Full potential
Spring 2014

Volume 5 Issue 1

www.dsscotland.org.uk

Full potential

CONTENTS

5

9

In this issue
Welcome

Repetition, Repetition, Repetition

Headlines

UK, World news

2
3

19

15

11

Reviews

17

Mongol

Fundraising

19
21

The Camino Trail

Keep on Running

Research

Study Finds Ways to Better Support People
with Down’s syndrome in Employment

4 Events

2014 Down’s Syndrome Awareness Week
DS Scotland National and Branch Events

Lifestyle
Striving for Full Potential

5
7 Opinion

Letters

8 Gallery

Painting Life

Fitness

Fighting Fire

21

Accessing Support in the Highlands

22
23

24
25

15 Information

26

Highlights
Family

The Best Day of My Life

Education

A Story about Jack

Health

Autistic Disorder and Down’s Syndrome:
Dual Diagnosis
1

9
11
13
Spring 2014 Volume 5

22
Issue 1

www.dsscotland.org.uk

WELCOME

Full potential

Heather Irish
Editor
Full Potential
editor@dsscotland.org.uk
@DSScotland #FullPotential

Repetition, repetition, repetition.
Welcome to our Spring 2014 magazine. It’s our favourite

time of year at Down’s Syndrome Scotland - Down’s Syndrome
Awareness Week! We love it because it provides a national
and worldwide platform to celebrate people with Down’s
syndrome and their full potential while challenging the stigma.
It’s been 17 years since we celebrated the first Down’s
Syndrome Awareness Week and, in that time, we’ve grown
the amount of events and activities around the week. This
year we have events in four of the five largest cities in Scotland
(Aberdeen, Edinburgh, Glasgow and Inverness). Turn to page
5 to read the story of Cheryl Lord and her grandson Alex.
Cheryl documents her grandson’s life through paintings and a
selection will be on display at the Aberdeen Dinner (see page
22). More details on all Awareness Week activities are on page
22 and 23.

“Because of the funds YOU helped
raise during Awareness Week 2013,
our Family Support Service was able
to visit 240 families at their homes to
provide support and information on
all ages and stages.”
Processing Disorder on page 11. As 85 per cent of our funds
come from fundraising, trusts and grants, we ask you for
continued support - so that we can provide support and
information to people with Down’s syndrome, their families
and professionals.

Every year we ask you to take part in our growing amount
of activities: from baking to wearing colourful, mismatched
socks. Each year you surpass our asks. Last year we had family
members and friends get a tattoo of our logo, a mum sew
107 socks on her shirt for Lots of Socks, another supporter
completed several metafit classes in a week and others
organised fantastic coffee mornings. Because of you we raised
over £12,000 in March alone! And so this is why we keep
repeating our “get involved” request, because you make the
above happen! Because of the funds YOU helped raise during
Awareness Week 2013, our Family Support Service was able
to visit 240 families at their homes to provide support and
information on all ages and stages. You did this - thank you!

In this issue of the magazine we also have some amazing
stories about people with Down’s syndrome - from Harriet
and Sarah who completed a firefighting course (page 15) to
Liam and Matthew (page 7) who give back to their community
through volunteering.

So again, I ask you (and your friends, family, colleagues,
neighbours, coaches, teachers, personal trainers, Facebook
and Twitter friends) to take up one of our Awareness Week
activities! Let’s make this Awareness Week even bigger than
the last one!

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

If you’re more of an adventurer, we have other ways you can
support us by taking part in our Spanish Trek (see page 19)
or Firewalk (page 23). Or if you thrive on endurance, find out
about our running fundraisers on page 21.
If you want to know what more we do, view our news stories
on page 3 and read about our Family Support Service in the
Highlands on page 25. Jo, our Family Support Service Officer
for West of Scotland, also shares her experiences with Sensory
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So let us know what you think about this issue of Full Potential.
Did you like it? Will you, a family member, a friend or colleague
be taking part in Down’s Syndrome Awareness Week? We’d
love to see photos of all the great things that people with
Down’s syndrome and their families are doing! Please e-mail
me at editor@dsscotland.org.uk or tweet us @DSScotland
using #FullPotential in your tweet. Your tweet or e-mail may
appear in the next issue of Full Potential’s letter section!

Until autumn,

Heather Irish
Editor of Full Potential

www.dsscotland.org.uk
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HEADLINES
answer ‘yes’ to the following questions, you are eligible!

UNITED KINGDOM

• Are you living with and caring for an adult or child 		
with Down’s syndrome?

SCOTLAND

• Would you benefit from more respite care?
• Are you in need of a break?
Our Keys to Life - Time for You fund will offer grants of up to
£500 (althought most grants will be in the region of £300) to
parents/unpaid carers who have a significant caring role for a
child or adult with Down’s syndrome living with them.
The best part yet - you get to be as creative as you want when
you apply for funding!

DS Scotland to host World Down
Syndrome Congress 2018!
(31 October 2013) - Down’s Syndrome Scotland will be hosting
the World Down Syndrome Congress 2018 in Glasgow!
Our Chief Executive, Pandora Summerfield said:
“We are absolutely delighted and honoured that Down
Syndrome International has chosen us to host World Down
Syndrome Congress 2018 in Glasgow.
We look forward to providing a broad spectrum of informative
sessions showcasing the latest discoveries in research and best
practice as well as fringe events for the general public and
Scottish cultural experiences for families that they won’t forget.
We look forward to working with Down Syndrome International
to ensure that World Down Syndrome Congress 2018 will be
a memorable and informative event that benefits all who will
attend.”
The bid was led by Andrew Macintyre (26), Sam Ross (25) and
Stuart Campbell (27), each of whom has Down’s syndrome and
are members of Down’s Syndrome Scotland.
Sam, from Glasgow, said: “I’m looking forward to meeting other
people with Down syndrome from other cultures. I want to hear
different languages because I’m learning French. Visitors will
love Glasgow as the people here are very friendly and kind.”
We submitted the winning bid together with our partners the Glasgow City Marketing Bureau, the Scottish Council for
Voluntary Organisations (SCVO), VisitScotland and the Scottish
Exhbition and Conference Centre.

New funding for carers of children and
adults with Down’s syndrome
(13 February 2014) - We received more funding to provide
carers of people with Down’s syndrome with respite. If you
3

Our Keys To Life - Time For You
fund is run in conjunction with
Shared Care Scotland on behalf
of the Short Breaks Fund.
Applications are considered by
a panel that meets regularly.
Application deadline is: 31st January 2015. Visit our website for
more details and to apply: www.dsscotland.org.uk/fund.

DS Scotland at the Scottish Parliament!
(13 February 2014) - Down’s Syndrome Scotland will host an
event for MSPs and researchers at the Scottish Parliament
during Down’s Syndrome Awareness Week (17-23 March). This
will include a speech by Kim Scott, one of our trainers with
Down’s syndrome, and Sarah Van Putten, our Family Support
Service Manager.
Influencing policy is no easy task but is essential for many
organisations including DS Scotland. Throughout 2014, the
independence referendum will continue to dominate Scottish
politics and we need to ensure that your concerns are not
forgotten in the midst of this debate.
To find out more about our policy work, visit our Policy Centre:
www.dsscotland.org.uk/policy.

WORLD
VATICAN CITY
Published author becomes first person
with Down’s syndrome to intern at
Vatican Radio
(24 January 2014) - Michael Gannon, 33, is a published author,
university student and is now an intern at Vatican Radio. As an
intern he worked on editing, audio and interviews.
“People with Down’s syndrome have a normal life,” he said.
“They have family. They have friends. They can go out, have
fun, socialise.” You can be your own self.”
To read the full ZENIT article by Ann Schneible visit http://
tinyurl.com/vaticanradio.
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summary findings

Study finds ways to better support people with Down’s
syndrome in employment
(24 January 2014) - A University of Canterbury (UC) study in
New Zealand is using video modelling and video self-modelling
to help teach job skills to prospective employees with Down’s
syndrome.
People with Down’s syndrome contribute well in a number of
job settings when given appropriate initial support. Despite
this recruitment is low at around 10 percent in New Zealand.
Research shows that people with Down’s syndrome who are in
paid employment have higher adaptive, physical, cognitive and
social abilities and a higher quality of life than those people
with Down’s syndrome who are not in employment.
UC Health Sciences Masters student Lisa Sinclair said there are
many reasons why people with Down’s syndrome are not in
employment. She describes the study’s findings:
``Extra support is initially needed for job success, such as
employers giving clear and timely instructions and breaking
down work tasks into smaller steps.”
``Down’s syndrome is a lifelong condition; however, with
intervention, people with Down’s syndrome can be trained to
acquire many skills and can lead very successful lives.”
``A training method that shows promise in training people with
Down’s syndrome is video modelling where a person watches
a video of a peer or instructor performing a task and then
models what they have seen in the video in their workplace.
Four of the participants in this study watched videos of peers
making breakfast.”
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``This study is the first in New Zealand to use video modelling
and video self-modelling alone to teach job skills to people
with Down syndrome.”
``For the work experience section of the study, eight
participants spent a term at Wharenui Primary School in
Christchurch serving breakfast to students as part of a
Fonterra/Sanitarium breakfast in schools programme. The
participants worked in pairs and spent two weeks serving
breakfast each morning.”
``Last year, the Government announced the Breakfast in
Schools Programme would be available to all schools which
opened the way for people with disabilities to work in schools
as breakfast providers.”
``My results showed an increased rate of skill acquisition
across all participants (at least 25 percent for each) from
baseline to post-intervention, showing that the methods of
video modelling and video-self modelling were both effective
job skill training methods. The participants also reported that
they enjoyed watching the videos and working in the school.”
``My results suggest that employers could make job training
videos by video-taping their current staff on the job. They
could then provide the tapes to employment transition
services who work with people with intellectual disabilities.”
``It is important that research of this type is done to empower
people with intellectual disability,’’ Sinclair says.

www.dsscotland.org.uk
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By: Cheryl Lord, grandparent member,
Aberdeen

Painting life

“We had only been here a few weeks
when we started to notice that
Mikyla’s rate of learning seemed to
have improved substantially.”

