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President’s Report

Kellie Wild

Well here I am in my second year as President and how time flies! On behalf of the committee I

would like to apologise for not having had the newsletter up and running sooner. We were a little lost

after Sally Shackcloth resigned from the job that she did so well for many years. We took some time

to debate what we wanted out of our newsletter going forward and I’d like to thank Fiona Lawton who

has kindly stepped up to put the newsletter together and to get us all motivated to pitch in.

For those who may not be aware there are video clips from some of the 2016 conference sessions

available for viewing on our national website: http://www.angelmansyndrome.org/

Since the conference we have continued to meet every second month and plans are underway for

the 2018 conference to be held in Adelaide with our SA representative Peta Perrie co-ordinating the

show. If anyone would like to assist with the organising please contact Peta.

15th February was International Angelman Day.

I really enjoyed seeing the many Facebook posts and photos of IAD celebrations from around the

country, especially you QLD’ers, how much fun did your AS kids have on those jet skis!! It’s

wonderful to see annual IAD events growing by the year.

Once again it was wonderful to catch up with so many mums at the annual weekend away which was

held in Fremantle at the 24-26th February and a massive thanks to Michaela Townsend for her

organisation. Many laughs, new friendships, old acquaintances and a great deal of Angelman stories

shared, can’t wait for the next instalment! It really is wonderful to be part of such an awesome

Angelman family.

Plans are underway for a national Dad’s get together, thanks to Kieran Callahan for offering to

arrange this.

The committee are keen on providing a newsletter with what our AS community would like to see

included and we would welcome and appreciate any suggestions. If you have any comments please

send to Fiona @ fmlawton@gmail.com

Best Regards

Kellie Wild

Follow us on Facebook  -
https://www.facebook.com/angelmanaustralia/

mailto:fmlawton@gmail.com
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11th National Angelman Syndrome Association Australia Conference

"Finding Our Voice" 7th-8th October 2016

On 7th and 8th October 2016 more than 150 delegates gathered in Melbourne to hear from world leading 

experts about different aspects of Angelman syndrome, management strategies, and current research. 

The theme of “Finding Our Voice” was well addressed by both speakers and exhibitors. We were fortunate 

to have four Keynote Speakers over the course of the two days: Professor Bernard Dan (Belgium), 

Professor Chris Oliver (UK), Professor Ingrid Scheffer (Melbourne), and Mary-Louise Bertram (Perth). 

A range of issues were covered by these experts including genetic mechanisms, how our understanding of 

Angelman syndrome has changed over time, understanding behaviour and management strategies, sleep 

(or lack of), communication, AAC, literacy and epilepsy.

Our other invited speakers covered topics including Video Self Modelling, the Angelman Registry, how to 

support siblings, NDIS, Estate Planning, and Sensory Processing. It was a wonderful few days of 

education, and a great opportunity to learn from fellow Angelman syndrome families, seeing friends old 

and new. We hope our families have returned home better informed, supported, and with strategies that 

they can action to improve their children's lives.

The ASAA Conference in Melbourne last October was hugely successful. A large number of Victorian 

families attended as well as families from all states and territories around Australia. Presentations were 

informative and well received. The social events attached to the Conference provided great opportunity for 

families to meet and get to know each other.

ASAA Conference 2016

Laura Greene

Jump on to our website to watch these informative videos: http://www.angelmansyndrome.org/2016-conference

Date Claimer: 2018 Conference – Adelaide October 2018

http://www.angelmansyndrome.org/2016-conference
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Our celebrations for International Angelman Day were 

combined with a fantastic day on the Noosa River with the 

Sunshine Coast Jet Ski Club. Organised by Stirling Jones and 

Bridget Drury (Jye’s mum), a group of volunteers hosted our 

families with a BBQ on the beach and jet ski rides for the kids 

and families. 

There were huge smiles all around and squeals of 

delight as our children raced up and down the river, and then 

finished off their fun with a swim in the river.  

We are indebted to Stirling and the team at SCJSC for 

their time and generosity. Thank you Lysandra Callahan for 

capturing the moments through these great photos.

Queensland Update
Fiona Lawton

New families - We’ve welcomed a two new families from regional Queensland, and are appreciating the 

opportunity to support families and therapists with their questions at this early post-diagnosis stage. The 

challenges they face are particular in terms of networking and access to specialists, with Skype conference calls 

and expensive visits to clinics part of the journey.  We’re keeping close contact with our one NT family as they 

experience similar challenges.

Thanks to Lyn Rocha who organised a hilarious and much needed parents catch up at Ahmet’s Turkish 

Restaurant, Southbank in May 2017. Belly dancing, belly laughs, great food and excellent company made for a 

wonderful night. The smiles say it all! 
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The NSW International Angelman Day picnic was held at The Hills School in Sydney this year, where we had 

around 8 families attend. Rain was predicted for the day but cleared just before the event, making for a 

beautiful sunny day enabling everyone to play and explore the school grounds. 

