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  Rare Disease Day 28 Feb 2010 
Various events and workshops have been 

held internationally to mark this day. 

Meagan Cross has just completed a very 

successful walk  in Cairns to raise awareness 

of Angelman Syndrome and has been able to 

get her story in local newspapers as well, 

(see http://www.cairns.com.au/

article/2010/02/20/95165 lifestyle.html)

Darren from Christchurch participated in a 

TV interview which you can view on the AS 

forum,(http://www.angelmanforum.org) 

General Discussion, dated Feb 28. 

Here is a link to the rare disease site where 

you can find details of Dr Ed Weeber‟s 

nomination to the Hall of Fame: http://

www.rarediseaseday.org/research-hall-of-

fame. As well, Steve Waugh held a press 

conference to raise the issue of rare 

diseases/syndromes falling through the 

cracks. See: http://

www.theaustralian.com.au/news/nation/steve

-waugh-calls-for-support/story-e6frg6nf-

1225834931365 

Paradoxically rare diseases are common 

affecting 6-10% of the population. The 

impacts of the ~8000 rare diseases are 

significant and include poor access to 

appropriate health services, delays in 

diagnosis, isolation and stress for families; 

lack of resources and information for 

families and health professionals. The APSU 

(Aust.Paediatric Surveillance Unit) invite 

comment on the draft National Plan for Rare 

Diseases for Australia. See: www.apsu.org.au 

New Research Findings 
„Loss of enzyme reduces neural activity in 

Angelman Syndrome‟ ...loss of UBE3A inter-

feres with the brain‟s ability to use envi-

ronmental experience to fine-tune neuronal 

circuits...This paper has been published in 

the journal, Cell, March 5,2010,Vol 140,No 

5. For a summary go to: http://

www.genengnews.com/news/bnitem.aspx?

name=76912507&taxid=14 
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UBE3A Testing in Australia 

 
Thanks  to the support of Dr Honey 

Huessler at the Mater Hospital in Brisbane, 

UBE3A testing can now be performed in 

Australia. The approximate cost is about 

$1000. This is half the amount that a fam-

ily recently paid for testing in the Nether-

lands. One family has used the testing and 

were able to get Queensland Health to sub-

sidise them to pay the gap but there is no 

guarantee this will happen for other fami-

lies. 
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Look at me 

Daddy, we’re 

flying! 

Isn’t it 

exciting! 

I wonder where 

that air’s com-

ing from? 

I’ve found 

it! 

Antony and Jacqueline‟s Jumbo Joy 

Antony and Jacqueline Vidray recently par-

ticipated in the Annual Qantas Jumbo Joy 

Flight. Approximately 100 children with 

disabilities and children from disadvan-

taged backgrounds and a similar number of 

adults enjoyed the flight from Sydney to 

Newcastle. As you can see, Jacqueline (8 

years) especially loved the overhead air! 

Special thanks to the Rotary Club of Turra-

murra.   

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 news-
letter does not imply endorsement by the An-
gelman  Syndrome Association 

Parents and family members may be inter-

ested in reading about one family‟s experi-

ence  with A.S. in a book titled, Finding 

Glory in the Thorns. The book can be found 

on the site: www.findingglory.com or on 

Amazon. 

A book that I have read and can recom-

mend is Siblings-Brothers and sisters of 

children with special needs by Kate Strohm 

(2002, Wakefield Press or visit the Sibling 

Project website: www.wch.sa.gov.au/sibling). 
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On the 5th of December 2009, I was lucky 

enough to attend the 2nd FAST Gala which 

was held in Chicago. 

The night was a Black tie event and began 

with cocktail hour in the foyer which was a 

nice way for people to meet and mingle.  I 

have met so many U.S. and Canadian Angel 

families online over the last 3 years and it 

was very exciting to finally meet some of 

them. 

