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Welcome
A message from our Chairman

Welcome to the annual review of Down’s 
Syndrome Scotland. I hope you enjoy 
reading the review and I hope it increases 
your knowledge of the charity. The Board of 
Trustees think it’s a fabulous organisation 
and would like to thank you for your own 
involvement in it. We are all in Down’s 
Syndrome Scotland together: parents, 
carers, siblings, professional partners, 
professional staff and the Board of Trustees. 
I have come to realise how wonderful many 

people with Down’s syndrome are and I have also realised how wonderful the 
members of their families are. 

It has been a very good year for Down’s Syndrome Scotland. The organisation 
continues to grow and flourish. There is great momentum and excitement. 
There are more staff and consequently more support for parents and families. 
The Family Support Service goes from strength to strength. It now has 
increased numbers of staff and gives great support and information to many 
parents and carers who really appreciate very much the involvement and 
commitment they receive.

There are increased and more professional networks with education, social 
work and health staff. There is a terrific communication system including 
a super magazine and web-based material. Just have a look at it. Above all 
there is increased professional fundraising to allow the organisation to do 
what it is supposed to do - support people.

Thank you for doing what you do for Down’s Syndrome Scotland.

What a year!

Support to families up. Long-term casework up. 
Number of grants made to families up.

But it’s not all just about the numbers.  Like 
most charities, we try really hard to give you 
a feel for the impact of our work throughout 
Scotland.  In this review, you’ll hear from 
people with Down’s Syndrome, families and 
professionals about how we’ve helped them.

Six years ago when I came to Down’s Syndrome 
Scotland, parents told me how they wanted support but they also wanted us 
to influence the policy makers in government.  Since then we did what we 
could with the resources available, but never had the capacity to really raise 
our profile in the corridors of power.  Well, it took five years, but this year we 
got funding for a dedicated Policy Officer whose work enabled us to hold two 
events in the Scottish Parliament – including a debate in the chamber during 
Awareness Week. During the debate, the health minister was extremely 
complimentary about our impact – so onwards and upwards.  Our policy 
activity, media mentions and fundraising activities made this Awareness 
Week (almost month) our best yet.  Thank you to everyone who made it such 
a great month.

Last, but by no means least, along with our partners Scottish Council for 
Voluntary Organisations and Glasgow Marketing  Bureau, we developed a bid 
to host the 2018 World Down’s Syndrome Congress in Glasgow. And  guess 
what? WE WON! We’ve set ourselves a goal to hold that congress by which all 
future congresses are measured – a big task, but an exciting one.  
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We help families with support & information
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the Northwest of Scotland. Together they provided information to families on 
a variety of issues. 

As we supported families of all ages and stages, the issues varied greatly from 
each family. This could be parents contacting us during a pregnancy regarding 
screening results or it could be a family seeking support on dementia and 
care. These calls were always dealt with promptly. Information was given 
immediately but sometimes our Family Support Service further researched 
information or resources to forward on to families.

I spoke to Jo, the Family Support Service Officer for the West of Scotland. She was the best person I spoke to in 18 years. She answered questions I never knew the answers to.
- Anna, mum of an 18 year old son with Down’s syndrome living in the West of Scotland

Our impact on families
We supported 818 parents on a wide range of issues.  

Our action
We responded to family requests for information and support.

Due to family demand, our Family Support Service grew to four members of 
staff: a senior officer covering the Southeast of Scotland, an officer for the 
West of Scotland, an officer for the Northeast of Scotland and an officer for 3



We help families with complex cases
deferment decisions

education department placingdisability living allowance applications
social work assessments

complaints

attending transition meetings

Our action
We responded to family requests that resulted 
in ongoing casework.

from three hours to 10 days of staff time spread 
over several months.

Ongoing casework for families continued to 
increase throughout the year. The Family Support 
Service hopes to secure funding in the future to

Our impact on families
247 families received support for complex issues.Our Family Support Service’s casework ranged 

and helping us make decisions about our 
son Ross’s education.  Just over a year 
ago, we wanted Ross to have an extra 
year in nursery to help support his social, 
emotional and physical development.  At 
this time, Joanna, the Family Support 
Service Officer for the Southeast of 
Scotland, helped us to request and then 
appeal for a deferred year, which was 
granted upon appeal.  

