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Welcome to the June 2014 newsletter. Ow-

ing to  heavy work commitments, Mary will 

be reporting in full in our next newsletter, 

due late August 2014. 

                                          

 
 Sally Shackcloth 

  (Editor) 

 

 

 

 

 

 

 

 

John is part of a group, Supportive Fami-

lies and Friends Association, which repre-

sents and supports families and friends to 

effectively help advocate for individuals 

living in Shared Supportive Accommodation 

in the East region. John  has a brochure 

available . Members of this group have been 

asked to fill in on panels interviewing for 

part-time staff in the houses. This group 

seem to be the only one in Victoria. John 

was on the panel that selected Jason’s  new 

‘keyworker’. John has not had to use a pro-

fessional advocate. 

 

Jason attended a Special Development 

School then used Kew Cottages and St Ga-

briel’s, Balwyn for respite care. In 1994 he 

moved into supported accommodation. He is 

in a house with four others. He recently 

had a serious issue with being cold in the 

house but things have improved recently. 

Staff fill out a sleep chart which the fami-

ly receive on a monthly basis. The keywork-

er communicates with the family via weekly 

emails.  Jason enjoys using a trampoline and 

sandpit in the backyard. One of the houses 

has a BBQ every month which helps fami-

lies stay in touch.  

 

John Hosie,  

Vice-President, Victoria. 
See the September 2012 newsletter for a photo of 

Jason and his family. (Editor) 

Victoria 

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.                                              
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Western Australia 
 

 

 

 

 

 

 

 

We had a Mums Dinner in the first week of 

April.  We have a Dads Bar B Que School 

class booked for mid-June with ten Dads 

attending. As well, we have applied for two 

grants through Carers for Mums weekends 

away: one for Metro Perth families and a 

separate one for the three Broome Mums 

(and Dads too) to have a get-together get-

away. If we get the grants the events will 

be in October. 

We are planning a facilitated Angel-Sibs 

(ages 5 to 14) day out for mid-July school 

holidays to encourage networking and peer 

mentoring between them.  

 

Leticia Grant 

Vice-President, Western Australia. 

I have just been reading the ASSERT 

Newsletter 54 Spring 2014. To read the 

newsletter, go to the ASSERT home-page:  

www.angelmanuk.org. In the Downloads sec-

tion you will  find the Newsletters Archive. 

On page 17 of the latest newsletter 

(Spring), you may be interested to read 

some information relating to  iPad/Apps.  

(Editor) 

A page especially interesting for Victorians 

is VicAngels. Another page you may not 

know of is Australian families with AS. 

There is a link there to a thesis: Educating 
Children with AS: Moving beyond social in-
clusion by Erin Sheldon. It’s a very compre-

hensive study by Erin who you may remem-

ber spoke with Mary-Louise Bertram at the 

FAST Global Summit (Chicago 2012) Educa-

tional Seminar. 
 

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: 15 August 2014 
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UNDERSTANDING AND MANAGING CHALLENGING BEHAVIOURS WORKSHOP 

 10 May 2014 

With Professor Chris Oliver and Dr Sue Green 

The Treacy Centre, PARKVILLE, Melbourne 

 

 

 

 

 

Report by Laura Greene from Facebook site, Vic Angels, May 16 2014. 

Hi. I attended the workshop, and I'll try and get across what I found relevant. 

Chris Oliver has a group of PhD students that he oversees, and their work involves studying 

a particular group of syndromes, Angelman being one, others include Prader-Willi, Cri Du 

Chat, Cornelia de Lange and Smith-Magenis. 

SELF-INJURY 

He gave a handout which can be found here: 

http://www.cerebra.org.uk/English/getinformation/researchpapers/Documents/Self-

injurious%20behaviour%20%27full%27%20briefing.pdf 

There is a relationship between a child’s health/pain and self-injurious behaviour and sud-

den aggressive outbursts. These children are non-verbal and therefore cannot communicate 

their discomfort.  

 

He mainly talked about reflux. This is common in the other syndromes at a young age. He 

said it occurs in Angelman Syndrome roughly from age 9 and up. (However I suspect my 

youngest has it and he's two years old). Reflux also leads to the acid eating away at tooth 

enamel leading to tooth decay, and also middle ear infections. Signs of reflux in the non-

verbal child include excessive drooling on the pillow at night, thirst on waking in the morn-

ing, scratching neck, teeth grinding, pushing fingers in the mouth persistently. This war-

rants referral to a GI specialist, and we would need to be firm with our evidence to them as 

it’s not the usual reasons given for referral. 

