@live.com.au 

Deadline for next issue:   Early June 2011 

2013 Conference:  Start planning for Sydney.  
This will celebrate 20 years of the Association 
which was founded in 1993.   Professor Ber-
nard Dan has indicated that he will again 
come downunder. Something indeed to look 
forward to.    
 
Your Committee has been active  

 We are currently producing a new 
brochure for all States to use.  It is 
hoped these will go to the printer by the 
end of May.  These have been updated 
with current medical facts and web in-
formation. 

 We are responding to the Govern-
ment’s Better Start Programme on be-
half on AS children. 

 We support  Every Australian 
Counts on the National Disability Insur-
ance Scheme.  Many of us attended 
local rallies to show support. 

 Honorary Life Membership Awards 
we given to Associate Professor Ellie 
Smith and Dr. Robert Leitner for their 
commitment to the Angelman Syn-
drome Clinic and Angelman families. 

 Professor Bernard Dan from Brus-
sels has accepted our invitation as the 
Association’s International Medical Pa-
tron.    

 We have developed a Mission 
Statement which will be added to the 
Association Logo on all letterhead and 
other stationery. 

 We are working on getting Gift Re-
cipient Tax Deductability with the Tax 
Office which means some changes to 
the Constitution. 

 The committee will be holding their 
next meeting in May. 

 
  
Finally, I am committed to the Association and 
its members and will continue to work to as-
sist and benefit all Australian Angelman Fami-
lies.   My Angel Chandra (del+) who is now 
31, has two older brothers and one younger 
sister.    
 
Liz Stanley 
President. 
 

 

Leticia and 

her daugh-

ters, Allara 

and Alexa 

at the rally. 

Chris 

Stanley and 

Chandra also 

attended. 

For more information see go to the Every 

Australian Counts link at  http://

everyaustraliancounts.com.au They are also 

on Facebook. 

Every Australian 

Counts Rally 

Perth 
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Book Review by Liz Stanley 
 

Imagine my excitement when I read that 

the child (in this story) has AS. 

 

The Drowner by Robert Drewe is a literary 

masterpiece, published by Penguin 1996. 

This is a great novel by Robert Drewe who 

grew up in Western Australia. The book is 

set in Kalgoorlie with the main character 

being the engineer who was in charge of 

the teams who laid the pipeline from Perth 

to Kalgoorlie under the direction of CY 

O‟Connor. The child who only appears to-

wards the end of the book is a very excit-

able girl, with hands flapping, who loves wa-

ter. The mother describes her as her happy 

puppet. One chapter is entitled Marionette 
Joyeuse in which the girl, Ada, is portrayed 

so beautifully as an angel. The mother of 

the child explained about Ada as “These 

happy puppet children are marked by com-

mon characteristics. Heightened activity, 

insomnia, limited speech, a lack of co-

ordination and muscle tone. Despite these 

mental and physical handicaps they are 

happy children with very lovable disposi-

tions. They laugh all day long. At three the 

child couldn‟t walk. She was floppy. When 

she was excited, she flapped her arms up 

and down, her elbows flexed like a mario-

nette.” The mother had been told that Ada 

would walk by the age of five or six. Her 

skin was milky despite her parents both be-

ing olive-skinned and she had flyaway gold 

hair. A picture book angel. 

The acknowledgements at the end cite: 

Marionette joyeuse is a term coined by 
French molecular geneticists (F Halal and J 
Chagnon, 1976) for Angelman Syndrome. 
 
Interestingly, this book will be turned into 

a film later this year, to be filmed in Aus-

tralia and the producers are hoping to sign 

actors Cate Blanchett, Liam Neeson, James 

McAvoy and Emily Blunt. 

 

Disclaimer 
The views expressed in this newsletter and any enclosures are not necessarily 
those of the Angelman Syndrome Association.  Information is presented in the 
interest of  providing a range of alternatives.  Inclusions in this newsletter 
does not imply endorsement by the Angelman  Syndrome Association. 

