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New look. Same charity.
Welcome to the new edition of the Down’s Syndrome
Scotland newsletter! Expect to receive your copy every
six months - during the spring and autumn. We hope,
with this new format, that we will be able to offer you
more indepth information, news, events, research and
stories. Tell us if we got your newsletter right. E-mail
us at editor@dsscotland.org.uk, write us a letter to The
Editor 158-160 Balgreen Road Edinburgh EH11 3AU or
phone us on 0131 313 4225.
We have a lot to catch up on since our last newsletter.
Pandora Summerfield, our Chief Executive will update
you on current changes within the national office and
our Headlines and Research sections will inform you on
current issues in the national and world media. If you
have any coments or views on these topics or would
like to share information please send us an e-mail and
it might be included in the letters section of the March
newsletter.
To ensure we’re providing you with essential information,
every newsletter’s will be categorised into sections:
letters, headlines, lifestyle, family, health, research,
fundraising, events, opinion and gallery. Every edition will
have a feature story of a person with Down’s syndrome
who is striving for his or her full potential. If you know
anyone who could be March’s Full Potential role model,
please contact us. This newsletter’s Full Potential role
model is Stuart Campbell who interviewed the band
Heavy Load. Read his interview on page 8. The full
interview will be posted on the web site.
This edition we are lucky to have three families share
stories of life with their family member with Down’s
syndrome. In this season’s Lifestyle section a member
shares her and her families’ sometimes hectic and
always adventurous holiday experiences with her
daughter Matilda. In our special Tribute section, a sister
remembers her brother and his positive effect on her
family. In the Family section, a member describes her
and her family’s various emotions when they found out
their youngest son was born with Down’s syndrome.

child. Our health piece, written by the Director of
Psychosocial Services at the Adult Down’s Syndrome
Centre in America, provides helpful ideas to promote the
mental health of teens and adults with Down’s syndrome
as they go through transitions and start work.
With summer drawing to a close we have plenty to report
in our Fitness section. The 2010 European Special
Olympics will take place in Warsaw this September.
Meet the four Scottish athletes with Down’s syndrome
who will be representing Great Britain. We wish them the
best of luck. Also read about the swimming results of the
Scottish team at the European Down’s Syndrome Open
Swimming Championship in April. Well done to all the
athletes who particpated!
This newsletter we’ve included three supporters’ inspiring
fundraising stories. Robert Dolan ran his 10th and 11th
marathon to help children like his daughter with Down’s
syndrome. Carly Bremner was inspired by her younger
brother Michael and hosted a tea party at her school and
Wendy Dalgarno travelled to China to hike the Great Wall
of China in five days in 40 degree heat. Congratulations
to all three of them for the persistence and passion.
Another feature is an opinion column and an events
list, which includes activities for the next six months
so get ready to mark your diaries! This edition, we
are happy to have a staff member from an Aberdeen
school that focuses on children and young people with
additional needs contribute to our Opinion column. He
discusses how special schools might be more beneficial
and supportive to school-goers and their families than
mainstream schools.
Remember, this is your newsletter. Share it with family,
friends, co-workers, carers and teachers. 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 March,

Our Senior Family Support Officer, Karen Garrott
discusses the laws and options available to keep you
informed when you choose the right school for your
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WELCOME

“We believe we have
something for everyone in
the programme this year...”

Our own healthy transitions
Autumn is a season of transition for all of us while we
adjust to the end of summer holidays and the beginning
of new family routines when the children go back to
school. Just as the weather is causing everyone to
transition to autumn and winter, we are making our own
changes at the Down’s Syndrome Scotland national
office.
A big adjustment is the re-design and the new title of our
newsletter. Through the re-design we hope to provide
an informative journal that is easily accessible and will
become a valued source of reference. We would like to
thank all those who participated in our newsletter survey
over the summer as well as those who participated in
our newsletter title Facebook challenge. Your responses
aided in our decisions.
Out of the 80 people who responded to the newsletter
survey, over 55 per cent wanted to see more news,
education, parenting, research, health care articles and
event information and 51 per cent favoured a bi-annual
newsletter. Because 50 per cent of you were interested
in reading articles from a variety of sources: readers,
members, parents, Down’s Syndrome Scotland staff
members, medical specialists, researchers and policy
advisors, we hope to provide you with information from
various backgrounds. Starting with this edition, our
newsletter will be bi-annual and will arrive every spring
and autumn.
Our office is also in the midst of making internal changes.
Kathryn Dorrian, our Communications and Administration
Officer left her post in August to pursue another position.
We wish her the best of luck and thank her for her time
here. While we will miss Kathryn, we welcome our new
Administrator Kevin Cummings and Heather Irish our
temporary Communications Officer and temporary Editor
of our newsletter Full Potential. We also welcome Sarah
Van Putten, the new Family Support Service Manager.

3

She will join Karen Garrott, our Senior Family Support
Officer, in offering family support for all life stages.
Finally, I’m delighted to be able to advise you that this
year’s conference and annual general meeting will be
on 13 November 2010 at the John McIntyre Conference
Centre in Edinburgh. We believe we have something
for everyone in the programme this year, including an
internationally acclaimed speaker – Dave Hingsburger,
who I heard speak at the World Down’s Syndrome
Congress last year. Dave is the Director of Clinical
& Educational Services for Vita Community Living
Services in Toronto and also works in private practice
as a consultant for schools, parents and agencies in a
variety of areas regarding service provision to people
with intellectual disabilities. As this is his only date in
Scotland, we are able to open up the conference to other
organisations who have already expressed an interest in
hearing him speak. This will help us offset the costs of the
event. Of course our annual general meeting will be for
members only.
You can find out more details and book via our website,
or by completing the booking form accompanying this
newsletter mailing.
We hope your autumn and new year is full of positive
experiences and growth. While you experience the
milestones and the everyday hurdles, we are here to
provide support and information every step of the way.
Kind Regards,
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UNITED KINGDOM

WORLD

SCOTLAND

IRELAND

IVF screening sparks ethical debate
of designer babies
26 June 2010 - Scientists will soon be able to offer to
remove ‘imperfect’ embryos before implantation. The
Glasgow Centre for Reproductive Medicine, a private
fertility clinic specialising in treating older women, will
apply for a licence to carry out the procedure. The
process will cost £6,000 per attempt.
“It will be suitable for women who are having repeated
miscarriages and for older women who are more at
risk of having abnormal eggs,” said Dr Marco Gaudoin,
Medical Director at the centre.

Full potential

Treadmill to help disabled children
(4 July 2010) - An innovative new treadmill to help
children with disabilities is in the running to scoop a top
international design prize.
Designed by University of Limerick student Jonathan
O`Toole, the Siul Skool device aims to reduce by up to
five months the time it takes infants with Down syndrome
and spina bifida to learn to walk.
Children are lowered on to the slow-running treadmill and
held as a moving vertical screen with colourful footsteps
in front of them encourages them to copy the moves.

Under this procedure only ‘perfect’ embryos will be
implanted.

To read the full article visit: www.belfasttelegraph.co.uk
and type “Treadmill to help disabled children” in the
search bar.

“Down’s syndrome is no longer the tragedy that it was
and many people with the condition live into their 70s,
leading happy, healthy, meaningful lives,” said Pandora
Summerfield, Chief Executive at Down’s Syndrome
Scotland.

VIETNAM

To read the full Scottish Daily Mail article by Kate Foster
go to www.bnet.com and type “A giant step to designer
babies; scots scientists spark ethical storm over embryo
screening” in the search bar under “Publications”.

ENGLAND
Survey reveals patients with learning
disabilities receive poorer care
21 June 2010 - A Mencap opinion survey that polled
1,000 NHS staff showed that nearly half of the doctors
and a third of the nurses said they observed “a patient
with a learning disability being treated with neglect or a
lack of dignity or receiving poor quality care.”
Mencap, a learning disability charity, launched its
‘Getting it right’ campaign in response to the survey
feedback.
Mark Goldring, Chief Executive of Mencap said, “[The
campaign] sets out to ensure that ignorance and
discrimination need never be the cause of death of
someone with a learning disability. Our charter sets
out a standard of practice and will make health trusts
accountable to people with a learning disability, their
families and carers.”
Survey results and the Getting it right charter details are
posted on the Mencap Web site - www.mencap.org.uk
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Cafe provides training for disabled youth
(15 August 2010) - When Chisato, a Japanese woman
living in Saigon, passed a disabled 10 year old girl sitting
in the dark and begging for money, she had an idea.
That idea created Hao Anh Dao (Cherry Blossom) Cafe.
that trains disabled children who were given up by their
families to become servers.
“Working here is more joyful than staying at home,” said
Phan Hoa, 12, who has Down’s syndrome. “I like working
because I have Chisato.”
The cafe is decorated with paintings and flower pots that
were made by the youth and the tables are named after
animals so that the children remember.
“I have to teach them everything very carefully, from how
to greet customers, how to carry things, how to walk...
using special methods,” said Chisato. “However, they
still forget very quickly, so I have to repeat lessons very
often.”
“We are forgetful,” said 13 year old Cuong who has
Down’s syndrome. “Once I didn’t say thank you to a
customer, so Chisato was sad. She only reminded me
not to forget next time.”
Hao Anh Dao has over 30 staff members and hopes to
recruit more.
To read the full article go to the VietnamNet Bridge web
site - http://english.vietnamnet.vn and type “A unique cafe
in Saigon trains disabled youth” in the search bar.

www.dsscotland.org.uk
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Holidaying with Ma t il da
By Katy Lironi, parent

After spending weeks in the hospital after the birth of
Matilda, who has Down’s syndrome, the Lironi family
headed to Majorca to celebrate their new addition. They
revisit this safe and relaxing destination every year, but
with an inquisitive child nothing is as it seems...

