
 1 

ANGELMAN SYNDROME ASSOCIATION 

Newsletter Charity No. CFN13843 ABN 42 169 355 488 No. 30  -  October, 2002
 

 
Hi everyone.  May I welcome all our new families 
who have joined us over the past few months.  Some 
of our children are being diagnosed quite young now 
– we have recently been contacted by the mothers of a 
12 month and an 18 month old child.  Awareness of 
Angelman Syndrome is obviously growing.  
Additionally, I have had many comments from 
professionals and parent on the excellence of our 
website.  This continues to be a source of inquiry 
from many.  Thank you John Hannaford for 
continually updating this site.  If you haven’t visited 
for a while, it’s worth a look on 
www.angelmansyndrome.org 
 
We have had a fairly quiet year and I apologise for the 
delay of this newsletter.  It is frustrating for Anne and 
myself when we cannot obtain enough material to fill 
a newsletter.  I ask all families to sit down, put pen to 
paper and tell us your Angelman story.  Whether ‘old’ 
of ‘new’ members, the feedback is that parents love 
reading other family stories.  It would be wonderful if 
we could have a ‘library’ of stories to use in 
upcoming issues.  Don’t leave this to everyone else – 
have your say! 
 
The committee has been working hard on several 
ideas to raise the profile of A.S. and we have held 
many committee meetings via email this year. 
 
Our National AGM was postponed and will now be 
held at a family day on Sunday November 10, to 
allow more families to attend.  Additionally, early 
next year you will receive a survey regarding the 
newsletter, your ideas for the development of the 
association, as well as topics for our next conference. 
Please complete these even if you have no new ideas 
to contribute.  It is important for us to receive both 
positive comments and constructive ideas.  If you 
have not paid your membership for 2002 I urge you to 
pay for 2003 ASAP.  You may also like to make a 
small donation if your membership has lapsed.  It has 
come to my attention that some members only pay 
membership fees the year of the National Conference 
so that their family is eligible for conference 
discounts.  Whilst I realise how easy it can be to  
 

 
overlook membership fees, it is in the spirit of fairness 
and generosity that I ask that this no longer occur. 
 
Life is always hectic with an AS individual.   
Thankfully, some of our parents are very committed 
to developing our association.  I thank the current 
committee for their dedication and support.  I thank 
all our loyal families for their continued support and 
enthusiasm.  We look forward to working with all our 
families over the coming year. 
 
God bless,  Simone Kennedy. 
 

 
All Correspondence to: 

Angelman Syndrome Association 
PO BOX 554 

SUTHERLAND NSW 2232 
Email: kevink@angelmansyndrome.org 

Or for newsletter items email to 
amfmcon@bigpond.com.au 

Or 
Anne.Hough@swsahs.nsw.gov.au 

 

 
 
HOLIDAY WEBSITES FOR PEOPLE WITH 

DISABILITIES 
 
♦ Careaway 
http://www.hinet.net.au/~careaway.htm 
 
♦ Access – Able Travel Source 
http://www.access-able.com 
 
♦ Disability Resources on line 
http://www.leisureoptions.com.au/ 
 
♦ Accessible Vacation Home Exchange 
http://www.independantliving.org/vacaswap.html 
 
♦ Tourism Shellharbour 
www.tourismshellharbour.com.au 
 
 

President’s Say 
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Recently I attended a day seminar called Are You 
Being Served, run by Family Advocacy.  
 
This was a bit of an eye opener for me. Basically the 
speakers were offering information on getting the best 
that is out there for our children.  
 
The first speaker gave an account of her story and that 
of two other families. Each story was different. The 
thing they had in common was that they were 
prepared to say NO to conventional ways of looking 
at education and post school options for their children. 
They looked at their child and their family and first 
worked out what it was that would best suit who they 
were and what they needed as individuals. They were 
prepared to face the challenge of changing fixed 
ideas. 
 
 To do this the families got involved in networks that 
would take them where they wanted to go and link up 
with services who shared the same values. They 
realized that everything around the family member 
with a disability would take energy and persistence, 
and therefore chose where to place their energy so 
that the energy expended was positive not negative.  
 
These parents and their families, with their support 
networks have achieved what some would think was 
the unattainable. 
 
The next section of the seminar looked at some of the 
difficulties parents face including; not enough 
funding, a constantly changing system, lack of 
knowledge of those making policies of the sort of 
support that is needed, dealing with a system designed 
with services in mind not individuals, being "pitted" 
against other families as we compete for services and 
trying to fit into a "one size fits all" approach to 
criteria for services.  
 
They explained where funding for disability services 
comes from at both a state and federal government 
level, and where it ends up. Most funding from the 
Commonwealth government goes to employment and 
centrelink payments, whilst the rest of it goes through 
to the state government. There the State government 
adds its component to it and then it is channelled 
through the Department of ageing, disability and 
home care to the various services and programs 
available. Whilst much of this looked at the negatives 
we were reminded that parents and families can and 
are a powerful force provided we are clear on what it 
is we want and we're prepared to push for it.  
The overall message of the day was to keep searching 
for what is right for your family member and to tap 
into as many services and networks that you can find 
to support your vision for your child.  

