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Correction: The correct title of the Spring 
2013 Health article was “What hath night to 
do with sleep” from John Milton’s Paradise 
Lost.



Full potentialWELCOME

Feedback & attendence keeps us alive
Welcome to our Autumn 2013 magazine. Full Potential is 
now in it’s 4th year. But it wouldn’t have existed without your 
feedback in 2010. Thanks to responses to our magazine survey 
we were able to give you the magazine that you wanted - with 
the information you requested. 

We want to ensure that this magazine continues to be relevant 
for you. Should you have any questions or feedback, we want 
to hear it! Please e-mail me at editor@dsscotland.org.uk or 
tweet us @DSScotland using #FullPotential in your tweet. Your 
tweet or e-mail may appear in the next issue of Full Potential’s 
letter section!

Feedback from our readers, members, fundraisers and 
supporters is extremely important to us. It helps our 
services evolve into a more tailored service for families and 
professionals and when we apply for funding for much-needed 
services, it shows funders that there’s a large demand for our 
services and it shows how our services impact people with 
Down’s syndrome, families and professionals.

In the Education section (page 11) of this issue, you can find 
out about our newest services - the Communications Skills 
Workshops and Glasgow ABC Groups that we’re providing 
as a year’s pilot project. It is our hope that we can apply 
for further funding to provide more Communications Skills 
Workshops in more places in Scotland. However, a successful 
funding application is often dependent on showing a demand 
- showing that there is a high attendence at our workshops - 
and how it has impacted those who have attended - feedback 
from attendees on how it has benefited them and their 
child. Without feedback from families and attendence at the 
workshops and other events we hold, it is hard to justify to 
funders why they should continue to fund activities.  

Thanks to feedback from speech and language professionals 
and families on Facebook, we were made aware that families 
in the Highlands who were keen to attend our Oban or 
Inverness Communications Skills Workshops were happy to 
travel several hours via boat, plane and/or car for our three 
hour parental workshops but were unable to justify the travel 
time to attend our one hour. Because of this helpful feedback 
we were able to contact parents to let them know that we 
understood this issue and were happy to work around this

“A successful funding application is 
often times dependent on showing 
a demand [for our services] and 
how it has impacted those who have 
attended.”
so that they could attend the workshops. Our Speech and 
Language Therapist is now holding the workshops in Orkney 
because of feedback from families.

This is just one example that highlights the power of feedback 
in providing tailored services to the people who need them. 
Our new Health, Heart and Happiness Course (page 15 for 
more information) for adults with Down’s syndrome also 
relies on feedback and attendence to provide these courses 
around Scotland. Our annual conference (page 22) also relies 
on feedback from conference delegates. Our conference 
evaluation forms help shape our next conference to ensure 
we’re providing the topics and workshops that you need.

We’re making it even easier for you to send your feedback. 
If you’re on Twitter, you can use the specific hashtags i.e. 
#FullPotential included in your tweet to us @DSScotland 
provided at the bottom of the relevant pages in this magazine 
to send us your comments. 

Of course, we continue to be reachable via Facebook (Down’s 
Syndrome Scotland), by e-mail (info@dsscotland.org.uk) and 
by post at: Down’s Syndrome Scotland, 158/160 Balgreen 
Road, Edinburgh, EH11 3AU. Thank you for your feedback and 
I look forward to responding to your comments, letters and 
e-mails.

Until 2014,

Heather Irish
Editor of Full Potential
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USA
Researchers stop activity of extra 

chromosome
(Newsdate 25 July 2013) - After a series of experiments, US 
researchers at the University of Massachusetts extracted cells 
from people with Down’s syndrome and stopped activity of the 
extra chromosome.

This process, called genome editing, occurs when DNA is 
manipulated by inserting a gene called X-inactivation gene into 
the extra chromosome. This gene then produces a build up 
around the extra chromosome and shuts it down.

The researchers detailed how cells then improved and grew 
effciently into early-stage brain cells. The team is currently 
working on a project to prevent mice from acquiring Down’s 
syndrome by halting the extra chromosome 21 in early-stage 
embryos.

To read the full article from the Contemporary OB/GYN 
website visit http://bit.ly/13AfOZO.

SPAIN
First femal councillor with Down’s 

syndrome
(Newsdate 12 August 
2013) - Angela Bachiller, 
30, became the first 
female councillor with 
Down’s syndrome 
when she took office in 
Valladolid City Council in 
Spain.

Bachiller previously 
worked as an 

administrative assistant at Social Welfare and Family for three 
years. 

Her mother Isabel Guerra said that Bachiller “goes out with her 
friends, to play sports, to the movies, to have dinner, etc.” 

Bachiller started school at 1 year old. “We insisted much 
on education because we knew that without discipline and 
knowledge you are not going anywhere,” said Isabel. She  
enjoys Latin dance, English and music theory classes and also 
plays the piano.

Bachillor is a member of the Popular Party currently ruling 
Spain and said, “If there are people who need resources, we 
must get them.”

To read the full VOXXI article by Paloma Corredor visit http://
bit.ly/1cNa47w.

WORLDUNITED KINGDOM
SCOTLAND
More Creative Breaks funding available 

from 1st November for respite 
(Newsdate 23 August 2013) - DS 
Scotland is delighted to announce 
that we have received a second 
year of funding from Creative 
Breaks, in conjunction with 
Shared Care Scotland on behalf 

of the Short Breaks Fund. Creative Breaks offers grants to carers 
living with, and caring for, individuals aged 18 to 65 with Down’s 
syndrome.  

The grant, which can be up to £300, can be used to fund a 
range of activities for the carer (or both the individual being 
cared for and the carer). Examples of activities are: a short 
break for the family, day trips away or concert tickets, cinema 
passes and gym memberships. 

Last year we granted over £18,000 to 61 family carers. Past 
funding recipients have used the fund to purchase dance 
classes for their family member with Down’s syndrome, a 
bicycle to enjoy some fresh air and family trips.

One mum and daughter saw Shrek the musical in London. She 
said:“Someone else made all the arrangements on our behalf, 
someone else was responsible for transport and someone 
else prepared and served our meals - bliss! The story had us 
laughing out loud and at the sad part tears were streaming 
down my daughter’s face. She was so engrossed!”

Another carer said that their Creative Breaks “stress zero. 
Feeling very relaxed.”

The aim of the Creative Breaks project is to improve the well-
being of carers and the people they care for by supporting the 
financial aspects behind a relaxing break, or an activity out 
with the conventional care role.

Sarah Van Putten said: “We are delighted to offer Creative 
Breaks for a second year. Last year, the grants provided 61 
Creative Breaks to families and carers. We hope that this 
new year of funding provides even more support for families 
and carers. We received positive feedback from families 
who received funding last year and we’re keen to continue 
providing this level of support into the second year of 
funding.”

Your grant could go towards a weekend away, a weekend with 
family or something completely different. 

Application forms will be available from 1st November on our 
website: www.dsscotland.org.uk/fund. Previous applicants 
can reapply.

For more information, phone Louise Watt at Down’s Syndrome 
Scotland on 0131 313 4225.
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Family Support Service in Orkney
By: Moira Leck, Family Support Service Officer for north of Scotland, DS Scotland

Photos (l-r): School girls in Orkney showing their poster; Including a Child with 
Down’s Syndrome presentation and workshop for teachers.

Our S&L Therapist, Helen Hayes, will be visiting families 
in Orkney during 2013/14 school term time for speech 
and language development. Details TBC. E-mail Helen at 
helen@dsscotland.org.uk for more information.
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The 14th of February is known to most of us as Valentine’s 
Day but for me, as Family Support Officer, it was embellished 
on my brain and calendar as the day I headed to Orkney. 
Everyone thought my plans were ambitious (secretly I thought 
so too).  “How  are you going to fit everything and everyone 
into your tight schedule,” asked Sarah Van Putten, the Family 
Support Service Manager. But fit them in I did!

DAY ONE 
I travelled to Dyce Airport, Aberdeen with anticipation, then 
fear when I saw the aircraft arrive. I wanted to phone the 
office and ask if Jo or Sarah could go in my place! The plane 
was tiny and only seated around 20 people. However, once I 
had boarded I was totally at ease until one lady said, “Are you 
Moira from Down’s Syndrome Scotland?”. On replying, “Yes” 
she said, “Oh! We are all looking forward to meeting up on 
Saturday.” 

On arrival at Kirkwall Airport a gentleman enquired as to 
whether I was Moira from Down’s  Syndrome Scotland. I began 
thinking someone must have made an announcement on the 
radio. Little did I know that they had! The parent’s meeting 
had been advertised on Radio Orkney! No wonder so many 
people knew of my arrival.

DAY TWO
I started the day presenting a three hour workshop called 
“Including a Child with Down’s Syndrome” to teachers and 
professionals from other agencies. I was amazed to see so 
many people and felt quite privileged to be speaking to this 
group of professionals. It was a great morning and everyone 
fully participated.  Little did I know that many staff had 
travelled in from the Islands to participate! 

