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Hi all and welcome to this edition of the ASA 

newsletter. This is the first one not produced solely by 

Kevin & Simone as I have volunteered to take over 

this task to lighten the load on them a little. I wish to 

thank them on behalf of us all for their hard work and 

efforts over the years and for producing the 

newsletter, which we all look forward to receiving. I 

am now finding out how time consuming this task is 

and now appreciate even more their contribution. In 

future editions, I plan to invite Dr. Robert Leitner and 

Dr. Ellie Smith to write a small contribution with 

medical updates. I also ask any of you to forward any 

items of interest, or any suggestions of what you 

would like to see included, as this is your newsletter. I 

also take this opportunity to wish you all a safe, happy 

and peaceful Christmas, and now….on with the 

show…Anne Funke 
 

 

Hi everyone.  Welcome to all our new families.  Our 

Fifth National Conference was a huge success due 

largely to the fantastic organisational skills of Kerry 

O‟Kane, Keith Bradley and Lynne Cousins. 

 

A big thank you must be extended to all families who 

attended.  Friday evening began with drinks and an 

opportunity for new families to spend time together 

before the “older” families arrived.  The atmosphere 

was filled with excitement and many giggles from our 

angels. 

 

Saturday was very informative with many 

opportunities to ask various “panels” questions both 

from professionals and other parents.  The final 

session of the day led the sexes into separate rooms.  

“The men‟s room” was very noisy as “secret men‟s 

business” carried on.  Alternatively, the “women‟s 

room” was more subdued with much sharing.  All in 

all, both experiences were very worthwhile providing 

an opportunity to develop special relationships. 

 

The conference dinner, as always, was a culinary 

delight.  Keith declined his after dinner speech this 

year.  Instead we were highly entertained with a video 

“Angels in the Capital” staring the two Canberra 

“Angels” – Callum and ??????. 

 

Sunday morning began with our first Thanksgiving 

Service led by Rhett Harris, the father of Bethany 

(AS) and Josiah.  A Tongan choir led us all in song.  

The children were delighted with the music and 

Rhett‟s special puppet friend. 

 

The grounds of Malkara Special School was the 

perfect venue for the children and families.  Once 

again this wonderful atmosphere gave us all the 

opportunity to chat informally and exchange ideas.  

The clowns, play equipment and band kept everyone 

entertained.  A huge thanks must be extended to the 

staff of Malkara School for their generous hospitality 

in opening their doors for us all. 

 

Since returning from Canberra, our new National 

Committee has held a meeting via email.  We have 

now extablished two new subcommittees – 

Communication (chaired by Sally Shackcloth (TAS)) 

and Fundraising (chaired by Megan Moore (QLD)).  

We have several ideas in the pipeline including 

raising the profile of AS in Australia.  If you have any 

ideas you would like to contribute, please forward 

them to the committee.  I know many of our families 

have untapped resources that would benefit our kids 

and families. 

 

Finally, on behalf of the National Committee I would 

like to thank all our families for your continued 

support and encouragement. 

 

May you all have a very happy and safe, and 

hopefully not to stressful Christmas. 

 

Simone Kennedy 

 

. 

 

 

 
 

  
 

Editor’s Note 

President’s Say 



 

About 100 people from all over Australia converged 

on Canberra to learn more about their Angels, share 

their experiences, make new friends and catch up with 

old friends. Three families from South Australia were 

attending the 5th National Angelman Syndrome 

Association 

Conference.   

 

  

The first topic 

was 

Communication 

and the various 

forms that it 

takes, whether it 

be personal 

communication 

dictionaries, real 

objects, photos, 

line drawings, 

picture 

communication 

symbols, Softpics, 

PECS, signing 

and natural gesture.  For best results a combination of 

these is usually more successful. 

 

The next session was Understanding Behaviour with a 

rather long introduction and little time to explain the 

STAR model (Setting, Triggers, Action and Results) 

and what we can do to correct behaviour. 

 Four doctors made up “The Panel” to answer 

any questions.  The paediatric dentist was a popular 

choice covering general hygiene/cleaning and what to 

do if an accident occurs with teeth. 

