
T Campbell – Case Study 

L was diagnosed with Angelman Syndrome in December 2008, when she was 
2 years 7 months. The following day we started recording every episode of 
Something Special. I look back with a wry smile to being asked at a New 
Year’s party what signs we had learned and one of the very few was carousel, 
I still remember the sign too, even though there has been few instances when 
I would ever have the need to use it. Although, if L chooses to follow a career 
in the Fairground Industry, it may yet be of use.  

We do still use some Makaton signs and always will but, it is problematic. It is 
very difficult to remember all the signs, it is dependent on manual dexterity on 
the users’ behalf and it is not universally understood. 

I was fortunate to get access to a community SLT within a few months a 
diagnosis, L began working on her pre-requisite skills. The SLT was 
transferred to the local family centre when L then started attending. Here, L 
was given the use of many early communication devices such as switches, 
Go Talks and her first communication book, she showed promising signs of 
positive use. We had also independently starting using a Nintendo DS 
based communication device, but to be honest I can't even remember what it 
was called, it was so limiting.  

When L was 4 she was referred to SCTCI and as a result was given a 
Tobii S32, again it showed promise and I was very happy at that time with the 
choice, I was prepared to take on the heavy workload that came with it. 
However a lack of training of school staff, the never ending printing costs, the 
inability to locate the relevant page at the correct time and it continually 
breaking meant it also fell into disuse. We also got some PECS symbols, 
although not from SLT, L enjoyed eating them far too much and it was almost 
impossible to find the correct symbol at the correct time. 

Enter L's first PODD, it was a 12 per page PODD and L got it when she was 
7. Neither I nor anyone at the school got any training along with the PODD. 
Although she carried it with her beautifully around the school, I confess we 
were not the same at home. It sat in her Mr Tumble bag in a cupboard. Still for 
perhaps the first time ever I knew where all the pieces of her communication 
system were. I don't know if you have ever seen a single page PODD book 
but they are not instinctive to use upon first sight, unless you have training of 
course, then they are very easy. I only wish I had thought to use the power of 
the Internet back then.  

One year later (2014), L got a new SLT a new 36 + side PODD book on trial 
and I got a lesson on how to use it. Later that same month I attended the 
ASSERT (UK Angelman Syndrome charity) conference here I listened to two 
very inspirational speakers E S and ML B talking. For the first time ever I 
understood that I should be using L's communication device to teach her how 
to use it, and that until we did so for an undefined, prolonged period of time 
we could and should not expect her to use her device. This was a life 
changing moment for us all.  



I came away determined and hopeful. I had a meeting with both school and 
SLT about how we should use it more. Everyone seemed to agree, it's just 
that I was not very sure how and, school knew even less than I. I joined some 
Facegroup books relating to PODD, the support I have received there has 
been fantastic. We started using the PODD more often. 

L had a successful trial of the PODD compass app on iPad over Christmas 
2014. The following April I attended a PODD training course, I got to 
understand all the little parts that I had been missing about the system, and 
about modelling. At the end of the month L was given PODD on an ipad and 
bought our own ipad to model on. Since then we have been trying really hard 
at home. It is not easy to fit in, and especially difficult to get everyone else on 
board. School were still finding it hard, although the introduction of the four 
blocks reading system did help. I do appreciate that it is harder for teachers to 
find the time, or the motivation to learn it. This is said without any disrespect, I 
appreciate I will be speaking this language my whole life; they may only have 
1 school year. 

This year in September we were very privileged to have Australian AAC and 
Education expert MLB stay with us for a week thanks to ASSERT. During this 
time she went into L's school for a day and spent the morning in her class. 
Thanks to the teacher taking on board all the points and tips MLB made L 
started using her talker independently in school for the first time, 6 weeks 
later! L demonstrated very well that non-verbal children have every capacity to 
listen in to conversation that perhaps they shouldn't. In this instance she was 
forgiven. 

We still have a long way to go, and L may never be a fully autonomous 
communicator but I fully believe that by having access to a full language 
system, having access to her system and by having it modelled to her 
consistently throughout the day, focussing on the core words of 
communication rather than nouns, we are giving her her best chance. This is 
my goal: that we give her that chance and that she uses it in whatever way 
her capacity allows. My favourite communication from her so far has been "I 
like lego I like lego I like lego man to space", when she was building a rocket 
with her lego. It was the first time I had ever heard something completely 
autonomous from her head. I have calculated that it took her 28 button 
presses to say that, again demonstrating that it is not easy, but surely worth 
the effort to say something so creative from inside your head. L does not 
always use her talker so well, but in terms of learning a language from scratch 
she is still in the very early stages. Each and every word she ever says make 
all the effort worthwhile.  

 


