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WELCOME

A word from
the editor...

Welcome to the Spring 2016 edition of Full
Potential.

I hope you enjoy all the articles in this magazine.
We have lots of interesting stories and news to
share with you. Look out for our first article in Easy
Read (p8), an article about Neck Instability from the
Down’s Syndrome Medical Interest Group (p12-13)
plus helpful tips on working with your child’s school
(p16-17).
Staff Changes
At the end of January, we bid farewell to Vikki Blake
from the Family Support Service Team. Shona will
cover her area whilst we recruit for a new member
of the Family Support Service Team. We will keep
you updated on this. We also said goodbye to Sarah
McGuire, one of our ABC co-workers.
We are delighted to welcome more ABC co-workers,
our new group in Orkney is being run by Alison
Hone. We also welcomed Lorna Sanderson, who
will work with Helen facilitating the Edinburgh ABC
groups. We are delighted to introduce Susan Davies
as our new project worker for Friends Connect,
who will oversee the Fife, Dundee and Aberdeen
groups.
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Strategic Framework
We are currently working on our new Strategic
Framework for 2016/17-2018/19, this document
details our aims and methods of achieving them
over the next three years. It will be available to
download from our website from April (www.
dsscotland.org.uk/about-us/Reports) and you can
read more about this on page 11.
Awareness Week
We are gearing up for Awareness Week which this
year runs from Monday 21st to Sunday 27th March.
We have lots of new ideas as well as some old
favourites for fundraising and awareness
campaigns that week. You can read more about
our plans and how you can get involved in
“Fundraising Focus” in the middle of this
magazine.
As ever, we are always available to help via
Facebook (www.facebook.com/dsscotland), by
email (info@dsscotland.org.uk) and by post at:
Down’s Syndrome Scotland, 158/160 Balgreen
Road, Edinburgh, EH11 3AU. Alternatively you can
call the national office on 0131 313 4225. Please
don’t hesitate to get in touch if there’s anything
we can help with.

Claire Bothwell
Editor of Full Potential

editor@dsscotland.org.uk
@dsscotland
#fullpotential

On page 8 Alan tells us about his new flat.
We would love to share more of your
stories in the magazine.
If you want to write a story for the next
magazine give me a call on
		
0131 313 8617 or
Hannah enjoys reading
Full Potential.
Spring 2016
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HEADLINES

UK

WORLD

Grace Moultrie to appear in DSI Video

Grace Moultrie, 9, is due to appear in Down’s
Syndrome International’s Awareness Day video.
The film is entiled ‘My Friends, My community’
and will feature people with Down’s syndrome
and their friends from all over the world
answering questions. The video is due to be
published by Down’s Syndrome International on
21st March to celebrate World Down’s
Syndrome Awareness Day, so be sure to look out
for Grace’s debut.

Chardie Easy-read App
A new app has been launched
which explains the process of
having a blood test. The app is
in easy-read format with
colourful clear graphics,
large text and supporting
narrative. It has been built
by Chardie, a company run by Chris Hardy who
states that his aim was to modernise easy read
guides. In his work with Learning Disability
nurses he indentified a “real need for quality
easy read information”. By selling this app, Chris
hopes he will be able to fund further easy-read
apps, making all kinds of information accessible
in app format. The app is now available on the
Apple App Store for 79p. For more information
about the app and its development visit www.
learningdisabilitynurse.com/tag/chardie/.
4
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First Clinical Trial for a Vaccine Targeting
Alzheimer’s in People with
Down’s syndrome

The first clinical trial for a vaccine targeting
Alzheimer’s disease in people with Down’s
syndrome has been announced and will take place
in the US. The study will test AC Immune’s vaccine
ACI-24 and is being conducted by the University of
California’s Down’s Syndrome Research and
Treatment Centre. Funding is provided by a
significant grant from the US National Institutes
of Health (NIH) and the LuMind Research Down’s
Syndrome Foundation. People with Ds have a high
chance of developing Alzheimer’s disease and
often at a younger age. This is because the extra
copy of Chromosome 21 carries the gene APP. The
trial seeks to investigate the safety and tolerance
of the vaccine. Participants will be treated for 12
months and receive 12 months follow up.
Prof. Andrea Pfeifer, CEO of AC Immune said: “We
are very pleased to bring this potentially
modifying treatment for Alzheimer’s disease into
the vulnerable, genetically predisposed Down’s
syndrome population. The combined knowledge
and resources of AC Immune, UC San Diego, NIH
and the LuMind Research Down’s Syndrome
Foundation should generate much needed insight
for treating the Alzheimer’s-like characteristics of
those with Down’s syndrome. Additionally, this
ground-breaking clinical trial could enhance our
understanding of early intervention and
prevention of Alzheimer’s in general.”
For further information on this trial please visit
www.drugtargetreview.com/8541/content-type/
industry-news/vaccine-targeting-alzheimers-inpeople-with-down-syndrome/
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Blue Badge Eligibity Criteria

by Rachel Le Noan, Policy Officer
Over the past 18 months, we have been contacted
by a few members whose applications to renew Blue
Badges had been denied. Families of both children
and adults with Down’s syndrome have been
affected as they cannot park close to a venue and
therefore struggle when dropping off their child or
doing every day tasks such as shopping. Under
current legislation some adults with Down’s
syndrome can possibly claim 12 points under
‘planning and following a journey’ through Personal
Independence Payment (PIP) which would entitle
them to a Blue Badge. However similar criterion
focusing on personal safety does not exist under
Disability Living Allowance (DLA). The result is that
adults with Ds who have not yet been transferred
to PIP and who could get 12 points and thus a Blue
Badge are missing out, as are children with Ds as
‘planning and following a journey’ is not considered
under DLA.
Although people with Down’s syndrome may be
able to walk more than 50 metres, many among
them can find it difficult to walk longer distances
and may also have other conditions such as
hypotonia or heart problems. Many people also
remain unable to follow a familiar journey
without another person throughout their lives and
can present a danger to themselves and others
because of little or no awareness of danger from
traffic. We have raised this issue with civil servants
and politicians and highlighted the challenges some
of you face when not being able to park close to
a venue, including hospitals. The issue of mobility
alone does not fully encompass the difficulties that
people with Ds and their families may encounter in
everyday life situations, including transport.
Over the past year we have also been in contact
with Duncan McNeil MSP regarding this issue. Mr.
McNeil submitted a motion (S4M-13357) to the
Scottish Parliament on the extension of the Blue
Badge eligibility criteria back in June 2015 which
was followed by a debate last September. The
wellbeing of children with Ds and Down’s Syndrome
Spring 2016
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Scotland itself were mentioned several times in the
Chamber. The Minister for Transport and Islands,
Derek Mackay MSP, then announced that a working
group had been established to review the eligibility
criteria for under 16s. We met civil servants
supporting the working group to ensure they
understood the challenges that you are facing and
to give our input on their suggestions.
The working group has now recommended to the
Minister the extension of blue badge eligibility
criteria on a pilot basis for 12 months (from April
2016 in all 32 local authorities) which will hopefully
lead to a permanent change. Down’s Syndrome
Scotland thus continues to work with civil servants
regarding the new guidance on the extended
eligibility criteria for children under 16 which will
be provided to all local authorities. Family Support
Service staff are being fully briefed on this, so should
you have a blue badge problem please contact
them. We would welcome your feedback once the
pilot scheme is in place, as we will want to provide
case studies to the Scottish Government evidencing
how the change has supported families and children
with Ds.
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Something Extra

by Sean Watt, nephew

My uncle, Felix Taylor, was born on the 29th March
1969. After an agonising wait whilst doctors
confirmed their suspicions, my grandma and
grandad were informed that their new baby son
had Down’s syndrome. Instead of the expected
euphoria, at first my grandparents felt
devastation and fear. They now had a child with
Down’s syndrome - a child who at the time was
expected to amount to very little, a child who may
not be accepted by society. Little did my
grandparents know however, that this little boy
would grow to touch the hearts and minds of so
many people, including his eldest nephew.
My grandparents are exceptionally loving, and I
now realise, extremely brave people. There was
never any other option for them other than
devoting themselves to bringing up their three
			
