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ANGELMAN  SYNDROME  ASSOCIATION 

www.angelmansyndrome.org 

Newsletter                  Charity No. CFN13843                    ABN 42 169 355 488             No. 67—Sept 2014 

President’s Report  

 

The ASA Committee has trialled using the 

Angelman Forum on the website for our last 

Committee Meeting. With varying time-

zones across the states and the need for 

committee members to be able to enter and 

leave the meeting in between their other 

commitments, this format worked fairly 

well. We are still trying to find the best 

way to communicate, and thank John Han-

naford for his patience in getting all of us 

connected to the Forum. 

John Hosie and a small group from the 

Committee have agreed to work on planning 

the next ASA Conference in Melbourne in 

2015. It’s a huge task to organise such an 

important event for families and profes-

sionals and if anyone would like to assist it 

would be very welcome. We will need to un-

dertake some fundraising and / or find 

some sponsorship for the event – any ideas 

or contacts will be much appreciated! 

All the best, Mary. 
 

Mary Bills 

President 

Angelman Syndrome Association Australia 

Email: president@angelmansyndrome.org 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Hi everyone, I hope you’ve all survived the 

worst of the winter months, particularly 

those parents who are up a number of 

times during the night. 

It’s always heartening to read the stories 

and feedback that families generously 

share in the newsletter. In my experience, 

families learn as much from each other as 

they do from professionals. Of course we 

need to be informed from both perspec-

tives. I have recently been involved in dis-

cussion about the development of the An-

gelman Syndrome Association and the way 

the association worked with Dr. Robert 

Leitner and other professionals in the es-

tablishment of the Angelman Syndrome 

Clinic. We’re very fortunate to have such 

passionate professionals, including Antonia 

who regularly contributes to this newslet-

ter, and committed parents. Many rare con-

ditions don’t have this resource and support 

available. 

 

mailto:president@angelmansyndrome.org
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Tasm
ania Raising Our Wings Gala Ball 

 
This event will be held for the third year 

on Saturday October 4 in Launceston, 

Tasmania, to raise awareness and money 

for Angelman Syndrome.  

 

A fantastic event featuring premium Tas-

manian wine and beer, a three-course din-

ner, live and silent auctions, raffle and a 

great night of entertainment. Tickets are 

$140 per person or $1300 for a table of 10 

and are on sale at www.take-flight.org or 

contact Emma Price on 0417 510 606. 

 

David and I attended the first ball in 2012 and it 

was a fantastic event!  We’re hoping lots of Angel-

man families and friends will attend this one . Per-

haps if you cannot attend you will be able to donate 

something to the auction!  (Editor) 

Tasmania 

 

 

 

 

 

 

 

 

Emma is also the Publisher of Source Kids, 

Australia's first magazine for parents, car-

ers and professionals of children with spe-

cial needs. This is a fantastic resource for 

families.  Issue 2 Sept 2014 is now availa-

ble. Go to: info @sourcekids.com.au for de-

tails. 

 

Correspondence to President  

president@angelmansyndrome.org 

Payments to Treasurer  

PO Box 554 SUTHERLAND NSW 2232  

Newsletter articles to  

sallyshackcloth@live.com.au  

Deadline for next issue: Mid-November  

Disclaimer 

The views expressed in this newsletter and any en-

closures 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 do not imply endorse-

ment by the Angelman Syndrome Association. 
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Epilepsy and our experience 

 
Mike, now 30 years old, has had epilepsy as 

part of his Angelman Syndrome since he 

was three years old. The epilepsy was 

largely uncontrolled through most of his 

childhood and early teens, despite being on 

anti-convulsant medication. He regularly 

experienced significant tonic— clonic sei-

zures and in the early years would often be 

transported to hospital where Diazapam 

was administered via a cannula. Parents are 

no doubt aware of the difficulty in trying 

to keep a cannula in the arm of a child with 

AS. Mike was on Epilim for many years and 

had been tried on a few other medications 

which in retrospect didn’t really have much 

impact. Administration of diazepam and lat-

er midazolam during the seizure was the 

most effective treatment – thankfully by 

other means than intravenously as the 

years passed. 

