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Angelman Syndrome - #GVTwitterTakeover
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Join AngelmanUK (@AngelmanUK), speech and language therapist Jenny Pemberton

(@)ennyPemberton5), and parent Tracey Campbell (@trAACeyc) to mark International
Angelman Day.


https://wakelet.com/@GivingVoiceUK
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We are very excited for the International Angelman Day
@GivingVoiceUK Twitter Takeover starting NOW!

Featuring @AngelmanUK @trAACeyc &
@JennyPemberton5

Starting NOW until 8pm, come an learn about Angelman
Syndrome, a rare neurological disorder.

#GVTwitterTakeover #iad2022

INTERMATIOMAL ANGELMAN DAY

15 FEBRUARY Giving
rﬂﬂ:ﬂ

Ham: dngebmaon LK -
Wam: Jenny Pemberton, 5LT

Ipmi Trocey Compbell, porent

JOIN US FOR OUR
a ms RCSLT FGVTWITTERTAKEOVER

8:00 AM - Feb 15, 2022 ©)

QD 3 O Reply & Copy link

Explore what's happening on Twitter
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Happy International Angelman Day (IAD) 2022.

Contact @angelmanuk for more
help/information/support.

#1AD2022 #AngelmanUK #Angelman
#AngelmanSyndrome
#AngelmanSyndromeAwareness
#RareDiseaseMonth #GVTwitterTakeover

Angelman Syndrome (AS)
is a rare neurological

disorder affecting around
1:20,000 births

#angelmanuk
#iad2022
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Happy International Angelman Day (IAD) 2022.

Contact @angelmanuk for more help/information/support.

#1AD2022 #AngelmanUK #Angelman #AngelmanSyndrome
#AngelmanSyndromeAwareness #RareDiseaseMonth #GVTwitterTakeover

AS is caused by one of several
ditterent types of disruptions
of a region of chromosome 15,

all involving a single

gene, UBE3A

#angelmanuk
#iad2022
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Happy International Angelman Day (IAD) 2022.

Contact @angelmanuk for more
help/information/support.

#1AD2022 #AngelmanUK #Angelman
#AngelmanSyndrome
#AngelmanSyndromeAwareness
#RareDiseaseMonth #GVTwitterTakeover

disabled does not
mean ‘can’t do’
assume competence and focus
on what your child can do
and learn

#angelmanuk
#iad2022
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understanding sensory
processing differences in
people with AS can help to
rationalise certain behaviours
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there is more than one
way to communicate need,
non-verbal does not mean
cannot communicate

#angelmanuk
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#AngelmanSyndrome
#AngelmanSyndromeAwareness
#RareDiseaseMonth #GVTwitterTakeover

all humans have over 29,000
genes. AS is caused by the loss
of 1 of those (UBE3A). that

leaves thousands more!
your child is not defined by AS

#angelmanuk
#iad2022
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Happy International Angelman Day (IAD) 2022.

Contact @angelmanuk for more help/information/support.

#1AD2022 #AngelmanUK #Angelman #AngelmanSyndrome
#AngelmanSyndromeAwareness #RareDiseaseMonth #GVTwitterTakeover

UBE3A makes a protein
called E&-AP ubiquitin protein
ligase. it is a “housekeeping”

gene, responsible for the

basic maintenance of cells

#angelmanuk
#iad2022
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Happy International Angelman Day (IAD) 2022.

Contact @angelmanuk for more help/information/support.

#1AD2022 #AngelmanUK #Angelman #AngelmanSyndrome
#AngelmanSyndromeAwareness #RareDiseaseMonth #GVTwitterTakeover

you are never alone!
AUK exists to support your
tamily and individuals with AS

www.angelmanuk.org

#angelmanuk
#iad2022
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Happy International Angelman Day (IAD) 2022.

Contact @angelmanuk for more
help/information/support.

#1AD2022 #AngelmanUK #Angelman
#AngelmanSyndrome
#AngelmanSyndromeAwareness
#RareDiseaseMonth #GVTwitterTakeover

AUK is run entirely by
volunteers who have a family
member with AS
we are here to help and
understand what it is like to
support someone with AS

#angelmanuk
#iad2022
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Happy International Angelman Day (IAD) 2022.

Contact @angelmanuk for more help/information/support.

#1AD2022 #AngelmanUK #Angelman #AngelmanSyndrome
#AngelmanSyndromeAwareness #RareDiseaseMonth #GVTwitterTakeover

many adults with AS live
independent of their families
in their own homes with
support or in a residential
environment

#angelmanuk
#iad2022
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Happy International Angelman Day (IAD) 2022.

Contact @angelmanuk for more help/information/support.

#1AD2022 #AngelmanUK #Angelman #AngelmanSyndrome
#AngelmanSyndromeAwareness #RareDiseaseMonth
#GVTwitterTakeover

with age, most people with
Angelman Syndrome become
less hyperactive and the
sleeping problems tend to

Improve

#angelmanuk
#iad2022
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AngelmanUK recognises that
siblings play an important
role but we also know that
they have their own needs

Facebaok group: ongelmonuk siblsg suppar and chei
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Happy International Angelman Day (IAD) 2022.