Wonder Woman came to visit; painting faces and blowing lots of bubbles for us to pop. It was great to see 

and catch up with everyone. There were some new face and we hope to see even more families next year.    

New South Wales Update

Cindy Byrne

Our Victorian International Angelman Day event was a picnic in The Botanic Gardens Melbourne, and was 

attended by six families. The typically unreliable Victorian weather just about held out for us and a fun 

afternoon was had.

Our Winter Vic Angelman family get together was planned for Sunday June 4th. A morning tea at our house; 

an Angel friendly environment complete with soft play obstacle course and spring-free trampoline. 

On a personal note I attended the biennial AGOSCI conference in Melbourne at the end of May. AGOSCI is 

a group that aims to enhance the participation of people with complex communication needs. I co-presented 

at the Conference with my children’s speech therapist.  More on that in this newsletter. The title of our talk is 

Team Approach to successful AAC implementation- Therapist and parent perspective.

I have also been involved with Scope, a not for profit organization that champions people with a disability. I 

have tested their latest App Tools2TalkPlus, given a presentation at the App launch, and been interviewed 

and videoed on the parent’s perspective of the benefits of using the app. This is be available on the Scope 

website and YouTube.

http://www.scopeaust.org.au/a-parents-perspective-on-tools2talk/

Victoria Update

Laura Greene

http://www.scopeaust.org.au/a-parents-perspective-on-tools2talk/
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Leticia Grant - 26 fine Angel mamas and daddies 

headed out for a wonderful dinner on 11 February 2017, 

uniting for International Angelman Day.  Great food, 

conversation and the best of company.

Allara had a great fundraiser at school, raising over 

$300 through the cake stall. Such fabulous community 

support. 

Title of the book

South Australia Update

Peta Perrie

Celebrations were held at my house for 

International Angelman Day 2017. We had 6 

families come along for the special day. 

It was lovely to see everyone and 

opportunity to catch up.
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Planning Stage

A successful trip requires careful planning and research. The following are hints and tips submitted by 

parents who has successfully flown with their angels. 

Flights and seats -

Choose flights according to most settled time of day for your Angel.

Select your seats in advance or arrive at airport in time to ask for your preferred seat layout. You may 

wish to try and book a front row seat where possible, to avoid the issue of kicking, hairpulling and 

random neck grabs with strangers. Where that is not possible, consider arranging your travel party so 

that part of your family sits in the row in front of your angel, while and adult sits beside. If the flight isn’t 

full the airline might book out an extra seat for you. 

It is a good idea to call the airline to confirm this arrangement is for medical/special needs – to avoid 

them changing it on you. They may also ‘block’ out a spare seat next to you for comfort; it pays to ask 

for it. 

Food

Make sure you have booked any dietary requirements/children’s meals and call the airline to confirm.  

Gluten free, lactose free, Asian/Indian vegetarian options are usually available for international flights; 

so are children’s meals. 

Social story

If you think your Angel will be anxious about the trip, make a social story using pictures e.g. where you 

are going, the airplane, what meals you will have on the plane, being at the airport etc.

Travelling with a wheelchair - airlines have requirements regarding dimensions and type of 

wheelchairs allowed, so if you have booked your trip online you will need to phone and inform them and 

to ensure that the wheelchair (for transit, transfers etc) has been placed on your booking.

The wheelchair should be carried free of charge and you can choose whether to hand check it in at the 

desk or at the boarding gate. Grab the wheelchair cushion and put it in the overhead locker, to avoid it 

getting lost.

For most of us, the idea of holidaying with our AS family 

member can bring a combination of joy at doing the typical 

family thing, mixed with moments of abject fear and terror.  

Let’s fact it, it is more challenging travelling with AS – getting 

out of the routine, needing to pack the kitchen sink and a 

mobile pharmacy with you, and deal with the sights, smells, 

sounds and reactions of different cultures and communities. 

But hey, it’s survivable – with careful planning. And it’s 

absolutely worth it.  

Time to Travel  - Flying with Angels

Laura Greene and Fiona Lawton
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Medical management and medications

It’s always good to have a general letter from your GP with you when you travel: it should state that 

your child has Angelman syndrome and briefly describe what it involves and that it is necessary for 

you to carry medicines for epilepsy, sleep disturbance, high fever, etc. It should also indicate that the 

child may not communicate verbally.

Ensure you have packed all medications necessary for the trip. Medicines must be in original 

packaging and you should carry copy of prescriptions – just keep them separate in case of lost 

luggage. 