After lunch we had another group looking at materials on 
how to “Teach Reading to Teach Talking”.  There was some 
lively discussion here as most of us don’t really remember 
how we learned to read and there was debate about whether 
we should teach phonics versus teaching ‘the whole word’ - 
teaching the whole word is often easier for a child with Down’s

syndrome. The merits of decoding words were discussed as 
was the need to teach children words that are within their 
grasp or experience. I emphasised the need to “move on” if a 
child does not master one particular word. The theme was “Let 
us find out what the child CAN do rather than what the child 
CAN’T do.”  

Parents had taken ferry trips from the Islands and in fact 
stayed overnight in Kirkwall so that they could attend the 
parents workshop the next day. Again it was such a pleasure to 
meet these parents and discuss the issues at school as well as 
educational entitlements and health. Some of these parents 
have been in touch since.

DAY THREE
Nicky came to the rescue again dropping me off at the Masonic 
Hall for the parents workshop. I was met by a very large group 
of parents, grannies, grandads, carers and many children and 
young people with Down’s syndrome. I had given them an 
excuse to get together. My presentation gave them a flavour 
of what the professionals had participated in the day before.  
The hospitality and welcome I received was wonderful and of 
course I recognised many of them as we had met the previous 
evenings. We moved on to discuss “to be a branch or not a 
branch” and I bowed out around 1.00pm to catch my plane 
back to Aberdeen.  

Thanks go to many people for making this visit happen. In 
particular, to Karen Shaw for initiating the discussion regarding 
the visit away back last year, to Claire MacInnes for facilitating 
the Saturday events and to Stirling Chalmers and family for 
organising the accommodation and support on the Saturday.  
However none of it would have been possible without the 
immense support of Nicky Palmer. Finally, thanks to Down’s  
Syndrome Scotland for allowing me to go. I hope to return in 
the future!
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“We had only been here a few weeks 
when we started to notice that 
Mikyla’s rate of learning seemed to 
have improved substantially.”

Our little girl Mikyla is five, and as a family we have all 
recently relocated from Lanarkshire to Mallorca in sunny Spain. 

Although we have been extremely lucky in that Mikyla has not 
had any major medical problems, she has had the usual delays 
in speech and learning. She has also had delays in her mobility 
because she was also born with a talipes (club foot). However, 
she is very independent (sometimes too independent!), 
confident, inquisitive, bright and determined. We’ve 
encouraged her growth, by using Makaton, books, consistent 
learning through play and a wide range of positive experiences 
since she was six months old. 

Her growth was in “fits and starts”, she seemed to quietly 
absorb new experiences for a good while and then suddenly 
display the learning, as if out of nowhere. Then she would go 
back to a period of absorption again, as a result of which, her 
rate of learning was inconsistent.

In the UK we received a good level of support from our local 
authority, but had to fight every step of the way, both to 
initially receive the support and then to keep it. We also, sadly, 
encountered a few educational professionals who seemed 
to resent Mikyla being integrated into their educational 
establishment, since this complicated things for them!

We have lived in Mallorca for six months now, so how does it 
compare to the UK? 

We had only been here a few weeks when we started to 
notice that Mikyla’s rate of learning seemed to have improved 
substantially. She no longer has large gaps between the 
incorporation of new concepts or words. Now her practical 
incorporation is almost instant. We believe that a major reason 
for this is the more open, outdoor life that we all now enjoy. 

Mikyla in MallOrca 
By: Wendy Hill, parent & dS ScOtland SuppOrter

Mallorca does get cold and wet in the winter, but nothing 
compared to Scotland, and so we can get outside much more 
frequently. As an example of this, we were all walking on the 
beach on Christmas Day without needing coats. Mikyla loves 
the outdoors and goes “stir-crazy” if kept inside, and so I think 
that the ability to be outdoors far more frequently has inspired 
her.

Also the culture here is extremely family and children 
orientated, so much so that a common saying is that “children 
are gods”. It also promotes a far more hands-on approach than 
would be accepted in the UK. For example, it is not uncommon 
for a total stranger to produce their handkerchief and wipe 
your child’s runny nose. This very friendly, hands-on attitude 
has certainly been our experience since we cannot walk down 
the street without someone walking along the street, or from 
a shop or restaurant waving at Mikyla and calling out “Hola 
guapa” (“Hello beautiful”) to her. Many also stop to hug and 
kiss her also, as a result of which she is even more of a diva 
than she was before! This too has boosted her confidence, and 
so her development, no end. 

But the third factor to Mikyla’s improvement here is, perhaps, 
the most influential. With help from a friend we were able to 
get Mikyla registered at school at the end of November. She 
has been there about five months so far and has benefited 
every day.
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Page 5 photos (l-r): Mikyla with her dad on the beach; Mikyla and her friend Alfie; Mikyla learning to swim with dad; Above left photo: Mikyla with a new friend 
in Mallorca; Above middle photo: Mikyla with mum Wendy and dad Mike; Above right photo: Mikyla with her friend Alix.

Mikyla in MallOrca 

From the very first day of school, the differences between 
Spain and the UK have been obvious and positive. On Mikyla’s 
very first morning we were introduced to her Educational 
Psychologist, had a meeting with her and discussed her 
support plan and needs. We didn’t need to fight for support, 
it was automatically in place. Mikyla has a full-time Special 
Needs Assistant assigned to her, called Trini. She is a fantastic 
lady who has a natural skill with children. She takes care of 
Mikyla and has encouraged her to achieve far more than she 
ever did before. Mikyla loves her and everyone in the school 
just considers them to be best of friends. With support from 
Trini, Mikyla’s mobility has increased substantially. As well as 
receiving at least an hour of physical activity every day, she 
also benefits from the fact that they do not take the easy route 
with Mikyla, but instead stretch her to improve her mobility. 
As an example of this, they make her climb the stairs rather 
than walk up the ramp to her first floor classroom.

The school told us from the start that they will not use 
Makaton, since they want to encourage speech, nor would 
they speak to Mikyla in English. At first this concerned 
us greatly since Makaton was a major part of Mikyla’s 
communication, and she did not speak any Spanish. To 
reassure us they told us that two teachers in the school 
spoke English, and they would help Mikyla if there were any 
difficulties. We can now see that Mikyla has benefitted greatly 
from this approach and we have seen a tenfold increase in 
her speech and language skills. She now speaks, and sings 
folksongs, in both Spanish and the local language of Catalan.

Mikyla’s teacher told her class that Mikyla is a little different 
and so they need to be careful with her. We have been told by  
the school that this has benefited the other children as well as 
Mikyla. She is supported and encouraged, and they have

learned that everybody is different and some people need 
more help than others. She gets on well with all the other 
children in the school, and has made several friends there.

Obviously we have been lucky and we have had an easy 
transition with Mikyla and been assigned a fantastic level of 
support. To be honest, life here is not easy, the culture and 
language barriers are difficult to overcome, and a move here 
should be seriously thought about and planned out long 
before any decision is made. Down’s Syndrome Scotland’s 
Facebook monthly Q&A sessions are amazing and really 
convenient for me now that we live in Spain. Despite the great 
support here, you can’t beat speaking to people in your own 
language. Also you can leave a question, and DS Scotland will 
always answer it and you can get on with your day and go back 
for the answer when you have time.

Despite the culture and language barriers, for us and especially 
for Mikyla, it has been the best thing we have ever done.

Our Family Support Service holds a monthly Q&A session 
on our Facebook and Twitter pages on the 21st (or 
the Friday before if the 21st is on a weekend) of every 
month. Our sessions are between noon and 1 pm to 
allow working parents to receive the answers to those 
important questions during their lunch hour. No question 
is too big or small - so ask away!

Post a question on our Down’s Syndrome Scotland 
Facebook page or tweet us @DSScotland.

Monthly Facebook & Twitter Q&A 
with our Family Support Service

Autumn 2013   Volume 4    Issue 2    www.dsscotland.org.uk
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Striving for
potentialfullBy: Jo Hughes, Family Support Service Officer, 

DS Scotland

customer service assistant in the cafe. I take orders for peoples’ 
drinks and food and make the coffee using the Starbucks coffee 
machine.

What do you like to do when you are not working?
I enjoy going out on day trips, I like swimming in Blantyre and 
watching basketball. I play pool every Friday evening. I am out 
most weekends shopping and have lunch with Mum, Dad and 
my Auntie. My favourite lunch is a sandwich with coleslaw and 
salad but I also like burger and chips and my favourite drink is 
Diet coke or Irn Bru.

What are your favourite things to do?
I love watching movies and writing reviews of ones I have seen. 
I really enjoy my PS3 games station which I play on most days, I 
have a massive collection of games.

