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A word from
the editor...

Welcome to the Autumn 2016 edition of Full
Potential.

A lot has been going on at Down’s Syndrome
Scotland since the last magazine went out in Spring.
In March lots of you joined us to celebrate Down’s
Syndrome Awareness Week, you can read more
about what we did and see some of our photos on
page 5.

WELCOME

Full potential

We also have a very special edition of the Gallery
on page 12-13 featuring pictures of Dads and their
children.
Our conference is returning on 12th November, this
offers a chance for parents/carers and adults with
Ds to come together and hear from experts,
professionals and other parents on a variety of
topics. It will be held at the Westerwood Hotel in
Cumbernauld, please see the conference flier
enclosed or visit the conference page on our
website for more information.
As always we are so grateful to everyone who has
contributed to this magazine, I hope you all enjoy
reading it. We would love to hear your feedback,
so please let us know what you think of this edition
via Facebook, Twitter or by email
(editor@dsscotland.org.uk).

Our biggest news is that we have moved offices. In
June we left our office in Balgreen Road which was
getting too small for our expanding team and moved
to Riverside House. We were delighted to welcome
If there is anything we can help
some of you to our new offices in August for the
with please do get in touch.
official opening which was a great afternoon enjoyed
by everyone. Please feel free to drop in and see us at
our new offices at any time. On page 4 Pandora tells
us more about the move and don’t miss our updated
contact details at the back of the magazine with a
Claire Bothwell
slip for you to cut out and keep.
Editor of
editor@dsscotland.org.uk
Full Potential
2016 is the Year of the Dad and to celebrate we are
@dsscotland
dedicating this issue of Full Potential to Dads. On
#fullpotential
page 11 and 14 two Dads share their experiences
with us.

With this issue we are trying out a new
magazine for adults with Down’s syndrome.
We would love to hear what you think of this
magazine. Please contact me on
0131 442 8840 or
email claire@dsscotland.org.uk.
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A Milestone Moment
By Pandora Summerfield

Since moving to Balgreen Road in 1991, we have
transformed. We’ve grown, reached further and
in more depth, impacted on the government in a
way we never thought possible. We’re now into
a new transformation, which re-invigorates our
ambition and outward focus.
What about Balgreen Road? Well, in the short
term we want to let it out in order to gain some
income. In the medium term, we hope to develop
it in a way that delivers a direct benefit to people
with Ds – perhaps job opportunities.

After 25 years at Balgreen Road, June 2016 marked
the momentous occasion when we moved to
bigger and better premises. In truth, we’ve only
moved 500 yards or so around the corner, but the
change feels like the equivalent of 1,000 miles! For
example, instead of 13 day to day staff being in
very cramped conditions, at times almost working
on top of each other and with only one lavatory we’ve gone to a largely open plan office that
enables us to breathe and importantly, space to
work more efficiently and present a more modern,
fit for purpose image to the world.
From having no meeting space at all, we now have
three meeting rooms – two of which will be used
to accommodate our Edinburgh ABC groups on
term time Fridays. Our Edinburgh Friends Connect
group will also meet at our new office. The new
office has meant we can hang the beautiful images
of children and adults that were kindly donated to
us by parent photographer Vladimir Mishukov after
his exhibition in Edinburgh’s St Mary’s Cathedral.
We’ve also hung images taken by Oliver Hellowell,
a very talented photographer with Ds.
Being on the fourth floor of Riverside House means
we have inspiring views out of the windows. Other
tenants in the building include Lloyds TSB
Foundation for Scotland and Inspiring Scotland,
convenient given that Lloyds TSB are responsible
for one of our streams of funding!
4

Down’s Syndrome Scotland granted
£131,598 funding by Big Lottery Fund

We have been awarded £131,598 by the Big
Lottery Fund Medium Grants for Improving
Lives. The grant is to fund the Family Support
Service in the West of Scotland for five years.
“We are thrilled to have received this funding from
the Big Lottery Fund, our Family Support Service
is a vital service to all of our membership. The key
to this service is knowing that no matter how big
or small the question is that the Family Support
Service will be able to help” says Sarah Van Putten,
Family Support Manager.
The Big Lottery Fund supports the aspirations of
people who want to make life better for their
communities across the UK. They are responsible
for giving out 40% of the money raised by the
National Lottery for good causes and invest over
£650 million a year in projects big and small in
health, education, environment and charitable
purposes.
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Scotland lit up for WDSD 2016

by Claire Bothwell

This year during Awareness Week we arranged
for buildings and landmarks across Scotland to be
lit up Blue and Yellow to celebrate World Down’s
Syndrome Day. The idea came from the American
Downs Syndrome Association who received a lot
of media attention in 2015 by organising for the
Empire State Building to be lit up Blue and Yellow
on the 21st of March. Following this success many
other Down’s Syndrome Organisations across the
world revealed their plans to light up buildings for
WDSD 2016.
In the weeks leading up to Awareness Week our
supporters helped to organise for the Kelpies, the
SSE Hydro, the McCaig Tower, the Oran Mor
Theatre, the Finnieston Crane and the Kilmarnock
Clock Tower to be lit up blue and yellow with some
buildings staying lit up throughout Awareness
Week.
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On Sunday 20th March we were joined by the
Patterson family and the McIntosh family at the
Helix Park in Falkirk to take part in a photo shoot in
front of the Kelpies.
On Monday 21st March we travelled through to
Glasgow to take part in another photo shoot in
front of the SSE Hydro. We were joined by over a
hundred supporters as well as actors Juliet Cadzow
and Andrew Agnew from the popular children’s
TV show Balamory and Paul James Corrigan who
played Stevie in River City.
Our thanks go out to Jo Wright who organised the
lighting up of the Hydro and the Oran Mor
theatre in Glasgow, as well as all our supporters
who showed up on both the Sunday and Monday
to take part in our photo shoots.
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Our sister, Janet
by Katriona Dove

