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DS Scotland - Full of potential
Welcome back to another issue of Full Potential, Down’s 
Syndrome Scotland’s magazine! We received plenty of 
positive feedback following last September’s relaunch. We 
are delighted that we have such a supportive membership. 
Of course, whatever your thoughts are on the articles, design 
or information send them along to editor@dsscotland.org.
uk or write us a letter to The Editor, 158-160 Balgreen Road, 
Edinburgh EH11 3AU. 

Since you last received your Full Potential magazine DS 
Scotland has been busy holding events, launching new 
services and improving others. This issue will update you 
on these activities and will also provide you with member’s 
stories and news from around the world.

We have some very interesting articles that are quite diverse: 
covering work experience, 
dementia, football, vision 
problems and mainstream 
education. Our lifestyle piece 
introduces you to Mark, a 16 
year old boy who asked to 
make coffees at his father’s 
work and got so much more 
out of his work experience.

As with each issue of Full Potential, we present our Spring 
2011 Full Potential star - Sam Ross, who is an aspiring actress 
and inspiring woman. Read on to celebrate her successes and 
see what is in the future for this busy twenty something.

Our Family section includes an article written from one of 
our international supporters. Mary Hogan writes a poignant 
article about her brother Bill’s zest for life and his fight against 
Alzheimer’s disease.

Last September our Education article gave you tips on how 
to choose the right school. But what happens after you’ve 
chosen your school? This issue, Christine Williamson, a parent 
member, along with her son’s primary school teacher discuss

their own experiences and how they learned on their feet. 

This issue’s Health article features sight difficulties in children 
with Down’s syndrome. Margaret Woodhouse, the Head 
of Down’s Syndrome Vision Research Unit, gives detailed 
information on why your child may have difficulty at school.

And, if our cover hasn’t given it away, our Fitness section 
covers our launch of the Down’s Syndrome Sports football 
initiative with the Celtic Foundation. Read on to find out how 
the children benefited from the pilot programme and what is 
in store for the future.

Our magazine wraps up with inspiring stories written by parent 
fundraisers. Read their stories to find out why fundraising 
is vital to DS Scotland. We also provide you with a recap 

of November’s 
annual conference, 
which offered 
attendees a day of 
laughter, tears and 
insightful workshops 
and networking 
possibilities. Katie 
Cebula, Lecturer 
in Developmental 

Psychology at the University of Edinburgh is our guest 
columnist and writes an opinion article on why even the most 
positive of stereotypes can be unhelpful. 

Remember, this is your magazine. We hope as always that 
our magazine provides you food for thought. Pass it around 
to friends, family, colleagues, carers, doctors and teachers. By 
doing this you are spreading awareness and helping to create 
a better world for your child, relative or friend with Down’s 
syndrome. We hope this stimulates discussions and perhaps 
inspires you to fundraise or to send photos, stories or letters. 
We look forward to hearing from you.

Until Autumn,

“Pass it around to friends, family, colleagues, 
carers, doctors and teachers. By doing this you 
are spreading the awareness and creating a 
better world for your child, relative or friend 
with Down’s syndrome.”

Heather Irish
Editor of Full Potential
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“Our Family Support staff have also 
stepped up to the plate by taking 
part in a live Facebook and Twitter 
Lunch Hour...they responded live to 
questions placed on our Facebook 
wall or tweeted to us.”

Going local and worldwide
Monday 7th February marked a very important day in the 
life of our charity.  On this day, our two new Family Support 
Service Officers started work.  The notable thing about this 
event is that we now have a permanent member of the 
national staff team based outside of Edinburgh.  Since the first 
time I met with members soon after I joined the organisation, 
I have known that we needed to get staff nearer to families. 
One person covering the whole country to support children 
and young people and a second also covering the country to 
support adults was a service spread too thin and yet at the 
same time duplicating our efforts.  We reported at last year’s 
annual general meeting, our intention to restructure this, our 
core activity. Due to financial constraints initially the roles will 
both be part time, but in time and as income allows, we hope 
to enhance these hours.

As well as providing a more localised (and I realise that even 
now, half the country isn’t exactly “local”) service to families, 
there will be a closer contact for and support to our branches.  
They will make contacts with local authorities, schools, health 
boards, maternity units and newspapers.  They will help boost 
awareness about Down’s syndrome and will have a role in 
supporting and stimulating fundraising to aid our cause.  

So I am delighted to 
be able to welcome 
Moira Leck and Brenda 
Pollacchi, our two new 
Family Support Officers.  
If you imagine Scotland 
dissected by a line west 
to east through Perth, all 

that is north of the line is Moira’s “patch” and all that is south 
is Brenda’s.  Moira works three days and Brenda four.

Of course, Moira and Brenda don’t face alone the challenge 
of supporting families all around Scotland; Sarah Van Putten 
our Family Support Service Manager still does work with 
families, and in addition, in this edition of Full Potential, we 
launch our search for volunteers for our revamped “Parent 
Contact Service”.  The new service is designed to provide 
parent contacts for families with a family member of any age, 
whereas previously our service was only targeted at parents

who had just had a baby.  We know that as well as the 
professional support from our staff, parents also value hearing 
from other parents who’ve been through the same experience 
-  and this is where our Parent Contact Service comes in. If you 
are currently or have been in the past a New Parent Contact 
Service volunteer, or if you’d like to consider becoming one, 
we’re looking for parents who’ve experienced all kinds of 
circumstances with their child of any age.  We’re also looking 
for dads as well as mums!  Read more about the service on 
page 4.

Like many charities in this multimedia age, we use social media 
to promote our work and awareness of Down’s syndrome via 
Facebook and Twitter.  Actually when I say “we” I really mean 
Heather and certainly not me – I’ve still to embrace these 
new communication mediums.  However, our Family Support 
staff have also stepped up to the plate by taking part in a live 
Facebook and Twitter Lunch Hour.  As part of our Awareness 
Week activity, on 21st March (World Down’s Syndrome Day) 
between 12:00 and 1:00pm, they responded live to questions 
placed on our Facebook wall or tweeted to us. Deemed a 
success, we have decided to make this a regular feature of 
our support service and repeat it on the 21st of each month.  
Should the 21st fall at a weekend, we will do the session on 
the Friday before.

Finally, in this edition you will read about our very successful 
partnership with the Celtic Foundation and Football Club and 
the launch of Down’s Syndrome Sports.  As an organisation 
that embraces diversity and has an equal opportunities policy, 
we do not favour one tradition, religion or faith over any 
other.  The football coaching sessions are open to any child 
with Down’s syndrome between 5 and 16 and we hope that 
all football fan families – whichever team they support, will 
see this as a great opportunity.  We hope other clubs around 
Scotland will partner with us, so that we can bring these 
sessions to children and young people who love football, 
wherever they live.

‘Til next time,

Brenda Moira

Pandora Summerfield, Chief Executive
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AUSTRALIA
The man who couldn’t speak has a voice 

through writing and illustrating books
(9 March 2011) - For 30 years Peter Rowe couldn’t express his 
feelings or ask for things. He sat and watched. 

Now at 45, Peter, who has Down’s syndrome is an author of a 
series of four children’s books. 

He began using facilitated communication (FC) ten years 
ago. FC is a group effort. Peter uses a special board while a 
facilitator speaks the word and a writer jots the words down. 

Peter said it was a relief to “find someone who could speak to 
me after years in silence”. 

Betty, his 80 year old mum, heard her sons first words. “I love 
you mum,” said Peter. “It was pretty hard for both of us. I 
already knew you but you didn’t know me.”

Peter learnt to write from watching Sesame Street and after 
he started using FC he started writing poetry. By June 2009 he 
began university to strengthen his creative writing. Later Peter 
deferred university to concentrate writing his own book. In his 
freetime he also draws images for his book.

“I dedicate my work to the children who know but can’t tell, 
who hear but can’t speak, who receive information from the 
world around them but can’t sort it, and the children who are 
blessed with the gifts of a body in full working order.”

To read the full article from the Sunshine Coast Daily, visit 
www.sunshinecoastdaily.com.au and type in the search box 
“Peter free from silent world”.

IRELAND
Role models for the world

(21 March 2011) - Twenty people aged five to 33 were 
selected by I’m Able 2 Model Agency. These models have 
a couple things in common - self-confidence and Down’s 
syndrome. 

The models were chosen after experts in the field chose them 
for their self-confidence in front of the camera. The models 
will be free for photo shoots, advertising, catalogues and 
catwalk shows and will be paid similar fees to other models.

The agency launched on World Down’s Syndrome Day (21 
March) and will promote representation for people with 
Down’s syndrome in the fashion, media and entertainment 
sectors. 

To read the full article from the Independent.ie: visit www.
independent.ie and type “Down syndrome models ready for 
work” in the search bar.

WORLDUNITED KINGDOM
SCOTLAND
Down’s Syndrome Scotland Parent 

Contact Service re-launches in July
24 March 2011 - DS Scotland is re-launching our Parent 
Contact Service. This is a mentoring service of volunteer 
parent contacts who offer support and share their 
experiences of parenting a child or adult with Down’s 
syndrome. Examples of previous contacts have been: which 
school to choose, managing those toddler years, leaving 
school or moving out. We anticipate making improvements 
for both families who use the service and in the experience 
and support for our volunteer parent contacts. 

We are now actively seeking applications from parents with 
children at all ages and stages, who would be willing to be 
volunteer parent contacts and share their experiences with 
other families. Volunteers must be willing to attend an 
assessment and information session and an annual training 
event, for which expenses will be paid. DS Scotland will 
provide ongoing training and support to all our volunteer 
parent contacts. 

So if you are currently a parent contact or would like to be 
one please contact Sarah Van Putten on 0131 313 4225 or 
download a pack on our web site.

New screening for Down’s syndrome 
available to expectant mums in Lothian

19 January 2011 - A combined screening technique* of 
a special ultrasound scan and a blood test will increase 
detection rates of a baby with Down’s syndrome from 60% to 
80%. This is expected to half the number of women referred 
for more invasive tests such as amniocentesis.

Women will be offered the combined screening when they 
are 11 to 14 weeks pregnant. The special ultrasound Nuchal 
Translucency scan, measures the amount of fluid lying under 
the skin at the back of the baby’s neck. The measurement and 
the blood test results will be entered into a computer with 
relevant factors such as woman’s age and weight to calculate 
the chance of the baby having Down’s syndrome.