 Sexuality and Disability was to follow with 

questions being asked by parents/carers with other 

parents often able to provide answers and offer 

suggestions on issues such as masturbation and 

acceptable social behaviours. 

 Safety Issues were next with many practical 

ideas and hints on safety around the home.  Also a 

speaker from the Technical Aids for the Disabled 

gave ideas and modifications that could be made to 

such things as seatbelts and furniture to ensure the 

safety of our children.  Each state has a contact for 

TAD, if any one is interested the address for South 

Australia is available. 

 The lunch break was well deserved and well 

catered for.  The afternoon session of Back to the 

Future was another panel made up of four parents of 

disabled children.  The issues discussed were personal 

experiences regarding group homes and finding 

appropriate accommodation for the future.  Those that 

have secured accommodation have found it to be a 

positive move but there are always ongoing issues to 

be faced and resolved. 

 For the final session the men and women 

were separated with “Secret Men‟s Business” on one 

side of the partition and “Secret Women‟s Business” 

on the other.  Surprise Surprise!  But for a change the 

men had to be told to keep the noise down.  Each 

group had a facilitator, with the women discussing 

issues of concern, relationships, coping with 

difficulties and a general sharing of ideas and 

experiences.  The session quickly came to an end and 

everyone regrouped later for dinner. 

 

 The evening 

passed quickly with 

lots of laughter and 

conversation with 

Keith Bradley‟s 

home video 

providing many 

laughs.  

 

 

Sunday started with 

a Thanksgiving 

service and was well 

attended and 

appreciated by the 

families.  The AGM 

was held and Sydney 

is to be the host for the 2003 conference.  All the 

families enjoyed a great lunch and then unfortunately 

it was time to say goodbye.  A special thankyou is 

extended to the families in Canberra for their efforts 

and we all look forward to the next conference. 

 

Report by Jane Fearnley 

 

 

 

A video of presentations of the Conference is 

available to those wishing to buy a copy.  To obtain a 

copy please send the enclosed order form with a 

cheque or money order to “5th National Conference 

Video”, PO Box 554, Sutherland  NSW   2232.  

Orders must be returned by January 30, 2002. 

 

Video 
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A small, informal gathering of AS families was 

held at our home in early November to welcome 

Michelle & John Beith who have moved to 

Brisbane from New Zealand. A pleasant time was 

had by all, and some discussion was had about 

fundraising in the future. 

 

Ron and I would like to congratulate the ACT 

contingent in organising an excellent conference. 

Despite the long drive down we enjoyed 

ourselves and look forward to Sydney in 2003. 

(We are not buying Ansett tickets next time!!!!!). 

 

Life has been quiet (or as quiet as life is with four 

boys can be). I am on holiday from Uni and we 

are panicking on how we will entertain our Angel 

for the next six weeks!!! Any suggestions, other 

than 12 hours playing with the hose outside? 

 

We did have an exciting experience last week 

with our Lachlan being presented with the 

„Mobility-Walking Award 2001‟ for Geebung 

Special School. Now I know how Russel Crowe‟s 

mother must have felt at the Oscars!!! I think it is 

amazing that with four talented boys in our 

family the first one to bring home a trophy is our 

„Angel‟. He was so excited that his teachers had 

to keep removing from the hall so that everyone 

could hear themselves think. Who said that AS 

children had a communication disability??? 

 

Anyway enough boasting from me. As most of 

you may know I have stepped down from my 

position as Vice-President for Queensland and 

John Hannaford has graciously accepted the 

position. However we have decided to bear the 

burden between us as I am still on the committee. 

We are also both on the Fundraising Committee 

and would be grateful for any help or suggestions 

from anyone. We will be putting a proposal 

together by the end of February 2002 so any 

ideas before then would be great. Please call me 

on (07) 3862 8059. 

 

I hope you all have a very Merry Christmas and 

an Angel-filled Holiday. Looking forward to 

2002 and school going back at the end of 

January!!!!! 

 

God bless, 

 

Megan Moore 

 

 

To all families and friends of our Association, I 

would like to wish you a happy and peaceful 

Christmas and a safe and healthy new year. 