Contact @angelmanuk for more help/information/support.
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on 15th february, AS
organisations around the
world acknowledge and

celebrate international

angelman day (|AD)
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Happy International Angelman Day (IAD) 2022.
Contact @angelmanuk for more help/information/support.

#1AD2022 #AngelmanUK #Angelman #AngelmanSyndrome
#AngelmanSyndromeAwareness #RareDiseaseMonth
#GVTwitterTakeover

“angelman syndrome - a
ditterent kind ot perfect”

Chriaty Honlon

#angelmanuk
#iad2022
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Happy International Angelman Day (IAD) 2022.

Contact @angelmanuk for more help/information/support.

#1AD2022 #AngelmanUK #Angelman #AngelmanSyndrome
#AngelmanSyndromeAwareness #RareDiseaseMonth #GVTwitterTakeover

AngelmanUK wishes

you a happy
International Angelman Day

#angelmanuk
#iad2022
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Many thanks to @AngelmanUK who joined us for our #AngelmanSyndrome
#GVTwitterTakeover today.

Please join us for the next part of the Takeover by Jenny Pemberton
@JennyPemberton5 a Speech and Language Therapist, who has worked with
individuals with #AngelmanSyndrome.

#I1AD2022

INTERMATIOMAL ANGELMAN DAY

15 FEBRUARY
Giving
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@)ennyPemberton5

I work with people with #AngelmanSyndrome in my SLT and non SLT life. I
have been lucky to meet & work with many individuals with #Angelman
Syndrome & have been constantly surprised and delighted by what they can
achieve if given the right, individual, support.

INTRODUCTION —
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FANGELMANSYNDROME
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In my early SLT work with #AngelmanSyndrome I did make great progress
using Intensive Interaction to build on early non-verbal skills (and still do) and I
enjoyed it. But never got much further when introducing photos, symbols or
objects of reference.
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Either the right objects weren't available or the actual item was nearby so why
use an object of reference or a photo? It was just never very practical and
never progressed to much more than matching items in a planned therapy
session.
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[ attended a presentation at Communication Matters
about language modelling, use of a robust
communication system & heard accounts of how it
has worked.

It made so much sense but initially seemed
unrealistic & sometimes contradictory to my SLT
training.

youtube.com

Aided Language Stimulation Explained

. Teach a student to use a communication device to
generate language by using the communication ...

10:18 AM - Feb 15, 2022 ®

Q 2 O Reply & Copy link


https://twitter.com/GivingVoiceUK?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493528511692394498%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://twitter.com/GivingVoiceUK?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493528511692394498%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://twitter.com/GivingVoiceUK?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493528511692394498%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://twitter.com/intent/follow?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493528511692394498%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL&screen_name=GivingVoiceUK
https://twitter.com/GivingVoiceUK/status/1493528511692394498?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493528511692394498%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://twitter.com/JennyPemberton5?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493528511692394498%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://twitter.com/hashtag/GVTwitterTakeover?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493528511692394498%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL&src=hashtag_click
https://twitter.com/GivingVoiceUK/status/1493528511692394498/photo/1?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493528511692394498%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://twitter.com/GivingVoiceUK/status/1493528511692394498?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493528511692394498%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://help.twitter.com/en/twitter-for-websites-ads-info-and-privacy
https://twitter.com/intent/like?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493528511692394498%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL&tweet_id=1493528511692394498
https://twitter.com/intent/tweet?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493528511692394498%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL&in_reply_to=1493528511692394498
https://twitter.com/GivingVoiceUK?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493530021650071554%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://twitter.com/GivingVoiceUK?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493530021650071554%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://twitter.com/GivingVoiceUK?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493530021650071554%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://twitter.com/intent/follow?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493530021650071554%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL&screen_name=GivingVoiceUK
https://twitter.com/GivingVoiceUK/status/1493530021650071554?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493530021650071554%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://t.co/cUkWoWwsdL
https://t.co/cUkWoWwsdL
https://twitter.com/GivingVoiceUK/status/1493530021650071554?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493530021650071554%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://help.twitter.com/en/twitter-for-websites-ads-info-and-privacy
https://twitter.com/intent/like?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493530021650071554%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL&tweet_id=1493530021650071554
https://twitter.com/intent/tweet?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493530021650071554%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL&in_reply_to=1493530021650071554
https://twitter.com/GivingVoiceUK/status/1493530021650071554?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493530021650071554%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL

Ceivi Giving Voice y

Vole @ GivingVoiceUK - Follow

My early AAC training was mostly about building AAC slowly, a few symbols at
a time. It seems to conflict with ‘'modelling a robust AAC system’ from the

outset.

But it is clear that it is important to support verbal language with visual
materials.
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I have met many individuals with #AngelmanSyndrome who are very skilled
with AAC, because of the shift to modelling a more robust system. The
outcome is different for everybody, but the principle stays the same.

@JennyPemberton5
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Why AAC and Angelman Syndrome?

It has been shown that there is frequently a mismatch between expressive
and receptive language in #AngelmanSyndrome.

@JennyPemberton5
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People with #AngelmanSyndrome are often visual
learners, communicative, social, have great use of
natural non-verbal methods such as action, gesture,
vocalisation, and certainly have things they want to
tell you!