Next we moved into the Ballroom and sat 

down to a beautiful 3 course dinner while 

Paula Evans, Chairperson and Founder of 

FAST welcomed and thanked everyone for 

attending  and thanked sponsors and do-

nors, Paula also introduced the Board Mem-

bers and made a very special presentation 

to a group of children called Kids 4 Good 

who organised the Speak out 4 AS cam-

paign which raised an enormous amount of 

awareness not only in their district but all 

over the world with their Youtube mes-

sages and website and also raised funds to 

go towards Angelman Syndrome research. 

The guest of honour was Golden Globe win-

ner Colin Farrell whose six year old son 

James has Angelman Syndrome and lives 

with Colin every second week.  Colin gave us 

a very honest and moving speech about his 

feelings towards his son and how he strug-

gled to cope at the beginning when James 

was first diagnosed which instilled in every-

one there that he was just another parent 

who just happens to be famous and has an 

amazing way with words.  He also shared his 

initial concerns with the prospect of a pos-

sible therapeutic and/or cure for Angelman 

Syndrome. He was worried about his son 

losing that „special‟ happiness  but when he 

thought of the seizures, he was torn and 

over time, came to the conclusion that if he  

looked deep into his son and who his son 

was, he realised that nothing was going to 

change his spirit and so he has decided to 

speak out for FAST and help promote the 

foundation and hopefully raise some money 

to help fund more research 

Next was a presentation by Associate Pro-

fessor Dr Edwin Weeber who gave us a 

brief review of the achievements and pro-

gress that were made over the last 12 

months (a lot of which is presented on the 

DVD from his visit to Australia last year) 

and although funding is and always will be a 

huge obstacle for Angelman Syndrome re-

search because of its low profile, progress 

IS being made and will continue. 

Once the formalities and the dinner had 

finished, we were able to check out the si-

lent auction which had a huge variety of do-

nated good from artworks to hampers, air-

line tickets, handmade quilts and also in-

cluded a beautiful handmade bread board 

and bread knife which was made of Austra-

lian timber and very kindly donated by the 

West Coast Angels, and just happened to 

sell for a nice profit.  We were also very 

privileged to present a painting which was 

especially painted for the event by award 

winning Indigenous artist Rex Murray and 

donated on behalf of FAST AUSTRALIA. 

The Angelman Association of Queensland 

donated a coffee table book by an Austra-

lian photographer, designer handmade jew-

ellery which was also commissioned for the 

event and Meagan Cross had paintings sent 

over from Africa by her brother.  My fam-

ily also donated an Aboriginal painting on 

behalf of the Victorian Angelman Syndrome 

families.  All of the Australian items sold 

and it was nice was for us to show our sup-

port, all items were labelled with the do-

nor‟s name or organisation and will receive a 

letter of appreciation soon.  I don‟t have 

the official figure for funds raised on the 

night but almost every item was sold. 

MY TRIP TO CHICAGO –The Gala 

by Jo Davis (Vic.)  
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Reggie Hamm, American Idol song writing 

winner and parent of an Angel played his 

Award winning song and then continued to 

entertain us with the support of his band, 

followed by a local comedian and another 

band which rocked us through until the 

early hours.  

So that sounds a bit clinical but that is just 

an overview of the night and there really 

was a lot more to it than that.  The feeling 

in the room was electric, the positive atti-

tudes of the parents, the feeling of hope, 

the belief that they will see some change 

and improvement in their children‟s life and 

the desire and determination for this to 

happen was so inspiring. 

There were big corporate sponsors that at-

tended the Gala and I talked to one who 

had to fight back tears as he told me that 

it was the most moving night of his life.I 

talked to Colin Farrell who was a very nor-

mal guy facing the same challenges that we 

all face.  We talked about what medications 

our kids were on and how terrified he was 

when his son first started walking. 

I met two adult angels who looked very 

handsome in their suits and hugged every 

person there. 

I met grandparents and carers and teach-

ers and therapists and although it‟s easy to 

play Cinderella for one night a year and feel 

inspired, this is how these people get to-

gether and celebrate and reflect on their 

achievements and re energize themselves 

for yet another year of campaigning and 

fundraising  and they work very hard and 

should be applauded and supported by us 

for their efforts. For anyone who does not 

agree with FAST, we don‟t all have to have  

the same opinion on research but surely we 

can agree that any research for Angelman 

Syndrome is good and the Awareness that 

FAST has raised is enormous. 