The new screening will soon be offered in other east coast 
health boards and samples from Fife, Tayside, Borders, 
Grampian, Orkney and Shetland health boards will be sent to 
NHS Lothian for analysis.

For more information visit: www.nhslothian.scot.nhs.uk/
news/mediaroom/news.asp and click on “New test for 
Down’s syndrome introduced”.

*When asked by the media to comment on this screening, we 
have stressed the importance of women being given balanced 
information on Down’s syndrome before the screening.
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When Stevie Kidd, KDS Group Managing Director, had the 
sudden urge to work on Saturday morning last April he met a 
young man, Mark McKirdy. Little did either of them know that 
they would both impact the other.

Mark, the 16 year old son of employee Paul McKirdy, walked 
up to Stevie and said “I want to come in and do work 
experience here. Can I come in and make teas and coffees 
please?”

Stevie took some time to process the information and 
responded to Mark by saying “Of course you can come in and 
do work experience, but who told you that you were only good 
for making teas and coffees?” 

Stevie was alarmed by the fact that Mark felt that all he was 
good for were menial tasks. He took the decision to write to 
Mark’s school to express his concerns for this lack of self belief 
and confidence and to ask if Mark could come in to complete 
a week’s work experience.  The school agreed to this and 
from there Stevie created a work experience programme that 
encompassed all areas of the business. Stevie wanted Mark 
and other employers to see that just because someone has 
additional support needs, it doesn’t mean that they shouldn’t 
be offered every opportunity and shouldn’t be given goals to 
strive for. 

Mark completed his week of work experience in April 2010. 

Monday: Mark began his 
first day by shadowing and 
mentoring with Stevie on a 
typical day at KDS. Everyone 
introduced themselves to 
Mark, and Stevie explained 
that he had to start and 
end every day with a 
handshake to everyone. 
Stevie explained to Mark 
the meaning of this and why it is so important. With this 
information, Mark began answering the door buzzer. He took 
this seriously and got quite offended if anyone else attempted 
to do this job for him!

Stevie later mentored Mark on the meaning of values and 
beliefs and the importance of role models. After the lesson 
Mark and Stevie had a meeting with John ‘The Chairman’ 
McLaughlin. John hand-crafts wooden chairs including some 
bespoke pieces for KDS, which are intricately detailed. John 
explained to Mark the amount of craftsmanship that goes into 
each one and how everyone has a meaning. 

Mark later delivered a ‘Who am I’ presentation to a group of 
12 people who were completing a KDS training academy - an 
employability training course and then he visited the shop and

purchased a drink for himself. This was an achievement as 
Mark had been known to forget what he’s gone to the shop 
for or even forget to pay.

Tuesday: Mark started his day working at FedEx as it was 
KDS’s first customer it serviced when  KDS was founded. This 
allowed Mark to see distribution from another aspect. When 
Mark arrived at FedEx he went straight up to everyone 
and shook their hands, this showed that Mark listened and 
understood the importance and meaning of the handshake. 
During the day, Mark received a tour of the depot, 
shadowed a FedEx courier, learned how to scan parcels and 
experienced on the road customer service. 

Wednesday: Mark worked within 
our distribution division. He went 
out with one of our drivers and 
assisted him with his role for the 
whole day. This included pick-ups 
at Boots stores and delivering 
medication to customer’s homes. 
Mark got an understanding of the 
time management involved in this 

role and also the importance of delivering good customer 
service at all times.

Wanted: work experience
Skills needed: can make good cuppaWe will train!

By: Lorraine Hart, Executive Assistant for Stevie Kidd at Kidd’s Distribution Services (KDS)

Above: Mark in blue shirt with the training academy participants; 
Below: Mark assists his father Paul with distribution

“Can I come in and make teas and 
coffees please?”
“Of course you can come in and do 
work experience, but who told you 
that you were only good for making 
teas and coffees?”
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By: Lorraine Hart, Executive Assistant for Stevie Kidd at Kidd’s Distribution Services (KDS)

Mark also assisted with the drivers’ paperwork for the day and 
completed a webcam call with Stevie on the topic of desired 
states, which is the feeling you get when you associate a smell 
or sight to memory, and linking words to memories.

Thursday: Mark spent the day within our training division. 
He sat in on a day’s delivery of our academy. This gave Mark 
the chance to meet people from all walks of life and required 
him to maintain a high attention span as he was there for a 
full day. Mark was quite busy throughout the day: helping the 
team to take photos of the candidates and loading them on 
the computer, assisting with the sign-in process; delivering a 
‘Who Am I’ presentation to the unemployed candidates and 
attending an IT training course and team debrief meeting.

Friday: Mark returned to the office for the “Mind over Matter” 
day. This day is spent at the 
academy talking about the 
importance of good health and 
nutrition. This was beneficial to 
Mark and was something that 
he talked about afterwards. 
Stevie also talked about the 
importance of family time and 
encouraged Mark to spend 
time with his family over meals.

By the end 
of his work 
experience 
week, Mark 
was going 
to the shop 
for his drinks 
every day and 
was coping 
with this 
without any 
issues.

Mark embraced the experience and was eager to learn 
at every opportunity. At the end of his week, Mark was 
presented with a framed KDS sky-blue polo shirt that was 
signed with personal messages from all of the staff. This would 
act as Mark’s ‘anchor’ as every time he sees the colour sky-
blue he immediately thinks of KDS and his experience. 

Feedback from his school: When Mark returned to school 
there was a notable difference in every aspect of his character. 
He was more enthusiastic, he spoke about his goals for the 
future and his confidence level was at an all-time high. He 
was no longer limiting himself and he believed that he could 
achieve whatever he set his mind to.

Feedback from his parents: Mark’s parents, Paul and Alison, 
noticed a big difference too. Mark was more focussed and 
was striving to do things that previously he wouldn’t have 
attempted. They also said  that he had more energy and desire 
to do things. He was using his initiative and doing things 
without being asked.

Second work experience day: On Friday 15 October 2010, 

everyone at KDS 
was delighted to 
welcome Mark back 
for a day’s work 
experience. Mark 
chose to return in 
October because of 
it being his school 
break.

Stevie prepared an 
intense and well-
thought out plan 
for Mark’s return. 
Stevie wanted to 
ensure that Mark 

again covered every area of the 
business and that he take away 
with him key learnings. It was 
also important to determine 
whether Mark had retained 
everything that he had learned 
on his first visit.

Stevie invited Mark for breakfast 
at his house so that they could 

start the day with a healthy and nutritious breakfast together. 
Stevie purposely left a water bottle, which was half full. This 
was to illustrate to Mark that it is essential to eat a healthy 
breakfast in the morning, otherwise, your body doesn’t have 
all of the fuel it needs for the day. Mark noticed that Stevie 
had fruit in his cereal and decided that from then on, he would 
eat a breakfast of cereal and fruit.

On the way to the office, Stevie played Mark’s favourite song: 
Journey’s “Don’t Stop Believing”. As they pulled up beside a 
bus Mark started to play air guitar, which made everyone on 
the bus smile. Stevie explained that Mark had caused a ripple 
effect as some of the people on the bus weren’t in a good 
state on their way to work but because of Mark they were 
smiling and laughing.

The day was planned and executed precisely how Stevie had 
requested. But one thing we hadn’t planned for was Mark’s 
presentation  that he had prepared for Stevie. Mark’s dad 
said that Mark had set himself the goal and really wanted to 
impress Stevie and show him how much he loved his time at 
KDS.

Later that day, Mark spent time assisting all the divisions of 
the organisation. He helped with sales and marketing; assisted 
with IT and gained further training; created the lunch list and 
went to Tesco and KFC to pick up lunch, dealt with strangers 
and money and communicated to the staff at the shops and 
delivering the orders to the staff. He also helped create a blog 
on his experience and he was filmed for a podcast of his day. 
Mark also helped in the finance department.

Future plans: Mark will be leaving Mary Russell School, a 
specialist secondary school, to attend Reid Kerr College where 
he will be taking general education classes. He hopes to meet 
new friends at college.

Stevie purposely left a water bottle, 
which was half full...to illustrate 
to Mark that it is essential to eat a 
healthy breakfast in the morning, 
otherwise, your body doesn’t have all 
of the fuel it needs...

Above: Mark in his blue shirt with a member of staff; Top 
right: Mark giving his presentation

Spring 2011   Volume 2    Issue 1    www.dsscotland.org.uk
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Meet Sam
Hi I’m Sam and I’m 23 
years old. I went to 
mainstream primary 
and secondary 
schools. After school, 
I went to college at 
Glasgow College of 
Commerce.

Now I work full-
time at the college. 
I interviewed for a 
different job at the 
college but didn’t get 
the post. Instead they 
made a job for me! I 
work at the college 
cafeteria serving 
people and working 
at the counter. I live 

outside of Glasgow so I take a train to work by myself every 
day. It only takes six minutes. Sometimes after work I go to the 
shops. I like buying music at HMV. If I shop after work, I phone 
my parents to let them know I’ll be late. I live with my brother 
and my mum and dad.

I like to see my boyfriend Sean. We met at a disability forum 
five years ago. When I was at the forum I heard about an elderly 
club so I volunteered there. I helped with the meals.

I also like to go to a drama club and go to acting classes. I sent

Spring 2011   Volume 2    Issue 1    www.dsscotland.org.uk

my CV to the BBC and STV and met with a casting agency. I just 
finished an advert for vulnerable adults. I played a woman who 
was bullied while she was getting ready for work. She is so sad 
that she doesn’t go to work.

Now I would like to get my own wee flat. Close to my family.

Do you want to act or get a 
flat like Sam? Need help to 
strive for your full potential? 
The Big Plan is here to help.  
The Big Plan run by Brenda 
Hepburn, our Training Officer, 
will help you start thinking 

about what you want to do for the future. Visit 
www.dsscotland.org.uk/getinvolved/life or 
phone Brenda on 0131 313 861 or send an e-mail 
to brenda@dsscotland.org.uk to find out when 
the Big Plan is coming to you!

Need help planning for the future?