Janet was her own person - a daughter, sister,
niece, aunt, wife, friend and it just so happened
that she had Down’s syndrome.
Janet was born 16th April 1962 to Neil and Myrna,
their 4th daughter. She was quick to develop,
sitting, walking and toilet trained before two. Janet
had no access to education, though her three older
sisters were very confused when she wasn’t able
to just go to school with them, as in their eyes she
was no different. She did get the chance to go to a
private playgroup in a neighbouring village. Janet
loved the playgroup. She also attended a group
for children with disabilities run by a local Speech
Therapist. They met one afternoon a week; while
Janet played with all the other children, Myrna
met with the other mums to discuss their child’s
achievements over a cup of tea.

After some tearful discussions Myrna and Neil gave
their consent and Janet and Alan were married in
1997.

Her wedding day was the happiest day of her life,
she chose her own dress and celebrated with
family and friends. Janet and Alan spent ten years
			
living together with support.
“Janet had the gift
of making They looked after each other,
			
			
everyone feel special. Everyone their two budgies and dog,
Janet grew up a lively
			Molly. Every September
girl in spite of
was her number
one.”
			
they enjoyed a caravan
everything and had the
holiday together to celebrate their wedding
same hopes and yearnings as her sisters. She had
anniversary.
a busy social life between playing with kids in the
street, going to Sunday school, playgroup or
Sadly Janet began to show signs of dementia in her
Brownies and in the evenings knocking on
early 40s. Finding a local residential place was very
neighbour’s doors and dropping in for a visit. The
difficult, as what was being offered was not age
latter was organised by Janet herself, strategically
appropriate but she was eventually placed in an
placing a box under the bedroom window and
excellent special needs care home. Despite being
climbing out while the rest of the family thought
50 miles from home it was the right place for Janet.
she was happily listening to music!
Alan’s loyalty never failed, visiting her regularly.
While still capable Janet attended college, went
As a teenager Janet’s behaviour became more
swimming and line dancing and relished all the
difficult to manage at home so she moved into
parties and celebrations. She died at the age of 47.
residential care and attended a local resource
centre. In her new environment Janet flourished.
Janet never judged, just lived for today never
She loved company and was always ‘queen bee’ in 		
worrying about tomorrow. She had the gift of
the group.
making everyone feel special, everyone was her
number one. Without knowing it she had the
She worked in the local Co-op then the swimming
ability to bring out the best in those she met. Janet
pool café, although she was never really keen on
was unique and always special. She enriched the
hard work, just socialising. She met the love of her
lives of everyone she met.
life Alan Patterson at her resource centre and after
If you are interested in giving a gift
a very carefully monitored relationship they
In Memory or a gift in your will
decided that they wanted to get married and move 		
please
contact Kerry on 0131 442 8842
in together. 		
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by William Pinkney-Baird , Policy Officer

After a relatively quiet period while Parliament was out of session for the Holyrood elections, we have
moved quickly to build relationships with the new and returning MSPs, in the context of greater powers
for Scotland and with an SNP minority Government. We sent a letter to every new and returning MSP,
introducing DSS and explaining what we do, providing information on Ds, and offering support with
constituency casework and invitations for MSPs to visit our office and meet us. We have since received
several replies from MSPs, recognising the importance of the work we do, asking for policy briefings on
important issues, and in a few cases, asking to meet with us. These meetings will take place over the
coming weeks and months.
Allied Health Professionals (AHPs): We have continued to work closely with
the Scottish Government and the AHP Children and Young People’s National
Lead and we’re delighted that we are at last progressing an agreed model
for a ‘Down’s Syndrome Specific Care Pathway for children 0-3 Years’ which
will set a minimum standard to which all Health Boards across Scotland have
agreed. Some areas will continue to offer more than the minimum we are
agreeing, but at long last this will ensure that all children with Ds receive a
minimum standard for their first 36 months of life. Look out for the pathway
launch which we expect will be later in the year.
Employment: We have continued to work with the Scottish Government and
Skills Development Scotland (SDS) to address the barriers that prevent people
with learning disabilities from taking up places on the Modern
Apprenticeship (MA) scheme. SDS have said they will consult with people
with Down’s Syndrome who have benefited from the scheme, in order to
learn from them about what helped them to access MA’s and the benefits of
the scheme, so that this can be shared with a wider group. We hope to have
further updates at our conference in November.
Blue Badge Pilot Scheme Update: The Blue Badge scheme has been
extended on a pilot basis across all of Scotland to cover those who, while
not having mobility issues, ‘have no awareness of danger from traffic and
are likely to compromise their safety, or the safety of others.’ The pilot will
run from 1 April 2016 to 31 March 2017 and all badges will be valid for a 12
month period from when they are awarded. Please check out our website for
more information on the criteria and how to apply for a Blue Badge under this
pilot scheme: www.dsscotland.org.uk/2378/blue-badge-pilot-scheme. If you
have any questions or would like support in applying, please get in touch with
your local Family Support Officer.
We are keen to hear about the difference that having a Blue Badge makes to family life, through
the implementation of this pilot scheme. If you apply under this scheme, please get in touch at
Rachel@dsscotland.org.uk to share your experiences of applying and whether you were successful in obtaining a badge. The more evidence we have, the better our case will be as we work to
secure a permanent change.
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Restaurant handicap

This article originally appeared in Easyjet
Traveller magazine in September 2015. Words by
Vicky Lane and photography by Tim E. White.