For Ross this was very beneficial, as it 
gave him time to develop and be ready for 
primary one.

Most recently the Family Support Service 
has been supporting us at meetings within 
the school and planning for Ross to start

mainstream school in August.  This spring 
we had a difficult decision to make as 
Ross was offered a place in a special 
needs unit.  We were then faced with 
another question. Should we stick with 
our original plan for mainstream primary 
school?  After discussions and visiting the 
suggested special needs unit with Joanna 
we came to the conclusion that for our 
son mainstream school would be more 
appropriate.  

In order to make the transition for Ross to 
mainstream school as smooth as possible 
Joanna is meeting with the Educational 
Psychologist to discuss targets, strategies 
and ways to support the school. 

Education transition support for the Elliot family

Over the past couple of years Down’s 
Syndrome Scotland’s Family Support 
Service have been involved in supporting

increase its staff resources to support even more 
families.

4



deferment decisions

education department placingdisability living allowance applications
social work assessments

complaints

attending transition meetings
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Our impact on families
247 families received support for complex issues.

We help professionals
bespoke training new baby packsdementia support e-mail support

individual school consultations behaviour managment
inclusion

phone support

Our action
We provided training and support to professionals throughout Scotland.

Syndrome that focused on their particular strengths and challenges and 
develop strategies to maximise their full potential. 

Our other training courses focused on awareness, inclusion and behaviour 
management. We also offered bespoke training to professionals, companies 
and organisations, and offered individual school consultations to support 
teachers of a child with Down’s syndrome. We delivered training courses and 
consultation visits to staff from 19 local authority areas.

We registered with Education Scotland as a Continued Professional 
Development provider. 

We supported community learning disability nurses, particularly around 
dementia in adults with Down’s syndrome. Other professionals such as 
health visitors and home visiting teachers also contacted the organisation 
for support and information. Our new baby packs were available in every 
maternity unit in Scotland.  

Our Family Support Service also supported professionals – whether this was 
medical professionals, teachers or coaches. We introduced a new training 
course called Improving Communications Skills of Children with Down’s

Our impact on professionals
We supported 444 professionals on a wide range of topics.

This has been an invaluable input for me and has 

reassured me that I can make a difference to Sophie’s 

learning and development. I’m excited about having 

Sophie in my class.

- Primary school teacher who received Inclusion 

and Awareness Training from our Family Support 

Service



6

Supported Rachel’s secondary school 
transition at St Augustine’s High School
Maggie MacLardie, Support for Learning 
Leader at St. Augustine’s High School said:

We found Down’s Syndrome Scotland’s 
Family Support Service input invaluable. 
They provided training and attendance at 
Young Person’s Planning Meetings during 
the transition process.

Before we contacted DS Scotland, our main 
concerns were providing appropriately 
adapted materials to our pupil with Down’s 
syndrome and the pupil’s risk of becoming 
socially isolated. The Family Support Service 
put us in touch with two other mainstream 
schools who had success with this issue. The 
Family Support Service reassured us that 
with this case, the parents’ main priority 
was for their daughter to experience a 
mainstream secondary school. DS Scotland’s 
training is useful as it addresses concerns 
schools have, such as how best to support 
a pupil with Down’s syndrome so that they 
achieve academically.
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Lynn Murray, mum of Rachel, received 
support from our Family Support Service 
when Rachel was transitioning to secondary 
school. 

Lynn said:

Having DS Scotland’s Family Support 
Service involved in our transition meant 
that we had their experiences of working 
with other children with Down’s syndrome 
in similar situations.  

This can be a stressful time for everyone - 
a fear of the unknown. The Family Support 
Service supported those involved in the 
education side along with helping my family 
navigate through the transition process. 
They’ve continued to be a great support for 
us.

You can see Lynn, her husband Brian and 
their children Rachel and Adam in the top 
left photo.



We help carers
attend London musical

dance classes for adult with Down’s syndrome
short break to a hotel/caravan

bike for carer to enjoy fresh air

£300-£500. 

These grants were used for a break of the carer’s 
choice and we encouraged them to be creative 
with their breaks. In the last year, carers used 
grants to pay for gym/spa memberships, a bike or 
garden furniture to provide themselves and family 
members with many hours of relaxation.

The funds will continue to be awarded to carers 
until April 2015.