I do not think I will quite
children each with as
“He has an undeniable
love
for
not
			
ever understand how he
much love as the other.
just
family,
but
also
his
close
friends.
			
does it but I have learnt from
From buying the
			
however, his his kind warm ambiance,
complete collection of With all that being said
			
that at times in life when I
Celtic Football strips
true love lies at 18 Kerrydale
Street
			
feel scared and isolated, I
season after season,
Glasgow
with
Celtic
Football
Club.”
			
will always have my family
to the comical repeat
to
turn
to
for
support,
especially Felix. I have seen
purchase of ‘Dallas’ series box sets, my grandma
and grandad have been at my uncle’s beck and call the other side to him too - the side that he does so
well to conceal. He is human after all, he will get
from the day he was born. This sort of family
annoyed and angry, but you always know it will not
devotion is invaluable, and my uncle Felix,
without knowing it himself, has made me aware of last. He has an undeniable love for not just family,
the importance of family values. He has shown me but also his close friends. With all that being said
however, his true love lies at 18 Kerrydale Street,
that having a solid family background is
Glasgow with Celtic Football Club.
imperative, if you are to have a truly happy life. I
			
cannot remember one day that my uncle has not
Football and Celtic have had a hugely positive
smiled. I can picture him now, radiant as ever,
impact on my uncle’s life and I think that he has
bringing joy wherever he goes. My uncle
encapsulates this idea of family values through his had and continues to have a positive impact on
actions. He is infamous for his speeches. When the fellow supporters and even senior management of
this world famous club. On every match day he will
clang of a spoon on a glass resonates around the
take his seat in section 416 row F seat 26, and as
room, you know my uncle Felix has the
soon as people notice him, they will say ‘alright
microphone. His favourite line, ‘the drinks are on
Felix’ and nod. A small gesture, however it is one of
me’ can be heard at every social event he attends
such great purpose. People respond to him, feeling
and as well as drawing the odd laugh from people
a sense of warmth and comfort, without him
around him, he also has the power to embrace
them and make them feel welcome.
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actually having to say anything. He enjoys the
camaraderie in the terraces and is addicted to the
emotional highs and lows that are the burden of any
devout fan. The unbridled delight he shows,
untarnished by any cynicism, when Celtic win at
Parkhead is contagious and heartwarming for those
around him.
Moreover, what sets him aside from other fans is
how he deals with defeat. During the dismal descent
down the many staircases of Celtic Park following
the final whistle, my uncle Felix is like a glimmer of
light in darkness. He can be heard repeatedly saying
‘never mind pal, next week’ to the nearest sufferer.
‘Bring on the next game’ is his famous line. These
consolatory words never fail to bring a wry smile to
the faces of the sorrowed fans. His gentleness and
positivity bring out the same characteristics in those
around him. In the same way that I am, people are
drawn by his personality.
His sensitivity - illustrated by the fact that he does
not like loud noises (though basks in the resonance
of sixty thousand people roaring), his kind
heartedness - is seen in his urge to bring people
together. His sense of belonging is seen in his
tenderness towards all those around him. These
are all attributes that speak to the better nature in
those he meets. My uncle Felix brings out the best
in those around him.
Paradoxically, my uncle Felix requires constant
reassurance by my grandparents and his adult
manner belies the fact that he is very childlike
emotionally. His need to feel secure underpins
so many of his actions. He sends letters not just
to me, but to both Celtic and Scotland Football
managers on a weekly basis and not just for the
love of it. He writes because he feels the need to.
He needs the familiar. He needs routine. He fears
change and the unknown. This may be an attribute
tied in with his Down’s syndrome, however, I feel it
is also because he has built such great relationships
with those around him that he feels there is no
need for change. He is happy with things as they
are. I realise that he has taught me that you do not
have to be perfect to be happy in life. I find myself
being protective of him, reciprocating his
gentleness and compassion. His perfect
imperfections have made me admire him greatly.
Spring 2016
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So, to conclude, let us consider what I would have
missed out on had I never known my uncle. Okay,
he will never be a doctor, he will never be able
to drive - but my uncle Felix is a remarkable man.
He is kind, trustworthy, considerate, and sensitive
amongst many other characteristics. However, the
most important trait of his is that he is unique, and
I feel this is a lesson to every one of us, that we
should embrace our individual talents and be
ourselves. My uncle has defied the
stereotypical limitations that people associate
with Down’s syndrome and has proved to be a role
model for me. His true personality has overcome
any physical limitations he has and his constant
compassion and protective loyalty make him a real
inspiration to me.
People with Down’s syndrome are viewed by some
as being lesser individuals, but oh how they are
wrong! Down’s syndrome is actually caused by an
extra copy of chromosome 21 inside some or all of
the body’s cells. And that is the way I like to think of
my uncle Felix.
He has something extra!

www.dsscotland.org.uk

If you have a story about your family that
you would like to share with us,
please email
claire@dsscotland.org.uk
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My New Flat
I am Alan, I am 37 and I now live in a flat by myself.

In September I moved out of my parents’ house
but I still see my mum and dad every day.

In the mornings I go round to my parents’ house and
make my mum a cup of tea.

Then I get the bus to Fisherrow Community
Centre, in Musselburgh. I spend the day with my
friends there.

I have a Support Worker who helps me in the
evening and my dad often comes round as well.

I have my own TV and enjoy watching ‘Friends’ and
WWE.

I really like having my own flat and my parents are
happy too.
8
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Alan’s Journey
by Morag Dalrymple, Family Support Officer.
When Alan and Norma Donaldson walked into
Down’s Syndrome Scotland’s office just over 2 years
ago they hadn’t been in touch for a long time but,
were offered a warm welcome. They were at the
end of their tether after coming up against lots of
brick walls in their hopes of helping their son Alan
live independently.
Alan Jr had learned lots of independence skills such
as making simple snacks, self-travelling to his Day
Centre and walking the family’s dogs. He has always
been a large part of his local community and they
felt he would be able to take the next step, to have
his own house within this community.
His parents had followed the correct steps
however even with the support of their local
It has taken some time for everyone to adjust to
councillor, Alan Jr was still on the waiting list with
their new way of life, with Norma especially finding
his local council 16 years later, with no positive
it difficult initially but his parents say “Now that
outcome. Their local Family Support Service Officer Alan is in and settled, it has really put our minds
was able to link in with Alan Jr’s social
at rest”.
worker and chase up numerous
“Alan Jr had leaned lots of
phone calls with the housing
recieves support in the 		
independence			
skills and his Alan
department, she also ensured
			
evening from a good team
family felt he would
be able of support workers, who 		
he was receiving his full
			
entitlement of benefits.
			