By the following year, aged three and a half, she had
been joined by Sonny and Flora, both accomplished
crawlers. The beach became a bit of a minefield.
Attempting to keep my eyes on five children aged seven
and under on a beach at all times is a bit daunting.
Matilda was very much (and still is to a certain extent) a
one-to-one girl in terms of safety supervision. Add to that
the fact that I was still breastfeeding the twins (a good
excuse to sit down under the parasol on the beach with a
baby in one hand and a book in the other). I wonder now
how we ever left our own house and back garden at all.

We first took Matilda on holiday when she was six months
old with her older brother and sister – Dugald and Amelia.
That was the easiest holiday of the next six years. Matilda
was not yet mobile. Matilda was a very content baby, happy
to be on the beach and do her physiotherapy exercises.
She returned home a month later, a sturdier, browner,
feistier girl. She’s never looked
“Matilida is very accommodating
back.

Apart from being extremely
friendly and very speedy on her
feet, Matilda has an inherent
escape mechanism, which
combined with her adventurous,
independent and curious spirit, keeps us all alert to any
possibility. All her brothers and sisters are well trained at
not letting Matilda out of their sight. It’s a thin line to tread
with her older brother and sister - not wanting to demand
too much of them in terms of responsibility, but actually
needing their help to hold hands, carry things, keep alert
to hidden dangers while getting to a destination.

of
change in routine and environment
and thrives on new experiences...”

By 18 months, she began to
make friends all while she
was speed crawling, waving
furiously at all passersby and eating sand. She had an
uncanny knack of spotting the nearest sand-free towel
belonging to either groups of teenagers or child-free
couples and launching her (very sandy) self at it. We'd
always be a couple of paces behind, treading the thin line
of giving her some freedom, while trying not to compromise
her safety or other beach-goers' enjoyment.

By the time her third summer holiday came around she
was two and a half, and an accomplished sprinter. I was
six months pregnant with her twin brother and sister. I
spent a lot of that month on the balcony worrying about
the early onset of labour while watching her nana and dad
racing up and down the beach in pursuit of Matilda, who
was now known by name by hardcore beachgoers.
5

The frights we’ve had on holiday are the same frights
you get travelling with any young child. They’re just more
frequent and our reactions are more heightened with
Matilda, because we’re so aware of her unpredictability. It
can be hard to switch off. When a child, as they inevitably
do, slips out of your vision on the beach for a few
seconds, you start looking for them, fairly calmly to begin
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with. With Matilda, I start
shouting her name immediately,
running with no particular plan
up and down the beach. I know
calmness would be good, but
I can’t let go of the idea that
she could be sprinting to some
unknown freedom. In fact, one
time she was lying down in a
dinghy about two feet away
from us, while all immediate
beach
neighbours
were
scouring the area and shouting
for her. She definitely got the last laugh.
This year, for the first time since we’ve had children, we took
a gamble and went somewhere new. We spent a wonderful
month in a tiny rural Italian village, with lakes and pools
within easy driving distance. The biggest difference for us
was the quietness, and with so few people to make friends
with, life with Matilda was strangely incident free. The other
major difference was having to drive everywhere. Up until
this year driving wouldn’t have been an option. Travelling
anything more than a 20 minute journey has only recently
become a possibility as Matilda is a natural Houdini. She
had a fantastic holiday, gorging on ice cream and pizza,
kissing everyone over the age of 60 in the village and
perfecting the “ciao bella” phrase. She hasn’t quite worked
out why it doesn’t get such an enthusiastic response in

rural Lanarkshire as it did in rural Italy.
Matilda brings out the best in all she meets. We are
priviledged to experience the compassion, friendliness
and goodness of all nationalities and all ages. Matilda is
very accommodating of change in routine and environment
and thrives on new experiences: heat, foreign languages,
late nights and meeting new people. While our natural
tendency as a family might be to seek out the quietest
corners, there’s a lot we would have missed out on if
holidays has been without Matilda.

Page 5: Sonny, Matilda and Flora hiking in Pantano; Page 6 (left photo):
Mum Katy with Matilda and Flora; (bottom photo): Matilda and Sonny

Top t r avel l ing tips

1
●

●
●

●
●

Before booking your journey, check the
company or travel agent that they can
meet any requirements you have and
that train, ferry or airport facilities will be
accessible to you. This could be access
or storage for a buggy, wheelchair or
other mobility aids. Most European
trains, including Eurostar, have a
limited number of wheelchair accessible
areas. You will need to let the booking
staff know that you plan to travel with
specialist equipment.

2
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By Karen Garrott
Senior Family Support Officer

Make a list of all the
equipment that you will
need for your journey ●
● ●●●
before you start to pack.
●

●
●
●
●
●
●●

3

●●

●●

●●

●●
●
It can be difficult to find ●

Some train companies
suitable travel insurance.
across Europe offer
Phone around for quotes or
special discounted passes
contact Down’s Syndrome
for disabled travellers and
Scotland for further advice.
●
may allow a companion
●
to travel with them at a
●
●
reduced rate. Check what
● ● ●●
is on offer before making a
●
booking.
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●

Before you start
your journey pack
essentials such as
bottles, medicines,
soothers, games,
music and
comforters that will
help to entertain
your child as well
as help them to fall
asleep.

Remember:

Take your camera.
Holiday photos
can bring back
lots of wonderful
memories.

6
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Striving for
Meet Stuart

fullpotential

Stuart Campbell is a
member of Down’s
Syndrome Scotland and
an active member of
the Ayrshire Branch. He
represented us on the
Scottish Youth Parliament
for two years.
In May he got the chance
to meet Heavy Load in
Glasgow and interview
them before their Scottish
tour.

Do you know someone who is striving for their full
potential and whom you would like to see in the next
issue? Contact us by January 2011.

Jimmy: guitar, vocals; Mick: guitar, vocals; Stuart; Michael: drums; Paul:
bass; Simon: not pictured

Q&A with Heavy Load

By Stuart Campbell, member

		Recorded by Kathryn Dorrian, staff

Stuart: Can you please tell me your names and what you
play?
Michael: My name’s Michael and I’m the drummer
Paul: I’m Paul and I play the bass. Jimmy over here plays
the electric guitar
Mick: I’m Mick and I play guitar and sing
Simon: I’m the front man.
Stuart: Did you enjoy making the film?
Mick: Yea we loved it. It opened lots of doors and
opportunities.
Paul: It was hard work at times, one gig in Northumberland
took 11 hours to get there. We’ve had lots of fun since
the film and having the film crew was great for drawing
attention to us when we’re out. Michael really liked Jerry’s
[the director] camera, didn’t you?
Michael: Yea I did.
Paul: Michael actually filmed the last scene of the film.
At this point Simon offered Stuart a T-shirt and took great
pleasure in telling him the slogan said “ Shut it!”.
Stuart: What was the film about?
Simon: It was about me and Nicole [his ex-girlfriend]
splitting up.
Paul: I lose track of Simon’s love life, yes that happened
as we were filming, but it was a film about playing at a
mainstream festival and a bit about Michael’s life. It was
also about us breaking out of the learning disability clubs.
Basically five middle aged men living the dream!
7

