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A word from
the editor...

Welcome to the Autumn 2015 edition of Full
Potential.

WELCOME

Full potential

In July we worked with the Russian Consulate to
put on the stunning photographic exhibition by
Vladimir Mishukov at St. Mary’s Cathedral in
Edinburgh’s West End. It was truly a pleasure to
work with Vladimir and we are delighted to have
one of his shots on the cover of this issue of Full
Potential.

The editing of this magazine has been a joint effort
between Callum and myself. Callum has now moved
on the pastures new. Since joining the team in July
I have been amazed by how much the organisation
does and also how much our members do for us.

In this jam-packed issue we have reports on
travels as far apart as LA and Chennai, India. We
have lots of interesting articles from our members
and professionals which provide useful information
and tips on health, fitness and lifestyle plus all the
latest in news and research.

As ever, it has been a busy and varied time for all
the staff, from a brand new branch to a trip to India
for the World Down’s Syndrome Congress as well as
the fantastic activities of our members, we certainly
have a lot to report.

We are hugely grateful to all of the contributors for
this edition of Full Potential. You offer new and
different perspectives and bring the magazine to
life.

				As ever, we are
We have some new faces“Since joining the team in July I have
				always available to
to introduce, as well as
been amazed by how
much the
				
help via Facebook
some goodbyes to
				
(www.facebook.
staff that have moved organisation does and also how much
				com/dsscotland),
onto pastures new.
our members do
for us.”
				
by email (info@dsscotland.org.uk) and by post at: Down’s Syndrome
Firstly the goodbyes, we bid farewell to our
Scotland, 158/160 Balgreen Road, Edinburgh, EH11
fundraising manager, Pippa, our communications
3AU. Alternatively you can call the national office
officer Callum and Joanna who left the Family
on 0131 313 4225. Please don’t hesitate to get in
Support Service team but fortunately will be staying
touch if there’s anything we can help with.
on with us as the Friends Connect Project Worker
for a short time to help us stay on track, whilst we
recruit to replace Izzy Jones.
We welcomed Julie, as our community fundraiser,
Morag our new Family Support Service worker
covering the South East, Jill our new office manager
as well as a new reception team of Ali and Lauren
who will job share that post. We are delighted to
have these great additions to our team. We are also
delighted to be welcoming Kerry our new
fundraising manager in September.

Claire Bothwell
Editor of
Full Potential

We now have a brand new website. Our aim was
to make the site more user friendly so that all our
members and people new to Down’s Syndrome
Scotland can find what they need as quickly as
possible.
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HEADLINES
Keys to Life announce
Implementation Framework

UK (Scotland)
World Down Syndrome
Congress 2018 Dates
announced
The congress will run from the

24th- 27th July 2018
Register your interest today and receive updates:

www.wdsc2018.org.uk
One of our members, Andrew MacIntrye said
“In 2018 the World Down’s Syndrome Congress comes

to Glasgow and this month (August) saw the final congress before ours take place. As one of the three lead
commissioners I was unable to travel to Chennai, India
but in preparation for our handover ceremony I had an
important job to do. This is me with Nicola Sturgeon
Scotland’s First Minister on the day I was filmed
interviewing her about the congress and why bringing it
Scotland is so exciting.

The Scottish Government have released a new
document outlining their updated
implementation framework and priorities. It sets
out the vision, key themes and expected outcomes
to focus delivery of the strategy until 2017. You
can download a copy of this document, as well as
an easy-read version, from keystolife.info/updates/
the-keys-to-life-implementation-framework-andpriorities-2015-17/

UK (Northern Ireland)
Superfan Jay signs up as official
ambassador for Celtic FC

During his association with Celtic FC Jay Beatty has
won the SPFL Goal of the Month award and made
friends with his favourite player, now he has been
signed up as an official ambassador for his beloved
Celtic FC Foundation.
I also discovered her favourite food is the same as
mine- curry. Whilst everyone was in Chennai, they
kept diaries (now known as Chennaries).”
You can read some of the highlights of their
‘Chennaries’ on p22-23.

4

A Celtic spokesman said “Jay will focus on
promoting the equality strand as well as acting as a
champion and representative for children and
young people with disabilities.”
Everyone at DS Scotland wishes Jay the best of luck
in his new role.
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Improving health inequalitites for people with Down’s syndrome

by Angela Henderson, Mental Health & Wellbeing
Deputy Director at University of Glasgow

People with learning disabilities experience poorer
health and die at a much younger age than people
in the general population, often from preventable
causes. This is not only unjust; it is in direct
contravention of international human rights laws
and principles. Article 25 of the UN Convention on
the Rights of Persons with Disabilities states that
disabled people should have the “…highest
attainable standard of health without discrimination
on the basis of disability.”
communities in order to overcome barriers that can
ultimately lead to health inequalities.
The Scottish Government has taken action to
address the health inequalities experienced by
It is vital that policies, programmes and
people with learning disabilities by prioritising
interventions that are intended to improve the
health issues in The Keys to Life, and by funding the health and wellbeing of people with learning
University of Glasgow to set up a Scottish Learning disabilities are grounded in robust evidence of what
Disabilities Observatory.
works well. Thus, a core aim of the Scottish
Learning Disabilities Observatory is to work in
The Scottish Learning Disabilities Observatory will
partnership with organisations, such as the NHS, to
help to improve understanding of the underlying
ensure that information relating to health and
causes and most effective means of addressing the wellbeing is available about the population of
poor health and health inequalities that people with people with learning disabilities in Scotland. By
learning disabilities experience. It will do this by
collating, interpreting and presenting this
collecting and presenting relevant data from
information we can support policy making,
different sources in order to make it accessible to
commissioning and practice that is informed by a
people who develop policies and commission
thorough understanding of the multiple factors that
support or services accessed by people with
determine the health of people with learning
learning disabilities.
disabilities.
Scotland has an excellent track record of facilitating
research into population level health that draws on
analysis of data taken from our health, social care,
education and other public service systems. These
large data sets are an excellent source of
information that can help to build understanding of
the complex relationship between different factors
that have an impact on individual health. For
example, analysis of such data can help to ascertain
whether there is a relationship between access and
uptake of health screening programmes and socioeconomic deprivation. In turn this information can
help policy makers and service planners to target
their health improvement programmes to specific

Our team will be working closely with the
Scottish Government and alongside organisations
like Down’s Syndrome Scotland to help ensure that
the information we provide is relevant to learning
disabilities policy and practice. Most importantly,
we want to make sure that this helps to improve the
lives of people with learning disabilities and make
sure that our work is always connected and relevant
to the experiences of people and their families. If
you want to know more about our work as it
develops you can visit our website: www.sldo.ac.uk
where you can sign up to receive regular information and updates.

