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Diary Dates: 
 

AS Clinic Coffee Morning  

Sorry, due to lateness of Newsletter, the morning 

coffee was held on Friday 30th June 
 

Christmas in July dinner (Sydney) 

Saturday 29th July 

Ph: Anne Funke (02) 9773 9572 

Or Cathy Bayliss (02) 9634 7032 
 

AGSA (Assoc. of Genetic Support of Australasia 
Inc.) events: 
Genetic Awareness Evening Sydney -  
Wednesday 26th July 
Genetic Awareness Week Melbourne - 
Sunday 2nd July - Saturday 8th July 
for more info. please contact 
Ph: +61 29211 1462  Fax: +61 29211 8077 
 

CdLS Assoc. National Conference 
The Cornelia de Lange Syndrome Assoc. 
will be holding their National Conference on 
the Gold Coast in September, 2006. 
(more information on page 2) 
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ing or assistance with the running costs of the Associa-

tion and rely mainly on membership fees. So donations 

of this nature are very helpful with covering large ex-

penses such as our insurance and auditing fees etc 
 

We are through the first half of the 

year already. I hope you all survived 

and managed to obtain some respite 

over the school holidays, which can 

be an exhausting time looking after 

those mischievous Angels.  
 

On behalf of the Association, I would 

like to extend our best wishes to Raye Hearn (Victoria), 

for a speedy recovery following her recent illness. Raye 

has done a lot for AS families over the years so please 

keep her in your thoughts. 
 

Thanks to Heather Church for continuing to edit and 

produce the newsletter for us all – it can be a difficult 

task and very time consuming. If anyone is interested in 

doing it in the future, I‟m sure Heather would appreciate 

a break…… 
 

 

Warm regards  

Anne Funke 

Hello all and a warm welcome to this edition, particu-

larly to new families.  
 

Since our last newsletter, we have had yet more new 

parents/carers make contact with the Association and it 

is always a difficult time with mixed emotions as we 

are all well aware. Just remember that you are not 

alone.   
 

I recently heard a woman being interviewed on talk-

back radio, after being awarded the title of “ Mother of 

the Year”, her name was Carmel Gordon of Shepparton 

Victoria. Amongst her attributes, they advised she had 

donated a kidney to her son and had done work in the 

community particularly with and for 

disabled people and they then stated 

that she had fostered and ended up 

adopting a girl with Angelman Syn-

drome! I thought to myself – that 

woman really does deserve a 

medal!!!  
 

The Angelman  Association recently  received a gener-

ous donation from ACNielsen Media Research in Syd-

ney, of $500 and a further donation amount of $171.45 

from their social club. I understand that the company 

sends emails instead of Christmas cards to their clients 

and donate the savings to charity, hence the donation. 

On behalf of our Association I would like to thank the 

Managing Director, Peter Cornelius for his generosity. . 
 

As you are all aware, we receive no Government fund- 

From the Editor - 
Hi, I hope everyone enjoyed their school holiday break. Did 

anyone‟s „Angels‟ get into any mischief? Did anyone go on 

a holiday with their „Angel‟?  Maybe you could send in 

some handy hints for “traveling with your Angel”…….. 

I would really appreciate some input into this, „your News-

letter‟.  It would be a shame if it had to fold, because I really 

do enjoy putting it all together, but I can‟t do this if there is 

nothing to put in it.  The Newsletter is supposed to be pub-

lished in the months of March, June, Sept. and December. 

So please send something (anything) the first week of each 

of those months so it can then be produced, printed and 

posted.   

Send any stories, jokes, photo‟s, info. to me at email:  

robhedge@ozemail.com.au (please mark it “Newsletter”) 

or  send to 18 Baker St, Lilydale  Vic.  3140 

Thank you.   Take care.                      Heather Church (Vic.) 
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I'm writing to let you know that our CdLS Associa-
tion (Cornelia de Lange Syndrome) is holding a Na-
tional Conference in the Gold Coast in Sept to 
which we are inviting some other groups. Specifi-
cally, we are hoping for participation from Angel-
man Syndrome and Cri du Chat Syndrome people.  
 

We were prompted in this direction because we 
have as a guest international speaker, Professor 
Chris Oliver from Birmingham University who has 
been researching behavioural issues in CdLS peo-
ple (especially self injurious behaviour) for about 
ten years. 

Messages from other Associations As you can see from the attachment he is about to 
start a project in the UK involving Angelman, Cri du 
Chat and CdLS. 
 