What’s your biggest wish?
To be a celebrity and be famous. Watch this space!

Tell us a little bit about yourself: 
My name is Geoffrey Yeung, I am 26 years. My mum and dad are 
from Hong Kong but I was born in Scotland.

I also have an older brother. He is in Australia just now working.

Where do you live?
I live in my own flat in Blantyre, South Lanarkshire which is only 
10 minutes away from my Mum and I travel on my own on the 
bus to get to her house.

It must be great living on your own, do you cook all your own 
meals?

I can cook some of my own meals, my favourites are pasta and 
steak pie – people think it’s funny that I don’t really like Chinese 
food.

Tell us about your job?
I work four days a week at Firrhill Community Centre as a

Meet Geoffrey

Left photo: Geoffrey at his flat; Right photos (top to bottom): Geoffrey’s 
Skyfall film review; a selection of Geoffrey’s DVD collection and Skyfall poster 
in Geoffrey’s room.
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Dear DS Scotland...

I am just so proud to share with you the wonderful Katie 
Higgins. She is a Zumba Instructor and she passed last July and 
is now ready to teach.

Amanda Laycock, supporter, Halifax, England
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Tweet us @DSScotland #letters

Ryan Dowie collected £300 from staff and pupils on Spotty 
Sock Day [Lots of Socks] during Down’s Syndrome Awareness 
Week at his school in Dalgety Bay - Donibristle Primary School. 

Valerie Dowie, parent, Dalgety Bay, via e-mail

Gregor and his swimming teammates met Michael Phelps 
last October. 

Calum Mackenzie, sibling & DS Scotland Trustee, Perth, via 
e-mail

congratulate

DEBATE

question

SHARE discuss understand
reflect

explaincontemplate
comment

engage
ExpANDreflect

introduce

Share your voice
Do you have opinions, ideas, thoughts or 
accomplishments that you would like to share 
with us and the readers of Full Potential? Please 
e-mail us at editor@dsscotland.org.uk or post 
us a letter to The Editor 158-160 Balgreen Road, 
Edinburgh EH11 3AU to be included in the next 
magazine.
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On 26th September 2012, at our 12 week scan, 
my husband, Al (25), and I (28) received the shock of our lives 
– we found out we were having twins. Whilst I had suffered 
copious amounts of morning, noon and night sickness, the idea 
of twins never seriously entered our minds. I even interpreted 
my doctor’s comment, “You never know. There could be more 
than one in there”, as a humorous joke. Nevertheless, there was 
no mistaking that there were two babies in there. Our initial 
shock quickly wore off and we awaited the rest of the pregnancy 
and beyond with great excitement. 

The babies each had their own placenta, normally (but not 
exclusively) indicative of non-identical twins. Later, we found 
out that we were having two boys and they had opposing 
personalities from the start - one was feisty and energetic and 
the other more relaxed. These personalities also echoed in the 
movements I felt.

On 26th March 2013, I was induced at Ninewells Hospital 
in Dundee at 37 weeks. Ollie and Cameron Scougal finally 
arrived at 8.02 am and 8.04 am on 28th March, weighing 6lbs 
6oz and 6lbs 9oz. On being handed Ollie in theatre, I briefly 
thought that he had a few markers of Down’s syndrome. I 
have worked with children and young adults with additional 
needs on and off for ten years and so was familiar with the 
associated physical characteristics. As we assumed that the 
boys were not going to be identical due to having separate 
placentas, I expected Cameron to look somewhat different. 
When they handed him to me the same thought crossed my 
mind. I quickly dismissed it though and didn’t even mention it 
to Al. Surely that would be highly unlikely? At that point, we 
were informed that both boys had tongue-tie and that they 
might struggle to breastfeed. After a short time, we were taken 
to the post-natal ward. There we phoned family and friends, 
excitedly informing them of our new arrivals. However, it was 
whilst on the ward that we started to get a feeling that there 
was an ‘elephant in the room’.

The midwives seemed cagy, fobbing us off with vague answers 
when asked what would happen about their tongue ties and 
for advice on feeding – “Someone will come to talk about 
that later”. We were confused by the lack of information by 
what we assumed was a common issue, however later that 
afternoon a pediatric consultant finally arrived.

We watched as Ollie was checked over before being told that 
he had some features that were of concern. It was concluded 
that it was highly likely he had Down’s syndrome. She then 
checked Cameron though we knew what was about to be 
determined. During that second check, time seemed to freeze.

By: Elaine Scougal, 
parent member

Two in 
a 

Million

Autumn 2013   Volume 4    Issue 2    www.dsscotland.org.uk



Full potentialFAMILY

10

“From the moment we set eyes on 
the boys, we didn’t think we could 
love them any more than we did. 
However, finding out that they have 
Down’s syndrome somehow made our 
connection to them so much stronger.”

DS Scotland offers training to medical students, staff and 
midwives with bespoke CPD training. Our Supporting New 
Parents course can be booked for up to 30 people and 
discusses strategies for breaking the news to parents and 
sharing a parent’s perspective about diagnosis. Contact Sarah 
Van Putten on 0131 313 4225 or sarahvp@dsscotland.org.uk.

Training for medical staff

Page 9 photo: Ollie (l) and Cameron (r) at two weeks; Photo 
(r): Cam front and Ollie in back at 1 week old; Top photo: Mum 
Elaine and dad Ali with the boys; Bottom (l) photo: Elaine with 
the boys at 12 weeks with their BAHA softband hearing aids; 
Bottom (r) photo: Cam (l) and Ollie (r) at 7 weeks.

We felt sad. Sad that things weren’t as we expected or as we 
would have hoped. After a few moments, we were told that 
Cameron also was likely to have Down’s syndrome. By that 
point, it wasn’t a shock. They looked identical. The sadness 
we felt only minutes before had faded. We reasoned that in a 
way, things were exactly as we expected. We expected to have 
two little boys who we would love and support into adulthood. 
That hadn’t changed just because of a diagnosis. The news 
wasn’t negative, it was just unexpected. Al also pointed out 
that as we haven’t been parents before, being parents to twins 
with additional needs will just be the norm for us – we won’t 
know any different. 

We discovered that the odds of both boys having Down’s 
syndrome is one in 1.8 million if they are genetically identical. 
We received confirmation that they are indeed identical - the 
ease with which we got confused between them led us to 
believe that they were even before confirmation! We were 
really lucky that both heart scans were clear and that the boys 
were healthy little bundles. 

We couldn’t wait to get home and were discharged when they

were four days old. From the moment we set eyes on the 
boys, we didn’t think we could love them any more than we 
did. However, finding out that they have Down’s syndrome 
somehow made our connection to them so much stronger. 
Whilst it was tough having to phone people back to tell 
them this additional piece of news, everyone has been so 
supportive. Unfortunately, however, we have had some 
ignorant comments from NHS staff, including ‘they don’t look 
that bad’ and ‘I think that’s the worst possible thing a person 
could ever have’. Such ignorance, however, has made us 
determined to educate people about Down’s syndrome and 
be ambassadors for the boys. We want people to realise that 
it isn’t an illness and that people with Down’s syndrome are 
no different to those without – we are all people and that’s all 
that matters! 

The support we’ve had so far has been great, both from DS 
Scotland and from families we’ve made contact with that 
are, or have been, touched by Down’s syndrome. We’re all 
following such a special journey and we can’t wait to see what 
the future has in store. In our eyes, Ollie and Cameron aren’t 
just statistically one in a million. They are one in a million full 
stop.
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My name is Helen Hayes and I have been appointed as the 
new Speech and Language Therapist for Down’s Syndrome 
Scotland.  I have been involved with DS Scotland since my 
son, Daniel, was born 11 years ago.  He has now grown up 
into a fine young man and is about to start his transition into 
mainstream high school.

I sat on the Lothian Branch Committee for many years with 
3 of them as Chairperson.  During this time I ran the parent 
and toddler group and the Boogie bunch, which is a group 
for adults.  For the past year I have been employed as a 
co-worker at the Edinburgh and Lothians Achieving Better 
Communications (ABC) Groups. 

Daniel was four when he started attending the Edinburgh ABC 
Groups and since then I have noticed his confidence grow.  
He has learnt many valuable and key strategies to help his 
communication including turn-taking, interacting with others, 
oromotor exercises, sound production and pacing his speech.   

We are currently running two pilot projects during the 
2013/14 school term aimed at children between the ages of 1 
and 12.  The age is capped due to funding constraints but it

By: Helen Hayes, speecH & language 
THerapisT, Ds scoTlanD & sue Wilson, 
speecH & language THerapisT

would be my hope to gain more funding so that these 
projects can be expanded to young babies and adults alike.

The first pilot project is based on the successful ABC model 
currently being run in Edinburgh.  This is a weekly group, 
based in Glasgow, where parents/carers and/or learning 
assistants bring a child along to a group of no more than 4 
children.  The sessions run every Tuesday during term time 
and time slots vary from 30 mins to 1 hour.  These sessions 
will be run by our experienced co-worker Katy Lironi from 
the Edinburgh ABC Groups.