#GVTwitterTakeover #1AD2022

angelmanuk.org

Communication - Angelman Syndrome

Profound communication disorder is one of the four defining features
of Angelman Syndrome with up to 85% of people not using natural ...
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Individuals with #AngelmanSyndrome can be very skilled at obtaining
something in their immediate environment without needing their AAC. What
they gain from AAC can go far beyond a simple choice.

@JennyPemberton5
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Individuals with #AngelmanSyndrome can be very skilled at obtaining
something in their immediate environment without needing their AAC. What
they gain from AAC can go far beyond a simple choice.
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People with #AngelmanSyndrome generally have great non-verbal and
interactive skills, they often love to interact with you, but often on their own

terms!

@JennyPemberton5
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Is it too late?

No - in #AngelmanSyndrome receptive language generally improves with age,
so in some ways, later is ideal!

Attention and behaviour also tend to improve, so even if you tried before,
there is certainly value in trying again.

#GVTwitterTakeover #1AD2022
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The choice has to be individual, however symbols have been shown to be
successful for many.
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Students with #AngelmanSyndrome use a wide variety of communication
strategies and develop preferences for whatever system is the most efficient
to convey the messages they are most motivated to express.
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I have seen a spectrum of communication tools, used successfully by people
with all types of Angelman Syndrome:

- Excellent MAKATON signers
- Skilled symbol AAC users (paper or powered)
- Some for who the real object says it all

- Some who thrive with Intensive Interaction
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Most successful for children with #AngelmanSyndrome is using a multimodal
approach (gestures + ACC) specifically when using a device matched to their
capabilities. Device & system must have the right characteristics for ease of

access & child's abilities.
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Device success was commonly relating to others’ responses to the device.
Demonstrating how much we value the device and demonstrating how to

use it.
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Finding the right device for the individual, giving time and support for
using it, demonstrating the values of that device, and using it alongside
multimodal communication are the most significant factors for success.
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The road between parents of those with #AngelmanSyndrome & SLTs is
sometimes a rocky one. I like to think I fit firmly between the two and
have found ways to reconcile different approaches to work together, to
support the family and maintain my own professional judgement
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There is sometimes a mismatch between early SLT approaches and the
search for a‘robust’ communication system. I have found, with some
creativity, I still use my early SLT approaches, combined with early and
robust language modelling

#GVTwitterTakeover #1AD2022 #AngelmanSyndrome
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When I introduced the idea of modelling a robust language system to my
SLT team, school and care settings, I was met with confusion, surprise,

and a few questions...

@JennyPemberton5
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We all use what works best at the time. People with
#AngelmanSyndrome often have excellent non-verbal social skills, like
actions and gestures. Continue to value and respond to these alongside
your symbol AAC.

@JennyPemberton5

#GVTwitterTakeover #1AD2022
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I haven't stopped using signs, gestures or real objects.
If I have the symbol available in my book, that’s great. If I have enough
hands and time to access it, that's even better, but if a sign or object gets

the message across best at that time - that is what I use.
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Intensive Interaction is still a great way to build interest, a relationship, shared

understanding, trust. There is lots of value in using this as a basis for my
interactions whilst starting to model use of symbol based AAC.
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Does anybody else overlap Intensive Interaction with introducing
symbols?

@JennyPemberton5

#GVTwitterTakeover #1AD2022 #AngelmanSyndrome
#angelmansyndromeawareness
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What about the Symbolic Hierarchy?

I haven’t abandoned this either, sometimes you can just say it best with an
object, but I have certainly stopped working methodically through it.

@JennyPemberton5

#GVTwitterTakeover #1AD2022 #AngelmanSyndrome #Angelman
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This article by Gayle Porter explains some of the limitations of the
symbolic hierarchy when using AAC.

These are limitations. It doesn’t mean that it doesn’t exist. We still need to
be aware of it & give more support if our message isn't being received.
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Lots of the core vocabulary words are more difficult to represent
symbolically, so we need to teach them, we can't just assume they are

understood.
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When we start to introduce symbols, we aren’t expecting a response, we

are simply supporting our own verbal communication and teaching the
language as soon as we are able.
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‘Some individuals with sensori-motor disabilities cannot demonstrate their
cognitive abilities without a means by which to communicate so we cannot
insist on evidence of those abilities before providing AAC services and
supports'.

(Romski and Sevcik 2005)
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Presuming Competence

This doesn't mean I skip assessment, recording & analysis of how the AAC
is progressing.

It means I am planning that it will go well and constantly assessing what
adaptations may need to be made along the way to achieve this.

#GVTwitterTakeover #1AD2022
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If a system is difficult initially, we might hide some of the words. This
reduces visual demands & requirements for accurate access.

By hiding not deleting, you have presumed that your AAC learner will
learn what is available & will be able to use it later.
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There is so much training it's hard to know where to start.

Simple AAC (Smartbox) is a great way to structure learning and revisiting
important points.

#GVTwitterTakeover #AngelmanSyndrome #I1AD2022
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No single setting or person can achieve this alone, families, school, SLT
and care settings need to support the learner together, through multiple
activities, settings, and a supportive environment.

