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Editor’s Note
Welcome to the Autumn 2017 edition of Full 
Potential. We are now less than a year away from 
hosting the World Down Syndrome Congress, so 
we have made this magazine a Congress special! 
On page 12 we answer some frequently asked 
questions. On page 13 Angela gives us an update 
on what the commissioners have been up to. 

In other news, Awareness Week 2017 was our best 
yet! We launched our first TV advert starring one of 
our members, Natasha Connon. You can read more 
about our highlights on page 5. 

In June we bid farewell to our Deputy CEO and 
Family Support Service Manager, Sarah Van Putten. 
We also said farewell to Susan Davies, our 
Friends Connect Project Worker along with                       
Lorna Sanderson and Fiona Kennedy our Edinburgh 
ABC Co-Workers. We wish them all the best for the 
future.  

We are delighted to welcome Rory Gaffney as our 
new Head of Operations as well as Varshali Swadi 
into our Family Support Service Team. We also 
welcomed  Carolyn Thornton who will be working 
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with us on our new Parental Learning Hub and             
Virginia Nieto Carmona who will be our new ABC              
Co-Worker for Edinburgh along with Carolyn also. 

With this magazine you will also find our 
fundraising magazine ‘Fundraising Focus’ and 
for some of you the third edition of ‘Limitless’,  a     
magazine for adults with Down’s syndrome. If you 
have not received a copy of either of these and 
would like one please let me know. 

We are so grateful to everyone who has 
contributed to this magazine, I hope you all enjoy 
reading it. We would love to hear your feedback, 
so please let us know what you think of this edition 
via Facebook, Twitter or by email 
(editor@dsscotland.org.uk).   

If there is anything we can help 
with please do get in touch. 

Claire Bothwell
Editor of Full Potential

Message from our new Head of Operations, Rory Gaffney
   As I write this I’m finding it hard to believe that I’ve been with Down’s Syndrome   
   Scotland for nearly 3 months already.  How time flies when you are having 
   fun! Since walking through the door on my first day, I’ve been struck by the 
   professionalism and commitment of the staff team and inspired by the passion and  
   energy of everyone involved with this organisation. Having worked in social 
   housing for the last 20 years, I’ve been spending lots of time learning about the  
   support we provide to people with Down’s  syndrome and their families and how 
we use our national presence to influence government policy and the way services are delivered across 
the country. 

Although a Housing Association is different in many ways to DSS, it has been interesting to reflect on the 
all too familiar challenges facing the charitable sector. There are already significant pressures on 
government and local authority funding and we face wider uncertainty around our departure from the 
European Union and the longer term economic outlook. This means that DSS will have to work harder 
to continue to thrive. It is clear to me that DSS exists for its members and your feedback is invaluable. 
I’m planning to get out and about over the next few months and meet as many of you as possible. In 
the meantime, if there is anything you would like to discuss please give me a call at the office or send an 
email to rory@dsscotland.org.uk. 
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Katie Meade Becomes Face of 
Beauty Campaign 

Health 
Down’s Syndrome Biomarkers 

and Interventions Study

GB Special Olympics 

US model Katie Meade has become the first model 
with Down’s syndrome to become the face of a 
beauty campaign. 

The 33 year old from Iowa was selected by Beauty 
& Pinups to be the face of their new ‘fearless’ 
hair products.   Katie has previously modelled for 
a couple of US brands, competed in the Special 
Olympics and is the ambassador for Best Buddies- 
a charity that helps people who have disabilities 
find work and make friends. 

In an interview with the Independent Meade said 
“People see me for who I am and they see me not 
as someone with a disability, but that I have ability. 
And I like to try new different things and I inspire 
women to do that. Beauty belongs to everybody.”

In August Sheffield held the Special Olympics GB 
National Games a five day event for athletes from 
across the UK. 

Several of our members competed including 
Andrew MacIntyre (Artistic Gymnastics), Grace 
Moultree (Artistic Gymnastics), Amy Clark 
(Rhythmic Gymnastics), Fiona Dawson (Swimming), 
Cerys McCrindle (Swimming) and Rhuaridh 
McKnight (Swimming). Well done to all those who 
took part. 

A new study into the biomarkers for Down’s 
syndrome is currently underway. The research 
funded by Down’s Syndrome Research 
Foundation and undertaken by Arkansas 
Children’s Hospital, is part of a large scale 
project into why there is a spectrum of 
cognitive function and ability within the same 
syndrome. 

The long term goal of the research is to identify 
and address the metabolic, mitochondrial and 
epigenetic abnormalities that have been linked 
to reduced energy levels, cognitive deficits and 
preclinical Alzheimer’s dementia in individuals 
with Down’s syndrome. It is hoped that the 
identification of preclinical biomarkers will 
enable treatments to be developed that will 
prevent or delay the onset of these 
debilitating conditions that negatively affect the 
health and quality of life for many people with 
Down’s syndrome and their families.
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Awareness Week 2017 
Highlights

  by Claire Bothwell, Communications Officer 

Another big part of our Awareness Week this year 
was working with the press. We received an 
amazing 22 mentions in the press, including six 
radio interviews and a piece on BBC Reporting 
Scotland. These press mentions go a long way to 
increasing awareness of Down’s syndrome to the 
general public in Scotland.

During Awareness Week we hosted a special 
event at the Scottish Parliament to launch our 
health report, ‘Listen to Me I Have a Voice’. 
The report collated our member’s experiences 
with medical health professionals and provided                         
recommendations for improvement across the 
health care system in Scotland. The event was 
sponsored by Jeremy Balfour MSP and attended 
by civil servants and Ministers including Maureen 
Watt, the Minister for Mental Health in Scotland.  
One of our members, Rachel Murray (pictured 
above), spoke at the event. 

