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Australia 

 
Angelman Syndrome Association 

www.angelmansyndrome.org 

President’s Report  
 
Well, it’s been a very busy few months 
from a personal and ASAA perspective. 
The committee have been working hard be-
hind the scenes and I believe we are making 
great progress. As you are aware confer-
ence planning is full steam ahead and I am 
really looking forward to October, meeting 
new Angelman families and catching up with 
old friends! I will leave Laura to update on 
the progress of the conference. 
 
The cost of holding a conference is enor-
mous for the association and as a group we 
are trying to ease this burden by encourag-
ing each state to do fundraising activities. 
If you have any ideas or are willing to help 
with fundraising events in your state can 
you please contact your state representa-
tive. Ultimately the more we can fundraise, 
the cheaper the cost for families attending 
the conference. 
 
As well as our new ASAA logo and website, 
we now have a Facebook page “Angelman 
Syndrome Association Australia” to keep 
users up to date with all the latest. Please 
search for the page, “Like” it and check 
back regularly for updates. Thanks to Cindy 
for setting this up and administering. 
 Membership forms can now be submitted 
online and I would encourage everyone to 
please join up or renew your membership, 
all members will receive discounted rates 
for all conference activities.  Family mem-
bership remains at $30 per annum. 
 

 
February 15 was International Angelman 
Day with numerous events being held 
across Australia to raise awareness and 
funds. It is pleasing to see this annual 
event growing larger by the year. 
 
The weekend of 11-13th March saw more 
than 40 Angelmums from around Australia 
descend on Coogee, Sydney. I believe a 
great weekend was had by all and thanks to 
Michaela for organising so enthusiastically 
once again. This is another wonderful annual 
event that is growing by the year. I look 
forward to joining in next year’s shenani-
gans! 
 
ASAA has voted to support the Angelman 
Registry project set up by FAST and soon 
to be launched. Further information will be 
posted online as it becomes available. 
Best wishes to all, until next time. 
 
Regards, Kellie. 
 

 

Katie and her Mum, Kellie. 
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CONFERENCE UPDATE! 
 
7th-9th October 2016 
Pullman Hotel Albert Park Melbourne 
 
The planning is well underway for the upcoming conference with national and international 
speakers confirmed. There will also be companies exhibiting products such as AAC devices 
and disability resources and equipment. Keynote speakers include Professor Ingrid 
Scheffer, Professor Bernard Dan and Erin Sheldon. There will also be presentations on Vid-
eo Self-modelling, setting IEPs, NDIS, financial planning, communication and several more. 
 
The family lunch on Sunday 9th October will be held at Port Phillip Specialist School. The 
grounds are safe and secure, and have appropriate play equipment for our kids, both young 
and old. Parents and kids alike will be able to relax and socialise with others in this disabil-
ity friendly environment. 
 
More detailed information will be available over the next few weeks on the ASAA website. 
 
If you would like to put in an Abstract please see the Call for Abstracts and and Abstract 
template found on the website. 
 
Laura Greene, 
State Representative. 
Victoria.  
 

 

Port Phillip Specialist School 
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On a perfect February Sunday four A.C.T. Angels, together with their families, relatives 

and friends, gathered in a playground on the shores of Lake Burley Griffin for our inaugural 

International Angelman Syndrome Day picnic. 

Two new families attended, and it was a delight to get together as a group. We are hoping 

to make the picnic an annual event as well as catch ups during the year. 

Lynne Cousins,  

State Representative,  

A.C.T. 

News from the 
A.C.T. 

From left to right:  

Paul Dowden with Alex Dowden, Felicity Williams Dowden with Sebastian Dowden; Kerry 

O'Kane with Callum Bradley; Jacqueline, Cameron and John Mace; Lynne Cousins and William 

Tyrrel. 
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International Angelman Syndrome Day in Victoria 

14 families from around Victoria got together to complete a loop of the 3.7km Tan Track 
around the Botanic Gardens in Melbourne. The day was a huge success with several Angels 
walking the entire way. Over $7000 was raised in sponsorship by families which will go to-
wards the costs of the upcoming A.S.A.A .conference in Melbourne in October. It was a 
chance for new faces to meet old, and after the exertion of the walk, everyone enjoyed a 
picnic in the gardens. 

Laura Greene,  

State Representative, 

Victoria. 

 

All the fam-
ilies 

 together 

Angel Wings! 
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Setting up the picnic 
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(Before the event!)…….OMG the countdown is on, the AS Mums Weekend 
Away has almost arrived.  Will I recognise my new Facebook friends in 
person, will they recognise me? 
 
Travelling from various parts of Australia up to 50 'normal looking' (why not?) A.S .Mums 
are here to rekindle, some yet to meet, over something that unites us all and what we all 
have in common-our Angels. It can be emotional and nervous for many leaving ,maybe for 
the first time, their AS child with husbands/extended family. 
 