It is a good idea to scan and email your prescriptions to yourself so that you have a copy on the 

cloud if they are misplaced. This might prove a useful reference document if you need an emergency 

doctor to write scripts. 

If you are taking an overnight flight and are thinking of using sedative medication with your Angel, 

ensure you have tried it several times at home first. Some sedatives may have the opposite effect or 

work differently in combination with usual medications.

Child seats and restraints

Airlines can provide an adult and child torso harness/restraint. They need to be informed in advance 

if you require this. You are only allowed to use your own harness if it is the CARES child harness, as 

it has been assessed as meeting aviation regulatory requirements.

Airport

Airport parking should have disabled bays so you are conveniently located to the terminal; some 

airports have special drop off areas that you can book 24 hours ahead, allowing you 30 minutes of 

unloading time. 

Arrive in plenty of time so you don’t feel rushed.

If you haven’t already checked in online, don’t stand in a long queue, find a staff member, and 

explain your situation and they will advise you of the express queue, normally the Guest Services or 

Business Class queue.

Ask for an Express Pass for Customs and X-ray Screening. There is often a Disability lane in our 

Australian airports. The security staff will ask if they can pat down your child if they are in a 

wheelchair – be there to supervise and warn of the likelihood of impromptu but heart-felt hugs!

There are usually Parents Rooms so you can get some space 

and privacy for feeding and toileting but also useful for some 

quiet time.

Some airports have playgrounds e.g. Singapore airport or one 

at McDonalds.

Some Airport Lounges offer one-off daily membership for a 

fee. Consider the value of this if you have a long stop over at 

the airport or need some extra showering and toileting 

facilities for you and your family. The complimentary bar and 

food may be attractive too.

Time to Travel  - Flying with Angels, cont.
Travel Insurance

Book travel insurance that covers pre-existing conditions. Angelman syndrome is a pre-existing 

condition and there will be questions regarding seizures when you apply. Covermore is a good 

insurer and has been used by many families without issue.
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Online useful Resources

https://www.qantas.com/travel/airlines/special-travel-needs/global/en

http://www.friendshipcircle.org/blog/2012/01/09/a-special-needs-pre-flight-checklist/

http://www.friendshipcircle.org/blog/2012/03/05/packing-for-the-plane-your-complete-special-needs-

checklist/

On the Plane

The flight attendants are there to help

At meal service consider asking for your Angels meal first and the adults 

meals later.

Be on the look our for free seats if the plane isn’t full to gain more space.

Ask for spare pillows and blankets – these can be used to create a 

‘cubby house’ with the row in front of you if your child falls asleep while 

the lights and cabin service are underway. 

Beware in the toilets; your Angel will make a beeline for pressing the 

“Call the Flight Attendant” button!!

However on a long flight a bit of water play in the bathroom does pass 

some time

Organise your hand luggage so all the medicines can be easily 

accessed and replaced through the Security Screening process.

Plan for accidents – food spills, toilet accidents and, let’s just call them 

stomach reactions to food – resulting in the need for several changes 

of clothes/nappies/pullups. Consider a change of clothes for you too –

just in case!

✓ Stickers
✓ Straws
✓ Chew toys
✓ Drink bottle
✓ Favourite snacks
✓ Chewable 

foods/lollies for 
climb and descent 
ear pain 
management

✓ Books
✓ Netflix downloads
✓ New/favouorite

iTunes 
movies/programs

✓ Bibs
✓ Wipes
✓ Multiple changes of 

clothes
✓ More nappies/pull 

ups/underwear 
than you would 
normally need

✓ Plastic bags for 
soiled 
clothes/nappies

✓ Medications
✓ Scripts 

On-board Survival pack

Think of small activities/toys for the plane that you can hide and 

produce as a surprise.

Remember to pack reliable chew toys and fidget toys and maybe buy a 

few new apps/videos for the I-pad.

Download movies and shows from Netflix to view if the in-flight 

entertainment is not to their liking.

Travelling with an Angel is hard work but 

rewarding. Our children get to experience 

different sights and sounds, cultural 

diversity, taste different foods and learn to 

cope with change.

Happy Travels!!

Time to Travel  - Flying with Angels

https://www.qantas.com/travel/airlines/special-travel-needs/global/en
https://www.qantas.com/travel/airlines/special-travel-needs/global/en
http://www.friendshipcircle.org/blog/2012/01/09/a-special-needs-pre-flight-checklist/
http://www.friendshipcircle.org/blog/2012/03/05/packing-for-the-plane-your-complete-special-needs-checklist/
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Peta Perrie (South Australia) - One of my proudest 

moments for Mia last year on our holiday in Bali. Her biggest 

achievement by far, walking and climbing hundreds of stairs at one 

of their sacred temples. 