 

Through puberty Mike’s seizures changed 

and he no longer had the tonic—clonic sei-

zures, instead experiencing partial seizures 

intermittently over a number of years and 

more recently developing what we termed 

‘the shakes’ but I recognise now as myo-
clonic jerks. Mike had come off all medica-

tion for a number of years, which made no 

difference to his epilepsy. More recently 

he has had quite a few falls, which are dis-

tressing and painful and affected his confi-

dence walking. Well-trained staff, or family 

that knew him, could prevent the falls oc-

curring with the appropriate support when 

he was shaky. However, there were times 

when new staff were involved, or the cir-

cumstances changed which meant that he 

didn’t receive the necessary support. 

 

 

Earlier this year,  Mike saw a neurologist 

through the Angelman Clinic, Dr. Cordato. 

He respectfully listened to the history of 

Mike’s epilepsy, and then suggested we try 

Keppra (generic name: levetiracetam). I 

could not be happier with the result. Within 

a few weeks Mike was having no myoclonic 
jerks and has had just one partial seizure 
in the past five months since starting the 

medication. 

I thought it may help others to share this 

information as I had got to the point where 

after seeing a few different neurologists 

and trialling different medications, I 

thought nothing was going to help Mike. 

 

                                            Mary Bills. 

 

SAVE THE DATE!!SAVE THE DATE!! 

FAMILY FUN DAY  

to be held at Morayfield again this 

year on International AS Day, 

15 February 2015 

Queensland news! 
 

Contributed  

by  

Lysandra Warren. 

(Vice-President 

Qld). 
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Aussie AS Mum’s weekend 
 

Due to the great turn out to our weekend 

on the Gold Coast earlier this year,  we 

would love for you to come to Glenelg,  Ad-

elaide 2015 to enjoy a weekend away with 

mums of children with Angelman Syndrome. 

It will be fantastic for many mums to meet 

and relax.  

 

Friday 20 Feb til Sunday 22 Feb 2015 

 

Accommodation:  Oaks Liberty Towers in 

Glenelg 

3 bedroom self-contained apartments - 

5/6 people per apartment, (you will have 

your own bed). 

2 bedroom self-contained apartments -  

3/4 people per room. 

A Half-day tour has been arranged for us 

as a group to Mt Lofty, Haigh’s Chocolate 

Factory and Hahndorf. 

Price is $245 per person which includes two 

nights’ accommodation and tour. Price may 

vary depending on final numbers. 

 

You will need to organize your own 

transport to and from the airport. 

 

 No meals are included in the price -  it is 

only accommodation. 

We will meet on Friday for dinner and a 

group dinner for Saturday night will also be 

arranged. 

 

I am excited that so many of you have al-

ready expressed your interest and I am de-

lighted to arrange a weekend for us to chill 

out and get to know each other better. 

However, due to the complications of trying 

to arrange accommodation for a large num-

ber of people I would appreciate your as-

sistance in making the organization as easy 

as possible. If you know others who are not 

linked via Facebook please feel free to ex-

tend the invitation.  

If you are interested please contact me  on 

michaelat@live.com.au or 0406 974 056.  

 

There is an event page on facebook with all 

the details- Mum’s weekend Away 2015 

 

                                     Michaela Townsend. 

 

 

 

 

 

 

 

 

 

 

Bookings were due by early Sept but if you are in-

terested please contact Michaela as there could 

still be the possibility of attending. (Editor). 

mailto:michaelat@live.com.au
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We were blessed with beautiful sunny skies for 

our NSW T-Ball family picnic day last Sunday, 

after a week of torrential rain! The kids and 

families had a great time socialising, playing T-

Ball and eating of course with quite a few scor-

ing home runs. It was great to see so many An-

gelman familes attend and renew friendships 

that have grown over the years, not to mention 

how our Angels have changed and grown. 

 

Dr Leitner and Dr Milner as well as Dr Anna 

Lachowicz from Kogarah Angelman Clinic were 

there to answer questions and also held some 

family interviews and filming for a Website 

toolkit we are designing called the Codesign 

Toolkit. This project has been funded by NSW 

Health and is part of the MRID ( Metro Re-

gional Intellectual Disability) toolkits,  looking 

at how Consumers and Clinicians can work to-

gether to improve healthcare services for peo-

ple with intellectual disability. 

 

I was also recently  successful in securing a 

grant that paid for our National Insurance re-

cently for around $660 !  

Kind regards to all & happy Fathers Day to all 

the Dads out there ! 

                             Anne Funke 

                            (Vice-President, NSW). 