A massive big thank you to the success of the weekend goes to Michaela Townsend who 
outshone herself again organising a gift pack upon arrival. The accommodation by the ocean, 
was tranquil, suitable for walks, cafes, restaurants, drinking venues and just time out. Your 
friendship to us all, Michaela, is "a friend indeed". We were all grateful and thoroughly en-
joyed  the evening meal supported by the N.S.W. Angelman Syndrome Association. Satur-
day was a marvellous hoot of a time. when the silence of Coogee was disturbed by an  erup-
tion of merriment and hilarity! An official organiser divided us into about six groups of sev-
en ; one selfie stick per group. Off we sped, sheet in hand to track down and search for 40 
various items in a limited time. We had to pose with the seven girls with (for example) 
a red bikini, a six pack, a thumb wrestle with a taxi-driver, party at a bus stop, planking, 
fish out of water, statue. This is to just name a few, and you can imagine who had various 
six packs, or where the red bikini came from. The AS Mums were running wild and alive, all 
in action. A dynamic effort by all. (The selfie-mania workshop was also funded by the 
N.S.W. Association).  
 
Sitting by the pool lazing, swimming, the discussions were all centred around sleeping (why 
would you ask?)  Well, this is a typical feature of an AS child and lack of sleep is experi-
enced by both AS child and carer/mum. How do you cope with epilepsy, mobility, communi-
cation and inclusion. Not one AS child is better than another and we can learn from each 
other, whether young or old. I certainly learnt new techniques in communication—"Never 
too late to learn” is the motto! 
 
Watch out, Sascha!  "The world is your oyster" and your mum is going to open new doors for 
you-so start pointing and swiping away. We all left full of happiness and knowledge never to 
give up, knowing we are not alone. 
Start saving for 2017, we are anxious and prepared..  Report by Jenny Chippindale, N.S.W. 
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Fun  
Times 

For  
All  
The  

Mums  
And  
Nans! 

Thanks to Anne Funke 
for contributing these 
photos. 
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An- other year has 
flown by and we celebrated International 
Angelman Syndrome Day (IASD) on a hot 
humid Sydney day on Sunday 14th February  
with 38 degree temperatures! Approxi-
mately 50 people attended and there was 
face painting and activities for the kids and 
loads of cupcakes to share made and donat-
ed by Heavenly Cakes. The accessible play-
ground was popular and one family even 
went to purchase a sprinkler for the kids to 
play and cool down in! Thanks to Michaela 
Townsend for organising and promoting the 
event and for Cindy Byrne for obtaining a 
funding grant from Bankwest to help fund 
and sponsor the day. 
  
I also attended the ASAA Mums weekend 
away at Coogee in March organised bril-
liantly by Michaela. The event was attended 
by 44 mums and nans from across Australia! 
The NSW branch of ASAA paid & spon-
sored the Friday night dinner and the team 
building event on the Saturday – which was 
a huge success! Selfie mania took over and 
teams became very competitive – however I 
was very fortunate to be on the winning 
team J. The weekend was an opportunity to 
relax, swim, eat & drink and take long walks 
for some – the greatest benefit was get-
ting to know each other and share stories, 
tips and hints as well. What a unique way to 
raise awareness in the community about 
Angelman Syndrome as many people in 
cafes and shops would ask what the occa-
sion for the get together was for! 
 
 

 
I recently attended a meeting with the 
Disability Services Minister, Minister 
Ajaka and a small group of carers at the 
Sutherland Shire Carer Support Service in 
March to provide feedback on The Carers 
(Recognition) Act 2010 (NSW) which is cur-
rently being reviewed.  For those that are 
interested, more information about the Act 
is available on the FACS website at; 
www.adhc.nsw.gov.au/individuals/
caring_for_someone/
nsw_carers_recognition_act_2010 or con-
tact the Carers Team, on (02)8753 9343 
 
I wish you all well as the cooler months ap-
proach and look forward to the conference 
later in the year. 
 
Regards from  Anne Funke, 
State Representative, 
N.S.W. 
   

News 
From 

N.S.W. 

http://www.adhc.nsw.gov.au/individuals/caring_for_someone/nsw_carers_recognition_act_2010
http://www.adhc.nsw.gov.au/individuals/caring_for_someone/nsw_carers_recognition_act_2010
http://www.adhc.nsw.gov.au/individuals/caring_for_someone/nsw_carers_recognition_act_2010
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News from Tasmania 

 
 
 
 
 
 
The 4th annual Raising Our Wings Gala Ball 
was held in Launceston, Tasmania on Octo-
ber 20, 2015. The event attracted over 
250 people and featured live and silent auc-
tions as well as other fundraisers and en-
tertainment on the night. The audience 
heard from FAST Chairperson, Meagan 
Cross and Board Member and Event Organ-
iser, Emma Price about Angelman Syndrome 
and the progress that has been made in 
terms of research into the condition. The 
Gala Ball raised $20,000 for Angelman Syn-
drome. 
 
