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Change is constant
“Change is constant” is our theme for our November annual 
conference (you’ll find more information on this great event in 
the enclosed conference flyer). I find it’s also quite appropriate 
for our magazine. We constantly try to improve your reading 
experience, making sure we give you informative stories, from 
which you can learn best practices and incorporate them into 
your life.

Of course, we do not expect you to agree with all the articles 
- our news, research and opinion pages are there to keep 
you informed on other thoughts and news that are being 
discussed, as views are constantly changing.

Another change is our new Fundraising Focus supplement that  
has made it’s first appearance in this magazine. It’s a four page  
publication that includes events for 2013 and how you can get 
involved with minimal cost and time. 

The Fundraising Focus publication was written by our new 
Fundraising Manager Sharon Kane who has also written two 
articles in this issue of Full Potential. The two Full Potential 
fundraising articles provide information on current DS Scotland 
volunteer posts and planning for Down’s Syndrome Awareness 
Week 2013.

Our news section includes our top charity updates and news 
from Australia and America.

In our Lifestyle section, a parent member discusses her child’s 
craving for independence and the struggle for finding the right 
balance between independence and support.

When you turn to our Family section, I suggest you have a 
box of tissues handy. A sibling speaks frankly about growing 
up with a brother with Down’s syndrome. The writer shares 
her love, adoration, embarrassment and frustration for her 
brother.

“We constantly try to improve your 
reading experience, making sure we 
give you informative stories, from 
which you can learn best practices and 
incorporate them into your life.”

One of our international members kindly wrote our Education 
piece. A father tells of his son’s experience of learning two 
languages - English and Finnish. Certainly a helpful read for any 
bilingual family.

Our Health section focuses on dementia. This is an informative 
read for all ages. It includes early warning signs and how a 
diagnosis is made.

This issue’s Fitness article focuses on cycling. Often we hear 
that people with Down’s syndrome cannot learn to cycle. We 
bring you Cameron’s story, as a testament that people can 
reach their full potential with the right support no matter how 
impossible it seems at the beginning.

In our Events section, a researcher at the Department of Sleep 
Medicine at the Royal Infirmary of Edinburgh, writes about her 
experience at the Down’s Syndrome World Congress in South 
Africa this August.

Our magazine ends with an interesting opinion article from 
Shared Care Scotland. With respite options varying from each 
local authority, the article shares best practice respite and 
short breaks and how respite can be a carer’s choice.

I hope you enjoy reading the magazine as much as I enjoyed 
putting it together. Wishing you all a healthy and happy rest of 
the year.

Until 2013,

Heather Irish
Editor of Full Potential
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“Life is a bit like the Olympics - medals 
or accolades are great but the true 
spirit of the Olympics is taking part 
and striving for your own personal 
best.”

Pandora Summerfield, Chief Executive

Faster, Higher, Stronger.
As I write, the  first week of the Olympics is in full swing, and 
team GB has just won their first Gold medal.  Each night when 
I get home, I’m glued to the television and can’t get enough of 
the excitement of the swimming especially.  

Driving to work I was pondering on the incredible challenges 
that the competitors and their families have had to face – the 
sacrifices they’ve had to make.  All those sessions training, 
restricted diets, early mornings, travelling to and from training 
and competitions.  As these athletes usually start their chosen 
sport from an early age, this inevitably means that parents will 
have had a significant role in supporting their children to reach 
their full potential.  It will no doubt have meant everything

from acting as driver to encouraging them to keep going when 
adversity or waning enthusiasm makes them want to give up.

It then occurred to me that this is not so unlike the challenges 
of being a parent of any child, even those without a stellar 
talent for a particular sport.  Enthusiasm for activities needs 
to be nurtured and supported.  Children can be enticed by a 
longer lie, or another activity and it’s for parents to help all 
they can to ensure their child stays on track in order to get 
maximum benefit for the future. 

Life is a bit like the Olympics - medals or accolades are great, 
but the true spirit of the Olympics is taking part and striving 
for your own personal best.  We all need to play our part in 
helping children and adults with Down’s syndrome to stay the 
course, strive to be faster, reach higher and grow stronger.

‘Til next time.

3 Autumn 2012   Volume 3    Issue 2    www.dsscotland.org.uk

How excited are we?
It’s not often that I have a truly OMG (oh my goodness) 
moment at work, but this week I returned from a long 
weekend to be told that none other than John Barrowman 
had telephoned the office (not his “people”, him) to tell us 
that he had chosen us as his Scottish charity!  

We had asked him for a palm print to auction at our Gala 
Fundraising  Dinner in October and after doing that for us, he

Have we got news for you!

looked at our web site and decided he wanted to support our 
work.  He’s tweeted two lovely welcome messages about us to 
his 105.3K followers on Twitter and some of them have already 
contacted us to say that they want to fundraise for us.

So the message spreads wider…….Find out how you help 
spread the message even further with a few helpful hints in 
our Fundraising Focus supplement.
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USA
Healthy food suggestions 

for people with Down’s syndrome
(Newsdate 11 June 2012) - To reduce the chances of obesity 
in people with Down’s syndrome, feed children nutrient dense 
foods and limit junk food without nutrional value.

Include healthy fats such as coconut and olive oil and even 
organic, pasteurised butter containing butyric acid and omega 
3 fatty acids.

For an under-active thyroid, an excellent choice is iodine rich 
seaweed. Seaweed snack packs are great for lunch boxes and 
kids love the salty taste. It can be used in salads, sprinkled on 
other food or used as a wrapper for healthy snacks.

Foods rich in vitamin C may help keep periodontal disease at 
bay. Citrus fruits, strawberries, green peppers and broccoli are 
great choices and make easy finger foods.

Anti-microbial foods such as garlic, onion, thyme, oregano, 
tarragon and cinnamon are great to use on a regular basis to 
help kill bacteria that lead to tartar and plaque buildup.

A food journal is a useful tool for tracking any symptoms; this 
will help pinpoint exactly which foods to avoid. It will also help 
track any correlation between gluten and symptoms of celiac 
disease. Carefully read all food labels since gluten can lurk 
in unsuspected places such as soy sauce and remember that 
‘wheat free’ does not mean gluten free.

To read the full article from the Fox News web site visit    

http://fxn.ws/LTQXb8.

AUSTRALIA
Study touts effectiveness 

of weight training
(Newsdate September 2010) - An Australian study featured 
in the Journal of Physiotherapy concluded that “progressive 
resistance training is a feasible and safe exercise option that 
can improve lower limb muscle strength in adolescents with 
Down’s syndrome.”

The study was based on research observing participants in 
a weight resistance training programme comprising of six 
exercises using weight machines performed twice a week for 
ten weeks. Participants completed three sets of 12 repitions of 
each exercise or until they reached fatigue. 

To read the full Journal of Physiotherapy article for free 
from the US National Library of Medicine web site visit          
http://1.usa.gov/SbPqkL.

WORLDUNITED KINGDOM
SCOTLAND
DS Scotland wins People’s Choice Award 

at the Scottish Charity Awards

(Newsdate 14 June 2012) - DS Scotland was nominated for 
the Scottish Charity Awards’ Partnership Award alongside 
the Celtic Foundation through joint work with DSSports 
Football and Dance programmes. DS Scotland and the Celtic 
Foundation were also nominated for the People’s Choice 
Award, which was awarded to the shortlisted organisation 
with the most online votes from supporters. 

DS Scotland and the Celtic Foundation won the People’s 
Choice Award. 

“DS Scotland and the Celtic Foundation are extremely grateful 
to our members and supporters who voted for us to receive 
the People’s Choice Award,” said Pandora Summerfield, DS 
Scotland Chief Executive.

“We are humbled by our passionate supporters and hope 
that we can continue raising awareness of DSSports and 
the importance of healthy activities for people with Down’s 
syndrome. Our aim is that we continue building DSSports 
and work with partners to grow the initiative throughout 
Scotland.”

“The Celtic Foundation is delighted to partner with DS 
Scotland in this initiative,” said Peter Lawwell, Celtic Chief 
Executive. “It has been a great success helping many young 
people build new skills and new friendships.”

Book your place at DS Scotland’s annual 
November conference - early bird 

discounts available!
(Newsdate 23 March 2012) - DS Scotland’s Annual Conference 
will be held on Saturday 17th November at the Westerwood 
Hotel in Cumbernauld. Professor Sue Buckley OBE, Director 
of Science and Research at Down’s Syndrome Education 
International will be the keynote speaker and leading 
workshops. Topics include: language development, welfare 
benefits, siblings stories, self-directed support, healthy 
lifestyle, sleep apnoea, education and much more! 

To book your place, fill out the enclosed form or visit our 
conference shop at www.dsscotland.org.uk/conference. Book 
before 10th October to secure an early bird discount! 
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“...I have worked hard to banish these 
thoughts and strongly feel that the 
only she’s going to learn not to do 
these things is by being allowed to 
develop her independence, to self-
regulate what’s right and wrong.”

knows and looks out for her. I felt it was my duty to allow her 
this taste of independence and see how she coped with it. 