to take the next
step, to have continue to encourage
			
his independence as well as, 		
within
this
Along the way as time continued his own house
			
supporting him to take
community.”
to pass, their Family Support
			
part in social activities and
Service Officer was able to support
the usual household chores that everyone has to
Alan Sr. and Norma with other things such as
do. He has settled into a routine and still pops along
Guardianship, providing a list of local lawyers who the road to make his mum her morning cuppa
could advise on this and why this was important in before he heads off to get the bus!
their future planning for Alan Jr. “Everything just
seemed to fall into place. At last things were getting If you are thinking about moving towards
done,” says Norma. She was also able to apply to
independent living our Family Support Service can
Creative Breaks which offered funds to allow Alan
help you access housing referrals and support
Jr to purchase an annual cinema ticket, ensuring he packages. We can also put you in touch with
could continue to enjoy his trips to the cinema and adults already living independently who are
they could have some time to themselves.
happy for you to visit them in their homes.
In August of 2015, Alan finally got the keys to his
own place and was able to make that final step to
living in a home of his own.
Spring 2016
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Contact your local Family Support Officer or call
0131 313 4225.
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Policy in 2016

by Rachel Le Noan

With the parliamentary elections in May 2016, it promises to be another busy year for policy work. As
well as being a key delivery partner for the Scottish Government on the implementation of the Keys to
Life strategy, we will continue to raise important issues with policy makers to highlight the needs of
children and adults with Ds throughout the country. We continue to enage with two significant pieces of
legislation, the Children & Young People (Scotland) Act 2014 and the integration of health and social care.
In additon, here are some of the other policy issues we are working on:
Allied Health Professionals (AHPs): our aim is for the Scottish Government to
develop a ‘Down’s Syndrome Specific Care Pathway’ which integration boards
and all AHPs across Scotland will adopt. We believe that such a pathway will
lead to more consistency in terms of access to services and will also provide
better information to both professionals and parents on the wellbeing of
children with Ds. This project has been challenging, but we hope we are getting
closer to an agreed model and are now working with NHS Education Scotland
and the AHP Children & Young People National Lead and will update you on
progress.
Employment: we know that many of our members are faced with a lack of
job opportunities. Since 2014 we have been in contact with the Government
regarding Modern Apprenticeships (MAs) and the barriers to the scheme which
prevent many people with learning disabilities from applying. Following a
meeting with Annabelle Ewing MSP - Minister for Youth & Women’s
Employment - we have now had further discussions with civil servants. This is
helping us to build closer relationships with Skills Development Scotland (SDS)
who recently published their ‘Equalities Action Plan for MAs in Scotland’ – an
action plan that we will monitor to ensure that it reflects the concerns and
aspirations of young adults with Ds. We have further meetings scheduled with
SDS and the civil servants with responsibility for this area and hope to see
progress during 2016.
Dementia: Commitment 16 of the current dementia strategy aims to establish
a care pathway that would take account of the needs of different groups of
people, including people with Ds at key stages of dementia (diagnosis,
post-diagnosis support, and care coordination). We are keen for this work to
be completed as soon as possible and we have been working closely with civil
We are always keen to
servants to ensure that the needs of adults with Ds and dementia are also
hear about your
being addressed in future policies. We took part in the advisory group that will
experiences
so if you
help shape the new dementia strategy (to be published later this year). We
would like to join the
want to see the needs of people with learning disabilities, and specifically Ds,
DSS
Policy Panel, please
recognised in a significant section of the new strategy and will continue to push
contact Rachel on
for this in the coming months.
0131 313 7452 or at
rachel@dsscotland.org.
UN Convention on the Rights of Persons with Disabilities: we recently
uk.
submitted a response to the Government’s draft delivery plan 2016-2020 on
the UNCRPD. The plan is addressing a wide range of issues from transport and
health to employment and criminal justice.
10
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Our Consultation Event and New Strategic
Framework
At the event we received lots of feedback. This has
been really valuable to us in developing our next 3
year Strategic Framework. Since the event we have
identified some key areas which we felt we wanted
to act on prior to the new Strategic Framework
which will be starting in April 2016.

Communication
In November we held a Consultation event for
branch members at the Westerwood Hotel in
Cumbernauld. Over thirty branch members and six
adults with Down’s syndrome, as well as staff and
board members attended.
The aim of the event was to pull together members
feedback about our organisation and the work we
do, in order to inform our new strategic framework
for 2016-2019. The day began with a progress report
from Pandora which reflected on how far the
organisation has come since the last strategic
framework in 2012, highlighting growth such as; two
Family Support Officers then to five now; our ABC
project has grown from supporting 20 children in
Edinburgh to supporting 90 children in Edinburgh,
Glasgow, Perth, Aberdeen and Orkney.

You said ….. communication needs to be improved.
We have….. set up branch Facebook pages which
are linked to our main page and we are piloting
a new e-bulletin format which seeks to make the
information more accessible. We are also looking at
further means of improving communication in the
longer term.

Branches

You said …. you would like a closer relationship
between the Branches and National Office.

We have…… been sending out a monthly branch and
national office e-news to share information about
what the organisation has been doing. The Senior
Management team and Board were also delighted
to have had the chance to meet with some of the
branches/members personally and are looking
We were split into groups and everyone took part in
forward to working together.
an International Café Style Consulation spending 20
minutes discussing various topics, including our
Policy
services, communications, fundraising, branches
You said …. you would like to know more about our
and the challenges faced by people with Down’s
policy work, regarding health and employment.
syndrome and their families. The adults with
Down’s syndrome worked on similar tasks and
We continue….. to meet and work with relevant
thought about their hopes for the future.
organisations and government bodies. We will
update you through the new e-bulletin which will
In the afternoon we discussed the World Down’s
have a greater focus on policy and we will also have
Syndrome Congress 2018, as this will be a big part
one policy piece in each Full Potential.
of our work in this three year plan. We watched a
film of Sam and Stuart (two people with Ds) at the
handover ceremony in Chennai (this is will be
available to view on the website). This was a great
opportunity to find out more about the plans and
for members to give us suggestions on what they
would like to see at the Congress.
Spring 2016
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The new Strategic Framework will be available to
download from the website at the end of March
at www.dsscotland.org.uk/about-us/reports.
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Neck Instability
Parents and those supporting people with Down’s
syndrome(Ds) to take part in sporting activities
sometimes worry because they have heard that
people with Down’s syndrome can have problems
with neck instability. Although it can potentially be
a serious problem, this is rare and most people will
have mild symptoms before dislocation occurs. This
article is to help parents and professionals to make
informed judgments about risk and most
importantly to recognize new, early warning signs
that need further medical assessment. There must
be a balance between encouraging people with
Down syndrome to take part in and enjoy exercise
whilst identifying those few individuals who may be
at increased risk.

by Pat Charleton, Chair DSMIG (UK) 2012-2015,
Associate Specialist Paediatrican and Clinical lead
for Down’s syndrome, Dept Community Child
Health, Royal Aberdeen Children’s Hospital.

times can score differently, very few of the people
with X-ray evidence of neck instability ever develop
any symptoms of spinal cord damage and a normal
X-ray does not mean problems due to spinal cord
damage could not develop.