In the heart of central Germany there is a Michelin
star restaurant with a difference. Restaurant
handicap is part of the Hotel Anne-Sophie, a
personal project for Carmen Würth. Inspired by
the experience she’d had with her own disabled
son, Markus, the wife of the Würth Group’s
Helena Hirn has
worked front of
chairman was a long-time supporter of causes that
house for almost
help to integrate people with disabilities into
a year.
society and she’d funded Anne-Sophie on one
condition: at least one-third of the people working middle of service. One staff member had a habit of
there must have a disability.
storming into the restaurant, picking up a
customer’s unfinished plate and walking off with it.
“It’s long been my belief that, if given the right
opportunities, anyone is able to succeed to the
Over time, however, the team came to respect their
best of their ability,” Mrs Würth says. “I was keen to new head chef and understand their
give people the chance to show what they could do responsibilities. In turn, Güzelcoban learned the
and stop society focusing on what they couldn’t.”
key was to be firm but calm at all times. It took two
years for the chef’s methods to take hold. Then
And the disabled staff members at Anne-Sophie came the recognition, first from Gault Millau and
whose conditions include Down’s syndrome,
then from Michelin. The accolades got Güzelcoban
dwarfism, learning difficulties and
thinking: if they’d already achieved so much without
developmental disabilities - are very capable of
really trying, how much further could they go? And
assisting in all areas of the hotel and restaurant
so the “always supportive” Mrs Würth was
business.
convinced to fund a second, more ambitious
restaurant at the hotel.
In 2009, a young chef, Serkan Güzelcoban was
tasked with heading up the restaurant within the
In May 2013, Restaurant handicap - written with a
hotel. “It was a concept I’d never heard of,” says
lowercase ‘h’ and so named because, “it describes
Güzelcoban. Born in Stuttgart, the Turkish-German exactly what it is” – opened. Serving a six-course,
is far from your stereotypical chef. Constantly
Turkish-German fusion menu for €89, the
grinning and good humoured, you can’t imagine
restaurant received rave reviews. On a leisurely
him losing his cool. “I wanted to take a look before evening visit to Restaurant handicap, it’s not hard
agreeing to take it on, so came and spent a few
to see why. Dishes are gently placed in front of us
days here - and was amazed.”
by waiting staff, who - while endearingly timid - step
up marvellously to recite the long list of ingredients
There was a lot of work to be done, Güzelcoban
used in what amounts to a culinary round-the-world
laughs “The kitchen didn’t start from zero- it
trip. Poultry-liver terrine with Port-wine gel comes
started from minus ten”. Training had to go back to shaped as the Eiffel Tower, ready to be spread on
the very basics. The kitchen team, which included sweet, toasted brioche rings and eaten with figs
two disabled members, and the waiting staff, which and chili sorbet. Vienna makes for a colourful plate,
had four who were working different shifts, had to with lukewarm, rolled slices of beef rump alongside
be taught everything, from how to dress a plate to horseradish foam, essence of Granny Smith purée
prepping ingredients. There were screaming
and carrot emulsion - both cities, as it turns out, are
tantrums or people just stopping in the
utterly delicious.
8

Autumn 2016

Volume 7

Issue 2 www.dsscotland.org.uk

LIFESTYLE

Carmen Würth,
founder of HotelRestaurant AnneSophie.
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Serkan Güzelcoban,
head chef at
restaurants AnneSophie and handicap.

But, although taste was never a problem, there was handicapped people are part of the team, both
a hitch with the new menu. Künzelsau is a town of in the kitchen and in service,” read the review by
about 15,000 people and there were only so many German judge Ralf Flinkenflügel.“I think it’s a great
times they would be treating themselves to a night concept… and their cuisine is exceptionally good.”
at the restaurant. Yet, despite the responsibility of
“It was an unbelievable moment,” says
running two restaurants with a staff that required
constant attention, Güzelcoban persevered. Things Güzelcoban. “My heart was pounding. I called my
improved. Newspaper reviews and word of mouth wife and she just screamed and screamed. Then I
ran back to the kitchen to tell the team, and
began attracting people from further afield and
everyone went crazy.”
slowly the bookings came. Then, at 12.01pm, on 6
November 2014, Güzelcoban received a call on his
			
mobile. Booked out for an
“The goal was always
to get Of course, Michelin star or
			
not, the chefs still had a
event, the kitchen was in
people
interested
in
what
we
			
full restaurant to feed. As
chaos. “It was a friend,” he
			
the phone began ringing
do here and show just what
says. “I picked up to tell him
			
Güzelcoban had to make a
I couldn’t talk and he just
people with disabilities
are
			
decision. “I said no more
screamed: ‘YOU GUYS DID IT!
capable of. My			
team have
calls and told my guys we
YOU GOT THE MICHELIN
			
had work to do.”
achieved that. They
are the
STAR!’”

stars that really matter to me.”