Top left photo: Sam resting in between takes; Above photo: Sam preparing 
for bulllying scene; Top right photo: Sam’s character being bullied before 
leaving her flat

Do you know someone who is striving for their full potential 
and whom you would like to see in future issues? Contact us 
via e-mail at editor@dsscotland.org.uk or phone us on 0131 
313 4225 by June 2011.

Looking for future full potential stars!
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My brother Bill died on 25 February 2010 in a New York hospital. 
He was 49 years old. He had Down’s syndrome. That part of 
Bill’s life seemed to be just incidental in many ways. He also 
had Alzheimer’s disease. That part of Bill’s life was his greatest 
challenge. Lots of people came that last day, to sing to him, to 
tell him stories, to rub his head and to say thanks. And then he 
died. That was not supposed to be the way it happened, but that 
was the way it did. Somehow we knew that he would die soon. 
Sometimes we weren’t ready. He was. 

Bill was born on 30 April 1960. He came home after my parents 
made a conscious choice to bring him home. He learned to do 
things he wasn’t supposed to be able to learn to do. He grew and 
changed and thrived in our big family. There were expectations 
that Bill would fit in, that he would behave and that we would 
take care of him. All of those things happened.  Little kids 
sometimes took on big responsibilities. It did not seem to

matter then as Bill made us laugh and seemed to teach us 
lessons of love, tolerance and patience. In 1968, our father 
died. Bill seemed to become the glue that held much of our big 
family together. 

At our mom’s insistence Bill entered the local primary school and 
attended kindergarten for two years, long before mainstream 
schooling was even considered. He was described as a playful 
student who brought lessons about acceptance. He headed 
off to a school programme an hour away from home for the 
remainder of his school career. He acquired basic reading skills. 
He learned to be a good swimmer, loved music, dancing and 
cheating at backgammon. 

With each passing year or two, one more of us would head out 
the door to university and begin our own lives, leaving one less 
person to assume responsibilities around the house and help 
with Bill. Eventually, over the course of many years it was Bill 
and our mom. They enjoyed life together for the most part as 
they shared a big house in a little town.

Bill learned to bowl, with our mother as his demanding coach. 
She expected him to do and be his best. On the other hand she 
was often ferociously protective. Bill maintained a paper route 
in our neighborhood but often preferred an abbreviated work 

By: Mary Hogan, international supporter and sibling, Maine, USA

My brother’s advocate

“At our mom’s insistence Bill entered 
the local primary school and attended 
kindergarten for two years, long 
before mainstream schooling was 
even considered.”
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week. He frequently insisted that he needed a day off to “sleep
in”until 10:32 so our Mom and her long time companion 
travelled the neighbourhood in her old Mercedes, stuffing 
those mailboxes on many a Sunday morning. 

When Bill was in his early thirties, he moved on to a group home 
in a small city near our hometown. This was a transition that was 
easier for him than it was for our mother. Nonetheless, it was 
an important move for him as he became more independent, 
developed friends and had his own life. He continued to enjoy 
working in a Sheltered shop, his paycheck and a sense of 
accomplishment. 

He loved “his staff” at the group home, many of whom worked 
with Bill for several years. They became his second family. As 
he grew older and enjoyed more frequent haircuts, he became 
convinced that he looked like his hero, Harrison Ford. On more 
than one occasion when flying independently to see family in 
Boston, he introduced himself to the flight attendants as the 
well known actor. With delight, they confirmed his resemblance!

In 1997 our mother died unexpectedly. Because Bill had already 
made the move to a group home, the trauma of that loss was 
more tolerable for him. He had settled into his life in his group

home and had a built-in support system. He maintained 
close contact with his extended family and visited regularly, 
something he loved greatly. Though many siblings helped with 
Bill’s visitations, I became his primary advocate, a role assumed 
until his death. In 1998, while vacationing with family, Bill fell 
and fractured his hip. Despite immediate and on-going medical 
attention, the fracture went undiagnosed for six weeks. One 
cannot help but ask how this happened as he repeatedly was 
taken for medical care at our insistence, but it happened.

The keen observations of a physical therapist prompted a 
diagnosis and eventual surgery for a partial hip replacement. 
Bill experienced his first stay in rehab. The family rallied and 
was a presence during rehab to ensure that his needs did not 
go unnoticed. 

His gastric issues complicated his life as well as he experienced 
severe hypoglycemic episodes. His diet needed to be carefully 
observed to ensure that he maintained good health. Each new 
medical wrinkle required advocacy for Bill, to make sure that 
recommendations were followed, that he would be safe and 
well taken care of, that complications would be avoided. 

He faced all of this with relentless good humour and few 
complaints as he worked hard to get back “in the game”. 
When he was back on his feet, he was thankful for his miracle.  
Advocacy again was the operative word, I willingly assumed 
the bulk of the responsibility. Over time it became harder for 
the family team to rally. As siblings aged and family demands 
and Bill’s needs increased, the team sometimes tired. We were 
blessed to have reinforcements waiting in the wing ready to 
help. 

“Though many siblings helped with 
Bill’s visitations, one sibling became 
his primary advocate...over time it 
became harder for the team to rally. 
As siblings aged and family demands 
and Bill’s needs increased, the team 
sometimes tired.”

Photos page 8: Bill singing on Lake Charlevoix in Michigan; Bottom photo 
page 8: Bill with sisters (l-r) Sara, Mary, Rita and Jo-Ann at a family gathering 
in Massechusetts; Photos top right: Caricature of Bill as Harrison Ford; Above 
photo: Mary with Bill at US Military Academy at West Point, NY; Photo page 
10: Bill dancing at the annual ball held by his host agency
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The diagnosis of Alzheimer’s in 2006 seemed unreal - a brief 
notation in a medical record made by a neurologist who did 
not really know Bill. It did not seem to relate to who he was 
in that moment in time. Gradually, over the next two years it 
became more apparent that 
the diagnosis was correct.  
Bill began to have difficulty 
remembering the steps of his 
job and initiating self-help 
skills. The losses eventually became more pervasive and the 
changes far more noticeable. Familiar tasks became impossible 
to complete as interest in once favourite activities waned.

As Bill faced more debilitating changes due to Alzheimer’s, the 
need for advocacy greatly increased. His life at the group home 
was threatened as he was the first resident to face life altering 
changes. We advocated for him to “age-in-place” as long as 
possible. We worked to make sure that he, his housemates 
and the staff were all safe; we worked to help his mates 
understand the changes, though we could hardly understand 
them ourselves. We worked to make sure that he was not 
marginalised in the medical community as he presented 
problems that were not due to Alzheimer’s but were often 
readily attributed to the disease. We were tenacious warriors 
in his defense. There was no choice. 

Over time April 30th seemed to become a national holiday for 
many in our family. Bill began planning for his birthday shortly
after we had celebrated Christmas. We listened for months 
to this litany of ideas and plans on how to celebrate the day. 
Sensing that changes were in the wind, we celebrated his life 
in grand style in 2007 with the birthday of all birthdays.

In July of 2009 Bill began to deteriorate more rapidly and 
exhibit more challenging behaviours. Safety issues became 
a concern. Eight months before the end of his life, he left 
his old group home and second family and moved to a new 
group home that could better meet his physical needs. It was 
traumatic for Bill. It was traumatic for all of us. Though it was a 
difficult start in his new setting, he was blessed with a caring,

attentive staff who worked hard to help him with all of 
his daily challenges. They learned his story; they came to 
recognise that we would support both them and him. They 
came to understand his losses and treated him in a very 

gentle, loving manner. He 
became a part of their family 
and they became part of ours. 
We faced the end of his life 
together. It came quickly on that 

snowy winter day. 

Bill was born 
knowing how to 
celebrate. He had 
cause to celebrate. 
Life was generally 
good to him but 
mostly he was good 
at life! Last year we 
buried Bill on what 
would have been his 
50th birthday. It was 
a beautiful spring 
day. It was a simple 
celebration with an 
Irish prayer, a James 
Taylor tune and a 
homily about a man 
and his community. 

Mark Twain was 
once quoted as 
saying “Let us live so 

that when we come to die, even the undertaker will be sorry.” 
Bill’s life was a life well lived. We bid him adieu and can almost 
hear him signing off with his favourite, “Too-da-doo.” Toodle 
loo to you too, Bill. See you on the other side.  

View Mary’s “A Guide to Advocacy” on our web site for more 
information - www.dsscotland.org.uk/families/growingolder/
dementia.

“He was born knowing how to 
celebrate. Life was generally good to 
him but mostly he was good at life!”

Dementia resources and support available at DS Scotland
Information via phone, e-mail, social media: Whether you 
are located in the Borders, the Islands, West of Scotland 
or Central, we have you covered with the Family Support 
Services Team. If you are located south of Perth phone 
Brenda Pollacchi (“Brenda P” as she is known in the office) 
on 0131 313 8613 and she will be able to provide you with 
queries. If you’re north of Perth, Moira Leck, our Family 
Support Services Officer for the North of Scotland, will answer 
your information. E-mail her at moira@dsscotland.org.uk. 

Also on the 21st of every month (unless it falls on weekend, 
in which case it will be the Friday before), the Family Support 
Services Team will be on our Twitter and Facebook pages 
from noon to 1 pm to answer your questions. Write on our 
wall, direct message and/or tweet us.

Visit our resources shop: Our online resource shop - www.
dsscotland.org.uk/resources/shop - has five resources on 
dementia: “What is Dementia?”, “Living with Dementia”, 
“Food for Thought”, “Keep Talking about Dementia” and “It’s 
your Move - Dementia”.

Sign up for our free library: We have a growing selection 
of DVDs, books and CDs and a large (29 books) Dementia 
section. Our library is free to everyone who registers. If you 
don’t live in Edinburgh view the list on the web site and we 
will mail them at no cost to you; however, we ask that you pay 
to return them. www.dsscotland.org.uk/resources/library
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After sending my [conference] feedback, I arrived home to 
my copy of the new magazine. Congratulations - it’s great! As 
well as helping to change perceptions in society, it’s a welcome 
reminder of all that is wonderful about our children..when 
you’ve had one of those pull-your-hair out days, when their 
behaviour is a nightmare, it’s a lovely reminder of why it’s all 
worth it!

Christine Williamson, parent, West of Scotland, via e-mail

I did receive the magazine today and have read from cover 
to cover. It’s really good with some great articles. Although the 
article “Is being included being excluded” for me was hard to 
read. Really because at the moment I am very pro-inclusion 
into mainstream. My son Cameron is six but there is a doubt 
of what will happen in his later years. However, I am sure we 
will cross that bridge when we come to it and the mentioned 
article is quite thought provoking.