Our thanks go out to everyone who got involved 
in Awareness Week 2017, including all those who 
took part in press interviews, raised funds and   
volunteered. We would like to say a special thank 
you to Natasha for taking part in our advert. 

Roll on next year’s challenge! 
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Every year we undertake the increasingly 
challenging task of making Down’s Syndrome 
Awareness Week better than the last.  As ever we 
wanted to make the week a celebration of Down’s 
syndrome but we particularly wanted to focus on 
getting the message out to people who might not 
know much about Down’s syndrome or who hold
outdated views. We received a grant from the  
Scottish Government which allowed us to develop 
our first ever TV advert which appeared on STV 
throughout Awareness Week and across social 
media. 

We very much hope that the campaign helped 
to not only raise awareness of Down’s Syndrome 
Scotland but also provided exposure of Down’s 
syndrome across Scotland in a positive light.  

Our advert starred Natasha Connon, one of 
our members from Cumbernauld. The advert 
showed snippets of someone’s life and the person           
featured wasn’t revealed until the end. In this way 
we were able to challenge the common perception 
of Down’s syndrome and ask the viewer to see past 
Down’s syndrome.  

We received a great response from the advert on 
social media and were lucky to have it featured on 
some prominent prime time slots during the week. 
If you haven’t had a chance to see the advert it is 
on the Awareness Week page of our website. 
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The Enigma Gymnastics Club, now based at 
Levenmouth Academy and previously Kirkland High 
School, started in August 2011 and was designed to 
cater for all levels of ability from beginners to 
competition level. The club has recently been 
awarded Fife Council’s Gold Star accreditation from 
Fife Council’s Sports Development team.  

Myles Ryce and his family joined the club in 2012. 
The positive experiences Myles had at the club 
inspired them to create specific sessions for 
participants with Down’s syndrome. I attended 
a meeting of Ups and Downs, a parents support 
group run by the Fife and Tayside branch of Down’s 
Syndrome Scotland, along with the head coach 
from Enigma and a representative from Active Fife.  

One of the main aims of the Enigma club is that it 
provides for gymnasts of all levels of ability and we 
wanted the new development to be an extension of 
that.  Active recreation is every bit as important to 
the club as pursuing competition goals. Initially
the sessions took place on Sundays with 1 to 1 
training, but now these sessions are threaded 

 Enigma a Truly Inclusive 
Gymnastics Club

throughout the weekly club programme.

We find coach continuity is very important 
throughout the club. We also have a commitment 
to coach education and Jennifer, the head coach, 
believes that the sessions for people with Down’s 
syndrome are the responsibility of all coaches 
rather than simply an identified few.  

At Disability Sport Fife we have set up a programme 
of training for Enigma coaches to further develop 
the principles of inclusive coaching. Our most 
recent workshop was coaching gymnasts on the 
autism spectrum. 

The Enigma coaches are proud of the community 
resource they have created and the ethos of 
inclusivity that prevails throughout the club. 
Enigma is one big happy family and most 
importantly there is a place for every family 
member, regardless of ability.

“Enigma is one big happy 
family and most importantly 

there is a place for every 
family member, regardless of 

ability.”
Eve Moffat meets Olympic medallist Paul Noble 

who visited the club. 

by Richard Brinkley, 
Chair of Disability Sport Fife 
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“We were thrilled to be part of this pioneering 
project which was all brought into fruition through 
Richard Brickley MBE and the Chair of Disability 
Sports Fife. 

My son Myles is eight years old and is non-verbal 
and reluctant to sign.  It can take him a while to  
settle into a new activity and get used to the 
environment. From the very beginning the Enigma 
coaches created a very positive and inclusive   
learning environment for Myles. 

The coaches, particularly Linda Cameron who has 
regularly worked with Myles, very quickly got in 
tune with his needs. Providing that little assistance 
where required and efficiently gauging each week 
just how much focus should be on new skill or on 
sticking to his favourite piece of apparatus - the 
beam.

The coaches have introduced strategies that         
address his personal needs. One of these things 
is a gymnastics PECS board, which will help him       
communicate through pictures. 

It’s been encouraging to watch him become a little 
more involved each week and on occasions 
joining in the whole session - even the             
warm-up and stretch at the start. I cannot praise 
Jennifer, Linda Cameron and the young volunteer           
coaches enough for their patience, enthusiasm and       
coaching expertise. 

Myles Ryce with Mum Paula. 

Sophie Allan with volunteer coach Kelsey Patterson.

If you are interested in joining the Enigma 
Gymnastics Club please visit their 

website www.enigmagymnasticsclub.co.uk. 

Myles and other club members with additional  
support needs noticeably grow in confidence each 
week as they reach goals set by Enigma coaches. As 
a family we are thrilled that Myles is now 
working towards his third British Gymnastics 
Proficiency Award in addition to being recognised 
as Enigma Gymnast of the Week twice.”

Paula Ryce, parent

“As experienced coaches, I believe we are ideally 
placed in Enigma Gymnastics Club to provide 
gymnastics opportunities for Myles and other 
participants with Down’s syndrome.  Training has 
been key to success and our volunteer led sessions 
are fully inclusive.   

Individual coaches are lining up to coach the 
growing number of club gymnasts with Down’s 
syndrome. Not only is this a positive experience for
our gymnasts but the partnership established have 
contributed so much to the ethos and ambitions of 
the club.”

Jennifer Mann, Head Coach
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It has been another busy six months for our policy 
team and one of the highlights was hosting our event 
in parliament during Awareness Week. 