However, her walk to school wasn’t always this measured, 
calm and planned. The first time she walked to school 
alone the door was left unlocked after an older sibling had 
left for school and she’d made a furtive escape, heading 
independently round to school with no ill effects. But still, 
in the mornings there are school buses, taxis and tempting 
friends on the other side of the road....plenty of hidden 
dangers for the girl who can still be known to make surprise 

visits to unknown neighbours’ 
houses. Last year she pounced 
into an open car boot on 
the way home from school. 
These are the visions that are 
in my mind when I wave her 
goodbye. But I have worked 
hard to banish these thoughts 
and strongly feel that the 
only way she’s going to learn 

not to do these things is by being allowed to develop her 
independence, to self-regulate what’s right and wrong.  A tall 
order for any kid, but Matilda likes to rise to a challenge.

Of course, in a week’s time the novelty may well have worn off 
and I might once again be staggering down the path to school 
with Matilda trying to remain hidden behind me, holding on 
to my legs, tripping me up and professing to be shy. But I hope 
not. I hope this is the way of the future, little steps forward 
towards freedom and independence.

Now we just have to work on the homeward journey....At the 
moment, she runs out of school, lunges at me, throws her 
glasses away saying, “My eyes all better now.” She struggles

When things happen more than twice it’s too easy to think, 
“Yes, that’s normal, that’s the way it’s always been.” One 
morning I waved my seven year old daughter goodbye from 
the front door and she climbed the garden steps, turned and 
waved before walking purposefully off to school weighed 
down with school bag and farm project. I thought I should 
record the enormity of this event before it became just 
another of the things that we accept as normal for Matilda to 
do. 

I had to run upstairs to the bedroom window to spy on her 
crossing the road, slowly and 
carefully looking both ways, 
before following the path round 
the corner and out of sight. Then 
I ran downstairs and followed 
where she had just gone, so I 
could see that at the end of the 
road she had (as her rules on 
the kitchen wall declare) walked 
straight to school and stayed on 
the pavement without stopping to talk to anyone, touching 
cars or entering anyone’s house!

She loves her rules and now insists on reading them herself 
before leaving alone for school in the mornings. 

“Go away, I do it myself. I seven!” 

Her determination I hope will stand her in good stead for the 
future. Still, it’s a wrench to see your small child setting off 
even for the shortest of journeys alone, rendering you rather 
redundant. But we are lucky to be able to allow Matilda this 
independence. We live in a small village, the school is two 
minutes across the road and round the corner and everyone

The solo walk
By: Katy Lironi, parent member
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out of her coat, chucks her bag on the ground and runs up the 
path at full pelt to jump on the school bus, knowing full well 
that I have to pick up her bag, coat, and jumper, make sure her 
wee brother and sister are with us and try to catch her before

she leaps on the bus, grabs the back corner seat and straps 
herself in. 

Chaos is not yet a thing of the past - something to work on!

“She loves her rules and now insists 
on reading them herself before 
leaving alone for school...”

Above left photo: Matilda taking part in Health Day; Top middle photos 
(l-r): Matilda holding up artwork and at her school’s big breakfast day; 
Top right: Matilda playing with puppets; Bottom middle: Matilda enjoying 
sports day; Photo page 5 (l-r): Matilda walking with her brother and sister 
to school for her first day of primary 1; Matilda with her siblings.

Transitions occur constantly throughout life and all 
young people are faced with them as they progress from 
childhood through puberty and adolescence to adulthood 
- from immaturity to maturity and from dependence to 
independence. In addition, some young people experience 
extra transitions caused by other life events such as 
bereavement, separation of parents, or family changes.

To ensure that transitions create as little upset and anxiety as 
possible, it is important that a good transition plan is in place 
which addresses every aspect of a young person’s future life. 
Consider all the skills and preparations that will be needed for 
them to lead the most fulfilling life possible. It should include  
any medical, psychological and educational/vocational 
needs of the individual as well as their family and involve 
any professionals that have input in their development and 
future. 

It is also important that individuals with Down’s syndrome 
be as involved as possible in making decisions about their 
future. Identifying their strengths, weaknesses, needs, goals, 
preferences, desires and dreams will allow the transition 
goals to reflect all these things and will outline specific, 
measureable objectives to help them achieve success. A 
transition plan is not a static document. It is an evolving plan, 

Transition planning: Adapting to change 
By: Jo Hughes, Family Support Service Officer, DS Scotland

one that will be periodically updated, revisited and revised as 
the individual moves through each transition.

Change is unavoidable but it can be really difficult for many 
people with Down’s syndrome. You may not always be able 
to prepare for change before it happens, but try to give your 
child as much warning as possible. Gradually introducing the 
idea of a new person, place, object or circumstance can help 
them cope with the change. Try to talk about the event or 
activity when everyone is fairly relaxed and happy, and use 
lots of visual information such as photos or social stories to 
make it easier for them to understand and know what to 
expect.

Using calendars to visually show how many days it is before 
an event happens- such as new term, new school etc. can 
help them feel prepared. It is also a good idea to add photos 
onto the calendar - for example, a picture of their new 
school, teacher, the school bus, or a photo of the building 
they are going to for an appointment.

If you would like further information regarding any 
techniques mentioned here or would like to discuss transition 
planning, please phone our Family Support Service Team on 
0131 313 4225. 

Autumn 2012 Magazine.indd   7 07/09/2012   11:46:15



Full potential LIFESTYLE

7 Autumn 2012   Volume 3    Issue 2    www.dsscotland.org.uk

Striving for
potentialfull

Do you know someone who is striving for their full potential 
and whom you would like to see in future issues? Contact us 
via e-mail at editor@dsscotland.org.uk or phone us on 0131 
313 4225 by November 2012.

Looking for future full potential stars!

“She comes home most weekends and 
is a great help to me in the house as 
she loves tidying up and is very good 
at it!”

By: Heather Irish, Communications and 
Fundraising Officer, DS Scotland

Meet Elizabeth

gardening, cookery, monetary skills, art, pottery, reading, 
writing, drama and basic music. She has also held jobs at 
nursing homes and a restaurant. She currently works part-time 
at Shelter.

When she’s not working, Elizabeth attends Eden Court Theatre 
and the cinema. She loves watching the latest scary films. 
Elizabeth is also learning Makaton sign language to improve her 
communication skills. 

Elizabeth loves spending time with her family. She will be 
travelling to Wales with family in September to celebrate her 
niece’s 21st birthday.

“She comes home most weekends and is a great help to me in 
the house as she loves tidying up and is very good at it!” said 
mum Sallie Fraser. 

Elizabeth recently returned from a trip to Cornwall in August 
with those she lives with. 

In March, Elizabeth Fraser, 42, hosted a dinner party for family 
and friends in celebration of DS Scotland’s Do a Dish for Down’s 
Syndrome fundraising and awareness campaign. She helped 
with the baking, laid the table, arranged the food and plates 
and oversaw the raffle.

This is just one of the many activities Elizabeth gets involved 
in.  Elizabeth’s zest for life started early when she started 
swimming. She went on to win a gold and silver medal at the 
Special Olympic Games in Leicester. She still swims every week 
at the Otium Club. Elizabeth also enjoys horse riding and has 
won several rosettes.

She currently lives in supported accommodation in Inverness 
and enjoys spending time with the other people in her 
supported accommodation house. She enjoys watching TV in 
her room to unwind from a busy day. Her favourite programmes 
are Doctor Who and Winnie the Pooh.

Elizabeth attended Inverness College. She took courses in 

Above photo: Elizabeth Fraser, centre, with mum Sallie (behind) and friends at the Do a Dish event. Top right photo: Elizabeth with her Special Olympics gold 
and silver medals; Bottom right photo: Elizabeth and family at dinner.
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I live temporarily in Oman where my husband works. Home 
is Aberdeen where I was involved in the start up of Down’s 
Syndrome Scotland so many years ago.

My daughter is now 32 years old and has a congenital heart 
problem. She has had three open heart surgeries and now 
has a pacemaker. She had such a poor prognosis but has a 
happy and fulfilled life in the Camphill Newton Dee Village in 
Aberdeen.

Hannah loves visiting Muscat, Oman and flies out three times 
a year. She loves motorbiking with her dad, is a competent 
weaver and is a computer addict.

The Down’s Syndrome Parent Support Group started here 
only a few years ago and they try hard to improve facilities for 
young people as there is very little available as yet. I find that 
Hannah is a breath of fresh air to the parents of children with 
Down’s syndrome here as she has achieved so much.

Hilary Jean Lawrenson, parent, Oman, via e-mail

Dear DS Scotland...

Do you have opinions, ideas, thoughts or 
accomplishments that you would like to share 
with us and the readers of Full Potential? Please 
e-mail Down’s Syndrome Scotland at editor@
dsscotland.org.uk or post us a letter to The 
Editor 158-160 Balgreen Road, Edinburgh 
EH11 3AU to be included in the next magazine.