Stuart: What is the ‘Stay Up Late’ Campaign about?
Michael: It’s about people with learning disabilities; we
want staff to be flexible to change their rotas. They kept
going home at 9pm and I was really annoyed, I didn’t like
it. Paul and me started it cos people keep going home
early. It’s about getting the support you need to do what
you want, not what suits staff.
Paul: If you don’t want to stay up late, you don’t have to,
Simon has good staff, but last night he wanted to go to bed
at 11pm (considered early). It’s about having choice.
Mick: The campaign has taken off and is being used
locally.
Stuart: Can I get involved?
Paul: Certainly, we’ve got leaflets and posters and green
cards to give to support staff to request the chance to stay
up late.
Mick: There is also a website for people to go on and
share their stories www.stayuplate.org
Stuart: What is the best thing about being in a band?
Michael: Well I do like the band really and the name, I
like the members, I thought it was going to be four [when
Mick moved to France], but it’s five. The band members
are very kind, friendly.
Simon: It’s a good laugh. I like knickers on stage [at a gig
in Brighton a fan threw her underwear at Simon].
Mick: He was more interested in wearing a bra than
singing.
Simon: I was like Mrs Doubtfire.
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Remembering my brother
By Diane McPherson, sister of member

David Dunbar was brought up in on the south side of
Glasgow in the 1950s. His parents, Alec and Cis, were
among the first members of ENABLE, which was the
Scottish Society for Mentally Handicapped Children
at that time. From an early age David was helped and
encouraged to be as independent as possible. When
he was young, many Sundays were spent at the Stewart
Home in Cove where a small group of dedicated parents
donated their time to paint, decorate and sew the soft
furnishings needed to allow the house to open as a shortterm respite holiday home. David enjoyed a number of
holidays at Cove and later as a teenager at the Alyth
holiday home.
David loved music and during the 1960s was one of Cilla
Black’s greatest fans. Even in later years he still enjoyed
listening to the Dave Clark 5 and music from that era.
He was an accomplished impersonator and when his
musical passion turned to the music of the King he would
entertain with his very convincing impressions of Elvis.
Background photo: David doing a highland fling at a Linthouse night out;
Below: David next to the Forth Bridge on a visit to Edinburgh

“...he would entertain with his
very convincing impressions of
Elvis.”
His other great passion in life was sport. David was
interested in a wide range of sports but particularly
football and rugby. He supported Scotland at rugby and
was a Celtic football supporter. Although he was known
to jump ship when they weren’t doing so well. Then his
loyalties would temporarily turn to another team.
David was very much part of the extended family and
was the life and soul of many family social gatherings.
During the ‘70s he was also proud to become ‘Uncle
Dave’ with the arrival of his two nieces and two nephews.
Eventually, David moved into the Key Housing complex
at Linthouse and this was his home for more than 20
years.
Encouraged by his key worker David joined Down’s
Syndrome Scotland. He enjoyed travelling through to
Edinburgh to attend various sessions as well as several
breaks organised by DS Scotland. He participated in the
Speak Up project and was featured on the front cover of
the DS Scotland leaflet “Let’s Talk about Death”.
Unfortunately David spent most of his last months in
hospital. After a long struggle he managed to get home
early in January this year, but sadly died just two days
later, a week before his 58th birthday.
The family has much appreciated the help and support
David received during his life from Enable and DS
Scotland. But special mention must go to staff and
friends in Key Housing who provided such enormous
care and support not only for David but also for the family
particularly during the last months of David’s life.
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is the luckiest number
By Sharon Craighead, parent

became “my Down’s syndrome baby boy.” We all went
into shock and functioned on autopilot. I was determined
I would feed him but he was so floppy that it was not
possible. So I expressed milk, tube fed him and did his
basic needs. I stayed in the hospital with Sean and my
husband looked after the other kids, ensuring they got to
school, clubs and visited the hospital. This is the way our
lives functioned in the first few weeks of Sean’s life.
I would walk the kids out to the car every evening after
visiting. One night as I was going to say goodbye to the
kids there was a family ahead of us: the mum, dad and
big brother and a new baby girl in a car seat. The brother
was eight or nine years old and had Down’s syndrome. I
stopped dead in my tracks and stared. My husband came
over to me and I stuttered out, “Did you see them?”

Sharon Craighead always knew she wanted four children.
Two miscarriages later and at 35 years old, she was
pregnant with her fourth child. When people asked if she
would like a boy or girl, she said, “At my age, I don’t care
as long as it’s healthy, I’ll be happy.” In the months to
follow, Sharon and her family learned the true meaning of
that statement.
My pregnancy was uneventful and my scans were all
OK. Like my other pregnancies, I refused to have the
blood tests. I had a long labour and when my son Sean
was born I knew that something was wrong. When
they delivered him they did not let me have skin-to-skin
contact as they had with my other kids. He was taken
to the Special Care Baby Unit for further examination. I
remember asking the nurses what was wrong and they
appeared to avoid eye contact saying that he was just
“slow to respond.”
After what seemed like an eternity, I was allowed to go
see him. I looked at him and saw a beautiful baby boy
who looked exactly like my other children when they were
first born. The doctor came over to us and asked some
questions. He asked us if Sean looked like our other
children. “Yes,” we answered
enthusiastically.

“Yes,” he said. “Look at them Sharon. Look at how happy
and normal they are. It’s not all about him. It’s about the
new baby and being part of a family. We can do it!”
Mark looked like a weight had been lifted from his
shoulders. I broke down and cried until there felt like
there were no more tears. Looking back I’m not sure who
or what the tears were about.
The first few months of life after getting out of the hospital
went by in a haze. We seemed to be at the doctors and
hospitals every day. We functioned in automatic gear. I’m
not sure when it happened, but at some point, my son
was no longer my “Down’s syndrome baby.” He became
“Sean, a very pleasant, happy, sociable baby who also
happens to have Down’s syndrome.”

“He looks just like dad!”
We still attend many health checks and reviews but our
lives are fun. Sean is just part of our family. He is no
different from the others. We notice his milestones a bit
more and it has made us appreciate all the achievements
that the kids make whether it be learning to ride a bike,
pass a mathematics quiz or walk around the furniture. We
no longer take life for granted.

“What about his eyes and ears?”
“Yes,” we answered tentatively.
He asked us more questions but my husband, Mark,
interrupted him. “Are you trying to tell us that our son has
Down’s syndrome?”
I looked up shocked, scared. They couldn’t confirm it
there. He needed blood tests to confirm the diagnosis.
I stared at my newborn unable to take it in and asked the
doctor to point out every sign that led them to believe this.
After 20 minutes I could see it and my beautiful baby boy
9
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me blankly.
“No mum,” she said. “He just looks like dad!”
My family is complete now and I have all my four children.
They are all different, special and very loved.

My other children often forget that Sean has Down’s
syndrome and are confused by other people’s
reactions and questions.
Marie, my 13 year-old daughter asked me, “How do
people know Sean has Down’s [syndrome]?”
I explained that he looks different and she stared at

Top

1
2
3

5

Above (l - r): Marie, Sean, Sharon, Michael, Mark and David; Left: Sean;
Top photo (page 9): Marie, Sean, David and Michael on holiday; Bottom
right (page 9): family visiting Sean at hospital

tips for new parents

Get out into the fresh air and meet with other
parents and friends as soon as possible. Your
baby will love the attention from other people
and you will benefit from the company.

Babies with Down’s
syndrome need
stimulation just like
any other baby and
they love to play.
They love tactile and
sensory toys and
adore being involved
in conversation stories, songs and rhymes.

4
5

Down’s Syndrome Scotland can put you in
contact with other parents or a support group in
your local area. It is important to meet with other
parents who may have had similar experiences.
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By Karen Garrott
Senior Family Support Officer

Remember that you need your sleep. Get
plenty of rest in between feeds and try to
establish a good bedtime routine as soon as
possible.

Finally, remember to enjoy your baby. As one
parent quotes, “We said when we had Myles
this was going to change all of our lives forever
and he has in the most positive way.”

Further reading: Visit our web

site at www.dsscotland.org.uk/families/new_parents to download our
free booklets: “When a baby has
Down’s syndrome”, “Getting to know
a baby” and “A little booklet about
babies”.

10
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Dear DS Scotland...
Just completed the [newsletter] survey. I know it’s always
difficult to include free text, as it’s difficult to analyse the
data you get back, but it might also have been useful for
you to understand why people value the newsletter…
For me personally, the magazine is something real, which
I can share with my son who has Down’s [syndrome]…it’s
a good thing for him to see pictures of others with Down’s
syndrome at different ages/stages.
I also like to leave a copy of the mag with his school –
hoping that it’s left in [the] staff room for all to read – the
articles are not always relevant to what they would be
dealing with but it still raises their awareness/tolerance
of people they may come across and also is a gentle
reminder that Down’s Syndrome Scotland is available to
support them directly.

Father and son: John and Colin McCulloch

That said, I also love the e-bulletins..they brighten my
working day when they pop into my inbox.