For more information, please phone 6231 6866. 
(mob. 0431 433 062) 
 

Kind regards 
  
  
Peter Crawford 
President 
CdLS Association (Australasia) 
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Dear Parents and Carers, 
 

We would like to ask for your help to answer an often 

asked question. 
 

“Do the behaviours that parents and carers sometimes no-

tice in their children with AS occur because of their AS, 

their intellectual disability or simply reflect their personal-

ity and how he or she feels?”   
 

We have tried to answer this question by analysing the AS 

questionnaires which have been completed by parents at-

tending our AS Clinic.  We compared the answers of the 

twelve questions which look at behaviours to those of a 

control group of Australian children of the same sex and 

age and with similar intellectual disability.  What we found 

was that the behavioural characteristics of our AS children 

and young people were different to the non-AS children 

and young people with similar levels of intellectual disabil-

ity. 
 

Of the ADHD-type behaviours, which include over activ-

ity, poor attention span, easily distracted from tasks and 

impulsivity (acting before thinking), hyperactivity was 

more common but poor attention span and impulsivity 

were less common.  Distractibility was similar in both 

groups. 
 

You may recall that short attention span has previously 

been thought to be one of the characteristic behaviours of 

AS and part of the Diagnostic Criteria.  Our study showed 

that short attention span is in fact less common in AS chil-

dren that in our control group. 
 

The food related behaviours of mouthing, eating non-

food items, fussy eating and gorging food were signifi-

cantly more common in our AS group. 
 

Our study showed that the eating behaviours of children 

with AS was very similar to children with Prada-Willi Syn-

drome, which also has a genetic abnormality on chromo-

some 15. 
 

The other behaviours we looked at included hand flapping, 

fascination for water and sleep disturbance and these were 

also more common in our AS group.  The behaviour of 

unprovoked laughter (previously described as a character-

istic feature in virtually all studies) was NOT more com-

mon in AS.  We have often heard parents say that their son 

or daughter laughs only when there is a good reason, which 

is in keeping with the findings of our study. 
 

As you can see, the study did show some interesting and 

important findings but we have not yet fully answered the 

question of which behaviours occur as a result of AS.   
 

To move closer to the answer further research should be 

carried out, looking to confirm these findings and to see if 

these behaviours change over a period of time as children 

grow into adolescence and adulthood. 
 

The next step was to ask parents and carers to complete a 

behavioural  questionnaire  called  the  Developmental  Be- 

havioural Checklist or DBC, a questionnaire designed to 

look at behaviour in children with intellectual disabilities 

due to all causes. 
 

Some of you may remember me from the ASA Conference 

last year where many of you were kind enough to complete 

the questionnaire.  Despite the excellent response at the 

Conference we need more families to help us and there-

fore, with the assistance of the ASA, we have included the 

DBC with your newsletter.  We ask that you complete the 

consent form, DBC and the AS Cinic questionnaire and 

return them to us in the stamped addressed envelopes pro-

vided. 
 

We would like to acknowledge the ongoing assistance of 

the ASA and the individual families who have contributed 

to this important research.   
 

Thank you in anticipation for completing the question-

naire.  If you have any questions please contact me, 

Vanessa Sarkozy on 02 9382 8087 or by email at 

Vanessa.Sarkozy@SESIAHS.HEALTH.GOV.AU or Dr 

Robert Leitner at the AS Clinic on 02 9587 2444. 

News from the Angelman Clinic 

A dietician is available to answer your queries via 
email, regarding your Angels.  Her name is Jodie Ben-
nett and she works at the Diagnostic & Assessment Ser-
vice at Kogarah, with Robert Leitner.  Jodie works 
there on a part time basis, and has experience in work-

ing with children/adults with various disabilities.   
 

She can be contacted via email on jodie.bennett 
@sesiahs.health.nsw.gov.au or you can leave a 
phone message for her by calling (02) 9587 

2444.  Please advise that you are linked to the 
Angelman Clinic when forwarding queries.  

What is CAAS? 
 

The Continence Aids Assistance Scheme 
(CAAS) is a Commonwealth program offering 
assistance to people who have  permanent and 
ongoing incontinence as a result of a neurologi-
cal condition or severe intellectual impairment.  
 

The aim of CAAS is to help eligible clients to 
meet the cost of continence aids.   
 

For more information on CASS you, or someone 
on your behalf, can contact : 
 

The Department of Health & Ageing 
GPO Box 9848 Canberra ACT 2601 

Ph: 1800 807 487 (freecall) 

Do you need to speak to a Dietician??? 

mailto:Vanessa.Sarkozy@SESIAHS.HEALTH.GOV.AU
mailto:jodie.bennett@sesiahs.health.nsw.gov.au
mailto:jodie.bennett@sesiahs.health.nsw.gov.au


To All Families 
I have just brought a book recommended by the OT and 

Speech Pathologists at the AS conference in Adelaide.  