Listen to Me, I Have a Voice 
Report 
Further to the publication of our report ‘Listen 
to Me, I Have a Voice’, we are in the process of             
arranging meetings with various partners, including 
the Scottish Government, to discuss our 
recommendations and how best to take them 
forward. We are also using the findings from the 
report to reply to new consultations – most recently 
we submitted evidence to the Health & Sport 
Committee at the Scottish Parliament. 
The committee was looking for views on the quality 
of care, effectiveness and delivery of services 
provided by NHS organisations. 

We have also published an easy read version of the 
report for adults with Down’s syndrome. Over 200 
adults replied to our easy read questionnaire last 
year and the report summarises their experiences 
with healthcare services and professionals. This has 
been sent to all adults with Down’s syndrome who 
receive  ‘Limitless’. If you have not received a copy 
and would like one please let me know. 

Allied Health Professionals (AHPs) 
Pathway  
In previous editions we updated you on our work to 
establish a care pathway for children with Ds. The 
‘Down’s Syndrome Specific Care Pathway for 
Children 0-3 Years’ has now officially been launched 
and shared with AHP leads. 

As part of this project we also published a series of 
postcards to help new parents identify when they 
and their baby may need extra support from 
specialist professionals – these cards can now be 
found in the baby packs we provide to all maternity 
units across Scotland. Over the next couple of years 

by Rachel le Noan, Policy Officer 
 Policy update 
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we will gather evidence, along with NHS Education 
Scotland, to check how the pathway is received and 
implemented. 

Blue Badge Pilot Scheme
Once the pilot of the new Blue Badge Scheme ends in 
September it is our understanding that the 
Scottish Government will evaluate the scheme and 
decide whether or not to make it permanent. We will 
therefore monitor this issue over the next couple of 
months and let you know about the government’s
decision as soon as possible. 

Recent Publications
The Scottish Government’s Dementia Strategy 2017-
2020 has now been published. Commitment 15 of the 
strategy is relevant to our members and will work 
towards improving the quality of life of older adults 
with Ds. We will therefore monitor the implementation 
of the new strategy over the next couple of years.

New National Health & Social Care Standards have also 
been published. The Scottish Government states that 
the standards ‘set out what we should expect when 
using health, social care or social work services in 
Scotland. They seek to provide better outcomes for 
everyone; to ensure that individuals are treated with 
respect and dignity, and that the basic human rights we 
are all entitled to are upheld’. 

More information and a link to the full publications 
can be found on the policy section of our website. 

Consultations
Since January we have replied to several consultations 
and calls for evidence focusing on the national health 
and social care standards, additional support for 
learning, and staffing in health and social care.  

More information and our submissions can be found 
on our website at www.dsscotland.org.uk. 

 If you would like any more 
information about any of these 
topics or would be interested 

in joining our Policy Panel 
please contact Rachel on 
0131 442 8849 or email 

Rachel@dsscotland.org.uk.
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Our Golden Girl 
I was 38 when I had Orin, who would be the first 
sibling to our ten year old boy Michael.  It was a 
very much planned, longed for, welcomed and 
blessed new pregnancy.

I breezed through her gestation health-wise, even 
though I felt extremely exhausted and anaemic, 
and we chose to decline all of the pre-natal tests 
offered, including the ones which look for Down’s 
syndrome.  We hired a doula and me and my 
husband were lucky enough to use the birth pool 
with midwife support at the hospital. 

However, things at the birth did not go very well 
and after the baby became stuck, I eventually 
needed a lower uterine caesarian section. I lost a 
lot of blood when my womb ruptured.  But 
fortunately, during this whole time our baby was 
fine, healthy and not distressed.  Nothing unusual 
was spotted about her apart from the fact that she 
was really sleepy. 

When I was in the recovery room I noticed the 
nurses’ demeanour change 
and I thought ‘why are
they hedging around me?’,
but because I felt so ill 
I assumed I was being
paranoid. I breast fed
my wee girl and we 
were moved into a 
private room as I was still 
quite poorly and under a lot of medical supervision.

I remember the nurse coming in to do the initial 
health checks on our baby and because her 
oxygen level was low she was taken into special 
care. Then she ‘broke the news’ to us in a hushed 
tone, as if someone was dying - our little one may 
have Down’s syndrome!  She quickly added that she 
had a child with a disability, who had died young.

by Anna Lovelock 

I just went into a chaotic shock, which was mixed 
with utter terror for her survival and intense fear 
for the uncertain future ahead for our family. 

They tested her blood and the doctor later came 
in to confirm her diagnosis of Trisomy 21. At every 
turn the staff treaded on the ground of profound 
bereavement and I deeply wondered should we be   
       grieving her life or
       celebrating it?  

       It wasn’t until a worker   
       from disability services 
       arrived much later, that I   
       could imagine better life
       scenarios and relax into   
                   the joy of being a new 
       mum to our lovely arrival!

We named our baby Orin which means Golden One 
in Celtic and her health improved with no lasting 
problems after ten days, as she took to bottle 
feeding. We just couldn’t establish breastfeeding, 
despite all Herculean efforts as she had lost too 
much weight. We are eternally grateful to all the 
staff at SCBU at St. John’s Hospital but we will never 
forget the vulnerable times of our early days with 
her.  

“It wasn’t until a worker from 
disability services arrived that I 
could imagine better scenarios 
and relax into the joy of being a 
new mum to our lovely arrival.”



11

Full potentialFAMILY

Autumn 2017    Volume 8    Issue 2     www.dsscotland.org.uk

Our Family Support Service are able to support you through all ages and stages of your child’s 
development. If you would like more information or support please contact them on 0131 442 8840 or 

email info@dsscotland.org.uk to be put through to your local Family Support Officer. 