Share your voice

congratulate

DEBATE

question

SHARE discuss understand
introduce

reflect

explaincontemplate
comment

engage
ExpANDreflect

Lisa Gardiner completed her 
first 10k race in Glasgow (in a 
time of 1 hour 13 minutes!) for 
DS Scotland and raised over £400 
so far and more coming in! 

Lisa is a twin of Sean Gardiner 
and is also a full time carer for 
Laura (both of whom have Down’s 
syndrome) who is wheelchair-
bound. We’re very proud of her 
and she’s over the moon getting 
to the end with her aunt Elizabeth 
who’s also in the photo and flew

Photo submission: 

Stuart Campbell playing golf as a toddler and again this year 
during DS Scotland’s 30 Courses in 30 Days Golf Challenge. 
Stuart played the first course at Balgove after receiving golf 
lessons. He is now keen to join a golf club and to play more 
golf.

Sam Campbell, parent, Ayrshire

up from Warwick to support her during the run.  

Paul Gardiner, parent, Glasgow, via e-mail

Just received my issue of 
Full Potential and enjoyed 
reading it. As always I love 
looking at all the photos so 
I have attached a picture 
of our daughter who was 
recently a flower girl at her 
uncle’s wedding. Eilidh is 
six years old and lives in 
Edinburgh.

Claire Angus, parent, Edinburgh, via e-mail

On Thursday 5th 
April, Falkland Golf 
Club welcomed Lesley 
Moffat and friends [Suzie 
Cunningham, Heidi Orr 
and Sally Townson] in her 
challenge to play 30 golf 
courses in 30 days to mark 
the 30th anniversary of DS

Scotland.

Pictured with Lesley (centre) is Club Captain Bob Duncan and 
Ladies Captain Valda Wicks along with members of the Ladies 
Committee. 

Lesley and friends enjoyed playing the course and enjoyed 
lunch and refreshments provided by our Club Steward Danny 
McGuinness.

Valda Wicks, supporter, Falkland, via e-mail
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My big brother
By: Shona McNeil, sibling 

Graeme is my life. I just don’t know what I would do without 
him. In fact, I’m sure he has made me who I am today. My 
brother is so important to me because I look up to him and we 
look out for each other. Like every 19 year old he goes to the 
pub, socialises with friends and studies at college – I do actually 
believe his social life is superior to mine. Graeme is my only 
sibling and our relationship is extremely close. Although we 
fight and argue we still love each other very much. It really gets 
to me that people treat him differently because he has Down’s 
syndrome.  

Sometimes it is difficult for me dealing with Graeme’s condition. 
It is not that my parents don’t support me. They do. It must 
be a real balancing act for them - meeting the needs of both a 
grumpy teenager prone to mood swings (that’s me) and a young 
man who needs constant care and attention. People think I am 
selfish when I say critical things about Graeme but sometimes 
I get frustrated and they do not understand just how draining

it can be living with him. When I was younger I found it hard 
to cope but now it is easier as I can fully understand why he 
needs more care and attention than me. As I have got older my 
bouts of jealously have decreased but my protectiveness has 
remained constant. When Graeme smiles, I smile. When he 
hurts, I hurt. When he laughs, I laugh. Every emotion he feels, 
I feel too.

Eleven is a big age. It’s a challenging year in your life: moving 
into high school, making new friends, meeting new teachers, 
lots of homework and adjusting to life in a new environment. 
Having a brother with Down’s syndrome did not make it any 
easier for me. Introducing Graeme to my new friends would 
be tricky. When I did eventually introduce them, I could sense 
they were unsure what to do and say. They were overwhelmed 
by his incessant questioning and enthusiasm, which seemed 
intimidating.

Looking back I realise it must have been hard to be faced with 
something they were unfamiliar with. At the time, I did not 
understand this and their attitude angered me. I would only 
tell friends about him if I knew them very well. “Who needs 
to know my business?” I would ask my mum. Friends thought I 
was ashamed. Now I am embarrassed to say it but at that age 
I was and did not know how to deal with everything. I was just 
concentrating on fitting in. In my first year of high school I pretty 
much kept myself to myself. I remember Graeme coming to my 
first parent’s night at high school. I was dreading the reactions 
people would make. Some pupils stared; others laughed, 
embarrassment defeated my anger. Now as I am getting older

Right photo: Graeme playing with his sister Shona; Above top photo: 
Graeme watching over his sister; Above (l) photo: Graeme and Shona having 
fun during lunch; Above (r) photo: Graeme and Shona having fun on the 
beach; Page 10 photo: Recent photo of Graeme and Shona on holiday 
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I know they were acting out of ignorance. It was sad they were 
so quick to judge and too slow to consider how others felt. 

As the years have gone by my outlook on my brother has 
completely changed. I admire him. I’m not bothered by what 
people say or do now. Being open about Graeme and not 
ashamed has actually helped me deal with everything. People 
just have to accept me and my brother for who we are.

“Being open about Graeme and not 
ashamed has actually helped me deal 
with everything. People just have to 
accept me and my brother for who we  
are.”

Graeme makes me proud in many ways - especially when he 
swims. About a year ago, Graeme was accepted to swim with 
a popular disability swimming club. Being a normal teenager, I 
was like a raging bull when my mum dragged me out of bed to 
watch him compete. I was not amused being up at half seven 
on a Sunday morning to head through to Edinburgh. As soon 
as the race started a surge of emotions flooded me. I was so 
proud he could actually swim as well as he could. The gun 
fired, and away he went cutting through the water like a sleek 
seal. On some occasions, Graeme appears clumsy or hesitant 
but here he was in his element. He finished first, beating his 
personal best and qualifying for the club. I beamed with pride. 
Graeme loves when you make a fuss over him and adores the 
feeling of success it has brought to him. I highly respect my 
brother for his swimming as it has taught him resilience and a 
drive to be the best he can. I think some of that has washed off 
on me.

However when I was younger I did not always appreciate 
Graeme, maybe this was put down to immaturity. I am 
horrified to recall that I used to ask my mum for another 
brother. I hate myself for this. How could I be so selfish? 
People sometimes felt sorry for me because of my brother. 
This frustrated me as he is just like anybody else’s brother. 
Now I realise why they did this but it did not make it any less 
frustrating. Even now Graeme is treated differently sometimes 
like he is a baby. This infuriates me as he is 19 and should be 
treated the same way as everybody else. As for having another 
brother, I simply would not consider it.

Graeme is not only my brother but he is my best friend too.
He is no different to me but unfortunately to others he is. 
They should know that he has taught me a lot: not to be sharp 
to judge, live life for every second, not to hold grudges and 
to treat everybody equally. Graeme is an amazing person 
and sometimes I think if everyone had a bit of my brother in 
them the world would be a better place as there would be 
no grudges and many more smiling faces. Throughout my life 
he has influenced me and moulded me into the person I am 
today. Life without him would be unimaginable. Growing up 
with Graeme has been a rollercoaster of emotions, veering 
from embarrassment to jealousy, to anger and finally pride. 
This is why he is the most important person in my life today.

Growing up with a brother or sister 
with Down’s syndrome can be fun, but 
sometimes difficult. All brothers and sisters 
feel like this about each other sometimes. 
The relationship that siblings have with 

each other are possibly the longest they have with anyone so 
it’s important they enjoy it (most of the time). Siblings have a 
lot to offer their brother or sister who has Down’s syndrome. 
They can give them the experience of a close relationship 
with someone near their own age, appropriate behaviour, 
what’s cool and what’s not advice and much more!  In 
addition their sibling with Down’s syndrome will also teach

Growing up with a sibling with Down’s syndrome
By: Jo Hughes, DS Scotland Family Support Service Officer

them many things. It is important that siblings should feel that 
they are individuals in their own right with their individual 
needs and finding quality time to spend just with them is 
important too. 

Parents are often concerned about how their  other children 
are coping when they have a brother or sister who has Down’s 
Syndrome. DS Scotland’s Family Support Service can provide 
lots of useful information and support in helping siblings of 
all ages understand more about what Down’s syndrome is 
and what it means to have a brother or sister with Down’s 
syndrome, please phone us on 0131 313 4225.
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Onni Alastair Mackenzie - the name suggests a Scottish 
connection - but for most, Onni will be an unfamiliar name.

In Finnish, Onni means “happiness”. Our son’s name indicates 
the international make-up of our family: specifically a Finnish 
mother and a Scottish father. When we were told Onni had 
Down’s syndrome we probably had all the standard questions, 
but one specific to our family was, “Can children with Down’s 
syndrome manage two languages?”

This was a very important question because if the answer was 
‘no’, Onni would have been cut off from one half of his family 
and culture by a language barrier. We live in Finland and so 
Finnish would literally be the mother tongue; but without 
English, Onni would have been denied meaningful contact with 
my family and the wider English speaking world.

Although only around 60 babies with Down’s Syndrome are 
born per year in Finland, we found that two language families 
in this group was not unheard of. The reason being that 
Finland is a bilingual country with Finnish and Swedish both 
official languages. So, inevitably, bi-lingual households with 
children with Down’s syndrome do exist. 