I would really love to see FAST listed as a 

link on the ASA website and maybe this is-

sue could be raised at the next meeting. 

ALPHABET THERAPY WORKSHOP 

On the morning before the Gala, I at-

tended an Alphabet Therapy workshop 

which was run by Terri Jo Bichell who first 

devised the program for her son Louie who 

has Anggelman Syndrome and  Fae Lois Lu-

mauag  who is their head Alphabet Thera-

pist.  It was only a small group but it gave 

everyone extra time to put it into practise.  

It‟s a little hard to explain how it works, 

it‟s something that needs to be seen in ac-

tion but I found it to be a really practical 

and effective way of communicating what 

these kids already knew and understood 

and also a great tool to teach and assess 

what they were learning.  We have since 

tried it out with Billy and have seen some 

great progress although we haven‟t been 

keeping a record (which we should) which 

over time will show you what progress is 

being made but we will  start soon and keep 

you all posted.  The therapists were fantas-

tic and are very keen to come to Australia 

to hold workshops which I think could be 

well worth looking into because although 

when you see it in action it seems quite sim-

ple, the therapists have great ideas and 

tips for each individual to keep things mov-

ing and to help the kids stay on track which 

leads to more productive learning. 

I feel very lucky and very privileged to 

have spent this time with such positive and 

forward thinking people and they have 

really given me a great push towards some 

of the new and exciting challenges that I 

face this year.  Oh and on my last day in 

Chicago, I got to see the first snow of the 

season which was just beautiful. 
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More photos from the Perth conference 
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.    

 

  
A new report by a government appointed advisory body has recommended the Commonwealth government com-

mit to further investigation of a National Disability Insurance Scheme. 
 The recently released report The Way Forward: A New Disability Policy Framework for Australia was prepared by 
the Disability Investment Group (DIG). The group was established last year by Parliamentary Secretary for Dis-

abilities and Children’s Services, Bill Shorten. The purpose of the group was to explore innovative funding ideas 

from the private sector to help people with a disability and their families access greater support and plan for the 
future. 
 The principal recommendation of The Way Forward is that the Commonwealth Government, in consultation with 

States and Territories, should immediately commission a comprehensive feasibility study on a national no fault 
insurance scheme. 
 The Government has already acted on the findings of the report, announcing late last month that the Productiv-

ity Commission will conduct an 18 month inquiry into a national disability long term care and support scheme. It 
announced the Commission would be assisted in its work by a special commissioner with expertise in disability 

and would be advised by an Expert Panel. 
 On releasing The Way Forward the government also announced the Terms of Reference of the Inquiry and the 

seven members of the Expert Panel. They include: 
 •           Bruce Bonyhady – President of Philanthropy Australia, Chairman of Yooralla and member of the DIG 

group 
 •           David Bowen – Chief Executive of the Lifetime Care and Support Authority in NSW 
 •           Rhonda Galbally – Chair of the National People with Disabilities and Carer Council 
 •           Robyn McKay – former Deputy Secretary in the Department of Families, Housing, Community Services 

and Indigenous Affairs 
 •           Dr Andrew Pesce – Federal President of the Australian Medical Association 
 •           Ann Sherry – Chief Executive of Carnival Australia 
 •           Ian Silk – Chief Executive of Australian Super and member of the DIG group. 
 John Walsh, a partner in the Advisory Practice of Pricewaterhouse Coopers and a member of the DIG group, has 

been appointed Associate Commissioner to the Productivity Commission. Mr Walsh has extensive experience in 
the areas of health, disability and accident compensation. 
 The Way Forward concludes that a national disability insurance scheme is essential to establish the long term 

sustainability of the disability support system and will finally ensure people with a disability are able to access the 
support and assistance they require to become full, active, participating members of the Australian community. 
 While outlining the general features and potential cost of such a scheme, the report suggests further study is 