Condolences

‘There are some features in this baby girl which appear unusual...’
Her eyes have the soft tapering shape of a beautiful silver birch leaf
‘The toes look consistent with the characteristics of a syndrome...’
Her feet are little silken purses from the inside of bunny rabbit ears
‘The oxygen levels are too low, special care is needed for thriving...’
Her wee cry at birth holds the sound of dawn’s first fragile bird call
‘The palms are centrally creased and the ears are typically small...’
Her head is a graceful orb of light which crowns her perfect body
‘We will test the blood for a duplicated chromosome, Trisomy 21...’
Her tiny form is the pure personification and manifestation of love. 
Anna Lovelock, 2016

We are now living happily ever after in Linlithgow 
with our gorgeous golden girl Orin who shines.
Orin is now six and has just started primary two at 
Pinewood School in West Lothian. She loves our cat 
and being around people. She connects with nature 
and water and she can spend hours in a swimming 
pool. Orin uses sign-along to communicate and is 
active with her peers, joining in all of the fun. 
Her favourite TV programme is the vintage 
Teletubbies as she loves to sing to all of their songs. 

I started to write poetry about my experiences as a 
way of coping with what had happened to my
family. I deeply feel that expressing my story 
through artistic ways is therapeutic, healing and 
may be of use to others who may have experienced 
the same feelings as us.  

When I wrote ‘Condolences’ about our experience 
in the hospital and shared it on Facebook, I was 
amazed by the reception it got. It was shared on 
Down’s Syndrome Groups in the USA with hundreds 
of likes and comments. I feel like this piece has 
particularly struck a chord with families of

children with Down’s syndrome. People opened their 
hearts to me and shared photos of their own 
children with their personal experiences.  

I would love to explore doing creative projects with 
other parents, families and carers of children with 
Down’s syndrome. If anyone is interested in joining 
a creative group or has any ideas about this please 
email me on annarobsonlovelock@gmail.com. 
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Experience, Research & Practice 
widening opportunities, improving lives 

What do I need to know about the Congress?

Q. What does the cost include? 
A. The delegate fees are for the entire three days and include:
 
 Delegate bag and Congress literature
 Access to all sessions and the exhibition hall for the day/days registered
 Lunch and tea/coffee breaks on each day of the Congress 
 Entry to the Welcome Civic Reception, evening of Wednesday 25th July

Q. The fees seem quite expensive compared to DSS’s usual conference, how do your fees compare  
     to previous Congresses?
A. The three day Congress is a completely different event to our one day conference and therefore  
     shouldn’t be compared to it. The delegate fees for the World Congress 2018 are in line with   
     those of the Dublin Congress in 2009.

Q. Why is this Congress value for money?
A. It is a once in a lifetime opportunity to attend a 3 day world gathering of all things Down’s         
     syndrome.  There will be expert international speakers, the opportunity for sharing and              
     learning and to meet people from around the world. There will also be numerous performances 
     and more than 100 sessions over the 3 days - all in Glasgow!

Q. Will there be any support to help Scottish families attend?
A. We want as many people to attend as possible and have applied for funding to support a             
     bursary programme. Please keep checking the website for further details.

Q. Why did you choose the SEC as a venue?
A. The SEC was the only venue that could accommodate the number of attendees and support the  
     format of sessions.

Q. Are Adults with Down’s syndrome able to attend without a parent or carer?
A. Adults with Down’s syndrome are welcome to attend on their own however, we are unable to  
     provide any support to individuals during the event to help with travel and getting around the  
     venue or sessions.

Come and learn about services for people with Down’s syndrome and their families from around 
the world  - perhaps you’d like to see these services in Scotland. 

For more information on the Congress and to book your tickets for this once in a lifetime event visit 
www.wdsc2018.org.uk or if you have any questions please contact us directly on 0131 442 8840. 
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Commissioners Programme at 
Work

Since January the three lead commissioners have been busy getting 
ready for the Congress. We started our training with getting to know 
each other and setting ourselves some personal challenges. The tasks 
for the Lead Commissioners began right away when Stuart was asked to 
be part of DSi’s campaign for World Down Syndrome Day. Stuart filmed 
a video clip talking about his life and this was featured in the 
international campaign on the 21st March.

Andrew took part in a Sky Academy media training course in 
February where he had the opportunity to visit the studios and to film 
using a green screen and live news desk. This was a great experience 
and a valuable one for his role as a Lead Commissioner

In March the Lead Commissioners met up to write and plan an advert 
and script to recruit the remaining nine Commissioners. 

Stuart says “it was a fantastic experience. We liked having the chance 
to be filmed and spending some time at the SEC where the Congress is 
going to be.”

The Lead Commissioners visited Branches and Groups over the  summer 
to tell people about the Commissioners project and to show the video 
advert. Stuart gave a presentation at the Ayrshire branch AGM and 
Andrew presented to the ShowDowns! Group while Sam travelled to 
the Aberdeen branch AGM and to the Boogie Bunch in Edinburgh.

Andrew says “I really enjoyed doing my presentation and spreading the 
word about the Congress. I think it’s important for people to know all 
the great things it will involve.” 

We were delighted to receive lots of applications and to invite people 
for interview. Andrew, Stuart and Sam did training on interviewing skills 
and prepared the interview questions. The Lead Commissioners also did 
some practice interviews to help them get ready.

On the 14th and 15th August we interviewed for the commissioners posts 
at the National Office in Edinburgh. Stuart and Andrew led the 
interviews and did a great job helping everyone feel at ease.