 

15% of ALL children (incl neurotypical) bang their head between ages 1-4 yrs. 50% of these 

will have middle ear infections. The point of self-injury is not where the actual pain is. They 

are using the gate control theory to relieve pain like how we rub our toe if we stub it. We 

have to be careful the self-injury does not cause secondary injury, as in syndromes, the pe-

ripheral nerves are not transmitting acute pain as fast as they should be, so to shut the 

gate on the pain, they self-injure harder. 

 

Pain signatures in non-verbal children: 

Facial expression 

Legs moving a lot 

Activity increased 

Crying 

Inconsolable 

https://www.facebook.com/laura.greene.1804?fref=nf
http://www.cerebra.org.uk/English/getinformation/researchpapers/Documents/Self-injurious%20behaviour%20%27full%27%20briefing.pdf
http://www.cerebra.org.uk/English/getinformation/researchpapers/Documents/Self-injurious%20behaviour%20%27full%27%20briefing.pdf
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COGNITIVE DIFFERENCES 

-Inability to deal with changes to routine, may come across as obstinate 

-Talk about activities of the day, and follow through on these 

-Try not to introduce sudden new plans 

-Explain to teachers it’s not obstinacy, it’s an inability to deal with change to routine 

-But important to have slight changes to routines now and then otherwise have major prob-

lem when need to disrupt plans as life is inconsistent. 

 

MOTIVATIONAL DIFFERENCES 

Particular to Angelman Syndrome- Strong parental attachment to primary care giver. Will 

prefer parent to any other adult.Will prefer adults to company of other children. THIS IS 

SO TRUE OF MY KIDS. Sophie is in contact with me at all times or stands right next to 

me. 

A study was done to explore whether Angelman children can learn when the adult’s atten-

tion is NOT available: 

The adult engages with the child, and then puts on bright orange workman’s jacket and fac-

es the other way. It took 16-24 sessions but the children did learn, although they did keep 

trying to get the adult’s attention a bit. The jacket can then be cut down in size until it 

ends up being an orange badge. Also, good thing about jacket is it can be transferred be-

tween adults. 

 

ENVIRONMENTAL EFFECTS 

High demand for eye contact. 

Strong drive for attention. 

He showed several video clips that demonstrate when we remove attention, the child gives 

a couple of tugs at the face or arm of the adult, and when no attention is given that is when 

the hitting and hair pulling starts. 

Inappropriate behaviour is a form of communication. Need to teach how to communicate an-

other way—e.g.  use a communication device such as a Big Mac device to say "I don't want 

to". May only take as little as three sessions for the child to learn to press this instead of 

hitting. Then can use Visual Timer and Orange coat strategy. 

Background variables for inappropriate behaviour- poor sleep, hunger. 

I found Chris Oliver’s talk so helpful, just realising that the high level of my attention be-

ing demanded 100% of the time, and the strong need for me as the mum is particular to An-

gelmans. My son grinds his teeth and pushes his hand in his mouth, and sometimes inexplica-

bly wakes up crying and is inconsolable, so I suspect he has reflux so will investigate this. I 

like the fact that it is worth pursuing teaching our kids to learn to play without my atten-

tion, and will try both the above techniques. 

As this was the first conference/talk on Angelman I’d been to, it was a relief to find some-

one who actually understands my kids, and has made a study of the syndrome. 

 
 

Thanks, Laura for taking the time to record and share this information. More information on this topic may be 

found on the ASSERT Newsletter, Spring 2014, pages 18-19. The newsletters can be downloaded from the 

ASSERT website:   http://www.angelmanuk.org/ (Editor). 
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CLINIC CHAT  
with Dr Antonia Milner  

Angelman Clinic Co-ordinator  

 

A brief report from the APSU rare diseas-

es day. I attended the health professionals 

day and Dr Robert Leitner attended the 

family and carers day. 

 

On the first day, the results from the fol-

lowing pilot study were presented: 

 

Australian families living with rare disease: 

experiences of diagnosis, health services 

use and needs for psychosocial support 

 

 

http://www.ojrd.com/content/8/1/22/

abstract 

 

 

The APSU is currently collecting surveys 

from a wider population as the pilot study 

was from 30 families of children suffering 

from rare metabolic diseases. If you would 

like to complete the survey go to: 

 

http://www.apsu.org.au/research/survey 

 

 

 

 

In the afternoon, a teenage girl who has 

Klippel -Trenaunay Syndrome spoke about 

her struggles with having her voice heard 

and accessing services. In the break I 

spoke to Madeleine Bridgett who is the 

manager of Trapeze which is a new transi-

tion to adult services programme. In order 

to use the service you need to be known to 

the Sydney Children’s Hospital Network 

(either Westmead or Randwick). 