5

I am an artist living on Deeside in Aberdeenshire. physiology, but throughout this time I painted.

At the end of last year I was persuaded to exhibit
my oil paintings on canvas at Blairs Museum in
Aberdeen. The idea was to raise awareness and
challenge people’s attitudes towards Down’s
syndrome.

I am a grandmother of Alex who was born on
21st January 2004 to Kirsty my daughter. I am in
admiration of her for having the courage to follow
her heart and proceed with the pregnancy despite
a great deal of pressure from the hospital to
terminate.
The road has not been easy. Alex had a lot of
feeding problems and failed to thrive at the
beginning – at one point things didn’t look good.
On the 20th January 2007 my daughter had twins,
Georgia and Elliott who also feature in many of my
paintings. We moved to Aberdeenshire in 2009
with my daughter, who as a single parent is now
working full time, so I have a lot of involvement in
the upbringing of Alex, Georgia and Elliott.
I have always drawn and painted from a young age,
but trained as a registered nurse and midwife and
went on to be ward sister at Westminster Hospital
in London. I also trained in cardiac ultrasound and
worked in research, gaining a diploma in clinical

When my children went to university I decided
to pursue my passion and undertook a BA in Fine
Art and Aesthetics and then an MA in Fine Art in
Cardiff. I have exhibited in Cardiff, Hull, London and
Birmingham. Since moving to Aberdeen, I have
exhibited three times in the Open Exhibition of the
Aberdeen Art Society. My time has been dominated
by family commitments so I have focused my world
and my painting around my grandchildren.
The story of Alex’s life unfolds through my paintings.
The gift of unconditional love that he has given
is immense and special memories with three
very different and growing children have been
documented in oil on canvas. I am committed to
documenting his life as he gets older, understanding
the differences and dispersing myths about Down’s
syndrome in a positive way.
The motivation came through the necessity to
paint, and because my world had changed and
become closed to outside influences, I had become
totally absorbed in my grand children’s care, so
they became part of me and I them. It is not just
about Alex, but myself through Alex, his feelings and
experiences from the outside looking in. We all live
in a stressful world but Alex sees a different side, in
my view a deeper understanding in many ways than
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Below photos (top
- bottom): Day Alex
was born; Alex with
his brother and
sister. Painting looks
at relationships and
where Alex stands in
the world.
Above photo: Alex and
Georgia. Top (r) photo: Alex
with his great grandparents.
Jack (centre) died of
Alzheimer’s disease after the
painting was finished. It was
only after that I realised they
were reading “Mr Forgetful”.

Page 5 photos: Georgia is the
strength that keeps the boys in
check. She has a very close and
supportive relationship with
both of the boys, especially Alex,
whom she often interprets and
speaks for.

all of us about basic love and
care for each other. He hates
confrontation, is a peacemaker and doesn’t need to speak
to express feeling and emotion - it is passed on to everyone
around him. He has an enormous emotional intelligence,
almost telepathic and has no need for material gain.
I paint to try and convey the warmth and empathy Alex
exudes but also question some of the difficulties he faces in
the outside world. I had become very closed in the paintings
I was making - not letting the outside world into the work
that I was doing as I thought no one would be interested in
seeing the work. When I painted one canvas, I would put it in
a cupboard thinking all I was doing was maintaining my skill
level. That changed when I started classes with my tutor Mike
Samson, artist in residence at Blairs Museum in Aberdeen. He
saw my work as I painted it, and gave me the push I needed.
He insisted that I exhibit over 30 paintings out of the cupboard
to share with other people, along with the curator of Blairs
Museum, Ian, who also greatly helped with the publicity. I
was staggered at the response, picked up by the newspaper,
radio and television, all very supportive and comments left in
a book were very inspiring. I do feel justified now in spending
so many hours documenting moments in time that would have
been lost. I use photography as a sketchpad and then make
compositions using images I collect.
I hope to continue painting Alex, Georgia and Elliott to add to
the story as they get older. It is compelling working out what
comes next. I always have the next painting in mind before I
finish the last one and as long as that continues I will carry on.
Cheryl’s paintings will be on display at our “Scotland with Soul”
Dinner and Ball on Friday 21st March. More details on page 22.
Spring 2014 Volume 5
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Above photos (l-r):
Alex and me; “Under
the Mask” explores
the differences in
our perception of
normality. Is what we
class as normal really
that?
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Striving for
By: Jennifer Egan, parent member,
Bonnybridge

Meet Liam & Michael

full potential
Left photo: Michael (l) and Liam (r) with First Minister Alex Salmond at
Edinburgh Castle for the Saltire Awards; Right photo: Liam holding his
award for 2013 Young Volunteer of the Year in Forth Valley.

Liam and Michael represented the Falkirk area at the awards
and met First Minister Alex Salmond.

Michael and Liam Egan are brothers who both enjoy
volunteering - they’ve even won awards for their efforts.
Michael, 23, has been volunteering for the past six years. In
2012, he was runner-up for the Young Volunteer of the Year in
Forth Valley and Falkirk area. In 2013, he received the Five Year
Service Award for his volunteer work in Forth Valley Sensory
Centre and received their Young Volunteer of the Year award.

When they’re not busy with their studies or volunteering, the
brothers enjoy many hobbies and interests.
Michael enjoys going to nightclubs in Glasgow, listening to
music from Michael Jackson and Queen, going to concerts
and attending activities with a youth and young adults group.
Liam loves Abba and enjoys watching WWE wrestling and
Mrs Brown’s Boys.

Michael’s younger brother Liam, 18, started volunteering in
October 2012. Liam is at school and volunteers once a week at
Larbert Baptist Church lunch club and day care.

Volunteer opportunities
Is your son or daughter interested in volunteering? We
have some exciting volunteer opportunities - from being a
collection can collector to speaking to your local groups and
associations about Down’s syndrome and Down’s Syndrome
Scotland. If interested, contact our Fundraising Manager
Sharon Kane on 07803 624 537 or sharon@dsscotland.org.
uk.

For his efforts and hard work, Liam received the Young Volunteer
of the Year 2013 award. He was chosen out of 43 organisations
and 500 applicants.

Looking for future full potential stars!

Michael keeps busy - attending Cumbernauld College three
days a week and volunteers at the Forth Valley Sensory Centre,
the local Barnardos charity shop and Children with Disabilities
Youth Club.

Both brothers love their volunteering and get lots out of it. In
June 2013, Liam and Michael travelled to Edinburgh for the
Saltire Awards. The Saltire Awards is a national programme for
young people between 12 and 25 years old and is designed to
recognised volunteer achievements.

7

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.
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Dear DS Scotland...

We had our event last Sunday to celebrate international
day of people with a disability and it was a great day. Here’s a
photo as promised - from left: me, my son Lochie (holding your
book), Yolander and her daughter Sheeby.
For me, Six Percent is a very unique book.
After the birth of my son Lochie I read as many books as I
could get my hands on regarding Down’s syndrome. From
educational and medical books to biographies written by
mothers like myself but I have never seen a book like Six
Percent. As I said, a very unique book.
Graham Miller has shown the truth about Down’s syndrome
and the truth about having a child with Down’s syndrome. It’s
raw, it’s honest and for me it’s about time and I love it.

Here’s a photo of Derek opening his piggy bank. Total
amount in 1p and 2p coins was £7.60.

Ian Jenkins, parent member, Largs, via e-mail

When Lochie was born I felt a great sadness and grief because
the baby I had been dreaming of throughout my pregnancy
was not Lochie. Since this was to be my first time as a mother,
I had been told of this amazing feeling of euphoria and I was
longing to experience this. But this was not the case, far from
it. Six Percent shows that it is not uncommon to go through
these emotions: the grief, the guilt and the fear.
This book also shows that after the initial shock, life with your
baby does a complete flip and you find yourself totally head
over heels in love with this beautiful little person and you will
do anything to keep them healthy and happy and you wouldn’t
change a single thing. The intense love I feel for Lochie and the
most intense love I receive from him, I see in Six Percent.
This is why you go through the pages laughing and crying for
so many reasons.
Tanya Neilson, parent, New South Wales, Australia, via e-mail
Purchase your copy of Six Percent for only £29.95. All proceeds
go to Down’s Syndrome Scotland.
www.dsscotland.org.uk/book
Spring 2014 Volume 5
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Tweet us your thoughts @DSScotland #letters

Share your voice
Do you have opinions, ideas, thoughts or
accomplishments that you would like to share
with us and the readers of Full Potential? Please
e-mail us at editor@dsscotland.org.uk or post
us a letter to The Editor 158-160 Balgreen Road,
Edinburgh EH11 3AU to be included in the next
magazine.
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The Best Day
of My Life
By: Bethany Flood, sibling, Paisley

To me, Down’s syndrome isn’t a disability, it’s a gift given
to those certain special people - those certain people that
deserve a little more love and care in life. The day my baby
sister was born changed everything for the rest of my life. Now
nothing will be the same, but to be honest, I am so grateful
for her. She’s the most loving, caring and perfect little girl I’ve
ever met. She proves to everyone every day that even though
she was born with a disability she is the same as everyone else.
She has a stubbornness that mirrors my own, hates getting
her face cleaned after eating messy food and bath times are
her favourite. Her smile could lighten up anyone’s day and she
should be shown the same love and the same respect as every
other person on this earth. My baby sister is my world and she
is going to be an incredible person as she grows and learns. I
couldn’t be any more proud than I am of her. I believe the story
of my baby sister is worth sharing and that any child born with
a disability is definitely worth living.
My heart was pounding unbearably as my dad pulled me into
the hall. Was something wrong? Did everything go well? So
many questions were buzzing around in my fully-loaded mind.
9