We made it all the way to the top with a big smile, all to see 

the most magnificent scenery. It was a challenging holiday with the 

heat and humidity but I'm so glad we were able to do it all together 

as a family unit. The swimming pool at the resort was Mia favourite
place of course.

Kellie Wild - I endeavour for Katie to have an adventurous life just like the 

one that I have had so far. 

Of the “crazy” things we have done the best was spending 16 weeks 

camping around the top of Australia doing as much 4wding as possible, drowning 

my car and piggy backing Katie to the tip of Cape York where she performed a 

snow angel in a rock pool, fully clothed of course!

Travels with Angels

Fiona Lawton – We’ve travelled as much as we can with

Connor; testing the waters when he was 5 years old with a road trip for

a month up through Queensland.

We then trialled flying and thought we could last 7 hours of flight

time, so that meant we could get to Borneo. Since then Connor has

been on a number of short and long haul flights and glamping and

caravanning.

It takes a bit of courage each time, and careful planning but our

most recent trip to NT and WA was a hit for this now ‘seasoned

traveller’. Did someone mention ‘waterhole’? We’re off!☺

Chloe Simons – Here are some photos of our son, Jed Simons, 

at Harvard University and crossing the Golden Gate Bridge in the 

US. 

Yes, it was extremely hard work, but so rewarding when we look 

back at the photos!
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Communication in Angelman syndrome

The Cerebra Centre for Neurodevelopmental Disorders at the University of Birmingham 
are looking for parents of children with Angelman syndrome to take part in a study 
looking at communication. Check out this site and the numerous links on communication 
and behavior in Angelman Syndrome.

Research

What is the aim of the research?

This study aims to gain further understanding about the receptive (what they can 
understand) and expressive (what they can say) communication skills of individuals 
with Angelman syndrome. This will allow us to develop our understanding of the 
specific communication profile in Angelman syndrome and allow us to develop and 
inform effective intervention.

To be eligible to take part in this study, your child must be under 16 years of age, have 
English as their first language and have a non-deletion subtype of Angelman 
syndrome.

To receive a copy of a detailed project information sheet, please contact either Effie 
Pearson on email: exp137@student.bham.ac.uk or on Tel: 0121 414 2855 or email 
Dr Mary Heald on: mxo988@bham.ac.uk. 

Have you registered yet?

The Global Angelman Syndrome Registry is the first of its kind; putting power in the hands of those who care 

for someone with the Syndrome. Parents and caregivers will drive the collection of data by volunteering details 

that will form what we expect to be the largest collection of information on Angelman Syndrome to date. The 

Registry will provide a tool for understanding developmental progress, medication and seizure management, 

but more importantly, it will provide an invaluable resource to advance the search for therapeutics. 

The timing is perfect; with pharmaceutical companies anticipating drug trials to treat the syndrome, the 

Registry provides the perfect mechanism to analyse, recruit and measure effectiveness of treatments. 

Read about this ground breaking work here - https://ojrd.biomedcentral.com/articles/10.1186/s13023-017-

0686-1

https://ojrd.biomedcentral.com/articles/10.1186/s13023-017-0686-1
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The AS Weekend was held again February 2017 in "Freo” Perth.

Firstly, before we write about the weekend a massive heartfelt Thankyou to

Michaela Townsend and the host mum's who welcomed each and every one of us into their city but also 

homes.

We all couldn't get away quick enough from our family with anticipation and nerves but to catch up for the 

weekend with our newfound friends from where we left off last year.

Many Mum's, One Grandmother and Carers alike settled into well-equipped accommodation overlooking 

the bay in preparation for talks, learning about new technology aides, the medical update, laughter and 

activities alike.

The majority of guests settled in on the Friday night with a very relaxing meal and superb drinks at “Little 

Creatures” mingling casually and meeting each other once again to see how each of our children are 

growing, learning, sleeping etc.

Saturday a very sunny day was a relaxing cruise along the Swan River meandering down the waterway 

with a superb lunch prepared by Melanie Wood (AS mum) with more than enough food and drinks that 

you could imagine.

As the boat was moored a few hours later and we settled in for lunch, some of the girls actually jumped 

into the river for a swim frolicking around with no care in the world. 

Saturday night was a more formal affair but still casual with a stand-up sit down dinner with a rotation of 

warm snacks. Here on the Saturday evening the WA Mum's ventured forth with such comradeship that 

the evening just flew.

The laughter continued throughout the late evening with a visit from the property security warning us 

about noise. Who would think us sleep deprived Mum's would cause so much raucous. 

Who would have ever known these mums were all stressed out to the max.

I really don't know how much was gathered mentally with so much laughter and intense talks but let it be 

said we all left on a high and ready to prepare saving and budget for 2018.