Emma Price, Launceston. 
 
Congratulations to Emma and her committee on or-
ganising such a successful event. Emma is the Pub-
lisher of Sourcekids magazine. Sally Shackcloth 
(Editor).  
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We have launched our Facebook page-
”Angelman Syndrome Association Australia” 
with a look to create awareness, keep peo-
ple informed of news and events, as well as 
making us easy to find for newly diagnosed 
families. 
There has been great engagement with 190 
page likes so far; we will continue to grow 
this through regular posts. 
If you haven't done so already, head over 
to our page and hit like!  
Cindy Byrne, 
Committee Member. 
 

Coming soon -  
Angelman Syndrome Registry! 

 
Medical registries are increasingly becom-
ing a fundamental tool in understanding 
about different syndromes and diseases.   
The Angelman Syndrome community in 
partnership with the Mater Hospital, Bris-
bane and Murdoch University in Perth are 
developing the first ever Angelman Syn-
drome Registry. This is a completely volun-
tary online questionnaire about your rela-
tive with Angelman Syndrome.  Parents or 
care-givers complete a series of questions 
on topics such as the person’s behaviour, 
medical conditions, clinical diagnosis, sei-
zures and sleep!  The more people who par-
ticipate, the more information will be gath-
ered and this gives doctors and research-
ers a greater range of information on 
AS.  Furthermore, it also acts as a data set 
for clinical trials for possible therapies for 
Angelman Syndrome.   
 
The data is stored in a medical-grade se-
cure server and all information is de-
identified so it is very confidential.  We 
hope you will all consider participating when 
it is launched.   
  

Chloe Simons,  

Board Member FAST Australia and 

State Representative,  

Tasmania. 

 

 
Correspondence to President 
wildkellie@gmail.com  
 
Payments to Treasurer  
PO Box 554 SUTHERLAND NSW 2232  
 
Newsletter articles to  
sallyshackcloth@live.com.au  
Deadline for next issue:  early July,  
2016. 

Disclaimer 
The views expressed in this newsletter and 
any enclosures are not necessarily those of 
the Angelman Syndrome Association.  In-
formation is presented in the interest of  
providing a range of alternatives.  Inclu-
sions in this newsletter does not imply en-
dorsement by Angelman Syndrome Austral-
ia Association. 
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More news from N.S.W 

Article contributed by Jenny Chippindale. 

 
 
 
 

The NRL season sees Canterbury-
Bankstown Bulldogs player Sam Perrett us-
ing each rugby game to write a child's name 
affected by AS on his wrist.  
 
Recently, Perrett became an ambassador 
for the Foundation for Angelman Syndrome 
Therapeutics (FAST). Sam wants to help 
and represent our children where he can. 
 

For more details go to: 
 
http://www.stuff.co.nz/dominion-post/
news/78997473/league-star-sam-perrett-
wears-the-name-of-angelman-syndrome-
sufferer 
 
The ‘Andrew’ on the wristband is Andrew 
Cranmer, Ursula Cranmer’s son. Ursula and 
Andrew are pictured below. Ursula is the 
Chair of The Angelman Network. 
 
https://angelmannetwork.wordpress.com/ 

Newsletter by email  
 
If you would like your newsletter emailed (PDF for-
mat) to you instead of being posted send a note to 
Kevin Kennedy  (kevinkennedy.asaa@gmail.com)
requesting that your future newsletters be emailed 
to you. This is not only cheaper for the association 
but faster for our current Treasurer who volun-
teers his time while, like us all, juggling work, family  
and life with an angel. 
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 ASAA Committee 2016 
NATIONAL PRESIDENT  
Kellie Wild (wildkellie@gmail.com) 
 
NATIONAL VICE PRESIDENT 
 Liz Stanley (stanleyhome@bigpond.com)  
 
STATE REPRESENTATIVES 
NSW  
Anne Funke (anne.asa@bigpond.com) and 
(anne.funke@sesiahs.health.nsw.gov.au) 
 
ACT  
Lynne Cousins (lynne_cousins20@hotmail.com)  
 
VICTORIA  
Laura Greene (lauravalgreene@gmail.com)  
 
TASMANIA  
Chloe Simons  (mickandchloe@bigpond.com)  
 
SOUTH AUSTRALIA  
Peta Perrie   (peta@mppainting.com.au) 
 
WESTERN AUSTRALIA  
Leticia Grant (maygrant@tpg.com.au) 
 