I couldn’t stop fidgeting! I was feeling completely empty, ready
to hear bad news. My emotions were bouncing off every wall
around me. He began to tell me how my baby sister had been
delivered at 4:20pm that day at a very healthy weight of 8lb
12 ounces and she was doing great. I was relieved but he
paused. The unreadable look on his face and the nerves oozing
from him put me on edge, tears were gathering ready to pour
out of my eyes. He went on to explain how my mum was fine
but my baby sister had been born with Down’s syndrome. I
was completely shocked, my face dropped as fear struck my
body. I was so scared I just didn’t know what to think. Tears
were streaming down my face, dripping off my chin and
splashing onto the floor. My surroundings went quiet. I felt like
everything around me was moving in slow motion. I hugged
my dad so tightly. “Everything was going to be fine,” I thought
as my body was trembling from head to toe. I just wanted to
see my baby sister, be by her side and hold my beautiful sister
in my arms.
So many thoughts and fears were bouncing around inside of
me as I sat in the car on the way to the hospital. My stomach
was in knots. Those two minutes it took to get there felt
like 2 hours! It couldn’t have dragged any longer. My nerves
sniggered at me as I sat in suspense unable to stay still. The car
came to a halt. I acted brave but I was actually crumbling
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Page 9: Bethany spending time with her new
sister Rebekkah. Page 10 (l-r, top row): Bethany
with 2 year old Rebekkah; Sisters playing in the
park; 12 year old Bethany holding her baby
sister; Rebekkah and Bethany enjoying a beach
day. Page 10 (l-r, bottom row): Rebekkah is all
smiles at home; cheeky Rebekkah after a bath.

inside. Nothing was going to be the same ever, ever again.
Every step I took walking through the wards echoed
throughout my body. I felt alone in those few minutes, like I
was the only person in that hospital. The room that my mum
and baby sister were in appeared in sight. My fretfulness
engulfed me in its power as I walked in. There she was, lying in
her little crib, so oblivious of what was happening around her,
so beautiful, so helpless and so perfect.
That first time I held her in my arms I’ll never forget. I wept
with happiness as I looked into her eyes. I was never going to
let her go she was my little angel sent straight from heaven. To
be honest I’m sure the next few days change me for the good.
I visited my baby sister and saw her lie under the UV light that
was treating the jaundice. I waited for all of the test results
and coming to grips with reality. I came out the other end with
a totally different perspective. My beautiful baby sister was
perfectly healthy and passed all of the tests that were thrown
in her direction. We were undoubtedly blessed to have her
in our arms. I was overwhelmed. Every time I saw her I felt
all warm inside. I experienced that feeling of unconditional
love for this little baby. She was my baby sister and I was so
proud to call her “sister”. I will always be there right by her
side whenever she needs me because I am her sister and I am
proud to be it.
Finally the day came that we could take Rebekah home. I was
ecstatic. Not many people had seen her yet and I couldn’t wait
to show her off. I didn’t have a care in the world what anyone
else thought and I was so happy, proud and feeling great about
Spring 2014 Volume 5
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everything. The heavy beating heart, trembling and uneasiness
was gone! I was back to being me, the normal me.
Recounting what my thoughts were on those few days just
remind me of how wonderful my life is to have her here and
if she wasn’t here it just wouldn’t feel right. I was only 12
years old at the time she was born. It was so scary for me
to go through but I always had the best people around me.
My friends and family were amazing. I never felt like I was
alone. Now my baby sister is two and everything about her
is just perfect. She is so clever and the cutest little girl you
could meet! She goes to nursery, has many friends and has
no problem making them. The doctors are stunned with her
abilities to talk, walk and do what she does already and we
are so proud of her. I love her unconditionally. She’s a little
character, a one and only – my one and only.
Tweet us @DSScotland #siblings

Support for siblings & new parents

Our Family Support Service supports expecting and new
parents with support and information. Contact us on 0131
313 4225 to request a free baby pack. They are also available
in all NHS Scotland hospitals.
If you would like information and support on how to share
the news with your children that you’re expecting a child
with Down’s syndrome or want to explain Down’s syndrome
to your children, our Family Support Service can help.

www.dsscotland.org.uk
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Jack

A Story about

By: Jo Hughes, Family
Support Service Officer,
DS Scotland
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lived with a sense of “walking on egg-shells”, never
knowing what to expect from Jack from one moment
to the next. We knew that some of these behaviours
were becoming major barriers to his development.

This is a story about Jack.
Some of you may have already met Jack – he’s the
delicious baby on the front of DS Scotland’s new
baby booklets. He’s grown up a wee bit from the
photo on the booklets. He will be 6 in February. I’m
Jo, Jack’s mum, and I have written this story to share
our experiences of living with Sensory Processing
Disorder (SPD) - sometimes called sensory
integration dysfunction. I am no expert in this field,
but I am an expert on Jack and how this affects his
life and how to provide the effective support he
needs.

Then, through support from our occupational
therapist, we discovered SPD.

We always thought that Jack was “different” than
other children with Down’s syndrome. He has
always found it difficult to settle and learn. He has
strange repetitive habits. He is very tactile defensive.
He moves constantly, can spin for ages and not
get dizzy, has major oral sensory issues (he likes
to lick things, peoples’ shoes, their hair, car doors
and windows) and chews on anything, especially
his hands. Anything, that is except food! He stares
into bright lights and flicks and swings objects (his
favorite being a beach bucket). He’s resistant to
teeth brushing, hair cuts and washing. He can switch
between being hyper and hypo responsive at the
blink of an eye. His behaviours at times have been
incredibly difficult to manage and have become
aggressive and harmful to himself and others when
unable to cope. We have felt lost at times without
any direction of where to go or what to do. We

We all learn through our senses. Sensory processing
is how we transform sensory information from
within our own bodies and the external environment
into messages we can act on. We may think of our
senses as separate channels of information, but they
all work together to give us a reliable picture of the
world and our place in it.

Here’s the science bit…
SPD co-exists with many learning disabilities and
describes an inefficient sensory system. Although
you may be familiar with the traditional five senses:
sight, sound, touch, taste and smell – there are, in
fact, seven senses. The other two are: vestibular
(movement and gravity) and proprioception
(muscles, joints and ligaments).

The brain of a child with SPD can’t process sensory
information properly. It doesn’t always know what
to do with the information and can become very
disorganised and confused causing the brain to send
out an inappropriate response. Sometimes this can
be an over-reaction (hyper-responsive) to sensory
input or not enough reaction (hypo-responsive)
depending on what senses are involved. This impacts
hugely on behaviour and learning. Some children go
into the flight or fight response. The brain records
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this as danger and the child reacts by screaming, acting
aggressively, pulling away or avoiding touch or sensory
input. You can liken this response to walking down an
unfamiliar dark alley at night and all of our senses are on
alert to allow our body to respond to danger.
The truth is every day can be a challenge for Jack.
His days rely on how his body is functioning on that
particular day and we never know how that is until he
wakes up. Every day can be different, with different
challenges and different emotions. What he found OK
yesterday is suddenly unbearable today and what was
totally unbearable this morning may be enjoyable by the
afternoon, so he keeps us on our toes shall we say!
What we have learnt though is that supporting Jack with
a “sensory diet” helps him to stay focused and organised
throughout the day. He has specific activities that perk
him up or calm him down that are not only effective in
the moment but also over time as they have been proven
to help restructure his nervous system. This lets him be
better able to tolerate sensations and situations he finds
challenging, regulate his alertness, increase his attention
span and limit sensory seeking and sensory avoiding
behaviors as well as handle transitions with less stress.
We’ve observed and recorded Jack’s behaviours over
many years now and feel we have a good understanding
of why he behaves certain ways. With support from
occupational therapy, we have created a tailored sensory
diet to support Jack’s needs. For example, we recognised
that Jack’s constant chewing and mouthing is a behaviour
he uses to calm himself so we encourage him to chew on
chewy tubes with various textures to give different types
of sensory input. We also have daily routines of facial
exercises, which include applying some deep pressure to
his face. We also use vibrating toys and toothbrushes and
we are also working on introducing stress balls and toys as
we feel these are more age appropriate for him now. It’s
still early days on that one.
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Page 11: Jo holding baby Jack
Photo (r): Jack on his swing
with his tablet; Below
photos (top to
bottom, l-r): Jack
with his mirror
and sensory
box, Jack
with
a
glow ball in his den
and Jack showing
his sensory
box toys.