Follow the Scottish Learning Disabilities Observatory on Twitter @ScotLDO of on Facebook at
facebook.com/scottishlearningdisabilitiesobservatory
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Living well with Down’s
syndrome and dementia
by Sharon Ward, Head of Practice
Develpment for ARK Housing Assocation
There is an increased risk of developing dementia,
particularly Alzheimer’s disease, if a person has
Down’s syndrome (Ds). Statistics show that 80% of
people with Ds now live to 60 but that at least 55%
of these people will have developed dementia.
People with learning disabilities other than Ds are
four times more likely to develop dementia than
people in the general population.
Although there are many services and resources for
people with dementia, there are few specialist
resources for people who have Ds as well. The
services needed are very different from the services
provided for people with dementia alone. There are
many reasons for this:
•
People with Ds are younger when they
develop dementia.
•
People with Ds may already have problems
with communication and understanding because of
their learning disability or the syndrome.
•
People with Ds may have health problems
that are linked to the syndrome.
•
People with Ds and dementia may be moved
to nursing homes where their specific needs are
unlikely to be met.
ARK Housing Association has been providing
housing and services for people with learning
disabilities in the East of Scotland since 1977. ARK
provides services and accommodation for people
living in their own tenancies and in small group
living homes. Our aim is to provide homes for life
and many of ARK’s service user’s have been
receiving support from the organisation for over 20
years.
Over the years, many of our service users have
developed dementia and when they could no
6

longer be cared for in their own homes they had to
move to nursing homes. This was very upsetting for
everyone. It was a commitment to being able to
care for our service users throughout their lives that
led ARK to developing specialist services for people
with learning disabilities and dementia.
ARK’s vision was to provide services that would care
for people with learning disabilities and dementia
until the end of their lives. The focus would be on
increasing or maintaining the quality of people’s
lives so they could live full, meaningful and
comfortable lives with dementia. In order to
provide these services we needed to get both the
environment and the support right.
We worked with Dr Karen Watchman from the
University of Edinburgh who consulted with us on
the design of the environment.
In order to create an environment where service
users could find their way around, feel safe and
secure and maintain their abilities and
independence for as long as possible the following
areas were important:
•
The layout of the home so service users
could find their way around easily.
•
Using colour and avoiding patterns to make
it easier to make sense of the environment e.g.
carpets and floor coverings the same colour
throughout the flat with no shiny floorcoverings
that might look like water.
•
Providing glass doors on kitchen cupboards
and the fridge so service users could see what is in
them.
•
Providing good lighting so people can see
where they are going and what they are doing as
well as controlling glare and shadows that may be
distressing.
•
Providing “dementia friendly” furniture e.g.
wardrobes, drawers and bedside tables with glass
fronts.
•
Special beds so service users can get in and
out of bed independently.
•
Bathrooms that are comfortable and homely
and promote the maintenance of continence.
•
Ensuring the environment is quiet and calm
but also suitably stimulating.
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Staff learning and support

Staff have training in all aspects of providing care
and support for people with Learning disabilities
(LD) and dementia. The most important factor for
staff is the opportunity for on-going learning and
support to put their skills into practice to meet the
changing, individual needs of the service users.

Full potential

Working with families

Learning from families and welcoming their
contribution to the care and support of their loved
ones is important to the on-going health and
well-being of our service users. The continuity of
these most important relationships enables the best
outcomes for service users.

ARK’s specialist services are provided by dedicated 		
Palliative and end of life care
teams of staff so it is important
			
For ARK, a palliative 		
that staff are supported to
“The continuity
of these most care approach is
			
keep them well educated and
about enabling our 		
important relationships
motivated. ARK has staff with
			
service users to
specialist knowledge and skills
enables the best outcomes maintain and increase
in LD and dementia to provide
		
their quality of life in
for service
users.”
on-going learning and support for staff.
			
order to enjoy every day
of their lives. We are also committed to
Meaningful activities and social interaction supporting our service users to have the best
Staff identify meaningful activities for service users possible end to their life at home, comfortably and
using life story work and liaising with families.
surrounded by the people they love and who love
Keeping service users’ active, interested and
them, if this is what they and their family wish. This
enjoying life is very important to staying well
means having excellent working relationships with
physically and emotionally. An example of this was community health services and planning for the
Sam who enjoyed gardening throughout his life and best end of life care for each individual.
always had a beautiful garden. He worked for his
local authority for many years and although he was ARK’s first specialist service in St Andrews opened in
no longer able to carry out the heavy tasks in the
October 2013. We also now have specialist services
garden, gardening remained a meaningful activity
in Edinburgh and Buckie in Morayshire.
for him. Staff supported Sam to pot plants and tend
the planters on his balcony. He also enjoyed the
Feedback we have received is that the outcomes
animals who visited his balcony to eat the nuts he
that have been achieved by our service users and
left out.
their families have made their lives more
comfortable and meaningful.
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The man behind the photographs...

by Wendy O’Carroll - the lady fortunate enough to be Oliver’s mum
Many of you are familiar with Oliver as a budding
landscape and wildlife photographer, but it might
also interest you to know a little more about his life,
activities, interests and hobbies.

On Fridays he spends the day with a friend of ours
and chills out until her boys come home from
school and then enjoys playing football outside or
X-Box and PlayStation games.

Oliver is nearly 19 years old. As his mother, it is
important to me that parents of younger children
with Ds and professionals who work with our
children are fully aware of how full, interesting and
valuable a life our young people can lead.

His direct payments cover the cost of his weekday
activities and it is great to have such control and
flexibility with these budgets.

On a Monday, Oliver attends a cool place out on the
Somerset Levels called Westhay Opportunity Group.
He gets to choose what he would like to do in the
morning and in the afternoon. Choices range from;
woodwork, furniture restoration, gardening,
conservation work and bird-watching in the RSPB
hides, to ‘keep fit’ in the village hall, swimming,
cycling, cookery, feeding the pigs and other farm
animals, or cleaning out, looking after and feeding
the rabbits, guinea pigs, birds etc.
On Tuesdays Oliver goes fishing with his stepdad
Mike and always takes his camera with him. He has
a wander around the lake and fishery on his own
at least a couple of times while he’s there to take a
load of pictures.
On Wednesdays he goes to college and spends the
day working on a 2 year Motor Vehicle Maintenance
course which he loves.

Saturdays and Sundays are spent enjoying Oliver’s
many hobbies, activities and interests which
include: going for walks, exploring, playing snooker,
watching football, rugby or snooker if it’s on,
watching TV programmes or DVDs – he particularly
loves anything by David Attenborough, or with Iolo
Williams (a favourite Welsh wildlife presenter). He’s
mad about Top Gear and watches all the re-runs on
the Dave channel. He also has a strange obsession
with ‘Midsomer Murders’! He enjoys reading and
has over 350 books and 250 magazines. His books
are all about his favourite subjects, passions and
interests: wildlife, particularly birds, the
countryside, countries across the world, cars,
football, history and, of course, photography.
Oliver’s life is NEVER dull, he never EVER says he
is bored and he enjoys every day to the MAX. Oh
and did I mention he loves his food? He’ll do almost
anything for a roast dinner or a bacon sandwich ..
but hey... I’m the same!

Then on Thursdays he ‘works’ and ‘does his jobs’
as he calls it, doing photography with Mike, either
going out somewhere particular to take pictures or
following up orders from his website and packing
them up and posting.