You can obtain more information directly from family 
advocacy. They also have an extensive library of 
books, videos and other literature designed to 
empower you and your family to get the best for your 
child with a disability.  
 
Family Advocacy 
P.O. Box 502 
Epping NSW 1710  
Phone 9869 0866, 1800 620 588 
Good Luck 
by Cathy Bayliss.  
 

News from Queensland 
 
Our Angelman Syndrome BBQ Picnic was held on 
the 25th of August at Mudjimba Beach, which is 
located just north of Coolum Beach on the Sunshine 
Coast.  
 
Fifteen families attended, (which was surprising, due 
to the bad weather) who travelled from all over QLD. 
Fortunately, there was very little rain, but the weather 
was a little windy and miserable. One person 
suggested that we all pack up and go to McDonalds 
for Lunch. A suggestion that was not popular with the 
Majority!  
 
We had a little difficulty cooking all the meat on the 
available BBQs, although we didn’t have to fight for 
the BBQ plates, as there was no one else there, due to 
the bad weather! 
 
One new single Mother and Angel attended from 
Brisbane. She was warmly welcomed and got to know 
the rest of the QLD gang. A lovely family from San 
Fransisco joined us. They were being hosted by one of 
the Angelman families here in QLD. 
 
The BBQ was a memorable occasion, a terrific time 
of sharing and catching up with old friends and 
meeting new families. We all enjoyed the get-together 
so much, that we have decided to hold another one in 
November in Brisbane. 
 
That’s about all from QLD.  Take care and God bless. 
John & Robynne Hannaford 
 

COMING EVENTS 
 

• ASA Family Day – November 10.  Please see 
flyer accompanying this newsletter. 

• 6th National ASA Conference – Sydney, October 
2003.  Venue to be announced.  10 year 
anniversary of the Association 

• Joint IASO and ASF Conference – Washington 
DC, 2003 
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REVIEW OF RECENT JOURNAL 
ARTICLE 

 
I thought you might be interested in a fairly recent 
publication. The title is  
 

"Distinct phenotypes distinguish the molecular 
classes of Angelman syndrome" 

 
There are 11 authors on the paper, first author is  
Lossie AC, it was in the Journal of Medical Genetics, 
2001;38:834-845. The work is from the USA, ten of 
the authors are from the University of Florida, 
Gainesville, one is from the University of 
Pennsylvania, Philadelphia. The study was restricted 
to 104 patients (from 93 families) with a classical AS 
phenotype. These patients were evaluated for 22 
clinical variables - including age to sit, age to walk, 
age of onset of seizures, speech, head circumference, 
BMI (a measure of weight), height, feeding problems. 
In addition, genetic analyses were used to assign each 
patient to a molecular class of AS. 
 
There were five molecular classes  of AS –  
 
class I   - large deletion 
class II  - paternal UPD 
class III - microdeletions, imprinting centre defects 
these 3 classes have an abnormal methylation test 
class IV -  UBE3A mutation 
class V  -  no detectable chromosome 15 abnormality 
these 2 classes have a normal methylation test. 
 
Molecular analysis 
 
Without going into details, the molecular analysis was 
very thorough.  Techniques used included FISH, 
methylation, southern blotting, PCR. Each patient was 
assigned a molecular class, depending on the results 
of these tests. In the cohort studied here, 15 had a 
UBE3A mutation  and the details of these mutations 
are given. Methylation of UBE3A was also sought - 
and it was found that UBE3A is not itself methylated.  
 
Phenotype-genotype correlations  
 
Of all the features analysed, 4 parameters  showed 
statistically significant differences.  Patients in classes 
II,II and IV had higher BMI percentages (ie weigh 
more) than those in class I or V  (or another way to 
put this is that those with large deletions and those 
with no chromosome 15 abnormality weigh the least).  
For head circumference, patients in classes II and III 
had larger heads than the other groups.  The mean age 
of walking  was later in class I and the onset of 
seizures  was much later in classes II and III than in 
the other classes. 
 

In summary,  
-    it was not possible to distinguish clinically 
between classes II and III ie patients with UPD and 
those with an imprinting defect (ID).  
- patients with deletions are the most severely 

affected 
- patients with UPD and  ID are the least affected. 
 
Significance - while most of this is not new, the study 
represents a large number of patients with a lot of 
clinical/genetic information.  The Discussion 
summarises other relevant papers, which is useful, 
and provides authoritative explanations for possible 
mechanisms in AS.  
 
Dr. Ellie Smith     6.8.02. 
 