Share your voice

Christine Williamson, parent
(sent via e-mail)

Have attached a photo of Colin after he received the
Queens Badge in the church. I am an officer in the
Boys Brigade and am therefore in the photo with Colin.
Colin received his Queens Badge at the Kings Centre
in Motherwell. On the evening it was the National Boys
Brigade Secretary who presented the boys with their
awards, which was quite an honour for the secretary to be
present.
John McCulloch, parent
(sent via e-mail)
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Do you have an 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 newsletter.
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Choosing a school
By Karen Garrott, Senior Family Support Officer

Gaelic Medium Education (The Gaelic Language
(Scotland) Act 2005 created a statutory body, Bòrd
na Gàidhlig, with the functions of promoting the use
and understanding of the Gaelic language, culture
and education)
Home Education - Parents are legally responsible
for providing education for their child. While most
parents do this by sending their child to school, it’s
also possible to educate your child at home

School years form an important part in a child’s
development and preparation for later life. Children with
Down’s syndrome will require additional support when
they start school, and therefore, it is important to choose
the school that will be able to meet your child’s needs.

The law in relation to education

There are many reasons why children and young people
may need support to help them learn. The Education
(Additional Support for Learning) (Scotland) Act 2004
came into force in November 2005.

Checklist to finding
the right school

The Act:
Introduces the concept of additional support needs
Places duties on education authorities to identify,
meet and keep under review the needs of pupils for
whom they are responsible
Gives parents a number of rights, including the
right to access mediation, dispute resolution and
the Additional Support Needs Tribunals for matters
concerned with a co-ordinated support plan.
The Education (Additional Support for Learning)
(Scotland) Act 2009 (the 2009 Act) makes amendments
to the original 2004 Act. Amendments include an
increase in the rights of parents when making area
placing requests and accessing mediation and dispute
resolution. This commences Autumn 2010.
Pupils with disabilities have extra protection. The
Disability Discrimination Act part 4 works to prevent
discrimination against disabled people in their access to
education.

☐ The school welcomes pupils and works with their
abilities

☐ There are clear statements about equality,

diversity and inclusion in the school handbook

☐ The school has a written policy on children and
young people with additional support needs

☐ The school understands its duties under

legislation relating to educating children and
young people with additional support for learning
needs

☐ All staff are committed to the inclusion of pupils
who have additional support needs

☐ There are examples of physical aids and
adaptations in the school

☐ Toilets and teaching, eating and recreational
areas are accessible to all pupils

For further information on legislation relating to
education please visit the Scottish Government web site.

☐ Teaching areas are well laid out and organised to

Your choice

☐ There are clear signs and directions to all areas

Parents have a right to choose where their child is
educated. This can include:
Local Authority schools
Local Authority denominational school
(Denominational schools are run in the same way
as other education authority schools. The majority of
denominational state schools in Scotland are Roman
Catholic)
Independent schools (sometimes called private or
fee paying schools) are privately owned and self
financing
Autumn 2010
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meet the need of all pupils
of the school

☐ Specialist equipment is made available to those
who need it

☐ Information is available in a choice of formats
☐ Ask to see an inspection report and school

development plan from Her Majesty’s
Inspectorate of Education. These documents will
give you a clearer impression of how the school
is meeting the needs of staff and pupils as well
as their plans for the next few years.

www.dsscotland.org.uk
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Placing requests and free transport
If your child is in their school because of a placing
request, there is not normally free transport or help with
the costs of transport. This should be discussed with your
education authority.
To find out more about any of the above, please contact
The Family Support Service at Down’s Syndrome
Scotland.

Useful links
SCLD: publications section: “Top marks for good
practice. Getting the most for your child’s schooling – a
checklist for parents.” www.SCLD.org.uk
Children and young people with additional support needs
have the right to be educated within a mainstream school
alongside other children. Education authorities should
provide education in mainstream school. However, there
are certain circumstances where this may not apply.
Please contact Enquire or Down’s Syndrome Scotland for
further details.
Even if your child has been attending mainstream
provision, you still have the right to place them in a
specialist provision if this is more appropriate for their
needs.
You have the right to visit various schools before making
a decision about the school you would like you child to go
to.

Placing requests
As a parent, you have the right to ask for a place at a
school other than your local catchment area school.
To do this, you need to make a placing request to your
education authority.

School Transport
Your child will normally get free
transport (or payment to cover the cost
of public transport) if they’re:
under eight and live more than two
miles from school
or
over eight and live more than
three miles from school

Enquire: information and support regarding
education. www.enquire.org.uk
Parentzone: www.ltscotland.org.uk/parentzone
Equality and Human Rights web site: www.
equalityhumanrights.com
The Scottish Government web site: various
legislative documents and booklets on education and
parental choice. www.scottishgovernment.org.uk
Schoolhouse Home Education Association: a
charitable organisation supporting home education in
Scotland. www.schoolhouse.org.uk
Home Education Advisory Service (HEAS): a
national home education charity based in the UK. www.
heas.org.uk
Gaelic Medium Education: write to the Bòrd at
Darach House, Stoneyfield Business Park, Inverness,
IV2
In our next newsletter we will be looking at working with
your child’s school and what you can expect from
them.
To get further information and support with your
child’s education, contact Sarah or Karen from our
Family Support Service at national office.
Photo (left): Cameron on his first day of school at Birkhill
Primary School; Photo (top): Laura at school; Previous page
(background photo): Jenna on her first day of school

However, it’s down to each education
authority to make plans for school
transport. Therefore, please contact
your education authority for guidance.
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Promoting mental wellness in teens and adults with
Dennis McGuire Ph.D., Director of Psychosocial Services
Down’s syndrome By
Adult Down Syndrome Centre of Lutheran General Hospital, Park Ridge, Illinois, USA
Summary

In this plenary I discuss findings from a multi-disciplinary
centre serving the health and behavioural needs of over
4500 teens and adults with DS in suburban Chicago,
USA. What we have learned from people with DS, and
their families, is that they have a number of behavioural
characteristics which are surprisingly consistent.
Additionally these characteristics may be a strength or
a weakness, depending on how they are viewed and
promoted by the person with DS and by others, and
we will discuss how to promote as a strength. These
characteristics include expressive language, “grooves”
(obsessive compulsive tendencies), visual memory
and visual cues.

Expressive language

Expressive language includes a number or key
components including, intelligibility of spoken word,
expression of thoughts and feelings, receptive skills and
self talk.

conversation may lead to fatigue and exhaustion and
people may be easily excluded from conversations. When
excluded in social situations it is easy to see how people
withdraw into fantasy play, day dreams and self talk. In
or to facilitate communication in social situations and
in important meetings (yearly staffings etc.) caregiver
interpreters may paraphrase the topic of the conversation
in clear understandable terms for the person with DS.
Similarly for other listeners it may help to give the topic
and background of what the person with DS is trying to
communicate. The one precaution we make about this is
that interpreters need to be careful not to take the persons’
voice. They should assist with the translations of actual
statements only when needed. Additionally it is important
to encourage others to be patient to allow the person with
DS time to process the information, to formulate questions
and articulate answers when needed.

A different type of problem

People with DS have a range of abilities and there
are many who have excellent articulation skills and
have no difficulty being understood by unfamiliar others.
Unfortunately this may create a different type of problem.
Intelligibility of spoken word
They may be assumed to know more
Despite verbal limitations many “...it may be possible for
than they do, and this may create
people with DS are understood by
situations where they fail needlessly.
them
to
use
their
artistic
family and friends but they may not be
For example people have been given
understood by unfamiliar others. This and theatrical skills as
jobs that were beyond their skill, such
may result in dependence on familiar
mediums
for
expressing
as to run a cash register in a grocery
others to serve as “interpreters” when
store, when the concept of money is
themselves..
others do not understand. This is turn
too abstract for them. On the other
may create problems when important
hand, we have had people who are non verbal who are
interpreters leave, such when a sibling leaves for college,
assumed to be less skilled that they are, thereby missing
a sensitive boss leaves a job site or when parent dies or a
opportunities to do jobs and activities that are well within
long time caregiver leaves. In order to lessen the effect [sic]
their level of skill. This too may lead to a sense of failure
of this type of loss it is best to have multiple ‘interpreters’ in
when this should not have been the case.
different settings (home, school and work). It is also best
to have total communciation so that some communication Expressing thoughts and feelings
is possible even when others cannot understand verbal
Many people with DS are very open and honest
language. Many people with DS are not shy and it may in expressing their feelings through non-verbal facial
be possible for them to use their artistic and theatrical expressions and gestures but many have difficulty
skills as mediums for expressing themselves when verbal articulating thoughts and feelings verbally. As a result
language is not easily understood.
caregivers may have difficulty interpreting the cause or
Interpreters can be very beneficial but there is also source of the persons’ nonverbal expressions. This may
enormous benefit to the persons’ pride and self esteem limit their ability to identify and resolve problems or issues
to speak for themselves. Despite this, many times people and it may make them at greater risk for mental health
with DS will invite others to speak for them. We believe this problems. The way to minimise this is to encourage people
is because verbal communication is quite tiring because to find creative ways and means to communicate issues
of articulation limitations and a slower processing speed. and concerns to others. For example many people are
One way to look at this is that for many people with DS quite good with art and theatre which can be used as a
verbal communciation is like being in a foreign country medium for expressing issues and concerns if others are
trying to speak a foreign language. It is very difficult to open to this. When it is clear that something has affected
communicate and be understood by others. Even normal
Autumn 2010

Volume 1

Issue 1

www.dsscotland.org.uk

14

Full potential

HEALTH

the person with DS and they cannot communicate why to
others, it is important to become like detectives looking
for causes and explanations in any and all areas of their
lives, including health, environmental, sensory etc. This is
why a multidisciplinary clinic is important and why good
observations from families, staff, teachers and others are
so important to better identify when problems occur and
why.