8
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Highlands and Islands Branch is GO!
by Shona Robertson,
Family Support Service Officer for the Highlands and Islands

The launch of the Highlands & Islands Branch took
place on Saturday 20th June at Hilton Community
Centre, Inverness. The day was a huge success. From
the doors opening at 12:30 until the much awaited
draw for the raffle, people enjoyed craft stalls, a
bouncy castle, balloon modelling and sing & sign
sessions. 10 year old Calum Dunbar provided the
musical accompaniment to a great day on his
bagpipes while the dance display by the Mini
Hip Hop group from Campbell Cheer and Dance
was a highlight.
David Stewart, MSP drew the raffle and the
amazing prizes were given out. The winner of
the 1st prize of two Belladrum Festival tickets being
Heather Fotheringham from Ardersier.
Many new families came along and there was a lot
of interest in the monthly activity sessions which
began on the 4th of July. These run between 1pm
and 3pm at Hilton Community Centre.
With £3,000 raised for DS Scotland, the branch would
like to say a massive thank you to everyone who
donated raffle prizes, baked cakes, bought raffle tickets
and donated their time to making the day so successful
and enjoyable.
If you would like more information on the new branch,
please contact Shona Robertson, Family Support Service
Officer for Highlands, Islands and Moray on 0791 856 8975
or email shona@dsscotland.org.uk.
Down’s Syndrome Scotland has branches across the
country covering Ayrshire, Central, Edinburgh and the
Lothians, Grampian, Tayside and Fife and West of
Scotland. For more details on where your local branch is
and what is happening there, visit our new website at www.dsscotland.org.uk
and check the “Your Local Branch” page.
If you have some exciting news from your branch that you would like to share in Full Potential, please
email editor@dsscotland.org.uk
Autumn 2015 Volume 6
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“Rosie will have enriched the world...”

by Jamie McCallum, Rosie’s dad

“You will be your child’s greatest handicap.” Those
insightful words were spoken to me by Pandora
Summerfield at the meeting we had after I’d
written an essay about the shock journey my wife
and I took following the birth of our daughter
Rosie, who has Down’s syndrome. Pandora’s
prophecy is bearing out to be true as my wife and I
find ourselves becoming increasingly
overprotective.
As well as us, society imposes yet another
handicap on Rosie in the form of the prejudice that
she will face. All in all it seems to me that she has
three handicaps for the price of one.

up were apparent from the instant she was born.
Some people reacted with horror saying things like
“Did you not have the test?” Implying that if only
you could have known well enough in advance you
would obviously have terminated there and then.

At the other end of the reaction spectrum are
Coming to terms with the news of our daughter’s people who are utterly nonchalant, and unaffected
condition was extremely tough for Victoria and me. by the news of your child’s condition. These are the
We felt depressed, disappointed, mournful even. ones we liked to hear. They say things like: “Ahh.
One of my clearest memories of those dark early Anyway, what’s her name?” My closest 		
				
days with Rosie was giving
“As predicted we will
indeed become friend’s response
				
stood out when he
her a late-night feed: just
Rosie’s
greatest
handicap
if,
by
				
informed me that I’d
her and me in a dimly lit
wrapping
her in
				
still be the fourth
room. She looked perfect
				
best footballer in our
and vulnerable. It was such cotton wool, we hold her back from
				
house. I’d love to
a normal bonding moment,
reaching
her
full
potential.”
				
advise people to be
and it was probably the first
comfortable
to
freely
pass
comment,
so long as it
time since Rosie’s birth that
is well intentioned; that you should be unafraid to
Down’s syndrome had left my mind. I remember
feeling changed and talking out loud to her; saying say something rather than nothing. It would,
however, be disingenuous of me to give that
that I was sorry for how I had felt, and promising
advice, as I’ve seen a great deal of vitriol poured
her there and then that I wouldn’t allow myself to
feel that way again. It was a beautiful moment that on people by “offended” parents on social media
when someone in public says the “wrong thing”.
will stay with me forever.
Unfortunately, I awoke the following morning to
discover that I wasn’t in a Hollywood movie and
you can’t just will your feelings to turn on and off
like that. In the world’s greatest-ever anti-climax,
I felt largely the same again. It was naive to think
that anything other than time would get us there
and that there wouldn’t continue to be setbacks.
The societal challenges Rosie will face as she grows
10

It is understandably a touchy subject and the
younger the child, the touchier it is. New parents
haven’t had time yet to develop the thick skin
required to deal with these situations in order to
avoid saying the “wrong thing” back.
People worry greatly about what to say and what
not to say to parents whose child is born with a
disability, and that is not a good thing because it
often leads them to stay away altogether. But the
answer is actually quite simple. They should say
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exactly what they would normally say. “She’s
beautiful.” “She has your eyes.” “She’s like her
sister.” All fine.
As for parents, we need to guard against being too
defensive. As predicted we will indeed become
Rosie’s greatest handicap if, by wrapping her in
cotton wool, we hold her back from reaching her
full potential.
That notion of a child’s “potential” bears some
scrutiny. Living with a child who has some
limited potential at a genetic level forces a mindset change in your relative expectations. Since
Rosie arrived, I have found myself asking some
profound questions. What, for example, is a
“worthwhile” or “successful” life?
I have been freed from linking the notion of
success purely with the traditional big buckets of
academic attainment, careers and money - and
that has made me think about what my aspirations
should be for all of our children. No matter what
way I think about it, all roads lead to happiness and
contentment being what ultimately matter, and I
know that Rosie will have those in abundance. First
and foremost I’ll want all our three children to be
happy in whatever path they choose to take. Of
course, you can feel free to remind me I said that
come exam time.
Many in society believe that Down’s syndrome
should be eradicated through screening and
termination. Typically they justify this, as Professor
Richard Dawkins did last year, using a supposedly

moral argument about the need to increase
happiness and reduce suffering.
Rosie is not unhappy, nor is she suffering. It is true
that Down’s syndrome produces higher levels of
susceptibility to certain medical conditions.
However, predisposition is not predetermination,
and those medical concerns are being tackled
resulting in life expectancy rising from 25 in the
1980s to 60 in the present day.
If this genetic justification were applied elsewhere,
then I cannot help but think that it would have left
us without the films and charity work of Angelina
Jolie, had the gene that indicated an 87% chance of
developing breast cancer been spotted during her
mother’s pre-natal scanning.
As Rosie’s character continues to develop I can’t
help but feel that she’s come pre-packed with the
resilience she will need to deal with the challenges
she will face during her life. She is becoming one
of the cheekiest, most mischievous and stubborn
children I think I’ve ever seen.
We just have to accept Rosie’s learning disability.
What we don’t have to accept are the handicaps
that are being imposed upon her by Victoria and I
as parents, and by society as a whole. I believe we
all have a collective responsibility to change that.
But having witnessed Rosie’s effect on those
around her over the last two years I know that
when that change happens it’s not the world’s
Rosies who will feel enriched. Rosie, and others like
her, will have enriched the world.

11

Full potential

EDUCATION

EDUCATING MATILDA
THE HIGH SCHOOL DECISION

Matilda, my 11 year daughter with Down’s
syndrome, is a P6 pupil at her local mainstream
primary school, and her Dad and I have always
assumed that she would progress, like her brothers
and sisters to our local catchment high school.
Matilda, the middle of five siblings, has always
accessed the same educational, sport, leisure and
social activities as her brothers and sisters and I
never envisaged a time when this would change.
This article charts her Dad’s and my long, drawn out
decision making process that ended with us
requesting specialist provision for Matilda’s
secondary education. We have been back and
forward and over and under this decision, and I
think at long last my heart and head have finally
aligned in deciding that this is indeed the best thing
for Matilda.
So, how did we get from a completely positive
mainstream nursery and primary education, to
requesting an ASN secondary school?
To begin with, Matilda’s mainstream primary is
somewhat outwith the mainstream. At present it
has a pupil roll of less than 50, giving it two
multi-composite classes. This benefits Matilda in
that she doesn’t work in isolation, but can be in
maths/reading groups with younger kids who’re
working at the same level, or can receive pupil
support from the older kids in the room. Her
independence is encouraged and nurtured and she
has chances to take on responsible roles within the
school and work independently on tasks.
Backtracking a swift six years, Matilda started P1 as
a Makaton signing five year old with limited verbal
communication, newly toilet trained and still having
“accidents”. A proficient escape artist who required
constant watching, she also struggled to sit still. All
of her idiosyncrasies and needs were adapted to
and managed within her supportive school.
Back in the present, her most recent report card
reads:
12

by Katy Lironi, mum and
ABC Co-worker at DS Scotland
Copyright Anne Janine Nugent