QUEENSLAND  
Diana Backhouse (Di.backhouse@gmail.com) 
 
NATIONAL SECRETARY  
Lysandra Warren (lysandra.asaa@gmail.com) 
 
NATIONAL TREASURER  
Kevin Kennedy (kevinkennedy.asaa@gmail.com) 
 
NATIONAL COMMITTEE  
Sally Shackcloth  
(sallyshackcloth@live.com.au) 
 
Cindy Byrne (cindybyrne.asa@gmail.com)  
 
Michaela Townsend (michaelat@live.com.au)  
 
John Hannaford (webmaster.asaa@gmail.com)  

 
Go to: 
https://www.youtube.com/watch?
v=nbT_EVB0c2E 
 
to view a keynote address at the An-
gelman Syndrome Foundation confer-
ence (August 2015)  by Dr Ron Thibert 
titled ‘Angelman Syndrome in Adult-
hood’. 
 
Ron Thibert is the director of the An-
gelman Syndrome Clinic at Massachu-
setts General Hospital and a Professor 
at Harvard University. 

Latest issue, Autumn 2016—The fea-
ture articles include: Outdoor Play 
Learning in the classroom! 
Developmental milestones 
Drinking Tips and products 
Guillain-Barre Syndrome-what is it? 
 
Go to: www.sourcekids.com.au 
 
You may also be interested in an article 
about hosting a birthday party for your 
SN child.  
 
 
http://www.sourcekids.com.au/
articles/hosting-a-birthday-party-for-
your-special-needs-child.aspx 
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Go to the Sept/October 2015 issue of Angelman Today, page 21,  to find out about a free 
new communication resource written by Erin Sheldon. It is part of The Angelman Syndrome 
Foundation (ASF) Communication Training Series. Alternatively, you can go to: 
 
http://www.angelman.org/resources-education/communication-training-series/ 
 

 

 
 
 
 
 
 
 

 
The Canadian Angelman Syndrome Society 
(CASS) will be holding their 14th Interna-
tional Conference from 13-16 July 2016. 
For more details, go to their website: 
 
www.angelmancanada.org/  

I found  an interesting article titled   
 
‘Phenotype with a side of genotype, 
please:  
Patients, parents and priorities in rare 
genetic disease’ listed in one of the or-
phaNews newsletters but today have found 
it by googling!  It’s not specifically related 
to Angelman Syndrome but is worth read-
ing.   (Editor).                                                                      
http://www.sciencedirect.com/science/
article/pii/S2212066116300023 
 
The orphaNews newsletter can be found at 
 
 

Orphanews-international@orpha.net  
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 Key features of the book include:  

-Extensive background information about 
medical and related factors behind AS and 
how they influence individuals’ learning 

-A series of prologues written by the par-
ents of individuals with AS 

-Contributions from internationally recog-
nized experts on AS, communication disor-
ders, psychology and education 

-Numerous practical, evidence-based strat-
egies for conducting assessments and car-
rying out interventions among AS affected 
individuals 

 Speech-language pathologists, allied 
healthcare providers and educators provid-
ing support to affected individuals should 
benefit from the information provided in 
the book by being able to identify appropri-
ate communication, behavioral and educa-
tional goals. Laypersons, particularly par-
ents, will also find the information highly 
useful in advocating for best practices for 
their children (which is partly fostered by 
the series of parental prologues). 

 Angelman Syndrome: Communication, Ed-
ucational, and Related Considerations will 
not only serve as a valuable reference for 
improving the learning experience for AS 
affected individuals but will also embolden 
both professionals and parents to maintain 
higher expectations for them. 

 
 

 
Angelman Syndrome: Communica-
tion, Educational and Related Con-
siderations (Electronic and Print) 
Cost as at 5 Feb, $204 US Dollars ($284 Australian 
Dollars). That price is for the whole book but you 
can purchase individual chapters. (Editor) 
 

The following information comes from the 
publishers: 

http://ebooks.benthamscience.com/
book/9781681081168/ 

Editor: Stephen N. Calculator 

Published: December 2015  

Individuals with Angelman Syndrome (AS) 
present many unique challenges to profes-
sionals, parents and others who are com-
mitted to maximizing individuals’ compe-
tence while ensuring them the best possible 
quality of life. Angelman Syndrome: Com-
munication, Educational, and Related 
Considerations is a unique, exhaustive com-
pilation of existing material related to un-
derstanding the nature of AS and how indi-
viduals’ communication and related skills 
can be fostered most effectively.  

It provides readers with a comprehensive 
understanding of the background of Angel-
man Syndrome along with an in-depth ex-
ploration of communication (with a focus on 
augmentative and alternative communica-
tion), educational, and related issues that 
should be addressed when attempting to 
meet the needs of individuals with AS at 
home, school, work, and elsewhere in the 
community. 