Regards,

Sarah Gibson, parent, Tayside, via e-mail

I noticed your message on the DS Scotland Facebook page 
for more pictures of wee ones for the next magazine issue and 
thought I’d send some in of my little girl Eve who is three at the 
end of February...she is a wee monkey!

I would also like to say that the magazine is a great source 
of info for parents and it’s always fantastic to see so many 
pictures in it, for someone like myself who’s “learning as I go 
along” with Eve. It’s amazing to see how well older kids with 
Down’s syndrome adapt.

Keep up the good work!

Regards,
Audrey O’Neill, parent, West of Scotland, via e-mail

A sincere thank you on Tommy’s behalf for a great night 
out at the Circus. He was made very welcome and was given a 
prime spot in the front row.

Tommy thoroughly enjoyed the entertainment, particularly 
the costumed characters and clowns and on the way home 
he called in at KFC for supper, which rounded off the evening 
nicely!

The outing was a great success and your kind and thoughtful 
efforts are greatly appreciated.

With warmest regards,
Nick Perella, carer, Edinburgh and the Lothians, via e-mail

Please find enclosed a cheque for £200 donated from the 
charity committee on my oil rig. I nominated your charity for 
my grandson Leo who was born with Down’s syndrome two

Dear DS Scotland...
and a half years ago. Leo stays up in Banffshire with his mum 
and dad and I get up to visit him as much as I can. He is such 
a happy little boy and is loved by everyone. My son tells me 
of all the support that they get from your organisation. I hope 
this money will help towards the great work you do.

Ronnie Ewan, relative, Tayside, via letter

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 Down’s Syndrome Scotland 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.

Share your voice

congratulate

DEBATE

question

SHARE discuss understand
introduce

reflect

explaincontemplate
comment

engage
ExpANDreflect

Thank you so much for providing this wonderful experience 
for my son Euan. He has attended half of the Celtic football 
training scheme now and is having a ball!!

I can’t praise the trainers enough. Each week these young 
lads  (and a couple not so young) have thrown themselves into 
training our kids with fun, enthusiasm and loads of patience. 
They make sure that every child gets the most out of the 
experience no matter what their ability.

To tell you the truth I’m having as much fun as my son by 
watching the antics of the younger kids.

I thought you might like a picture of Euan with one of the 
senior trainers, his smile shows how much fun he had.

Lorna Dickie, parent, West of Scotland, via e-mail
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MAINSTREAM: A learning curve 
By: Christine Williamson, parent and Mrs. Ballentine, St. Leonard’s Primary Class Teacher, East Kilbride

CHRISTINE’S EXPERIENCE: A PARENT’S EDUCATION
Gregor went to a mainstream 
nursery so I always hoped that 
he would also attend mainstream 
school. I did look at the alternative 
options of a support-based school, 
and the small class sizes were 
certainly attractive, but I wanted 
him to be given the opportunity to 
try mainstream.

We had an extended induction 
period to get to know the school 
– beginning in January. Before he 
started we spent one morning a 
week in the P1 class. This helped 

Gregor get familiar with the layout of the school, the children 
and staff, and they could get to know him. The staff also 
arranged in-service training from Down’s Syndrome Scotland 
for all school staff.

On the first day we gathered with 
all of the other new parents, and 
proudly watched Gregor take his 
place in the line – another ‘normal’ 
milestone ticked off! The novelty 
quickly wore off for Gregor though, 
and he spent each morning until 
Christmas crying, refusing to join the line, showing lots of 
the ‘challenging’ behaviour that reminded me he wasn’t like 
everyone else. I did question if mainstream really was the right

place for him.

Gregor is my only child, and the school had never had a child 
with Down’s syndrome before so none of us really knew what 
to expect. In the first few months I made a few tearful calls to 
Down’s Syndrome Scotland and to our Pupil Support Adviser 
worrying that mainstream was the wrong place for him or if he 
would be asked to leave. It’s been a learning experience for all 
of us to find ways to get the best out of Gregor.

He has had the same teacher in P2, which has really helped, 
and is making great progress. He can write his name, read and 
count! More importantly, he’s very much part of the school 
community, taking part in assembly and class duties. He 
doesn’t stand out as different, but is just one of the class. He’s 
very happy to be one of the class, desperate to be the same 
and I know this is absolutely the right place for him.

We now have a very open relationship – I know Gregor can be 
hard work and we work together on shared rewards to help 
his behaviour. Sarah Van Putten [DS Scotland’s Family Support 

Service Manager] suggested 
that because people with 
Down’s syndrome are visual 
learners that I introduce a 
rewards box for Gregor. If 
he’s good he can put a ball 
in the box. If he’s naughty, 
a ball is taken out. When he 

receives 10 balls in the box, I take him to buy a comic for a job 
well done. This has worked quite well and I plan to continue 
this during the year.

“Gregor is my only child, and the 
school had never had a child with
Down’s syndrome before so none 
of us really knew what to expect.” 

for child, parents and educators
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I have been Gregor’s teacher since primary 1. When I was 
informed that I would be teaching a child with Down’s 
syndrome I was anxious. Before Gregor started, I researched 
appropriate learning and teaching techniques and behaviour 
strategies for childen with Down’s syndrome. I visited another 
school, took advice from various agencies and did extensive 
reading. Gregor also came into my class for five months every 
Friday morning before he started in order to allow Gregor to 
become familiar with the school setting. This preparation was 
challenging and time consuming but very valuable to Gregor’s 
transition into Primary 1.

During Primary 1, I 
attended a Makaton 
course and both myself 
and Mrs Aitken, the 
classroom assistant, 
continued to take 
support and advice 

from various agencies. The extensive support from Mrs Aitken 
has been essential in Gregor’s learning and teaching.

Gregor attending a mainstream school has been successful in 

many ways. He has 
made great progress, 
academically and 
socially. For example, 
he can read many 
words, recognise 
single sounds and 
is now beginning to 
blend letters together 
into words. More 

importantly, Gregor is part of the class. He plays with other 
children and this has allowed him to develop his speech and 
appropriate social behaviour. Gregor has also taught the other 

children that there is 
an array of people with 
different characteristics, 
talents and needs in 
life. They understand 
that Gregor is unique 
and needs support and 
encouragement but is 

still an equal member of the class.

There continue to be challenges as a teacher of a child with 
Down’s syndrome. It takes extra time to prepare lessons and 
discuss these with Mrs Aitken. Lessons and resources have to 
be adapted daily, particularly now Gregor is in primary 2 and 
the gap between Gregor’s learning and the other children is 
widening.

However, Gregor is a very happy boy who enjoys learning and 
interacting with the other children. Overall, Gregor attending a 
mainstream school has been a success.

MRS. BALLENTINE’S EXPERIENCE: 
A TEACHER’S EDUCATION

“Gregor has also taught the other 
children that there is an array of 
people with different characteristics, 
talents and needs in life.” 

on educationMost FAQs
By: Sarah Van Putten, DS Scotland Family Support Services Manager and

How do I ensure that the placement is successful?
Sharing information is a vital key to success.  This means 
having good communication between yourself, the school 
and all the professionals involved.  Planning should be a joint 
process and you should be involved in this and your views 
listened to.  Strategies and interventions should be clearly 
agreed and followed consistently. They should be regularly 
reviewed to ensure progress and next steps.

I understand that my child is one of 25 in the class but 
how do I ensure her needs are met?
Your child has the right to have her needs assessed and 
should have an Additional Support Plan, IEP or Co-ordinated 
Support Plan depending upon needs, which will detail how 
your child’s needs are to be addressed and who is responsible 
for this (LA, Teacher, SALT etc).   This should be reviewed 
regularly however if you have any concerns you can request 
an early review.

I’m not happy since my child changed to P3; however, 
the school have been really good up till now and I 
don’t like to complain and upset them. What should I 

do?
As a parent you know your child best, if you have any worries 
the school would wish to know about these and work with 
you to try to find a way forward.  It is really important that you 
raise worries as they occur rather than let them escalate.

The school keep contacting me about my child’s 
‘Challenging Behaviour’. I don’t have a solution. Help!
In this case we would suggest phoning us for suggestions 
and strategies that might be helpful in your particular 
circumstances.  Behaviour is a form of communication, we just 
need to work out  what the child is trying to tell us.  Often, 
changes to the type or amount of support can alleviate these 
issues.

We can support you by:
Parent Support through the phone or by e-mail, or arranging 
to see you at your house or supporting you at reviews.
Professional support: Support to schools/staff through 
consultation visits*, training* (*these are chargeable services), 
phone or e-mail.

Brenda Pollacchi, DS Scotland Family Support Services Officer for the South of Scotland

Above (left and right) photos: Gregor at 
school learning maths and writing. Page 12 
top: Gregor reading; Page 12 left photo: 
Christine and Gregor
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By: Margaret Woodhouse, Senior Lecturer, Head of Down’s Syndrome Vision Research Unit at Cardiff 
University

other hand, may be better off without glasses for close work. 

Squint
Children with Down’s syndrome are at much greater risk of 
developing a squint (eye-turn) than the average child. A child 
with a squint is likely to have a poorer level of binocular vision 
(which allows the eyes to see 3D) especially depth perception. 
Tasks requiring fine depth discrimination (ability to judge small 
differences in distance), such as threading beads, will be more 
difficult.

Accommodation (focusing at near)
Children’s interests are mostly close at hand, and most of 
children’s learning takes place at near. And it is at near that we 
find the greatest differences between vision in children with 
Down’s syndrome and the average child. 

Usually, children focus very easily and very accurately on 
near targets and many clinics do not measure focusing in 
children.  We find, however, that most (over 70%) children 
with Down’s syndrome focus very poorly at near, even when 
they are wearing glasses to correct long sight. This means that 
near work, especially in school, must be more difficult for the 
children because it is out of focus.

We don’t yet know the reason for the poor focusing, but we do 
know that the children’s focusing improves dramatically with 
bifocal spectacles. In a controlled trial, we supplied bifocals to 
a group of 17 primary school children with Down’s syndrome, 
and conventional spectacles to a second group (the control 
group). The two groups were matched for all of the factors 
that might influence spectacle use or near work, such as age, 
cognitive ability, school placement etc. Over a 20 week trial, 
the children in the bifocal group consistently focused more 
accurately on near work than did the children in the control 
group.