Having spoken to social workers and researched online, we 
came to the conclusion that Onni could learn English and 
Finnish. There was no special needs specific advice regarding 
this, only what is given to all parents in bilingual households 
and that is simply to speak your own mother tongue with 
the child. Thus, I speak only English with Onni and Pirre only 
Finnish.

Seven years on and Onni clearly understands both languages; 
when it suits him! There was no eureka moment in language 
comprehension, Onni just appeared to learn and to

understand as one expects young children to do, though his 
Finnish language skills did develop quicker than English. He 
does not just understand me but also my family and strangers. 

Onni used (Finnish) support signs since he was one and these 
are still his primary means of communication. Dyspraxia 
makes speaking very difficult for Onni so he is pragmatic 
when it comes to word choice when speaking. One example 
of this was during a very frustrating speech therapy session 
when the therapist could not get Onni to say “pimeä”. Instead 
Onni would repeatedly say something completely different. 
Eventually, the penny dropped and the therapist realised Onni 
was trying to say “dark” which is the English equivalent of 
“pimea” and contains sounds he finds easier to say.  

When talking, Onni probably uses 1/3 English and 2/3 Finnish 
words based purely, it seems, on the ease of pronunciation. 
This might be a cause for concern but he does the same 
thing in Finnish using the alternative word for Grandmother 
(Mummo) and not “Babu” as the other grandchildren call her. 
This is not a perfect solution but at least with his family it has

“We live in Finland and so Finnish 
would literally be the mother 
tongue; but without English, 
Onni would have been denied 
meaningful contact with my 
family and the wider English 
speaking world.” 

By: Allan MacKenzie, international supporter and parent

Being bilingual: Is it possible?
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Onni will be able to continue watching and understanding 
because of his English language skills.  

It is obvious that people with Down’s syndrome can learn 
other languages. All young children have a brain primed for 
language learning and children with Down’s syndrome are no 
different, so starting the process early is the best advice l can 
give. Onni has never displayed any significant confusion and 
his Finnish language comprehension, which is tested annually, 
is in line with his peers, so if you have a second language in 
mind, do not hesitate to begin in nursery or before.  

Onni has just completed five years of kindergarten and a year 
of pre-school. He will start mainstream school in autumn 2012.  
In Onni’s third year, he will study English as a second language 
with his classmates. We hope that this will boost his self-
esteem as he should be very far ahead of the class. However, it 
will not all be plain sailing as in his seventh year, Onni will start 
studying the Swedish language. It will be interesting to see 
how he copes with a third language and one learned later in 
life. I hope he performs significantly better than his father did 
in high school French.

When we were told Onni had 
Down’s syndrome we probably 
had all the standard questions, 
but one specific to our family 
was, “Can children with 
Down’s syndrome manage two 
languages?”

increased his vocabulary and ability to communicate.

Whilst in most situations being bilingual is an advantage, it 
can be a problem at story time. Onni and his brother have 
clear and changing opinions on their favourite books. Thus we 
either buy copies of the book in both languages or Mum/Dad 
is in high and constant demand at bedtime until that particular 
book has become less popular. 

A similar problem occurred regarding movies before Onni’s 
younger brother’s English language skills caught up to his 
Finnish. Onni preferred some movies in English while Taavi 
was adamant he wanted to watch in “mum’s language”.  Onni 
absolutely loves movie night. Films are not dubbed in Finland 
except for those aimed at smaller children. In the next year or 
two the age appropriate films will no longer be dubbed and 

Photos page 11: Onni reading and holding up one of his favourite books 
The Pirate Crunchers in Finnish and English; Above photos: Onni writing; 
Language is not the only part of Finnish culture that Onni is learning. Skiing 
downhill and cross country are common winter activities for Onni and his 
family.

On the basis of my experience, I advise any bilingual family 
to treat a baby with Down’s syndrome like any other child in 
their family i.e. to expose them to both languages naturally, 
for the following reasons.

• I think that it is important that a family life continues as 
normally as possible for all family members and is distorted 
as little as possible by the arrival of a baby with Down’s 
syndrome, for the well-being of everyone in the longterm.

• If there [are] other children then parents will want them to 
have an advantage of being bi-lingual.

• The extended family are likely to speak different languages 
and the child with Down’s syndrome will be part of a bilingual 
world so it is not possible or desireable to suggest he or she is 
only brought up in one language.

• It is rather cruel in my view to tell a parent or grandparent 
that they cannot communicate with a baby in their first 
language.

• However, I suggest that specific language teaching activities,

Bilingual children with Down’s syndrome
By: Professor Sue Buckley OBE, Emeritus Professor of Developmental Disability, University of Portsmouth

including reading activities, focus on teaching the child the 
language that he or she will use in school.

• I also emphasise the importance of a good language learning 
environment e.g. one in which the baby is talked to as much as 
possible, in a child-centred way i.e. is talked to about what he 
or she is doing or interested in, by all family members as they 
spend time with the child.

• Caution - I see young children who are doing well in bilingual 
situations, developing competence in both languages and 
doing as well in their first language as most children with 
Down’s syndrome.

• I also sometimes see children who have very little first or 
second language if they are not being talked to at home, and 
this can be a particular risk if the child is cared for by a nanny 
who speaks little of the family’s first language. What matters 
is the quality and quantity of the language experience of the 
child. 

Reprinted with permission from Sue Buckley. Full article 
available on www.down-syndrome.org. 
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        By: Rachel Carling-Jenkins, Research Fellow at La Trobe University, Australia and Jane Tracey, Education 
Director at the Centre for Developmental Disability Health Victoria, Australia

Dementia in people with Down’s syndrome

disease; and (c) what other conditions may share the same 
symptoms as Alzheimer’s disease. Through this understanding 
we can facilitate early detection of the disease, and early 
access to the medical and social supports that may be needed. 
Concomitantly, we may facilitate the early detection of other 
treatable conditions which, while they may present like 
dementia, can be properly identified and treated correctly.

Early warning signs
Alzheimer’s disease is characterised by a progressive, but 
not rapid decline in skills. In people with Down’s syndrome 
the disease usually manifests through changes in personality, 
behaviour and declining abilities. In the general population 
deterioration in episodic memory is usually the initial sign of 
dementia. (Beaumont, 2011; Ball, et al, 2008).

1. Changes in personality and behaviour
These include extremes in behaviour, such as irritability, 
lashing out or self-abuse which were not previously evident, 
or deficits in behaviour, such as apathy, or withdrawal which, 
again, were not previously evident.

Example: Michael used to be compliant and helpful when it 
came to helping with household tasks, now he swears when 
asked to sweep the floor.

2. Decline in skills
Executive skills (organising and completing complex tasks) 
Example: Marion no longer boils water for her tea, she used to 
make a nice hot cuppa, but now she pours cold water from the 
tap directly onto her tea bag.

Language skills (using familiar words, complex sentences, 
comprehension, reading and writing)
Example: Reece used to sign his name, but now he pens 
random letters and is unsure of when to stop writing.

Recognition skills (knowing who, what or where something/
someone is)
Example: Pete no longer used his iPod even though it used to 
be his most prized possession and he wouldn’t leave the house 
without it. He still loves music, but he can’t quite figure out 
what his iPod is anymore. He fiddles with it sometimes, but 
leaves it in his room now.

“...Estimated that up to 75 per 
cent of adults with Down’s 
syndrome develop Alzheimer’s 
disease before the age of 65.” 
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Dementia is a general term used to describe a group of 
symptoms caused by disorders affecting the brain. These 
disorders affect thinking, behaviour and the ability to perform 
activities of daily living. The most common form of dementia is 
Alzheimer’s disease, a progressive disorder caused by a build-
up of abnormal protein in the brain and a consequent loss of 
connections between nerve cells (neurons) in the brain.

Alzheimer’s dementia is particularly common in people with 
Down’s syndrome. People with Down’s syndrome develop 
‘early onset’ of this disease, which is defined as the beginning 
of symptoms before the age of 65. Holland, et al (2000) 
estimated that up to 75 per cent of adults with Down’s 
syndrome develop Alzheimer’s disease before the age of 65. 
This is therefore a problem associated with middle age for 
people with Down’s syndrome.

As family members and significant caregivers, it is important 
to be aware of the possibility of Alzheimer’s disease for people 
with Down’s syndrome. It is also important to know (a) the 
early warning signs; (b) the ways of diagnosing Alzheimer’s

Autumn 2012   Volume 3    Issue 2    www.dsscotland.org.uk
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Visual-spatial skills (sense of direction, artwork, negotiation of 
different floor types and stairs)
Example: Frank can no longer walk over the black and white 
tiles at the shopping centre - he is scared he is going to fall. 

Learnt motor skills (folding, swallowing, walking)
Example: Don asks you to do up his shoes, even though he’s 
been doing them independently for years. When you refuse he 
gets frustrated and knots his laces.