What problems can be caused by neck instability?
Damage to the spinal cord in the neck can happen to
anyone with or without Ds, and can cause a range of
problems from mild pain or a stiff neck to paralysis in
extreme cases. This can either happen suddenly as a
result of a sudden shift within the joint (for
What is Neck Instability?
In people with Ds the ligaments which stabilise the example whiplash causing dislocation), or more
joints tend to be more lax and this, combined with gradually because of day-to-day pressure on the
low muscle tone, results in an unusually wide range spinal cord as the neck moves. Gradual onset of
symptoms due to long term instability or
of movement. As well as affecting ordinary limb
degenerative arthritic changes is more common in
joints, for instance hips and ankles, laxity can also
adults with Ds.
affect the complex set of joints between the head
and upper neck vertebrae. One of the functions of
What to look out for
the vertebrae is to protect the spinal cord, a thick
bundle of nerves, which runs inside the spine from Fortunately, most people will have mild warning
symptoms of problems in the upper spine before
the base of the brain to the pelvis. The main
concern about neck instability is that this increases dislocation and long term damage occurs. It is
therefore important that ALL carers and
the risk of spinal cord damage, especially if
professionals working with people with Ds are
vertebrae get misaligned.
educated about warning signs of neck instability so
that preventative action can be taken.
This is sometimes referred to as Atlantoaxial
Instability or AAI to reflect the excessive movement
If someone you care for is showing any of these signs,
which allows the top neck vertebra /first cervical
vertebra (or atlas), to slip forward over the second they may have a problem with neck instability and
should be seen urgently by a doctor:
cervical vertebra (called the axis). Instability and
• Pain anywhere along the neck.
movement can also occur between the skull and
first cervical vertebra so the terms Neck Instability, • A stiff neck which doesn’t get better quickly.
• Unusual head posture.
Craniovertebral Instability (CVI) or Cervical Spine
• Alteration in the way a person walks so they
Instability (CSI) are now more commonly used.
may appear unsteady.
Can routine neck X-rays help to predict risk in those • Deterioration in a person’s ability to manipulate
things with his/her hands.
with no symptoms?
• Incontinence developing in a person who has
Neck X-ray before taking part in vigorous activity
previously had no problems.
has in the past been recommended. This advice was
changed in the UK in 1995, when research
If the onset of symptoms is sudden, an emergency
concluded that neck X-rays did not reliably predict
risk to the spinal cord. Neck X-rays from the same 		 appointment is needed. If there is no obvious
alternative explanation for these symptoms they may
person with Down’s syndrome at different
12
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be related to neck instability causing nerve damage,
and an X-ray and specialist referral to either an
expert orthopaedic surgeon or a spinal
neuro-surgeon may need to be arranged.
Professionals see www.dsmig.org.uk/informationresources/by-topic/cervical-spine-disorders-craniovertebral-instability.
What treatment is available?
If problems are confirmed, an operation can be done
to stabilise the upper part of the spinal column and
decompress any trapped nerves. The operation is
delicate and is not without risk, particularly in
younger children. Surgery should be performed at
a specialist centre by an experienced specialist in
this field. In experienced hands, increasingly good
outcomes are being reported, with contemporary
techniques fusion is achieved in over 90% of cases.
Some children with neck instability require a period
of traction to realign the joints and reduce pressure
on the spinal cord before proceeding to surgical
fusion. Keeping the bones immobilized after
surgery whilst they heal can be difficult in children
and so surgeons may use a “halo-body jacket” to
provide external support for the neck for a few
weeks after surgery.
Should people with Down syndrome be restricted
from taking part in some sports?
The vast majority of people with Ds do not have
symptoms of neck instability. The very few neck
injuries which have been recorded in people with Ds
whilst taking part in sporting activities were usually
caused by tripping up or falling over, rather than by
the sporting activity itself. In fact, the injuries
recorded would have been just as likely to occur in
any other person as a result of a similar fall or
accident. Increased exercise and fitness may
increase muscle strength in the neck and be
protective. On the other hand people with Ds may
be more at risk in some activities because they tend
to be less well coordinated. These factors may well
balance each other out. Therefore there should be
no justification for special anxiety when people with
Ds are taking part in everyday routine sporting
activities. There is no evidence that jumping on a
mini-trampoline, early stages of horse riding or
simple nursery forward rolls are any more risky for a
child with Ds than any of their peers.
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However higher level sports such as trampolining,
diving and boxing do carry an element of risk for
anyone, not just for people with Ds, and for those
with Ds simple pre-sport screening is advisable.
The British Gymnastics Association has developed
a simple screening protocol for those with Ds who
want to take part in trampolining and other higher
level gymnastics (our Family Support Service can
provide further information on this). Very few have
failed this screen and been excluded from sports
at this level and it is encouraging to know that of
the 400 or so people with Ds who have passed this
screen, no neck injuries have been sustained whilst
taking part in gymnastics even at a very high level of
performance.
What advice can be given about other activities
which have increased risk of neck injury?
It is possible people with Ds may have an increased
risk of whip-lash injury following road traffic
accidents. We are not sure about this, but it seems
sensible to recommend that properly positioned
head-rests are always in place. Similarly, after a
road traffic accident it is important to alert anyone
involved at the scene, that a person with Ds may
be more likely to have sustained a neck injury than
another person.
Another point is that doctors will need to take
special care about positioning the neck during
surgery requiring a general anaesthetic. There is
virtually no risk of injury if the anaesthetist and
recovery room staff are alerted beforehand and
take the necessary care.
This is an abridged version (Jan. 2016) of an article
which appeared in the Down’s Syndrome
Association’s journal which can be found in full at
www.downs-syndrome.org.uk.
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TRI Rugby
Rugby - not a sport my son Josh ever dreamt he
would be able to play. An avid supporter of the
Scotland team, in mainstream school, Josh didn’t
have an opportunity to learn to play and wouldn’t
have been able to keep up with his peers. Then
last year, he attended some taster sessions run
by Trust Rugby International (TRI), a charity
whose aim is to integrate players with learning
disabilities with non-disabled players (referred
to as ‘enablers’ who are trained as facilitators) to
create a mixed ability team who play full contact
rugby.
Last September TRI expanded their activities from
Kilmarnock to start building a team in Edinburgh.
At first, I was unsure whether Josh would be able
to play - he’s naturally cautious, and lacks
confidence physically and in new situations.
A conversation with Jamie Armstrong,
Development Director of TRI, put my mind at
rest, everyone, whatever his or her ability, is
welcome at TRI and Jamie sees potential in
everyone.

by Karen Rogers, Josh’s Mum

After checking with Josh’s GP regarding Atlanto
Axial Instability, on balance the advantages
outweighed the risk, particularly as Jamie suggested
he played limited contact rugby - TRI players that
are vulnerable wear red scrum caps to identify
themselves, so do not get tackled, and scrums are
uncontested.
Last September, Josh started going to regular
training sessions at Edinburgh Accies on Raeburn
Place. The transformation started immediately never reluctant to go to training, even when the
weather was dire, he has come to love it. While still
tentative, he has become much more involved and
got to know lots of other players. He has learnt the
basic skills necessary for playing and has taken part
in several games during the year.
In August, Josh was part of the Scottish team ‘The
Clan’ who took part in the Mixed Ability Rugby
World Tournament in Bradford. He stayed in the
University of Bradford residences with his
teammates and participated in all the activities on
offer. He was hugely proud to wear the Scotland
strip for the Clan, and all the players had a
fantastic week, in an atmosphere of inclusion and
great sportsmanship. When we asked him what
was best about the week, he said ‘being with the
guys’ – probably what most 25-year olds would
appreciate.
Playing rugby has been great for Josh’s confidence,
well-being, and health and fitness. Even learning to
endure the (minor) bumps and bruises that are part
of playing has been character-building! TRI is an
inspirational organisation, all players are included,
and the attitude of the coaches and the enablers
makes it all possible.
Have a look at the photos on the Trust Rugby
Facebook page (www.facebook.com/TrustRugbyScotland) or website (www.TrustRugby.com).
For more information about mixed-ability rugby at
TRI, contact Stephen Main, Development Officer
and Coach, at stevietrustrugby@gmail.com or call
07969739705.
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Welcome to our Spring
2016 edition of
Fundraising Focus.
I hope you are enjoying reading
about what our supporters have
been up to across the country and
maybe be inspired to ‘Do it for
Down’s Syndrome’!
Julie and I have been amazed at the
support since we joined the
organisation last summer. From
walking across hot coals, to holding
your own event to running
marathons – the lengths people go
to help us raise funds is truly
inspirational.
You will see on this page just some
of the ways that your money has
helped Down’s Syndrome Scotland
– Thank you.
Please get in touch with Julie or
myself anytime if there is any aspect
of fundraising you would like to talk
about or even just to say hello.
Kerry Lindsay
Fundraising Manager
kerry@dsscotland.org.uk

Here is how your support has helped our charity
In the last 12 months you have helped us continue to offer
‘all through life’ support to over 600 families.
In the last year our Family Support
Service team has supported 40
families who have a new baby with
Down’s syndrome.

90 children received regular sessions
developing their communications skills
through our Achieving Better
Communications programme.
Our team supported over 200
families through detailed case
work which involved phone calls
and home visits, contact with
statutory agencies and
attending meetings with
nurseries or schools.
In the last year our Family Support
Service were contacted by 456
professionals, including medical staff,
teachers and support staff, looking
for information.

