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Half the year has gone and I when look 

back to see what I‘ve achieved, I am 

proud and happy with my commitments, my 

parenting, my work and more importantly, 

with the way I‘ve looked after me. 

It is so important to look after our own 

health - physical, mental, emotional and 

spiritual.  Most of us will see our physical 

as the obvious and primary health issue to 

maintain as if we are unwell ourselves we 

are unable to properly care for our family. 

We all know that continued interrupted 

sleep for year after year affects our 

physical and mental capacity and it also 

impacts on emotions and our spirituality. 

The ―burnt chop syndrome‖ is one of the 

mother always giving herself the burnt 

chop and the rest of the family the bet-

ter ones. She does not need lessons on 

putting herself last, it is inbuilt. However, 

when her own health is at risk she still 

does it, she puts herself last. I am guilty 

of always putting myself last.   

There was always one more thing to do, 

one more child to attend to, one more load 

of washing to hang out – always myself and 

my needs were deferred…..until I crashed, 

suffering from clinical depression, fibro-

myalgia, chronic fatigue syndrome and 

food intolerances. Many people tell us to 

 

look after ourselves. But no-one ever tells us 

how to do it when there is an angel in the 

house. Time out for ourselves, for both dads 

and mums, can be as short as a ten minute 

break dedicated to a pleasurable experience.  

Try telling a therapist that you can‘t even find 

10 minutes for yourself! 

Professor Bernard Dan sends greetings to all 

Australian angel families. When I recently 

spoke with him he told me he has set up an 

Angelman Syndrome Clinic in Belgium similar 

to the Australian Angelman syndrome Clinic at 

St. George hospital. He tells me he has fami-

lies attending from France and the UK as well 

as Belgium. He was also thrilled with the book 

―The Drowner‖ which I sent him (reviewed in 

last newsletter). 

It is time for membership renewals.  Our 

family register is incomplete.  We require 

more data on the breakup of angels, whether 

they are del+ve, UPD, UBE3A, or clinical to 

give us a more complete picture of our mem-

bership. We are also missing email addresses 

for quite a few members.  You may get an in-

formation update with your membership re-

newal, if you do, please fill it in and return it. 

Chandra recently had another fall in the bath-

room, and split her chin requiring sutures.   

We took her to the local hospital, not where 

we usually go, and they were so helpful and 

they listened to us. This made our rather 

quick two hour visit almost a pleasure. Six su-

tures this time. 

Happiness is an angel sleeping. 

Liz. 
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Notes taken from the AS forum 
about good toys! 

Chance‘s mum (Shauna), Maggie‘s mum 

(Erin) and Andrea‘s mum (Laurie) contribut-

ed to a survey by G Paparozzi who wanted 

to design a successful toy.  

Chance (now nearly 7) likes variety but pre-

fers cause and effect such as something 

that will light up or sing a song. He is start-

ing to interact with others so he likes tak-

ing turns and putting two toys together 

such as crashing cars or ‗sword-fighting‘ 

with two bats. He loves to play with differ-

ent textures or water play. For gross motor 

skills he likes to crawl towards cars to push 

or chase bubbles when he walks. Sensory 

integration activities such as bouncing on 

big exercise  balls, swinging and deep pres-

sure help with co-ordination.  He is using 

marbles in ice cube trays (under supervi-

sion!) to practise pincer grasping. Chance‘s 

parents have focused on picture books of 

common objects especially the ones that 

have a sound when you press the button of 

the object. 

Chance‘s most successful toy is anything he 

gets a reaction out of such as his Leap Frog 

musical table and the Leap Frog train. 

 Maggie (nearly 8) likes climbing stairs, 

swinging, bike-riding and scooter boards. 

For fine motor skills she likes silly putty, 

holding a hula hoop while being pulled on a 

scooter board and kneading bread dough. 

For speech development she likes karaoke, 

microphones, tubes to talk into—anything 

that changes the sound of the voice or am-

plifies it. She loves any physical game such 

as wrestling/ dancing/ swinging/scooter 

boards and social games. She likes masks 

and dress-up. 

She loves all electronics especially if they 

have small buttons and toys that have audi-

tory elements, such as a distinct ―click‖ 

when you push a button. Her most success-

ful toy is her Rainy Day Indoor Playground 

from the Playaway Toy company which is 

very sturdy and continues to grow with her 

and her typically developing friends can 

play on it with her. Erin prefers toys that 

don‘t have loose pieces that can get lost, 

that don‘t drain batteries, that encourage 

social play, that don‘t appear babyish, and 

that can engage a typical child as well. 