necessary because of complexity of the issues surrounding its introduction such as eligibility, levels of benefit, 
operation, funding mechanisms and interface with current accident and worker’s compensation schemes. 
 The report concludes that a National Disability Insurance Scheme would “revolutionise” support for people with 

a disability and their families. 
 “It could transform a well-meaning but fragmented welfare model into an innovative, social insurance scheme 

achieving better outcomes through need management and service efficiency,” the report says. 
 The Productivity Commission will hold public consultations as part of its Inquiry. We are strongly 
encouraging everyone to participate in the public consultation process to ensure the Inquiry takes 

account of the experiences and expertise of people with a disability, their families and the organi-

sations that support them. 
 Please go to www.pc.gov.au/projects/inquiry/disability-support and sign up to be kept informed 

of the progress of the Inquiry and how you can be involved in the consultation process. 
 Thank you once again for all your support. The NDIS team wishes you all a Merry Christmas and looks forward 

to an exciting 2010! 
 The NDIS team 

Update from the National Disability Insurance Campaign 

http://www.pc.gov.au/projects/inquiry/disability-support
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Thanks to all contributors to this 

newsletter. Apologies to people who didn‟t 

find their photos!  If you‟d like to see more 

photos from the conference go to: http://

www.angelmanwa.com.au. A CD and DVD is 

available to purchase. 

 

Newsletter by email 
 

If you would like your newsletter emailed (PDF format) to 
you instead of being posted send a note to Leticia Grant  at 
secretary@angelmanwa.com.au requesting that your future 
newsletters be emailed to you.  This is not only cheaper for 
the association  but faster for our secretary who volunteers 
her time while, like us all, juggling 
work, family and life with an angel. 
Editor 
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Kerri Monaghan (SA) – Committee 

Member 
 

My name is Kerri Monaghan, my husband 

Grant and myself have 6 children between 

us (all actually adults now), two of which 

have AS.  My son Matthew 22, (in pic below 

when he was 7) and Grant‟s son Josh, 24.  

We also have 5 grandchildren.  Matthew 

was diagnosed with AS when he was 4 and 

Josh when he was 7.   

Josh has been in full time care for a 

number of years and in February last year 

Matt went into full time care also.  Of 

course we see the boys constantly which 

are a must for them to continue to have 

their families in their lives.  Grant and I 

own and operate our Building Company 

which keeps us extremely busy, but I like 

to find time for our own local Association 

of which I am the Chairperson and 

Treasurer. 

Our boys are a constant source of joy to 

us; I have always said “that if Matthew was 

born to have a disability that Angelman 

Syndrome is the one I would want him to 

have”.  As you can see from the photo 

above  my constant hugs from him keeps me 

going.  I am pleased to be on the National 

Committee not only to have my say but also 

to keep abreast of all the latest happenings 

with AS for our families locally. 

Meet your committee! Angelman Syndrome Association 

Committee: 

President:            Anne Funke 

Vice-Presidents:   

Karina Harris (NSW),Jo Davis (Vic) 

Sally Shackcloth (Tas), Heather 

James (SA), 

Kellie Wild (WA), Alison Bennett-

Roberts (Qld) Dave Hall (ACT) 

Secretary:   Leticia Grant 

Treasurer:   Kevin Kennedy 

Committee: Liz Stanley (WA) Lysan-

dra Warren (WA) John Hannaford 

(Qld) 

Kerri Monaghan (SA) Fiona Lawton 

(Qld) 

Correspondence to: 
Angelman Syndrome Association 

Po Box 7184 APPLECROSS NTH  WA 6153 
Email: secretary@angelmanwa.com.au 

 
Payments to Treasurer PO Box 554 

SUTHERLAND NSW 2232 
Newsletter articles to - 

sallyshackcloth@live.com.au 
Deadline for next issue : 5 June 2010 

Email Committee Meeting 

Next meeting:  11-18 April 2010 

WA Conference Committee  

with Prof. Bernard Dan 