Unable to believe it until he
saw it in writing, Güzelcoban ran to reception to
check the Michelin’s website announcing the year’s
stars. Restaurant handicap was on
there: “What I found rather interesting is a
restaurant called handicap in Kürzelsau, where

			
Things didn’t stop there.
Suddenly, bookings were crazy , people were
travelling from across the world to visit Restaurant
handicap, while cookery publications and
television shows were lining up interviews and
prime lunchtime TV spots for the team.
Over a year down the line, the pressure hasn’t
eased, Restaurant handicap managed to keep its
star for a second year. Güzelcoban says, “the goal
was always to get people interested in what we do
here and show just what people with disabilities
are capable of. My team have achieved that. They
are the stars that really matter to me.”
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Adam Sloan wins RSA
Lifetime Fellowship

by Lisa Clark, SCLD

Scotland’s most ambitious advocates for social
change have been recognised in the first ever RSA
Fellowship awards for people with learning
disabilities and Adam Sloan, from Glasgow, is one
of them.
After a nationwide search, the Scottish
Commission for Learning Disability (SCLD) in
partnership with the Royal Society for the
encouragement of Arts, Manufactures and
Commerce (RSA) have awarded lifetime RSA
fellowships to six people with learning disabilities.
The award winners were announced on
Wednesday 18th May at the ‘Celebrating Success’
RSA Fellowship Awards in Edinburgh, as part of
Learning Disability Week 2016.
Adam’s dream is to become a professional
choreographer and he believes that the support
provided by the Fellowship opportunity will help
him to achieve this. His initial project will see him
produce a dance performance, and take it to the
stage. He will hire his own dancers and apply for
support to fund the venue hire and studio space.
Speaking about his award, Adam said, “It makes
me feel alive, and makes me feel important for
once. I’m so honoured, and I’m so happy. My
head is held high.”
Adam performs with dance development
organisation, Indepen-dance. Karen Anderson, the
Founder and Artistic Director of
Indepen-dance said, “Adam has developed his
dance skills and techniques over the years
working with his fellow dancers as well as having
the opportunity to work with many talented and
experienced choreographers, this has inspired
Adam to develop his own work and we are
delighted that Adam has been successful with his
application to the RSA. It’s a great achievement.”
10

Chris Creegan, Chief Executive Officer of SCLD,
commented, “We know that having a learning
disability is no barrier to creativity,
entrepreneurship or a desire to make the world a
better place. Society’s attitudes to learning
disability can be though. We’re excited about
celebrating the success of our competition
winners and about working with them to realise
their creative potential to effect social change in
Scotland.”
RSA Scotland are working in partnership with
SCLD to involve people with learning disabilities in
the work they do. Jamie Cooke, Head of RSA
Scotland, said, “it has been a great
experience. The mission of the RSA is to enrich
society through ideas and action and the ideas
presented by these new Fellows will make a real
difference to their communities. We’re looking
forward to developing the partnership and
supporting our new Fellows with their ideas.”
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What I realised about Dads after my daughter was born
by Dave Patterson
When my daughter Eilidh was born three years
ago it would be fair to say that my experience was
not great. Down’s syndrome was something I knew
nothing about and after reading, through tears, the
pile of booklets dumped on us in the hospital at
3am, I was utterly terrified by it. My expectations of
what Eilidh could achieve were destroyed.
I searched the internet for hope, looking for
someone whose experience I could relate to.
Another dad that could tell me everything was going
to be ok. It was not easy to find.
There are loads of mums sharing their experiences
through blogs and Facebook but not so many dads.
The traditional role of the matriarch follows through
from real life to online where mums happily talk
about their children and dads talk about other stuff
- sport, music, beard wax – anything as long as they
don’t have to discuss their fears, worries and
weaknesses or admit they need help.
True to form I never talked about what was going on
in my head following Eilidh’s birth. When I started
writing about it recently on my blog my wife commented on how little she knew of how I felt and
looking back, I regret that I wasn’t able to be more
open with her.
Even when I did start my blog I didn’t want anyone I
knew to read it. I was embarrassed about my
feelings and I didn’t want people to know what I
was thinking. I eventually realised this was not the
way to deal with anything after one friend ‘outed’
me on Facebook and so I decided to just go with the
flow and started to share it wider. It felt like I had a
weight off my shoulders and, unsurprisingly, all my
friends were supportive and told me they enjoyed
the honesty of what I was saying.
I am lucky that I have an amazing wife and strong
friends but it is not surprising that men’s mental
health is such a big issue. Under different
circumstances my life since Eilidh’s birth could have
been so different and I am grateful for the support
Autumn 2016
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I have around me.
Ironically, my experiences with Eilidh have been so
positive. She teaches me so much and makes me
laugh all the time. I am a better person for having
her in my life; her big brother Rory will grow up to
be a balanced, compassionate and understanding
adult; and everyone who knows Eilidh is besotted
with her sparkling personality and alluring
undercurrent of mischief.
Eilidh continues to exceed our expectations every
day and herein lies the problem – our
expectations were set too low. To be given such a
negative prognosis on her potential by the ‘experts’
at birth is unacceptable to me. It is like buying a new
dog and then being told he will not be quite as good
as anyone else’s dog. Your dog probably requires
surgery and even if he survives that, he will be prone
to illness and may well need constant support for
the rest of his life. We would all ask for a refund.
I wish I had read one of the many great blogs that I
eventually found and disregarded the official
information given to us on that night in hospital. I
hope that my blog might get read by one dad who,
like me three years ago, is feeling lost and
wondering how they can possibly cope with raising a
child with a disability.
Dave’s blog ‘Down with Dad’ can be found at
www.downwithdad.com
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‘YEAR OF THE DAD’ GALLERY

Celebrating Dads in the
‘Year of the Dad’

Justin Chan with his Dad on holiday.

Callum Weir and his Dad, John, after
the Edinburgh Marathon.

Daniel Wadih and his Dad at the Grampian Branch
Christmas Party.
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Matthew Christie cheered
his Dad on at the Kiltwalk in
Aberdeen.

Greg and his Dad, Simon Jenkinson from
Kilmarnock on a cruise holiday.
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‘YEAR OF THE DAD’ GALLERY

Amy McDougall and her Dad,
Mark.

Grace Moultrie with her brother
Max and her Dad at the Tesco
bucket collections.

Myles Ryce and
his dad when he
was a baby and
now.

Full potential

Rosie with her Dad Stephen who
keeps a collection can in his shop.