Andrea (6) likes toys that have a bigger 

object (such as a bucket) to put smaller ob-

jects in. She likes toys that respond to ac-

tion done with large buttons that aren‘t 

hard to distinguish between or a shape 

sorter with fewer shape options etc. Laurie 

likes toys that the child has to sit to do as 

it helps her acquire a longer attention span. 

Her ideal toy would be a shape sorter with 

just a square and circle but multiple square 

and circle objects to put in the holes. It 

would be good if the shape sorter could be 

used as more than one toy. A non-breakable 

mirror on one side would be great.  

Apology  

Sally Shackcloth (Editor) would like to apologise to 

Jo Davis from Victoria for incorrectly naming her 

Jo Church in the President‘s Report published in the 

March newsletter. Sorry, Jo.  
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Book Reviews  

 

 

 

 

 

 

 

 

 

Making Toys for Infants and Toddlers-

Using Ordinary Stuff for Extraordinary 

Play  

 

by Linda G. Miller and Mary Jo Gibbs 

(Gryphon House Inc 2002) available from 

Co-ordinates Occupational Therapy Ser-

vices in Brunswick, Victoria, see website  

www.therapybookshop.com 

 

This book is divided into sections headed:  

Dramatic Play, Literacy, Gross Motor, Fine  

Motor, Sensory and Art, Curiosity and Out-

doors. The book has not been written spe-

cifically for children with special needs but 

many of the ideas given are appropriate for 

all children. The focus is on simple, inex-

pensive toys using found and discarded 

items. They may be more open-ended than 

bought toys; the example given is to think 

of the difference between a child playing 

with a toy phone that is always a phone and 

a box that can be a 

house, car, truck, or a 

step. 

 

 

 

 

 

 

 

Play Helps-Toys and Activities for  

Children with Special Needs 

 

by Roma Lear (Butterworth/Heinemann 4th 

Ed reprinted 2005) 

 

The Contents page of this book include the 

following chapters: Before you begin; Mak-

ing play possible; Making the most of 

SIGHT; Making the most of HEARING; 

Making the most of TOUCH; Making the 

most of TASTE; Making the most of 

SMELL; What to do with….; and Useful pic-

tures for copying.  As an example, the 

Hearing chapter gives instructions for mak-

ing noisy mobiles, homemade noisemakers, 

toys with an inbuilt noise and listening 

games. The book provides full instructions 

and illustrations. 

 

 

 

 

 

 

The New Language of Toys: Teaching 

Communication Skills to Children with 

Special Needs, A Guide for Parents and 

Teachers  

by Sue Schwartz (Woodbine House Inc, pa-

perback 2004, 260 pp) 

―The new edition presents sixty-five new 

toys and accompanying toy dialogues to use 

with children with a wide range of special 

needs from birth through age six. These 

sample toy dialogues show parents how to 

play purposefully with their child - using 

store-bought and home-made toys - to pro-

vide language learning opportunities and 

stimulate language development.‖  
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Like many other children Burnie girl Betha-

ny Smith loves Hi-5, Mary Poppins, going 

for outings and seeing family. 

 Unlike other children her age, 11-year-old 

Bethany, with her infectious grin, has a ra-

re genetic disorder. 

 Parents Eric and Narelle Smith say they 

want to raise awareness of the rare Angel-

man Syndrome (AS). 

 Mr Smith has just taken over as Angelman 

Syndrome Association of Australia Tasma-

nian vice-president and said he knew of 

seven cases in the state. 

 The worried parents visited at least 12 

general practioners, with referrals to four 

or five pediatricians before they received a 

diagnosis in 2002. 

 Signs something was different about their 

little girl were noticed when Bethany was 

about nine months old. 

 ―She wasn‘t sitting up like other babies and 

as she got older she wouldn‘t make the at-

tempt to walk,‖ Mrs Smith said. 

―We kept on being told she was severely 

delayed and to ‗give her some time and 

she‘ll come around‘.‖ 

 ―Getting the diagnosis was a relief,‖ Mr 

Smith said. 

 Bethany started walking intermittently 

when she was eight and now can walk confi-

dently for 100-200 metres at a time with 

someone beside her. 