This observation has been repeated recently by a research 
group in Canada. Their study also showed that when the 
children wore bifocals, they performed significantly better at 
standard school tests such as literacy. 

Visual   probblems  
        their remediesand

in children with Down’s syndrome

Because children with 
Down’s syndrome 
often have particular 
difficulties with language, 
educationalists describe 
the children as ‘visual 
learners’ and recommend 
the use of visual aids 
in the classroom.  It is 
therefore especially 
important that the 
children’s vision is as 
good as it possibly can be 
and that the children are 
given every opportunity 

to access visual stimuli. Unfortunately, children with Down’s 
syndrome are at much greater risk of eye and vision disorders 
than are typically developing children. They therefore need 
regular eye examinations, are more likely to need glasses than 
typical children, and may need compensation in the classroom 
/ learning environment for visual deficits. Classroom and 
advisory teachers, as well as parents, need to be aware of the 
visual difficulties that the children may experience.

At the Down’s Syndrome Vision Research Unit, we have 
been studying visual development in children with Down’s 
syndrome since 1992. We have a large group of enthusiastic 
and highly committed families taking part in our studies, many 
of whom have been with us since the beginning, and we see 
over 100 children regularly. Our most significant findings are 
described below.

Refractive Errors
Long-sight, short-sight and astigmatism are much more 
common in children with Down’s syndrome than in typical 
children, and many more will need to wear glasses. Children 
are often long or short-sighted in early infancy, but grow out 
of these errors over the first few years of life. Children with 
Down’s syndrome are much less likely to outgrow these baby 
errors and much more likely to become more long or short-
sighted. Many clinics (including ours) therefore prescribe 
glasses earlier for children with Down’s syndrome.

It is important (as for any child in the classroom) that the 
teacher understands when a child will need his/her glasses, 
and what level of vision he/she will have both with and 
without glasses. Long-sight of low to moderate degree can 
be overcome in typical children by accommodation (active 
focusing) and not all children who are long-sighted need 
glasses. However, children with Down’s syndrome, because 
they have difficulty in focusing (see later), will be much more 
dependent on their glasses for clear comfortable vision than 
will the average child. Children who are short-sighted, on the

Above 
photo: 
Fraser is 
a happy 
boy; 
Photo 
left: We 
received 
this 
photo 
but do 
not 
know her 
name. 
Please 
e-mail
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We now prescribe bifocals routinely to any child who has a 
focusing problem. The children wear bifocals very successfully 
and most prefer to wear their bifocals all of the time rather 
than keep them for school use. 

The positioning of the bifocal is very important. The top of 
the bifocal should lie across the child’s pupil (this is a much 
higher position than usual for bifocals) so that the child can 
look down through the bifocal without effort. We provide an 
information leaflet that parents may take along to their child’s 
eye examination; this specifies the correct position for the 
bifocal. 

Bifocals may be temporary
Our most recent finding is that bifocals may be a temporary 
measure for some children. So far, 40% of children who have 
worn bifocals for a year or two have learned to use their own 
focusing accurately and no longer need the bifocal. These 
children have returned to wearing conventional lenses.

Detail vision
At birth, detail vision (visual acuity) is quite poor for all 
children, and rapidly develops over the first two to three 
years. Acuity in children with Down’s syndrome also improves 
in childhood, but it lags behind typical visual development at 
all but the youngest ages. The difference is the equivalent of 
perhaps two or three lines on a conventional letter chart at 
both distance and near, and is there even when children are 
wearing glasses that correct any long or short sight, or when 
they have no eye defects and do not wear glasses. 

The clinical ways of measuring acuity such as, using letters 
or pictures, are known as ‘behavioural’ tests because they 
measure aspects of a child’s behaviour or performance as 
well as vision. One reason why we record a poorer score for 
children with Down’s syndrome could be that the children 
under-perform on the test, not trying as hard when a test 
becomes difficult. To address this issue, we measured acuity 
objectively using Electro-encephologram (EEG) techniques to 
record the brain’s responses to visual targets (EEG’s measured 
this way are known as visual evoked potentials or VEP’s). Our 
data show that even with this technique, vision is poorer in all 
children with Down’s syndrome than it is in the average child. 

In similar studies, we have also shown that children with 
Down’s syndrome are poorer at discriminating low contrasts 
and at detecting when a scene is out of focus. All of this may 
indicate that the children have a poorer ability in all visual 
discriminations than the average child. 

Our results show that acuity deficits are genuine and represent 
a (mild) visual impairment. It is important that teachers 
acknowledge that even if children wear glasses or do not 
need glasses their vision will still be poorer than normal. Thus 
reading materials, for example, do NOT look the same to a 
child with Down’s syndrome as they do to his/her classroom 
peers. Enlarging the print may help the child to access print 
more easily, but does NOT restore a ‘normal’ appearance to 
the material.

Visual tasks are therefore more difficult for children with 
Down’s syndrome for reasons over and above any learning 

disability that they have. In the illustration below, we present 
an example of how work in school might look to a child with 
Down’s syndrome. Faint lines can be invisible, and small 
print is much more difficult to read. Parents and teachers will 
acknowledge that children with Down’s syndrome can have 
difficulty writing on the line – it may be that the children 
cannot see the lines!

It is obvious from the above illustration why we recommend 
that children with Down’s syndrome use pen rather than 
pencil, and write on lines that are readily visible. The teacher/
assistant should go over faint lines with a pen. 

We also recommend that children with Down’s syndrome 
are registered with their local education authority’s visual 
impairment (VI) support service. A VI support teacher can 
advise the classroom teacher on whether materials are 
adequate. 

From the perspective of the classroom teacher, if he/she 
makes sure that all materials are readily visible to a child with 
Down’s syndrome, this is not detrimental to the other children. 
So if all material in the classroom is reasonably big and bold, 
There may be no need to do extra work to modify material for 
one child.

Finally, since the visual deficit in children with Down’s 
syndrome is permanent and will become increasingly 
significant as a child progresses through school, and the work 
becomes more demanding, it is clearly essential that the visual 
problems are included in every child’s Statement of Special 
Educational Needs.

The same page as it might appear to a child with Down’s 
syndrome. The main part of the image was bold and is still 
visable but the lines to write on were faint and are now 
invisible.

A work page as it might be seen by an average child

To view and print the Information Leaflet from the Down’s 
Syndrome Vision Research Unit, go to our web site www.
dsscotland.org.uk/professional/health/health1 -  or 
contact our Family Support Services Team on 0131 313 
4225 for more information.
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DS Scotland launched Down’s Syndrome Sports late last year. 
We teamed up with The Celtic Foundation to launch the Ability 
Counts programme. The pilot, which ran every Saturday from 
5 February until 26 March was open to boys and girls aged 5 
to 16.

Three boys gathered at the Lennoxtown Training Grounds 
kitted up in green and white for a photoshoot. Not many had 
heard about Down’s Syndrome Sports or Celtic Foundation’s 
Ability Counts programme but the programme’s first registered 
footballers: Giovanni di Ciacca, 11; Sean Harrigan and Alistair 
Howell, both 15 were curious. Giovanni, Sean and Alistair 
met Celtic stars Georgios Samaras, Mark Wilson and Johan 
Mjallby. Samaras, Wilson and Mjallby kicked around balls 
on the pitch with the boys, stopping every once in awhile to 
show them how to kick around cones. Sean, a member of 
Broomhill Football Club in Glasgow, showed off his prior skills 
and Giovanni and Alistair showed great promise. Samaras said, 
“The strength and the power they have inside is something 
special.”

F●●tball without limits
By: Heather Irish, Communications and Fundraising Officer at DS Scotland

“Matthew had a ball,” said Matthew’s father, Paul. “We were 
very proud of him, in view of his  chronic stage fright!”

By Saturday, 5 February, 25 children, their parents and their 
siblings arrived at Gorbals Leisure Centre. The coaches, who 
had been trained by Sarah Van Putten, DS Scotland’s Family 
Support Service Manager, put their skills to the test. 

“The ratio of staff to the children was great and well 
organised,” said Steward Brockett, a father who’s son attended 
the sessions. 

The children were split into two groups - a younger group and 
an older group for teenagers. 

“The main aim [for the younger group] was to make sure 
they had as much fun as possible in the time they have at 
the coaching sessions,” said Gerry Mannion, a coach for 
the younger group. “This was done by carrying out basic 
passing drills, fun games and once the kids got familiar with 
the coaches then they had more fun. At the older level the 
concentration level was easier to maintain as some of the kids 
have had the experience of using a football. More advanced 
drills were introduced and they were coping with the challenge 
well.”

Throughout the pilot sessions, parents were pleased with the 
coaches. 

“Everyone is so patient and worked well to get all the children 
involved at their own level,” said mum Christine Williamson.

Above photo © The Daily Record (l-r): Giovanni, Samaras, Sean, Wilson and 
Alistair; Top right photo: Daily Record article including Giovanni, Sean and 
Alistair’s photoshoot; Page 17 top left photo: older group team photo; Page 
17 right photo: younger group team photo; Page 17 bottom left photo: 
Euan receiving his certificate of completion at the end of the pilot

“The strength and the power they 
have inside is something special,” 
said Samaras. 

After the photoshoot the boys headed home in their kits with 
smiles on their faces and awaited a Daily Record article with 
their photos. The boys met again with three more children at 
the Celtic v. Aberdeen home game. Once again the boys were 
kitted in the well-known colours along with Grace Moultrie 
and Christy Kerr both six and Matthew Mitchell, 10.  The 
children stepped out onto the pitch as the new Ability Counts 
football initiative with Down’s Syndrome Scotland and the 
Celtic Foundation was announced to the full stadium. The 
children were full of smiles with Alistair waving to the crowds 
and Matthew braving his fears and going out on the pitch. 
The crowd responded by waving back and cheering for the 
children. 



Join Down’s Syndrome Sports’ football 
initiative with the Celtic Foundation!