Memory loss which can be defined as progressive and 
frequent. 
Example: Cate no longer recognises her baby niece, but is 
excited every time she hears about her birth as though she is 
learning about it for the first time.

Onset of seizures, or worsening of pre-existing seizures, may 
also be an early indication of developing Alzheimer’s disease.

How Alzheimer’s disease is diagnosed
When approaching a medical practitioner for a diagnostic 
evaluation, there are a number of steps that will be 
undertaken. The doctor will be looking for changes over time, 
and therefore a diagnosis is unlikely to be made on the first 
visit. The following are a list of the assessments routinely 
undertaken when diagnosing - or excluding - Alzheimer’s 
disease:

1. Detailed medical history
The doctor will need to know about the person’s past medical 
history and any current medical issues, as well as how the 
person has changed over time. Make sure that a carer who 
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“Make sure that a carer who 
is familiar with the person 
with Down’s syndrome attends 
the medical appointment - ie. 
someone with a longstanding 
relationship with the person who 
has good knowledge of their 
medical history.” 

is familiar with the person with Down’s syndrome attends 
the medical appointment - ie. someone with a longstanding 
relationship with the person who has a good knowledge of 
their medical history. Take all previous health/clinical notes, 
list of current medications and any notes about behaviours or 
other concerns to the appointment with you.

2. Record of baseline skills
The medical practioner will need to know what the person 
with Down’s syndrome was capable of doing before the 
onset of symptoms. He or she will be particularly interested 
in how the person’s behaviour, mood, personality, memory 
and skills have changed over time. The person’s means 
of communication, interests and hobbies, expressions of 
happiness or sadness, interests and hobbies, eating habits, 
mobility, ability to learn new skills, self care and activities 
of daily living, memory, IQ, literacy and numeracy are all 
important in the assessment.

3. Physical examination
The medical practitioner will want to do a full physical 
examination, and so it is helpful if the person is prepared in 
advance for the need to get partially undressed for this part of 
the consultation.

4. Investigations
There are a range of blood, and possibly urine, tests that 
will be required, most to exclude other causes or changes in 
behaviour and skills. Preparing the person ahead of time in 
whatever way has worked best in the past for blood tests is 
likely to be beneficial.

The doctor may want to explore medical concerns, or causes 
of the changes, through other tests including X-rays, EEG or 
CT scan. The process for these should be discussed in detail 
so parents/ carers can prepare the person appropriately and 
support them through the procedure.

5. Mental status tests
These tests will include tests of memory, language and 
attention. For these tests to be affective, a thorough 
understanding of baseline skills is important (see point two 
“record of baseline skills”).

“Alzheimer’s disease is 
characterised by a progressive, 
but not rapid decline in skills. In 
people with Down’s syndrome, 
the disease usually manifests 
through changes in personality 
behaviour and declining abilities.” 
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“If you notice any of the early 
warning signs listed here, it is 
important to consult a medical 
practitioner immediately. The 
changes may be explained 
through the diagnosis of a 
treatable condition, which, once 
identified, can be effectively 
managed.” 

Autumn 2012   Volume 3    Issue 2    www.dsscotland.org.uk

6. Psychiatric assessment
A full psychiatric assessment may be required. This includes 
questions about the person’s mood, thoughts and behaviours 
and seeks to identify any symptoms such as hearing voices. 

This assessment is important in identifying potentially 
treatable conditions and to better understand the person’s 
current experiences.

What else could it be?
There are a large number of health conditions which need 
to be considered before a diagnosis of Alzheimer’s dementia 
can be made. All can cause a decline in cognitive function 
and skills similar to those seen in Alzheimer’s; however, many 
are treatable and so it is vital they are not overlooked. These 
include:

►Vascular dementia

►Head injury

►Delirium

►Depression

►Medication side effects

►Vitamin B12 deficiency

►Thyroid dysfunction

►Heart failure or abnormal heart rhythm

►Sleep apnoea

►Hearing/vision impairment

►Undiagnosed pain

►Environmental changes

Key message
If you notice any of the early warning signs listed here, it is 
important to consult a medical practitioner immediately. The 
changes may be explained through the diagnosis of a treatable

condition, which, once identified, can be effectively managed. 
If a diagnosis of dementia is made, this knowledge will enable 
you to access support and information to assist a person with 
Down’s syndrome to continue to achieve a high quality of life. 
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Article reprinted with permission from Voice, Down Syndrome 
Victoria and Down Syndrome NSW Members Journal April 
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For more information on dementia, phone DS Scotland’s 
Family Support Service on 0131 313 4225. 

Visit our online Resources Shop (www.dsscotland.org.uk/shop) 
to purchase our What is Dementia and Keep Talking about 
Dementia publications.

For further reading, search our library (free loans to members) 
www.dsscotland.org.uk/library.

For more information on participating in an Alzheimer’s study 
on people with Down’s syndrome, turn to page 18.
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Anyone who thinks having 
Down’s syndrome is a barrier 
to enjoying cycling is wrong. 
Eleven-year-old Cameron Bell 
is proof of that. After years 
of longing to ride a bike, he’s 
achieved his dream. 

Being able to ride a bike has 
been an ambition of Cameron’s 
for a long time.  Over the 
years we have tried various 
makes and models of bikes but 
without success. 

As Cameron grew older, the 
possibility of sourcing a bike 
that was the right size for him but also able to hold stabilisers 
became increasingly difficult.  Having a brother and sister 
who were both able to ride their bikes meant Cameron often 
missed out on runs out and playing outside with the others on 
their bikes. 

Cameron’s head teacher was aware of our dilemma and knew 
just how much being able to ride a bike meant to him.  He 
managed to locate a three-wheeled bike that was not being 
used and had been given permission to bring it back to school

for Cameron to try out.  He 
loved it! 

Although quite nervous at 
first, Cameron got to grips with 
manoeuvring the bike after a 
few attempts. In an attempt to 
further improve his confidence, 
cycling skills are now 
incorporated into Cameron’s 
fitness time at school and we 
have agreed short-term targets 
for him.

He began by practicing around 
the school grounds, building up 
his confidence, getting used to 

stopping and starting and moving in and out of cones. 

After weeks of practice we decided Cameron was ready to 
venture out of the school grounds and put his new-found skills 
to use. Together with his teacher, we started to plan his first 
cycle route.   We thought carefully about which route was the 
best for him and decided that a motivational goal was going to 
be the best option. 

As Cameron adores pancakes, it was agreed that his maiden 
voyage would consist of a visit to the supermarket to be able

“As Cameron grew older, the 
possibility of sourcing a bike 
that was right for him but also 
able to hold stabilisers became 
increasingly difficult. Having a 
brother and sister who were both 
able to ride their bikes meant 
Cameron often missed out...’”

Dream cycle
By: Caroline Bell, parent member
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Photo page 16: Cameron cycling at home; Above photos (l-r): Cameron (far right) and his dad and siblings; Cameron contemplating his next trip! 
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“It took a long time for Cameron 
to be able to fulfil his dream but 
determination and lots of support 
has meant he has been able to 
achieve his goal and the results 
have been fantastic.”

  Cameron is continuing 
to practice riding his 
bike at school with the 
encouragement of staff and 
fellow pupils.

He is thoroughly enjoying 
being able to ride his bike 
and is already planning his 
next trip, which he is hoping 
to complete in the next few 
weeks. 

We have now been fortunate enough to locate a three-
wheeled bike of our own which means that he is able to play 
outside at home with his brother and sister and enables us all 
to enjoy bike rides whenever we want to, together as a family.

It took a long time for Cameron to be able to fulfil his dream 
but determination and lots of support has meant he has been 
able to achieve his goal and the results have been fantastic.  
We are incredibly proud.

to buy some to enjoy when he 
returned to school.  

When the day finally arrived we 
were all very excited about the 
cycle run, especially Cameron.  
His whole school came outside 
to wave him off and with the 
sounds of clapping and cheering 
behind him, Cameron was on 
his way.

The route had been meticulously planned with teachers and 
community police escorting and encouraging him along the 
way. 

Everything went to plan.  Cameron arrived at the supermarket 
to buy his pancakes and had some photos taken for the local 
newspaper.

Arriving back at school feeling very happy, Cameron shared the 
news of his adventure with his fellow classmates, who along 
with the rest of the school were very proud of him.

☐

☐

Cycling Do’s and Don’ts Checklist
Did you know...
  • Cycling can be great fun & very enjoyable 
  • Cycling can help you meet new friends and socialise more
  • Getting on your bike can improve your health 

Remember,  there are some really important Do’s & Don’ts to 
remember when you are out on your bike. 

By: Jo Hughes, Family Support Service Officer, DS Scotland

can help you stay safe. Daytime riding is the safest so try 
to avoid riding your bike once it starts to get dark.

Do stay calm.
If you get frightened or upset, get off your bike in a safe 
place and take time to relax and calm down.

Do wear the right footwear. 
Trainers will help your feet grip the pedals.