@JennyPemberton5
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School, care and family settings need training, real demonstrations and
ongoing support.

@JennyPemberton5
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#AngelmanSyndrome #1AD2022
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Introducing AAC takes time, energy and persistence. It is difficult and
carers and families have many different demands on their time. As much
or as little as they are able to model communication - it is an achievement.

#GVTwitterTakeover

#AngelmanSyndrome #I1AD2022
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Modelling an AAC system isn't always easy, there are many difficulties:
- Individual is not Interested

- Too many other demands on time

- Doesn't appear to recognise symbols

- Other concerns, such as health or seizures

#GVTwitterTakeover

#AngelmanSyndrome #IAD2022
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Access can be difficult and breakages (of equipment!) can happen, use
robust equipment and be prepared to repair it and re-assess access
methods.

#GVTwitterTakeover

#AngelmanSyndrome #I1AD2022
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Attention challenges, dyspraxia and ataxia are common. So using natural
contexts, and joining an activity that the student is already engaged in, is
usually the most successful way to introduce AAC.

#GVTwitterTakeover

#AngelmanSyndrome #iad2022

Did you know?

Emergent communicators talk on their

own agenda before they are ready

follow someone else's. Don't expect
or lalk

about your chosen topic. You'll have

the biggest impact on their

learning it you followw

their lead! Don't

forget to model

language on their

AAL while you do!
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Difficulties with Fine and Gross motor skills, posture and movement are
common in Angelman Syndrome. Working with an OT to ensure the
student can access the equipment successfully is vital.

#GVTwitterTakeover

#AngelmanSyndrome #1AD2022

CHALLENGES OF »
AAC IN ANGELMAN rﬂnl-:i

SYNDROME

FANGELMAMNSYNDROME

a ms RCSLT SGVTWITTERTAKEOVER

1:54 PM - Feb 15, 2022

™M 4 () Panl. Q) e Ll


https://twitter.com/GivingVoiceUK?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493584379746074630%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://twitter.com/GivingVoiceUK?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493584379746074630%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://twitter.com/GivingVoiceUK?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493584379746074630%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://twitter.com/intent/follow?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493584379746074630%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL&screen_name=GivingVoiceUK
https://twitter.com/GivingVoiceUK/status/1493584379746074630?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493584379746074630%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://twitter.com/hashtag/GVTwitterTakeover?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493584379746074630%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL&src=hashtag_click
https://twitter.com/hashtag/AngelmanSyndrome?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493584379746074630%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL&src=hashtag_click
https://twitter.com/hashtag/IAD2022?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493584379746074630%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL&src=hashtag_click
https://twitter.com/GivingVoiceUK/status/1493584379746074630/photo/1?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493584379746074630%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://twitter.com/GivingVoiceUK/status/1493584379746074630?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493584379746074630%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://help.twitter.com/en/twitter-for-websites-ads-info-and-privacy
https://twitter.com/intent/like?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493584379746074630%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL&tweet_id=1493584379746074630
https://twitter.com/intent/tweet?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493584379746074630%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL&in_reply_to=1493584379746074630

oivi Giving Voice . 4
Vok® @ GivingVoiceUK - Follow

Sensory processing issues are common and can cause varied behaviours,
as well as challenges understanding or accessing AAC. Working with an
OT to address these sensory issues to ensure the learning is able to learn,

is vital.
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Vision challenges are common, such as depth perception, discrimination,
Cortical Visual Impairment (CVI), coordinating looking with listening or
touching mean that access and presentation of AAC may need to be

adjusted.
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Challenging Behaviour may make introduction of AAC difficult, but
without it we are stuck in a cycle.

But remember that these behaviours may also be due to underlying
sensory needs, that also need addressing.

Use protective Cases and replaceable equipment!
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What are your top tips to help overcome these challenges and make a
start in a manageable way?

@JennyPemberton5

#GVTwitterTakeover

#AngelmanSyndrome #1AD2022
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The modelling approach isn't for everybody, either the individual, family,
or environment. It is 1 approach, with lots of flexibility, that can be very
successful in Angelman Syndrome. If it isn’t right for you, something else
will be, it is worth taking the time to find it.
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Many thanks to @JennyPemberton5, a Speech and Language T herapist
who has joined us for our #AngelmanSyndrome #GVTwitterTakeover

today.

Please join us for the next part of the Takeover by Tracey Campbell
@trAACeyc, a parent of Leia, who has Angelman's Syndrome.
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The last section of our International Angelman Day
#GVTwitterTakeover will feature Tracey Campbell @trAACeyc parent

of Leia, who has #AngelmanSyndrome.

If you have any questions, please do ask Tracey, who will be live on the
@GivingVoiceUK Twitter account this evening.
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Meet Leia she was born in 2006 after an almighty thunderstorm. A happy
and contented baby, she had a voracious appetite and laughed out loud at
just 10 weeks old. She didn't progress as quickly as her elder sister but
didn’t miss any major motor milestones.
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Pictured here at a year old, she walked but with hindsight had an
unsteady gait for a long time and didn’t often stand still. It was her lack of
speech that made us ask the GP for a referral to specialist services.