 

New South 

Wales 

CLINIC CHAT  

with Dr Antonia Miller 

Angelman Clinic Co-ordinator 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Hello all. My daughter and I had a wonderful 

time at the T Ball picnic day 2 weeks ago. We 

all played T ball and ate a delicious lunch.  I 

managed to chat to some old friends and also to 

some people I hadn’t met before. Anne did a 

wonderful job of organising and even organised 

us a lovely sunny day amidst all the rain. We 

had a film crew there filming us for a new web-

site inspired by the Angelman Syndrome Asso-

ciation/Clinic partnership. 

 

The website (or Toolkit) is going to be for oth-

er services wanting to design a clinic in part-

nership with their associated parent/carer sup-

port groups. The week before the T ball day we 

did some filming at Kogarah and interviewed 

Anne Funke, Kevin Kennedy and Mary Bills about 

their experience of the Association and the 

clinic. 

 

You all will be the first to know when the 

toolkit is ready and online.  

All the best. Thanks, Antonia. 

Everyone enjoying the 

NSW T-Ball Day! 
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From Advance Speech & Language online bulletin 

An AAC Journey with Angelman Syndrome 
Published August 1, 2014 11:10 AM by Kimberly Jasensky 

  

I have had many journeys assisting the non-verbal with obtaining a voice; some have taken 

much longer than others. Kyle's journey may have been one of the longest journeys, but 

thanks to persistence by his family, it has paid off. 

Kyle was born with Angelman Syndrome, which is a genetic disorder that causes significant 

difficulty with fine and gross motor skills as well as seizures. Kyle needs assistance walking 

and has tremors.  He also has some sensory issues that can interfere with attention. No 

matter what his challenges have been, Kyle has proven so many people wrong about his abil-

ity to communicate. 

When I met Kyle and his family many years ago, Kyle did not have any reliable communica-

tion. Due to his medical needs, most of his wants and needs had been anticipated. The first 

few sessions with a communication device were very challenging, but also very exciting. 

Each time Kyle made an attempt to communicate, he became very excited and over-

stimulated. So we had to figure out ways to expand his communication while still keeping 

him on task. 

Another very big challenge for Kyle was that in school he has been unsuccessful with PECS 

and with a simple communication device, a Go Talk. Due to Kyle's fine motor difficulties, 

these were not easy or simple for him to use. The Go Talk requires much more finger 

strength than Kyle could obtain consistently and manipulating pictures is very challenging 

for someone who has tremors. In our state, some insurance companies require the schools 

to provide a letter of concurrence in order to approve a communication device. This was not 

easy to obtain considering what his teachers had observed. 

Neither his family nor myself were about to throw in the towel, so we needed to demon-

strate success by altering his communication environment. Here's what we did. We gave 

Kyle an older Dynavox, a DV4 for use at home. The pictures and the voice were not as clear 

as newer models, there was no keyguard (which could help Kyle with accuracy) and no way to 

get the device at eye level. So we had to make modifications to help Kyle. The biggest mod-

ification we made was holding the device in front of his communication partner so Kyle 

could communicate. When Kyle initiated or commented, the partner would then lower the 

device so he could respond to Kyle. Due to delays in insurance approval for Kyle to get his 

own device, he used this system for over two years. When his insurance finally approved his 

device, we were able to get some modifications that helped Kyle use his device more inde-

pendently. 

http://community.advanceweb.com/blogs/sp_14/about.aspx
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Kyle's new device has a keyguard to assist with accurate access and communication. He has 

a desktop mount that puts the device at eye level so he can attend to his communication. It 

has page sets set up for various communication environments so that he does not have to 

worry about multiple touches of the device just to navigate (to assist with avoiding cogni-

tive overload). 

The transition from a loaned device to his own device took some time, but with persistence 

from his family and other communication partners, Kyle has demonstrated independent use 

of his device. His mother reports that when Kyle really has a communication need, he has 

even crawled to his device to communicate. 

Now Kyle is learning about other aspects of communication like turn taking and topic 

maintenance. It has been exciting to be a part of his journey. Thank you Kyle for showing 

so many the importance of communication. 

  

 

 

 

 

 

 

 

 

 

 

 

Reprinted with the author’s permission. Thanks to Anne Funke for contributing this article. (Editor). 