 

Tasmanian News 

We are currently planning a family get to-

gether and workshop to happen most likely 

around the middle of the year. Sally is in-

vestigating a possible Speaker and a friend 

of mine who is a clown/juggler will try to 

make himself available to entertain-if it is 

considered appropriate by all involved. 

 

I recently put together a Website(blog)for 

Tasmanian Families to help with relaying 

information etc to our small family base—

http://www.angelmansyndrome.info. I will 

aim to put updates on the Website as they 

are available as well as Newsletters. 

 

I have also spoken to our Local Newspaper 

about running an awareness article. If this 

eventuates I will make a copy available in a 

future Newsletter.  

Eric Smith 

Vice President (Tas) 
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News Update  
                                                             28 February 2011 

 

Productivity Commission‟s draft report welcomed. 
The Productivity Commission (PC) has today proposed that the current disability support 

system be totally reformed as it is “underfunded, unfair, fragmented, and inefficient, and 

gives people with a disability little choice and no certainty of access to appropriate sup-

ports”. The draft report recommended a doubling of expenditure on disability support ser-

vices—to $12.5 billion. 

 

Central to the reform is the proposal to establish two schemes: the larger being the Na-

tional Disability Insurance Scheme (NDIS) to provide insurance cover for all Australians in 

the event of significant disability; and a smaller scheme, the National Injury Insurance 

Scheme (NIIS) which would be a federated model of separate, state-based no-fault 

schemes providing nationally consistent lifetime care and support to all people newly af-

fected by catastrophic injury. The PC‟s preference is that funding for the NDIS would 

come from the Australian Government directing payments from consolidated revenue into a 

„National Disability Insurance Premium Fund‟. 

 

The NDIS would provide reasonable and necessary supports across the full range of long-

term disability supports currently provided by specialist providers. Services such as health, 

public housing, public transport, and mainstream education and employment services, would 

remain outside the NDIS. Nationally consistent assessment and consultation would be used 

to determine the support needs of eligible people and allocate a package of supports (not a 

budget amount). People could choose their service provider, with assistance where neces-

sary. There would also be the option available to „cash out‟ their support package (subject 

to conditions) and manage it at the detailed level—self-directing their funding. 

 

The new scheme would potentially be trialled in one region in 2014, with implementation 

across Australia from 2015-2018. This roll out would be progressive, with all new cases of 

significant disability covered as well as particularly high needs groups identified, such as: 

           .children aged under five years who have substantial core activity limitations; 

    .select groups for whom involvement in pilot early intervention programs looks promising; 

          .people who are now cared for by ageing Australians; and 

       .people who have been inappropriately placed in nursing homes. 

 

Interest in the release of the draft report is high. Ken Baker, John Della Bosca and other 

members of the National Disability and Carers Alliance have spent today at Parliament 

House, Canberra, meeting with Ministers, Members of Parliament and the media. It is 

pleasing to note that the Federal Government and the Opposition have both welcomed the 

report and acknowledge that major reform is needed to the unsustainable service system 

now in place. Campaign activities will need to build on this to ensure that broad political sup-

port grows and is replicated throughout the community. 

National 
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NDS News Update continued…... 

NDS welcomes the PC‟s draft report and is supportive of the broad direction it proposes. 

It is important to note, however, that the proposals outlined in the draft report are not 

concrete; the policies can be refined after this consultation period. NDS will 

carefully analyse the report over coming weeks as the implications for people 

with disability, families and carers, and service providers are considered. One 

area NDS will be paying particular attention to will be how the NDIS would in-

terface with specialist disability employment services. In addition, the inter-

face with the aged care and mental health services will be carefully examined. 

NDS is planning to hold a meeting in each state and territory over coming 

weeks to discuss the PC‟s proposals with service providers. Information on 

these meetings will be provided shortly. 