Receptive Language

Despite whatever expressive limitations people may
have, many have excellent receptive skills. They can be
very perceptive and will often have an uncanny sensitivity
to the feelings and emotions of others (especially loved
ones). The down side of this is that they may absorb
conflicts and stress experienced by others and they are
especially sensitive to anger. Therefore one thing to look
for when people show some changes in mood or behaviour
is whether they are in environments when there is negative
behaviour or emotions expressed by others.

and routines, which may at times be maddening to
caregivers. We call this behaviour “grooves” because
people will often follow well worn paths or grooves in their
daily lives and activities. Despite the negative reputation,
there are many benefits to grooves. It gives structure and
order to peoples’ daily lives. People organise their rooms
and personal items. Many are careful with their appearance
and grooming. Grooves increase independence because
people complete daily living and worksite tasks reliably as
part of their daily routine. Grooves may also offer a way to
relax when people repeat a favourite activity in quiet space
(such as copying words, word search puzzles, needlepoint,
etc.). Grooves will also allow people to project a clear and
unambiguous statement of choice or preference. Doing
things “just so” may be viewed by others as a little quirky,
odd or pernickety but it is a statement of the person’s own
style and personality.

Grooves and Stress

Under stress a normally productive ‘groove’ can
become an unproductive obsession
Self Talk & Imaginary
or compulsion, which may interfere
“It’s not uncommon for
Friends
in essential activities or areas of life.
Self talk and imaginary friends people to remember activities For example, Marlene, began to
are developmentally appropriate
10-20 years in the past in arrange and rearrange things in her
given peoples’ intellectual and not
room to be “just so”, which made her
great details.”
chronological age. Self talk serves
miss or be very late for beneficial
many adaptive purposes. It is a means to think out loud, recreation activities (which she enjoyed). This seems to
review the day’s events, it allows directed action (especially have developed after she was assigned a stressful new
when doing a new task) and may allow planning for future job at her worksite and a few other stressors in her life.
acitons or events. It may also serve as a means for self Marlene’s stuck groove may be similar to any other type
comfort and support and as an important means to express of vulnerability, which we use to express stress, such as
feelings and frustrations.
through a headache, stomach ache, ulcer etc. Because
Similarly many people have imaginary friends who they grooves are so common in people with DS many express
communicate to as part of their self talk. An “imaginary stress through a stuck groove. Reducing the source of the
friend” may be an imagined person, a favourite movie stress may help reduce a stuck groove. But let me give you
character or recording artist, but it may also be a real one bit of advice for dealing with a problem in this area. It
person that people bring to life through their exceptional is important to not forcibly stop a stuck groove. This is like
memory (discussed later). Fantasy play with imaginary trying to stop a river and it will often serve to intesify or
others may be entertaining, soothing and relaxing. In some entrench the behaviour. It is often best to work gently with
situations it may also compete with what is going on in the stuck groove to establish new more productive pattern
people’s lives, particularly if reality is boring, or frustrating, of behaviour. For instance in the above example, as
such as in un-stimulating school or work settings.
Marlene became more comfortable with her new job, her
We view self talk as a social skill issue and not as a need to rearrange things became a little less rigid. Over
mental health issue. As a social skill issue it may draw time her parents were able to encourage her to spend less
attention needlessly and it may be viewed as odd by and less time arranging things in her room until she was
others. It is best conducted in a private space (such as a eventually back on time for her evening activities. Visual
bedroom) and not appropriate in the community or in work cues may also help to reset stuck grooves, as discussed
settings. While in public, as a temporary measure while below.
people are learning where and when to practice self talk,
it may be possible for people to talk into mobile phones or Visual memory
We have found that people with DS have exceptional
even a Bluetooth device (After all everyone else talks out
visual memory. They will often remember anything they see
loud on phones, why not people with DS?).
including people, places and events. It is not uncommon
“Grooves” (Obsessive compulsive
for people to remember activities 10-20 years in the past
tendencies and behaviours)
in great detail. Visual images from movies and television
People with Down’s syndrome have a reputation for may also be remembered in detail. Additionally visual
being “stubborn”. They may resist change and have rituals images may be replayed over and over in memory.
15
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For people with DS the one major problem with this type associated with the stuck groove but if the behaviour is
of photographic-like memory is that people have no sense a little too stuck or fixed it may also be possible to use
of time. Events are remembered as if happening “now”, visual cues to effectively “reset” the problem groove.
with all the feelings and emotions of the original event. Of Following this once a new behavour is introduced this then
course this may be good or bad depending on the original will form the basis of a new more productive routine. For
event. Good memories may include past incidents of harm, example, visual images can be designed to fit the needs
danger, anxiety or other negative experiences. Because of of a family with an oppositional teenager. Susan a very
this type of visual memory, people with DS may be more energetic 13 year old had two parents who battled with
susceptible to relive a past traumatic stress over and over. her to get ready on time for school every morning. What is
In many cases it may also be possible
interesting is that she actually
“...may have difficulty
to fight “fire with fire” by using past
enjoyed school and wanted
positive memories (stimulated by remembering what is told to them to go. Unfortunately she and
pictures or other images) as a means
her parents were caught
but they will often remember in a teenage battle for
to reduce the impact of negative
memories and images.
independence over the wrong
everything they see...”
Visual memory may also help to
things, her daily living tasks.
explain why phobias occur fairly frequently in persons with In fact she had no difficulty doing these tasks. But she and
DS. If they have bad experience (or “run in”) with an animal, her parents were trapped in an unproductive pattern. The
a storm etc, (even at a very early age) they may relive the harder her parents tried to get her to do her morning tasks
same fearful experience every time they encounter the the angrier and more resistant she becme, thus short
animal, storm etc in their daily lives. In these instances it circuiting her own independence, growth and maturity.
may be possible to desensitise the image through gradual Unfortunately too Susan had enough of a tendency to get
exposure to “virtual images” of the feared object, through a stuck in patterns because of a propensity for grooves and
photograph or movie rather than the real thing.
this further intensified the problem.
Visual memory may also help to explain why self talk
In order to change this pattern we simply set up a
and fantasy play may occur in some public places and not morning checklist, which she was to complete and check
others. As discussed previously self talk and fantasy play on her own. When completed she would earn a simple but
should be conducted in a private space, such as one’s desirable reward of 10 cents per task. This money was then
bedroom. However, visual memory may allow people to stored in a glass jar and she could use it to buy her favourite
escape to a rich internal world of movies and positive past music. Additionally a calendar was used to document the
memories when in a stressful or boring environment. The completion of the day’s task. This too would be marked
obvious solution to a public display of fantasy/self talk is to by her and she would bring this to her next appointment
make the environment less stressful or more interesting for at the center. Her tasks include the following steps: -Eat
the person with DS so they don’t have a need to escape.
breakfast -Let dog outside -Make bed -Get dressed (look
good!) -Take lunch -Take backpack with bag, wallet and
Visual Cues
key -Get on bus on time. What is interesting is that she
Researchers have consistently reported that people felt that “the list” told her what to do, and not her mom
with DS have auditory deficits but what is often not stressed and dad. In a very short time the problem was solved. Her
is that people with DS have strong visual assets. What parents backed off and she was able to do the tasks, which
this means is that people may have difficulty remembering were appropriate for her as a young teenager.
what is told to them but they will often remember everything
they see (and I mean everything). People with DS are Conclusion
In this plenary I discussed findings from our centre.
drawn to visual cues and images. They are visual learners.
They love movies and pictures, especially family pictures You have found that people with DS attending the centre
or movies. Not surprisingly there is an enormous benefit to have a number of behavioural characteristics, which are
use visual cues with this population such as through visual surprisingly consistent. This includes four expressive
schedules or checklists, calendars and visual images for language issues including intelligibility, expressing
thoughts and feelings, receptive skills and self talk.
learning tasks etc.
Additional characteristics include “grooves” (obsessive
Combining different characteristics
compulsive tendencies), visual memory and visual cues.
productively
These characteristics may be a strength or a weakness
One very productive way to use visual cues is to help depending on how they are viewed and promoted and we
to “reset” a stuck groove. As mentioned previously many discussed how to promote them as strengths. For more
people with DS have a tendency for repetitious behaviour articles of information on the Adult Down Syndrome Center
and routines, which we have called “grooves”. These please visit www.advocatehealth.com/adultdown.
grooves are generally beneficial but they may also become
This article was delivered at the World Down Syndrome
unproductive when people are under stress. Dealing with
Conference in August 2009 and reprinted with permission
a stuck groove we may try to identify and reduce stress
from Down Syndrome Ireland’s summer 2010 magazine.
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2010 European Special Olympics
This year Warsaw will host the Special Olympics
European Summer Games from 18 to 24 September.