“Matilda is a well mannered girl who has grown in
maturity this year. She works hard in class and this
has been recognised by Achievement Awards….
She has shown she is a responsible citizen by
taking on responsible roles within the school.
Matilda has participated in the paired reading
programme supporting the younger readers within
the school and is on the Pupil Council….Matilda is a
successful learner who completed this year’s Swim
Safe programme.”
Six years ago none of us knew what she would
achieve, and she has surpassed all our
expectations. School is great, it’s outwith this
protected environment that the problems arise.
With maturity comes an expectation of more
freedom, and for a sociable wee girl like Matilda,
a hankering for independent play with her friends.
And there is the crux of the matter; outwith school
and structured environments like Guides and
sports clubs, Matilda, I hate to say, is essentially
friendless.
The truth is, able and competent, articulate and
sociable as Matilda is, she is also a liability. Just last
week she disappeared from the house one Sunday
evening as we were making dinner. It was 45
minutes till we knew she’d gone, and when her

Autumn 2015 Volume 6

Issue 2

www.dsscotland.org.uk

EDUCATION

Full potential

wee sister mentioned she’d changed into a spy
outfit and gone spying, my heart sank. She was
eventually discovered in a neighbour’s back
garden, after, she told us, she’d done some great
spying in another neighbour’s house, upstairs and
downstairs!
I hope this illustrates why we have opted for ASN
high school education. As Matilda matures, she
becomes more, not less vulnerable. She is pushing
at boundaries and desperate to exert her
independence and make friends. As her parents,
it’s our job to ensure she gets chances to build
her independence in the safest way possible and,
personally, I think she deserves to experience the
joy of reciprocal friendship.
We don’t believe that our local mainstream high
school is equipped to cope adequately with
either Matilda’s unpredictable behaviour in terms
of personal safety, or her learning profile. I want
Matilda to continue to be celebrated for who she
is. As her 15 year old sister said on the way to a
family reunion lunch, “I wish I was more like
Matilda, she’s great at these things.” And the truth
is, she is great! She does the rounds, shakes hands,
chats to everyone. “Hello I’m Matilda I’m 11. Who
are you, how old are you? Is that your husband?
Why?” It may be unconventional, but I want her
to be educated in a place that accepts and moulds
her individuality, while teaching her how to safely
access the mainstream world as an independent
adult. I fear our catchment high school doesn’t
have the resources, the staff, the expertise, nor the
creativity to offer Matilda the learning and social
experiences she deserves.
Of course I want her challenged academically, but
also to experience success, and not “I am ollys
(always) last” as she wrote for her spelling
sentence last week. For all these reasons and
countless others too nuanced to give voice to, we
are now living in hope that the authorities agree
with us that our bright, talented, unique daughter
should be educated in an ASN secondary school.
We believe that this is the right place to help her
reach her academic and social potential, make
important teenage relationships and to prepare
her for independent living in a mainstream world.
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If you are a parent trying to make this decision
or have any questions about education and your
child our Family Support staff are here to offer
you information and support, call them on
0131 313 4225.

If you are a teacher or know of a teacher or
school who might benefit from some additional
training to better support a child with Down’s
syndrome, we have a series of courses running in
Autumn and Winter 2015:
28th September: Ds Awareness & Inclusion
5th October: Improving Communication Skills
16th October: Teaching Reading
9th November: Positive Behaviour Support
All course are based in Glasgow, run from 10am
to 1pm and cost £70pp. There are discounts
available when booking for groups and multiple
courses.
Please call 0131 313 4225, email
info@dsscotland.org.uk or visit
www.dsscotland.org.uk for more information.

www.dsscotland.org.uk
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REVIEW

“TEACHING CHILDREN WITH DOWN’S SYNDROME ABOUT THEIR BODIES,
BOUNDARIES AND SEXUALITY” - Terri Couwenhoven
“Parents may think it’s adorable when their 3 year
old with Down’s syndrome moons her
grandmother or an older child hugs the bus driver.
But when that child is a teenager ready for his first
kiss or hasn’t learned the norms of privacy, it’s a
different matter all together.”
These are the opening words from Terri
Couwenhoven’s book. Published in 2007, this guide
is an up to date, easy to read textbook filled with
real life examples and teaching ideas. It invites
both parents and professionals to think about the
broad topic of human sexuality and how this
applies to their child. Although it is often difficult
or awkward for adults to consider the development
of these areas in their children, it is important to
recognise that the information and rules
surrounding puberty and sexuality are
complicated. Often only a few short lessons are
dedicated to teaching this information at the
beginning of secondary education and the majority
of rules are expected to be picked up implicitly as
children develop and explore as teenagers.
However, when we consider that many children
with Down’s syndrome need extra support to learn,
we must realise that this applies not only to
academic learning, but also to the development of
social skills and emotional awareness.

Review by Vikki
Stillwell,
Family Support
Service Officer
for DS Scotland
As a mother herself,
she invites both
parents and
professionals to
consider their own
values regarding
each topic and
to ensure that
they are clear on
the messages
they wish to teach
to the child. There are teaching activities to be
completed with the child and key teaching messages
for the adult to consider. Couwenhoven states that
regardless of a person’s abilities, they should be as
well informed as possible and therefore we should
aim to cover all of these topics and present them in
accessible and engaging ways.

There is a vast array of appendices which include
diagrams, easy to read worksheets, a list of
publications for parents and another list of
teaching materials for professionals. This book is a
Couwenhoven recognises that children begin
fantastic guide for anyone supporting a person with
learning about love and affection from infancy and
Down’s syndrome. It is important for parents to think
that this continues throughout our lives. But rather
about these topics as soon as possible, and as
than organise the book by age or developmental
Couwenhoven herself states:
factors, she bases each chapter on issues which
may arise and the five main concepts we need to
“During my early years as an educator, I realised that
understand in order to be informed and sexually
sexuality education for people with developmental
healthy adults.
disabilities often originates from crises…., I became
determined to be proactive with my own daughter….
These concepts are:
One of my goals for writing this book is to give you
1. THE BODY
some tools that can help you become proactive about
2. PRIVACY AWARENESS
sexuality education.”
3. SOCIAL SKILLS
4. RELATIONSHIPS
This book is available in the DS Scotland library.
5. EXPLOITATION PREVENTION
If you would like to borrow this (or anything
else), please call 0131 313 4225.
14
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WELCOME TO THE AUTUMN EDITION OF FUNDRAISING FOCUS
							
I’m Julie Ionta, the new Community Fundraiser 		
							
for Down’s Syndrome Scotland. I am so pleased to 		
							
be part of such a wonderful, forward thinking charity
				
			
that has care and support for people living with
							
Down’s syndrome at its heart. I have already had
							
the pleasure of meeting some of our fabulous
							
fundraisers and in my first few weeks I was delighted
							
to be at a terrific fundraising event, Archie’s Having a
							
Ball, which was organised by June Graham. You can
							read more about the ball below.
							
There is a lot to look forward to in the next few 		
							
months! We will follow in our trailblazers success 		
							
as we hold a second Firewalk in Glasgow. Our
							
beautiful Christmas cards are now on sale, to 		
							
order these please complete the order form
							
within this magazine. In the short time I have been
with Down’s Syndrome Scotland I have been struck by the way in which so many people have shown
their support. People have organised music events, a duck race, cycled, ran and in so many other ways
stepped out and have raised the vital funds needed. Thank you for that support, without it we couldn’t
continue to support people with Down’s syndrome, their family and friends.