 When it gets too much, she can sit in her 

wheelchair. 

 The bright eyed, happy girl also has epilep-

sy, a typical symptom of AS. 

 Her constant, beautiful smile is also a sign 

of the syndrome, and she loves to cuddle 

people. 

 Bethany also communicates with her 

friends and family using signs. 

 ―A cuddle with laughter typically means 

Bethany is happy with what she is doing and 

wants to do more,‖ Mr Smith said. 

 ―A cuddle while crying is a sign of pain or 

tiredness, or just a sign of it‘s time to fin-

ish.‖ 

 Bethany is not in pain, either. 

 ―How could she be suffering with a smile 

like that on her face?‖ her dad said. 

 Water is also fascinating to Bethany, 

which is also a sign of AS. 

 The Smiths would like the public to under-

stand what AS is and said most people were 

accepting of Bethany. 

 ―Sometimes kids ask questions like ‗why is 

she in the chair and I‘m not?‘ ‖ Mrs Smith 

said. 

 ―Sometimes the kids are asking the ques-

tions the parents should,‖ Mr Smith added. 

 Bethany can come out with loud screeches, 

which can attract distressed looks from 

those around her, but her dad said this 

noise means she is happy. Mr Smith said he 

hoped this article would make more people 

aware of AS.  A Facts on AS information section 

was also included with the newspaper article.  

Thanks to Eric Smith for contributing this. 

 

Bethany‘s constant, beautiful smile is part 

of an unusual syndrome 

Angelman disorder puzzle 
By Jo Clydesdale       Monday April 4 2011 

 

 

 

 

 

 

 

 

 

 

AWARENESS NEEDED:  Eric Smith, of Burnie, 

with his 11-year-old daughter Bethany, who has 

a rare genetic condition. Mr Smith wants to raise 

awareness of the condition. Picture: Stuart Wil-

son. (Thanks to The Advocate, Burnie, Tasmania 

for permission to copy.) 
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Hi, my name is Lysandra Warren; I am 38 

and a mother to 3 children, Kaitlin 19, Joel 

(Angel) 7 and Amiel, 5.  Joel was to be my 

last attempt at having a child.  Prior to fall-

ing pregnant with Joel I lost four babies to 

a condition called Potter‘s Syndrome where 

the babies were born without kidneys and 

would not survive birth.  When we received 

the all clear at Joel‘s 5 month ultrasound 

we were over the moon and could not stop 

smiling.  Finally that missing piece had been 

found and things were great.  Joel‘s first 

few months of life were not easy.  He had 

severe reflux and cried a lot, but it was a 

small price to pay for the beautiful baby 

our family longed for. When I stopped 

breastfeeding, Joel became a happy child 

but was not meeting his milestones.  At 5 

months we knew Joel had delays and then 

began the numerous visits to doctors, spe-

cialists and physiotherapists.  Joel‘s paedi-

atrician referred us to a neurologist and 

after just one look at Joel who was 13 

months old at the time he said the words 

that shattered our little bubble ―I think 

your son has a condition known as Angelman 

Syndrome‖.  No longer was Joel just 

‗globally developmentally delayed‘ this was 

far worse or so we thought. 

Meet your committee! 
I was at that point 5 months pregnant with 

Amiel (oops!). After Joel‘s diagnosis I 

googled the syndrome and within seconds I 

burst into tears.  My husband at the time 

(now ex) was sceptical but I knew in my 

heart that Joel had Angelman Syndrome 

and the tests confirmed it.  I was so angry 

thinking ―why me?‖  I felt that I had al-

ready been dealt enough with the loss of 

my other children.  But when I looked at my 

son and his beautiful smile I knew it no 

longer mattered as long as he was in my life 

for what ever reason.  Joel is a gorgeous 

mischievous boy who loves to climb, play 

with water and sand and pull his younger 

sister‘s hair.  Amiel is a fierce protector of 

her brother, they both love to wrestle and 

are the best of friends, she always makes 

sure he never misses out and is the great-

est little sister one could ever have. 