 

I have recently watched two YouTube film 

clips  about Angelman syndrome:  ‘Outside 

looking in’ and  ‘Le Secret de Mael’ . The 

first mentioned was made by 13-year-old 

Jo Bradley for her school’s film festival 

about her older brother, Callum who has 

Angelman syndrome. Jo won the award for 

best documentary and that award was very 

well-deserved!  A touching and very in-

formative look at life with a young man with 

AS.  Thanks to her mother, Kerry O’Kane 

(Vice-Pres, A.C.T.)  for sharing the details.  

 

http://www.youtube.com/watch?

v=BYvYX7OoahU  

 

 

 

The second clip, ‘Le Secret de Mael’ is an 

animated film, (five minutes long) made in 

France by (the) Association Francaise du 

Syndrome d’Angelman (L’AFSA). Their web-

site is: www.angelman-afsa.org.  It shows a 

sister and her  brother with AS at the local 

playground. It could be used  to help dis-

cussion in the family perhaps. 

 

http://www.youtube.com/watch?

v=d2sECQDAZG4  

http://www.youtube.com/watch?v=BYvYX7OoahU
http://www.youtube.com/watch?v=BYvYX7OoahU


Angelman Syndrome Association Newsletter – Sept 2014 

  

 

 9 

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 at kev-

in.kennedy@angelmansyndrome.org requesting that 

your future newsletters be emailed to you.  This is 

not only cheaper for the association  but faster for 

our Treasurer who volunteers his time while, like us 

all, juggling work, family and life with an angel.                                              
 

The following refers to the blog,  Boy Bites 

Horse,  www.boybiteshorse.co.uk. 

which reports the life of a (so-called) Spe-

cial Needs child, a 15-year- old boy. Part of 

the section describing the boy (p. 23 of the 

ASSERT Newsletter 54, Spring 2014) is 

reproduced here………………………………………………. 

 

As I look around me I see there are lots of 
ways in which I can help people with the 
benefit of my autobiographical anecdotes. 
On the whole I think everyone works too 
hard and worries too much; in my experi-
ence of putting in as little effort as possi-
ble I still find that people bring me food at 
regular intervals, provide all the clothes I 
need, take me wherever I need to go and 
generally go out of their way to indulge me. 
 
So I dedicate this blog to all those of you 
who are trying too hard in life. 
 
Slow down. Sit Back. Relax. 
 

 

Hi All, As you all know our son Ben has An-

gelman Syndrome and his youngest brother, 

David and his wife Le are going to Europe 

shortly for four months. While they are 

there they plan to raise funds for F.A.S.T. 

-The Foundation for Angelman Syndrome 

Therapeutics Australia. They are fund rais-

ing by walking the 800km Camino de Santia-

go (Way of St. James) Pilgrimage. It will 

take them seven weeks.  It starts in France 

and crosses the Pyrenees and right across 

Spain to Galicia.  It is believed the remains 

of St James are buried in the Cathedral of 

Santiago de Compostela in Galicia.  

 

If you would like to sponsor them or even 

follow their travel blog go to: 

 

http://give.everydayhero.com/au/wise-

monkeys-abroad 

 

WE wish them a safe and successful jour-

ney. 

 

Nancy & Steve Moss 

http://give.everydayhero.com/au/wise-monkeys-abroad
http://give.everydayhero.com/au/wise-monkeys-abroad
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An interesting invention that could 

help children with AS 

Having spent some years finding ways to help my 

daughter walk  eg  as a helper on a wheelie stool in 

front trying to get Hannah to hold on to a rod with 

the physio behind her, I think this could be a break-

through. It looks as though it would be much safer 

for the helper’s back too. (Editor). 

 

 

 

 

 

 

 

Harness of hope: Invention from 

mother of wheelchair-bound son 

helps him and other physically im-

paired children walk for the first 

time  
 

Debby Elnatan invented the Upsee to help 

her son who has cerebral palsy. Harness at-

taches to an adult and allows child to stand 

upright and walk. Now on sale global-

ly via Northern Ireland-based manufactur-

er Leckey. 

By LUCY WATERLOW 

PUBLISHED: 02:42 AEST, 25 March 

2014 |  

 

http://www.dailymail.co.uk/femail/article-

2588157/Harness-hope-Invention-mother-

wheelchair-bound-son-helps-physically-

impaired-children-walk-time.html 
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http://www.dailymail.co.uk/home/search.html?s=&authornamef=Lucy+Waterlow
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