 

Dr Leitner told me that he enjoyed the 

family day and felt that he represented 

Angelman Syndrome on the day. He found 

the group session particularly interesting 

where the carers of children with varying 

conditions got together and found they 

shared frustrations with access to re-

sources and knowing where to go for help. 

He felt that this brought home to him the 

need for easy access to lists of resources 

and the fact that health professionals car-

ing for different disorders could get to-

gether and help each other design services 

and programmes. 

 

I hope you find this report interesting. 

 

Thanks Antonia Milner 

 
 

Thanks Antonia, we appreciate your reports! 

(Editor) 

Disclaimer 

The views expressed in this newsletter and 

any enclosures are not necessarily those of 

the Angelman Syndrome Association.  In-

formation is presented in the interest of  

providing a range of alternatives.  Inclu-

sions in this newsletter does not imply en-

dorsement by the Angelman  Syndrome As-

sociation. 

http://www.ojrd.com/content/8/1/22/abstract
http://www.ojrd.com/content/8/1/22/abstract
http://www.apsu.org.au/research/survey
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The Canadian conference, Ottawa 

2014….Unlocking the Possibilities, shall be 

held in Ottawa, Ontario, Canada, from July 

23-25. The speakers include Dr Charles 

A.Williams and Dr Ben Philpot and I noticed 

the name of Mary-Louise Bertram from 

Western Australia! 

 

 Go to the following website for more de-

tails.  

 

http://www.angelmancanada.org/ 

The ASSERT conference will be held at the 

Hilton Hotel in Coventry, U.K.  from Fri 29 

August-Sunday 31 August. For details visit: 

 

http://www.angelmanuk.org/ 

 

OVERSEAS  CONFERENCES 
ANGELMAN SYNDROME ASSOCIATION 

2014 

 

PRESIDENT…………………..Mary Bills 

president@angelmansyndrome.org 

VICE PRESIDENTS 

New South Wales…………Anne Funke 

anne.asa@bigpond.com 

Victoria…………………………..John Hosie 

john_hosie@optusnet.com.au 

Tasmania………………………….Chloe Simons 

mickandchloe@bigpond.com 

South Australia……………..Kerri Monaghan 

kerrim@probuildaustralia.com.au 

Western Australia………...Leticia Grant 

maygrant@tpg.com.au 

Queensland……………………...Lysandra Warren 

warren.lysandra@gmail.com 

A.C.T…………………………………..Kerry O’Kane 

bradkane@grapevine.com.au 

 SECRETARY 

Sally Shackcloth 

sallyshackcloth@live.com.au  

 TREASURER 

Kevin Kennedy 

treasurer@angelmansyndrome.org  

 GENERAL COMMITTEE 

Kellie Wild 

wildkellie@gmail.com 

Liz Stanley 

stanleyhome@bigpond.com      

John Hannaford 

john.hannaford@angelmansyndrome.org 
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The March edition of Angelman Today dig-

ital mazazine included the following books 

recommended by parents. They include 

eight books written by parents of children 

with AS and five ‘general’ books about AS. 

Other books were recommended  in the ar-

ticle as well covering the topics of Epilepsy, 

Special Diets and Great Reads. 
 

The books written by parents were: 

 

Dancing with Max: A Mother and Son 

Who Broke Free by Emily Colson (Author)  

And Charles W. Colson (Contributor) 

 

She Acts Very Different 

by Linda Cundy 
 
Jade and the Walking Stick  

by Ryan Tipton 

 

Finding Glory in the Thorns: Hope & Pur-

pose in Life's Painful Seasons 

by Lisa Jamieson and Larry Jamieson  

Wrestling with an Angel- 

A Story of Love, Disability and the Les-

sons of Grace 

by Greg Lucas 

 
In the Company of Angels by Pamela Jean 

Lyman (Kindle version) 

 

Angels and Idols  

by Regie Hamm 

 

Views from Our Shoes: Growing Up with 

a Brother or Sister with Special Needs 

The five general books are: 

 

Angelman Syndrome by Bernard Dan 

Clinics in Developmental Medicine No. 

177 

 

The Official Parent's Sourcebook on An-

gelman Syndrome: A Revised and Updat-

ed Directory for the Internet Age 

 

A.S. – A Medical Dictionary, Bibliog-

raphy, and Annotated Research Guide to 

Internet References  

 

Angelman Syndrome: Causes, Tests, and 

Treatments by John Hewitt M.A.(Author) , 

Michelle Gabata M.D.(Editor) 

 

AS A to Z: Everything you ever wanted 

to know about AS…and then some! by Ju-

lie Hyman 