Jenny Hommem

Angel Mum’s Annual Weekend – Perth –

February 2017

x-apple-data-detectors://embedded-result/672
x-apple-data-detectors://embedded-result/1269
x-apple-data-detectors://embedded-result/1402
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Angel Dad’s  Annual Weekend – Mt Tambourine, Qld –

October 2017

It is finally here. A weekend just for Dads. 

The location is Cedar Creek Lodges at Mt Tamborine QLD. The week end will include a buffet style breakfast 

both mornings and dinner on the Saturday night. A tree top challenge which is a three hour adventure which 

is located right next door to the lodge. 

The Mt Tamborine TreeTop Challenge located at Thunderbird Park is highly regarded as the Gold Coasts 

largest Adventure Attraction with more than 100 adrenalin pumping TreeTop Challenges spread over 6 

courses, spanning through 9 acres of un-spoilt natural bushland combining rope and wire challenges. You will 

have an unforgettable adventure as you hang about in the tree's balance on our suspended bridges and jump 

on 11 huge zip lines. 

The accommodation is triple share (each person will have their own bed!) For the weekends accommodation 

and activities their is a total cost of $300. Any question can be directed to Kieran Callahan on 0438 602 676.

We hope to make this an annual event and would love for as many dads as possible to come. Next year we 

hope to have it in Victoria and so on. The mothers weekends have been an amazing experience full of 

laughter and great sense of mate ship as nobody can quite relate to having a child with AS like another 

parent.

Lysandra Callahan
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Diet and Gut Health

Gut: The Inside Story of Our Body's Most Under-rated Organ

GIULIA ENDERS., TRANS. DAVID SHAW, Scribe, $29.99

If you’ve never studied biology, can’t get your head around complex medical terms 

and principles or just don’t really like reading – this is the book for you! Giulia takes 

the reader on a funny, informative and well structured journey through the gut and 

explains the reasoning of a number of recommendations we hear now about good 

gut health – an the link to improved cognitive functioning. 

“If we can foster the right microbial balance by introducing better breeds into 

the resident stock in our gut world; we can even,  it seems, manage our 

moods and mend our minds.”

In recent years there has been increased focus on the link between diet, immune system, general 

wellness and brain function. The growing evidence is that a healthy gut can contribute to improved 

cognitive functioning and reduced dermatological, respiratory and neurological issues (such as 

migraine).  One Angelman mum in the US (Kelly Ellison, mum to Kiano ‘The Wildman’) has taken up the 

challenge to find a diet that can support AS people and improve the gut-brain functioning. Her trials, 

errors and research have led to the creation of:

The Kiano Effect – An anti-inflammatory diet seeks to reduce known sources of gut inflammation in the 

diet (gluten, diary and sugar) to support cognitive functioning, balance, sleep and overall wellbeing. The 

diet is strict,; families who have been trialling it have reported a range of improvements including 

behaviour, attention, balance and functioning. Families who are maintaining a moderate compliance with 

the diet are also sharing stories of improvement.

FODMAP diet – Monash University, Victoria, has created an app to help people who are following the 

FODMAP understand what is permissible and not under the food regime. FODMAP is another form of 

anti-inflammatory diet that is gaining much attention around the world for those who live with irritable 

bowel syndrome, Coeliac disease, gastritis and those who are seeking to reduce known sources of 

inflammation from their diet. It removes gluten and dairy, but also other known gut allergens and irritants 

such as fructose (e.g. in apples, pears and onions). 

http://www.med.monash.edu/cecs/gastro/fodmap/

Book Review

Anti-inflammatory diets

Constipation is a common symptom of Angelman syndrome, but there are 

some proven easy steps that support healthy digestion without medications, 

enemas or natural laxatives:

 Eat a whole food, high-fibre diet

 Add 2 tablespoons of ground flaxseeds to your daily diet

 Eat healthy fats like avocado, olives, olive oil, grass-fed butter, coconut oil 

and try MCT oil

 Supplement with Magnesium, Vitamin C and Probiotics

 Drink 7-8 glasses of water a day

 Exercise or get the body moving as much as possible

 Avoid the following when constipated:  dairy, sugar, gluten, bread, pasta, 

and all processed foods.

Managing Constipation

http://www.plista.com/au
http://www.med.monash.edu/cecs/gastro/fodmap/
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The Communication Revolution in AS
Laura Greene

There's a revolution going on! A revolution run by and for people with Angelman syndrome, their

parents, and the professionals who work with them. Until recently, it was believed that people with

Angelman syndrome had severe cognitive deficits and that very few of them would be able to learn to

communicate fully, or read and write. Then came the revolution.