8 months later she had a diagnosis of Angelman Syndrome.
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On return home a google search gave a grim picture of
#AngelmanSyndrome. No walking, no communicating, no hope
of a good quality of life. Yet part of me knew it couldn’t all be true.
Nothing about her had changed, she was still a happy, content
and clever baby
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I really wish the diagnosis process wasn't so grim. Anyone else? Tracey
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We began watching Something Special to learn Makaton. I
proudly showed a friend the sign for carousel and he asked how
useful it was. Whilst we do still use some signs, the focus on nouns
and lack of people who understand signs do make it difficult to
use as a primary language.
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Much like everything she does, Leia likes to do her own version of signs. It
means that very few people can understand her.
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Leia had her first SLT appointment two months after diagnosis.
She began doing work on early concepts and pre-requisites. Over
time she was given access to switches, GoTalks and some
boardmaker symbols. Reports often stated that she wanted to

follow her own agenda.
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She still likes to follow her own agenda. But then who doesn't?
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Meanwhile at home her grandfather taught her how to do an
exaggerated whole-body nod to say no. It was also clear that she
had a good understanding of language, when she wanted to!

@trAACeyc

#AngelmanSyndrome #1AD2022 #GVTwitterTakeover

Watch on Twitter

Giving Voice
Giving
e @GivingVoiceUK - Follow

Good demonstration that sometimes she could follow someone else's
agendal Tracey
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When she was 4 the nursery SLT gave her a communication folder,

it began with only nouns and then progressed to additional

words, such as pronouns and verbs. At around the same time she

was put forward to SCTCI for a formal assessment.

@trAACeyc

#AngelmanSyndrome #1AD2022

Giving Voice
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I wonder if we were lucky to get this at a young age. What is your
experience? Tracey
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When Leia began school the communication device recommended by
SCTCI arrived. It was a TobiiS32. A combo visual display and speech
generating device. Each page had a unique barcode and personalisation
required new pages to be generated on their software. It was hard work

#|1AD2022
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We did take the challenge and many pages were produced. It was hard to
keep track of them and find them when you needed them. School found it
bulky and awkward and for some reason Leia just wasn't using it more
than occasionally. Can anyone see a pattern yet?

#AngelmanSyndrome
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At home we had discovered a game for the DS2 called Tap to Talk. It
was our first experience of something with so many words that could
generate speech. We expected Leia to be able to use this programme,
but she didn't take to it readily. At the time we didn't understand why.

Giving Voice
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Anyone else feel like they have not only a pile of unpaired socks and
Tupperware lids but communication aids in a black hole?
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A new SLT brought a new AAC system. This time a PODD book. It
was a 20 per page and Leia carried it around with her in a Mr
Tumble spotty bag. She would use it consistently to say “I want to
do what the others are doing” in speech therapy sessions and not
at any other time.
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Really consistent communication demonstrated! Do people still get
consistent SLT input?
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If you have ever looked at a PODD book without any explanation
on how it works it can be confusing. We were in this situation and
therefore didn't even bring it out for Leia to use it. Here is a short
video explaining how to use a 20 per page PODD.

youtube.com

El] Introduction To 20 Page PODD
A quick introduction to single page opening
PODD books

Giving Voice
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I would recommend PODD training to anyone
considering using it as a language system.
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Leia says, ‘Before I had a talker, I felt frightened.I had Gran but
she didn't understand.

@trAACeyc

#AngelmanSyndrome #1AD2022 #GVTwitterTakeover

‘BEFORE | HAD A TALKER, | FELT Giving
FRIGHTENED. | HAD GRAN BUT Voice
SHE DIDN'T UNDERSTAND.’

LEIA

HGVTWITTERTAKEOVER

#ANGELMANSYNDROME
a um RCSLT #GVTWITTERTAKEOVER
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I was surprised and saddened when Leia referred to
herself as frightened. Of course she would
demonstrate frustration (isn't she supposed to). But
frightened. Who else is being left frightened because
the people around them don't know how to support
communication appropriately?
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Who else has been in this situation? Searching for the magic

system that their child, pupil or client will suddenly be able to use.

Frustrated because you know they have more words in their head

than they can communicate.

@trAACeyc

#AngelmanSyndrome #1AD2022 #GVTwitterTakeover

Giving Voice
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In the two weeks since I have given up NHS I have been contacted by
many people still fighting against the system. Pockets of good practice
seem few and far between sadly.
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It all changed for us in August 2014. We went to an @AngelmanUK
conference and heard @sheldonerin and Mary-Louise Bertram talk about
modelling and language immersion. It gave us real hope for a different future.
And so began a life-long journey in communication

#AngelmanSyndrome
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MANSYNDROME
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Gayle Porter says that people can take anywhere between 15 minutes and 4
years to learn to communicate. Leia was both. 15 minutes after modelling and
4 years after exposure to symbols without anyone showing her what to do
with them

@trAACeyc

#AngelmanSyndrome #GVTwitterTakeover
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Leia started an online literacy class with Callie Ward. She uses a mix

of PODD, core words, structured sentences and spelling to

produce some fantastic writing. Since this piece was written she

has been using her alternative pencils for spelling more.

it.ly/3GPhZz4]