Hollywood actor Gerard Butler is a good friend and
invited him to his last film premiere.

There will be 47 athletes representing Great Britain in
Poland. The Great Britain team will compete in six sports:
athletics, badminton, power lifting, table tennis, tennis
and ten pin bowling. Out of the 47 there will be four
athletes with Down’s syndrome from Scotland.

Meet Sylvia

Meet Paul
Power lifter
Comrie, Perth

Paul Booth is 20 years
old and already the Junior
British and Scottish
Champion in powerlifting.
He has been competing in
the Special Olympics since
2004.

One of her greatest honours was being chosen to light
the torch at the 2005 Opening Ceremonies of the Special
Olympics National Summer Games in Glasgow in front of
22,000 people at Celtic’s Parkhead Stadium.

“I love training and getting better and stronger,” he said.
“My family gets so excited for me when I do well. I get
excited for me too!”
His family is proud that he won four gold medals for
powerlifting at the National Summer Games in Leicester
and the 2008 Disability Sports Award.
“Competing with Special Olympics gives Paul a purpose
for his training and a sense of accomplishment,” said his
mother Pauline. “I am so thankful he has this opportunity
to enjoy a feeling of achievement in his life.”
“My brother and sister are really good at golf and
sometimes win, so it’s great that I have a sport that I am
good at too,” said Paul. “I love to go away with the team
and travel and meet new friends. I used to do amateur
wrestling with the Scottish team but started powerlifting it’s easy for me since I can go to my dad’s gym whenever
I want.”

17

Sylvia Moffett, 49, is a power
lifting star with a vast number
of medals and awards
collected over 30 years with
Special Olympics, including
four gold medals at the 2009
Special Olympics National
Summer Games Leicester.
“I love Special Olympics,” said
Sylvia. “It has helped me get
fit and has been a big part of my life because I love sport.
I feel more confident and I feel good when I am part of
a team. I enjoy competing - even if I get really nervous
before the competition.”

Three times a week, he can
be found at his father’s gym
in Comrie or at a sports
centre in Perth doing what
he does best.

During the week he takes life skills classes at Perth
College and attends a drama group. Scottish-born

Power lifter
Glasgow

Over the years, Sylvia has competed in volleyball,
netball, badminton, tennis, table tennis, bowls, sailing,
skiing, basketball, football, swimming and power lifting.
Her cupboard is packed with medals from four National
Summer Games, two National Winter Games, two
World Summer Games, one World Winter Games and
a European Games. She has competed in America,
Canada, Ireland and across the UK.

“I like competing - even if I “Sylvia loves
sport of all kinds
get really nervous...”
and Special

Olympics helps
so many people become more confident through sport,”
said her mother Elizabeth. “It has enhanced the life of my
daughter and my family.”
Sylvia has also competed and won silver in the
mainstream Power lifting Masters Scotland and won gold
at the Scottish 4 Nations Disabled Championships in
badminton.
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“We are very proud of Debbie and know she will do her
best,” said her mother Jessie.

Ten pin bowler
Forfar, Tayside

Meet Scott

Power lifter
Carmondean, West
Lothian

Debbie Killoh, 32, loves ten
pin bowling. She is proud
of the two silver medals
she won at 2009 Special
Olympics National Summer
Games in Leicester, a silver
and bronze medal at the
2005 National Summer
Games in Glasgow and
two gold and a silver medal
she won in 2001 National
Summer Games in Cardiff.
In her free time she enjoys IT, dance and drama classes
at college and volunteers for the British Red Cross.
The European Summer Games in Warsaw will be the first
time she has competed internationally and she is looking
forward to it.

Scott Bruce, who lives near
Livingston, will be looking
to add to his bulging trophy
cabinet with a good medal
haul in Warsaw. He was
named as best male power
lifter and collected four golds
at the National Games in
Leicester and returned from
the 2007 World Games in
Shanghai with three silvers
and a gold.
“I love taking part and making new friends,” said 31 year
old Bruce. “I’m going for more golds in Poland!”

Team Scotland d i ves into action
By David Keppie, parent

Photo back row (l-r): Caroline Fraser, Laura Arbuckle, Paul Fraser,
Emma Birley, Sam Pattinson, Alan Jardine. Front row (l-r): Nicola
Keppie, Christopher Marshall and Laura Logan

Nine swimmers represented the Scottish team at
the European Down’s Syndrome Open Swimming
Championship in April.
Saturday: All our swimmers were involved in at least
one event which included 50m backstroke, 25m and
100m breaststroke and 100m individual medley (one
length butterfly, backstroke, breaststroke then freestyle).
Medals were won and some disqualifications were made
in the breaststroke as it has to be perfect with no
Autumn 2010
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allowances made but unless involved in swimming you
would never know how many technical errors there can
be in the breaststroke.
The team participated in the 50m breastroke, 25m
backstroke, 50m freestyle and 25m and 100m butterfly in
the afternoon. There were some close hard fought races
with just fractions of a second between some swimmers.
The afternoon finished with 4 x 50m (4 swimmers each
doing two lengths) relay race with 16 teams taking
part. The fastest eight would go through to the final the
following day. We had two teams taking part - one in
the first heat called “The Ladies” and one in the second
heat called “The Hunks”. After a lot of excitement and
cheering for all the teams “The Hunks” were one of the
eight fastest teams and got through to the final.
Sunday: There were some strenuous events for some
of the swimmers starting with the 50m butterfly then
200m individual medley, 200m breaststroke and the
100m freestyle. There were some exhausted swimmers
after that. There was great excitement as the medals
continued to be won by the team - in total they would
take home 23 medals. All the swimmers showed great
courage and determination.
Watch the DS Scotland web site for the July gala
update. Anyone interested in DS swimming events,
contact David Keppie at d.keppie@ntlworld.com

www.dsscotland.org.uk
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Down’s syndrome chromosome leads to discovery of cancer prevention gene

Cancer Research UK scientists based at Queen Mary,
University of London have discovered genes in chromosome 21 that protect against solid cancers, like tumours.
The genes blocked the development of blood vessels to
tumours. Without this process, called angiogenesis, the
tumour is starved of nutrients and stops the growth.
“It’s incredibly inspiring to know that by studying the
genetic make-up of people with Down’s syndrome we
have been able to make important discoveries that help
us understand far more about the intricate processes
involved in cancer tumour growth,” said Professor
Kairbaan Hodivala-Dilke, Cancer Research UK scientist
at Queen Mary, University of London.

Scientists found that the discovered genes stopped the
vascular endothelial factor protein that creates blood
vessel growth and offers new possibilities for cancer
drugs.

“Investigating potential drugs that ‘starve’ tumours of their
blood supply is an exciting area of research and one that
we are investing heavily in,” said Doctor Lesley Walker,
Director of Cancer Information at Cancer Research UK.
Further research: Reynolds, L, et al (2010). Tumour
angiogenesis is reduced in the Tc1 mouse model
of Down’s syndrome Nature, 465 (7299), 813-817
DOI:10.1038/nature09106

Study suggests nutrient may provide “dramatic improvement for people with Down’s syndrome
A study performed
by Cornell University,
in America, found
the nutrient choline
might offer long
lasting advantages
in the cognitive
and emotional
development in
people with Down’s
syndrome.

neurodegenerative conditions.
“We found that supplementing the maternal diet with
additional choline resulted in dramatic improvements in
attention and some normalisation of emotion regulation
in a mouse model of Down’s syndrome,” said Barbara
Strupp, professor of nutritional science and psychology
and the lead author in the study.
Choline is found in egg yolks, cauliflower and nuts.