Eilidh with her Dad, Dave on
holiday.

If you have pictures you would like to share with us in Full Potential, please feel free to
email us at editor@dsscotland.org.uk or contact us through our Facebook page.
Autumn 2016
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Nina and Me

My youngest daughter Nina was born in August
2010. One day after her birth, we suspected
there was something wrong with our new baby
and were told by the senior Doctor, that she had
Down’s syndrome. It was a complete shock to us,
we had no inkling during pregnancy and had no
instances of Ds in our families, we were thrown
into unchartered territory.
At that point, I learned my first lesson, as a Dad
of a child born with Ds, hospitals and doctors are
not the best places or people to provide
impartial, objective advice and guidance to
parents, struggling with the impact of
receiving this information about their new baby.
They treated us as if somebody had died.

first website I accessed was Down’s Syndrome
Scotland. While reading though, I realised that
people with Ds, came in all shapes and sizes and
all the stereotypical images that I associated with
Ds were completely wrong and false. I also learned
that all the negative emotion that I was feeling, at
the time, was also completely normal and expected
and other parents had experienced these emotions
as well.
Within 24 hours, my world view changed, I thought
at the time and still do to this day, “I can handle
this, this isn’t the end of the world”, no matter who
says it is.

Nina is now six and she graduated from mainstream
nursery after five years and has just started a
I’m ashamed to admit now, what thoughts passed mainstream primary school. She is an incredible
through my head, at this point, on being told that child, who constantly dances, sings and has a wide
circle of friends. She smiles wherever she goes and
my child was disabled and how sorry everyone
she lights up a room with her presence. She is the
was for us. When I left hospital that day, I came
home and immediately searched the internet for very definition of “normal” whatever that means
these days.
information about Down’s syndrome,
because I needed to make sense of it and simply
to learn more about what I was dealing with. The For me as her Dad, she’s the best thing that ever
happened to me. By simply being around her, she
has helped me to look at, and reflect on how
society views children born with Ds and with Nina’s
help, to completely subvert those clichés.
In truth, we’re too busy getting on with life to worry
about anybodys else’s prejudices or negativity. And
of course, having a child born with Ds, means that
you become part of the Ds community, which has
meant meeting other parents in similar
circumstances and benefitting from their
experiences and advice.
I know that there are many challenges ahead for
Nina, but that’s equally true of my older daughter,
who doesn’t have Down’s syndrome. As a Dad, I
can’t control events in life, but I can control how I
choose to respond to them. That’s the very least
that Nina should expect from her old Dad. And
that’s the plan going forward.
14
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How work experience has
helped Justin
by Genevieve Chan, Justin’s Mum

My son Justin is 16 and attends Craigmount High
School in Edinburgh. As he is now a fifth year
student, I understood the importance of Justin
getting some work experience to prepare him for
life after school. Justin’s academic skills are
restricted, so anything practical and real life
experiences are a bonus to him. I approached
Down’s Syndrome Scotland about him helping out
at the office. They thought that this was a very good
idea and were happy for Justin to come in and help
them.
His work experience involved mainly helping with
the mailing-out of the Full Potential Magazine. He
worked in the production line, sticking address
labels to the envelopes, while others put the
magazines in envelopes and sealed them. He also
helped with some other administration tasks and
within the fundraising department. Justin is on the
autism spectrum meaning he is quite precise and
task orientated, which with the support and
understanding of the office staff helped him with his
work experience.

Working with Justin

“We have been delighted to have Justin come and
work with us, helping with the magazine mail-out.
It’s a busy time, so it was lovely to have an extra
pair of hands. Justin attached address labels to
the envelopes, then sealed the envelopes ready for
posting.
On his first visit I took Justin on a tour of
the office, and introduced him to the team. We
both then started work in the “back office”, while
others filled envelopes in the front room. Justin
The experience was amazing and the staff at the
grasped what was being asked of him very quickly,
office who shadowed him were fantastic. From a
and set to work. He was excellent company, and
parent’s point of view I realised how much Justin
we discovered a mutual liking for corny jokes! He
has learned. He made contact with the “real” world, kept us entertained, but he was also so engrossed
outside the school environment and he also
in his work that I had to remind him not to let his
improved his social skills within the adult world.
cuppa get cold…
The second time Justin came along, he
Justin’s speech is not always clear but the staff
seemed to settle in to the work even better,
managed to stimulate and exercise his potential and perhaps now familiar with us and what he was
his verbal skills and confidence have improved.
doing. I could barely keep up with him! There was
still some chat and jokes, but this was very much
I will never forget the staff’s kindness and support
Justin in serious work mode.
towards Justin during his time at the office and I am
Both times it was an absolute pleasure
sure this experience will be an excellent addition to working with Justin, and he genuinely contributed
his CV.
to the magazines being ready to post on time.
Thank you Justin!”
Lauren Forbes, Office Administrator
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Nasal Congestion and Catarrh
By Dr Jennifer Dennis, Paediatrician, Down Syndrome Medical Interest Group (DSMIG(UK)) and
Mr Patrick Sheehan, Consultant Ear Nose and Throat Surgeon, Royal Manchester Children’s Hospital.
Some management strategies which may help
There is no simple solution to the problems of nasal
congestion and chronic catarrh in children with
Down’s syndrome. Basically the whole skeletal
structure of the mid-face and of the throat area
behind the mouth tends to be rather cramped so
that drainage of normal mucous secretions is
compromised. This leads to mucous pooling and
stagnation in the nasal passageway and this
provides a focus for infection. Once infection sets
in, yet more mucous is produced and a vicious cycle
results. As a general rule, as children get older the
situation improves as the airways behind the nose
and mouth widen. There are nevertheless some
adults who continue to have problems.

night breathing. As the solution contains no
medication it’s safe to use on a regular basis.