The team delivered 29 bespoke training sessions for
educational staff and have led training courses on issues
including awareness and inclusion, positive behaviour support
and teaching reading which were attended by teachers and
learning support staff from all over the country.

Our 8 volunteer run branches have continued to offer vital
peer support opportunities as well as social activities for
children, young adults and their families throughout
communities in Scotland.

Thank you

Get Involved
Static Cans
Do you have a favourite local takeaway? Nobody wants to use their nice
reusable bags to carry their takeaway which is why takeaways probably
sell more 5p bags than anywhere else! We are always looking for new
shops, takeaways and cafés to take our collection cans. If you could
spare a few hours a month to help place and look after a collection can
please give Julie a call on 07803624537.

Become a Charity Champion
We are looking for charity champions across Scotland! We urgently
need volunteers all over Scotland who would be willing to give talks on
our behalf, attend cheque presentations when possible and someone
who could represent DS Scotland at events. If this is something you
think you might like to do please give Julie a call.

My Race 21
Why not hold your own ‘My Race 21’? Choose a location and
a date and get together teams of 3 to form your own unique
Race 21. We will give you a detailed pack and be there to help
every step of the way. All you need to do is choose a 3km or 3
mile route, incorporate 7 check points and you have a
Race 21!

Forever 21 Ball
We hope to have our next Forever 21 Ball in Spring 2017.
Our last ball was a complete sell out therefore please
register your interest with us today, if you would like to
come along and enjoy an evening of music, food and
dancing. We will keep you updated with the details.

Awareness Week 2016 21st - 27th March
Help us make our 2016 Awareness Week the biggest and best yet! There are lots of ways you can take
part this year and please don’t forget to send us your stories and photos to share!

Lots of Socks
We are aiming high this year, it is our ambition to get 100
schools and companies on board for Lots of Socks! The more
people involved the more awareness. If you have a connection
with a local company or school we would be delighted if you
asked them to come on board! It’s such a simple concept turn up wearing lots of socks, 1 sock, brightly coloured socks,
mismatched socks or any variation of socks – even three socks
to highlight the number 3! Then ask people to sponsor your
silly sock day.
You can register online for your Lots of Socks Fundraising Pack
at www.dsscotland.org.uk or drop us an email at fundraising@
dsscotland.org.uk. You can also buy our official socks from our
website.

Do a Dish

March is the perfect time to get people together and Do a Dish! So why
not Do a Dish for Down’s Syndrome Scotland? Could you organise a
cake sale or coffee morning or even a dinner party? If friends or family
make a cake or bring food – they are supporting our Do a Dish Campaign
and we have a little thank you card ready to give them. We are calling
on groups and clubs across Scotland to Do a Dish this awareness week
and help support our work.
Julie would be delighted to give you more information just drop an
email to Julie@dsscotland.org.uk or call 0780 362 4537.

Tesco Collections

We are thrilled that Tesco have given us permission to hold bucket collections during awareness week. We
are holding collections on Friday 18th and 25th March and hope to raise a considerable amount of money
across Scotland from this opportunity.
If you can give 1 or 2 hours to help with the collections we would be delighted to hear from you.
Friday 25th:
Friday 18th:
•
•
•
•
•
•
•
•

Inverness, Dores Road 			
Aberdeen, Wellinton Road
Aberdeen, Rousay Drive
Dundee, South Road 			
Glasgow, Barhead Road 		
South Queenferry
Kilmarnock 				
Perth

•
•
•
•
•
•
•
•

Inverness, Nairn Road
Glasgow, St. Rollox
Cumbernauld
Ayr					
Forfar					
Monifieth
Bathgate 				
Edinburgh, Corstorphine

If you can help please drop Kerry an email – Kerry@dsscotland.org.uk - with the name of the store and the
time that you can do.

Doing it for
Down’s syndrome
Around the Country

Kathleen McAndrew
It has been a busy time with amazing fundraising events taking
and her volunteers raised over
place across the country. Here’s a snippet of just a few:
£1,000 in the charity shop in Edzell

over three weeks.
Veronica Francis and
A big shout out to
her family have been doing great
fundraising in Turiff and selling hand Colony Park Junior Football Club
in Inverurie who raised £300.
made goods at local fairs and at
Joanna’s nursery.
Kirsteen
Russell and her family
took part in the Loch Ness
Marathon Festival raising a great
amount of money.
Members of the
MacKenzie Caledonian Pipe
Band cycled from Dundee to
The Blue Bell Bar in
Pitlochry Highland Games in
Falkirk raffled a beer
September.
cooler full of beer and raised
£100!

Audrey and Susy
Iskander and Lesley and Eve
Moffat helped out with a collecting at
the Adam Smith Theatre just before
Christmas.

Craig McLean from
Rothesay took part in the
Great Scottish Run and raised
over £400 .

The Chapman
family from Dunfermline who
helped with our bucket
collections at the Carnegie Hall,
Peter Pan Pantomime.

Laura Hegarty and
her team of friends from
Kilmarnock took part in the
Santa Dash in Glasgow and
raised over £675.
Musicians, friends,
family and neighbours came
together for the 2015 Sandfest concert
in Ayrshire. Katy and her team raised over
£4,000 – a brilliant amount!

Neil Smith from
Edinburgh had an extremely
novel idea and took homemade samosas in to his office
to sell and raised £120!

Graham Crawford
from Paisley raised a fantastic
£1,579 running the
Paisley 10km.

A massive thank you to everyone who fundraises for
us in every corner of Scotland!

Throughout 2016
My Race 21
Did you take part in our Race 21? Why not
organise your own Race 21 this year?
Anytime, anywhere and we will help you
along the way. Just get in touch to receive
your step by step guide to organising
your own Race 21.

Do it for Down’s
Syndrome

Realise your potential and help others to realise
theirs. Have fun in 2016 and help raise money for
Down’s Syndrome Scotland. Whether it is running,
cycling, walking or a challenge - Do it for
Down’s Syndrome. All you need to do is choose
your event and then give us a call for your
fundraising pack,
please visit www.dsscotland.org.uk today.
		

2nd October
Great Scottish Run

14th August
Speyside Kilt Walk
Man, woman or child – put your kilt on
and take part in the 2016 Speyside Kilt
Walk. Every pound you raise comes to
Down’s syndrome Scotland.
Visit our website
for more info.

29th May
Edinburgh Marathon
Take in the scenery of Scotland’s capital
by taking part in the Edinburgh
Marathon Festival. We have guaranteed
places still available so join our team today.

We have guaranteed places for this
well established running festival.
Whether you do it in fancy dress or your DS
Scotland t-shirt, join our team to
take part in 2016.

			25th September
		
Loch Ness Marathon
Don’t miss your chance to see Nessie!
Join our team for this spectacular
route and complete the Loch
Ness Marathon.
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9th October
Forth Rail Bridge Abseil

Fancy throwing yourself off the
this iconic bridge? We have
a limited number of
places for this unique
abseil. Contact us
		
today to reserve
18-19th June
a place!
Edinburgh Night Ride 			
It’s the second year of this
fantastic cycle. What better
time to cycle through
Edinburgh than through
the night when
the roads are
deserted!
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‘Junior Vetsby On
Call’
Claire Ferguson
Mum saw a note in the school bulletin that CBBC
were looking for applications for a show called Junior
Vets on Call. When she told me, I wanted to apply
as I want to be a vet or Chinese chef when I leave
school. I love watching Junior Vets and have always
wanted to be on it, helping to look after the animals.
It was hard work answering all the questions on the
application form. I had to think about a funny story,
so I wrote about the time KitKat, my hamster, ran
down the back of mum’s jumper and I had to rescue
him. I got through to the next stage, and we had to
make videos of me answering some questions. A
couple of days later Mum got a phone call to say that
I had been selected. There were over 4,000
applications and they said that I did really well.
The day before filming, I met Rosie who was going
to be my partner on the show, she was 13, the same
age as me, but much taller. We also met the
people who would be doing the filming and had
lunch together. Later on Rosie and I went to a park
with my mum and Rosie’s dad. We had fun getting to
know each other better and Rosie was very nice and
friendly.
We didn’t know what type of animals we would be
looking after until we arrived at the stables the next
morning and realised it was horses.