Read more here - http://www.assistiveware.com/join-angelman-revolution

ASF Communication Training Series 

Fabulous viewing! This series takes all of the hours of great 

communication workshops and breaks them down into small, 

digestible parts so that you and your individual with AS can 

reach her/his greatest communication success at any age. 

Using web-based teaching, the Series is designed to be 

sequential and can proceed through the training at your child’s 

pace of learning.

Find out more here - https://www.angelman.org/resources-education/communication-training-

series/#1448821913019-1d1432b4-0958

Angelman Syndrome: Communication and Literacy presentations 

on YouTube 

• Mary-Louise Bertram: Communication and Literacy for All

2016 ASAA Conference

https://www.youtube.com/watch?v=27Mr-T5xEQ4

• Mary-Louise Bertram, Jeremy Meissner, Mick Wong, David Rosenblatt:This AAC Life: 

Dad-to-Dad

2016 FAST US Conference

https://www.youtube.com/watch?v=I-2acw9I4uw&t=24s

• Kate Ahern: Communication Intervention for Behavioral Change

2016 FAST US Conference

https://www.youtube.com/watch?v=strl25gM2wQ

• Kate Ahern: Angel Voices

2016 FAST US Conference

https://www.youtube.com/watch?v=Lj0yncH2mWY

• Erin Sheldon: Literacy in Angelman Syndrome

2014 FAST US summit workshop

https://www.youtube.com/watch?v=IRSErkJUZiM

• Dr. Gretchen Hanser: Literacy in Angelman Syndrome

2014 FAST US summit workshop

https://www.youtube.com/watch?v=X2nkRllUw1U

• Dr. Caroline Musselwhite: Literacy in Angelman Syndrome

2014 FAST US summit workshop

https://www.youtube.com/watch?v=yLxnrBvHg0Y

• Mary-Louise Bertram: How to support individuals with complex communication needs?

2012 FAST US Educational Summit

https://www.youtube.com/watch?v=N9tmi0XLNjg&t=684s

• Erin Sheldon: What are the needs of students with Angelman Syndrome?

2012 FAST US Educational Summit

https://www.youtube.com/watch?v=oen9B06lrGE

http://www.assistiveware.com/join-angelman-revolution
https://www.angelman.org/resources-education/communication-training-series/#1448821913019-1d1432b4-0958
https://www.youtube.com/watch?v=27Mr-T5xEQ4
https://www.youtube.com/watch?v=I-2acw9I4uw&t=24s
https://www.youtube.com/watch?v=strl25gM2wQ
https://www.youtube.com/watch?v=Lj0yncH2mWY
https://www.youtube.com/watch?v=IRSErkJUZiM
https://www.youtube.com/watch?v=X2nkRllUw1U
https://www.youtube.com/watch?v=yLxnrBvHg0Y
https://www.youtube.com/watch?v=N9tmi0XLNjg&t=684s
https://www.youtube.com/watch?v=oen9B06lrGE
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App Icon App Name Description Price

Tools2TalkPlus With the Tools2Talk+ app you can make your own personalised 
communication aids, access over 15 templates and over 21,000 
symbols (including Picture Communication Symbols and Compic), add 
your own images direct from your camera roll, print any of the aids or 
use them on screen with one of the iOS voices and save created pages 
easily in PDF format and email direct to your child’s team. The App is 
designed by Speech Pathologists for I-Pad use.
Watch Laura demonstrate her experience in a great clip –
https://youtu.be/HG8drjka83k

A$74.99

KeyWordSign With the Key Word Sign Australia app you can make your own sign 
resources, books and communication aids, print any or all of the signs 
in the 600 word Australian vocabulary, print with or without sign 
descriptions, print symbols to match signs and access your camera roll 
and print using your own photos. The app is designed for I-Pad use.

A$39.99

Book Creator Create your own books using your own photos, create a story to model 
the language you are focusing on learning

A$7.99

Proloquo2Go Proloquo2Go is an award-winning symbol-supported communication 
app. It provides a voice to over 150,000 individuals who cannot speak. 
The app is designed to promote language development and grow 
communication skills. Its innovative features support users, parents, 
teachers and therapists to quickly personalise the vocabulary and 
settings.

A$399.99

PODD with 
Compass 

*Try Sono Flex 
Lite for a 
limited 
experience of 
similar app 
(Free)

This version of Compass includes the premium PODD page set. PODD, 
created by speech pathologist Gayle Porter, is a way of organizing 
whole word and symbol vocabulary to provide immersion and 
modelling as well as a means to express a range of messages in a 
variety of environments. There are PODD Page sets to provide multiple 
options to suit the communication and language requirements of 
different individuals.

A$399.99

Touchchat HD

*Try 
Touchchat Lite
for a limited 
experience of 
the similar app

TouchChat HD is a full-featured communication solution for individuals 
who have difficulty using their natural voice. It includes features that 
were previously only available in much more expensive dedicated 
devices.