Professor Strupp

Photo: Alexi Wenski-Roberts

The research published in the Behavioral Neuroscience
journal indicated that higher levels of the nutrient in
expectant mothers could guard against

Further reading: To read the entire article by Ted Boscia
visit www.news.cornell.edu and enter “choline cuts Down
syndrome dysfunction” into the search box.

Cheap, non-invasive blood test may offer alternative to risky pre-natal test
Researchers in the Netherlands believe they are on
the brink of a breakthrough that would present a noninvasive blood test to detect Down’s syndrome and other
chromosomal irregularities.
Dr Suzanna Frints, a clinical geneticist at Maastricht
University Medical Centre, and her colleagues used
“molecular genetic probes” to find the foetus’s DNA from
the Y chromosome in the blood sample of its mother.
Dr. Frints hopes this method will offer similar results in
detecting trisomy 21.
The blood test is part of the current invasive test that
samples amniotic fluid. The current test carries a risk of
miscarriage. The blood test would offer fast results within
three days.

“Although we need to test and refine this...technique
further, our results so far are promising,” said Dr. Frints.
“This is innovative translational research and when we
succeed in developing the...procedure for use in maternal
blood, we will be able to offer a safe, cheap, fast,
reliable and accurate non-invasive test, which will be of
immediate benefit to pregnant women, young and old, all
over the world.”
The study started in 2009 and will continue until 2012 or
longer. Researchers hope that the kits will be available in
the clinic in two to five years.
Further reading: To read the article visit www.physorg.
com and type “Cheap, simple, noninvasive blood test”
into the search bar.

* Articles in this newsletter reflect the opinions of the contributors. These are not necessarily the views of Down’s Syndrome Scotland.
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Yo,
Tambian
By Mark Davidson, film blogger

Full potential

each other.
Finally, a central theme of Yo, Tambien is that of
sexuality. A subplot of the movie concerns two other
young people with Down’s syndrome falling in love and
starting a relationship. The mother of one of them is
appalled at this: concerned about the prospect of them
taking the relationship ‘too far’. Daniel is keen to point out
that people with Down’s syndrome have exactly the same
needs and desires as everyone else. Both in terms of the
emotional and physical sides of a relationship.

Blog: http://observealot.wordpress.com

Yo, Tambien reminds me why I love movies. It takes a
potentially tricky topic: that of the relationship between
those with Down’s syndrome and their own sexual
identity, and deals with it in a warm, funny and insightful
way.

Photo: www. yotambienlapelicula.com

Yo, Tambien (Me, Too) is a Spanish movie about Daniel,
a man with Down’s syndrome, who’s just graduated from
university, and got a job. For him, the next logical stage in
his life is to find a wife and start a family. His eye is drawn
towards his colleague, Laura, and they start a friendship
that Daniel hopes will turn into something more.

&David

Monica

The tone of the movie is sweet and gentle, while
tackling the serious issues of the hopes, dreams and
fears of someone with Down’s syndrome. The title “Me,
Too” references to the fact Daniel wants not only to live
as a functioning, working member of society but also to
have the kind of love and affection he sees between both
his brother and sister-in-law, and mother and father.
The relationship at the centre of this movie is beautifully
played by both Lola Dueñas and Pablo Pineda who play
the leads. The film hinges on the viewer buying into their
friendship. The combination of great acting and writing
allows us to do exactly that. My favourite moments of
the film were when the two of them were just laughing
together. The simple sense of warmth and affection
between them in these moments allowing us to buy into
the central premise of the film.
The movie does a great job of showing us that, difficult
as life can be for Daniel, the fact he has a loving family
around him allows him to cope pretty well with the
prejudices people level against him on a daily basis.
Laura, on the other hand has lost touch with her family,
and we soon learn that this lack of support means she
finds it much more difficult when circumstances don’t go
her way. As the movie progresses we soon see that their
ability to see through outward appearances and treat
each other as ‘normal’ is what they value so much in
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Photo: www.monicaanddavid.com

Monica & David follows the first year of marriage
between an enamoured young Floridian couple. They
talk of their dreams of children and careers, experience
moving into their first flat and discuss their parents’
worries for their welfare. They are also a young couple
with Down’s syndrome.
The documentary film, directed by Monica’s cousin,
Alexandra Codina, offers an intimate peek into Monica
and David’s lives as they transition into
married life and as they try to balance independence
with assistance.
Where to watch: View the trailer at www.
monicaanddavid.com. The US DVD launch is
scheduled for 2011. Join the Web site’s mailing list to
stay informed on the UK DVD launch.

www.dsscotland.org.uk
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Running for Connie
By Robert Dolan, parent

Earlier this year I ran both the London and Edinburgh
marathons. These were my 10th and 11th marathons over
the years.
The difference this year was I was raising funds for Down’s
Syndrome Scotland and Inverclyde Down’s Syndrome
Support Group. The reason I chose these organisations
was that my daughter Connie was born in March 2009 with
Down’s syndrome.
After her birth the amount of support received from both
the local support group and DS Scotland was fantastic,
and that has continued during the past 17 months.

Run for funds

The London marathon was completed in a time of 3 hours
25 minutes and was a very enjoyable day. The Edinburgh
marathon was for DS Scotland and I ran this with Martin
Thomson another father from our local group whose
daughter also has Down’s syndrome. This was Martin’s
first
marathon
and we finished it
together in a time of
5 hours 13 minutes.
Emotions ran high
that day as well as
the temperature and
we enjoyed every
minute.
Over
the
two
marathons this year Above: Robert, Martin; Left: Robert, Connie
I raised over £1,400
for DS Scotland, our local group also benefited from other
funds raised.
Anyone thinking of doing next year’s Edinburgh Marathon
or any other running distance to raise awareness and funds
for DS Scotland I couldn’t recommend an increasingly
more popular way to do so. I will definitely be applying for
next year’s London and Edinburgh Marathon.

How fundraising provides support

●
●●
●●
●● ●

●●

●
●●

●
●● ●

£5 telephone support for a
year for new parents of a child
with Down’s syndrome

●●

● ●●●

£50 keeps Parent

Contact updated with
current practice/support
from National Office

Tea party hostess
By Carly Bremner, daughter of member

I’m 10 years old and I
have a three year old
brother with Down’s
syndrome. He’s the
cutest little brother
ever.
I decided I would like
to help fundraise for
Down’s Syndrome
Scotland over a
Carly and Michael
year ago and started
thinking about what I could do. My school (Danestone
Primary) has a Charities Committee that organise
fundraising through the year and so I asked if I could join.
They didn’t need anyone last year so I had to wait a little
while.
I have a picture of Michael at school and I always talked
to my teacher about him. She really wanted to help me so
she arranged for me to join the committee. I made a folder
21

●●

●●

●●
●●

●● ●● ● ●

£100 provides 6
DVDs for the library
available on a free loan
basis

●● ● ● ●

●

£150 offers training ● ● ●
●
and ongoing support for
schools educating a child
with Down’s syndrome

about Michael and Down’s syndrome and at a meeting
to decide which charity we would next raise money for, I
suggested DS Scotland.
Everybody agreed with me that this would be a good idea
and so we arranged a Teddy Bears Picnic. Normally all the
pupils would be asked to bring £1 as a donation but as it
was our last charity event of the school year we asked for
people to bring £2.
I was very nervous and excited on the day, wondering how
much we would raise. My friend, Niamh, and I both wore
DS Scotland vests on the day. The whole school went
outside for our picnic and everyone had a good time.
We raised over £400 on the day and I was really pleased
that it went so well. It was even better when my teacher
said that we would increase the donation to £500 with
money we had left over from other events.
I think we managed to raise so much money because
almost everyone knows Michael and thinks he’s really cute
and funny. I definitely want to keep raising money and I’ve
already decided to do the Big Fun Run next year.
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mountain

By Wendy Dalgarno, member

Seven years ago, Wendy Dalgarno and her friend Nicola
became pregnant with girls. Nicola had Jennifer, a wee
girl with Down’s syndrome and Wendy had Meghan, nine
weeks later. Years later, Wendy embarked to Asia to raise
money for children like Jennifer.

the back pack very heavy. I was about an hour and half
into the trek and nearly passed out because of the heat
and the amount of climbing we had just done.