ARCHIE’S HAVINGby A
BALL!
June Graham
Where to start! Stuart and I were at the Down’s Right Fabulous Ball
last year in 2014 and had a wonderful time. It was such a fantastic
night and we were both very inspired by it, especially Stuart. The
next morning Stuart said to me, I think we should try and do the
same thing locally, it would be fantastic. My reply was if you really
want to do something like that, next year would definitely be the
year to do it as Archie turns 10 and we always thought 10 is a big
birthday, double figures, that’s you, unless you are fortunate to
reach 100!!
Straight away all systems were go, I called the Angus Hotel to see if
the date we had thought of was available and it was so we booked
it. I put a save the date on Facebook to see what kind of feedback
we would get and it was remarkable.
We started to decide how we wanted the night to go. We had a
meeting with The Angus Hotel and Pippa from Down’s Syndrome
Scotland. We knew this was going to be a one off ball and we
wanted it to be the best it could be.
We had family discussions and went for a menu tasting night. That night Connor our youngest son
decided he wanted to say a speech and when we got home that night he went up to his room and wrote
it out. It was just lovely. We knew we wanted the boys to be as involved as much as possible. Archie
started practising his speech too. They were all very excited about it, getting all dressed up in their kilts
and of course getting to stay up late!!

We contacted lots of local
business to advertise on the tables
and we had a great response then we
sent out 100’s of emails to lots of different
businesses for raffle, auction prizes and items for our
goodie bags and I was overwhelmed by the response.
We designed the tickets and the girls at Stuart’s office kindly
printed them up for us and also helped out with the printing
of the table plans, table advertisements etc.
Fortunately, my cousin owns the local florist and she kindly arranged and sponsored
all the table settings and one of her suppliers sponsored the single flower Archie
gave to all the ladies as they arrived at the ball. The room looked absolutely amazing
on the night.
I think knowing that we were only ever planning to do this once made it easier asking people,
as companies get so many requests on a daily basis.
The tables were sold out from very early on and we didn’t even need to advertise. Which was absolutely
fantastic. We had a lovely mixture of friends, family and business associates.
Everything was falling into place, and to be really honest there were no major issues with the planning of
our event. We knew exactly what we wanted. A fantastic, fun night, and that’s exactly what it turned out
to be. Everyone that was there had an absolutely wonderful time and we are still amazed at how much
money we managed to raise. It is just overwhelming and I can’t believe that it’s all over. Slightly deflated
now as the night went past so quickly but just so delighted that it went so well, as you worry and hope
everyone has a good night, which they certainly did.

Have you been inspired by June and Stuart’s story?
If you would like to hold a fundraising event for
Down’s Syndrome Scotland we would love to hear
from you. Please contact julie@dsscotland.org.uk or
call 0131 313 4225.

RUNNING TEAM
Whether you are a seasoned runner or are pulling on your trainers
for the first time why not join our Running Team and help raise vital
funds for Down’s Syndrome Scotland.
There are lots of running events throughout Scotland each year so
choose the one that suits you best or set yourself a challenge like
Adam Murray did:
“Recently I participated in the Edinburgh Marathon to raise funds
for Down’s Syndrome Scotland. My little sister Rachel is the biggest
inspiration in my life and DSS have been a great support for her
through her speech therapy and development in school. My picture
shows me on the home straight which is one of the greatest feelings
I’ve experienced. I hope others will take the jump and support DSS
and enjoy the same satisfaction I did.”
Thank you to Adam and all of the other runners who took part in the
Edinburgh Marathon festival raising over £6K.

EDINBURGH NIGHT RIDE
The Edinburgh Night ride was on the 20th of June. A massive thank
you to everyone that participated. Nicola Elliott commented “We
had a fantastic night, it was lots of fun and we met lots of lovely
people but most importantly we raised over £1,500 for Ds
Scotland.”
If you would like to take part in a running or cycling event for
Down’s Syndrome Scotland please get in touch and we’ll send you a
fundraising pack.

VOLUNTEER SPEAKERS NEEDED
We are looking for people with or without Down’s syndrome to join
our Volunteer Speaker Programme.
Volunteer Speakers are an important part of the work of Down’s
Syndrome Scotland, helping to raise awareness in local communities
and to show how a person with Down’s syndrome can reach their full
potential. We would love to hear from you if you think that you could
help. We will give you all of the training that you need.
Please also get in touch if you think that you would be able to help arrange talks with groups in your local
area.
For more information please contact Julie Ionta, Community Fundraiser, on julie@dsscotland.org.uk or call
the Down’s Syndrome Scotland National Office on 0131 313 4225.
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How patient data can be collected
safely and help others
GPs in Scotland have been using electronic records
to provide care for patients for many years. These
records are an extremely valuable source of
information about the health of Scottish people and
have the potential to provide details about the health
needs of the population and how best to address
those needs. However, this information is sensitive
and confidential, and must be looked after with the
highest levels of security. Historically, access to the
data for use in research or planning has been limited,
and so a potentially valuable information asset is not
being fully utilised. SPIRE is a new service which will
collect patient data safely and securely from GP
clinical systems and ensure that the information is
anonymised and only used by appropriate and
approved organisations.
In my role as Chair of the SPIRE Project I’m delighted
that we have been able to collaborate with the
Scottish Learning Disability Network to look at how
we might use this data to better understand
inequalities with respect to health, access to services
and outcomes of treatment and care for people with
learning disabilities (LD). For the first time, the
collection of these data from GP clinical systems will
help us understand the prevalence of conditions,
complications and the needs of the LD community.
The sort of information that will be available will be
prescribing, symptoms and diagnosis codes,
measurements, and the number of consultations for
an individual patient. Another benefit of the SPIRE
service is the potential to link the data with those
collected from hospital records, a move which could
help NHS Scotland and the Scottish Government to
map the landscape.
As a GP, I am also pleased that SPIRE will be
developed to support clinicians in their own
practices and provide information on their patients,
their medications and their illnesses. This may help
them to provide better quality health and care
experiences for patients with LD and highlight areas
for further research.
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by Dr Libby Morris, GP, SPIRE Chair
and Scottish Government eHealth
Clinical Lead

Rachel le Noan, our Policy Officer commented;
“The SPIRE project will better inform
government and service providers, which will
translate into a better quality of life for people
with Down’s syndrome across Scotland. We, at
Down’s Syndrome Scotland, look forward to the
launch of this new service.”

www.dsscotland.org.uk
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Immunisation for people
with Down’s syndrome

An article from the Down’s Syndrome Association Journal Spring/Summer
‘Protecting people with Down’s Syndrome Against Infection’
by Dr Liz Marder

As well as being more prone to medical
problems, there is some evidence that the
immune system, works less effectively in people
with Ds,particularly in young children.
Differences in the structure of the ears and mid
face make ear, nose and throat infections more
problematic and gastroesophageal reflux, and
heart disease may contribute to respiratory
disease. Good general health care, nutrition, and
prompt recognition and treatment of infections all
help to reduce the impact of infections, but
immunisation against these things in the first place
is the best way to avoid them.
Immunisation is done by giving a vaccine that
includes a tiny dose of the microbe that causes the
infection, which has been weakened or killed, or
by using the toxin produced by a bacteria that has
been modified to make it safe. This helps the body
build up resistance to the infection.

“Some people with
Down’s syndrome may
be more susceptible to
some infections.”