The aim of these groups is to provide a peer group for your 
child to learn communication strategies for intelligible 
speech and you as parents will learn how to carry out 
these activities to help your child reach their full potential.  

The second pilot project is a set of communication 
skills parental workshops which are located in 6 areas 
throughout Scotland.  The parent/carer is required 
to attend 10 workshops which include 5 three hour 
workshops where you will learn about typical language 
development, learning profile of Down’s syndrome and be 
given lots of strategies and activities to carry out at home 
to improve your child’s communication.  Then a week later 
there will be a 1 hour group session with your child to be 
given hands on experience of the activities and strategies.
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The expectation will be that the activities and strategies will be 
carried out at home.

The aim of this pilot project is to ascertain whether there is a 
demand for it as well as evaluating which model works best 
in order to secure future funding to run these projects across 
Scotland on a more permanent basis.

Large photo page 12: Helen’s 
son Daniel practicing syllables. 
Photo (l): ABC Co-worker 
Katy Lironi with Stuart; Below 
photos (top to bottom): Katy 
Lironi with practicing with 
Edinburgh ABC Group boys.

Photos page 11: Helen 
signing with Ruari at 
Edinburgh ABC Groups. 
Left photo: Ruby with Katy Top 3 Tips for Babies

Tongue in: Gently pop your baby’s tongue back in 
the mouth if you see it hanging out this will help 
strengthen the tongue which will stop it hanging out.

Chew on finger: Place your finger at the back of the 
gums and let your baby chew on your finger as it will 
help build up strength in their jaw muscles needed for 
feeding and speaking.

Ears above mouth when feeding: When feeding your 
baby either by bottle or breast make sure your babies 
ears are slightly above the line of the mouth when 
they are feeding as this will reduce ear infections and 
colds.
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Top 3 Tips for Children

Be visual: This means using lots of things your child 
can look at, to help with listening and speaking. 
Actions, signs, pictures and even the written word are 
great ways to be visual.

Clapping syllables: Clap out the parts of words 
against your child’s hand so ‘ball’ has one clap, ‘telly’ 
has two claps and ‘computer’ has three claps. This 
helps to break words down into chunks that are 
easier to say. After a while encourage your child to 
clap the syllables of words against your hand.

Rehearse, rehearse, rehearse: Just like actors 
improve how they sound by rehearsing, your child can 
learn new signs or achieve clearer sounds in words or 
master the tricky bits of grammar, through repetition 
and practice.  Support this with signing, pictures, the 
written word and clapping syllables.
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Top 3 Tips for Adults
We can all learn new things, whatever our age.  So, 
as an adult you can learn new signs or sounds or new 
words or can learn how to make words clearer. 

Practice signs or words or sentences that you can 
use in your day-to-day life. Choose a few signs or 
words that you can practise. Follow the advice given 
for children - whatever your age these can help your 
communication.

Help people you know to learn signs that you know. 
Let them know how to help you with clapping 
syllables so that you can practise saying words that 
you can use in your daily life.
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Autumn 2013   Volume 4    Issue 2    www.dsscotland.org.uk

Tweet us @DSScotland #ABC

Communications Skills at 
DS Scotland’s Conference
Book your place in our Speech and 
Language Therapist’s Workshop. 
Receive practical skills and ask 
questions. Booking form included in 
the magazine.
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distance from the ears to the front of the face mean that 
regular spectacles constantly slip and the child is looking over 
the top of the frame.

A 1993 study at Cardiff University concluded that children 
with Down’s syndrome cannot be fitted with conventional 
frames. This is because the facial structure of children with 
Down’s syndrome do not change with age and rarely coincide 
with those of other children, either of similar age or younger. 
As such, a specially designed range makes the job of the 
dispenser much easier, and actually provides the child with 
spectacles that fit their needs.

Maria Dellapina, a USA Certified Optician has a daughter with 
Down’s syndrome and was faced with this common issue when 
her own daughter Erin required a spectacle correction.  She 
became frustrated and decided to get a frame manufactured 
to better fit her little girl’s unique features. Hence Erin’s World 
Frames came about.

To address these unique features she designed a range of 
frames with the following features.

 • A lowered bridge –to make the frame sit higher and  
                   more centred 
 • Custom designed shorter temples lengths to ensure  
                   better fitting

As a registered dispensing optician in practice, I have to 
ensure that people are happy and comfortable with their 
glasses. Never is this more important than when a child 
needs to have spectacles. Children are not always capable of 
complaining about a poor fit. Instead they lose their spectacles 
or break them rather than wear them. This is even more the 
case when we talk about a child with Down’s syndrome.

Fit is a key factor for any child as their small faces are still 
developing and their facial characteristics are quite different 
to a mature adult face. As such they require specialist frames 
– specifically tailored to their needs. Poor fitting frames can 
mean the glasses slip and the child looks over and not through 
the lenses. That is an unacceptable situation as children are 
learning every second of the day and if the world is in poor 
focus that can only hamper progress.

It is a well-known fact that half of the 60,000 people living 
with Down’s syndrome in the UK wear spectacles, but  what 
is not known is that 100% have low quality of vision. What’s 
more, children (and adults) with Down’s syndrome are visual 
learners. Their vision is key to their everyday activity, making 
a well-fitting pair of spectacles essential. However, when you 
see a child with Down’s syndrome you often see them wearing 
a pair of low fitting specs and the child has to continually push 
the glasses up. The petite nose, broader bridge and shorter

One Size 
Does Not 

Fit All
By: Jayshree Vasani, UK 
Distributor, Erin’s World 

Frames
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FUN FUNDRAISING!

LEAVING A GIFT 
IN YOUR WILL. .
Many people are able 
to give throughout their 
life, and often they do. 
Sometimes circumstances 
mean that people would 
like to give but are unable 
to do so. However, they 
may be able to leave a 
gift in their will - the gift of 
support and opportunity 
to a person with Down’s 
syndrome. To fi nd out how 
you can leave a gift in your 
will, please contact Sharon 
Kane (details on the right).

PLEASE, 
WILL YOU ASK? 
One of the easiest but 
most effective ways of 
supporting DS Scotland 
is to ask others to help. 
Do you work for a small 
business, medium sized 

south side of Glasgow! 
One of our trustees, Karen 
Gilligan, is organising a 
7km fun run for teams of 3 
for awareness week 2014. 
Watch out for updates on 
the website and ebulletins. 
You can register for our 
ebulletin on our website.

STOP PRESS! 
Race 21 – A brand new 
concept is coming to the 

CONTACT US! 
Should you have any 
questions on any of the 
information mentioned in 
this issue of Fundraising 
Focus, contact DS 
Scotland’s Fundraising 
Team! Contact: 
Sharon Kane, Fundraising 
Manager, 07803 624 537 
Sharon@dsscotland.org.uk  
Heather Irish, 
Communications and 
Fundraising Offi cer, 
heather@dsscotland.org.uk
www.dsscotland.org.uk

& FINALLY. . . 
please keep your fabulous 
fundraising stories and 
pictures coming!

FIRE WALK 
There have been a number 
of ‘fi rsts’ during the last 
12 months. Well here is 
your chance to be part 
of a smoking hot ‘fi rst’ 
for DSScotland. We are 
looking for people that 
are willing to go above 
and beyond and walk 
on hot fl ames, whilst 
having fun in the process! 
The DS Scotland team 
is really excited about 
this one and as such 
our Chief Executive, 
Pandora Summerfi eld 
will be blazing the way, 
joined by our Fundraising 
Manager Sharon Kane 
and our Communications 
Offi cer Heather Irish. We 
are asking fi rewalkers to 
raise £100. This includes 
the cost of the fi rewalk. 
The fi rewalk takes place 
at the amazing Piperdam 
Golf and Leisure resort on 
the evening of Friday 1st 
November. To register or 
for more information, visit: 
www.dsscotland.org.uk/fi re

VOLUNTEERING 
Our volunteer speaker 
programme has got off 
to a good start and we 
have found some great 
new charity champions. 
There are lots of exciting 
volunteering opportunities 
for everyone, please go 
to the website to fi nd out 
more: www.dsscotland.org.uk

ABERDEEN DINNER 
& DANCE 2014 
Following the success of 
our wonderful Fundraising 
Ball in Glasgow, we are 
hosting a Fundraising 
Dinner & Dance in 
Aberdeen on United 
Nations World Down’s 
Syndrome Day (Friday 
21 March 2014). This 
glamorous event will be 
at the stunning Ardoe 
House Hotel and will be 
a spectacular night of 
entertainment. Contact 
us for more information.