Rosie and I got changed into overalls, wellie
boots and put on our name badges. Ian, the
sound man helped us put on our microphones,
then we met Inel, one of the presenters from the
‘Johnny and Inel’ CBBC show. He was very happy
and friendly to us. We also met top vet, Matt
Hanks, who is experienced with horses. Then it
was time to start filming.
Our first patient was Blue and we had to grind
her teeth down. It was amazing using the
powerful tools. I had to squirt water into her
mouth and take her temperature from her
bottom! Rosie thought it was disgusting, but I
was completely fine.
Our next patient was Tom, a horse who was
limping. We examined his sore leg, then Rosie
shaved it and I rubbed a cold jelly on it before we
did an ultra sound scan. Then Rosie wrapped it in
4 layers of bandages.

I was very pleased because I used to go riding at the
Our last patients were Topsy and Val. We had to
RDA stables in Dunfermline and have lots of
experience with horses. I am an expert in horse care. catch them in the paddock and bring them up
to the stables for a health check. I looked after
Val because she was very sweet and the smallest
pony.

At the end of the day we got to ride our ponies
and Inel’s black cardigan and jeans got covered in
horse hairs. It was a fantastic day.
I watched it on T.V. with Carly, my best friend, and
Mum and Dad. They all thought I was amazing
and very brave.
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Working with your School

By Katy Lironi , Family Support Officer.

The prospect of your child starting school can be one
of the most daunting times, looked forward to and
dreaded in equal measures. When that child has
additional support needs, the issues can become
doubly daunting. Here are some tips on navigating the
school years to ensure ongoing success for your child,
your family and the school itself.
Positive Beginnings
Be open and communicative with your chosen school
from the outset. Find out the school’s chosen method
of communication, this might be a daily home/school
If you find this daunting, ask a Family
diary, which the teacher writes notes in daily and
Support Service Officer to accompany you to
there is space for parent feedback or it might be a
school meetings – it is one of the things 		
weekly progress report, assessing your child’s
we’re here for!
learning throughout the week. Make use of this, as a
communication method approved by both parties. If The purpose of these meetings is that your child
you have asked the school to use a home/school
is supported according to their needs. Your child
diary on a daily basis make sure you use it too!
should have an Individual Learning Plan(ILP) or
Support Plan (these are called different things in
Your communication with the school doesn’t always different local authorities). You and your child
need to be in writing. Telling them what mood your should be involved in its creation and ongoing
child is in is equally important. If your child has had a reviews. It should include short and long term
sleepless night or had a tantrum in the morning make targets which should be reviewed with your input
sure the school knows. Often as parents we don’t
at least annually. The targets you may be working
realise what we need to be telling our schools but for on at home – independence, walking to school,
children with communication difficulties, the more
self-dressing/eating, following routines, etc., can be
we tell the school the better! It will help your child’s included and reinforced at school.
teachers to manage your child’s behaviour better if
they know the underlying reasons for it.
It is a good idea to request minutes of these
meetings to ensure that decisions made are acted
Meetings and Reviews
upon within a given time frame – schools are busy
Make sure that you attend and be prepared, consider places and even with the best of intentions, actions
the following:
can be delayed. If it was decided at the start of P1
If there are aspects of your child’s
that your child needed a visual timetable and it’s
education that you are unhappy with or 		 now Christmas and no sign of the timetable, you
unsure of, write them down and discuss 		 need to be able to communicate this to the school.
them at these meetings. It is also important
to mention what is working well.
There is no need to wait for the next formal
meeting to discuss any issues, the sooner
Teachers are experts in education, but not
they are raised, the sooner they can be dealt with.
all of them have much experience of Ds – be Neither your child, yourself nor the school should
prepared to offer your experience of your 		 suffer in silence, everyone is working towards the
child’s strengths and of the learning profile of same goal - a positive learning experience for your
children with Ds.
child through an open and honest exchange of
communication.
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Some children with Ds do very well with little
support, while others require 1-1 support
throughout their school lives. Their needs will
change according to age and stage, and this is
something else that will need to be
continually reviewed.
The school years are an exciting time full of
possibilities and opportunities. Your child will gain
independence, important friendships and new
found skills.
Keep in mind the three ‘P’s:
Parents and schools working in
partnership
Planning together
Positive problem solving
What should I expect in terms of support for my child?
Most schools have taster days for all children joining
If this fails to get results, remember we are just a
Primary 1. These will be useful for you to gather
phone call away!
information about the school and good for your child to
introduce them to the format of school. It is normal to
worry about whether your child’s additional needs will
be met. It is the school’s responsibility to ensure that
every child is included and taken care of educationally
and socially. While your child is in their care, they also
have responsibility to deal with any health and care
issues your child might need. This includes intimate
care and toileting, they have an obligation to make sure
these issues are dealt with respectfully and
according to best practice. If your child is not yet fully
toilet trained you should not be expected to go to
school to change your child, but it is important that
your school knows about this and can reinforce the
same messages you are teaching at home.
If your child is assigned a Learning Assistant you should
make sure you know what aspects of the curriculum
they are there to support. This is often a grey area for
parents as it’s hard to gauge what support your child
needs and what support they actually get. Too much
can quash their independence and too little can
compromise their learning possibilities. The level and
type of support varies among local authorities and from
pupil to pupil.
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The Family Support Service Team are always
on hand to help with any issues or concerns
you may have regarding school. They can also
attend meetings at the school and set up
consultations with your school directly.
Contact your local Family Support Officer or
call 0131 313 4225.
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Sleep apnoea in adults with Down’s syndrome:
an update
Lizzie Hill – Final year PhD student, Sleep Research Unit,
The University of Edinburgh
In 2010, our team at the Sleep Research Unit,
University of Edinburgh, started a research project
looking at sleep apnoea in adults with Down’s
syndrome. You may remember hearing about this at
the DS Scotland conference, where we ran a
workshop and had an information stand, and many of
you will have taken part in the study having been sent
a questionnaire by DS Scotland.
After 5 years of hard work, the project is now
complete, and we are delighted to share the results
with you!
Obstructive Sleep Apnoea/Hypopnoea Syndrome
(OSAHS) is characterised by repeated pauses in
breathing during sleep. These breathing pauses
disrupt sleep, leading to daytime symptoms including
sleepiness, irritability, hyperactivity, behaviour
problems, morning headaches, dry mouth, poor
concentration/memory and mood disturbances.
Snoring due to vibration of the narrowed airway is a
common night-time symptom, and can be disruptive
to the whole family - not just the person with OSAHS.
Children and adults with Down’s syndrome are prone
to OSAHS because some of the common features of
Down’s syndrome overlap with the risk factors for
OSAHS. These include a tendency to be overweight,
generalised hypotonia, short midface, thick neck,
large tonsils/adenoids and a relatively large tongue.
Untreated OSA can have serious consequences.
Impaired daytime function can include problems with
learning and memory. This is likely to worsen the
cognitive impairment already present in some people
with Down’s syndrome, and may contribute to earlyonset dementia. Repeated pauses in breathing cause
surges in blood pressure, putting extra strain on the
heart, and there is a risk of developing pulmonary
hypertension in children with OSAHS and Down’s
syndrome, especially if they already have heart
problems.
18