 

The last few months have been busy for us here 

in South Australia with three families travelling 

to Canberra for the Conference, our AGM which 

was combined with a Wine and Cheese evening 

and on the following Sunday we had a family 

afternoon with lunch at Hungry Jacks followed 

by tenpin bowling for all members of SA 

Families. 24 people attended the day and we had 

a fun but tiring time.  

 

We are now looking forward to our parents only 

Christmas dinner in mid December and then 

getting ready for the man in red to arrive. 

 

I hope all your Angels have a fantastic time 

unwrapping their‟s (and everyone else‟s) 

presents. 

 

Peace and goodwill to you all. 

 

Jenny Sims 

On behalf of ASA SA families. 
 

 
We have let our Angel, Nicole, play with balloons 

under our supervision; 
we thought that, if the balloon popped, we 

could quickly pick up the pieces. 
But then, we read this on the Angelman 

Syndrome listserv! 
"Hi - hate to be a party pooper, but balloons are 

very dangerous!  Simon 
almost choked to death on a balloon.  He bit 

into it and it exploded and 
flew down his throat.  No one saw it happen.  He 

fainted and turned blue. 
When I got home, he was blue on the floor and 

they had called the 
ambulance. 

It's a long saga after that, but just suffice to say 
this is a balloon 

warning!  Anyone who puts things in their 
mouths should avoid balloons." 

Thanks to Lulu for this warning. 
 

Contributed by Heather James, SA 

 

Queensland News News From South Australia 

Balloons - beware! 



In her opening presentation for the Fifth National 

Conference, Simone read a beautiful reflection.  As 

requested it has been included for us all: 

 

 

A Story About Mothers 
 

Some women become mothers by choice, some by 
accident, a few because of social pressures, and 
some by habit. 
 
This year, many women will become mothers of 
Angelman Syndrome children. Did you ever 
wonder how mothers of these children are 
chosen? 
 
Somehow, I visualise God hovering over us 
selecting His special people with great care and 
deliberation. As He observes us, He instructs His 
angels to make notes in a giant ledger ... Forrest, 
Marjorie - a daughter; patron saint, Cecelia ... 
Rutledge, Carrie - twins; patron saint, Gerard. 
 
And so it goes on until finally He comes to a 
name and as He hands her 
name to the angel, He smiles "Give her an 
Angelman Syndrome  child."  The angel is 
curious. "Why this woman, God? She is so happy 
and strong and contented."  "Exactly" smiles 
God.  "Could I give such a child to a mother who 
does not know what laughter and strength, 
patience and endurance is?" 
 
"I've been watching her for such a long time" says 
God. "You see, the child I'm going to give her has 
his own world and his own problems. She has to 
mould it into her world and teach it, and 
support it, and care for it with a very special 
love. And that, won't be easy. She doesn't realise 
it yet, but this woman with the Angelman 
Syndrome child will eventually be looked up to 
and admired. She is one who will never consider 
a step ordinary - when her child goes to school, it 
will be a miracle; and when her child plays sport, 

it too will be a miracle; every birthday will be a 
wonderful achievement; and the years will be 
crammed with precious memories which other 
mothers simply take for granted. 
 
But she will never be alone in this task - I will 
be at her side every minute of every day because 
she is doing My work." "And what about her 
patron saint" asks the angel. God smiles and says 
"All this woman will have to do to see a saint is 
to look in the mirror. I'm proud of My special 
mothers". 
 
"0 God, I'm grateful for life. Help me to see that 
every single stage of it is good, and has its own 
rewards." 
 



 
 

 

 


 

Heather Church from Victoria has requested 

information on the following: 

 

I have had a couple of families ring me to see if 

there are any other children or adults with these 

problems, and if so, what have they done about 

them, or does anyone else have any answers as 

to what to do. 

  

1.    Does anyone else have Osteporosis/ 

OsteoArthritis? 
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2.    Does anyone else have hip displacements, 

enlarged hips or incredible weight gain, 

resulting in loss or slowing down of mobility? 