FUNDRAISING
FOCUS
Autumn 2013   Issue 3 
www.dsscotland.org.uk

fi rm or large multi-national? 
If you do, would you 
consider asking them to 
choose DS Scotland for 
their Charity of the Year. If 
they don’t have a Charity of 
the Year, maybe they would 
consider putting in a team 
for one of our challenges? 
Or would they match fund 
or sponsor you to sit in 
a tub of beans, dye your 
hair pink blue and green 
or wear lots of socks? You 
might be surprised at how 
happy your company is to 
support. We can provide 
lots of information, support 
and advice on how to make 
‘the Ask’. Please contact 
Sharon Kane.

Coffee morning fundraisers

2014 TREK 
CHALLENGE? 
We held a small 
competition at the 2012 
DS Scotland Conference 
to determine this year’s 
challenge, and the Big 
Small Isles challenge was 
the result. We want to 
make 2014’s Challenge 
an innovative, fun and 
challenging event and we 
are looking for your input! 
If you can think of a 
challenge, please contact us.
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 • Extra wide frame front to ensure a comfortable fit 
 • Made of titanium & memory flex-creating a durable  
                    frame 
 • 180 degree spring out flat folding joints to ensure    
                    the frame takes life little mistakes better! 

The range of 14 models and 20 colours mean that children 
and adults with Down’s syndrome have a choice of colour, size 
and style – something we all take for granted when we choose 
spectacles.

My own personal journey with Erin’s World started when I 
came across a patient with an Erin’s World frame. The mother 
was not happy as the glasses still slipped and out of curiosity I 
asked her who measured her daughter for the glasses. No-one 
she said –she took the size on her daughter‘s existing specs 
and ordered them from the web. The sizing was too big and 
this time we measured the little girl face and ordered new 
spectacles. The new glasses fitted perfectly thus highlighting 
the need for proper fitting and assessment for fit &comfort. 
That is why when I took over UK distribution of Erin’s World 
and considered how we raise awareness of the product we 
decided to highlight to both service users and professionals 
the need to see a qualified eye care professional who can 
properly measure and adjust your spectacles and provide 
warranty and back up as needed.

Finding a professional who can give you the time and expertise 
to provide a customised pair of spectacles for your child, can 
make a world of difference to you and your child’s vision. 
On recent attendance to a Down syndrome event I realised 
an important fact when I was speaking to a parent. That is, 
sometimes a child will only want to be seen by their optician-
not the stockist down the road. If this is the case, you could get 
your optician to get in touch instead.

As a parent it can be daunting trying to locate one such 
professional and to assist with this our website http://
specs4us.com/doctorlocations.html has a location section 
whereby once you have hit the UK button you are able to see 
who in your local area is a stockist of our frames. 

Remember - one size does not fit all.

“Poor fitting frames can mean 
the glasses slip and the child 
looks over and not through 
the lenses.” 

Page 13 photo: Mayson with 
properly fitted glasses; Page 
14 (l-r): Addison posing with 
fitted glasses; Alexa before 
and after properly fitted 
glasses.

Erin’s World Frames will be exhibiting at our 2013 

Conference on November 16th at the Westerwood 

Hotel in Cumbernauld. Book your place today using the 

booking form included with your magazine or book on 

our web site: www.dsscotland.org.uk/conference.

Test glasses at our conference
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Our Making Your Way through Life Project introduced a 
new course this year for young people and adults with Down’s 
syndrome. The course is called Health, Heart and Happiness 
and helps people think about healthy eating, keeping fit, 
visiting the doctor, looking after yourself, friendships, getting 
out and about, enjoying activities and trying new things. The 
course was piloted in Edinburgh in the spring and has been 
developed further into six workshops. Participants learn about 
sugar, fats, fibre and salt in their diets, how important fruit and 
vegetables are and how to get their five a day, exercise and 
have a healthy heart. 

The sessions include fun activities including guess the fruit 
by taste and feel, quizzes, DVDs, board games, easy-to-
understand presentations and accessible hand-outs. Being 
healthy doesn’t have to be boring, so the course discusses the 
healthier choices people can make when they eat out, have 
the odd takeaway and have a dinner party. Participants have 
a go at putting together a ‘Come Dine With Me’ menu and 
through the ‘Takeaway Dangers’ activity they find out about 
things they should try to avoid or swap for a healthier option.

The course also includes topics for overall wellbeing such as 
personal hygiene, feeling good about yourself, what to do if 
you’re feeling down, friendships and having a social life.  There

is an ideas noticeboard hand-out for ideas and suggestions of 
things people can do to help them meet new people and get 
out and about. Hopefully, this will be added to as suggestions 
come in from participants. 

The Edinburgh course included a session where everyone had 
the opportunity to make healthy pizzas, which went down 
well and was a nice way to finish the course. However, this is 
dependent on every venue having kitchen facilities and not 
all the Health, Heart and Happiness courses will be able to do 
this. Some of the comments from Edinburgh were:

“It’s good - really good. I know all about healthy food and 
healthy eating. It was awesome! Exciting and good fun and 
nice people.”

“It was very good. It was good to learn about sugar and fats.”

Favourite bits from Edinburgh and Fife courses were:

“Learning about fat and how bad it is for you, making pizzas 
and charades.”

“The sugar game.”
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By: Brenda Hepburn, Training 
Officer, DS Scotland

Tweet us @DSScotland #MYWTL



“It’s good – really good. I know 
all about healthy food and 
healthy eating. It was awesome! 
Exciting and good fun and nice 
people.”
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 Above photo: Keith and Fiona playing one of the healthy eating games; 
Photo top right: Keith playing charades;  Photos (l-r): Kim helping Nico; 
Kim preparing to chop veg for pizza; Bottom photos (l-r): Fiona and Brenda 
checking the pizzas; Keith enjoying his healthy pizza.
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Happiness

The Making Your Way through Life Project is funded by the 
Big Lottery and is in its final year. It will be running another 
Health, Heart and Happiness course (location TBC and is 
dependent on demand) and one more Big Plan in Glasgow. 
It will also be running Big Plan Gathering meetings for 
those who have already taken part in a Big Plan. Any 
questions please contact Brenda on 0131 313 8614.
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summary findings
Parent perceptions of child behaviour in parents of 

children with a learning disability and parents of typically 
developing children

Introduction 
All children misbehave from time to time. This is a normal 
childhood experience. Some children, however, experience 
more difficult behaviours than others. We were interested 
in how parents thought about and reacted to their child’s 
misbehaviour. This helps us understand how we can support 
parents in dealing with their child’s misbehaviour, in particular 
parents of children with a learning disability.

Study 1: Parental Views and Prevailing Societal Views of 
Learning Disability 
Purpose: We compared how parents of typically developing 
children viewed the behaviour of a typically developing child 
to how they viewed the behaviour of a child with a learning 
disability. This study also compared how parents of typically 
developing children viewed the behaviour of a child with a 
learning disability to how parents of children with a learning 
disability viewed the behaviour of their own child. This was 
in order to examine societal views of children with a learning 
disability.
Method: Fifty-two parents of children with a learning disability 
and 81 parents of typically developing children aged 6-12 
years participated. They were recruited through schools, 
through advertisements on parent websites and forums, 
through newsletters and through play centres. Participants 
completed a questionnaire that described three scenarios in 
which a child did not comply with a parent request. We asked 
parents about the causes of this behaviour. Parents of typically

By: Myrthe Jacobs, PhD student, University of Strathclyde

Photo: © Daniel Kulinski

developing children were asked to imagine a neighbour’s 
child who either had a learning disability or who was typically 
developing. Parents of children with a learning disability were 
asked to imagine their own child in the scenario.
Our findings: We found differences between views of 
parents of typically developing children on the behaviour 
of a neighbour’s child with a learning disability and on the 
behaviour of a neighbour’s child who was typically developing.
Misbehaviour of children with a learning disability was seen as 
more stable and less under the child’s control. The child was 
held less responsible, less to blame and viewed as acting with 
less intent than a  typically developing child. 
However, the parent of the child with a learning disability was 
held similarly responsible for the child’s misbehaviour as the 
parent of the typically developing child. 
This suggests that the dominant societal view of children with 
a learning disability was one where problematic behaviour 
was seen as a stable part of the child’s disability. On the 
other hand, the parent was held responsible, just as parents 
of typically developing children were for their children’s 
behaviour. 

No differences were found between the views of parents of 
children with a learning disability on their own child, and views 
of parents of typically developing children on a neighbour’s 
child with a learning disability.