Nasal saline douches
Saline (salt water) helps to loosen the mucous and
so help its passage through the nose. Stérimar®
nasal spray or equivalent nasal saline solution is
available over the counter at a pharmacist. Applied
twice a day when the nose is congested helps the
child to clear the mucous from the nose. Used at
night before going to bed this solution can help to
maintain a good nasal passageway and improve

Dairy free diet
One has to approach this empirically, but it does
seem that more children with Down’s syndrome
than the general population have some degree of
dairy food sensitivity and some at least are
markedly improved if the intake of dairy products is
reduced or abolished. We usually advise parents to
give a 4 week full dairy free trial. If there seems to
be an improvement then we advise that they

Nose blowing
On the whole children with Down’s syndrome have
even more difficulty than other children learning to
blow their nose and this is often overlooked.
However, teaching a child with Down’s syndrome
to blow their nose should be encouraged. Once
learned this will probably be the most effective
method of removing mucous from the nose and if
used in combination with saline douches could be
all that is required to maintain a clear nose.

Mechanical decongestion
You may be able to keep the nasal pack airways
People have in the past been too accepting of the
clear mechanically by using a NUK nasal
problem, regarding it as an inevitable part of the
decongester. This is an aspirator device. It contains a
syndrome. We think that health professionals and
rubber bulb and moulded nozzle to fit in the nostril.
parents should now try to be a little more
You simply suck out the muck. If you can keep the
proactive in trying to relieve children of the more
airway relatively clear for a couple of weeks then
severe effects of persistent catarrh which often has you stand a good chance of breaking the vicious
a detrimental effect on their general health and
cycle of congestion, stasis, secondary infection in
well-being. Also, for those who are very congested, the presence of stasis and excessive mucous
reduction of the level of congestion can improve
secretion in response to infection. The problem
night breathing problems and glue ear.
with this strategy is that many young children will
not tolerate having their nose cleared in this way.
There are several lines of treatment available for
However, it has been very useful for several older
those with significant problems. Different strategies children and teenagers who can actually take
work for different children but here are a few ideas control of keeping the nose clear themselves and
which may help:
sometimes benefit greatly.
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should talk to a dietician about continuing with the
diet because it is important to ensure that calcium
and other nutritional intake is adequate. They may
then get to the stage where they can play around
with the diet and keep the child relatively mucous
free with a lesser degree of restriction.
Oral antihistamines
Some children do respond to an antihistamine, for
example Cetrizine (Zirtec®)once daily. This could
make a difference and we advise parents they can
try this for 6 - 8 weeks. If found to be of benefit
during this trial it is useful to discuss further with
your GP.
Low-dose antibiotics
Low-dose antibiotics can be enormously effective in
treating chronic catarrh. If the catarrh is
offensive and greenish yellow, we usually start off
with a full dose of an antibiotic such as Amoxicillin
for some days until the colour clears and then cut
down to maintenance low-dose of Trimethroprim
(5ml daily). Your own doctor may however
recommend something different. We keep the low
maintenance dose going for 6- 8 weeks then stop. If
the condition recurs we give a further course. Some
children are clear in the summer months but need
low-dose antibiotics in the winter.
Nasal decongestant sprays
If there is an indication of a hay fever type
association it may be worth trying either an
antihistamine spray or one containing sodium
cromoglicate (Rynacrom®).
Oral decongestants
Although these are generally not advocated we
have known parents who swear by a daily dose of
Actifed or Sudafed as a means of keeping the
airways clear.

To sum up
It is often worthwhile experimenting with some of
these approaches and you may need to use more
than one at a time. On the whole, if the catarrh is
offensive you have to start off by clearing the
infection with antibiotics before trying other
strategies to keep the airways clear. If the above
measures don’t work then ask your GP for a
possible referral to an ENT surgeon who may
investigate the problem further.
Remember that in the past we have probably
tended to be too accepting of catarrh as an
inevitable part of Down’s syndrome but it is now
time for all of us to be more proactive in trying to
help those children affected by this unwelcome
problem.

The Family Support Service Team are always on
hand to help with any issues or concerns you may
have regarding health.
Contact your local Family Support Officer or call
0131 442 8840.
This article was originally published in a DSA
magazine and has been reproduced with
permission from both authors.
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Skiing with Fin

by Kerr Blyth

I come from a family of ski racers including
Olympians so skiing has been a prominent sport in
my life. I was determined that it was a sport I
wanted to get my children into as well. I have three
boys, Max who is eight and twins Oly and Fin who
are five. We didn’t know that Fin had Down’s
syndrome until he was born and at the time it was a
shock. Though we received lots of support from our
family and professionals I was still full of
uncertainty of what the future might hold for Fin.
I worried that he would be bullied, that he might
struggle to fit in and that his opportunities in life
would be limited.
One of the moments that particularly stands out for
me is something that my brother said, he is an
orthopaedic surgeon and therefore the medical
one in my family, “the road map you thought you
were going to be following is just slightly different
and perhaps very much along parallel lines, children
with Down’s syndrome can have very full lives and
are able to enjoy doing all the things that you would
want to do with your children including sports”.
That statement has always given me the strength
and inspiration to get Fin involved in all the same
sports as his brothers and cousins. Amongst the
many other activities Fin does he walks, mountain
bikes, climbs and alpine skis.
Taking your children skiing in Scotland can
sometimes be a challenge in itself and having
“three little monkeys” can present some logistical
challenges along the way but the support and
encouragement from so many people makes
anything possible. Max started skiing very early
almost before he could walk and the twins started
when they were 4 years old which meant they were
small and light enough to lift and direct around the
mountain.