Stuart Campbell wearing his CPAP mask.
OSAHS is common in the general population,
affecting around 2% of women and children, and
4% of men. Around 55% of children with Down’s
syndrome have breathing problems during sleep,
but, before we started the study, the prevalence in
adults with Down’s syndrome was unclear.
We sent questionnaires to over 5,200 adults with
Down’s syndrome across the UK, including 752 in
Scotland. Over 1,100 questionnaires were
completed and sent back. Questionnaire
responders were mainly young adults, nearly 75%
of whom were overweight or obese. Symptoms of
OSAHS were common, with 79% of people
reporting snoring, 30% pauses in breathing and
75% daytime sleepiness, at least once a week.
Frequent snoring (on 3 or more nights per week)
was reported by 41% and frequent daytime
sleepiness by 27%. Around 15% of people
reported frequent breathing pauses - ⅓ didn’t
know whether they had breathing pauses or not.
Using reported symptoms to predict probable
OSAHS, we estimate that 35% of adults with
Down’s syndrome may have OSAHS, with no
difference in the rate between men and women.
Those likely to have OSAHS were younger, heavier
and sleepier than those not likely to have OSAHS,
and scored higher on measures of disruptive,
anxious and depressive behaviour. Everyone who
returned a questionnaire was offered a sleep study,
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measuring breathing, body position and oxygen
levels overnight at home in their own bed. Our team
travelled all over the country and 149 people had
sleep studies – thank you to everyone who
welcomed us into their home! Most of the people
with Down’s syndrome who took part tolerated the
sleep study, with only 15 studies being
unreportable, and most had a successful study after
only one or two nights of recording. Using the sleep
study data and self-reported symptoms, around
42% of people had a study suggestive of OSAHS.
L-R: Micheal Gallacher, Donna Fairley, Sion Jones,
Again, those with OSAHS were sleepier and had
Lizzy Hill, Alison Willams.
higher problem behaviour scores.
invaluable advice during the set-up of the study.
A huge thank to those who helped promote the
The usual treatment for OSAHS in adults is
study. Thanks also to Lou Marsden, now at the
Continuous Positive Airway Pressure (CPAP). This
Down’s Syndrome Association, who was involved
involves wearing a mask over the nose, or nose and
in the study design while she worked for Down’s
mouth, blowing pressurised air in holding the
Syndrome Scotland.
airway open. It is simple, non-invasive and generally
effective. We wanted to know how well this
Finally, the biggest thank you goes to all the adults
treatment works in adults with Down’s syndrome.
with Down’s syndrome and their families who took 		
We invited everyone who had a sleep study
part in the project. Without you, there would be no
suggestive of OSAHS to take part in a trial of CPAP,
			
study, so a heartfelt thank 		
28 adults with Down’s
“We estimate that
around 40% you to you all for taking the 		
			
syndrome agreed. Of these, 24
of adults with Down’s
syndrome time to fill in a questionnaire,
			
completed the full 12-month
			
have OSAHS. However
many of have a sleep study or start 		
study and 19 continue using
			
on treatment – we really
CPAP. Even though the average the daytime symptoms may be
			
appreciate it, and hope that 		
use of CPAP was lower than
overlooked
and
dismissed
as
just
			
your participation will help
the recommended 4 hours
			
lots of people with Down’s 		
part of the condition”
per night, across 12 months it
			
syndrome around the world!
resulted in sustained, significant improvements in
measures of sleepiness, disruptive behaviour and
In summary, we estimate that around 40% of adults
daytime function.
with Down’s syndrome have OSAHS – around 10
times higher than in the general population – and
There has been a huge amount of interest in the
have shown that treatment with CPAP is both
study within the sleep community. This year alone,
acceptable and effective in this group. However,
I have been lucky enough to travel to Newcastle,
many of the daytime symptoms of OSAHS may be
Amsterdam and Istanbul to present study results,
overlooked in individuals with Down’s syndrome
having been awarded travel grants by the European
and dismissed as “just part of the condition” Respiratory Society and World Sleep Federation for
despite a prevalence of around 40%, only 3% of
this work. We have submitted papers based on the
people in our questionnaire study were already on
study to high-impact medical journals, and hope
CPAP. If you think you or someone you know might
that these will be published in due course – so
have OSAHS, please visit your GP for advice.
watch this space!
This study was funded by the Chief Scientist Office,
I’d like to take this opportunity to thank everyone at
Foundation Jerome Lejeune and the Baily Thomas
DS Scotland for their support over the last 5 years.
Charitable Foundation, with equipment provided
Special thanks to Sarah Van Putten for her
on loan by Resmed (UK) Ltd.
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No Ordinary Mother

An interview with Amelia MacLeod by Claire Bothwell
Amelia MacLeod is in her words ‘just an ordinary
mother’ but many would say what she has
achieved is extraordinary. Amelia has just turned
100, her son Alistair, who has Down’s syndrome is
now 65. Amelia taught her son far more than was
expected of anyone with learning disabilities at
the time, including teaching him to self-travel from
Gorgie to Gogarburn school near Ratho.
Alistair was born in 1950, however it wasn’t until
he turned one that he was diagnosed with Down’s
syndrome. Alistair was a very active child and
developed very typically until it came to his
speech. Amelia’s husband wouldn’t acknowledge
that there was anything wrong with his son but
Amelia knew in her heart that he had Down’s
syndrome. Amelia was forced to fight for a
diagnosis for her son, being sent between her local
doctor and a handful of nurses until it was finally
confirmed by a paediatrician at The Edinburgh Sick
Children’s Hospital who made the diagnosis. In the
early ’50’s, there was very little provision or even
consideration for children with disabilities and
even less for children with learning disabilities.
In the 1950’s Amelia attended a group run by the
organisation now known as ‘EDG’ (Edinburgh
Development Group), the group consisted of 14
mothers and led by two social workers. It offered
the mothers an opportunity to share their
experience and problems that they were facing.
Amelia was determined that Alistair was not going
to be limited by Down’s syndrome and refused to
see it as a disability. Rather than institutionalise
her son or separate him from society, as was sadly
the norm at that time, Amelia sent him to play
with all the other children on the street and soon
he became known as ‘the best climber on the
Avenue’. Amelia was not satisfied with just this,
she knew he would be capable of collecting her
shopping from across the road, if he was given
some training. She walked the route with him
every day for a month, instructing him on how to
cross the road, how to explain to the shop keeper
20

what he wanted and not to talk to strangers.
Gradually she let him go further and further on
his own. By the age of four Alistair was getting
the shopping for his mother independently. Many
in her community and even her own father were
shocked by the things she would get Alistair to do,
it was thought to be too much for a ‘boy like him’.
Amelia was insistent however that if she didn’t
give him the confidence to do things on his own,
then no-one else would and this was an
attitude that Amelia has embraced throughout her
son’s life.
When the time came for Alistair to start attending
nursery, Amelia insisted that he attend a
mainstream day nursery, something that would
have been unheard of in those days. The staff
were initially hesitant, never having encountered
a child with additional needs before. But once he
started and they saw how well he got on with the
other children and that he progressed at almost
the same pace, they agreed he could attend for the
whole day. This allowed Amelia to complete her
training as a nurse.
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When Alistair reached school age, his mother
secured him a place at Gogarburn School. In order
to get to the school Alistair and Amelia would get
two buses, one to Haymarket and then a
second one out to Ratho. The journey was
gruelling and caused problems when the family
had visitors, making it difficult for Amelia to
collect Alistair. So she began teaching him to
get the bus home alone. She ‘trained’ him in
the same way she had taught him to collect her
shopping, allowing him to work up to doing the
whole journey himself. Amelia admits that she
did worry about how Alistair would get on with
this task, however it soon became part of their
routine and after a few weeks Alistair asked if he
could travel to school on his own as well! When
Amelia contacted the headmistress at Gogarburn
to tell her about this plan, the headmistress was
astounded because she had never heard of a student with Down’s syndrome traveling on the bus
themselves.

Full potential

Alistair had many pursuits including photography
and swimming for which he won several medals.