Keep an eye on our website for the launch of all our new Commissioners! 
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By Kim Marshall

Making a Splash!
For the first time in Scotland a swimming 
competition was held for swimmers with Down’s 
syndrome, organised by the Down’s Syndrome 
Swimming Organisation-GB.  Although a British 
Competition had been held in England for the past 
twelve years, Scottish swimmers had to head south 
to compete with other swimmers with Down’s 
syndrome. So, on the 10th June this year swimmers 
from all over Scotland headed for Dundee to
participate in what is hoped will be an annual 
event. And they certainly made a splash!

With fifty-eight competitors participating in fifty 
events there was plenty for the supporters to get 
excited about.  The competition was open to all 
levels of swimmers and we were lucky to have 
competitors who were current internationalists 
alongside swimmers who were participating in 
their first gala of this type.  With the events 
structured to provide opportunities for all 
swimmers, whatever their experience, to achieve 
their best.

Participating
The competition was open to club entries but 
individual swimmers were encouraged to come 
along as we know that not all swimmers are 
members of clubs or if they are then they may be 
in the minority.  We hope that the competition 
provided the opportunity for swimmers to join 
clubs and for clubs to form where there isn’t 
provision at present.  Obviously this depends 
almost entirely on the availability of pool time and 
coaches who are committed to running a disability 
club.  It also needs the dedication of parents and 
carers who take on the role of transport provider 
which, given the rural nature of the majority of 
Scotland can be arduous!
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2017 Scottish Down’s Syndrome 
Swimming Competition



15

Full potentialSPORT

Celebration
There was much to celebrate and our competitors 
certainly know how to do that!  We had fantastic 
feedback from the Scottish Midlands Region Officials 
who particularly commented on the standard of the 
swimming but also the positive atmosphere from 
competitors and spectators alike.  This was a gala 
which was fun!

We hope also that the parents and carers had an 
opportunity to meet their counterparts around the 
country and compare notes and experiences. We 
were also fortunate to have Down’s Syndrome 
Scotland in attendance as they are very supportive of 
initiatives to develop and expand sports 
opportunities in Scotland.  Having a well-attended 
inaugural competition can only help.

Next year’s competition will again be held in Dundee 
and the date will be announced soon but we are 
already looking at providing an evening event for 
those swimmers who are staying over on the night 
of the competition.  We are open to moving the 
event around the country once it is established as an 
annual event but hope that Dundee is a reasonable 
compromise for the moment, the staff at the Olympia
are happy to have us back!  The DSISO-GB hope to 
see everyone back in 2018 as well as welcoming new 
faces and perhaps stars of the future!

As well as domestic competition there is also the 
opportunity to compete at European and World level.  
The next World Championships are in 2018 and are 
being held in Canada and there are a number of 
Scottish swimmers who are current or past members 
of the Great Britain Team.  

Closer to home though, the next major Down’s 
syndrome swimming competition is the May 
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Phillips British which is being held in Rugby on the 
7th of October. 

We would like to make competing in these kinds of 
competitions easier, and also ensure that our 
invitations to competitions and other events are 
sent out to everyone who might be interested.  So 
if you know of individual swimmers who didn’t 
know about this competition then encourage them 
to contact us on knm.buildbridges@btinternet.
com. If you know of a club that wasn’t aware of 
the competition either, then encourage them to do 
likewise, in this way we can build on this year’s 
success and make next year’s event the one of 
participation.

Fiona Dawson and Cerys McCrindle

If any swimmer is interested in competing in the 
May Phillips then please once again contact Kim 
Marshall on knm.buildbridges@btinternet.com 

for information.  

The competition is run on exactly the same basis 
as the Scottish Gala in Dundee.

Top L-R: Scott Gauld, Andrew Stirling. 
Bottom L- R: Colin Telfer, Rachel Mann. 

Rhuaridh MacKnight
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Both adults and children with Down’s syndrome (Ds) 
are more likely than others to develop infections 
of the respiratory tract and to require admission to 
hospital as a result of these infections. Among young 
children with Ds (those under 2), respiratory tract 
infections are responsible for approximately one third 
of all hospitalisations. There are several ways we can 
help prevent respiratory tract infections and there is 
ongoing research to improve management of these
infections. 

What are Respiratory Tract Infections (RTIs)?
The respiratory tract can be divided into two parts; 
upper and lower (see fig 1). The upper respiratory 
tract consists of the nasal cavity, pharynx (the part 
of the throat that is behind the mouth and nasal 
cavity) and larynx (the “voice-box”). The lower                    
respiratory tract includes the trachea (“windpipe”), 
bronchi (branches off the windpipe) and alveoli (small 
air sacs) which allow air to reach the lungs.

Infections of the respiratory tract can be caused by 
lots of different microbes. Most commonly these 
infections are caused by viruses (e.g. Respiratory 
Syncytial Virus) or bacteria (e.g. Streptococcus
pneumoniae). Rarely, they can be caused by fungi 
(e.g. Candida Albicans). Infections of the upper 
respiratory tracts are very common. Most healthy 
children can be expected to have up to 6 episodes of 
infection per year. These may include ear infections, 
tonsillitis, sinusitis or commonly a combination of all 
of these. 

Infections of the lower respiratory tract are also   
common, but the seriousness of infection ranges 
from mild to severe. With mild respiratory tract 
infections individuals may have a cough or 
increased production of mucous (phlegm). In more 
severe cases, they can have difficulty breathing, 
wheezing (“tight chest”) and low oxygen levels.

Often we can manage the symptoms of a 
respiratory tract infection at home with rest, pain 
relief and adequate fluid intake. Sometimes,             
additional support from the pharmacy or health 
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Respiratory Infections 
by Dr Caoimhe McKenna, Dr Logan Manikam, Dr Elizabeth Marder 
and Prof Monica Lakhanpaul

Fig. 1: Showing
respiratory tract.

professionals is required. 