I am by Leia Campbell

| am happy like a gnome and dizzy as a ternado
| wonder why are you happy?
| hear Cara sleeping gold
| see Grandpa waking helpless Gran angrily
I want to go swimming

| am happy like a gnome and dizzy as a tornado

T understand sorry

I say my greetings
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I wonder how many people thought Leia, or anyone with Angelman
Syndrome, had this in her?
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The @RettUK 2020 Communication Conference, a family
challenge & a change from Compass to Snap as the app for PODD
had given us increased motivation to model. Was lockdown a
factor? We were together more as a family, but more stress didn’t
necessarily mean we were modelling more.
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Did anyone think lockdown had a positive of negative effect on their
child's education or communication? Tracey
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Part of the course was around regulation & behaviour &I
developed a deeper understanding of Leia’s underlying needs and
added supports into her talker. We also saw an OT @MotorvateT
about Leia's sensory profile at a similar time.

youtube.com

% Our Feelings Change
An original easy reader discussing how our

bodies feel when we are experiencing ...
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I still really enjoy this book. I love the pictures by Jo
Scott Art
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I became better at recognising and valuing multi-modal

communication and those early tools that so many people get stuck

on, e.g. visual timetables and buttons with sound effects. We created a

positive communication environment. Including our gallery of PODD's.
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Was it just me who rejected all these early forms of AAC?
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I gained a PGCE in Complex Communication Needs from
@EdithCowanUni. This gave me understanding of advanced
modelling techniques and forced me into doing some video
modelling. What a wake-up call that is! If you have never tried it, I
suggest you do.

youtube.com
Eh Modelling Leia's PODD playing play doh
48 + side PODD
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Video, video, video all the way!
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At the beginning of 2021 Leia took great leaps towards being an
independent communicator. It seemed like it happened overnight.
But what had been going on behind the scenes? In truth we will
never know but many things had changed in the preceding
months.

#AngelmanSyndrome
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Breaking those boundaries once more.
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As well as feeling excited about a brighter future for Leia, I was
upset that we hadn’t been given this information earlier. I started
telling others locally including @GaelGgo2. One friend watched
this video & said it taught her more than 9 years of SLT.

youtube.com

Aided Language Stimulation Explained

| Teach a student to use a communication
device to generate language by using the ...
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Josie has been areal teacher! I have lost count of the
number of times I have seen this video. It's so good.
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Leia changed to a 36 plus side PODD and was given an iPad with
PODD page sets on the Compass app. We bought an extra iPad for
modelling and straps so we could carry them everywhere.I went on a
PODD course and improved my understanding on modelling effectively.
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Getting appropriate training and information is so important.
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Leia made steady progress, becoming a context dependent
communicator. Her literacy improved when her school team
started guided reading. I continued to learn & attend courses
including a 5-day Intensive Literacy course with @janefarrall &
@SallyClendon

youtube.com

Eh Shared Reading Pirates Of The Caribbean ...
Shared reading of abridged version of
Pirates of the Caribbean written on Pictell...
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Do you write your own books to help your AAC user?
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Leia says, ‘I remember telling my Gran that I loved her!

@trAACeyc

#AngelmanSyndrome #1AD2022 #GVTwitterTakeover

‘I REMEMBER TELLING MY Voice
GRAN THAT | LOVED HER.’

HGVTWITTERTAKEOVER

LEIA

#ANGELMANSYNDROME
a ug RCSLT #GVTWITTERTAKEOVER
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Is an AAC system even worth it if you can't tell the
people you care about that you love them?
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I struggled to find good information about progressing communication

after making the first steps. SLT couldn't help, they wondered if Leia

had found her level. Was this as good as we could expect for a child

with Angelman syndrome? Can anyone relate to this stage?

#1AD2022
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Just another way disabled people are discriminated against?
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Any success stories or visions of successful lives of AAC users that you
want to share? Any from people with Angelman syndrome?

@trAACeyc

#AngelmanSyndrome #1AD2022 #GVTwitterTakeover

ANY SUCCESS STORIES DR

VISIONS OF SUCCESEFUL LIVES
OF AAC USERS THAT YOU 'WANT ’m
TO SHARET

ANY FROM PEOPLE WITH
ANGELMAN SYNODROMET

TRACEY CAMPRELL
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Leia and several family members got @alexa99 devices for Christmas.

The echo show responds to her talker and the clear connection allows

people to hear her communication more clearly. She can independently

call. This gives her further motivation to communicate.

#AngelmanSyndrome

Watch on Twitter

Giving Voice
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Mainstream technology advances are key to making the world more
accessible for our AAC users.