As we climbed literally hundreds of stairs a day, up
and down steep slopes with crumbling rock under our
It all started a year ago when my friend Allison Davies
feet. This was very demanding and sore on the toes
came to me and asked if I would like to walk the Great
when descending. We would walk on the old part of the
Wall of China with her through Charity Challenge. All
wall - this was not a tourist section so we were the only
I was worried about was who would look after my two
trekker’s around for miles. We saw some beautiful sights.
children, not the fact that I would
On one of the days we were taken to the Black
...up and down steep Dragon Pools. We climbed through caves and
be walking for five days in a
slopes with crumbling bush, climbing upward over the mountains. On
row, six to seven hours a day in
temperatures between 37 to 40
the last day we were taken to a tourist part of
rock under our feet.
degrees. If I had known what I
the wall, this was a tough one as we made our
know now, would I still have said “yes”? Truth be told, yes ascent up the Heavenly Stairway. The steps we had to
I would.
climb were so steep - thank god for walking poles. The
view from the top was breathtaking. Everyone was very
At the airport we met our tour guide and 22 of the
emotional at what we had achieved.
best bunch of strangers. We all hit it off straight away
and did so throughout the challenge and now keep in
It has been the most fantastic experience of my life. It
touch through e-mail and Facebook. We bonded as
was a mental and a physical challenge but we managed
a team from the word “go”. On a few incidents, there
to raise over £6,800 for Down’s Syndrome Scotland. I
were a couple of times people had panic attacks and
would recommend this challenge to anyone as I feel it
overheated. I for one did not do too well on my first day.
was life changing. The culture and their ways leave you
thinking how lucky we are and not to take life for granted.
Our intake of water was seven bottles a day, which made
Top photo:
Great Wall of
China
Photo (l):
Wendy
trekking
Photo (r):
group photo (Wendy front
row far left and
Allison middle
row, 4th from
right)
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EVENTS

DS Scotland Events
October:

► Start your autumn with an adrenaline rush by abseiling
off the Forth Rail Bridge on 3 October! We have 15
spaces for people who are interested. Please send your
name, address and t-shirt size (small to extra large) to
heather@dsscotland.org.uk or call us on 0131 313 4225
with your details. As a participant you must pledge to
raise at least £120. All money you raise will go to Down’s
Syndrome Scotland.

October - November:

► Taking Part in Meetings is the next course in the
Making Your Way Through Life series and will be in
Inverness. More information along with the flyer and
registration form are available on our web site under “Get
Involved”.

November:

► Our annual conference and general meeting will
take place on 13th November at the John McIntyre
Concerence Centre in Edinburgh with workshops
throughout the day led by world-class speakers. To
reserve your spot at the conference please fill out the
accompanying leaflet and post as soon as possible to
Down’s Syndrome Scotland 158-160 Balgreen Road,
Edinburgh EH11 3AU. Stay updated with the details of
the event by visiting our web site, subscribing to the
e-bulletin or being a fan of our Facebook page.

November December:

► Support us by sending
your friends and family
Down’s Syndrome Scotland
Christmas cards. Order via
our online Christmas shop,
send in the form provided
H appy Christm as
with this newsletter or visit
Edinburgh’s St. John’s
Winning card by three year old
Church on the corner of
Michael Bremner
Princes Street and Lothian
Road to view our card selection including the 2010
Christmas Card design winner, Michael Bremner.

raising money for charity. More details will be included in
future e-bulletins and on
our web site, Facebook
and Twitter pages. To sign
up for our free monthly
e-bulletins please go to
www.dsscotland.org.uk. We
want to double the amount
of participants from last
year so please spread the
Ian Yirrell preparing for a Do a Dish
word to family and friends!
event

DS Scotland Branch/
Community Events
Edinburgh:

► The Get Fit and Stay Fit class is designed for those
who have difficulty following instructions in fitness class.
New session begins 20 August at Craiglockhart Leisure
Centre on Colinton Road. Fridays - 10 to 10:50 a.m.
and 11 to 11:50 a.m. and cost £2.50 (£1.50 for friend or
support worker). Contact Jeanette Rennie on 0770 261
6785 for more information.
► Kindred, an organisation that works with families
of children and young people with additional needs, is
hosting four free parent workshops throughout early
October at their Edinburgh offices at 7 Rutland Court
Lane. Each workshop is focused on parents with children
of a select age group (ranging from primary school to
young people over 14 years old). To reserve a spot
in the workshop that is tailoured to your needs visit
our Forthcoming Events page on our web site www.
dsscotland.org.uk. Alternatively you can book your
place by calling Shirley Young on 0131 332 8807 or by
e-mailing her at sayounguk@yahoo.com.

Grampian:

► Being Confident and Speaking Up will be the
Aberdeen-based course in the Making Your Way Through
Life series. The flyer and registration form are available
on our web site under “Get Involved”.

March:

► We will continue our successful “Do a Dish for Down’s
syndrome” campaign throughout the month of March.
The campaign strives to bring diverse friends and family
together for good food while promoting inclusion and
23

Poppy Reed at Parent
and Toddler Group
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► The Parent and Toddler
Group for families of children
five and under meet once
a month for lunch. It is an
opportunity for parents to have
a chat and a nice cup of tea
while the children play and
meet new friends. Meeting
dates for 2010 are 19th
September, 31st October, 21st
November and 2011 dates:
23rd January, 20th February,
20th March, 24th April, 22nd
May and 19th June. Meetings
are held at Dyce Community
Centre, Gordon Terrace, Dyce.
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Is being included being excluded ?
By Laurence Alfred, Camphill staff member
My story is about Rowan……
Rowan came to Camphill School Aberdeen, an
independent day and residential school, a few years
ago. His family was close to breaking point. Rowan was
‘attending’ his local school but was more ‘excluded’ than
‘included’. He was socially isolated having no friends at
school or in his local community. In short the family were
in crisis.
As a last resort and after much pressure from his family,
the Social Work Department referred him to Camphill as
a weekly boarder.
The transformation has been unbelievable. His key
worker says:
“He came to us socially isolated, insecure, with no
confidence and with very low self esteem. Now he is
the centre of our house community. He has a circle
of friends both in school and in the community to
whom he relates. He has a girl friend. He participates
in a wide variety of activities and is thriving. His self
confidence knows no bounds. Last term at our open
stage night, he ‘played guitar’ and sung a duet with
one of our co-workers. His programme is set up so he
succeeds. It is a ‘strength based’ programme building
on what he can do. His circle of friends includes all
types, those with physical disabilities and those who
are far more capable than him. He has represented the
school at a regional swimming gala and won medals.
He has grown responsible not only for himself but for
his surrounding as well. He has become a citizen of
the world’. To us he brings the gift of laughter, of joy, of
spontaneity.
Basically he has been given his life back; as have his
family who now, relieved from the stress of having a
‘problem’ child, can return to some kind of normality.
They have moved from needing, for their own sanity,
‘sending him away’ with all the guilt feelings that

Above: Rowan (right), friend enjoying Easter eggs
Below: Rowan (middle) and friends at birthday party

accompany this, to being ready and proud to have him
live at home again.”
What is the message in this story?
Inclusion is an attitude not an activity. Yes technically
Rowan was included, but the reality was so very different.
Nobody wanted to play with him, no one had time to
teach him, no one invited him home for their birthday
party, and no-one attended his.
The family were ‘included’ in their local community, but
they were in crisis; not many want to visit a family in crisis
or know how to behave in such a situation.
Why, does it take so long to understand this? Why do so
many families have to suffer before help is offered? Why
is residential schooling the last option?
Residential schooling can offer true inclusion where
everyone is valued and recognised as having something
to offer. Let us promote inter-dependence rather than independence and loneliness. Let us share the care. Let us
celebrate our differences.
The person with Down’s syndrome has a very special
contribution to make to the world just now when
everything is becoming more mechanical, automated and
in-human. The person with Down’s syndrome’s greatest
gift is their humanity, just the medicine our world needs
today.
Camphill is hosting an open day on 25th September from
2 to 5 p.m. at the Camphill Estate in Milltimber. Admission
is free. More information can be found at their web site:
www.camphillschool.org.uk.
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Anthony Butler, 15 yeards old

Hannah Preston, 14 years old

Lee Ferguson (right), 10 years old

Pearl Campbell, 20 months
Logan Watson, 1 year

Elliot Lumsden with Aunt
Lynnsey

Struan Russell, 8 months

Want to share a captured moment of your child,
friend or relative? Please send your photo to
editor@dsscotland.org.uk or by post to 158-160
Balgreen Road, Edinburgh EH11 3AU. Photos
accepted until 18 February 2010.
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INFORMATION
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.

Down’s Syndrome
Scotland Office

158/160 Balgreen Road
Edinburgh, EH11 3AU
Tel: 0131 313 4225
Fax: 0131 313 4285
E-mail: info@dsscotland.org.
uk
Web site: 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
Tel: 0845 230 0372

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

Down’s Heart Group

PO Box 4260, Dunstable,
Beds, LU6 2ZT
E-mail: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.
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© Alexa Taylor-Watts

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.

Please send form to:
Down’s Syndrome Scotland
158/160 Balgreen Road
Edinburgh EH11 3AU
Tel: 0131 313 4225
E-mail: 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
Signature:............................................................................... Date:........................... Sarah@dsscotland.org.uk.