This may include pain-relief, rehydration, 
decongestants, bronchodilators (e.g. inhalers and 
nebulisers) or antibiotics. Unfortunately
antibiotics only work on some bacteria and do not 
work on viruses. 

Antibiotics are very useful when they are indicated, 
but using antibiotics when they are not needed can 
cause side effects such as diarrhoea and thrush, as 
well as increase the risk of developing infections 
which are difficult to treat (e.g. MRSA, Clostridium 
difficile). Unfortunately, adults and children with 
Ds are more likely to develop infections of the              
respiratory tract and to have symptoms which require 
treatment with antibiotics, admission to hospital and 
a longer stay in hospital. 

Why are RTIs one of the common causes for 
hospital admission in individuals with Down’s 
syndrome? 
The upper airway in individuals with Ds is narrower 
and there are also some structural differences in the 
lower respiratory tract and within the lung
tissues. These differences combined with low 
muscle tone and a higher prevalence of obesity may                   
predispose people to developing infections. The 
immune system in individuals with Ds is also thought 
to be slightly different. Research has demonstrated 
lower levels of some lymphocytes (white bloods 
cells) and antibodies (infection fighting molecules) in 
the blood of those with Ds. This may make it harder 
for them to both fight off and develop immunity to  
infection. 
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Compared to the general population, individuals 
with Ds are also more likely to have other health         
problems, such as congenital heart disease, sleep 
disordered breathing, gastro-oesophageal reflux and 
diabetes. These conditions can make people with Ds 
more likely to develop infections and make it more 
difficult to fight off infections.

Can you reduce the likelihood of RTIs 
developing? 
At present it is not possible to entirely prevent              
infections of the respiratory tract, but there are things 
we can do to reduce the likelihood and severity of       
infection.

• Vaccinations                                                        
Vaccines are one of the most effective ways we can 
prevent serious infections. 

• Influenza Vaccine                                                               
The influenza vaccine aims to reduce the likelihood of 
developing flu. This vaccine is now routinely offered 
to all children aged 2 to 6 years, and to the elderly 
however it should be considered in all individuals 
with Ds, and can be given from the age of 6 months. 
This vaccine needs to be repeated every year.

•  Pneumococcal Vaccine (PCV) 
This vaccine aims to reduce infections caused by 
Streptococcus pneumoniae, a common bacteria 
that can cause infections of the respiratory tract. In 
the UK this vaccine is given to babies at 2 months, 4 
months and 1 year.  However, an additional vaccine        
(Pneumovax II) should be considered in all individuals 
with Ds over 2. 

• Respiratory Syncytial Virus (RSV)
RSV is a virus which commonly causes respiratory 
tract infections in the under 2s during the Winter 
months. Unfortunately there is no vaccine available 
to prevent RSV, but antibodies (e.g. Palivizumab 
injections) may be offered to improve immunity to 
RSV in specific high risk cases.

• Basic hygiene 
Microbes are all around us in the air, on surfaces or 
even in the food and drink we consume. While it 
would be impossible to avoid all bacteria or viruses
it is advisable to maintain basic hygiene to reduce the 
chances of infection, including hand washing, 
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avoiding the sharing of personal items and 
avoiding putting hands or other unclean objects into 
the mouth.

• Avoiding unwell contacts
Where possible avoid contact with those who are 
very unwell (e.g. patients in hospital) or who have 
infections which are known to be highly 
contagious.

• Healthy environments
Damp, mouldy or cold housing is known to 
exacerbate existing respiratory conditions such as 
asthma. High levels of air pollution may also 
contribute to breathing problems. Maintaining a 
home environment which is warm (18-21oC) and dry, 
and ideally avoiding areas of excessive air 
pollution, may help reduce the severity of 
respiratory symptoms.

• Maintaining good general health
Maintaining good health is vital to support our body 
in fighting infection. This includes regular 
exercise, eating a balanced and varied diet and   
avoiding harmful behaviours (e.g. smoking, 
excessive alcohol).  Smoking or passive exposure to 
smoke is known to predispose to respiratory 
infections and increase the severity of symptoms. 

The most important thing is that you seek help for 
unusual and persistent symptoms. As individuals 
with Ds are at a higher risk of developing respiratory 
tract infections, and of needing treatment and/or          
hospitalisation, it is recommended that they should 
have a lower threshold for seeking a medical opinion. 

However, you should also seek a medical opinion if 
you are experiencing symptoms which are unusual 
or persistent. For example, a fever lasting more than 
five days, cough lasting more than 6 weeks or night 
sweats and unexpected weight loss. 

The Family Support Service Team are always on 
hand to help with any concerns you may have 

regarding health. 

This article was originally published by the DSA,  
it has been reproduced with permission from the 

authors. 
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Leaving school and moving 
into adulthood

  by Jo Hughes, Family Support Manager 
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Leaving school is one of the most important 
experiences in life. It can also be a stressful time 
for carers and the young person involved. Good 
forward planning is essential. 

Local authorities have a legal duty to help young 
people with additional support needs to transition 
from school to adulthood. This transition could 
be moving onto further education, employment, 
a training course, living away from home or to an 
individual person centred package. An appropriate 
place in post-16 learning must be offered to every 
young person who wants it. 

Young people with Down’s syndrome will 
require a transition plan. This will involve regular 
informal and formal meetings between the young 
person, carers, professionals and other agencies 
to support the young person to gradually and 
smoothly develop greater independence and 
transition into life after school. 
 