Other daily activites include his therapy swing, trampoline,
deep pressure massage, time in his dark den and playing with
his special sensory box that we made for him. We decorated
his sensory box with all his favourite Cbeebies characters and
it stores lots of objects with various textures such as hard,
scratchy, soft and squishy to help with his hypersensitivity.
He has a bubble tube and lots of mirrors too for relaxing and
calming. All these activities help us support him to regulate
his behaviours better and we have great fun with them too
(when he is being cooperative that is!). He is an amazing wee
boy and despite all his difficulties he never fails to bring a lot
of sunshine into our house!
It is important to note that many children with Down’s
syndrome do experience some of the behaviours I’ve
described but they are able to regulate them or they grow
out of them. Some of the behaviours described are also
developmental and occur in all young children anyway, so
please don’t be alarmed if you feel a sense of the familiar
when reading this. Some children with Down’s syndrome
may have some sensory problems but the main question
is whether it disrupts everyday life. You will need to read
further into what SPD is to determine if it applies to your
child (useful references below) and then seek guidance
from occupational therapy. If you would like to discuss any
concerns you have regarding your own child’s behaviours with
the Family Support Service team, please do get in touch on
0131 313 4225.
References:
www.kennedykrieger.org/patient-care/outpatient-programs/
sensory_integration
www.sensorysmarts.com/sensory_diet_activities.html
Useful reading:
www.sensory-processing-disorder.com
www.spdfoundation.net/2012organizer/Do_you_know_
me.pdf
The Out-of-Sync Child by Carol Stock Kranowitz
Tweet us @DSScotland #SPD

Spring 2014 Volume 5

Issue 1

www.dsscotland.org.uk

12

Full potential

HEALTH

Autistic Disorder and Down’s Syndrome:
Dual Diagnosis

By: Dr Jennifer Dennis, Paediatrician, Down Syndrome Medical Interest Group
There is no doubt that Autistic Spectrum Disorder (ASD)

is more prevalent (around five per 100) among those with
Down’s syndrome than in the general population (around one
per 100), but diagnosis presents problems particularly for
professionals with little prior experience of the very distinctive
behavioural and developmental patterns associated with
Down’s syndrome. There is no gold standard diagnostic (i.e.
blood, DNA tests) test and it remains a behavioural diagnosis.
The hallmarks of ASD are impairments in social interaction,
social communication (including speech and language) and
imagination. Repetitive behaviour patterns may occur as well
as resistance to change in routine. It can be quite difficult
to distinguish what is normal development for a child with
Down’s syndrome and what is abnormal, considering that
children with Down’s syndrome can be delayed in developing
speech and language and pretend play and may have
repetitive, oppositional and opting out behaviours. This is
where the opinion of someone with in-depth knowledge of
Down’s syndrome is important in establishing a diagnosis of
ASD.
Autistic disorder should be considered, but is not necessarily
the cause, in any preschool child with Down’s syndrome who
is failing to make expected progress in speech, language,
communication and social skills or in any older child who
shows regression of these skills.
Dr George Capone of The Johns Hopkins Hospital in Maryland
stresses that for people with Down’s syndrome, ASD may be
13

first recognised at a later age (between three to seven years
old or sometimes even in the teenage years) than is usual in
other children (usually by ages two to three). For older children
with Down’s syndrome, the hallmarks of the disorder may
include: loss of speech, social withdrawal, lack of initiative and
lack of interest in anything or anyone.
It is critically important that ASD, when present in a child with
Down’s syndrome, should be recognised as early as possible
because the dual diagnosis has implications for education
and management, which will carry through into adult life.
Often a diagnosis of autism may be more important as far as
educational placement is concerned than the fact of a learning
disability. Unfortunately, it is not unusual for the diagnosis to
be missed in a child with Down’s syndrome because of a lack
of training and knowledge of Down’s syndrome by some health
care and educational professionals to whom a child may be
referred. It is only 15 years or so ago since a 10 year old child
with Down’s syndrome was referred to me with severe and
unmistakeable autistic disorder but whose paediatrician had
written:
“I gather that the school is now querying whether he has
autistic traits, but I explained to his mother that there is an
overlap between autism and mental retardation and I do not
think the label is a particularly useful or helpful one.’
I hope that this could not happen today but I believe that there
continues to be among some professionals a certain reluctance
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EXCITING TIMES!

THANK YOU! THA
FUNDRAISING AWARDS 2013

Wow, our wonderful fundraisers
have certainly been busy over
the past 6 months again. More
and more of you are thinking of
creative ways to fundraise for us,
including Susan McIver’s Onesie
Walk over the Forth Road Bridge.
The autumn was kick started with
the Big Small Isles Challenge,
raising well over £18,000. We
have even been shortlisted for the
Scottish Adventure Awards 2014.

To mark the amazing
achievements of all our
fundraisers, we held our
first ever, Fundraising
Awards at our Annual
Conference in November
2013. This emotional
occasion highlighted the
wonderful fundraising
that has been going on
throughout the year and
recognised a number of
key people. The awards
were presented by Ian
Fraser, Chair of Down’s
Syndrome Scotland. The
categories and award
winners were: i. Best
Overseas Challenge
Event – Gillian Holmes

ii. Best UK Challenge
Event – Lesley Moffat iii.
Best Contributor to ‘Do a
Dish’ – Moira MacIntosh,
Kate Gordon and Sarah
Gaffney iv. Best Third
Party Event – Katrina
Leese v. Outstanding
Contribution to Fundraising
- Suzie Cunningham and
our two Young Fundraisers
of the Year- Gregor Doran
and Grace Moultrie.
All our fundraisers are
award winning to us.
Could you be an award
winner in 2014?

Unfortunately, our Firewalk had
to be postponed in November.
However, the good news is if
you couldn’t make it on the date,
you may be able to now!
We celebrated Christmas with
our Christmas raffle, raising over
£5,000. We were delighted that
our patron Gary Coupland was
able to draw the winning ticket
out of the Singing Kettle, with
the help of Ruby and Darby.
Our patron John Barrowman
was brilliant in the role of Dick
McWhittington and was even
more brilliant at encouraging the
generous audience to donate
over £17,300. Oh yes he was!
We are now gearing up for our very
exciting Indigo Social Media Race
21 event at Rouken Glen Park.
So, hopefully you will get your
socks on for Lots of Socks,
abandon diets for Do a Dish
and get all geared up for one of
our challenges during 2014!
Thank you for making things
possible. It’s thanks to you
that we are able to be here.

Sharon Kane
Fundraising Manager
sharon@dsscotland.org.uk

BIG SMALL ISLES
CHALLENGE
There was a great
atmosphere right from
the start with an amazing
group of people from all
walks of life. We set out
from Mallaig in pretty wild
conditions, so much so
that the first half of the
group were almost doing
the challenge alone as the
second half were stranded
in Mallaig due to rough
seas. Well, it wasn’t called
a challenge for nothing!
When the team were
asked if we were going to
brave the seas there was
only one answer – “yes!”
What a skipper we had to
navigate us safely across
the sea!
After arriving in Eigg on
wobbly legs we made it to
the bunkhouse to find our
teammates indulging in
front of an open fire with
a glass of wine. Hmmm
talk about solidarity! But

of course we soon joined
in! That evening we went
to the local pub/post office/
community centre for an
evening of live music and
fun. Walking the mile back
in pitch dark was also a
challenge - great things
those head torches!
You can see by the photos
that the weather conditions
were not the best for a day
on the hills. We couldn’t go
to Muck and Canna as the
weather conditions would

ANK YOU! THANK YOU!
Golf and
Glamour
Two super families
organised golf days at
Meldrum House and Golf
Club in Aberdeen and
the Deer Park Golf and
Country Club Livingston,
which together raised
over £23,000. Golfers at
Meldrum House attempted
to beat professionals
Stephen Gallacher and

Ronan Rafferty on the
course and then quizzed
them about their golfing
careers in the evening.
Thanks to Stephanie Scott
and family for organising
such a fantastic event.
Stuart Gilbert and family
not only organised the golf
day at Livingstone but also
held many great events
leading up the day. Stuart
and Alison’s nephew,
Thomas, would be proud,
all the way from his home
in New Zealand!

Corporate
Connections
There are a number of
ways the company you
work for or a company that
you have contact with can
help DS Scotland. They
can organise a donation,
donate a raffle prize,
sponsor an event, match
the funds you have raised
or like bpi.visqueen ask
their staff to participate in
a fundraising challenge.
A company’s input in
organising a corporate
team can even make a
huge difference.
An enthusiastic team from
the bpi.visqueen division
of British Polythene
Industries recently donned
their running shoes for the

not allow us out to sea. So
we made our way to the
highest peak on Eigg - An
Sgùrr. We made it just
after lunch! Unfortunately,
Steph took a tumble on the
way down and dislocated
her elbow. The Wilderness
Scotland guides and the
team soon had brave
Steph off the mountain
and onto the mainland
being looked after by the
great doctors and nurses
at Fort William. Cave

hunting followed in the
afternoon and a few more
peaks on Eigg, before
the fabulous dinner from
the brilliant Eiggy Bread
Company that awaited
us at the bunkhouse!
The next morning we
woke up early to tackle
Askival on Rum. This
is quite a scary peak
as you have to cross a
ridge before scrambling
to the top. The first
challenge of the day was

Great Scottish Run 10K
in order to raise money
for Down’s Syndrome
Scotland. Team bpi.
visqueen particularly
wanted to help Down’s
Syndrome Scotland as
the charity has been
instrumental in supporting
their colleague Robert
Dolan and his family in
recent years. The 15
strong team smashed
their original fundraising
target of £3,000 to raise
an impressive £9,000
when a donation from
their employer British
Polythene Industries and
Gift Aid were included.

the Rigid Inflatable Boat
(RIB) but after the initial
crossing from Mallaig,
we were feeling quite
macho and were actually
enjoying the bouncing
about on the waves.
Well, most of us were!

Little Connie and the British Polythene
Industries presenting our fundraising
manager Sharon Kane with a cheque.

Rum was a real test but
we made it and felt great
for it. You get such a
feeling of elation being
out on the hills in a
harsh environment with
a great group of people
encouraging you every
step of the way. The whole
experience was amazing.
Amazing people: I feel
many of us will be friends
always. Amazing islands:
Nature can be so inspiring.
Amazing amount of money
raised: Generous people
giving both their time and
money! Join us for the
next trek! I think most
of the Big Small Islands
group have already said
that they will be doing the
next challenge in 2014!

Forth Rail Bridge Onesie Walk August 2014.

Footballers taking part in the Charity Football
Match organised by Hugh McLaren and Brian
McGinley of McGinley’s Bar in Kirkintilloch.

Suzie Cunningham & DS Scotland Vice
Chair Ian Frazer for Outstanding Contribution
to Fundraising Awards with DS Scotland 2013.

Stephanie Scott presents
raffle prize to Aberdeen Golf dinner guest.