Have you missed out on the pilot sessions? Not to worry. 
It’s not too late to join! Down’s Syndrome Sports and Celtic 
Foundation will continue to provide the football programme 
from April to June in a ten week block. The cost is £40 for 

the block. For an informal chat contact us 
on 0131 313 4225 or to book phone the 
Celtic Foundation on 0141 551 4276.
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During the pilot sessions, Lorna Dickie noticed a difference in 
her 14 year old son Euan. “Euan loves to play football but he 
can’t quite manage to keep up with everyone at his school,” 
said Lorna. Euan attends a mainstream school in Glasgow that 
has a specialised unit. “The programme levels the playing field 
and gives Euan the chance to shine. The first session Euan said 
‘I can’t kick the ball. I can’t run with the ball. I can’t tackle.’ 
Now he says ‘Watch me! I can do it!’ He goes into the room 
[where the programme is held] and says ‘Right mum. Bye!’”

“The first session Euan said, ‘I 
can’t kick the ball. I can’t run with 
the ball. I can’t tackle.’ Now he 
says, ‘Watch me! I can do it!’” 
Joanne McAlpine, mum of Fraser who has autism, said he’s 
learned to participate and interact during the pilot. “He’s 
learned how to kick the ball and does the high five routine 
with the coaches. He’s shown slow progress but the coaches 
have been so patient that he’s improved.”

Lorna recommends the programme to all. “I wouldn’t be put 
off that it’s a specific team. The training is done very well and 
trainers have a good grasp on sign language and work with 
children of all abilities. They take their time with children and 
make sure all the children get the idea before they start. We 
come from Ayrshire to Glasgow for this. We get a free bus and 
get a taxi from Central Station to the centre.”

The pilot sessions ended 26 March; however, a new block of 
ten sessions will run beginning in April. 

The sessions will take off from where the pilot has left. The 
Celtic Foundation coaches are hard at work preparing for the 
new sessions. 

“At the younger kids level we will try and set out a more 
structured drill session and carry out exercises that will get the 
kids’ concentration fixed in to it more,” said Gerry. “This may 

be fun games with introducing the football at a time when it is 
right for the kids. At the older level maybe more progressions 
in the drills would be needed.” 

At the end of the pilot, it was apparent that the children’s skills 
have expanded in many areas.

“Having seen the children when they started the programme 
and being with them at the end, the confidence they have 
gained in mixing with other kids and making new friends at 
parent-level as well is of great benefit,” said Gerry. “Their skill 
and fitness levels are being improved with every session.”

Not only the children have benefited from the programme.

It’s great for the parents as well said Joanne. “I’ve met a lot of 
parents who I hadn’t met before and we’ve shared and learned 
from each others’ experiences.”

“I’ve got so much on a personal level from being involved with 
this programme, from the training with Down’s Syndrome 
Scotland through to seeing the children having so much fun 
at Lennoxtown and now watching them develop their skills 
week on week at their coaching sessions!” said Paul Brownlie, 
Football Development Officer for Celtic Foundation.

“We are delighted to receive such great feedback from 
parents,” said Pandora Summerfield, Chief Executive at DS 
Scotland. “We hope to continue to provide a healthy activity 
for children with Down’s syndrome where they can receive 
extra support when needed. With this programme, it has 
built up children’s confidence and interest in sports. We 
look forward to seeing how the children develop in the next 
sessions.”
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participation needed in new Uni of Glasgow Alzheimer’s study
one group will take a simvastatin capsule every night and the 
other group will take a placebo capsule. 

Between six to 12 weeks after starting, the research assistant 
will visit each participant to make sure there are no side 
effects. She will also ring or visit after three, six and nine 
months to check there are no side effects. After a year, the 
research assistant will visit to ask about the participant’s 
health and will request an optional blood test. After the year, 
differences between the two groups will be compiled. 

All information will be confidential and only the research 
team and the participant’s GP will know who took part in the 
study.

Simvastatin is currently used to prevent heart attacks and 
strokes and most people do not have side effects. The most 
common side effect is muscle pain or weakness in about 1 in 
every 100 people.

Every participant will be given £50 of shopping vouchers for 
their time.

For an informal chat or to ask to be visited please contact 
Sally-Ann Cooper, Professor of Learning Disabilities at the 
University of Glasgow,  on 0141 211 0690 or Sally-Ann.
Cooper@glasgow.ac.uk. 

 

Many people with Down’s syndrome develop memory 
problems or dementia in middle age.  The Institute of Health 
and Wellbeing at the University of Glasgow partnered with DS 
Scotland to research a drug’s potential to reduce the chances 
of people with Down’s syndrome getting Alzheimer’s disease.

A medication called Simvastatin, which is used to treat other 
conditions, might reduce Alzheimer’s disease as previous 
studies have shown that people who did not have dementia 
were more likely to have taken simvastatin than those who 
had dementia. The studies show that Simvastatin may slow 
the amyloid β build up in the brain which is thought to cause 
Alzheimer’s disease.

The University of Glasgow will soon be inviting everyone with 
Down’s syndrome who fits the requirements to take part in 
the study. Participants must be:

If the person with Down’s syndrome agrees to take part, a 
research assistant will visit the person at home. The assistant 
will ask some questions about health and will ask for a blood 
test or a thumb pin-prick sample and saliva sample. Each 
participant will be put in one of two groups. For the next year, 

Tayside region.

 ● over 50 years old by 2012 and               
● live in the Greater Glasgow and Clyde, Lothian or

psychology study on perceptions of Down’s syndrome in children 
needs participants and photos

The Academic Unit for Mental Health and Wellbeing at 
the University of Glasgow is currently researching the 
perceptions of Down’s syndrome in children with and without 
the syndrome. 

The PhD research project aims to find out if children’s 
thoughts about Down’s syndrome change as they grow older 
and whether there are positive or negative associations 
about the syndrome.

Karen Deakin, the Ph.D. research student heading the study, 
said that “it is hoped that the information collected may help 
families and teachers encourage children to think positively 
about themselves.”

Karen will be working alongside her supervisor, Professor 
Andrew Jahoda. As part of the study, there will be activities 
for the participating children, aged 10 to 15, which involve 
looking at photographs of children with and without Down’s 
syndrome. 

In order to proceed with the study, Karen needs photographs 
of children with Down’s syndrome aged 10 to 15. The 
photographs will be only used in this project and will only be 
seen by Karen, her supervisor and the children who 

To submit a photo e-mail to Karen Deakin at k.deakin.1@
research.gla.ac.uk. For more information regarding the study 
phone Karen on 0141 211 3904.

At a later date, research activities will be conducted with the 
photographs. If you haven’t sent in a photograph but would 
like your child, 10 to 15, to take part please phone or e-mail 
Karen to have an informal chat. 

take part in the study. The child’s name will not be given.  

The submitted photo must be:

● wearing nothing that covers the face e.g. hat or 
glasses

with the entire face visible
 ● a colour photograph of the head  and shoulders

than it is wide)
 ● passport-standard and portrait orientation (taller

eyes open, looking directly at the camera
 ● a neutral expression with the mouth closed and  
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By now, almost everyone 
has either sang along to 
the remake of Journey’s 
“Don’t Stop Believing” that 
has been played on the 
airwaves ever since the 
television series premiere or 
has watched every episode 
of Glee. This American 
television show about 
a bunch of misfit teens 
growing up and singing in 
a show choir in Ohio won 
hearts when the first season 
premiered on E4 last spring. 

While the choreography and 
pop, rap, R&B and country 
songs are show stoppers, 
the characters’ experiences 

relating to exclusion and 
inclusion is an important one for everyone to remember. With 
a diverse cast, including two actresses with Down’s syndrome: 
one a cheerleader and the other the sister of Cheerios 
infamous cheerleading coach Sue Sylvester (Jane Lynch) - each 
episode focuses on social prejudices seen through the eyes of 
its unique characters.

The show tests the public’s preconceived notions of Down’s 
syndrome when they introduce Becky Johnson (Lauren 
Potter), a high school student with Down’s syndrome. Sue, the 
creatively snide coach, holds cheerleading try-outs for a vacant 
post and when Becky tries out Sue chooses her. Will Schuester 
(Matthew Morrison), the glee club teacher, senses something 
is awry when he catches Sue giving Becky a hard time during 
practice. He reminds Sue that she needs to treat her differently. 
Sue retorts that she opened try-outs to everyone and she will 
treat everyone the same. While being yelled at is not what 
every child dreams of, the episode does make a point. Becky 
is being included, which is what every person regardless of 
gender, age, skin colour or disability strives for throughout life. 
The character Becky is part of a team and she is treated like 
every other cheerleader on the squad. 

Later on Becky Jackson makes appearances throughout the 
story arc. As with most Glee episodes, the writers choose 
certain issues and use humour to make a point - no matter if 
that humour causes you to drop your mouth and wince. In one 
particular episode, Sue requests that her cheerleaders lose 

TELEVISION

glee
weight.  

Becky (standing on a scale): I lost two pounds, coach.

Sue: Well, Becky, you are assimilating beautifully. Instead of 
being different and an outcast, you’re just like every other 
teenage girl in America: sadly obsessed with vanity. Congrats. 
I’m so proud of you, kid.

Becky: Thanks, coach.

Sue’s callous character is also softened when she is shown 
visiting her younger sister Jean. Sue relies on Jean for advice 
when she is at her worst. In one episode, Sue is playing 
checkers with her sister and asks if she believes in God, 
admitting that she doesn’t because of the cruelty that Jean has 
faced. Jean responds with “God never makes mistakes.”

Of course these brief clips spread throughout the span of 
two seasons do not manage to detail the lives of people 
with Down’s syndrome; however, it does manage to produce 
thought-provoking scenarios that allow the viewer to examine 
how they view people with Down’s syndrome and it raises 
awareness.

And while the show is full of often clichéd American morals, 
the show pulls it off with humour, charm and making fun of 
itself. Not many shows allow you to laugh, cringe and sing in 
less than an hour. 

Where to watch: You can see for yourself on Mondays at 9 
pm on Channel 4 or catch up on Glee at www.channel4.com/
programmes/glee/4od.

By: Heather Irish, Communications & Fundraising 
Officer, DS Scotland

Above © www.fox.com: Sue Sylvester 
and Becky Jackson at cheerleading 
practice

We are currently updating information on our free library 
service. We have a list of our resources on our web site and 
are in the process of creating summaries for each resource 
that you’ll be able to view online before you request the 
resource. Now we are looking for parents, relatives, carers 
and/or professionals who have borrowed our resources in 
the past. 