“When they get them, they may
have more problems
fighting them. Infections
therefore may be more frequent,
prolonged, and are more
likely to need medical attention.”

number of different infections. Immunisations are
very effective for most people, most vaccines being
at least 90% effective. They do not necessarily give
100% protection to everyone, though often those
who still get the disease will get it in a milder form,
or will be protected against some of the more
serious effects.

Some immunisations need to be given more than
once to properly build up the immune response,
and some are only effective after a certain age (e.g.
babies have an immature immune system and do
The body responds by producing antibodies against not produce an adequate response to certain
that infection, but the person does not get the
immunisations).
symptoms of the disease. If and when they do
come into contact with the infection, the body can The protection may not last for ever and booster
produce an immune response quickly, preventing
doses may be recommended. A small percentage
the infection developing. The vaccine used for
of people do not respond to immunisations, and
immunisation is usually given by an injection, but
there is some evidence that this may happen more
some are available by mouth or a nasal spray.
commonly in people with Down’s syndrome but
The vaccines are often combined, so a single
injection may be used to immunise against a
16

blood tests can be done to see if there has been an
adequate response.

Autumn 2015 Volume 6

Issue 2

www.dsscotland.org.uk

HEALTH

Full potential

Additional Immunisations
recommended for people with
Down’s syndrome

Occasionally there are minor side effects such as
inflammation and discomfort at the site of an
injection, or a mild fever. Serious side effects are
very unusual, and should always be reported to a
health professional. However, the risk of these side
effects is very small when compared to the
potential risks of getting the disease.
Immunisations can safely be given to people with
long term medical conditions. The risk of infections
may be even greater for these people so it is even
more important. Occasionally, an ongoing medical
problem may alter the type or timing of
immunisations, and this should be discussed with
a health professional. Immunisation can still take
place in people with short term minor illnesses
such as coughs and cold, though during more
serious illness, particularly with a high fever, it
should be delayed until the person has recovered.
People with Down’s syndrome should be offered all
the routine immunisations suggested by their local
immunisation schedule. The schedules differ a little
from country to country, but are broadly similar.
Autumn 2015 Volume 6

Issue 2

			
In addition to these 		
			
routine immunisations,
			
additional immunisations 		
		
may be recommended for particular
groups of people who are at high risk.
The risk may be because of their occupation, where
they live or travel to or because of long term
medical conditions. Health professionals will be
able to advise on these high risk groups, and those
with Down’s syndrome should be offered these
immunisations as would anyone else within these
groups. There are however some additional
immunisations that may be particularly
recommended for those with Down’s syndrome
because of their different response to infection and
medical conditions associated with the syndrome.
These are as follows:
• Influenza (flu) vaccine
• Pneumococcal polysaccharide PPV vaccine
• Respiratory Syncytial Virus (RSV)
• Hepatitis B
• BCG vaccine for tuberculosis (TB)
Please note, these are only recommended in certain
very specific circumstances. Please speak to your
health professional if you believe any of these to be
necessary.

Further Information
Information about immunisation can be found at:
http://www.nhs.uk/Conditions/vaccinations/Pages/vaccination-schedule-age-checklist.aspx
Or information for health professionals at:
https://www.gov.uk.government/collections/
immunisation-against-infectious-disease-thegreen-book
For further discussion on any of the information
above and how it relates to individuals please
discuss with your GP, Practice Nurse or Health
Visitor.

www.dsscotland.org.uk
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Inclusive Skating brings out the
by Siobhan Cassidy,
best in Megan! Megan’s Mum
My midwife’s first words to me on discovering that
Megan had Down’s syndrome were “You have to
grieve for the child you thought you were going to
have”.
We disagreed with that then and we disagree with it
now. Megan was a beautiful baby and has grown up
into a beautiful young girl with many talents. She
enjoys life, she is full of energy and enthusiasm and
she is adored by her brother Liam and extended
family.
Megan has faced many challenges since her birth but
she always tries her best. This was particularly
evident at the recent Inclusive Ice Skating
Competition held at Braehead Curling rink.
After three days of international ice skating
competitions, Megan received a Gold 1st place from
the Special Olympic Committee and a 2nd and 4th
place from Inclusive Skating. What a weekend!
We, as a family, all attend the amazing Iskate
Inclusive Skating Club at the Time Capsule
Coatbridge. The club was formed in November 2013
by parents and volunteers that came together for a
common purpose: to develop ice-skating for skaters
with a disability or an impairment.

We meet every Sunday evening. Not only do we
all have a great time but there is so much support
and care for the children, young adults, carers and
parents that are part of this club.
All of the children that took part in the competition
did very well and we are all so very proud of each
and every one of them.
I thought it was important to share Megan’s
achievements. Maybe someone will see this and
be encouraged to realise that, just like all children
growing up, children with Down’s syndrome face
this journey with enthusiasm and joie de vivre!
To find out more information about the Inclusive
Skating Club visit www.thetimecapsule.info/ice/
north-lanarkshire-inclusive-skaking.

18
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Special Olympian Amy
returns from Los Angeles!

By Kirsty Clark, Amy’s Mum

It all started on 31st March
2014.

Over the next three days we watched Amy
perform each of her four individual and group
routines twice.

The letter, addressed to
Amy, stated that she had
been selected for the
Rhythmic Gymnastics squad,
representing Great Britain
at the World Special
Olympic Games to be held
in Los Angeles in 2015.

Each time she performed she was amazing and
got a huge cheer from her supporters.

We were speechless but
thrilled for her, particularly
when we heard that four
fellow gymnasts and a coach from her club were also
selected.
After 18 months training during which Amy had to
attend numerous Team GB weekends, the day finally
arrived and we waved Amy off to LA with her friend
and fellow gymnast, Alison, both with huge smiles on
their faces.

At the medal presentations we were bursting
with pride when she received a 6th, a 4th, a
bronze, 2 silvers and 1 gold medal. She was so
pleased with herself and I think every one of us
had tears in our eyes that day.
On Sunday 2nd August we attended the
closing ceremony in the Coliseum. This was
again an incredible spectacle but tinged with a
little sadness as we were coming to the end of
our amazing adventure.
Not only Amy but the whole family gained a
huge amount from this experience.
People with learning disabilities have an
incredible capacity to achieve amazing things if
they are just given the chance and organisations
like the Special Olympics are doing that.

Amy and her fellow Team GB gymnasts flew via
London to LA where they stayed and competed in the
beautiful campus of UCLA.
Unfortunately there is still a real lack of
awareness that these organisations and events
The Games were officially opened by Michelle Obama even exist and there is little government supat the ceremony which took place in the Los Angeles port for them. All of us who have been touched
Coliseum on Saturday 25th July 2015. It was such an by this amazing experience have become better
emotional sight to see all the 7,000 athletes from 177 people and I hope that we can pass this on by
different countries march into the stadium looking so raising awareness for this incredible event.
excited and proud of themselves.
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DS AWARENESS WEEK 2015 REVIEW

AWARENESS WEEK 2015 - ANOTHER GREAT SUCCESS!
Once again, we had a busy Awareness Week back in
March. In case you missed our updates at the time,
here are the highlights…

We set up a stall in Scottish Parliament for the full
week where we talked to MSPs about some key
issues affecting people with Down’s syndrome. This
year, we focused on the importance of developing
communication skills in young people with Ds and
raising awareness around early onset dementia in
adults with Ds. We took signatures from 66 MSPs
Ruth Davidson
who “learned a little more.”
MSP signs up to
learn a little
more
We also organised a photography exhibition in Eden
Court, Inverness entitled “A Different Perspective”.
We displayed more than 40 photographs by Oliver
Hellowell, (see page 8). Rhoda Grant MSP was very
impressed saying, “Down’s Syndrome Scotland is
working to show people the contribution that those
with Ds make and it’s fantastic to celebrate this
through Oliver’s artistic talent.”
Rhuaridh
meets Rhoda
Grant MSP at
Eden Court

We organised a Young Scot Award nomination for
Amy Clark, which was followed by a great
interview live on BBC Radio Scotland where Amy did
an amazing job talking about her passion – rhythmic Amy shines in front
gymnastics! Unfortunately Amy didn’t win the Young of the cameras
Scot Award but, with the nomination itself,
competing in the Special Olympics in Los Angeles
and a large collection of medals, she’s a huge
inspiration!