FUN FUNDRAISING!
SPANISH TREK
CHALLENGE

Do A Dish &
Lots of Socks

I’m sure after reading
about the Big Small Isles
Challenge you will feel
inspired and keen to join us
for our 2014 Challenge. We
are looking for 14 people to
sign up to our Spanish Trek
and Trials Challenge 2014.
Swopping the Scottish
Mountains for the Spanish
colinas (hills), the trek will
include additional surprise
challenges, which could
be abseiling, rock climbing
or kayaking through the
mountain lakes. Over
3 nights and 4 days in
September this promises to
be a challenge of a lifetime!
Can you achieve your goal
and help to support people
with Down’s syndrome
achieve theirs? For
more information contact
sharon@dsscotland.org.uk.

Now into its fifth year, we
would like this Do a Dish
for Down’s Syndrome
fundraising and awareness
campaign to be even
bigger and better than the
last! Can you do a coffee
morning or get your local
school to do a fundraising
tuck shop or wear silly
socks (the sillier the better)
to school? We will be
looking for hairdressers
all over Scotland to raise
awareness and funds by
showing our 9 Facts About
Down’s Syndrome flyer and
taking a collection box for a
short period. Do you have
a hairdresser that you think
may take part? Maybe
they would like to wear
silly socks for a day on
March 21st? Perhaps your
local church would like to
get involved? It could be
a bake sale or a bring and
buy. Anyone, anywhere
can have fun fundraising
for Do A Dish or Lots of
Socks. Information packs
are available for download
on www.dsscotland.org.uk/
awareness.

Scotland
with Soul
If you fancy an evening of
glamour, why not join us
for our Scotland with Soul
event at the Ardoe House
Hotel on World Down’s
Syndrome Awareness
Day, Friday 21st March.
Following the champagne
reception and 4 course
dinner there will be
entertainment from Silver
City Soul Review. So get
your last-minute ticket and
get glammed up for this
sparkling event.

Awareness
Week 17th23rd March
2014
Our Six Percent
photographic exhibition
will be at the Eden Court
Theatre, Inverness
throughout March. Our
Family Support Officer for
the North West, Shona, will
be at the exhibition every
Tuesday from 12pm till
2pm during March if you
wish to drop by for a chat.
We aim to raise awareness
throughout Inverness
and try to get as many
local businesses, shops,

churches, schools and
hairdressers fundraising
and raising awareness
during the month of March.
If you have any contacts
that may be able to help
us, please contact Sharon
on: sharon@dsscotland.
org.uk.

Flaming Hot
News
Bad news: Unfortunately
we had to postpone the
Firewalk in November.
Good news: We are
holding the Firewalk
on May 9th so if you
couldn’t make the date in
November maybe you can
make the new date. Go on,
you know you want to! We
are looking for a further 20
people to participate in this
fiery challenge, which will
be held in Edinburgh on
Friday (during the evening)
9th May 2014.

Our patron, Gary Coupland drawing the
winning raffle ticket, helped by Ruby & Darby.

Spartan Race
The Spartan Race is
coming to Edinburgh in
September. We are looking
for supporters to face this
extreme 5k challenge and
raise money for Down’s
Syndrome Scotland. Have
you ever wanted to crawl
through mud, jump over
fire, wade through muddy
water and climb cargo nets
and 6ft walls? If you’ve
said yes, then this one is
for you! If we get 10 people
to sign up, the fundraising
team are in - Aroo!
For more information and
to register go to:
www.spartanrace.com.

Legacy GiviNG
Christmas
Raffle
It has been sometime
since Down’s Syndrome
Scotland did a Christmas
Raffle! The call was made
to our members and
supporters and you all
did your best to sell raffle
tickets, raising an amazing
£5,461. Our lucky winner,
Leanne Lennox, received
the £1,000 cheque on
20th December. We hope
it helped her and her
family have a very Merry
Christmas! We will be
doing the raffle again later
this year, so who knows,
it could be you with a
Christmas bonus.

Would you consider
leaving a gift in your will? A
gift in your will can make a
huge difference to Down’s
Syndrome Scotland.
Your gift could mean an
opportunity for a person
with Down’s syndrome.To
find out how you can leave
a gift in your will, please
contact Sharon on:
sharon@dsscotland.org.uk

STOP PRESS!
A Gala Dinner to be held
in Glasgow on the 8th
November 2014. Save the
date for what is sure to be
an amazing evening.

Down’s Syndrome Scotland is a Charitable Company Limited by Guarantee, Registered in Scotland No. 356717 Scottish Charity No. SC011012
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to move down the path of investigating the possibility of a
dual diagnosis of Down’s syndrome and ASD. Hence it remains
important that parents and carers should be resolute in
seeking an informed opinion.
So how is a diagnosis of ASD achieved? Usually it will start by
a parent expressing concern about their child’s development,
which they perceive as different from that of their peers with
Down’s syndrome.
Sometimes suspicion may first be voiced by a health care,
educational, or social care professional who has knowledge
both of children with Down’s syndrome and of autistic
disorder. Once suspicion has been raised the child is usually
referred to a specialist multidisciplinary team who will take
a detailed history from the parents, observe the child in a
clinic setting and often at home with family members and in
school or nursery or some other group situation with which
the child is familiar. A variety of special diagnostic tools –
questionnaires, interviews and observational schedules – will
usually be used in parallel with history taking and clinical
observation but these tools are never used in isolation to
establish a diagnosis. They do not in themselves provide
a definitive answer to the question, “Does my child have
autism?” A specialist will take all the information together to
advise you of their opinion.
Parents of children and adults with a dual diagnosis almost
always say that they wish this could have been recognised at
an earlier age. A number of research teams are now setting
out to raise awareness of the dual diagnosis and the need of
making an early ASD diagnosis. In particular, they want to find
out how ASD can be identified in very young children with
Down’s syndrome. The research teams have had a positive
response from parents of young and older children with and
without ASD, and through consultation parents are influencing
the direction of research. The researchers are investigating
whether screening questionnaires, which are already known to
be useful for other young children, can also be used effectively
for those with Down’s syndrome. This is a much-needed
initiative and we look forward to its continuing development.
This is an abridged version (February 2014) of an article that
originally appeared in the Down’s Syndrome Association
Journal 128 Autumn/Winter 2013. www.downs-syndrome.org.
uk
Suggested reading:
Dr George Capone (2001) Down’s Syndrome and Autistic
Disorder: A Look at What We Know. Available at: www.dsmig.
org.uk/library/articles/capone-autistic-spectrum-disorder.pdf.
Page 13 photo: Son with Down’s syndrome and ASD and his dad; Top photo:
Boy with Down’s syndrome and ASD enjoying sensory splash play. Bottom
photo: Boy with Down’s syndrome and ASD playing with a ball.

Support for families

Our Family Support Service is an all-through-life service to
support people with Down’s syndrome and their families.
Should you have any questions about dual diagnosis,
please contact our team on 0131 313 4225.
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Fire

ighting

By: Kim Kemp, parent member, Essex, England

Last April, my daughter Sarah and her friend Harriet,

along with 12 other young people with Down’s syndrome,
were invited to take part in a week’s Fire Break course
arranged by the Essex Fire Service in Maldon, Essex. The
course aims to build participants’ confidence, teamwork skills
and accepting responsibility as they undertake a series of
challenging tasks that includes using the powerful hose reels,
wearing breathing apparatuses and climbing ladders.
Sarah thoroughly enjoyed the week, especially the cooked
breakfast when they arrived each morning! On the final day
the whole squad put on a demonstration of all they had learnt
and showed just how far they had come in such a short time,
they were confident, enthusiastic and well drilled.
As a result of their hard work, ability and commitment, Sarah
and Harriet were chosen along with a young man to be the
15

first young adults with Down’s syndrome to participate in the
Fire Service Duke of Edinburgh scheme.
They attended Great Baddow Fire Station for 21 weeks and
completed all four areas of the Bronze Award: volunteering,
physical, skills and expedition. The set up was similar to
the Fire Break course that they had attended but was more
detailed. The Duke of Edinburgh course is run every year for
students aged between 14 and 16 years from local mainstream
schools but this was the first time they had included young
people with Down’s syndrome.
Volunteering: For this section of the award they had to
complete fire safety assessments of houses in the local area
and advise people about fire safety in the home and the need
for smoke alarms. They watched films about fire safety and
were taught and shown what dangers to look out for when
visiting a home. Then they had to visit six homes, show escape
routes in case of a fire and draw a simple floor plan of the
upstairs and downstairs. Next they asked the householder
some questions about their home and what fire precautions
they take. They asked if smoke alarms were fitted and checked
if plugs and sockets were in good working order. They gave
them safety advice and explained what to do in case of a fire.
All this information had to be put together into a folder which
was given to the Fire Assessor to mark.
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Sarah really enjoyed doing this part of the award and had
remembered a lot of information that the course instructors
had given them during the weekly meetings. I adapted the
questions with pictures and simple text to enable her to ask
the questions independently.
Physical: This part of the award was to learn about all the fire
equipment and to take part in the fire drills. This included
putting out and rolling in the hoses, climbing the ladders,
making dams with ladders and tarpaulin, basic first aid and
learning how to correctly aim the water at a fire. Proud parents
watched a demonstration at the end of the course.
“I loved the activities! My best bit was climbing the ladders
and learning about fire safety,” said Sarah.
Skills: The skill that Sarah and Harriet took on was to learn
a new dance routine to be performed at the Civic Theatre in
Chelmsford. They both belong to ‘Dance 21’ a dance group
for young adults with Down’s syndrome. They had three
months to learn the new routine, which was to the song ‘One
Way or Another’. They both love dancing and really enjoyed
performing the new routine at the theatre.
Expedition: In June 2012, they took part in their main
expedition. This involved walking six miles following a map,
helping to set up their tent and cook their own dinner and
then another long walk the next day. Sarah and Harriet were
accompanied by an adult who encouraged them to do as
Spring 2014 Volume 5
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Pg 15 photo: Sarah (l) and Harriet (r) in uniform; Photos pg 16 top row
(l-r): Sarah and Harriet with their teammates preparing to climb the ladder;
Harriet (l) and Sarah on their expedition; Sarah and Harriet practicing with
the hoses; Middle row (l-r): Sarah checking the map in their tent; Sarah (l)
and Harriet preparing to go on stage before their dance; Bottom row photo:
Sarah and Harriet eating at their camp site.