Don’t wear headphones. 
Music can distract you from noises around you, such as a 
car blowing its horn.

Don’t use your mobile phone.
This is dangerous. It can distract you and cause you to 
have an accident.

Don’t cycle too fast. 
You could fall off and hurt yourself or cause someone 
else to get hurt.

Do wear your helmet. 
Make sure it fits you properly so that it protects your head 
if you fall off.

Do know where to ride. 
Check with an adult about where you’re allowed to ride 
your bike. You need to know how far you’re allowed to go 
and whether you should ride on the pavement or on the 
road. A park or cycling routes are good places to choose.

Do be seen & be safe! 
Wearing bright clothes and putting reflectors on your bike

☐

☐

☐

☐

☐

☐
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participation needed in new Alzheimer’s study
The University of Glasgow is recruiting 60 individuals from 
the Lothian, Tayside and Greater Glasgow & Clyde NHS areas 
to participate in a new Alzheimer’s study. Participants must 
be almost 50 years old or older and have not been diagnosed 
with dementia although participants can have baseline tests.

Alzheimer’s disease and Down’s syndrome
Many people with Down’s syndrome develop memory 
problems or dementia in middle age. The University of 
Glasgow’s Institute of Health and Wellbeing has partnered 
with DS Scotland to research a drug’s potential to reduce the 
chances of people with Down’s syndrome getting Alzheimer’s 
disease.

Medication details used in the study
A medication called Simvastatin, which is used to treat other 
conditions, might reduce Alzheimer’s disease as previous 
studies have shown that people who did not have dementia 
were more likely to have taken Simvastatin than those who 
had dementia. The studies show that Simvastatin may slow 
the amyloid β build up in the brain, which is thought to cause 
Alzheimer’s disease.

Medication side effects
Simvastatin is currently used to prevent heart attacks and 
strokes and most people do not have side effects. The most 
common side effect is muscle pain or weakness in about one 
in every 100 people. Occasionally people have to stop the 
simvastatin to stop this side effect.

Alzheimer’s study details
Participation recruitment will continue until this December. 
If the person with Down’s syndrome agrees to take part, a 
research assistant will visit the person at home. The assistant 
will ask some questions about the participant’s health and will 
ask for a blood test or a thumb pin-prick sample and saliva 
sample. Each participant will be put in one of two groups. For 
the next year, one group will take a Simvastatin capsule every 
night and the other group will take a placebo capsule.

Between six to 12 weeks after starting, the research assistant 
will visit each participant to make sure there are no side 
effects. She will also ring or visit after three, six and nine 
months to check there are no side effects. After a year, the 
research assistant will visit to ask about the participant’s 
health and will request an optional blood test. After the year, 
differences between the two groups will be compiled.

All information will be confidential and only the research team 
and the participant’s GP will know who took part in the study.

Every participant will be given £50 of shopping vouchers for 
their time.

To join the study or for more information, contact Research 
Assistant Ciara Stiles on 0141 211 3918, 0776 132 7704 or 
Ciara.Stiles@glasgow.ac.uk. 

Study representatives will also be available at our November 
conference (conference details included in enclosed flyer) 
should you have any further questions.
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Sleep disruption in toddlers with Down’s syndrome 
may affect behaviour

In earlier studies the University of Arizona Down’s Syndrome 
Research Group found that there is an increase in sleep 
problems of children with Down’s syndrome as they age. The 
group also found connection between memory deficits and 
sleep apneoa.

“Sleep is underrecognised as an issue in paediatric 
populations. We’re only starting to understand how sleep 
may contribute to brain development and delays in brain 
development over and beyond Down’s syndrome,” said Dr. 
Jamie Edgin, University of Arizona psychologist co-leading the 
research.

Current US guidelines suggest screening children at age 4, 
though some doctors and researchers would prefer that to 
occur much earlier to help prevent future problems said 
Edgin.

“It may be easier to treat these children if we get them on the 
treatment that they need at 18 months to two years rather 
than a teenager,” Edgin said.

Published: 2nd August 2012 in Medical Xpress. The article can 
be viewed at bit.ly/NnWqq7.

may have on early development. 

Researchers hope this research will fill the gap in the 
information available on the subjects as well as one day help 
improve treatment.

Undergraduate researcher Ursula Tooley has been 
researching toddlers and nursery-age children with 
Down’s syndrome. Her study has indicated that the effect 
of disrupted sleep may begin to influence behaviour and 
working memory in children with Down’s syndrome who are 
as young as age 2.

“Parents of children with Down’s syndrome should be on the 
lookout for sleep problems at an early age,” said Tooley.
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The University 
of Arizona 
studying the 
relation of sleep 
disturbance in 
children with 
Down’s syndrome 
and the effects it 
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It was during a Facebook question time [held the 21st of 
every month or the Friday before if it falls on a weekend] that 
I asked Sarah Van Putten if there was a particular reading 
system that worked better for children with Down’s syndrome.  
She suggested I read a book from the library and sent it out to 
me.

The very next morning I received Teaching Reading to Children 
with Down’s Syndrome by Patricia Logan Olwein.

It’s a substantial book but I got stuck in it and found the first 
five chapters especially useful.  They give explanations about 
why your child might find it difficult to read, different examples 
of how children learn in their day-to-day situations as well as 
behaviour they may display if they are finding the task hard 
and case studies.  

The book then explains how to use everyday life and objects 
to encourage reading before moving on to tell you about a 
programme that the author has found successful time and 
again.  It very clearly sets out a step-by-step process using 
flashcards and breaks it down with information about when 
your child will be ready to move on to the next stage of the 
system.  Diagrams for suggested flashcards, pictures, games 
etc are all at the very back of the book.

books
Teaching reading to children with Down’s syndrome

We are looking for parents, relatives, carers and/or 
professionals who have borrowed our resources in the past. 

Did you find a book that provided you with practical tips or 
a DVD that really helped with your child’s Makaton signing? 
Or even something that you didn’t find helpful at all? Or if 
you haven’t used one of our resources but would like to and 
would be willing to review it, please contact us and we will 
send you the requested resource and pay for your return 
postage as well!

Needed: Reviews of library resources
Now it’s your chance to suggest resources to other parents by 
sending in a review of your chosen DS Scotland resource to us 
via e-mail at margaret@dsscotland.org.uk or post to: Down’s 
Syndrome Scotland, 158/160 Balgreen Road, Edinburgh EH11 
3AU.

Your review will go on the library web page and will be listed 
next to the resource’s summary. Your review may also appear 
in future issues of Full Potential! To view our resource list visit: 
www.dsscotland.org.uk/resources/library.
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The latter part of the book moves onto teaching, writing and 
spelling.  There is so much information about each skill that 
it could be another book altogether, especially if you are 
preparing to help your child acquire early reading skills.  That 
said, I found the book so good I have actually purchased my 
own copy (as suggested by Margaret, DS Scotland’s Library 
Assistant) and can now refer to it at my leisure. 

If you want to know how you can help your child with 
Down’s syndrome to start reading I would highly recommend 
borrowing this book.  It’s hard to believe it was written 17 
years ago, but do bear in mind the author is American so there 
is occasional use of terms we no longer use.  That aside, it’s 
clear, easy to follow and any questions that popped into my 
head whilst reading it were answered as I carried on through 
the book.

Teaching Reading to Children with Down’s Syndrome is free 
to borrow for all our members.  Contact our Library Assistant 
Margaret McGregor on 0131 313 4225 or e-mail margaret@
dsscotland.org.uk.

If you would rather purchase your own copy, visit       
Amazon.co.uk. Price is £15.95 or from £11.35 new or £9 used 
through Amazon Marketplace.

By: Patricia Logan Olwein
Review by: Cindy Bremner, parent member
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Volunteers are a lifeline to most charities, whether it is in a 
service capacity or fundraising.  We are no different and have 
opportunities for both at Down’s Syndrome Scotland.   We 
are looking for people to help with all aspects of fundraising 
from: running a stall at an event to encouraging our runners, 
looking after collection boxes, administration, speaking, 
research, events coordinator and public collection 
coordinator to name just a few.   

of the year at your workplace? Ask your son or daughter’s 
school to have a dress down day? There are so many options. 

If you would like to find out more about volunteering 
opportunities please contact Sharon Kane on 0131 313 4225 or 
email Sharon@dsscotland.org.uk.
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What type of volunteer 
By: Sharon Kane, Fundraising Manager, DS Scotlandcould you be?

speaker?
can

collector?

researcher? events
coordinator?

administrative
assistant? collection

coordinator?

public

YOU

School 
dress down 
day 

Neighbour 
rotary club 
member, keen 
cyclist?