This suggests that views of parents of children with a learning 
disability overall were similar to the dominant societal view 
on behaviour of children with learning disability. While 
problematic behaviour may be seen by parents as a stable part 
of the learning disability, they held themselves responsible for 
their child’s behaviour, just as parents of typically developing 
children.
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Study 2: Exploring Causal Beliefs of Parents of Children 
with a Learning Disability 
Purpose: Next we explored in greater depth how parents of 
children with a learning disability viewed causes of their child’s 
misbehaviour and how this might be related to the strategies 
they used.
Method: We interviewed ten parents of 6-12 year old children 
with a learning disability. They were asked to imagine a 
number of situations in which a child did not comply with a 
parent request. They were then asked about the causes of this 
behaviour and how they would react.
Our findings: While the child’s learning disability itself was 
often viewed as a cause for misbehaviour, causes related to 
attention-seeking, pushing boundaries or a limited attention 
span were also mentioned as important.
How much control parents thought the child had over 
behaviour was important. When the child was seen as not 
having control over behaviour, parents mentioned tolerating 
misbehaviour. For example, this was the case when they 
viewed misbehaviour as caused by the learning disability. 
Parents felt responsible for their child’s misbehaviour. They 
viewed themselves to blame that the child misbehaved. More 
positively, they took responsibility for their child’s behaviour 
by setting rules to teach appropriate behaviour.  
Interventions aiming to improve child behaviour and 
parenting strategies should take into account how parents 
of children with a learning disability view the cause of their 
child’s misbehaviour. How much control the child has over 
behaviour could interfere with parents being able to take 
up new strategies.Parents’ feelings of responsibility for child 
behaviour support their use of effective strategies. Parents 
should be supported to change feelings of self-blame to a 
more motivating sense of responsibility.           

Study 3: Causal Attributions, Parenting Strategies and 
Child Behaviour Problems 
Purpose: The third study aimed to assess the relationship 
between how parents viewed the causes of misbehaviour and 
the strategies they used, in parents of children with learning 
disability and  parents of typically developing children. It also 
aimed to compare how parents of children with learning 
disability and parents of typically developing children view 
causes of the behaviour of their own child.     
Method: The same parents who took part in Study 1 also took 
part in Study 3. Participants completed three questionnaires. 
The first questionnaire described three scenarios in which a 
child did not comply with a parent request and asked parents 
about the causes of this behaviour. Both groups of parents 
were asked to imagine their own child in the scenario. The 
second questionnaire asked parents about the strategies they 
normally used in response to child misbehaviour to measure 
parents’ use of ineffective parenting strategies. The third 
questionnaire asked parents about their child’s behaviour to 
measure child behaviour problems.     
Our findings: Parents of children with a learning disability held 
different views on their child’s misbehaviour than parents of 
typically developing children. They viewed their child as having 
less control over misbehaviour, held them less responsible and

less to blame for it and viewed the child as acting with less 
intent. This was in line with a view where misbehaviour is seen 
as a fixed part of the learning disability, which can interfere 
with parents trying to effectively manage child behaviour. 
Views that were most supportive of effective parenting 
strategies for parents of children with a learning disability were 
the following: Viewing misbehaviour as not a big problem, 
and viewing the child as not being in control of behaviour, as 
acting with low intent, as being low to blame and as being 
highly responsible. Viewing the parent as having low control, 
low anger and as being high in responsibility. Feelings of being 
in control of misbehaviour seemed to be unsupportive, while 
feelings of responsibility are motivating for the use of effective 
parenting strategies.
In order to support parents to use the most effective strategies 
to manage child behaviour, interventions should challenge 
views where the child and parent are believed to be in control 
of misbehaviour and encourage views where the child and 
parent are responsible for misbehaviour.

Study 4: Unpacking Parental Causal Cognitions 
Purpose: The final study then aimed to examine the views on 
child causes and parental responsibility in more detail, and 
again to examine their relationship with parenting strategies. 
The study also aimed to assess the relationship between 
parenting strategies and child behaviour problems.
Method: Forty-five parents of children with a learning 
disability aged 6-12 years participated. Participants completed 
three questionnaires. The first questionnaire asked parents 
to rate their agreement with a number of causes for their 
child’s misbehaviour. The second questionnaire asked parents 
about the strategies they normally used in response to child 
misbehaviour to measure parents’ use of ineffective parenting 
strategies. The third questionnaire asked parents about their 
child’s behaviour to measure child behaviour problems.
Our findings: Viewing child misbehaviour as caused by the 
child’s negative intent directed towards the parent was 
strongly related to ineffective strategies. These cognitions are 
important to be tackled in interventions to support parents in 
being able to take on effective strategies. As in Study 2, parent 
responsibility for child behaviour had both a positive and a 
negative sense. The first acknowledged that parents knew 
what effective strategies they should use. The second was 
more helpless where parents felt they could not do much to 
change. While the second should be challenged to motivate 
parents to learn new strategies, the first can be used to help 
the parent actively take control of child behaviour. Parents 
who used more ineffective strategies rated their child as having 
more behaviour problems. It is therefore important to support 
parents to use more effective strategies.
Conclusion
Parents should be supported to adopt effective strategies, as 
ineffective parenting strategies are related to child behaviour 
problems. The current research showed that the way parents 
think about causes of child misbehaviour might hold them 
back from adopting more effective strategies. Parent support 
and child behaviour interventions could therefore address 
unhelpful beliefs. 
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As a primary school teacher, I am constantly in search of 
books that will encourage students to deepen their analysis 
and discussion of texts as well as those that will increase 
students’ social emotional learning and empathy towards 
others. Too often, children are taught or exposed to stories 
that repeatedly feature the same characters and themes 
i.e. stories that reinforce gender roles, beauty norms, etc. 
Unfortunately, high-quality stories with characters from 
non-dominant cultures or who are differently-abled are not 
regularly included in many classroom settings.

R.J. Palacio’s Wonder, however, is a popular book that breaks 
the mould. Featuring a differently-abled main character, it 
does not follow in the tradition of conventional narratives. The 
story feels authentic and is engaging for readers both young 
and old (ages 10+).

In Wonder, the main character is a 10-year-old boy named 
August Pullman, or Auggie as he is called, who is just entering 
school for the first time. Auggie was born with a genetic 
condition that required multiple reconstructive surgeries 
throughout his childhood. His physical appearance causes 
others to see him as different or extraordinary, but Auggie 
thinks of himself as an ordinary child. His older sister plays 
the role of protector when he is faced with bullying, while his 
parents strive to support his development into a well-rounded 
individual. It is of no surprise, then, that Auggie serves as the 
center of his family’s and friends’ worlds even though he does 
not desire the attention.

As readers, we are struck by the depth of Auggie’s character 
and quickly grow to understand his motivations and traits.  
Palacio begins the story writing from Auggie’s perspective 
and then takes on other characters’ views as the narrative 
develops. Each voice seems realistic and effortless, though the 
most compelling ones are Auggie’s and his sister’s. The 

author’s style is smooth and inviting, making it easy to 
identify with various characters in the story. As a result, we 
are confronted with events that give us reason to pause and 
consider what we would do in similar situations. What would 
we say to Auggie, to the students bullying him? How would we 
feel if we were there? Would we be bystanders? Would we be 
allies?

While Auggie does not have Down’s syndrome, his experiences 
and his condition remind us of the struggles that people with 
Down’s syndrome may endure. Throughout the story, Auggie 
is ridiculed and bullied due to his appearance. Wonder is, 
in effect, a story capable of bringing attention to the similar 
experiences of people with Down’s syndrome and their family 
members. In reading this book, those who have Down’s 
syndrome may see a bit of themselves in Auggie’s character, 
which may be a substantial and validating experience. On the 
other hand, those who do not have Down’s syndrome may 
grow to empathize with and better understand the conditions 
that members of the Down’s syndrome community often face.  

The success and popularity of Wonder is not misplaced. It is a 
book that is capable of encouraging discussion around topics 
such as difference, acceptance, courage and kindness. The 
questions that I have previously mentioned could elicit rich 
discussions about the story, its characters and themes within 
the classroom and home environments. I have seen Wonder 
used effectively in an upper-primary level classroom, and also 
as a featured young-adult novel in a graduate-level university 
class. The story will not fail to touch the hearts of its readers.  
Indeed, it may even inspire courage within ourselves and 
kindness towards others long after we finish reading.

You can purchase your own copy of Wonder through Amazon.
co.uk. Price is £5.24/£4.74 Kindle or from £2.37 new/£3.86 
used through Amazon Marketplace.

Wonder
By: R.J. Palacio (©2012)
Review by: Heather Hughes MEd, Primary School Teacher, Pleasant Hill Elementary School, 
Austin, Texas, USA
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Although I have donated to Cancer Research and UNICEF 
every month for years, for my fundraising challenge I wanted 
to choose a charity that wasn’t necessarily one of the 
mainstream charities that receives lots of publicity. As I am 
aware first hand of the support that my good friend Elaine and 
her son Oliver receives through Down’s Syndrome Scotland, I 
felt that this was an extremely worthy charity to raise money 
for.  