Did you find a book that provided you with practical tips or 
a DVD that really helped with your child’s Makaton signing? 
Or even something that you didn’t find helpful at all? Or if 
you haven’t used one of our resources but would like to and 
would be willing to review it, please contact us and we will 
send you the requested resource and pay for your return 
postage as well!

Now it’s your chance to suggest resources to other parents 
by sending in a review of your chosen DS Scotland resource 
to us via e-mail at margaret@dsscotland.org.uk or post 
to: Down’s Syndrome Scotland, 158/160 Balgreen Road, 
Edinburgh EH11 3AU.

Your review will go on the library web page and will be 
listed next to the resource’s summary. Your review may 
also appear in future issues of Full Potential! To view our 
resource list visit: www.dsscotland.org.uk/resources/
library.

Needed: Reviews of library resources
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Finding my inspiration
“It’s not the events in our lives that shape us, but what we do 
with them that counts.” - Anthony Robbins

On 24th August last year, I became a dad for the second time 
when our daughter Nina was born. She had a difficult entry 
into the world being a face presentation, and as a result, she 
was very badly bruised and swollen around the face. We knew 
within 24 hours that there was something not quite right with 
her, and on examination, we were informed that Nina was 
born with Down’s syndrome. 

The next day after frantically reading everything about Down’s 
syndrome (because I knew nothing), I returned to the hospital 
determined that I would face this challenge head on. During 
the night, I had read the stories from parents in similar 
circumstances [Little Booklet about Babies] on the DS Scotland 
web site and was inspired, thinking simply, “If they can deal 
with this, then so can I.”

On October 2010, as part of handling the challenge, I ran at 
the Loch Ness Festival 10k to raise funds for DS Scotland. I 
opened an online Just Giving page, which made raising money 
so much easier than using sponsor sheets. All the money 
raised goes straight to DS Scotland and it was a great honour 
to wear a running vest with the DS logo prominently displayed.

I didn’t expect to feel so 
emotional during the race, 
but thinking about Nina 
pushed me to a personal best. 
Now in October 2011, I’m 
running the Amsterdam Half 
Marathon and every step of 
the way I’ll be thinking about 
her and how lucky we are as 
parents to have Nina in our 
lives.....oh and raising a few 
quid as well!!!

By: Graham Lamont, parent

Photos right: Graham finishing 
the Loch Ness 10k full of emotion; 
Above: Graham and Nina during 
playtime

Follow Graham’s easy steps to raise 
awareness and funds!

1 Choose your event
2 Contact DS Scotland for fundraising pack
3 Set up www.justgiving.com page and enjoy!
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As we looked forward to the arrival of baby number two back 
in the summer of 2009, I remember so many people asking 
“Well, do you know what you’re having this time?  Bet you’re 
hoping it’s a wee girl this time?” and my response was always 
the same “We really don’t mind – just another happy, healthy 
baby!”  On 17th August 2009, our gorgeous Matthew arrived 
into the world.  At 9lb 5oz, he was certainly healthy and we 
were very happy to have another son and a wee brother 
for Adam.  Finding out that Matthew had Down’s syndrome 
turned our world upside down and we felt a tremendous 
amount of sadness and fear about what the future would hold 
for both Matthew and us as a family.

Looking back that was the real inspiration for us to fundraise 
for Down’s Syndrome Scotland.  We realised that a lot of 
our initial feelings were down to our own ignorance of 
Down’s syndrome and also the stereotypical images etched 
in our minds as a result of both growing up at a time where 
inclusion and mainstream schooling for children with learning 
disabilities was unheard of.  

We became determined to help raise awareness about Down’s 
syndrome for Matthew by fundraising and as a result, Colin 
decided to take on the 24 hour 3 Peaks Challenge with his boss

Richie Davie.  The support was just amazing and we were 
both thrilled each day to read the messages and donations on 
the justgiving.com page.  Having completed their challenge 
and having raised just under £4,700 was fantastic but when 
my employer, Stagecoach Group, offered to match this 
amount, we were completely overwhelmed.  We knew such 
a substantial amount would really make a difference to DS 
Scotland in their quest to provide more support to families 
as well as being able to boost the funds of our local branch, 
Tayside and North East Fife, so that we can enjoy more 
activities together with our children and other families like 
ours.

I decided a Do a Dish for Down’s Syndrome event would be 
something I could organise this year. A baking sale and raffle 
at Stagecoach during Down’s Syndrome Awareness Week 
raised £381, which once again my generous employer offered 
to match the amount we raised.  Yes, the money will make 
a difference to DS Scotland but the awareness raised during 
these events counts every bit as much and more.  Everyone 
loves to hear how Matthew is getting on and to see pictures of 
him laughing and smiling whilst wrestling with his big brother. 

A perfect match 
By: Katrina and Colin Leese, parents

Above left: Katrina and Matthew; Photos right: Colin and Matthew; Photos 
©: Graham Miller of Photohonesty.org

Many companies will be willing to donate to charities 
nominated by their employees whether this be through 
matching an amount raised by an employee or sponsoring a 
specific event.  Don’t be afraid to ask as if you don’t ask... It 
may be possible to set up a regular giving amount to

Katrina’s helpful tips on how to match donations
Down’s Syndrome Scotland through your employer where 
they will match the amount you give each month via payroll 
deductions.  Again, worth asking your payroll department for 
more details.

Where does your money go?
We would like to thank all of our fundraisers and supporters 
without who’s time, effort and passion we would not be able 
to provide you with services, information or support. We rely 
largely on grants and fundraising to continue our service. Now 
hear from those who you have been able to help!

“The leaflet “Little Booklet About Babies” really helped me. 
It was good to see other families coming to terms with a 
diagnosis of Down’s syndrome and enjoying their children 
grow up.” - Rachael Walker, parent of 10 month old daughter 
in Perth

“When school let Calum walk home on his own one time, 
Sarah [Family Support Service Manager] came to Calum’s 
review meeting. It was a lovely feeling knowing that someone 
was there on my side and who could explain specific ways 
of doing things that might help Calum and the teaching staff 
everyday. Sarah also attended a school assembly and spent 
time observing Calum in class.” - Mhairi Leather, parent of 11 
year old in Livingston“I contacted DS Scotland for guidance, advice and support to 

consider my daughter’s future without me as her main carer. 
I am so glad that I did, as they listened, were nonjudgmental 
and started the ball rolling for me. After that I felt that a huge 
weight had been lifted, and also, my feeling of isolation too.”    
- Mum of 26 year old daughter in North of Scotland
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A Day in the Life 2010 Annual Conference
Last November, 100 parents, adults with Down’s syndrome, 
carers and professionals flocked to Edinburgh for DS Scotland’s 
“A Day in the Life” Annual Conference. The conference 
provided morning and afternoon workshops to attendees with 
a variety of focuses including: teasing and bullying; Down’s 
syndrome and Autism; practical tips on how to develop story 
telling skills in people with Down’s syndrome; advice on your 
family’s financial future; an acting workshop on bullying for 
adults with Down’s syndrome; methods on how to keep your 
child safe in the world; understanding behaviour; gettting 
the best from your local education authority; oral health and 
relationships and sexuality for adults with Down’s syndrome.

The day began with Andrew Macintyre’s speech on a day in 
his life followed by the Same As You evaluation presentation 
from Lisa Curtice from Scottish Consortium for Learning 
Disability and DS Scotland Chair Lesley Stalker. Our keynote 
speaker, Dave Hingsburger, Director of Clinical and Educational 
Services for Vita Community Living Services in Toronto, ended 
the morning opening of the conference with his comedic and 
emotional speech.

One attendee wrote: “Andrew was fantastic.” Another said, “I 
did like Dave Hingsburger but found it very emotional and a bit 
raw.”

All three speakers gained a good or better rating by 98 per 
cent of attendees.

The attendees later dispersed into their chosen morning 
workshops. In “The R Word”, 93 per cent gave it a good or 
better rating.  In “DS and Autism”, 84 per cent felt it was good 
or better. “Very indepth about Autism,” said an attendee I 
think I wanted to know about dual symptoms and focus on 
that.” In the “Telling Tales” and “Protecting Financial Future” Photos ©: Graham Miller of Photohonesty.org

and “Bullying” workshops, 100 per cent of attendees found 
it good or better. “Sue Wilson [Telling Tales leader] was an 
outstanding speaker,” a delegate said. 

After lunch, the afternoon workshops commenced. The 
“Ring of Safety” received great or better ratings from 100 per 
cent of attendees. “Understanding Behaviour” and “How to 
get the Best from your Local Education Authority” received 
good or better ratings from 100 per cent of delegates. 
“Workshop was fantastic, the best I have ever been to,” 
said one “Understanding Behaviour” attendee. “Loved it 
was so interactive.” A local education delegate said, “Mr. 
Fraser gave people hope and strength.” The “Oral Health” 
and “Relationships and Sexuality” workshops both received 
excellent ratings by 100 per cent of delegates.

Overall the conference was “well organised, flowed well and 
excellent speakers and staff,” said an attendee. Out of the 
58 delegates who responded, only 38 per cent had attended 
previous conferences and 93 per cent believed that the 
conference was value for money despite the increase in cost.

Out of the 22 who had attended previous conferences 72 per 
cent preferred the 2010 conference to the 2009 and 2008 
conferences. The 2010 conference had a “better venue, was 
much better attended, had great speakers and workshops,” 
said a delegate. Also only 32 per cent wanted a regional 
conference with most stating that they “prefer a concentrated 
conference” as it’s a “chance to meet more people.”

Thank you to all who attended the conference and to all who 
submitted their evaluation forms. These will be used to plan 
the upcoming 2011 conference this November.  Please e-mail 
editor@dsscotland.org.uk with future conference ideas!
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April: 
►The Big Plan Edinburgh, which helps people with 
Down’s syndrome plan for their future will hold its second 
session at the Ellersly Hotel in Edinburgh on the 27 April 
from 6 pm to 8:30 pm.

►Keep watch on our web site and Facebook pages 
as we will announce the official dates of the Down’s 
Syndrome Sports football programme with the Celtic 
Foundation. The new dates will be in a 10 week block 
from April until July.