6:40 PM - Feb 15, 2022 ®


https://twitter.com/GivingVoiceUK?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493656355638493185%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es2_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://twitter.com/GivingVoiceUK?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493656355638493185%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es2_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://twitter.com/GivingVoiceUK/status/1493650565875732480?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493656355638493185%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es2_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://twitter.com/GivingVoiceUK?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493656355638493185%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es2_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://twitter.com/intent/follow?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493656355638493185%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es2_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL&screen_name=GivingVoiceUK
https://twitter.com/GivingVoiceUK/status/1493650565875732480?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493656355638493185%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es2_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://twitter.com/alexa99?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493656355638493185%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es2_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://twitter.com/hashtag/AngelmanSyndrome?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493656355638493185%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es2_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL&src=hashtag_click
https://twitter.com/GivingVoiceUK/status/1493650565875732480?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493656355638493185%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es2_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://twitter.com/GivingVoiceUK?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493656355638493185%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://twitter.com/GivingVoiceUK?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493656355638493185%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://twitter.com/GivingVoiceUK?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493656355638493185%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://twitter.com/intent/follow?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493656355638493185%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL&screen_name=GivingVoiceUK
https://twitter.com/GivingVoiceUK/status/1493656355638493185?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493656355638493185%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://help.twitter.com/en/twitter-for-websites-ads-info-and-privacy

fﬂ't..."g gémg V0|f:e . Fe.b 15 L 4
ivingVoiceUK - Follow
The next steps for Leia include senior school and beyond. We are
hoping to set her up a microboard as a formalised circle of support. We
are determined for her to have a successful, fulfilled and happy life. We
will keep working on communication to support this vision.

#1AD2022
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We think she will be the first person to have a microboard in the UK. Does
anyone else know of anyone?

6:41 PM - Feb 15, 2022 ®
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I thought I should finish the story with my own
parallel journey. Whilst Leia is always the star of
the show, I have also grown with her as my
teacher. I have just quit a secure job of 23 years
working as a Biomedical Scientist in
microbiology @NHSGGC. Why? Ask you and my
family.
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Leia says, “T use my talker to tell people when I am frightened. I
like using my fun greetings and goodbyes. My weekly planner
helps me know what is happening.”

@trAACeyc

#AngelmanSyndrome #1AD2022 #GVTwitterTakeover

“Il USE MY TALKER TO TELL
PEOPLE WHEN | AM FRIGHTENED. . .
| LIKE USING MY FUN GREETINGS G";"!'
AND GOODBYES. MY WEEKLY oice
PLANNER HELPS ME KNOW WHAT _
H#GVTWITTERTAKEQOVER
IS HAPPENING."
LEIA
# ANGELMANSYNDROME
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Leia has sound bites from popular TV shows and
movies to say hi and goodbye. Everyone loves them. I
think it makes her feel included. Moving the weekly
planner into her communication system has been
pivotal in her regulation.
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At diagnosis we had little experience of disability. We loved her
dearly, but our understanding was that she would have a different
and lesser life. We were determined to try our best. However, we
had our expectations dampened, by everything and everyone.

bit.ly/3JovKZC

It is fair to say it wos a life-changing diognosis. At the time, we were swept along
by the sea of appointments, we actively encouraged them and sought them out.
| remember thinking on several occasions that whilst no-one ruclly knows what
you are in for as a parent, and the books you can buy only tell you so much, at
least we had experience of typical family life. This new, seemingly alien, world of
disability came with no experience and few manuals. The paediatricion asked us
to remember that we were leaving with the same daughter we walked in with. It
was good advice but our own limited experience of disability and everything we
encountered from that point on suggested that our daughter was different. |
didn’t question that until much later and | certainly didn’t realise at the time that
it was societal expectations and assumptions, not genetics, that would be the
real cause of Leia’s disability.

As such, Leia left playgroup and other groups amongst lots of mummy tears and
took up a place at an Additional Support Needs (ASN) nursery. She cried
continually for the first year, but that was where she was meant to be. Any
fanciful dreoams of her joining her local nursery had been swept away. Until
writing this blog, | hadn't thought about the harm that nursery caused or that her
whole life changed so quickly as she began her life in disability land, hidden from
society. We did try to work hard at helping her be more settled and we didn’t
know the extent of the upset at the time. We were doing the best with the
knowledge that we had at the time. She began to cope much better at nursery
when she got a bus to pick her up and drop her off.

6:52 PM - Feb 15, 2022

fewims  Read the full conversation on Twitter

QO 2

Q Reply & Copy link

Read 1 reply

L


https://twitter.com/GivingVoiceUK?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493659373893259271%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://twitter.com/GivingVoiceUK?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493659373893259271%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://twitter.com/GivingVoiceUK?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493659373893259271%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://twitter.com/intent/follow?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493659373893259271%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL&screen_name=GivingVoiceUK
https://twitter.com/GivingVoiceUK/status/1493659373893259271?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493659373893259271%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://t.co/ltdl6Cyvom
https://twitter.com/GivingVoiceUK/status/1493659373893259271/photo/1?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493659373893259271%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://twitter.com/GivingVoiceUK/status/1493659373893259271?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493659373893259271%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://help.twitter.com/en/twitter-for-websites-ads-info-and-privacy
https://twitter.com/GivingVoiceUK?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493659373893259271%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://twitter.com/GivingVoiceUK/status/1493659373893259271?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493659373893259271%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL
https://twitter.com/intent/like?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493659373893259271%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL&tweet_id=1493659373893259271
https://twitter.com/intent/tweet?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493659373893259271%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL&in_reply_to=1493659373893259271
https://twitter.com/GivingVoiceUK/status/1493659373893259271?ref_src=twsrc%5Etfw%7Ctwcamp%5Etweetembed%7Ctwterm%5E1493659373893259271%7Ctwgr%5E48bef8c6c8af03474be5067a47ba678ac884dec9%7Ctwcon%5Es1_&ref_url=https%3A%2F%2Fwakelet.com%2Fwake%2FAToMNsCRJrlTmYeEtGWoL

oivi Giving Voice Yy
Vok® @ GivingVoiceUK - Follow

With special needs all the skills typical peers
develop are separated into unmanageable
chunks, making it impossible to learn.
Schooling, environments, & communication are
all different. With a more understanding society
things could improve for everyone.