The plan must include:
• The name of the person/lead professional that 

will be coordinating the process.
• Identification of an appropriate                      

curriculum covering academic qualifications 
and alternative accreditations.

• How to develop independent living skills such 
as financial advice, travel, friendship, leisure, 
moving away from home and budgeting.

• Information about the young person’s interests 
preferred learning styles and abilities. 

• Specific additional support needs of the young 
person. 

During S2:
• Continue communication between home and 

school.

• Develop the young person’s independence by 
providing opportunities and choices for them 
to make decisions.

• Support the development of friendships with 
systems such as buddying and circle of friends.

• Identify activities or groups that the young 
person can participate in.

• Reinforce basic skills that will increase the 
independence of the young person.

• Identify and record additional skills required 
such as social and self-help skills and create a 
plan to further develop these skills.

• Young people will require support to identify 
courses that they will be able to work towards. 
These may include:

  Access level courses.
  National qualifications.
  Alternative vocational courses.
  College courses.

Ongoing support can include the use of a scribe, 
tapes and differentiated materials.



19

Full potentialEDUCATION

Your local Family Support Service Officer can   
support you with planning and preparing for 

your child leaving school. 

They can attend school planning and transition 
meetings to support you and your child to ensure 

that you both receive suitable information, 
support and guidance through the process.

 You can contact your local Family Support 
Service Officer via our website or call our main 

line on 0131 442 8840.
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During S3:
• A wide variety of work placements should be 

made available.
• Opportunities to experience this range of work 

placements should be structured and ongoing 
throughout the year.

• Support must be established in both the school 
and the work placement.

S4 onwards:
• Provide alternative academic and vocational 

qualifications.
• Provide access to college as often as possible. 

Young people with Ds will need more time 
than their peers to learn about their chosen 
college placement.

• Provide access to a variety of work placements 
as often as possible.

• Special arrangements need to be applied for in 
advance of certificated exams. This may mean 
providing additional time or the support of a 
scribe. 

12 months before leaving school:
If your child needs support from other agencies 
such as health, social work or a voluntary 
organisation, the local authority has a duty to ask 
them for advice and information on any support 
that might be available to your child. Other 
agencies involved might include Skills
Development Scotland or further education 
colleges. Preparation for leaving school should 
be considered within your child’s school targets 
throughout their secondary education so that they 
can gradually increase their independence and 
skills to move into adulthood. 

6 months before leaving school:
The Local authority must share the following
information to relevant agencies:
• The date your child is expected to leave school.
• Any services the local authority may provide 

when your child leaves school (for example 
social work services or housing).  

•  Any other information they think will help the 
agencies provide their services.

• The authority must take account of you and 
your child’s views.  They should also seek your 
child’s consent (or yours if they lack capacity) 
before sharing any information.

Leaving School:
Young people with learning disabilities may choose 
to leave school at 16 or continue on until they are 
19 years old, depending on their                    
date of birth. 
• The decision to remain at school until 19 

should only be made if this is in the the best 
interest of the young person concerned.

• Support for the young person in their             
vocational or educational choice needs to be 
identified.

• Their choice should then be visited at least 
twice before they leave school.

• Create a folder to prepare the young            
person for their transition. Include pictures 
and photos of the environment they will be 
moving to including people’s photos and their 
names, key workplace areas, and possibly the 
route there and home. 

 
Resources: 
There are some useful resources that provide 
practical advice and information available from 
both Enquire and The Scottish Transitions Forum. 
Links to both of these are available on our website 
www.dsscotland.org.uk/resources/useful-links/. 
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News from around
the country 

Ayrshire Branch goes to 
Whitaugh Park 

by Claire Hume

In June the Ayrshire branch had our annual 
outing to Whitaugh Park. The weekend started with 
a dinner and games for all ages. On the Saturday we 
started all the activities: zip sliding, canoeing, bush 
crafts, inflatable fun and lots more. On the Saturday 
afternoon the pool was opened for our group only 
and after dinner we had fire building and toasted 
marshmallows. The Sunday saw more activities 
before lunch and then returning home. Branch 
members had a great time. The support for 
parents and siblings is wonderful and the people 
with Ds get a chance to try all sorts of activities. It 
really brings out the confidence in individuals and 
encourages new skills and socialising. Our parent 
member Ellen Gordon arranged the trip and has 
done for the past 8 years. 

Tubing and Partying with the 
Grampian Branch 

by Heather Wadih

It’s been a busy time at the branch with two
family tubing sessions at Alford Ski Slope, these are 
for all ages and we would love for older children 
and adults to join us for the next session. After an 
hour of tubing there is the opportunity to have a 
picnic lunch and a chance to have a chat with other 
parents.  Sometimes there is even a birthday 
celebration with cake!

At the beginning of July we gathered to say 
goodbye to Dr Pat Charleton who has been 
present in many of our children’s lives since 1994.  
For Pat’s retirement over 20 families gathered 
for an afternoon tea at Hazlehead Park, while the 
young children ran off some steam in the park it 
was an opportunity for the older ones to socialise... 
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New Committee for Edinburgh 
and Lothians Branch 

In June the Edinburgh and Lothians branch held an 
EGM to recruit a new branch committee. They were 
overwhelmed by the response and support they 
received.  
 
Alicia Columbine-Green was appointed as          
Chairperson and Heather Clayton as Vice Chair. 
Anna Anderson volunteered as branch treasurer and 
secretary. Justin Chan, Cher Collins, Jill Purves and 
Hazel Wilkinson also volunteered to help out on the 
branch committee.  

A special thanks to Claire Williams, Paul and Audrey 
Pringle for everything they have done for the branch 
over recent years. 