much as they could independently whilst keeping them safe.
The accompanying adult said it was lovely to see and hear
Sarah and Harriet encouraging each other to complete the
expedition. They were both very tired by the end of the walk
and looking forward to a nice hot bath!
In September 2012, Sarah and Harriet were invited to the
Duke of Edinburgh Presentation Evening at the Essex Fire
Service Headquarters. They were asked to give a PowerPoint
presentation of their expedition in front of a large group of
people from the Fire Service, Duke of Edinburgh Committee
and the families of those who took part in the Duke of
Edinburgh programme. They all did extremely well and
everyone was impressed by their confidence and how they
presented themselves.
I was extremely proud of Sarah and what she had achieved
taking part in the award.
If you think that this may be something that your son or
daughter may be interested, Sarah would certainly recommend
it. She said, “I think you should do the Duke of Edinburgh
award as it makes you confident and independent.”
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Mongol

By: Uuganaa Ramsay (©2014)
Publisher: Saraband
Price: £8.21 (Amazon paperback)/£2.99 Kindle Edition
Mongol is a celebration of Mongolian culture and the moving
story of how the life and death of a baby boy with Down’s
syndrome inspired his Mongolian mother to campaign against
prejudice.
Uuganaa, a Down’s Syndrome Scotland member and
fundraiser, shares with us an excerpt from her new book.
On Monday afternoon we were taken into a small room with
chairs around a coffee table. I was waiting for the news, the
good news that Billy was a healthy boy. It was the opposite.
The test had confirmed that Billy has an extra chromosome
called Trisomy 21: Down’s syndrome. I asked if Billy’s brain and
heart were all right. They said they were fine.
After asking if we wanted tea or coffee the doctors left us
alone to take in the news. We stayed silent in our seats. It was
hard to breathe. I felt numb. Richard stood up and walked to
the window. He had his arms crossed, his body was swaying
and he couldn’t bring himself to say anything. Then he picked
up the bowl of potpourri and sniffed it. It was a strange thing
for him to do – normally he wouldn’t even look at it – then he
offered it to me to smell, saying, ‘Nice.’ He was desperately
trying to make conversation after the long silence. Then we
grabbed each other and started sobbing on each other’s
shoulders. What are we going to do?
We stood there for a while without words. Then we looked
at the leaflets that the doctors had left on the table. There
was a leaflet from Down’s Syndrome Scotland with pictures
of children with Down’s syndrome. Of course, everyone was
telling us about their experience of what it is like to have a
child with the syndrome. But it was all such a shock. I certainly
17

never thought that my baby would have any defects. I thought
I was invincible. I thought it couldn’t happen to me. I was
wrong.
I went to my room in the hospital and rang the Down’s
Syndrome Scotland number on the leaflet:
‘Hello, I had a baby three days ago. He was diagnosed with
Down’s syndrome.’ I started crying down the line. On the
other side of the phone I heard a gentle voice, listening to me
carefully.
‘Did you know that your baby had Down’s syndrome before he
was born?
‘No,’ I replied. She said she would pass on my number to
another mother who had a five-year-old boy with Down’s
syndrome. I felt a little bit better. I wasn’t on my own.
Later that evening my mobile rang. It was Joanne; she had
been given my number by Down’s Syndrome Scotland.
Joanne told me everything. Everything she had gone through
personally, and also what they had gone through as a family.
It was so comforting to talk to her. She said she had cried
and cried and cried. Fraser was their first baby and she didn’t
know what to expect. She texted me the next morning: ‘...
I remember giving myself a goal to pass a day without any
tears.’
That text message gave me a huge strength. I got up and
showered. I did my hair and put on my make-up. I walked with
my head held high – I was ready to do anything for my babies.
I was ready for weeks, months and years of doing battle for my
children, no matter what they had. Their mummy was ready.
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Wee Uuganaa
in Mongolia

Billy’s brother
and sister
holding him.

Billy “buuz”
in hospital.
“Buuz” means
dumpling in
Morngolian.
The ward matron saw me in the corridor. She said, ‘You look
great. You are a totally different person.’
I remembered her when she first came in. I was in a bad mood,
thinking, What now?! Just before she came in I had almost
shouted at a woman who came in with a doll, trying to teach
me how to breastfeed. ‘I don’t want to. I’m not interested.
I don’t even know if my baby is going to live!’ I told her. The
poor woman had left the room quickly.
Richard came to the hospital. He still couldn’t tell my mum. He
looked tired and low. He had brought a poem that Sara had
written for me the previous year for Mother’s Day, the day we
found out we were expecting Billy. I’d asked for it, to remind
myself that life doesn’t end here.
My Mum
My mum is the one who makes the sun rise.
The one who does great things no matter how big a size.
Her love has the power of a million shooting stars.
She can go faster than any of the cars.
She smells sweeter than the sweetest rose in the world.
She is the one who makes the galaxy whirl and whirl.
My mum is the pretty and amazing grace.
She can make the most perfect meals you can’t resist to taste.
My love for her is enough to go up and down to Pluto a million
times.
When she walks it sounds like the London chimes.
The word “love” is not enough to describe how I feel.
Just one kiss can make anything heal.
That’s my mum. That’s my mum.
About Uuganaa
Mongol is the true story of Uuganaa Ramsay, a Mongol living
in Scotland. Uugana was born and raised in socialist Mongolia.
She grew up in a ger (yurt), tending goats and sheep and
learned about Comrade Lenin. After winning a place on a
teacher-training course she came to the UK, and now lives in
Scotland. Mongol won the Janetta Bowie Chalice Non-Fiction
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Book Award from the Scottish Association of Writers. It is her
first book.
For any parent, the birth of a child with Down’s syndrome
is bewildering: the news is a shock that can trigger a wide
range of emotions, from anger to grief, denial to guilt. But
when Uuganaa Ramsay’s son Billy was diagnosed with DS,
her confusion was made even harder to deal with due to the
prejudice associated with the term ‘mong’ in modern Britain –
for Uuganaa herself is a Mongol.
No one can deny that the words ‘mong’ and ‘mongol’ are still
commonly used as insults – just witness Ricky Gervais’s use of
the word ‘mong’ for jokes on Twitter in 2011. But in her new
memoir Mongol Uuganaa Ramsay makes a heartfelt plea for
people to stop misusing the word ‘mongol’.
“As a Mongol, it’s my ethnic identity, which I feel proud of,”
says Uuganaa. “So for me it is so hurtful that ‘mongol’ was
used to describe people with Down’s syndrome, and is now
used by some people as an insult.”
In Mongol, Uuganaa skillfully interweaves the extraordinary
story of her own childhood in Mongolia – where she grew up
as a nomad, eating marmot meat and distilling vodka from
yoghurt – with the sadly short life of Billy, who as a Mongol
boy with Down’s syndrome, is a symbol of cultures and
complexity, stigma and superstition.
Mongol is the touching tribute by a remarkable woman to
her beloved son, who inspired her to challenge bigotry and
transform herself from outsider to fearless champion of love,
respect and tolerance.
“Sometimes people don’t know the history of certain words
and terms,” says Uuganaa. “So they repeat the words to fit in,
to be fashionable among their peers or fans without realizing
the hurt and offence they cause. I feel this subject needs to be
out in the open for raising awareness, so that the word ‘mong’
or ‘mongol’ is not just the punchline to a joke.”

www.dsscotland.org.uk
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The Camino Trail

•

By: Brenda Pollacci, DS Scotland supporter, Dumbarton

•
privacy of a room for two and en suite facilities – what bliss!

The inspiration for making the journey along the

Frances Camino from Leon to Santiago de Compostela came
from watching Martin Sheen and James Nesbitt in the film The
Way.
I wanted to be in that cathedral to see the Botafumiere swing
with the burning incense, which in the past had fumigated the
church, disguising the smells from the pilgrims in days gone by.
Nowadays, pilgrims have a choice of accommodation ranging
from basic Xunta hostels to the small hotels ranging upwards
from 5 euros per night all with showering facilities. The
standards vary from extremely basic to excellent and do not
always reflect the cost. The hostels and albergues (pilgrams’
hostels) offer mixed accommodation and showering facilities,
a novel experience at my age. The trickiest part of the journey
was negotiating the ladders to and from the top bunk without
disturbing the peregrine (pilgrim) below!
My fellow pilgrim along the way was my cousin Ruth. Ruth and
I went to the same secondary school but as we grew older we
hadn’t had as much contact (apart from family gatherings) as
we would have liked. Ruth is an experienced hill walker and on
hearing my plan to walk the Camino expressed an interest and
so it was organised. I owe her many thanks for the pleasure
of her company, for the mutual moral support, for the chat to
while away the kilometres and the periods of silence in which
we just enjoyed the moment as well as the views. It was great
reconnecting after such a long time.
On the few occasions that we stayed in pensions (simple
rooms in local family’s homes) we thoroughly appreciated the
19

Our journey started in the mountains of the Leon region
and the variety of flowers and plants in bloom was vast. Red
poppies mixed in with bright blue cornflowers were the most
frequent. We walked alongside vineyards and farm land with
fig trees and fruit trees and wondered how much ripe fruit
would be eaten by travellers passing through during the
harvest months.
The journey from Leon to Santiago covers 310 kilometres of
the 800 km Frances Camino. We met many other pilgrims, of
all ages, from all over the world, doing the whole journey and
taking months to complete it. Philipe from Switzerland had
covered 2,000 km and he strapped up his worn out boots each
day with broad, black sticky tape. Incredible!
We passed through many tiny villages with a few dilapidated
homes and beautifully preserved churches - many of which
had the ubiquitous stork’s nest on one if not both sides of the
bell tower. Other larger towns like Astorga had a beautiful
cathedral as well as a palace designed by Gaudi.
We explored each area where we had an overnight stop but
other places were given a brief look as we passed by.
No matter whether we were on mountain tracks, lowland
meandering hills, passing through villages or walking beside
the main roads we were constantly directed by the yellow
arrows, the shell symbol and the pilgrim signs. There is no way
you can get lost en route but if you do happen to make any
wrong turn a local in the village will quickly redirect you.
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Page 19 photo: Ruth and Brenda enjoying view along the trail; Top photos (l-r): Brenda purchasing some food;
Philipe’s taped shoes; Bottom photos (l-r): Poppies; Cows on the trail; Brenda arriving in Santiago; Brenda and
Ruth pausing for a break at one of the trail markers.