A$229.99

Scene & Heard Scene & Heard supports communication and learning through the use 
of Visual Scene Displays, and is designed for iPad and iPod touch.

A$79.99 

Sounding 
Board 

SoundingBoard transforms your iPhone, iPod touch, or iPad into the 
latest in communication technology. In just minutes, you can create 
custom boards using AbleNet symbols or your own words.

A$FREE 

GoTalk Now GoTalk NOW has all the essentials of an effective AAC app, like 
adjustable page layouts, customizable navigation, recorded and text-to-
speech capabilities, and an included symbol set. It is perfect for creating 
books, ‘talking stories’ and for peer modelling and is easy to share with 
school or work.

$A179.99

Communication Apps – Where to start?

Ever feel daunted by all the apps and technology out there to help our kids communicate, read, write and 

engage?  The following list of tried and tested apps has been compiled by Laura Greene. 

Did you know that these apps tend to go on sale during early April for Autism Awareness Day?

https://youtu.be/HG8drjka83k
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AGOSCI 2017 Melbourne

Laura Greene

AGOSCI was established in 1981 and is an inclusive group interested in enhancing the participation of 

all people with communication support needs. The 13th Biennial AGOSCI Conference was held in 

Melbourne from 17th-20th May 2017. AGOSCI conferences are an opportunity for people who use AAC, 

their carers, families, and professionals who work with AAC (Augmentative and Alternative 

Communication) to come together and share their knowledge and skills.

I had the fortune to win a scholarship to attend the Conference, which featured several fabulous and 

thought provoking keynote speakers and many smaller concurrent presentations along with an 

extensive exhibition hall.

I would like to summarise some of the highlights that I found interesting and relevant to our AS families.

Cathy Binger is a speech pathologist and an associate professor at the University of New Mexico, and 

has specialised in AAC. She rallied that ALL children deserve the opportunity to achieve their maximum 

linguistic potential, and that no one AAC system fits all. The strengths and weaknesses of each system 

have to be evaluated.  In order to have a FULL language system the child might need a robust Voice 

Output system that is great for “tomorrow” but currently is difficult to access, as well as a low tech or 

activity based display that can be accessed “today” but is limited in vocabulary in the long term. She 

encouraged learning of Fringe vocabulary as well as Core Words.

Jane Farrall is a speech pathologist and special educator passionate about literacy, AAC and Assistive 

Technology. She is well respected in her field. She gave two presentations at the conference and has 

put the slides on her website: http://www.janefarrall.com/agosci-2017-presentations/

“having no communication 
is a greater disability than 
having a physical 
impairment”

Fiona Given uses an ACCENT speech-

generating device to communicate due to 

cerebral palsy. She is president and founding 

member of AAC Voice, a social and advocacy 

association formed to raise awareness, 

acceptance and support for people with complex 

communication needs who use AAC. 

Fiona stressed that having no communication is a 

greater disability than having a physical 

impairment. She is concerned that parents and 

the NDIS are primarily concerned with physical 

and gross motor goals.  She believes that lack of 

communication should be viewed as a separate 

disability in its own right, and therefore should be 

allocated extra funding in NDIS plans.

http://www.janefarrall.com/agosci-2017-presentations/
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NDIS panel – Items discussed:
 Do your planning meeting face to face NOT over the phone

 Think about short and long term goals

 What support is needed in school holidays versus school term?

 You need to speak the NDIA language in your plan i.e. social inclusion, building capacity, increasing 

social opportunities

 Building friendships

 Accessing a broader range of activities outside of day service hours

 Maintaining health, independence and mobility

 Talk to families already in the NDIS scheme

 Take time to get on the NDIA website

Amanda Hartman is a speech pathologist with over 20 years 

experience. She is a trainer for Proloquo2go with 

Assistiveware. Her presentation focused on how to engage and 

interact with children in order to use AAC and model language. 

She talked about a range of fun activities that she uses: 

Pictello story books, Book Creator App, Dress Up Selfies, Hide 

and Seek, Puppets, Pranks, Music, Magazines/Catalogues, 

Photos of child, Science experiments, Emoji faces on Ping 

Pong Balls, Screen shots of YouTube videos. 

There are some great ideas in this link 

http://www.assistiveware.com/games-we-play

Gemma Holleran is a speech pathologist at Scope in Victoria. 