Friend 
5k fun 
run team

Hairdresser 
Do a Dish

Niece/
Nephew
Skydive, half 
marathon

Favourite 
restaurant 
Do a Dish 
campaign (50p 
on a dish/
ladies lunch)

Local 
boutique 
sell Christmas 
cards, hold 
fashion show

Local 
newsagents 
collecting cans

Pub 
quiz night, 
pool 
tournament, 
collecting cans

Work 
charity of the 
year, matched 
funding, raffle

Community 
centre
ladies guild, 
leisure club 
coffee morning

Son/daughter’s 
sports club 
sponsored skip, 
circuitsGrandparents 

sponsored bowl/
skydive

Who do you know?
A focus for 2013 is to have a number of volunteer 
speakers going out to groups and associations, such 
as church groups, to deliver talks about the charity.  
This will enable us to reach more people and raise 
awareness and funds by encouraging more people 
to support the charity.  We are looking for people 
with and without Down’s syndrome to volunteer. 
Full training will be provided - so no experience is 
necessary. 

It may be that you have a few hours to spare and 
you would like to help, or perhaps you would like 
to gain work experience for a CV, or even to meet 
new people and make new friends. 

Perhaps you may not have those few hours to 
spare. Don’t worry, there are other ways you can 
help. Think about the contacts that you may have. 
Perhaps you can nominate DS Scotland for charity 

Photo: © Graham Miller, Photohonesty

Autumn 2012 Magazine.indd   21 07/09/2012   11:47:11



Full potential FUNDRAISING

21

Thank you
First, we would like to thank all of our supporters and 
fundraisers who raised awareness and funds during Do a Dish 
for Down’s Syndrome 2012. A total of £5,659 was raised! 

Down’s Syndrome Awareness Week 2013
It may seem that Down’s Syndrome Awareness Week 2012 was 
just five minutes ago. However, following the success of this 
year’s fundraising, we want to be fully prepared for 2013.   

Do a Dish for Down’s Syndrome awareness and fundraising 
campaign
Next year, will be the fourth year of our Do a Dish for Down’s 
Syndrome campaign. Over the past few years, more and more 
people are becoming involved with our national campaign to 
raise funds and awareness. 

This year we need your help to get more restaurants, coffee 
shops, schools, churches and workplaces on board. Why not 
ask your favourite restaurant to have envelopes on the tables, 
add £1 to a nominated dish for the month of March, great for 
publicity for them, great for us! 

Get your hairdresser involved. How? Ask them to display our 9 
Facts about Down’s Syndrome sheet and offer coffee and cakes 
for a small donation.

There are just under 4,000 hairdressers in Scotland. If only 400 
hairdressers took part in our campaign and each raised £50, 
then that’s a total of £20,000!

Be part of the DS Scotland Skydivers Team
Thirteen skydivers faced their fears in 2012. Congratulations to 
all the skydivers who raised an amazing £14,060!

This year we hope to have at least 20 skydivers filling the 
Scottish sky. So please contact Heather on 0131 313 4225 or 
heather@dsscotland.org.uk if you would like to declare your

interest (and bravery!) for our March skydive. Details will come 
in due course. 

Anything goes during Down’s Syndrome Awareness Week 
The crazier the idea - the more funds and publicity! If you 
have a crazy/clever/creative idea, please phone Heather on 
0131 313 4225 and she can discuss publicity options available. 
Raising funds and raising awareness often go hand in hand so 
if you have an interesting story or a creative fundraising idea, 
this can often mean that it may be of interest to your local 
newspaper. 

If you’re not much of a risk-taker like mums Chris-Ann Stalker 
and Diane Neish as well as sibling Roxanne Marshall when they 
got a DS Scotland logo tattoo to raise awareness, don’t worry. 
There are plenty of other creative ideas out there. 

Save the awareness date
Down’s Syndrome Awareness Week will be Monday 18th 
March until Sunday 24th March 2013. World Down’s Syndrome 
Day will fall on Thursday 21st March. 

More information and leaflets on how to take part in our 2013 
Do a Dish for Down’s Syndrome campaign will be available in 
the new year. If you would like to state your interest in the 
campaign, please contact Heather on 0131 313 4225 or e-mail 
heather@dsscotland.org.uk.

Down’s Syndrome Awareness Week 2013
By: Sharon Kane, Fundraising Manager, DS Scotland

Far left photo: Claire Williams and son Elliot Lumsden at his nursery cake sale; Top row photos (l-r): Balgreen Primary School made cupcakes for their Do a Dish 
event; Neil Wright dyed his hair pink for awareness; National Office office windows covered in photos and 9 Facts about Down’s syndrome during Awareness 
Week; Nicola Bollard with her daughter, son and Lesmahagow schools celebrating awareness week; our awareness pin; Keith Watson completed his first sky 
dive just after Awareness Week; Bottom row photos (l-r): Carly Bremner preparing for the Aberdeen Fun Run while raising awareness; Ellen Gordon, Suzie 
Cunningham and friends at a Do a Dish event in Ayrshire; Nina Lamont at her nursery celebrating World Down’s Syndrome Day; Leah Macleod (far right) and 
her friends baked delicious cupcakes; Chris-Ann Stalker got a tattoo of our logo to raise funds and awareness.
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What an amazing 30th Anniversary Year for fundraising for 
DS Scotland! Well done and thank you to everyone that has 
helped to make this year such a successful one.  

We have so much to tell you about so we have produced a 
new supplement called Fundraising Focus, which is included 
in this issue of Full Potential. We hope you enjoy it! 

Stay informed on fundraising
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The World Down Syndrome Congress (WDSC) is organised 
by Down Syndrome International (DSI) and held once every 
three years. This year, over 600 delegates from 45 countries 
around the world gathered in Cape Town, South Africa for 
WDSC 2012. It was the first time that the conference has been 
held on African soil. The audience of professionals, parents, 
carers and people with Down’s syndrome were treated 
to a fantastic programme of talks, posters and workshops 
focussing on the “Big Five”: Rights, Health, Social Participation, 
Education and Employment. With over 190 abstracts and a five 
day programme specifically for people with Down’s syndrome, 
there was something for everyone! I was honoured to give 
a talk on my study of the prevalence and treatment of sleep 
apnoea in adults with Down’s syndrome.

Cape Town in winter might be cold and damp, but the opening 
ceremony was lively and vibrant, with traditional African 
drumming and dance, a procession of flags from participating 
countries, an energetic performance by the Emotion 21 dance 
group from Australia and a beautiful song written especially 
for the congress. The keynote speaker was 30 year old Sheri 
Braynard, a qualified teaching assistant and the only person 
with Down’s syndrome to have passed the National Technical 
College Diploma in South Africa without having been granted 
any concessions. She spoke eloquently from the heart 
about the hopes and challenges facing people with Down’s 
syndrome, and noted that “success is measured against one’s 
self”.

Inclusion was a strong theme throughout the meeting, be

it at school, in the workplace or wider society. People with 
disabilities should be involved in decision-making for anything 
that affects them – “Nothing about us without us”. An example 
of this is the United Nations Convention on the Rights of 
Persons with Disabilities (UN CPRD), the first UN Human Rights 
Resolution of the 21st century, and the first to be written with 
self advocates present at its negotiations. So far, 125 countries 
have ratified the CRPD. Although, as a number of speakers 
pointed out, signing up is not the same as actually putting into 
practice, so there is still some way to go. 

During the congress, some of the most powerful words came 
from people with Down’s syndrome, which included: people 
who attend mainstream schools and colleges, who excel at 
sports and who work in a variety of settings from charities to 
electronics companies.

The next WDSC will be held in Chennai, India, in 2015. It might 
be few years off, but start planning and saving now so you can 
be there to take part in this amazing, emotional, educational, 
inspirational and fun experience!
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“Success is measured against one’s self” 
By: Lizzie HIll, PhD Research Fellow, Sleep Research Unit, Royal Infirmary of Edinburgh
World Down’s Syndrome Congress update 

Lizzie Hill is currently overseeing a sleep study at the Royal 
Infirmary of Edinburgh researching the effects of sleep 
disorders in adults with Down’s syndrome. To join the 
study phone her on 0131 242 3879 or speak to her at our 
conference held on Saturday 17th November. More details 
are in the enclosed conference flyer.

Recruiting for sleep apnoea study
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September:
►DSSports Football and Dance sessions in Glasgow continue 
every Saturday. The 9 week football and dance blocks are £35  
each with a reduced fee if joining late. Both classes are open 
to boys and girls aged 5 to 16 years. To book, phone Hazel on 
0141 551 4321 and quote ABF for football and ABD for dance. 
For more information, visit www.dsscotland.org.uk/dssports.

►The Big Plan Inverness, which helps people with Down’s 
syndrome plan for their future will be holding an informational 
session in Inverness on 25th September. If you would like to 
attend the informational session, e-mail Brenda Hepburn at 
brenda@dsscotland.org.uk or phone on 0131 313 8614.

October: 
►The Big Plan Inverness will begin its five courses focusing 
on dreams, aspirations and plans for the future. Details to be 
confirmed. Phone Brenda on 0131 313 8614.

►DSSports Football and Dance sessions in Glasgow continue 
every Saturday. www.dsscotland.org.uk/dssports

November: 
►The Big Plan Inverness will finish its five courses focusing 
on dreams, aspirations and plans for the future. Details to be 
confirmed. Phone Brenda on 0131 313 8614.