bit.ly/34XtUA6

@ Tracoy Campbell ACT # + Jun 23,2021 - 3 min read

A plea for a voice

Updated: Jan 1

| wrote this several years ago in response to the continued struggle for people to
get cccess to appropriate communication. | wish things had changed.

To all the adults who make decisions for me,

Iwould like to take this opportunity to ask for a really small thing. Well, let me
clarify that for you. It's a really small thing, but for me it's massive.

I would really like occess to a voice — a full voice that lets me say what | want to
say, when | want to say it.

Ok | hear you, you don't think | can manage and it’s too much for me - | might get
overwhelmed, but hear me out.

I have been thinking about my baby cousin and how he got access to his voice.
Here was me waiting for him to have to prove that he could use it. That's what
the rest of us have to do, right?
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Early on I believed the experts, I bought into the notion that disabled
people need different techniques. I went along with them all. As I
gradually learned better ways to do things I began telling more people.
I ran clubs, volunteered with charities, and shared information.

5 Isobel Mair School @IsobelMair
Communication club Charlie and the Chocolate € Factory yummy
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I went on courses, obtained a PGCE in Special Education, started
working for @RettUK and graduated in Partners in Policymaking
from @InControlScot. I stood on many a soapbox. Yet, I wasn't
convinced I was making enough of a difference. The story repeats,
ad infinitum.
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Achieving Communication Together

People with
disabilities can
learn to use robust
communication
systems and
literacy! Teach
them now!
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I posted this on my own page and it was Retweeted
with a bit of controversy.Ido not believe that
everyone will become a fluent communicator or fully
literate. But I don't believe anyone has the ability to
determine who can without teaching everyone!
Everyone deserves a chancel!
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The work I do with @RettUK and locally is very rewarding. Plus, if
I can change the lives for everyone with disabilities, I can change it
for my daughter. Who doesn't want that? Tracey Campbell ACT
was born and it has 1 goal with 3 branches. Any ideas?
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Achieving Communication Together

"If you want to change the world you

have to empower people. That is the

only way you make any permanent,
effective change on the world."

- David Stirling
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I reached a stage where I knew I couldn't be satisfied
if Ididn't give it a shot. Will I be successful in creating
the change that is so needed? Who knows but I need
to try.
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Achieving Communication Together by training AAC partners,
improving literacy skills and gaining understanding of behaviour and
regulation. Through 1:1, group sessions and workshops for parents and
organisations. My lived experience gives me insight and passion. Wish

me luck!
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[ aim to be the type of person I wish I had had to lean on, now
and previously. What information and support would be helpful in
your journey?
@trAACeyc
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I wish someone had told me about underlying needs and regulation early
on.
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Almost two years into the pandemic and our resilience is almost
gone. We have nothing left to fight against the system. T his leaves
us with unease, if we cannot fight our children will almost certainly
lead a life less than their abilities and what they deserve as human

beings.
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"We don't know how you do it,"
says the world.
"You leave us no choice but to fight
until we have nothing left to give,"
say those who suffer prejudice.
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For some of course the pandemic has made little
difference as they are completely isolated always.
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When we began our journey, I didn't know that society, not
#AngelmanSyndrome, would be our biggest challenge. As I
begin a new chapter, I look forward to a society that supports
disability with professionals who are always seeking for
improvement and see potential in everyone.
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Achieving Communication Together

Perception drives expectation.
Expectation drives opportunity.
Opportunity drives achievement.
Achievement drives perception.

www.PrAACticalAAC.org

Giving Voice
Giving
S @GivingVoiceUK - Follow

I have always believed in Leia. I know that this has
helped her get where she is now. I know that it is
further than the expectations of many professionals
that she has come across. I know they wouldn't have
helped her get here. And I know that this is wrong.
#presumecompetence
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If you want to hear more about the impact of #COVID19 on disabled
people listen to this podcast.
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podcast.iriss.org.uk

o Iriss.fm, Scotland's social services podcast: Disabili...
For disabled people, what has been the learning
iriss from the Covid-19 pandemic? And what now nee...
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Leia says, “I want to work with animals, but not slugs or spiders. 1
want to live in the city and have a caravan in the country and a
motorhome. I want a pet horse.”

@trAACeyc

#GVTwitterTakeover #AngelmanSyndrome #1AD2022

“I WANT AN ORDINARY LIFE" . =
Givin
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Many thanks to Tracey Campbell @trAACeyc who joined us for our
#AngelmanSyndrome #GVTwitterTakeover today, where we learned of her
and her daughter Leia's journey living with #AngelmanSyndrome.
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