Contact Information: 

Ken Baker, Chief Executive, NDS National, Ph 02 6283 3200, ken.baker@nds.org.au 

Philippa Angley, National Policy Manager, NDS National, Ph 03 8341 4302, 

philippa.angley@nds.org.au 

©This publication is copyright (RTF 177KB) 

John Hannaford (Queensland) 

 
Married to Robynne, father to Alyssa Han-

naford (AS) - deceased and Nathaniel Han-

naford. (Alyssa passed away when she was 

only 14 due to very bad seizures). John was 

born in Melbourne and in 1965 moved to 

Nambour with his parents and was trained 

by his father, George, as a fitter and 

turner. After George retired, John took 

over the business and ran it successfully 

for a number of years until he had tired of 

doing the same old thing and decided to 

wind the business up and do something else. 

in the family business.  

In 2005, John became involved in caring 

for the disabled in his own home and then 

went on to work for the Endeavour Founda-

tion as a support worker for the disabled 

and works there currently.   

 

 

 

 

 

John is responsible for creating the international  

AS Forum in memory of Alyssa and it is dedicated 

to her and the AS community in general. It now has 

1684 registered users!     It has been a great sup-

port for me. Find it at: www.angelmanforum.org             

Editor. 

Meet your committee! 
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Hello, my name is Antonia Milner and I have 

been the Clinic Co-ordinator for the Angel-

man Syndrome Clinic at Kogarah since late 

last year. I hope to publish an article in 

each Association newsletter updating you 

all about the clinic‟s doings. I work as a 

Paediatric Fellow at Sydney Children‟s Hos-

pital and at Kogarah Developmental Assess-

ment Service. I have 2 young children who 

attended and enjoyed the Christmas Party 

in 2009.  

 

We have now seen 5 new patients in the 

clinic in the last few months and we have 

had telephone and email contact with many 

more. I spoke at the Angelman Syndrome 

Seminar at St George Hospital on 27th No-

vember last year and presented the aims of 

the clinic as follows: 

 

help support families, children and adults 

living with this condition  

coordinate existing medical treatments in 

consultation with clinical specialists  

provide access to psychological and educa-

tional assessments/services  

provide a platform for accessing and devel-

oping integrated research  

facilitate family counselling  

 

Many of you will have filled in our Angelman 

Syndrome Questionnaire in the past which 

we use to gather information before we see 

clients. We have also used it as a research 

tool. Lately we have been contacted by car-

ers of a few adolescents with Angelman 

syndrome, asking for help regarding their 

child‟s seizures which have returned in late 

adolescence. We are often asked such 

questions with regard to whether this is 

characteristic for Angelman Syndrome.  

We would love you to contact us for a ques-

tionnaire (it takes around 30 minutes) : 

 

If you have an adolescent or young adult 

with Angelman syndrome 

If you have not filled in the question-

naire before 

If you have filled it in before but feel 

there has been a significant change 

to your family member‟s health or 

behaviour 

 

We also often ask our clients to fill in the 

Developmental Behaviour Checklist (DBC). 

This may take 15 minutes to fill in. These 

questionnaires help to shed more light on 

the natural history, health and behavioural 

aspects of the syndrome in order to sup-

port families better. 

 

Please feel free to contact me if you have 

general questions about your child, if you 

would like to book into the clinic or if you 

would like to fill in the questionnaire. You 

can contact me at AngelmanClinic@sesiahs. 

 health.nsw.gov.au and I will aim to be in 

contact with you within 

48 hours. 

 

Thank you, 

 Dr Antonia L Miller. 

 

CLINIC CHAT 
 with Dr Antonia Milner 

Newsletter by email 
 

If you would like your newsletter 
emailed (PDF format) to you instead of 

being posted send a note to Kevin Kennedy at 
kevin.kennedy@bosco.nsw.edu.au requesting that your 
future newsletters be emailed to you.  This is not only 
cheaper for the association  but faster for our current Treas-
urer who volunteers his time while, like us all, juggling work, 
family and life with an angel.                                   The Editor. 

mailto:kevin.kennedy@bosco.nsw.edu.au