Joel is on numerous medications to control 

seizures and sleep disturbance.  In addition 

to the syndrome, Joel was diagnosed with 

Juvenile Arthritis two years ago and as a 

result suffers constant flare ups which 

have delayed his progress even more. In an 

attempt to relieve Joel of the arthriti 

s he needs to have a needle in his leg once a 

week.  With everything he is up against Jo-

el keeps on smiling and anyone who has the 

pleasure of meeting Joel is immediately en-

amoured with him and his cuddles are truly 

the best.  It may sound clichéd but all he 

has to do is smile to really brighten one‘s 

day.  People are always coming up to us and 

telling me how lovely his smile is and how 

cool his wheelchair is (it is red with flames 

on the rims.)  Joel breaks down barriers 

and communicates with people through his 

laughter.  People gravitate towards him and 

he has taught us so much about life and 

how we need to appreciate the small things. 

 
 

                                       Story continued next page. 
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Life can be very hard some days– trying to 

juggle the medical appointments, working, a 

marriage breakdown, meetings, bills, school 

runs and the girls.  I do become tired but 

with the support of family, friends and the 

networking through the National and WA 

Angelman Syndrome groups it becomes a 

shared load.  I would not change a thing 

(well okay maybe a few things; the pulling 

of my hair, sleepless nights and the poopy 

nappies…………… but when he smiles at me, 

starts laughing and reaches out for a hug, 

it‘s all worth it). 

Meet your committee! 

continued…. 

AS Association 2011 
 

President:  Liz Stanley -  

President@angelmansyndrome.org 

Secretary:  Vacant 

Treasurer:  Kevin Kennedy -

Treasurer@angelmansyndrome.org 

State Vice Presidents are:  

NSW: Anne Funke   -  am-

fmcon@bigpond.com 

SA:  Heather James -

heather.james@angelmansyndrome.org    

WA:  Kellie Wild  -  wildkellie@gmail.com 

Tas:  Eric Smith -  

eric.smith@lifestyle-home-services.com 

Vice President Vic:    Vacant 

Vice President Qld:   Vacant 

Vice President: ACT:  Vacant 

General Committee:  Leticia Grant (WA),    

Lysandra Warren (WA) , John Hannaford 

(Qld)  Kerri Monaghan (SA)  Sally Shack-

cloth (Tas) 

Please feel free to send contributions to 

the newsletter. You might like to send pic-

tures of the toys that have been most suc-

cessful with your children. Photos of home-

made toys would be great to include. As 

well, it would be interesting as well to hear 

about what books your children (and adults 

of course) enjoy the most. 

Correspondence to President  

16 Kirkcolm Way WARWICK  WA 6024 

 

Payments to Treasurer  

PO Box 554 SUTHERLAND NSW 2232 

 

Newsletter articles to 

sallyshackcloth@live.com.au 

 

Deadline for next issue:  early Sept 2011 
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Disclaimer 
The views expressed in this newsletter and any 
enclosures are not necessarily those of the An-
gelman 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  Syn-
drome Association. 

CLINIC CHAT 
 with Dr Antonia Milner 

Angelman Clinic Co-ordinator 

      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 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 current Treasurer who volun-

teers his time while, like us all, juggling work, family 

and life with an angel.                                     

Editor 

Darren Humphries from New Zealand has a 

Facebook Group called Angel Toys specifi-

cally for sharing experiences with toys. His 

website is:  

http://www.angelmannetwork.com 

Clinic activities 

Hello all, I have had a busy time as Clinic Co

-ordinator for the Angelman Clinic at St 

George Hospital, Kogarah, since the last 

Newsletter. I have been contacted by cli-

ent families on average once a week and 

have then returned their contact within our 

stated aim of 48 hours. Our enquiries have 

come from Sydney and across NSW and al-

so other states. In some cases we have 

corresponded by email or by phone and in 

others we have arranged a clinic appoint-

ment. In one case a carer contacted us to 

simply fill in a questionnaire but we were 

able to provide management advice for her 

child‘s paediatrician. 

Future plans 

We have been concerned for a while about 

how we can meet new clients and keep up 

with clients who live too far to comfortably 

visit us. At the moment we are able to of-

fer telephone and email advice but we hope 

to deliver more in the future. We are ex-

cited to be developing video conferencing 

which will allow us to conduct virtual clinics 

utilising the new National Broadband Net-

work.  We will keep you up to date with our 

progress. 

I‘m hoping that you continue to contact me: 

AngelmanClinic@sesiahs.health.nsw.gov.au 

in order to arrange an appointment or cor-

respond for advice. I am hoping to start 

contacting those clients we have lost touch 

with so that we may be of 

some assistance. 

 

Thank you 

Dr Antonia Milner 
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