Sadly, Amelia’s husband died in 1998 after which
Amelia and Alistair moved to Gorgie Road.
Following this, Amelia was admitted to hospital for
her first hip replacement, during which time Alistair
went into Glenallen for respite care for 5 weeks.
Amelia had to go into hospital for yet another
			
“At 100 Amelia looks back
on her life and hip replacement ten years
But the confidence believes that what she did			
for her son were later in 2011. Prior to her
			
second operation she
that his mother had
things any mother would
do,
however
I
			
noticed a difference in
instilled in him, held
believe
that
what
she
achieved,
despite
a
			
Alistair. He would talk to
Alistair in good stead.
completely different mind-set
and social himself and he believed
			
In the summer
			
he was talking to his
expectation surrounding
people with
holidays the family
			
fictional twin brother John
would spend two
learning disabilities is extraordinary. “
			
and he began to wander
months in the Scottish Highlands in a house
during
the
night.
He
was
diagnosed with dementia
owned by the family, Alistair’s father would dig
the peat and Alistair would play in the wild grass. and admitted to Drummond Grange Care Home.
Amelia looks back on these as the best times they His mother visits him there every Wednesday
accompanied by his cousin.
had as a family.
Once he left school, Alistair secured a job through
one of his teachers, at a local Scotmid where he
worked for 10 years. As Alistair could not read so
he required support however when the support
teacher left and was not replaced, Alistair was
deemed capable of working alone. This began to
cause problems for Alistair, and after one incident
with the new manager, Amelia decided to take
Alistair out of the job. Alistair had enjoyed his job
and was unhappy to have to leave. Following this,
he spent a lot of time with an artist friend of the
family, who watched him during the day while his
parents worked.
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At 100, Amelia looks back on her life and believes
that what she did for her son are the things any
mother would do. I personally believe that what
she achieved, despite a completely different
mind-set and social expectation surrounding
people with learning disabilities at the time is
extraordinary. She was motivated by her love for
her child and a strong belief in equality. She raised
Alistair with patience and positivity. Amelia has
always maintained that her son could and should
achieve everything a typical child would be
expected to. From a young age she made it clear
what she expected of him, and he rose to the
challenge, thriving on her confidence.

www.dsscotland.org.uk
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Small Changes add up to a big diffrence for Andrew
Andrew’s Zumba teacher stopped teaching.
No other class or exercise seemed to appeal to
him. His weight started to creep up. In June this
year he reached 10 stone 8 pounds. At five feet
this was too heavy. I had struggled with restricting
Andrew’s diet. He had gone through so much (two
open heart operations before he was 15 months
old), I wanted him to enjoy his life to the full.
Eating is one of his greatest pleasures. I had a
lightbulb moment at my niece’s wedding when I
saw his appearance afresh. Yes, I wanted him to
enjoy life to the fullest but unless we tackled his
weight he would not be enjoying life to the
fullest…....just because of his weight.
So what did we do?
First of all we talked. Andrew agreed it was time to
do something. He had the motivation of
wanting to be chosen to compete in gymnastics at
the Special Olympics in 2017. Extra weight would
hold him back.

by Andrew’s Mum, Fiona MacIntyre

Before

After

My daughter suggested buying a smaller dinner
plate. Having a full plate is important to Andrew so
even with a slight reduction in size, his calorie
intake at home was reduced. We didn’t change
what we ate. We just served smaller potions.
My daughter also told me that research has shown 		
that diet fizzy drinks promote
weight gain by fooling
the body into thinking it is 		
dealing with sugar. Andrew 		
had been drinking a
few diet drinks per week- I
thought this was helpful! Now he only has one
per week. This left us with the problem of what
to drink instead. I heard about fruit infusers and
bought one at once. The idea is to fill an inner
basket with fruit and then re insert into the water
bottle. After a couple of hours the water is gently
flavoured with real fruit juice. This was a great
success.

			
“I downloaded an app
called Happy
Next I downloaded an
			
Scale. This provided a visual
reward in a
app called Happy Scale.
			
brightly coloured graph. The daily weigh
This provided a visual
			
in has become part
of the
reward in a brightly coloured
			
morning routine.”
graph. It had other motivational
			
features but Andrew really only focussed on the
graph. The app asked you to weigh in every day. I
wasn’t sure about this as medical advice tends to
be weigh in once a week. However the daily weigh
in has become part of the morning routine.
Andrew never misses it and now he has reached
his target weight, it helps to keep him on track and
motivated.

I phoned all the places Andrew goes to in the week
and found that second helpings and machine
purchases had become common. I explained that
with Andrew’s heart condition, he didn’t really have
the option to eat extra snacks, the weight would
compromise his health. Everyone got on board
and gave lots of support. His respite unit drew up
charts, weighed him daily and supported healthy
food choices.
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Andrew now weighs 8 stone 12 which gives him a
healthy BMI. He is very pleased about his weight
loss. We really hope he will manage to stay on
track. In some ways he has reached the hardest
stage of all because, for Andrew and other people
with DS, the need to avoid too many calories and
maintain a healthy weight is a life long discipline.
Our publication on ‘Diet, Weight and Exercise is
now aviabliable on our website. Visit www.dsscotland.org.uk/resources/publications
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Branch News

Branch Facebook Pages

Ayrshire Branch is Turning 25

The Ayrshire Branch will be turning 25 this year. The
branch was set up 25 years ago by Sam and Janette
Campbell who are still very active members.
To celebrate they are holding a Black Tie Dinner
followed by a disco and Ceilidh. To find out more
contact Clare Hume, on achume@dsl.pipex.com or
call 07810155041.

Central Branch Open Day

Members of all ages enjoyed our Christmas party
with disco, buffet and a visit from Santa! We also
went to the pantomime in Stirling to see “The Little
Mermaid” which was great fun.
Our Activities Club continues to meet every second
Saturday and is having an Open Day on 19th March,
at Grange Community Education Centre in Falkirk.
For more information contact Michelle Louchrie on
michelledonne57@hotmail.com or 01324 411524.

We are launching offical facebook pages for all of
our branches. Every branch will now have a
Facebook Community Page that is linked to Down’s
Syndrome Scotland’s main page. We are hoping that
this will help direct more people to what is
happening in their local branch and allow better
communication between branches and National
Office. When your local branch sets up their
facebook page you will be promted to ‘like’ their
new page. This will mean that you get notifcations
and can post and comment on your branches page.
You can find your branch’s Facebook page by
searching for DS Scotland and then your local
branch.
If you have any questions about these new pages
please contact Claire by email Claire@dsscotland.
org.uk or call her; 0131 313 4225.

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

Down’s Syndrome Scotland has branches across the country covering Angus, 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 website at www.dsscotland.org.uk
and check the “Your Local Branch” page.
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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.

Nina Lamont (5) attends
ys a
mainstream nursery 5 da
week and loves ballet.

Gavin Doa
k (24)
modelling
his work
uniform.

Erin Gardiner (10) dressed
as a witch for Halloween.

Your Photos

Melissa Roberts
(2) dressed
up for Hallowee
n.
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Daniel and his
brother Noah
showing off th
eir medals at
the Charity Ch
ristmas
Festival.
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Tomi Taylor
(9) enjoyed a
day out on the
Santa Train in
December.
Issue 1

www.dsscotland.org.uk

INFORMATION

Full potential

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/support-us/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 where there is information on the
many diffrent ways you can support our charity.

Donate

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

DSA England, Wales
& Northern Ireland

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

Down Syndrome Ireland
Citylink Business Park
Old Naas Road, Dublin 12
T: 003531 426 6500

Contact

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

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 Heart Group

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

Disclaimer

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

On our cover

Grace Moultrie
out walking
and enjoying
her holiday in
Aviemore.
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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

kerry@dsscotland.org.uk

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 313 8612
or visit www.dsscotland.org.uk/support-us/a-gift-in-your-will/