 

 
Welcome to this edition of the ASA Newsletter. 
Apologies for the delay in sending this out to you, but 
we have had a very busy time of late. I recently met 
with Simone and Cathy Bayliss to make a tentative 
booking of a conference venue for the ASA 
Conference for 2003. We are also exploring 
alternative options and venues for both this and the 
picnic for ASA families for that October weekend. 
Please forward any stories/articles of interest to me by 
end of November if you wish these to be included in 
the next newsletter. It is very difficult to guess what 
people want to hear in these newsletters if there is no 
feedback. Until then, keep well 
 
Anne Funke 
 

 

Emotional Support for 
Carers 

by Toni Payne, Research and Policy Coordinator 

Stress Management For Carers 
Caring is often stressful for carers. Even the people who 
do not, on the whole, find caring stressful still report 
that it is stressful at least some of the time. And it's not 
hard to see why caring can be stressful. There's almost 
always too much to do, and then there's all the 

Editors Note 
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emotional stress of seeing the person you love ill, 
deteriorating or discriminated against because they 
have a disability. Maybe it's not the caring itself that's 
stressful; perhaps it's having to juggle the caring with paid 
work, raising children, maintaining your marriage or 
looking after your own health. 
Caring could be one more thing on a  long  list of 
demands. Therefore, it's natural to feel stressed some of 
the time. 

However, if you 
are constantly 
stressed, with too 
many demands on 
your time, your 
mental and physical 
health may be 
affected. 
Permanently!  
 
Then you might end up with a disability or chronic 
illness too. And that wouldn't be terribly useful for 
yourself or others. So what can you do about your 
stress levels'? 

There are a couple of ways of thinking about stress 
that may help you identify how it is affecting you and 
what you can do to change it. The first point is being 
aware of how stress is affecting your body. Because it 
will affect your body somehow. What symptoms does 
stress cause or worsen? Some common stress-related 
symptoms include: 

• headaches; 
• digestive problems; 
• general lethargy; 
• moodiness; 
• irritability; 
• back, neck or shoulder tension; 
• sleep interruptions or restless sleeping; 
• difficulties with memory or concentration; 
• worsening of existing conditions (e.g., Arthritis). 

Do any of these apply to you? If yes, how many? If no, 
are there other ways in which stress affects you? You 
are the best judge of the signs which say "stress is getting 
to me and is affecting my health". You might also 
think about how often these symptoms occur and how 
severe they are. Is there anything in particular which 
triggers them? 
Stress symptoms in your body are a sign that is saying 
"stop, pay attention to me, I don't want this to keep 
happening". They are a wake-up call which says "I need 
to do something about my stress levels". So, what can 
you do? 
 
Secondly, there are different elements of stress. These 
are: 
1.   the environment; 
2.   your behaviour; 
3.   your beliefs and values; and 
4.   your sense of self. 
Let's look at each point in more detail. What follows 
are some suggestions for making changes to your 
stress levels. If these suggestions are not appropriate 

for you, ignore them and try something different. You 
will know what works best in the context of your own 
life. If. after trying one change, you realise that it 
hasn't worked, try another one, and another, and 
another until one does work.  
1. The environment of caring - This has many 
elements. For example, do you get any support in your 
caring role? If your environment lacks support, 
perhaps you could ask for help from a family member 
or community service. Another example might be 
about the GP you use. If your GP doesn't listen to you 
or offer support, do you need to find a new one? A 
better GP could make the environment of caring 
easier to cope with.  
2. Your behaviour - For example, do you leave for 
appointments at the last minute, thereby having to rush 
to get there on time? Or, do you cook big. fancy 
meals every mealtime, causing yourself more work? 
Do you avoid making complaints if a service is not 
up to scratch, thereby having to put up with a 
substandard sen-ice?  
3. Your beliefs and values - These can be a major 
source of stress. If you believe that you must do alt 
the caring tasks yourself without any help, you are 
probably causing yourself undue stress. Do you 
believe that getting assistance = loss of 
independence? You might be surprised to hear that, 
for many carers, getting help = greater control over 
their own lives. Do you believe that your house always 
has to be spotless and without a thing out of place? Do 
you believe that being a carer means not having a l ife 
of your own? What other beliefs do you have that 
might cause you stress? 
4. Your sense of self - This can be one of the most 
important mediators against stress. However, if you 
don't have a strong sense of self, you may need to 
spend some time working on this. A person with a 
strong identity believes in themself and trusts their 
own judgement. They know that they are doing their 
best and accept themselves, imperfections and all. 
They know that they are an expert on themselves and 
in their own life, while still being open to the ideas of 
others (perhaps easier said than done!). If you don't 
have a good strong sense of self one way to start is 
just to be kind to yourself. You're just doing your 
best to manage everyday life and your caring 
responsibilities. 
 
You might now just want to sit down for a few 
minutes with a piece of paper and a pen. Down the left 
hand side of the paper, list the four elements outlined 
above. Across the top of the paper put "Helpful" on 
the left, and "iNeed to Change" on the right. Under 
each of the four elements, list the helpful things in 
your life and the things which you might need to 
change. Once you've identified the things which you 
need to change, think about the steps you have to take 
to change those things and when you will do them. 
Then, put those steps into action.  It’s up to you! 

“[Stress symptoms] 
...are a wake-up call 
which says 'I need to 
do something about 
my stress levels'." 

Kindly reprinted with permission from Carers News 
– May 2001 