We awarded £35,240 to carers in the 
last year. This fund ran in conjunction

Our impact on carers
56 family carers of adults with Down’s 
syndrome and 44 carers of children with 
Down’s syndrome received a grant so that they 
could enjoy a much-needed break from their 
caring responsibilities. This resulted in relief of 
stress and increased quality of life for all family 
members.

Our action
We provided funding to parents/carers of 
adults with Down’s syndrome for respite from 
caring responsibilities.

This year, we provided grants to parents and carers 
through two schemes, which were managed by 
our Grants Administrator. This fund offered parents 
and carers of people with Down’s syndrome who 
lived at home and had a significant caring role, the 
opportunity to apply for grants in the range of 
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short break to a hotel/caravan

bike for carer to enjoy fresh air

attend London musical

dance classes for adult with Down’s syndrome
short break to a hotel/caravan

bike for carer to enjoy fresh air

with Shared Care Scotland on behalf of the Short 
Breaks Fund.



Our funding benefited the Service family
Kelly Service, mum of Alba, shares 
her family’s experience using their 
respite grant. She said:

We all had a fab time on our 
Italian break and our 18 month 
old daughter Alba really enjoyed 
herself. She improved in so many 
ways, which we had never seen 
before and we were amazed at 
how many improvements appeared 
during our short break.

Alba wanted to walk and explore 
everything.  She still needs 
two-handed support but loved 
exploring new environments and 
waving to every man and their dog 
who would look at her.

At the hotel, she absolutely adored 
the kids disco. We were unsure 
how it would go as the disco 
started at 9 pm. However, she 
was like a baby on red bull! She 
danced about and was giggling 
and shouting happy noises to the 
entertainers and the other kids.

Alba managed to try many different

foods in Italy, which she seemed to enjoy. 
Some not so healthy - her favourite food 
was Italian vanilla ice cream, but when 
on holiday...

Our friends spoke Italian to her and she 
understood what yes was in Italian  by 
the end of the holiday. 

Alba can also be a little sensitive to 
noises - even when people talk loudly. 
However, on holiday she was very relaxed 
and allowed waiters to come and chat to 
her and rub her chubby cheeks. This was 
a big step forward for us. Alba previously 
would cry even if my husband Neal and 
I were talking to each other and leaving 
Alba out of the conversation.

Overall, Alba liked being the centre of 
attention! Everywhere we went - walking 
down the street/to shops - people would 
stop to admire the smiling waving little 
girl.

This was a great experience and one that 
has helped the family as a whole. Many 
thanks to Down’s Syndrome Scotland for 
granting us the money to aid this break. 
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Our funding benefited the Service family We help children with Down’s syndrome 
communicate dance

karatefootball
communication skills

swimming
social skills co-ordination

Our action
We continued our popular Achieving Better 
Communications (ABC) Groups in Edinburgh 
and started our new Communications Skills 
pilot project.

years, coming from Edinburgh, the Lothians and 
Fife with seven on the waiting list.

Our Communication Skills pilot project started in 
September 2013. It offered two communications 
projects. The first project was a weekly ABC Group 
in Glasgow. This followed the same model run 
in Edinburgh. There were 20 children and their 
parents and carers who attended each week.  One 
child also received 1:1 work within his school by 
our Speech and Language Therapist.

The popular Achieving Better Communication 
(ABC) Groups continued in Edinburgh with 28 
children attending from ages 10 months to 17 

dance
karatefootball

communication skills

swimming
social skills co-ordination

speech development
sentence structure

The second project was the Communication Skills 
Parental Workshops that ran in Perth, Inverness 
and Aberdeen.  Parents attended a series of five 
workshops with other parents for a three hour 
theoretical seminar, which ran between September 
2013 and May 2014.  The children then attended 
a series of five practical workshops in groups of 
three to five children to demonstrate strategies.  

We also visited Orkney where a smaller workshop 
was delivered in October 2013 and April 
2014. There were 32 children and 40 parents 
who attended the Communication Skills pilot 
workshops. The project will be formally evaluated 
by the University of Strathclyde during summer 
2014. We hope to use the evaluation report in our 
search for further funding.