►DSSports Football and Dance sessions continue in Glasgow 
every Saturday. www.dsscotland.org.uk/dssports

December: 
►DSSports Football and Dance sessions continue in Glasgow 
every Saturday until 15th December. The next block will begin 
after the winter holidays. www.dsscotland.org.uk/dssports

DS Scotland Events

DS Scotland Branch Events
► The West of Scotland Branch holds a Drama Group for 
adults and teenagers. The two groups meet one Saturday 
every month to build confidence and communications skills 
within a group without a parent or carer. The group is held at 
St Peter’s Church, West End, Glasgow. The adult group runs 
from 1:30 - 3 pm and the teenage group from 3:30 - 5 pm. 
Contact Morna on 0780 372 4119 for more information. Cost is 
£5 per session.

► The Edinburgh and Lothians branch has two regular groups. 
The Parent, Baby and Toddler group meets on the first Friday 
of the month from 2-4 pm and provides an opportunity for 
chat and support. The Boogie Bunch for young people and 
adults meets every other Tuesday evening from 7-9 pm. Both 
groups meet at the Enable Hall, 95 Causewayside, Edinburgh. 

National Events 
October:
►Our 30th Anniversary Fundraising Gala Dinner on 6th 
October is now fully booked! This black tie event will be held 
at the Grand Central Hotel in Glasgow includes: a 4 course 
meal, champagne reception, band and DJ. 

November:
►DS Scotland’s Annual Conference will be held on Saturday 
17th November at the Westerwood Hotel in Cumbernauld. 
Topics include: welfare benefits, siblings experiences, self-
directed support, healthy lifestyle, sleep apnoea, education 
and much more. To book your place, fill out the enclosed 
form or visit our conference shop at www.dsscotland.org.uk/
conference. Book before 10th October to secure an early bird 
discount for the whole family!

March:
►March marks our Do a Dish for Down’s Syndrome 
fundraising and awareness campaign. Throughout March, 
families, friends, co-workers, schools and hairdressers make 
food and bring it to dinner parties, company potlucks or to the 
hair salon for clients. Family, friends, colleagues and clients 
then donate money for the delicious food. 

Our campaign coincides with Down’s Syndrome Awareness 
Week (18th - 24th March) and World Down’s Syndrome Day 
(21st March). More details as well as downloadable leaflets 
will be made available in February on our web site: www.
dsscotland.org.uk.

► The Grampian Branch has organised a branch ceilidh for 
Sunday 11th November, 2 pm - 5:30 pm. Come along with 
all the family to dance away the afternoon to Youse Dancin’ 
at The Doubletree by Hilton, Aberdeen. This is a ticket-only 
event. Prices to be confirmed.  Please book your places now by 
contacting Heather Wadih on 0122 468 3620 or hthomson32@
hotmail.com. 

► Visit www.dsscotland.org.uk/getinvolved/branches for 
more information on our six branches: Ayrshire, Central, 
Edinburgh and Lothians, Grampian, Tayside and Northeast Fife 
and West of Scotland.
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We have more events planned for 2013. View our new 
supplement called Fundraising Focus, which is included in 
this issue of Full Potential to see if it includes something that 
may be of interest to you or your family, colleague or friend!

More event listings
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Respite can be 
By: Ben Hall, Communications Developer, Shared Care Scotland

Unpaid carers have always been the invisible workhorses of 
the care system, giving unquestioned care through love and 
loyalty. From time to time the state steps up to help, but is it 
enough? Does it give you what you need?

As I talk to people around the country, the variety of quality and 
amount of provision of short breaks/respite care astounds me. 
At one end of the scale, we have the refusal of funding because 
a husband wanted to go away with his wife for whom he cared 
and it was considered that the break would not be respite for 
him. At the other end, we have social workers who seem to be 
able to open every door for the families they support as well as 
the creative new autism-friendly cinema screenings that some 
cinemas now run. The inconsistencies are unfair, the reasons 
are a mix of political and personal, but the outcomes are always 
real.

I don’t understand why some local authorities attempt to tell 
carers what they should feel is a good choice for respite or a 
short break. In my own life, no organisations tell me what to do 
in order to relax. I choose what I do, and sometimes it works 
and sometimes it doesn’t, but it is always my choice. 

I hope the upcoming self-directed support bill will change 
the attitudes of people who are standing in the way. The bill 
should create an environment where families and carers 
are recognised as knowing what serves them best and local 
authorities are there to help make those things happen. Some 
places have already embraced the changes and have some 
wonderful examples of effective, cheaper and more personal 
services. Where this is done, people take far more from their 
short breaks, often at lower cost.

In West  Lothian, there is a pilot scheme for some carers where, 
following an assessment, they are allocated a budget for respite 
in the following year. They do not handle any cash, instead, they 
find a service they want and have the service invoice the

council. Short of paying for your groceries, the council has been 
admirably flexible in how they define a short break, and they 
have not limited people to a fixed set of choices. This means 
that people know what breaks are coming and they also get to 
do what they want, be it: time to themselves, a trip out with 
friends or accessing more traditional services. One of the most 
interesting discoveries for me is that some people did not spend 
their full allocation as they said that simply knowing it was there 
reduced their stress enough to allow them to continue in their 
caring role. 

I have also come across examples of families getting together 
to go away to the Calvert Trust in Kielder, sharing the care and 
the fun between them. In another example, a lady successfully 
argued that having a rabbit hutch would allow her to have a 
break. Illogical at first glance, but it allowed her to keep rabbits, 
and a couple of times a day meant that she had to leave her 
caring role for her son and have a small world of her own, 
improving her quality of life and improving the quality of 
care that she can give to her son.  Inexpensive, humbling and 
successful all at once.

Ben Hall is the Communications Developer for Shared Care 
Scotland, which works to improve the quality and quantity of 
short breaks for unpaid carers in Scotland. Find out more at 
www.sharedcarescotland.com.

“I don’t understand why some local 
authorities attempt to tell carers what 
they should feel is a good choice for 
respite or a short break. In my own life, 
no organisations tell me what to do in 
order to relax. I choose what I do, and 
sometimes it works and sometimes it 
doesn’t, but it’s always my choice.”

To find out more about respite and short break options 
available to you, phone DS Scotland’s Family Support Service 
on 0131 313 4225.

Respite: Where to start?
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a carer’s choice 

Above: Sophie, 6, enjoying an amusement park ride.
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Amelia, 9 months Andrew, 15 months, likes to giggle

Cameron, 6, full of smiles

Aaryn, 6, enjoying the parkJoshua, 5, striking a pose

Emily, 2, loves swinging

Keith, 47, completed his first sky diveGrace, 7, visited Disneyland Paris

Connie, 3, smiling during nap time
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About Down’s Syndrome Scotland
Down’s Syndrome Scotland works to help people with Down’s syndrome reach their 
full potential by providing information and support to them, their families, carers and 
professionals.

We work to improve the quality of life for everyone in Scotland with Down’s syndrome 
and their families.

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

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

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

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

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

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

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.

26

Down’s Syndrome 
Scotland Office
158/160 Balgreen Road
Edinburgh, EH11 3AU
T: 0131 313 4225
F: 0131 313 4285
E: info@dsscotland.org.uk
W: www.dsscotland.org.uk

Full Potential Editor-in-Chief
Heather Irish

Down’s Syndrome Scotland is a 
company limited by guarantee 
registered in Scotland No. 
356717, Charity No. SC011012 
and is a partner organisation 
in the Scottish Consortium for 
Learning Disabilities.

DSA England, Wales 
& Northern Ireland
Langdon Down Centre
2A Langdon Park, Teddington
Middlesex, TW11 9PS
T: 0845 230 0372

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

Down’s Heart Group
PO Box 4260, Dunstable, Beds, 
LU6 2ZT
E: 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
Myles, 2, loves 
to smile. He 
is the son of 
Paula and Ian 
Rice.
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 Become a fan of Down’s Syndrome Scotland 

Follow us @DSScotland

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

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

Full potential
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Down’s 
Syndrome 
Scotland

helping people realise their full potential
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Please send form to:
Down’s Syndrome Scotland
158/160 Balgreen Road
Edinburgh EH11 3AU

T: 0131 313 4225
E: info@dsscotland.org.uk

Or go to our Web site - www.
dsscotland.org.uk -  to make 
an online donation.

If you would like to become 
a regular donor and set up a 
standing order please contact 
the office above or e-mail 
Sarah@dsscotland.org.uk.

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:......

Gift Aid I can confirm that I am a UK taxpayer and wish the charity to reclaim the 
tax on this and any future donations until I notify you otherwise. I have paid an 
amount of tax equal to the amount reclaimed.

Signature:...............................................................................   Date:...........................

Photo ©: June KettlesP
ho

to
: R

ac
ha

el
 G

ar
di

ne
r S

am
m

on
 P

ho
to

gr
ap

hy

Autumn 2012 Magazine.indd   28 07/09/2012   11:48:50