Oliver and his family have sought the information, guidance 
and support of DS Scotland many times over the years for 
various reasons - speech and language therapy, behaviour 
management, choosing the right school for Oliver etc. - and 
have always had the charity’s full support and expertise. 
DS Scotland is also great at providing helpful resources and 
training on matters that are key to children and adults with 
Down’s syndrome and their families and I know that Elaine 
and her husband have at times found this invaluable.

For my fundraising challenge, I chose the Great Wall of China 
because I wanted to challenge myself physically and this 
seemed like a fantastic destination to achieve this. China is not 
somewhere I had necessarily planned to visit; however, to do 
something as amazing as trek one of the Seven Wonders of 
the World just appealed to me as being the right combination. 
Despite training for ten weeks leading up to the trek, I still 
found it tough. I didn’t appreciate how mountainous the 
terrain is until I was there. I did however meet a fabulous 
group of people who had me smiling every step taken.

I had originally set my sights on raising £3,500. Having never 
really done any serious fundraising before, I thought this was

Top photo: Gillian Holmes with the scenic Great Wall of China; Photo (r): Gillian raising awareness 
of Down’s syndrome and the charity while on her trek.

Climbing the Great Wall for

a stretch target 
and one that I’d 
be absolutely 
delighted to 
achieve. Little 
did I know in 
those early days 
that I would 
raise £12,000 by the time I got back from China in the middle 
of April! I have to admit, it was almost like a full-time job 
(and thankfully at the time I didn’t have one!) especially as I 
decided to arrange a number of big events – two Race Nights, 
a Ladies Night called ‘Spoil Yourself!’, two bag packing events 
and a car boot sale! It was a thoroughly enjoyable time and 
the support I received from my family and friends made it all 
worthwhile.

I would recommend fundraising for DS Scotland as they have 
been tremendously supportive. From providing pens, t-shirts 
and fundraising advice, to being present at my Ladies Night to 
deliver first-hand the valuable service offered by the charity.

If you are reading this thinking about fundraising, my biggest 
tip would be to ensure you aim to get your family and friends 
behind you – with their support, the potential for raising a 
serious amount of cash to benefit your chosen charity is well 
within your grasp!    

Considering your own overseas fundraising challenge? Phone 
Sharon or Heather from DS Scotland’s Fundraising Team on 
0131 313 4225 or e-mail them at: sharon@dsscotland.org.uk/
heather@dsscotland.org.uk.

Raising awareness in China

By: Gillian Holmes, DS Scotland supporter

Charity
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Circumstances mean that many people are able to give 
throughout their life, and often they do. Sometimes 
circumstances mean that people would like to give but are 
unable to; however, they may be able to leave a gift in their 
will - one of the most precious gifts. 

What a gift in your will means to Down’s Syndrome Scotland?         
In 2012, Down’s Syndrome Scotland was left a substantial gift 
in a supporter’s will. This gift has allowed us to increase our 
level of support to children and adults with Down’s syndrome 
and their families, by providing the funds to increase the size 
of our Family Support Service team.  

A gift can be any amount - a £200 legacy gift is as important to 
us as a £100,000 gift. Making a gift allows us to continue being 
there for future generations of people with Down’s syndrome. 

If you are considering leaving a gift in your will, or have indeed 
already done so we would really like to hear from you.  By 
making a legacy pledge this will help us plan for the future. 

If you complete and return to us the Legacy Pledge Form 
below (also available online)  your information will be treated 
in a confidential way and is not binding but will allow us to say 
thank you.  

Gifts come in all shapes and sizes, some are expensive and 
some are more low-cost meaningful trinkets. Whatever the 
size or shape of the gift, the feeling behind it when it is given 
is the most important. Leaving a gift in your will is one of the 
most valuable gifts you can give.

Legacy Pledge Form 
. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .

Name: _____________________________________________

Address: ___________________________________________

___________________________________________________

___________________________________________________

Reason why Down’s Syndrome Scotland is so important to 
you: _______________________________________________

___________________________________________________

___________________________________________________

___________________________________________________
Do you wish to make a pledge? Please a box below.

Yes, I have left a gift in my will for DS Scotland

I intend to leave a gift in my will for DS Scotland

Please cut this form on the dotted line above and return to:
Sharon Kane, Fundraising Manager
(Private and Confidential)
158-160 Balgreen Road
Edinburgh
EH11 3AU

By: Sharon Kane, Fundraising Manager, DS Scotland

Will you consider giving
the ultimate gift?

Photo:© Stefano Mortellaro

Photo:© kthypryn
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By: Heather Irish, Communications Officer, DS Scotland
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2012 DS Scotland Conference

Last November, 121 parents, adults 
with Down’s syndrome, carers and 
professionals flocked to Cumbernauld 
for our 2012 Conference. The conference 
provided morning and afternoon 
workshops to attendees with a variety 
of focuses including: Curriculum for 
Excellence; welform reform; specialist 
education; healthy living for adults with 
Down’s syndrome; Zumba;  self-directed 
support; health and sleep apnoea and 
what it’s like to be a sibling. 

The day began with Stuart Campbell’s 
speech on his plans for the future and 
his involvement in our 30 Courses for 30 
Days Golf Challenge and The Big Plan. DS 
Scotland Trustee and 30th Anniversary 
Working Group Chair Suzie Cunningham 
spoke to the delegates about our 30th 
Anniversary events and activities. 

Our keynote speaker Professor Sue 
Buckley OBE, Director of Science and 
Research at Down’s Syndrome Education 
International ended the morning plenary 
with interesting and practical speech on 
her experience as a parent.

One attendee said, “Stuart was 
inspirational.” 

Another said, “I could listen to Sue all 
day.”

All four speakers gained a good or above 
rating from 100 per cent of attendees.

The delegates later dispersed into 
their chosen morning workshops. In 
the Specialist Education workshop, a 
delegate said that it reassured her about 
two schools merging and how she could 
encourage greater links with her local 
mainstream provision.

Another delegate felt that the Welform 

Reform for Adults workshop was “great 
and really informative.”

After delegates enjoyed their sit-down 
lunch; networked with other parents, 
professionals; bought Christmas cards; 
viewed the exhibitors area and received 
free massages, the afternoon workshops 
commenced. 

All of our delegates attending our 
afternoon workshops rated them good 
or above. 

A delegate from our Welfare Reform for 
Children workshop said the workshop 
“gave good hints and tips.”

An attendee of our What It’s Like to Be 
a Sibling workshop said, “two superb 
presentations - emotional and uplifting.”

Overall, the conference was “very 
organised, good workshops, great 
childcare and enjoyable!” said one 
delegate. Out of the attendees who 
responded, 57 per cent had attended a 
previous conference and 99 per cent of 
delegates thought the conference was 
value for money.

Thank you to all who attended the 
conference and filled in our evaluation 
forms. We hope to see you this 
November!

BOOK OUR 2013 CONFERENCE
Our 2013 Conference will be held 
on Saturday 16th November at the 
Westerwood Hotel in Cumbernauld. 

For more information on workshop 
topics, our early bird rates and to book, 
view our conference flyer inserted in this 
issue. Alternatively, book your place on 
www.dsscotland.org.uk/conference.

Tweet us @DSScotland #conference
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We have more exciting 2013/14 events planned. View our 
Fundraising Focus supplement, which is included in this 
issue of Full Potential to see the great opportunities!

More event listings

Autumn
►DSSports Football and Dance 
sessions in Glasgow start back up 
every Saturday. The football and dance 
blocks are free. Both classes are open 
to boys and girls aged 5 to 16 years. To 
book, phone Hazel on 0141 551 4321. 

For more information, visit www.dsscotland.org.uk/dssports.

►Plans for the last Big Plan are TBC but will start mid-October. 
This course helps people with Down’s syndrome plan for their 
future. If you would like more information, e-mail Brenda 
Hepburn at brenda@dsscotland.org.uk or phone on 0131 313 
8614.

►Watch this space for more information on our Big Plan 
Gatherings. These Gatherings will be an opportunity for 
all those who have taken part in a Big Plan to share their 
stories and successes. If you would like to be updated on 
the Big Plan Gatherings, please e-mail Brenda Hepburn at                 
brenda@dsscotland.org.uk or phone on 0131 313 8614.

DS Scotland Events
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National Events 
November

►Ready to get fired up? Join us for our first-ever firewalk 
at Piperdam in Dundee on Friday 1st November. Come 
dressed up to celebrate the day of the dead. Register at www.
dsscotland.org.uk/fire and raise a minimum of £100 for DS 
Scotland. We hope to see you there!

►Save the date! DS Scotland’s 2013 Annual Conference will 
be held on Saturday 16th November from 9 am to 4:15 pm 
at the Westerwood Hotel in Cumbernauld. Find out the list 
of topics in our conference flyer - included in this issue of the 
magazine!

March
►Our Do a Dish for Down’s Syndrome 
fundraising and awareness campaign is 
back! Throughout March, families, friends, 
co-workers, schools and hairdressers make 
food and bring it to dinner parties, company 

potlucks or to the hair salon for clients.