Her presentation “Using Picture Books in AAC” explored how 

popular picture books can be used to model language and target 

vocabulary. The repetition and rhyme holds the child’s attention, 

whilst the core vocabulary allows work on language goals. She 

also creates visual supports such as laminated Velcro picture 

symbols to keep fidgety hands busy. Here is an example of great 

books to model the word see:

• Brown Bear, Brown Bear (Bill Martin Jnr) 

• Panda Bear, Panda Bear (Bill Martin Jnr) 

• I Went Walking (Sue Williams) 

• Peepo (Janet Ahlberg) 

• Hattie and the Fox (Mem Fox) 

• Hide and Seek (Julia Donaldson)

Her full core word booklist can be found on the ASAA website 

under the Links and Resources tab.

http://www.assistiveware.com/games-we-play
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Useful Resources

Stay connected with global news about AS via email. 

Visit http://www.angelmantoday.com/assert/

Facebook groups

‘Parenting Your Disabled Child: the first three years’
by Margaret Barrett; ISBN 9781847094513

This is a lovely book written in a lovely gentle style that will guide you through the emotions you are 

likely to feel, suggest coping strategies and offer you suggestions for bringing out the best in your 

child.

The largest section of the book looks at areas of child development in the early years from 

encouraging social development to practical issues like toilet training. It focuses on ways to provide 

your child with every opportunity for stimulation and interaction, so that you can make sure they have 

the best start in life.

➢ Angelman Syndrome Association of Australia

➢ Foundation for Angelman Syndrome Therapeutics (USA and Australia)

➢ Angelman Research and Trials

➢ Angelman Directory

➢ Angelman Syndrome Foundation

➢ Epilepsy Foundation – Australia

➢ Angelman Syndrome and alternative health approach  

➢ Angelman Syndrome Seizure Information 

➢ The Kiano Effect – an anti-inflammatory way of life

Managing Challenging Behaviour Factsheet

Some behaviours in Angelman Syndrome are a challenge to professionals, 

teachers, carers and parents. This factsheet gives information on how to manage 

challenging behaviour by considering five key points:

▪ What is challenging behaviour?

▪ Why does challenging behaviour happen?

▪ Understanding challAZaenging behavior

▪ Where do I find professional help?

▪ What further information is available?

http://w3.cerebra.org.uk/help-and-information/guides-for-parents/managing-

challenging-behaviour-factsheet-2/

Angelman Today 

We all get stressed but the extra challenges families with children with brain 

conditions face can also mean extra stress. And we are not all good at either 

recognising it, or knowing how to get help when needed. 

Written by Chartered Psychologist, Professor Ann Edworthy, this booklet 

provides practical guidance on how to navigate the stress in our lives.

http://w3.cerebra.org.uk/help-and-information/guides-for-parents/managing-

stress-for-carers-and-their-families/

Other good resources: Beyond Blue and Lifeline

Managing Stress for Carers and Their Families

http://www.angelmantoday.com/assert/
http://w3.cerebra.org.uk/help-and-information/guides-for-parents/managing-challenging-behaviour-factsheet-2/
http://w3.cerebra.org.uk/help-and-information/guides-for-parents/managing-stress-for-carers-and-their-families/
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Liz Stanley

Medical Texts available to Association members with 

a 35% discount
Professor Bernard Dan, The Medical Patron of Angelman Syndrome Association 

Australia, has arranged with the publishers of his medical texts to offer a 35% 

discount  to our members.

Angelman Syndrome is a medical text for doctors, pediatricians, neurologists 

and para medical personnel.   Professor Dan is the sole author, it was  first 

published June 2008 and still relevant.  

Ethics in Child Health: Principles and Cases in Neurodisability, by 

Peter L Rosenbaum, Gabriel M Ronen, Bernard Dan and others

The Association will order the required number of books. 

Source Kids
http://www.sourcekids.com.au/

Useful Resources, continued

35% discount to ASAA members!

We will require 50% of the book price to secure each order and the balance (which will include postage 

and handling) will be due when we have the cost of shipping from the UK.    

The final amount of each book will depend on the quantity the Association orders and the shipping 

costs to Australia.    Each individual order will also attract a postal charge.  

Angelman Syndrome, Bernard Dan

This book has a RRP of $167.95 – Price to our members is $109.20 + P&H

Ethics in Child Health: Principles and Cases in Neurodisability

Professor Dan is a co-author of this book.   

This book has a RRP is $89.95   - Price to our members is $58.50 +P&H

Angel mum and talented and award winning marketing/advertising guru, Emma 

Price has created the wonderful Source Kids Magazine.

Source Kids is Australia’s first magazine for parents, carers, families, 

professionals and teachers working with children with special needs.

Subscribe now via  to receive fortnightly email updates and news!

Read the magazine online or have it delivered to your door for a $35 annual 

subscription.  Follow the blog.  Or even write an article or two for the magazine!

Members should email Liz Stanley with an expression of interest so we can gauge the number of 

books required - lizStanley@angelmansyndrome.org

http://www.sourcekids.com.au/
mailto:lizStanley@angelmansyndrome.org