It‟s title is : 

 

       The Sensory Connection  
        an OT and SLP Team Approach 

 

It is written by Nancy Kashman and Janet Mora.  It is pub-

lished by Sensory Resources, Las Vegas who have a web-

site www.SensoryResources.com 

My copy is dated June, 2005. 
 

It‟s all about speech therapists and occupational therapists 

working together to find effective solutions to communi-

cation and sensory difficulties.  I‟m finding it easy to read 

and practical. 
  

Another thing that I think is worth mentioning, is how 

successful the Angelman forum is.   

This was set up by John Hannaford.   

If you have not visited this site yet, the address is :     

www.angelmanforum.org 
John has worked tirelessly on setting this forum up.  

Thank you John for all your hard work. 
 

It‟s been pretty chilly over here in Tasmania. 
 

Take care 
 

Sally Shackcloth 

Tas. Vice President 
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News from Tasmania 

Victoria had there annual get-to-gether on Satur-

day 29th April (and Sunday 30th April).  It 

was a lovely weekend with 8 families attend-

ing on the Saturday and 1 family arriving on 

the Sunday.  Raelene and Rob were very pleased to meet 

old and new faces and fun was said to be had by all.  

Raelene said over the weekend there was a total of 28 all 

together.   Both Raelene and Rob said that they would like 

to host it again in the summer time as their property was 

well set up for “Our little Angel‟s”.  Look out for the date 

in the next newsletter. 
 

The children all enjoyed watching Hi 5 on a 

video and then going down to feed the birds 

and cows and seeing the peacocks. 
 

Both myself and Raye were both too sick to at-

tend, but I‟m sure we will both be at the next one. 
 

It is with sadness that Raye has since resigned as the Vic-

torian Vice President.  I will continue to act as the repre-

sentative here in Victoria till the next Annual General 

Meeting in October.  Nominations will then be taken for 

someone else to be nominated.  (There is one person who 

is thinking about taking it on…..) 
 

So, on behalf of all the Victorian families I 

would like to send Raye a big „Get Well 

Wish‟ and hope she continues to improve.   
 

Heather Church 

Acting Vic Vice President                            

News from N.S.W. 

Featherdale farm! 
I want to thank all 87 people who turned up at Featherdale 

Farm on the 30th of April 2006 for our picnic day. What a 

great day we had!! Children were able to explore and at-

tend shows on the different animals throughout the day. 

What most of the kids were looking for-

ward to was the croc feeding time because 

it was going into hibernation that day. Unfortunately 

it didn‟t feed, but hey, not everything can go our way.  

Parents enjoyed mingling and chatting to people who un-

derstand what they go through in every day life. This was a 

good chance to share tips and gain greater knowledge 

about their kids.  

We made a Comments book on the day, here are some of 

the responses. 
“A great day-good to interact with every one.” Nancy & Steve. 

“A parent get-together (i.e. workshop) in between conferences to 

discuss matters without the distraction of our angles” says Annie 

“When are we going to set up an AS group home as suggested 

at our very first meeting” Nancy and Steve (Ben’s parents) 

“We love these get togethers! Was great to talk to others about 

biting problems. Great to see other AS children growing up. ”Liz 

and Darryl. 

“Love getting together with other families who understand 

your life more than most” Rhett and Karina 

All Correspondence to: 

Angelman Syndrome Association 

PO BOX 554 

SUTHERLAND NSW 2232 

Email: kevink@angelmansyndrome.org 
 

Newsletter articles to - 

robhedge@ozemail.com.au 

“Love these get togethers, it’s great to see the kids.” Leanne and 

Jason. 

“We agree that it is great to see everyone, more get together 

would be good; morning teas perhaps’” Maryanne and Neil 

(Jesse) 

“Lovely day - more to come; more interaction with other fami-

lies; the sharing and care giving is good. Luna Park would be a 

great place to come together.” Greg and Family (Jordan) 
 

Another informing morning tea was held at the clinic on 

the 30th of June. Thanks to Robert for organizing the 

speakers for our information. Lots of Questions answered.    
 

Congrats to Carla and Dave on the birth of 

their new baby daughter, Olivia.   
                                                

Cathy Bayliss 

N.S.W. Vice President 

News from Victoria 

http://www.angelmanforum.org