Our campaign coincides with Down’s Syndrome Awareness 
Week (17th - 23th March) and World Down’s Syndrome Day 
(21st March). More details as well as downloadable leaflets 
will be available on our web site in the new year. A Fundraising 
Dinner & Dance will be held in Aberdeen on World Down’s 
Syndrome Day at the Ardoe House Hotel.

DS Scotland Branch Events
► Our Central Branch holds its 
popular Activities Club for all ages 
fortnightly on a Saturday from 2-4 
pm. This family club is welcome to 
everyone and costs £2 per family. 
Activities include arts and crafts, 
board games, pool, toys for young 
child and babies and much more! 
The group meets at the Grange 

Community Education Centre, Redding Road, Brightons, Falkirk 
FK2 0AA.

► Our Edinburgh and Lothians 
branch offers the Parent, Baby 
and Toddler group, which meets 
on the first Friday of the month 
from 2-4 pm and provides an 
opportunity for chat and support. 
All groups meet at the Enable Hall, 

95 Causewayside, Edinburgh. 

►Our Grampian Branch holds a Pool Group held once a 
month for people with Down’s syndrome 18 years or older. 
The group meets every third Monday of the month at Riley’s 
Pool and Snooker Club, 9 Bridge Place, Aberdeen AB11 6HZ. 
There are no membership fees and the games of pool are free! 
Attendees can also catch up on the latest sport the venue’s 
large screen TV. For more information on the Pool Group 
contact Margaret Pittdendrigh on 01224 316 947 or John Reed 
on 07542 546 817.

►Our Tayside and Fife Branch offers a Beat It Out Drumming 
Session once a month from 2-3:30 pm at St Mary’s Church 
Hall, High Street, Newport. This is a great opportunity for 
children aged 12 to adult to make some noise. This group 
combines music and art provided by the branch’s music 
teacher. The next session is held on 12th October.

► Our West of Scotland Branch holds a new Pre-5 Todders 
Group in Motherwell which includes a sing and sign session. 
The group is open to parents, children and siblings. Come 
along for a chat, coffee, songs, games and sing and sign 
sessions. The group is free but donations are greatfully 
received. Held on the first Saturday of each month from 3-5 
pm at Dalziel St Andrews Church Hall, 43-47 Merry Street, 
Motherwell ML1 3XW. Contact Audrey O’Neill on 07718 240 
801.

► Visit www.dsscotland.org.uk/getinvolved/branches for 
more information on our six branches: Ayrshire, Central, 
Edinburgh and Lothians, Grampian, Tayside and Fife and West 
of Scotland.
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In March 2012, carers in Dundee received a letter from 
the Social Work Department stating that all adults in Dundee 
with a learning disability were to have their needs assessed and 
the provision of day care reviewed. A detailed document was 
presented to the Social Work and Health Committee later that 
month. It was very vague and referred to the “re-provisioning” 
of two of the services. One of the services involved was 
the Kemback Street Day Centre. We later learned that re-
provisioning meant closure.

For some of the carers, the first mention that anything was 
to happen and the building was to be closed was when an 
article appeared in the local press. The closure was scheduled 
for December 2012. Consultation had supposedly taken place 
during 2010 and 2011 but none of us were aware of it. An action 
group was established to try and reverse the decision to close 
the centre.

The threat of closure has had a devastating effect on almost all 
of the service users. The centre is their hub for normal life. They 
develop existing skills, learn new skills, exercise, socialise and 
interact with each other and the community. To lose this facility 
will seriously impact on their quality of life.

The action group was put in touch with Down’s Syndrome 
Scotland by a family member who had Moira Leck as her Family 
Support Officer. 

The Action Group contacted councillors, MP’s, MSP’s, 
organisations involved with people with learning disabilities, 
the press and TV, set up an on-line petition and organised a 
protest in the city square. We obtained over 4,000 signatures to 
our petition and this was presented to the council at a meeting 
of the Social Work Committee in October 2012. At that meeting 
group representatives were allowed to address the councillors. 
Moira Leck spoke on behalf of the action group in her capacity 

as a Family Support Officer at Down’s Syndrome Scotland. 

A complaint was lodged with the Care Inspectorate about the 
lack of consultation and poor communication with carers and 
service users. This complaint was investigated and in January 
2013 we were advised that the complaint had been upheld.

When the complaint was upheld and legal aid that had been 
applied for was granted, it concentrated the minds of the 
council. In February 2013 the Social Work Committee agreed to 
have a fresh consultation. This is now in progress and a report 
by the Independent Consultant is scheduled to be presented in 
August.

The Action Group and families have received tremendous 
support from Moira Leck. She has supported families at 
assessment interviews, attended meetings and spoken at council 
meetings. For this support, the service users, family members 
and carers of Kemback Street Day Centre are extremely grateful.

George is married with 3 sons, one of whom, 
David, has Down’s syndrome. He taught 
banking courses for 30 years at Dundee 
Commercial College. Since his retirement in 
1994, he and his wife have spent some time 
travelling and being involved in activities 
involving people with learning disabilities.

Protecting the interests 

By: George Stewart, Chairman, Kemback Day Centre Action Group 
of vulnerable adults

“For some of the carers, the first 
mention that anything was to happen 
and the building was to be closed was 
when an article appeared in the local 
press.” 

Photos (l-r): Kemback Day Centre Action Group protesting in Dundee city centre; Action Group members at a meeting.
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Mairi’s fab headshot 

Alexander having fun at Bothwell CastleHarris smiling at the camera

Jonathan at Berwick on holidayLee teaching his sister how to swim

Wee Agatha prepared for the colder 
weather

Ciara, 11 weeks old Poppy at her christening Flora at 5 months practicing her racing
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About Down’s Syndrome Scotland
Down’s Syndrome Scotland works to help people with Down’s syndrome reach their 
full potential by providing information and support to them, their families, carers and 
professionals.

We work to improve the quality of life for everyone in Scotland with Down’s syndrome 
and their families.

For more information visit our website at www.dsscotland.org.uk or call us on 0131 
313 4225.

How to get involved
There are many ways to become involved with Down’s Syndrome Scotland. Whatever your 
circumstances, we welcome all who are interested in networking with others through local 
branch activities or national events and those interested in volunteering time whether it’s 
planning and participating in a fundraiser or becoming a parent contact. For those short 
on free time, you can keep updated on our events and information through social media 
sites - Facebook and Twitter.

Volunteer 
Please contact the national office or visit www.dsscotland.org.uk/volunteer to find out 
about ongoing and future projects. 

Fundraise
If you have an idea for a fundraising event for Down’s Syndrome Scotland, please log onto 
our website at www.dsscotland.org.uk/fundraise where there is information, forms and 
posters provided to help you plan, organise and publicise your event.

Donate
More information on donating is available online at www.dsscotland.org.uk/donate and 
on this issue’s back cover.

Contact
To find out what’s happening in your local area check out the Branches page of our 
website - www.dsscotland.org.uk/branches.

Connect
Search for us on popular social media sites - Facebook and Twitter. Keep notified on our 
most up-to-date information and events and network with other members, parents and 
supporters by becoming a fan of Down’s Syndrome Scotland on Facebook. If you would 
like to keep updated on related information in the third sector follow us @DSScotland.
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DSA England, Wales 
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Down Syndrome Ireland
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Down’s Heart Group
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Disclaimer
Articles in this newsletter reflect 
the opinions of the contributors. 
These are not necessarily the 
views of Down’s Syndrome 
Scotland.

On our cover
 Become a fan of Down’s Syndrome Scotland 

Follow us @DSScotland

Subcribe to us www.youtube.com/user/DSScotland

Subscribe to our monthly e-bulletin www.dsscotland.org.uk/ebulletin
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Hiba, 9, daughter 
of Aminah Akram 
enjoys playing in 
the park. 
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Please send form to:
Down’s Syndrome Scotland
158/160 Balgreen Road
Edinburgh EH11 3AU

0131 313 4225
info@dsscotland.org.uk

Or go to our website - www.
dsscotland.org.uk/donate -  to 
make an online donation.

If you would like to become 
a regular donor and set up a 
standing order please contact 
the office above or e-mail 
Susan@dsscotland.org.uk.

Donation Form
 
Name:.................................................................................................

Address:..............................................................................................

.................................................................. Postcode:..........................                           

Phone number:...................................................................................

Message to charity:......................................................................................................

Please circle the amount you would like to donate:
 
 £10 £15 £20 £25 £30 £35 £40 £45 £50 Other:......

To qualify for Gift Aid you must pay an amount of Income Tax, and/
or Capital Gains Tax at least equal to the tax that we reclaim on 
your donations in the tax year. (Currently 25p for every £1 you 
give).

(please tick the box) Please treat this donation and all future donations to 
Down’s Syndrome Scotland until I notify you otherwise as Gift Aid. 