As ever, we had a lot of enthusiastic members
taking part in Do A Dish, Lots Of Socks and their own
events during the week. We couldn’t exist without
you all! Thank you!
20
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...WITH LEARNING DISABILITY AWARENESS
WEEK RIGHT THERE WITH IT!
by Rachel Le Noan,
Policy Officer at
DS Scotland

Genevieve and Justin
Chan enjoy an evening at
the Scottish Parliament
We also had stalls at several events throughout the
country. The ‘People First’ event organised by Perth
& Kinross Council was an opportunity to find out
about local services and we spoke to many people
about DS Scotland’s work. In Glasgow, the ‘Equal
and Healthy Lives’ round-table gave women with
In partnership with the Scottish Consortium for
learning disabilities a chance to discuss issues like
women’s health and healthy relationships. The imLearning Disability (SCLD), we held a conference in
portance of building trust with health professionals
Greenock on providing care and support to older
was raised and it was also interesting to hear how
people with learning disabilities. Practitioners from
various agencies came along and our talk focused on women felt that family members can at times be
Ds and dementia. One of the key messages was the over-protective. A report summarising the
discussions will be published by SCLD and sent to
importance of training and planning for services.
the Scottish Government.
From manning a stall to dancing at the Scottish
Parliament, LD Week 2015 gave DS Scotland’s team
another chance to raise awareness of Down’s
syndrome, meet new colleagues, and influence
policy.

Indepen-dance show us a few moves
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Finally we invited Genevieve and her son Justin to
come along with us to the Scottish Parliament for a
reception celebrating the achievements of people
with learning disabilities in the creative arts. Mark
MacDonald MSP and Jamie Hepburn MSP, Minister
for Sport, Health Improvement and Mental Health,
spoke about Keys to Life and Project Ability, a
Glasgow-based visual arts organisation, exhibited
some of their work. There were also brilliant
performances from Hazelwood School and
Indepen-dance and I would encourage you to check
them out!

www.dsscotland.org.uk
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WORLD CONGRESS SPECIAL

Chennaries...

17 August- The Big Lift Off
Stuart- We all head very early from around the country to catch
flights to meet up in Heathrow, for our long flight to Chennai.
Here we are at the airport. We were very lucky to be traveling in
style and comfort in business class. The pods are great, seats that Pandora, Sarah, Stuart
, Sam, Tam, Jo
lie flat and more movies and games than you can fit into 10 hours, and Alex
I want one for my room!

“A brillant week, that I will

On arrival at Chennai the first thing to hit you as you leave the 							
never forget. I smile happily
airport is the heat, it’s hot even though its 3am! The hotel was
every time I think of it”- Jo
huge with more marble than you can imagine. Jo and I got our
rooms upgraded so we were in the Tower rooms, YESSS. After a short sleep we went to register.
Stuart and Sam registering
					 18 August - The Panchayat
					 Alex- This means assembly, this was a day set aside for people with
					
Down syndrome. The event began with a welcome from the
					
President of Down Syndrome International (DSI) and was followed
					
by some really inspirational speeches from ambassadors across the
					 globe.
					
					
The afternoon was filled with group work where delegates discussed
what they wanted from congress, and to achieve in life, it was really inspiring to hear that so many
delegates from so many countries aspired to the same things such as education, employment and
independent living as well as having opportunities to become models, dancers and political ambassadors,
this was also a great opportunity for delegates to bond with their peers from across the globe.
Sarah- Today is also the Medical Symposium so Pandora and I head off for a full day of sessions aimed at
medical staff. My particular highlight was listening to a researcher from Ireland talking about the
incidence and link between DS and arthritis in childhood.
19 August- Congress Officially Opens
Sam- The first of our jobs as lead commissioners took place today.
During the opening ceremony flags from around the world (41 in total)
are carried into the main room in front of all the delegates. I carried
the Scotland flag wearing a Scottish rugby top (much too hot for the
Indian heat). Stuart carried the Union Jack wearing his kilt and a British
Lions top. It was really exciting I ended up right in the middle of the
stage. Everyone said it looked really impressive.
Jo- Wendy Uttley gave a presentation on the group she runs in Bradford
which focusses’ on teaching and developing number skills in children
Stuart and Sam, carrying the
with DS. Quite a similar format to our ABC groups and definitely worth
flags at the opening ceremony
finding more about; a visit to Bradford is on the cards, it would be great to replicate this for our parents.
20 August- A day of Workshops
Pandora- The two highlights of Congress happened today for me. First, listening to Brian Skotko, a doctor
from Massachusetts. Brian’s a sibling and spoke warmly and hilariously about his sister and their
22
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exploits whilst growing up. He brought his relationship with his sister back in the
US alive in that hot, dark room in a hotel in India. Whilst he gave terrific
presentations several times during the congress, on a range of medical subjects, it
was this talk that set the audience alight and made me certain we must get him to
speak at Glasgow 2018.
Sam- Today were my favourite sessions of the congress, Emotion21 dance
sessions, cultural dancing, Garland making and dressing up in traditional Indian
clothing. My absolutely favourite bit was the Bollywood dancing and Jo is going
to help me try and find a class in Glasgow.

Stuart and Sam at the
Indian dress workshop

Tam- Today has been a real eye-opener, from listening to Sheri Brynard to listening
to a mum from Wales talking about supporting her son to develop a sexual
relationship and many others it has made me think again about all the things I need to consider for Sam’s
future and my own mortality.
21st August- Our Big Day Arrives
Sam- Today we speaking at the Handover Ceremony, I have a special surprise wait till everyone sees my
outfit…(might prove a challenge though for Jo and Sarah who are helping me).

Sarah- I go with Sam and Stuart to their workshops, there is an interesting video about getting and keeping
your job Stuart took notes, as he is keen to find a job. Alex (a man with DS) spoke about his life and his flat.
He lives with two flatmates (not his support staff) but just young people looking to flat share. It is a model
not yet really seen in the UK but one that Stuart, Sam and I thought it looked interesting.
Stuart- We split up for lunch, Tam, Sam’s dad is helping me get ready we are both wearing kilts. We meet
up outside our rooms, I think we all look great and Sam is wearing a sari so that was her surprise.
Sam- I feel really nervous as we head downstairs to meet Pandora and Alex, Stuart says he isn’t nervous,
just excited. As soon as we approach we treated like film stars with everyone wanting our photos. Time to
get our mikes on and here we go…
Pandora- This is the big moment, when all those rehearsals and planning come together. All my worries
about will the film play, is the music starting at the correct time – all gone. Flower of Scotland fills the
room; the film of Andrew interviewing the First Minister starts amid gasps from the audience; Sam and
Stuart do their piece brilliantly – adding their own nuances; the film of Glasgow plays and then the room
erupts with applause. The proudest 10 minutes of my career is over - WELL DONE ANDREW, STUART and
SAM now my focus shifts to July 2018 and our opening ceremony.