The constant greeting ‘Buon Camino’ seemed to instantly
connect you to fellow walkers or cyclists and the villagers.
There is a comradeship in the hostels and albergues and plenty
of talk about the day’s journey or reasons for making the trip,
as well as feet problems and the communal meal of usually
very wholesome food was partaken. We ate well during the
trip and the carrying of a 10kg rucksack soon worked off the
calories.
It’s amazing how little you decide you need when you have to
take it on your back!
We arrived in Santiago in time for the midday mass on Sunday.
When they did indeed swing the burning Botafumiere, I found
it a profoundly emotional moment and as it did not occur at
other masses, I was so pleased that we had made the effort to
get there one day earlier in order to have that experience.

I would like to thank family and friends, Margaret O’Shea,
the teaching and non-teaching staff in the following West
Dunbartonshire Primary schools: St Kessog’s, St. Martin’s, St.
Patrick’s, Dalreoch, Kilpatrick Special school and my friends
and colleagues in Network Support Resource for the fantastic
sum of £1,043 that was been raised.
I ‘lit’ (it’s all done electronically now) candles for your
intentions in the cathedral.
Ruth kept asking me, jokingly, if I had changed, this supposedly
being a life changing trip.
At the end of The Way, Martin Sheen gives up his life in the
States and becomes a world traveller like his, now deceased,
son used to be.
As for me – work continues for a while and then, who knows?

Later that same day, the run of good weather changed and
it poured for the next three days but by that time we were
making several long bus journeys back to Santander for the
flight home. The Spanish road infrastructure puts the A82 to
shame!

Would you like to take on the Camino Trail and have an
experience like Brenda had? DS Scotland’s 2014 trek will
be the Spanish Trek and Trials Challenge! It will be held
in September. There will be surprise challenges including
abseiling, rock climbing or kayaking through mountain lakes.

In May, I asked the staff in the schools where I work to sponsor
me on behalf of Down’s Syndrome Scotland where I had
worked briefly as a Family Support Service Officer.

Join us for some fun in the sun - all for charity! Contact
Sharon Kane on sharon@dsscotland.org.uk or 07803 624 537
to put your name down for the trek!
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running

Top row (l-r): Edinburgh Marathon runners
Chloe Adams and Ashley Quinn (centre) holding
Finlay son of Hannah and Simon Rajgopaul (far
right). Ali Wright ran the Great Scottish Run
and his children greeted him at the finish line.
Gregor Doran with his uncles Andrew, Alex,
David and their friend, who took part in the 2013 Tough
Mudder. Centre photo: Spartan runners; Right photo: Sharon
Kane getting into the Spartan spirit. Bottom row (l-r): The BPI
Photo: Bob Marshall

By: Sharon Kane, Fundraising Manager, DS Scotland

Wow, I’m exhausted just thinking about the amount of miles

our wonderful runners have accumulated over the past few
months! Marathons, 10k’s, 5k’s, fun runs and then there’s all
the training!! Over the past year, our runners have raised well
over £25,000 - a massive contribution to the charity and one of
the reasons we can continue providing the service to children
and adults with Down’s syndrome and their families.
Here are a few examples of how a group of friends, colleagues
and a supportive employer come together to join in a run and
make a real difference.
10K Great Scottish Run
An enthusiastic team from the bpi.visqueen division of British
Polythene Industries recently donned their running shoes for
the 10K Great Scottish Run in order to raise money for Down’s
Syndrome Scotland. Team Visqueen particularly wanted
to help Down’s Syndrome Scotland as the charity has been
instrumental in supporting their colleague Robert Dolan and
his family in recent years. The 15-strong team smashed their
original fundraising target of £3,000 to raise an impressive
£9,000 when a donation from their employer British Polythene
Industries and Gift Aid were included.
Edinburgh Running Network (ERN) - Running in circles
The ERN chose DS Scotland as their charity for their annual LP
Run (LP meaning “long play” for those that don’t remember
the vinyl times). The challenge was to complete as many laps
around the track at Meadowbank Stadium in 33.5 minutes (the
amount of time it took to play an LP)! At least they had a cake
competition at the end to add a few calories to replace the
ones they burnt!
Edinburgh Marathon Festival
We still have places left in the Edinburgh Marathon Festival:
full/half Marathon, 10k and team relay. If you fancy joining our
21

Great Scottish Run team
including Robert Dolan
and daughter Connie; LP
runners.

runners for this great fun event while taking in the sights of the
capital, please visit the Edinburgh Marathon Festival website
(www.edinburgh-marathon.com) or contact our fundraising
team for more details on how to enter.
Tough Mudder 2014
The Tough Mudder challenge is just that: tough, muddy and
challenging! A number of our supporters braved the challenge
in 2013 and whilst they said it was tough they also said they
had great fun! The 10-12 mile challenge will be held on the
14th and 15th June in Dalkeith.
Reebok Spartan Race 2014
We are lucky to have been chosen as one of the Reebok
Spartan Race partners for 2014! There are a number of races
throughout the UK, including the Spartan Sprint and Spartan
Junior Race in Edinburgh. The Spartan Race is on Sunday,
September 21st, 2014 at Winton House, Pencaitland, East
Lothian.
Having done this race for Down’s Syndrome Scotland in 2012
(evidence is shown in the above photo - can you spot me?) I
can personally say it was enormous fun! Would I do it again??
Erm…if enough of you join me, absolutely! Aroo!!
Stop Press: There are still a couple of days left to register for
our Indigo Social Media Race 21 event on the southside of
Glasgow. It’s only £5 and you get to walk, run or stumble for
a mile while you’re tied to 2 of your nearest and dearest! You
even get a free Race21 t-shirt for signing up!
Register: www.dsscotland.org.uk/Race21
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Photos (l-r): Former
Commonwealth boxing
champion Gary Jacobs
Photo: Walter Neilson
launching Race 21 with
bottom row: Kaia Strand-Jackson, Claire Giligan, Rebecca Power. Top row:
Eilidh Naismith, Sophie Fenn, Heather Currie, Katie Sutherland; Andrew
Macintyre speaking at our 2012 Fundraising Ball; Cara Gourlay and her dad
Duncan by their featured photo in the Six Percent exhibition.

Down’s
Syndrome
Awareness

Photo: Phil Rider

2014
Week

By: Heather Irish, Communications
Officer, DS Scotland

can even ask people to sponsor you by texting SOCK21 £1 to
70070. Last year, Julie-Ann Henderson even sewed 107 socks on
her shirt and wore it to work - raising over £300 in sponsorship!
Thanks Julie-Ann!
Aberdeen event
We’ll be hosting our Scotland with Soul Dinner in Aberdeen on
United Nations World Down’s Syndrome Day (21st March). The
evening will include dinner, music, dancing, auction, raffle and
more. Celebrate with us at the Mercure Aberdeen Ardoe House
Hotel and Spa at 7:30 pm. Seats are £60 each and £600 for a
table of ten. Book your seat(s)/table(s) on: www.dsscotland.
org.uk/ball.

Edinburgh event
We’re holding an event for MSPs and researchers at the Scottish
Week (17-23 March) and United Nations World Down’s
Parliament on 20th March. We’ll be raising awareness of Down’s
Syndrome Day (21 March) are almost here! There are plenty of syndrome and our charity among politicians. Kim Scott, one
great events planned throughout Scotland during the month. It of our trainers with Down’s syndrome, will be speaking to the
also gives us the perfect platform to raise awareness of Down’s group alongside Sarah Van Putten, our Family Support Service
syndrome in the press to challenge the stigma. So help us
Manager.
make Scotland aware!
Glasgow event
Do you or your friends/family like to cook/eat?
Fancy being tied together with two of your closest friends/
Our 5th Annual Do a Dish for Down’s Syndrome fundraising
family/colleagues? Join our Indigo Social Media Race 21 event
and awareness week runs throughout March! This campaign
in Glasgow on the 9th March. Your team of three will be linked
focuses on food and inclusion. Do you know someone who
together with rope “chromosomes” and you will complete a
can organise a coffee morning with friends and community
one mile course that includes seven checkpoints. You must work
members, hold a bake sale at schools or organise a potluck at
together to ensure your team is able to complete the course.
work?
You still have a couple of days to register: www.dsscotland.org.
Or ask your hairdresser to post our “9 Facts about Down’s
uk/Race21. It’s only £5 to enter and you receive a free Race 21
syndrome” flyers in their mirrors to raise awareness or to take t-shirt.
a collection box and raise funds throughout the month. Why
Inverness event
hairdressers? We would like to raise awareness of Down’s
View the free Six Percent exhibition at Eden Court Theatre in
syndrome among women. Contact Heather on heather@
Inverness throughout March! Shona Robertson, our newest
dsscotland.org.uk to request a box.
Family Support Service Officer for the Highlands will hold weekly
Wear lots of socks, spotty socks, colourful socks, 3 socks...
Family Support Service “surgeries” at the exhibition. Times/days
If you don’t fancy cooking or baking, you can raise awareness
of surgeries and the exhibition are TBC.
by simply wearing socks! We ask that you wear lots of socks,
Everywhere
1 sock, brightly coloured/patterned socks, mismatched socks,
Our Family Support Service Officers will be on our Facebook
short or long socks on Friday 21st March (World Down’s
and Twitter pages from noon to 1pm on Friday March 21st. Get
Syndrome Awareness Week). Tweet us a photo of your socks
those nagging questions answered!
@DSScotland #socks.