and avoids the skis drifting off and face plants! It
also allows for children to concentrate on standing
up at first then onto controlling their speed and
direction. Once this was mastered I would put a
leash line onto the harness letting the children
effectively ski by themselves whilst being able to
control their speed and direction keeping them out
of trouble. Max and Oly ski without any assistance
now and Fin is very close to skiing without the leash
line.
I would encourage any parents of children with
Down’s syndrome to get out there, brave the
Scottish winter weather of wind, rain and
freezing conditions to go skiing. Disability Snow
Sports UK have Local Groups that offer the
opportunity for skiers to meet and ski with other
members at dry slopes and indoor snow centres
throughout the country. They are run by volunteers
and seek to provide a safe environment for
everyone taking part. They have a base at
Cairngorm Mountain where they coach children of
all ages. Older children use a device similar to the
‘Edgy Wedgy’ but made from steel. Access to the
mountain is made really easy in the Cairngorms
with the Mountain Railway meaning there is no
struggle with lifts.
I believe there are no limits to what children with
Down’s syndrome can achieve with love, support,
understanding and determination. My hope for
Fin is that he can develop and inspire all children
through his own sporting achievements whatever
they might be in the future.

I used a harness for all the children which gives
you the ability to have a good hold of them along
with an ‘edgy wedgy’ which is a flexible rubber cord
For more information about Disability Snow Sport
which attaches the ski tips together. Most children
visit www.disabilitysnowsport.org.uk.
are not initially strong enough to hold their legs and
skis in the correct position so the ‘edgy wedgy’
18
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400 Athletes, One Games

by Kim Marshall

This wasn’t the Olympics, Special Olympics or the
Paralympics this was the Trisome games for athletes
with Down’s syndrome, held in Florence this year
from the 15th to the 22nd of July. This was the first
time that the Down’s Syndrome International
Swimming Organisation (DSISO) had held their
Swimming World Championships, at the same time,
and at the same venue, as other sports were
holding their own championships. This was all done
under the umbrella of the Sports Union – Downs
Syndrome (SU-DS).
Overall there were 36 countries participating in a
variety of sports including Athletics, Swimming,
Gymnastics (Artistic and Rythmic), Judo, Tennis and
Table Tennis.
In the swimming, the GB team included Fiona
Dawson from Scotland who was attending her 3rd
World Championships. Fiona is one of our most
experienced swimmers having been active in
swimming competitions at local, regional, national
and international level. However as Fiona would
confirm, her swimming career has won her medals,
but more importantly has won her many friends in
the course of competition. Fiona is currently
awaiting confirmation of two records in the
“Masters” classification for the 50m Butterfly and
the 50m Freestyle, so we are all keeping our fingers
crossed.

DSISO GB Team Members from Scotland
past and present.
From Left to Right: Christopher Marshall,
Sam Pattinson, Fiona Dawson, Paul Fraser.
Fiona is now looking forward to her next
competition which is a British open competition for
Swimmers with DS being held in Rugby on the 1st
October this year. There will also be a full
calendar of local competitions to attend in Scotland
and hopefully in June next year our first Scottish
Down’s syndrome competition.

There are so many sports represented at high level
competition that there are opportunities for
The competition itself was the first time that the
everyone who has an interest. However sport is for
events were swum in a 50m pool and outdoors, the
anyone who wants to participate, you do not have
challenges were met well by the whole GB Team
to aspire to be a World Champion, but then again
who amassed an impressive haul of medals. The
who knows. With many routes into sport, not least
staging outside also leant a festival air to the
the Special Olympics movement, it can be a little
proceedings with umbrellas and pagodas sheltering
confusing.
competitors, officials and spectators alike. This year
Fiona was our only Scottish representative in the
We are looking to set up a one off focus group to
GB Team but in previous years we have sent up to
hear your experiences of supporting your son or
four swimmers and perhaps in the future we will do daughter to access sport and or sporting activities.
so again, and it could include any young swimmer
reading this article!
If you are willing to be part of this group that will
help us shape what we do next then email
Rachel@dsscotland.org.uk
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How we can Support you in
Helping your Child Maximise
their Learning

by Jo Hughes, Senior Family Support Service Officer
There is a specific cognitive and social profile for
people with Down’s syndrome known as their
learning profile. Having a greater understanding
of their specific learning profile will ensure you
can fully support their learning and development
in all aspects of their life.
The Challenges
Children with Down’s syndrome often have
delayed development in communication, fine
and gross motor skills and social and emotional
awareness, as well as difficulties with
comprehension and working memory. We know
through research that they can take longer to
learn new skills; that they learn differently than
their typically developing peers in some key areas.
The Positives
But importantly we also know that they benefit
from differentiated teaching strategies in the
approach to number skills, reading and speech
and language, as well as a differentiated use of
rewards for positive behaviour reinforcement and
support.
Children with Down’s syndrome often
demonstrate particular strengths in their social
interactive skills, and have good empathy and

20

social understanding. They are often motivated by
a desire to please others and have a good ability
to copy and model behaviour and attitudes from
peers and adults. They have strong visual
awareness and visual learning skills and have an
ability to learn and use sign, gesture and visual
supports, which are all hugely positive factors that
can, and should, be utilised to facilitate learning.

