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Hello everyone and welcome to this edition of 

our newsletter which I hope finds you all well!   

The national committee recently held another  

internet meeting  25th-31st July 2010, the 

fourth  one held so far this year.  One of the 

actions agreed to was the review of our  Con-

stitution  in line with the new NSW Associa-

tions Incorporations Act which we hope will 

be updated in time for our upcoming AGM 

later this year. The aim is for the  Angelman 

Syndrome Association  to become a deducti-

ble gift recipient with the ATO. We will keep 

you updated on the progression of this.  

  

 Angelman New Zealand are holding their con-

ference later  this year in Christchurch  from 

October 1st- 3rd  2010. For anyone that is 

interested they can log onto their website 

www.angelman.co.nz/events.htm. for more in-

formation.  

  

We are currently forming a conference sub-

committee and are negotiating the venue and 

dates  for next year‟s National Conference in 

2011 which will be held in Canberra ACT.  We 

will have more information available in our 

next newsletter.   

  

On Sunday 11th July, the NSW branch held a 

wonderful T-Ball Day  attended by over 50 

people at the Field Of Dreams at Milperra. It 

was a fantastic day out for both the carers 

and our AS participants topped off by tro-

phies all round for all our stars!  

  

Warm Regards Anne Funke  

T Ball Day Report  

On Sunday 11th July we all travelled to The 

Field of Dreams, a T ball park to join with 

other families of Angels for a wonderful day 

of fun. Norm the manager was so enthusias-

tic, encouraged everyone to have a go. So An-

gels, siblings, parents and grandparents were 

all involved, many innings were played, it was 

amazing that the Angels and siblings side 

were always victorious, much to their delight. 

The day was a great opportunity to catch up 

with old friends travelling similar journeys, 

share stories, ask for advice, check out 

equipment others are using with their Angel 

and generally just have fun. We look forward 

to our next get together.        Karina Harris. 

Part of the Angels and Siblings side waiting to bat. 

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 newsletter does not imply endorsement by the 
Angelman  Syndrome Association. 
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Communication and Behaviour 
(Posted on the AS Forum by Magster’s Mom, Erin 

Sheldon. Thankyou Erin!) 

...with Maggie she might use a negative be-

haviour to re-direct attention to herself. 

She might use a painful prompt (like pinch-

ing) when she is overwhelmed at excite-

ment and wants to convey big emotions. So 

they are both positive things (she wants to 

connect, and she wants to show she is ex-

cited), she just needs more positive ways to 

do it. Dr Oliver‟s research shows that, in 

kids with AS, these negative and aggressive 

behaviours are usually about the attention 

they get from them. 

(when Maggie was little Erin worked on…) 

”Not for Maggie!”, “THIS is for Maggie!” 

and “DANGER.”  If she was reaching for 

something she could damage that I didn‟t 

want her to have, I told her it was “Not for 

Maggie” and quickly gave her something 

that WAS for Maggie. If she was doing/

reaching for something that could hurt her, 

I used “DANGER!”...I avoided the word 

“NO” whenever possible… 

If she reached for hair, we re-directed her 

hand to our hands or arms and said “We 

touch hands, not hair.” When she pulled 

hair, we made NO eye contact with her. I 

would bring her hand as close as possible to 

the poor head so that she couldn‟t pull it 

harder as I removed her hand. I press hard 

on the back of her hand to make her re-

lease and then I quickly take her hand to 

the person‟s arm and stroke their arm and 

say “We touch hands! Good touching! That‟s 

how we say hello!”…. Everyone around her 

had to be coached not to scream when hair 

got pulled because- that just reinforced 

the power of the action. Now, when we see 

her reaching for anyone, we tell them to 

take her hands, that Maggie is saying 

“Hi!”… .Mag‟s friends figured out that, as 

Maggie approaches, they could take her 

hands. They look right into her face and 

 give her a big greeting: “Hey Maggie! I‟m 

so excited to see you!!” Then they can let 

go of her hands and she usually wraps an 

arm around them for a hug. The hand-

holding reminds Maggie to control her 

hands and now the hugging substitutes for 

grabbing and hair pulling…. 

(shopping) I tell her “Maggie, that is not 

for Maggie. We don‟t touch other people‟s 

shopping carts, big girl.” I use a lot of “we” 

phrases, of what we do and what we don‟t. 

We stay close, we control our hands, we 

control our feet, we don‟t grab, we stay 

still, we wait quietly, etc…we really focus on 

what TO do, not what NOT to do… 

(tone of voice) She responded to tone of 

voice much more than to words when she 

was young. A hysterical or upset voice 

really amps her up and gets her even more 

excited/over-stimulated. Not good! When 

she‟s good, it‟s a low happy voice praising 

her. No baby talk, no high-pitched voice, 

just warm praise. When she‟s being scolded, 

it‟s a low, deep, ice-cold voice. If she had 

pulled someone‟s hair, I would use the cold-

est voice to say “We control our hands. We 

do NOT touch hair, just hands.” Then my 

voice quickly warms up to neutral as I take 

her hand to the person‟s hands and say “We 

touch hands, soft and gentle.” The moment 

she is touching nicely, I use my warmest 

voice to say “GOOD soft and gentle! Big lis-

tening girl! That is so soft and gentle. 