March is here, which means Down’s Syndrome Awareness

So whether you’re at work, school or picking up your weekly
shopping - wear some socks on Friday 21st March! You
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Tell us what you’re doing for Awareness Week! Tweet us
@DSScotland #WDSD2014
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DS Scotland Events

DS Scotland Branch Events

March

► Our Central Branch holds its
popular Activities Club for all
ages fortnightly on a Saturday
from 2-4 pm. This family club
welcomes everyone and costs £2
per family. Activities include arts
and crafts, board games, pool,
toys for young children and babies
and much more! The group meets
at the Grange Community Education Centre, Redding Road,
Brightons, Falkirk FK2 0AA.

►Our Do a Dish for Down’s Syndrome
fundraising and awareness campaign is
back! Throughout March, families, friends,
co-workers, schools and hairdressers make
food and bring it to dinner parties, company
potlucks or to the hair salon for clients.
Our campaign coincides with Down’s Syndrome Awareness
Week (17th - 23th March) and World Down’s Syndrome Day
(21st March). More details as well as downloadable leaflets
are available on www.dsscotland.org.uk/dish.
►Visit the free Six Percent exhibition at Eden
Court Theatre in Inverness throughout March!
Our newest Family Support Service Officer
Shona will also be at the exhibition every
Tuesday from noon to 2 pm during March
to answer any queries you may have about
Down’s syndrome.
► Get tied up with 2 of your
friends/family members and join our
Indigo Social Media Race 21 event
in Glasgow! It’s held on Sunday 9th
March at 10 am at Rouken Glen Park
Photo:© Phil Rider
in Giffnock. Only £5 per person to
register and you get a free t-shirt! www.dsscotland.org.uk/
Race21
►Grab those fun socks out the drawers and
wear them on World Down’s Syndrome Day
(21st March) and take part in Lots of Socks!
Whether you’re giving a presentation at work,
at school or at the shops - wear lots of socks,
colourful/patterned socks, one sock, tall or
short socks. Why not ask someone to sponsor
you to raise funds for DS Scotland? Sponsors
can text SOCK21 £1 to 70070 - every little bit helps!
►Our Fundraising Dinner & Dance
will be held in Aberdeen on World
Down’s Syndrome Day (21st March) at
the Ardoe House Hotel! The evening
will include a dinner, music, dancing,
auction, raffle and more. It will start at 7:30 pm. Tickets are
£60 per seat or £600 for a table of 10. For more details or to
reserve seats visit our website: www.dsscotland.org.uk/dinner.

May
►Ready to get fired up? Join
us for our first-ever firewalk
in Edinburgh on Friday 9th
May. Fancy dress is optional
but encouraged! Register at www.dsscotland.org.uk/fire and
raise a minimum of £100 for DS Scotland. We hope to see you
there!
23

► Our Edinburgh and Lothians
branch offers the Parent, Baby
and Toddler group, which meets
on the first Friday of the month
from 2-4 pm and provides an
opportunity for chat and support.
All groups meet at the Enable Hall,
95 Causewayside, Edinburgh.
►Our Grampian Branch holds a Pool Group held once a
month for people with Down’s syndrome 18 years or older.
The group meets every third Monday of the month at Riley’s
Pool and Snooker Club, 9 Bridge Place, Aberdeen AB11 6HZ.
There are no membership fees and the games of pool are free!
Attendees can also catch up on the latest sport on the venue’s
large screen TV. For more information on the Pool Group
contact Margaret Pittdendrigh on 01224 316 947 or John Reed
on 07542 546 817.
►Our Tayside and Fife Branch offers a Beat It Out Drumming
Session once a month from 2-3:30 pm at St Mary’s Church
Hall, High Street, Newport. This is a great opportunity for
children aged 12 to adult to make some noise. This group
combines music and art provided by the branch’s music
teacher.
► Our West of Scotland Branch holds a new Pre-5 Toddlers
Group in Motherwell which includes a sing and sign session.
The group is open to parents, children and siblings. Come
along for a chat, coffee, songs, games and sing and sign
sessions. The group is free but donations are gratefully
received. Held on the first Saturday of each month from 3-5
pm at Dalziel St Andrews Church Hall, 43-47 Merry Street,
Motherwell ML1 3XW. Contact Audrey O’Neill on 07718 240
801.
► Visit www.dsscotland.org.uk/getinvolved/branches for
more information on our six branches: Ayrshire, Central,
Edinburgh and Lothians, Grampian, Tayside and Fife and West
of Scotland.

More event listings
We have more exciting 2013/14 events planned. View our
Fundraising Focus supplement, which is included in this
issue of Full Potential to see the great opportunities!
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Accessing support in the
Highlands

By: Shona Robertson, Family Support Service Officer, DS Scotland

Photos (l-r): Sean McFeddries has a full life in Orkney thanks to family and friends; Inverness; Bottom right photo: Rural Highlands house.

My name is Shona Robertson and I am the newly appointed
Family Support Service Officer for the north west of Scotland. I
will be working from my home in Inverness. I previously worked
with adults with both learning and physical disabilities within
a day care service. I am delighted to have started with Down’s
Syndrome Scotland on the 6th January 2014 and look forward
to meeting many of you in the near future.
When most people think of Scotland, it’s the stunning scenery
of the mountains, the mystery surrounding the lochs, in
particular Loch Ness and the legendary monster, the ancient
castles and battlefields with their bloody history, the outdoor
pursuits such as hill walking, skiing, fishing, shooting, golf and
water sports that is foremost in their minds - not forgetting the
beautiful weather…OK, so that’s not entirely true but when the
sun shines the beauty of Scotland is hard to surpass.
Inverness is the gateway to the Highlands. It has everything
that you would expect from a modern city with culture,
entertainment and shopping. The benefits of rural living are
that this area of Scotland has one of the highest levels of life
expectancy in the UK. In the Highlands you can enjoy rural living
with the knowledge that a city or the rest of the UK isn’t far
away. However, this can also be a disadvantage especially if you
are a person with Down’s syndrome or a parent/carer, nursery,
school or small hospital/surgery supporting someone with
Down’s syndrome. Reaching support when living up north or in
the islands can be challenging. Transport, weather and costs are
Spring 2014 Volume 5
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all contributing factors as well as communication and being well
informed of the services that are on offer. Feeling alone and
being unable to discuss any problems is something we here at
DS Scotland aim to reduce. We also would like to share success
and encourage participation in both local and national events.
With this in mind, Down’s Syndrome Scotland recruited me and
I will be able to offer support through home visits, telephone/
email enquiries, training courses and will be available to find
answers to any questions that you may have. I can support
families during meetings with professionals and assist in filling
out forms, writing letters and general enquiries.
A monthly Q&A service is also available on Facebook and Twitter,
where I and/or one of my colleagues will endeavour to answer
your questions if not immediately then as soon as possible. In
the meantime, if you live in the north west of Scotland email me
on shona@dsscotland.org.uk with any questions (big or small)
you may have. You are not alone.

www.dsscotland.org.uk

Shona is our newest Family Support Service
Officer who will be supporting people with
Down’s syndrome, families and professionals
in Moray, the Highlands, Shetlands and
Eilean Siar. She can be reached at shona@
dsscotland.org.uk. If you are based in Orkney,
Moira can be reached on moira@dsscotland.
org.uk.
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Thomas, 5 months, from New Zealand
says ‘hi’ to his proud Scottish uncle

Harris, 1, playing is serious business!

Poppy, 16 months, loves to swim

Niamh, 4, with her sister Cara, 8, on
a walk

Elliot, 8, learning to love swimming

Fraser, 9, ready for his school’s
Christmas disco

Fiona, 19, with her late grandpa on
his 90th birthday

Andrew, 26, having fun at the Glasgow
Science Centre

Ciara giving her mum a gorgeous smile

Photo: © Water Babies Ltd.
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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 website at www.dsscotland.org.uk or call us on 0131
313 4225.

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

Volunteer

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

Fundraise

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

Donate

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

Down’s Syndrome
Scotland Office
158/160 Balgreen Road
Edinburgh, EH11 3AU

0131 313 4225
info@dsscotland.org.uk
www.dsscotland.org.uk
Full Potential Editor
Heather Irish
Patrons
John Barrowman
Gary Coupland
Down’s Syndrome Scotland 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
0845 230 0372

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

Contact

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

Down’s Heart Group

Connect

info@dhg.org.uk

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

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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Subcribe to us www.youtube.com/user/DSScotland
Subscribe to our monthly e-bulletin www.dsscotland.org.uk/ebulletin
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Ryan, 5, looks
very stylish
wearing his hat.
He’s the son of
Lorraine and
David McRobert.
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Donation Form
Name:.................................................................................................
Address:..............................................................................................
.................................................................. Postcode:..........................
Phone number:...................................................................................
Message to charity:......................................................................................................

0131 313 4225
info@dsscotland.org.uk

Please circle the amount you would like to donate:
£10

£15

£20

£25

£30

£35

£40

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

£45

£50

Other:......

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

To qualify for Gift Aid you must pay an amount of Income Tax, and/
or Capital Gains Tax at least equal to the tax that we reclaim on
If you would like to become
your donations in the tax year. (Currently 25p for every £1 you
a regular donor and set up a
give).
standing order please contact
the office above or e-mail
(Please tick the box) Please treat this donation and all future donations to
Susan@dsscotland.org.uk.
Down’s Syndrome Scotland until I notify you otherwise as Gift Aid.