“It was the best day of my life”- Stuart

“That was amazing” - Sam

“Sam makes me proud every day of her life and today is no different, but it was great to
see her and Stuart up on stage speaking”- Tam
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GET INVOLVED
RACE 21 - Join together in teams of three for
these unique events in Spring 2016 and help
raise vital funds. For more information about
where and when your nearest event is or to
register please contact Julie on 07803624537 or
e-mail julie@dsscotland.org.uk.
If you are taking part in the Loch Ness
Marathon, 10K or 5K fun runs on 27th
September 2015 or the Great Scottish Run (half
marathon or 10K) on the 3rd & 4th of October
2015, why not think about running for Down’s
Syndrome Scotland?

BATTLE OF THE BANDS This year Battle of the Bands
will be raising money for
Down’s syndrome Scotland as
well as The Teapot Trust through their raffle. The event is on Friday 2nd October from 6pm to 10pm at
the Liquid Rooms in Edinburgh. Tickets cost £8 and are available to buy from Ripping Records and Tickets
Scotland. Keep an eye out for more information on Facebook and Twitter on how to buy raffle tickets.
COLLECTION TINS - Do you have a couple of hours a month to
help place and manage a collection tin in your local area?
Collection tins not only raise vital funds but help to raise
awareness of Down's Syndrome Scotland. If you can help please
call Julie on 07803624537 or e-mail julie@dsscotland.org.uk.
BUCKET COLLECTIONS - If you are able to help with bucket
collections please keep an eye on our website and Facebook
page as we await confirmation of dates.
We need people to fundraise for Down’s Syndrome Scotland and help to raise much needed funds.
Please think about how you can help:
•
•
•
•
•
•
•

Hold a coffee morning
Organise a quiz night
Hold a themed day at work
Do a sponsored silence
Organise a bag pack at your local supermarket
Take part in a run or bike ride
Put on a fashion show

There are so many different ways that you could fundraise
for Down’s Syndrome Scotland, big or small. You may have your own ideas or maybe one of our stories
in this issue has inspired you to fundraise. We would love to hear from you and hear all about your
fundraising plans. We will give you the information and support you need to turn your idea into a
reality. You can make a real difference by raising vital funds for Down’s Syndrome Scotland.
On average it costs £50 to provide an initial home visit to a new family.
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It’s back!!

The Firewalk is coming to Glasgow on Thursday
12th November! Do you think that you could
follow in the footsteps of our 2014 trailblazers?
In Edinburgh in 2014 we had 23 walkers and
raised over £10,000 for Down’s Syndrome
Scotland. This is a wonderful amount. Help us
raise more this year by bravely stepping out for
Down’s Syndrome Scotland.
Call on your family and friends to join you for an
evening that you will never forget and help to
raise much needed funds.
Helen Hayes our Speech and Language Therapist
took part last year and had a wonderful time.
Sharing her experiences of the evening, Helen
said;
“It was an amazing experience and it helped me
become a more positive person. I was so pumped
up that I offered to go first, which for those who
know me is not something I would normally do!
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It was an amazing experience and a great chance
to raise some money for our fantastic charity”.
If you took part in the last Firewalk why not share
some of your memories and pictures on our
Facebook Page.
This is an exciting event for Down’s Syndrome
Scotland and we hope that you can help make it
another successful year for The Firewalk by
joining the team. Please also let your friends,
family and colleagues know about the event. We
would also love to hear from you if you can
display a poster for the Firewalk in your local
area.
If this is the challenge that you’ve been
looking for then please register by calling 0131
313 4225 or e-mail julie@dsscotland.org.uk.
The minimum sponsorship will be £100 and the
registration fee is £25. Fancy dress is optional
but why not follow in the footsteps of Heather,
Rachel and Helen! We will also send you out a
Fundraising Pack.

www.dsscotland.org.uk
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GALLERY

We love sharing your favourite pictures in Full Potential. Here are some of the ones that really caught
our eye over the last few months.
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.

Gracelyn’s dad says she’s like
a little model - we can see his
point!

Annette, celebrating her
sister’s birthday here, was
born in 1962!

Mark (11) gets to know
his little nephew Owen (6
months). He’s a natural!
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Here’s Lauren with her
Godmother and best pal Liz.

Fiona’s on her way to her first
school dance with friend Verity.
We hope it was fun?!

Keith recently celebrated 20
years continued service at
McDonalds! Well done!
Autumn 2015 Volume 6

We remember Tiffanny in
Full Potential when she
was a baby! Look how
much she’s grown!

Grace is doing her best
impression of Elsa from Frozen: “Let
it gooo...let it gooo!!!”

Beth (14) loves her new job
at the local fish shop.
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About Down’s Syndrome Scotland
Down’s Syndrome Scotland works to help people with Down’s syndrome reach their
full potential by providing information and support to them, their families, carers and
professionals.
We work to improve the quality of life for everyone in Scotland with Down’s syndrome
and their families.

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

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

0131 313 4225
info@dsscotland.org.uk
www.dsscotland.org.uk

How to get involved

Full Potential Editor
Claire Bothwell

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.

Patrons
John Barrowman
Gary Coupland

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/support-us/fundraising where there is information,
forms and posters provided to help you plan, organise and publicise your event.

DSA England, Wales
& Northern Ireland

Langdon Down Centre
2A Langdon Park, Teddington
Middlesex, TW11 9PS
0845 230 0372

Down Syndrome Ireland

Donate

More information on donating is available online at www.dsscotland.org.uk/signup/
donation/17 and on this issue’s back cover.

Contact

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

Citylink Business Park
Old Naas Road, Dublin 12
T: 01 426 6500

Down’s Heart Group

PO Box 4260, Dunstable, Beds,
LU6 2ZT
info@dhg.org.uk

Connect

Search for us on popular social media sites - Facebook and Twitter. Keep notified on our
most up-to-date information and events and network with other members, parents and
supporters by becoming a fan of Down’s Syndrome Scotland on Facebook. If you would like
to keep updated on related information in the third sector, follow us @DSScotland.
Become a fan of Down’s Syndrome Scotland
Follow us @DSScotland
Subscribe to us www.youtube.com/user/DSScotSubscribe to our monthly e-bulletin www.dsscotland.org.uk/ebulletin
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Down’s Syndrome Scotland is a
company limited by guarantee
registered in Scotland No.
356717, Charity No. SC011012.
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Disclaimer

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

On our cover

Cover photograph
taken by Vladimir
Mishukov from his
exhibition entitled
Inseparable
shown in
Edinburgh in June
and July 2015.
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DONATE

Donation Form
Name:.................................................................................................
Address:..............................................................................................
.................................................................. Postcode:..........................
Phone number:...................................................................................
Message to charity:..............................................................................................
Please circle the amount you would like to donate:
£10

£15

£20

£25

£30

£35

£40

£45

£50

Other:......

To qualify for Gift Aid, you must pay an amount of
Income Tax and/or Capital Gains Tax at least equal
to the tax that we reclaim on your donations in the
tax year (currently 25p for every £1 you give)
(Please tick the box) Please treat this donation and all future
donations to Down’s Syndrome Scotland until I notify you
otherwise as Gift Aid

Please send form to:

Down’s Syndrome Scotland,
158/160 Balgreen Road,
Edinburgh, EH11 3AU
0131 313 4225
info@dsscotland.org.uk
Donations can also be made at

dsscotland.org.uk/donate
If you would like to become
a regular donor and set up a
standing order, please contact
the office above or email

kevin@dsscotland.org.uk