Maggie, you are soft and gentle!” Notice 

that there are minimal words and social at-

tention for the misbehaviour and LOTS of 

attention for the 

positive behaviour. 

 

 

 

 

 

 

 
Maggie, 14-8-03 
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As mentioned in the June 2010 newsletter, 

Dr Chris Oliver will be presenting the topic, 

Understanding and changing challenging 

behaviour in AS  in Brisbane on Sunday, 26 

Sept. For more details, go to the 

Q ue e ns l a nd  A S  s i t e ,  h t t p : / /

www.angelmansyndromeqld.org 

 

Meet your committee! Diary Dates 

Sally Shackcloth (Tasmania) 
My husband, David, and I have three 

„children‟, Angela (25), William (23) and 

Hannah (21). Hannah has AS and recently 

moved into her own home as a member of 

the L‟Arche Community in Hobart. David 

and I are about to become grandparents 

for the first time as Angela is expecting a 

baby in November. I work as a Teacher 

Aide in the Early Childhood Intervention 

Service which is a statewide service of the 

Tasmanian Education Department. We work 

with babies including prem babies right up 

to kindergarten age children so the work is 

very varied. Most of my time is spent help-

ing run weekly playgroup sessions for fami-

lies of children with disabilities. These 

groups are usually organised in age groups 

such as Toddler or Transition to School age 

and we also have groups catering specifi-

cally for children with Autism Spectrum 

Disorders. We work closely with Speech 

Pathologists, Physiotherapists and Occupa-

tional Therapists as well as other agencies 

in contact with the families such as Child 

Care Services. Outside work, I am spending 

a lot of time brush-cutting, raking and 

burning around our home in preparation for 

the bushfire season. We have 16 ha of 

mainly steep bush about 30 minutes drive 

south of Hobart As well, I‟m a member of 

Sing Australia, (a national network of 

choirs)  and I keep fit swimming and walk-

ing. My most recent interests (almost ob-

sessional!) have been knitting and sewing 

baby things. 

Good Books! 

How to Talk So Kids Will Listen and Listen 

So Kids Will Talk by Adele Faber and Elaine 

Mazlish. A regular parenting book, pub-

lished quite a long time ago but recom-

mended reading!  

 

Understanding and Changing Challenging Be-

haviour in AS (one of a series of three 

books)  by the clinical psychology team at-

Birmingham University headed by Dr Chris 

Oliver.)  See http://www.aerocomm.aero/

challenge.php for more details. 

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) Lysandra 

Warren (WA) John Hannaford (Qld) 

Kerri Monaghan (SA) Fiona Lawton (Qld) 
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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 1499 

Newsletter articles to - 

sallyshackcloth@live.com.au 

Deadline for next issue : 5 Dec 2010 

Newsletter by email 
 

If you would like your 

newsletter emailed (PDF 

format) to you instead of being 

posted send a note to Kevin 

Kennedy at 

kevin.kennedy@bosco.nsw.edu.au requesting that 

your future newsletters be emailed to you.  This is 

not only cheaper for the association  but faster for 

our Kevin who volunteers his time while, like us all, 

juggling work, family and life with an angel. 
 

WA MUMS’ ESCAPE 
Last weekend, September 10th  a large 

group of Perth “Angel‟ mum‟s met at  the 

Sorrento Beach Resort for a „mothers‟ 

weekend away‟ which was mostly funded 

thanks to a Carer‟s WA grant. 

We initially had an enthusiastic group of 14 

going, however, as happens, with the chal-

lenges of health & sitters, we had 9 of us 

staying in the 3 units and two more joined 

us for dinner on Saturday night. Even a 

school teacher who has 4 of our young An-

gels in her class came along for a night of 

laughter. A great turnout! 

We started with nibbles and drinks on Fri-

day evening and then adjourned to the Il 

Gambero Restaurant for dinner. Then back 

to the rooms  for chocolate! 

Saturday morning saw a  couple of keen ex-

ercisers out pounding the pavement before 

we all met for Brunch  opposite at The 

White Salt Café. This was followed buy a 6 

km walk along the coast to North Beach and 

back to the Hotel for nanna-naps, spas, 

scrabble or reading depending on exhaus-

tion levels. 

At 7.30 we were frocked- up for dinner at 

the award winning Soda Sunlounge 

(pictured)  where  (possibly due to OUR 

noise levels) we had a private room for din-

ner. We did think it amusing that a group 

of Sleep-deprived women  ended up in a  

room with a giant daybed, but we  all man-

aged to stay awake! 

 

After dinner we split again and those with 

physical endurance headed to the Breakwa-

ter bar at Hillarys Marina for  drinks and 

people-watching while another group  sur-

rendered to the intellectual rigors of 

Scrabble into the early hours! 

Sunday  we packed up, really happy to have 

spent (uninterrupted) time getting to know 

each other  better and all vowing to „do-it-

again‟ and planning a Dad‟s get together 

soon too. 

                                           Leticia Grant. 

mailto:kevin.kennedy@bosco.nsw.edu.au