The Angus branch has been doing lots of great 
activities, including a trip to cheeky monkeys in 
Montrose, monthly relaxed cinema screenings and 
trampolining sessions and our Down Right Fun 
Group. 

In June we had a superhero party and the children 
all had a blast joining Spider-Man, Batgirl and 
Supergirl on an obstacle course, training to become 
superheroes! The branch also held a fundraising 
night in March and raised a fantastic £3,101. We 
are now looking forward to planning our next big 
fundraiser early next year. 

Superhero fun at the Angus 
Branch

by Jaqueline Watson

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

Share your News!

Down’s Syndrome Scotland has branches across the country. 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.

Magic Stars 

L-R: Yraine Bruce, Lee Ferguson, Chloe Vickery, 
Michelle Ferguson, Lailia Ferguson, volunteer 

Monia, Hamish Wood and Stuart Burr. 

and meet again for the first time in a few years.  

The branch are busy organising more fun things for 
you all to enjoy over Autumn & Winter, I hope you 
will join us.
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Guardianship 
In a Nutshell: Guardianship
The process of requesting guardianship may seem 
daunting; however the benefits will outweigh the 
fear of not being able to adequately support your 
loved one.  A guardianship order will give you 
security, ensure a strong support system is in place 
and provide peace of mind for your loved one and 
you.   

What is a Guardianship Order?
A guardianship order allows a designated person 
to make ongoing decisions on behalf of an adult 
who lacks capacity to make these decisions on 
their own.  It enables carers to support the adult 
and make decisions on their behalf.  These 
decisions include financial and welfare powers:
• Financial guardianship powers include paying 

bills, managing bank accounts and setting up a 
trust.

• Welfare guardianship powers include             
deciding where the adult should live, making                
arrangements for holidays and scheduling any 
work, education or training.

The order can be granted for 3 years or up to the 
lifetime of the adult. 

Who can apply for Guardianship?
Family members and friends that have an interest 
in the adult can apply for an order.  The court will 
typically choose relatives, but special cases can be 
made for close friends.  

Joint guardianship is recommended.  This allows 
for tasks to be shared, and provides cover should 
one person become temporarily unavailable.  If 
joint guardianship is not possible, a substitute 
guardian can be nominated at the time of 
application or later on when the need arises.

When can I apply for Guardianship?
When a child with Ds turns 16, they will be       
classified as an adult and all parental rights are 
extinguished.  You can apply for guardianship up 
to 3 months before the child turns 16 so the order 
will take effect on the child’s birthday.

You can still apply for guardianship when your 
child is an adult, but you may experience some 
challenges when trying to manage their affairs.

About McClure Solicitors
McClure Solicitors was founded in 1853 so we 
have a long history.  We specialise in Estate 
Planning.  This mainly involves Wills, Will Reviews, 
Guardianship, Powers of Attorney, Family 
Protection Trusts, Probate Plans and Inheritance 
Tax Planning.  We are authorised and regulated by 
the Solicitors Regulation Authority in England and 
Wales and by the Law Society of Scotland.  We are 
Partners of St James Place for investment advice.  
We can cover all the bases to ensure all your 
needs and the needs of your family are met. 

For clients booking an appointment through 
Down’s Syndrome Scotland, we offer a 10% 
discount on our standard fee.

To find out more about Guardianship and to book 
your appointment call: 0800 852 1999.

By Michelle Young, McClure Solicitors 

McClure Solicitors have kindly agreed to hold a 
Parental Workshop on Guardianship & Estate 

Planning.  
To register your interest in attending email 

info@dsscotland.org.uk. 
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Dates for your Diary 

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

On our cover
Sam Ross, one of our lead 
Commissioners at the 
Kelvingrove Museum.  

 Become a fan of Down’s Syndrome Scotland 

Follow us @DSScotland

Subscribe to us www.youtube.com/user/DSScotland

Subscribe to our monthly e-bulletin www.dsscotland.org.uk/ebulletin

A Charitable Company Limited by Guarantee, registered in Scotland No. 356717, Charity No. SC011012

About Us 
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.

Contact Us 
Down’s Syndrome Scotland 
Riverside House 
502 Gorgie Road 
Edinburgh 
EH11 3AF 

T: 0131 442 8840 
E: info@dsscotland.org.uk

Sandfest 2018 
18th March

Join us for a special 80s       
concert at the Royal Glasgow           

Concert Hall in March. For 
more information visit our 

website. 

Down’s Syndrome 
Awareness Week  
19th- 25th March  

We have an action packed 
Awareness Week planned! 
Check out our website for 

updates. 

Live Hour 
Every Month

Don’t forget the Family 
Support Team are available on 
Facebook and Twitter on the 
21st of every month (or the 

closest Friday) for Live Hour.  

AGM 
Down’s Syndrome Scotland’s 

Annual General Meeting
4th November 2017  

This years AGM will be held 
at our offices in Edinburgh.         

Contact us for more details.
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 Submissions for Congress 
Presentations

30th November 2017  
We are welcoming submissions 

for Research, Practice, Lived 
Experience and Performance. 

Golf Classic 
April 2018

Due to the success of our golf 
classic last year we will be 

holding the event again next 
April. Contact us now to 

register your team. 



Delegate registration for the World Down Syndrome Congress 
2018 in Glasgow is now open. 

To book your tickets for this once in a lifetime event please visit 
www.wdsc2018.org.uk.  

Scottish Charity No. SC011012

Take your place today 
for the WDSC 2018

25th - 27th July

Out with the old and in with the 
new... 

The old pound coin is going out of 
circulation on 15th of October.  

If you have a home money box or look after one 
of our static cans we would be delighted if you 
would please empty the contents and return to 

us by the 10th October.

Thank you