May: 
► The first session in the Being Confident and Speaking 
Up course will be held in Glasgow on Saturday, 7 May 
from 1:30 until 4 p.m. Phone Brenda Hepburn our 
Training Officer on 0131 313  8614 or e-mail her at 
brenda@dsscotland.org.uk for more information or to 
book your space.

► The Big Plan Edinburgh’s third session will take place 
at the Ellersley Hotel in Edinburgh from 6 to 8:30 pm on 
11 May.

► The second session in the Being Confident and 
Speaking Up course will be held in Glasgow on Saturday, 
14 May from 1:30 until 4 p.m.

► The Big Plan Edinburgh’s fourth session will take place 
at the Ellersley Hotel in Edinburgh from 6 to 8:30 pm on 
25 May.

► The final session in the Being Confident and Speaking 
Up course will be held in Glasgow on Saturday, 26 May 
from 6:30 to 8 p.m.. The final session will be celebrating 
challenges.

►The annual Christmas Card competition closes on 
31 May. Please post your drawings and paintings to DS 
Scotland, 158-160 Balgreen Road, Edinburgh EH11 3AU. 
The winning design will be our 2011 Featured Christmas 
card! We can’t wait to see all the talent!

►Fancy running a 10K or a marathon while raising 
money for DS Scotland? The Women’s 10K in Glasgow is 
8 May and the Edinburgh Marathon is 22 May. To find out 
what other fundraising events are available in your area 
throughout the summer visit: www.dsscotland.org.uk/
getinvolved/fundraising/fundraising_events.

June: 
► The Big Plan Edinburgh’s fifth session will take place 
at the Ellersley Hotel in Edinburgh from 6 to 8:30 pm on 8 
June.

Ayrshire Branch offers getaway option 
at Haggerston Castle

Plan your summer trip to Haggerston Castle near 
picturesque Berwick upon Tweed. The Ayrshire 
Branch’s caravan is a fully equipped six berth. It has 
ramp access, car parking available at the side of the 
van. The price is £300 per week from Friday to Friday 
and the price includes passes to the complex, gas 
and electric. There is a supermarket on the site and 
bedding and towels can be hired. If you would like to 
book your holiday contact Ayrshire Branch Secretary 
Simon Jenkinson via e-mail on simonjenkinson@
btinternet.com.

Holiday options: 

Free short break respite care

There are 15 free places available from Monday to 
Friday to children and young people with learning 
disabilities at Badaguish in Aviemore! These places 
are for people who are not currently receiving a 
residential break or respite. The places are supported 
by The Short Breaks Fund, which is managed by 
Shared Care Scotland on behalf of the National 
Carers Organisations and the Scottish Government. 

For more information contact Silvie on 0147 986 1285 
or silvie.m@badaguish.org.

►The Edinburgh and Lothians Mother and Toddler 
Group will be held on 6 May, 3 June and 2 September. 
This informal meet-up runs from 2 to 4 pm and is at the 
Enable offices, 95 Causewayside, Edinburgh. Just turn 
up!

►The West of Scotland Family and Toddler Group is 
open to parents, children and siblings. The group meets 
at Albertslund Community Centre, Westacres Road, 
Newton Mearns on 8 May, 12 June, 11 September. Phone 
Gwen on 0135 552 2951 for more information.

► The Grampian parent and Toddler Group meets up 
at Dyce Community Centre, Gordon Terrace, Dyce from 
10 am to 1 pm. The group will meet on 22 May and 19 
June.

►The Tayside and NE Fife Swing n Sing takes place at 
St Mary’s Church Hall, High Street, Newport from 10:30 
to noon on 27 August.

► Visit www.dsscotland.org.uk/getinvolved/branches 
for more information.
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Stereotypes can be unhelpful, 
even when they are positive
By: Dr. Katie Cebula, Lecturer in Developmental Psychology, University of Edinburgh
The stereotyping of children with Down’s syndrome has a long 
history. When Langdon Down described children with Down’s 
syndrome in 1866, he wrote that they were “humorous” with 
“a lively sense of the ridiculous”. This positive notion continues, 
with research from a number of countries showing that the 
general population still frequently use the terms ‘friendly’, 
‘affectionate’ and ‘happy’ to describe children with Down’s 
syndrome.

We also know that, for some children with Down’s syndrome, 
developing and maintaining friendships throughout the school 
years and into adulthood is another area where support may 
be required. Together, this research suggests that – at least 
at some points in their lives – children with Down’s syndrome 
may require additional support with socialising. Of course, all 
children are individuals and some may require more support 
than others. Developing friendships is also as much about 
educating the wider population and breaking down barriers 
to inclusion as it is about supporting the child with Down’s 
syndrome. The point is, though, that the blind acceptance 
of a stereotype of children with Down’s syndrome as always 
inherently sociable may mask the fact that, for some children 
with Down’s syndrome, socialising, playing and making friends 
in the community can sometimes be a daunting task and might 
be an area where additional support is required, just as support 
is required for classroom-based learning.

How are such positive but sometimes unhelpful stereotypes to 
be tackled? One encouraging finding is that the more experience 
people have of children with Down’s syndrome, the less likely 
they are to ascribe to these stereotypes. One study reported 
that experienced teachers of children with Down’s syndrome 
found it impossible to categorise them as a single group because 
“they are as different from each other as one would find in any 
group of children”. This presents the hope that, with integration 
in mainstream settings now much more common, more 
teachers are likely to have experience of children with Down’s 
syndrome and more children are likely to grow up with children 
with Down’s syndrome among their friends. The view that there 
is a ‘Down’s syndrome personality’ may therefore become less 
prevalent, replaced by the understanding that children with 
Down’s syndrome have as multi-faceted, as individual and as 
varying personalities as any other child.

I am aware that these comments are being directed at the 
wrong audience: as is clear from the paragraph above, those 
who live or work with young people with Down’s syndrome are 
already abundantly aware that stereotyping is unhelpful, and 
that the strengths and support needs of every child needs to 
be assessed on an individual basis. Tackling the persistent and 
rather limited stereotype which is still out there, however, is 
important if children with Down’s syndrome are to experience 
true integration and be given the chance to meet their own 
aspirations and fulfil their own, personal potential.

Anyone who knows children with 
Down’s syndrome knows that...how they 
are depends on the situation, who they 
are with, what is being asked of them…

Developing friendships is also as much 
about educating the wider population 
and breaking down barriers to inclusion 
as it is about supporting the child with 
Down’s syndrome.

This is an attractive characterisation, but even a positive 
stereotype of the personality of children with Down’s syndrome 
can be unhelpful. First and foremost, it denies children with 
Down’s syndrome their individuality, by suggesting that they 
have less complex and less variable personalities than ‘typical’ 
children. It suggests that they are all pretty much the same 
in their temperament and behaviour, and that their mood 
and range of responses might be broadly predictable. In fact, 
anyone who knows children with Down’s syndrome knows 
that, as with any other children, how they are depends on the 
situation, who they are with, what is being asked of them, how 
tired or hungry they are, what side of bed they got out of…etc., 
etc.! In short, children’s responses depend on a huge variety of 
factors and whilst everyone, of course, wishes for their child to 
be described as sociable and affectionate, it is one-dimensional 
and limiting to regard this as being the fixed personality of an 
entire group of children. 

A second concern is that stereotyping leads to preconceptions: 
it becomes the lens through which we view a child and their 
behaviour. Why bother really getting to know a child, if you (think 
you) know exactly what to expect? When children express their 
worries, upset or anger, these communications (particularly if 
they are subtle or non-verbal) might then be missed by adults 
who are unfamiliar with them and have preconceptions of how 
they ‘should’ be.

A final, related, concern is that such stereotypes might, in 
some subtle way, obscure the true picture of the individual 
interpersonal support required by children to ensure that they 
lead full and personally satisfying social lives. Research over 
the past ten years suggests that some children with Down’s 
syndrome may require additional support with aspects of 
‘socio-cognitive’ development (the thinking skills required for 
social interactions). Recent American research looking at the 
social networks of children with Down’s syndrome, for example, 
reported teachers’ views on the variety of support that 
children may need in the playground – in getting play started, 
maintaining social interactions and understanding social rules.
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Bathtime for 3 year old Erin Michael, 3, has fun in the bath Chloe, 18 months, is one of Santa’s reindeer

Nina, 5 months, is fascinated with the 
camera

Eilidh, 2, is all smiles with her sister Evie, 2, enjoys play time

Eve, 3, would rather dress up than 
decorate the tree!

Jonathan, 16, celebrates his birthday 
at his favourite place - The Caravan at 
Berwick

Claire Miller, 40, celebrates her 
milestone with family
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Down’s Syndrome 
Scotland Office
158/160 Balgreen Road
Edinburgh, EH11 3AU
T: 0131 313 4225
F: 0131 313 4285
E: info@dsscotland.org.uk
W: www.dsscotland.org.uk

Down’s Syndrome Scotland is 
a partner organisation in the 
Scottish Consortium for Learning 
Disabilities and is a company 
limited by guarantee registered 
in Scotland No. 356717, Charity 
No. SC011012.

DSA England, Wales 
& Northern Ireland
Langdon Down Centre
2A Langdon Park, Teddington
Middlesex, TW11 9PS
T: 0845 230 0372

Down Syndrome Ireland
Citylink Business Park
Old Naas Road, Dublin 12
T: 01 - 426 6500

Down’s Heart Group
PO Box 4260, Dunstable, Beds, 
LU6 2ZT
E: info@dhg.org.uk

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

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 Web site 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/getinvolved/
volunteering 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 web site at www.dsscotland.org.uk/getinvolved/fundraising 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/getinvolved/
donation 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 web 
site - www.dsscotland.org.uk/getinvolved/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.

 Become a fan of Down’s Syndrome Scotland 

Follow us @DSScotland
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Please send form to:
Down’s Syndrome Scotland
158/160 Balgreen Road
Edinburgh EH11 3AU

T: 0131 313 4225
E: info@dsscotland.org.uk

Or go to our Web site - www.
dsscotland.org.uk -  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 
Sarah@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:......

Gift Aid I can confirm that I am a UK taxpayer and wish the charity to reclaim the 
tax on this and any future donations until I notify you otherwise. I have paid an 
amount of tax equal to the amount reclaimed.

Signature:...............................................................................   Date:...........................
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