“I cannot emphasise enough how beneficial the Parental
Workshop was. As a new parent I found it invaluable and
felt I came away armed with a wealth of knowledge and
information. It was also a tremendous opportunity for
parents to share their experiences and offer
possible solutions to differing behaviours.”
Claire, mother of a child with Down’s syndrome
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The Family Support Service have recently
completed their first programme of national
Parental Workshops which covered the topics of
“Supporting your child’s learning and development”
and “Understanding and supporting your child’s
behaviour”. If you missed these but would be
interested in attending please email your local
Family Support Service Officer, once we have a few
names we can arrange to re-run these
workshops.
This autumn we are introducing two new parental
workshops specifically looking at reading and
numeracy; both of which focus on learning
approaches and strategies tailored to support the
specific learning profile of children with Down’s
syndrome. Please see below for details of your
nearest workshops. For more information and to
book visit our website www.dsscotland.org.uk.

Location
‘Helping your child
learn to read’
Glasgow
Glasgow
Aberdeen
Aberdeen
Inverness
Edinburgh
Edinburgh
‘Helping your child
learn numbers’
Glasgow
Glasgow
Aberdeen
Aberdeen
Inverness
Edinburgh
Edinburgh

Autumn 2016
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“Absolutely excellent
behavioural workshop last night”
June, mother of a child with
Down’s syndrome.

Dates

Times

Facilitator

21/9/16
29/9/16
29/10/16
5/11/16
4/2/17
25/10/16
1/11/16

10.00 am - 12.00 pm
6.00 pm - 8.00 pm
11.00 am - 1.00 pm
1.30 pm - 3.30 pm
1.00 pm - 3.00 pm
10.00 am - 12.00 pm
6.00 pm - 8.00 pm

Katy
Katy
Claire
Claire
Shona
Morag
Morag

26/10/16
3/11/16
29/10/16
5/11/16
4/3/17
27/10/16
3/11/16

10.00 am - 12.00 pm
6.00 pm - 8.00 pm
1.30 pm - 3.30 pm
11.00 am - 1.00 pm
1.00 pm - 3.00 pm
6.00 pm - 8.00 pm
10.00 am - 12.00 pm

Katy
Katy
Claire
Claire
Shona
Morag
Morag
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BRANCH NEWS

News from around the country
Ayrshire Branch

Highland and Island Branch

In June the Branch enjoyed their annual outdoor
adventure trip to Whithaugh Park in the Scottish
Borders. The trip, which was organised by a parent
member of the branch, was enjoyed by all. It helped
parents with support, allowed siblings to mix with
other families in a similar situation and was a
valuable confidence building experience for the
children and adults with Down’s syndrome. The
beautiful weather was a bonus!

Tayside and Fife Branch

Our Highlands and Islands branch had a Race 21
event on Saturday 4th June to celebrate their first
year anniversary. The race itself took place in a local
park in Inverness. A Minion mascot was at the park
to keep the children entertained. It was a brilliant
turn out, about 80 people came along to support
the branch and take part in this event. Everyone
really enjoyed doing the race, it was a great
atmosphere.
After the race everyone came back to the
community centre with family and friends to have
a party with a bouncy castle. The support was great
and £3,600 was raised. “As this was a huge
success we will definitely do this event again and as
a branch would like to thank everyone who
supported us” said Lisa Douglas, branch chair.

Share your News!
If you have any branch news
and photos please send them to
editor@dsscotland.org.uk and they could
appear in the next edition of Full Potential.

The Tayside and Fife branch held a Family Party Day
on 12th June. The party was held at the Michelin
Club in Dundee. There were various stalls and a
disco as well. They raised £250 and lots of fun was
had by all.
Down’s Syndrome Scotland has branches across the country covering Angus, Ayrshire, Central, Edinburgh
and the Lothians, Grampian, Highlands and Islands, Tayside and Fife and West of Scotland. For more
details on where your local branch is and what is happening there,
visit our website at www.dsscotland.org.uk and check the “Your Local Branch” page.
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About Down’s Syndrome Scotland

Full potential

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 442 8840.

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.

DSA England, Wales
& Northern Ireland

Langdon Down Centre
2A Langdon Park, Teddington
Middlesex, TW11 9PS
0333 1212 300
info@downs-syndrome.org.uk

Down Syndrome Ireland

Unit 3, Park Way House
Western Parkway Business Park
Ballymount Drive
If you have an idea for a fundraising event for Down’s Syndrome Scotland, please log onto our Dublin 12
website at www.dsscotland.org.uk/support-us/events where there is information and ideas 01 426 6500
on how you can get involved.
info@downsyndrome.ie

Fundraise

Down’s Heart Group

Donate

PO Box 4260, Dunstable, Beds,
LU6 2ZT

More information on donating is available online at www.dsscotland.org.uk/support-us/
0300 102 1644
make-a-donation/
info@dhg.org.uk
Become a fan of Down’s Syndrome Scotland
Follow us @DSScotland
Subscribe to us www.youtube.com/user/DSScotland
Subscribe to our monthly e-bulletin www.dsscotland.
org.uk/ebulletin
A Charitable Company Limited by Guarantee, registered in Scotland No. 356717, Charity No. SC011012

Disclaimer

Articles in this newsletter reflect
the opinions of the contributors.
These are not necessarily the
views of Down’s Syndrome
Scotland.

On our cover

Eilidh Patterson and her
dad, Dave at the Kelpies
during Awareness Week.

Our new contact details
to cut out and keep,
see overleaf

Leave a gift of hope
in your will for a
life full of Potential
For more information on leaving a gift
in your will please call Kerry on
0131 442 8840 or
visit www.dsscotland.org.uk

Join us for our
Forever 21 Ball
4th March 2017
Glasgow Hilton
Book your tickets online today at
www.dsscotland.org.uk

We have moved!
Down’s Syndrome Scotland
Riverside House
502 Gorgie Road
Edinburgh
EH11 3AF
T: 0131 442 8840