These communication projects allowed children to 
receive support and to develop their skills in: turn 
taking, oral motor exercises, syllable recognition, 
peer interaction, picture/word matching, grammar 
and sentence construction through reading 
activities.  The parents received information about 
typical language development, the learning profile 
of their child and were given strategies to improve 
their child’s communication skills.

Our communication projects were funded by The 
Big Lottery, RS MacDonald Charitable Trust, The 
Equitable Charitable Trust and The John Watson’s 
Trust.
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Improved communication skills for Martha Donohue
Martha’s speech and language therapy was non-

existent between the ages of six and 16 . But through DS 
Scotland’s Glasgow ABC Group, Martha has improved 
her confidence, which has led to an increase in maturity 
as she is now able enough to complete the tasks set such 
as writing her news, recalling it and clapping out key 
words. This has helped her produce the correct version 
of words and Martha is now able to self-correct key 
words.  During the groups she has worked on specific 
sounds, which have improved her speech and has made 
her more intelligible to other members of her family and 
she is able to hold a conversation better than before.  
She still continues to use her signing to back up her 
spoken language and understanding.

I feel that I have gained a lot out of attending the groups 
and watching what techniques were being used as I feel 
that therapy should be carried out by parents as well as 
the professionals.  During the year, I asked questions and 
received guidance on what to do to carry on the work at 
home.  

I would love to see the groups continue in the future 
as Martha will be moving on to college and then 
work in the near future and it is vital that her speech, 
communication and confidence continues to improve. 
If she has made these improvements in nine months - 
think of the gains she will have made in two years time!

- Martha’s mum, Margaret Donohue



We help adults with Down’s syndrome develop life 
skills

Our action
We held courses for adults with Down’s syndrome to develop life skills 
and confidence.

Our Making Your Way through Life (MYWTL) project was funded by the Big 
Lottery for five years. It was led by our Training Officer who worked with 
young people and adults with Down’s syndrome to develop their practical and 
social skills to reach their full potential. MYWTL will end in summer 2014.

The MYWTL project held four Health, Heart and Happiness courses - one in 
Edinburgh and, due to demand, three in Fife. The course used fun activities to 
help attendees understand healthy eating topics such as: sugar, fats and the 
importance of eating fruit and vegetables. It also covered exercise and looking 
after yourself. There were 29 young people and adults who took part in the 
courses.

The Big Plan gave young people and adults with Down’s syndrome the 
opportunity to think about what they wanted in their lives. Participants 
explored what they were good at, their interests, hobbies and gifts through 
five sessions. With the help of their families and friends, they put together 
action steps to work towards a person-centred plan for their life. They came 
together again in a follow up meeting three months later and shared their 
achievements. One Big Plan programme was held in Aberdeen where seven 
families took part and a Big Plan has started in Glasgow, finishing early April. 
Six families took part in Glasgow. 

The MYWTL project employed five sessional trainers with 
Down’s syndrome. The trainers continued to support the 
delivery of courses and to improve their training skills.

speaking up

gaining hobbies/interests
gaining independence

planning for the future

learning social skills
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Colin’s Big Plan achievements
Colin Telfer attended our Aberdeen 
Big Plan with his family and friends. 
After attending our Big Plan, he 
accomplished the following. 

I booked a place for my 30th birthday 
party. I made party invites and an 
invite list too. 
I got tickets to my sister Kirsty’s 
graduation.
I wanted to try something new. I 
tried archery and drove a tank with 
my dad!
My sister has a film company and 
I starred in a film my sister was 
making. My sister was also getting 
married and I went to my brother-in-
law’s stag do.

Feedback from our Aberdeen 
Big Plan

A great idea to help young people 
think about what they would like to 
do and achieve. Well organised and 
very welcoming.
I am always very excited to come 

to the Big Plan. All the people are 
really nice. I like to do the writing and 
posters, nice to think about my work. 
Good to meet new friends. I like 
hearing other people’s ideas – good 
luck. Good fun.
Enjoyed meeting everyone and have 

been inspired by their dreams.

Feedback from our Health, Heart and Happiness Edinburgh course
It was very good. It was good to learn about sugar and fats. The food labels 

were helpful. I would like to do more. I made friends too.
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We help local communities

Our action
We provided local branches where families 
and people with Down’s syndrome could 
attend activities and groups, families could 
share experiences and people with Down’s 
syndrome could socialise.

Ayrshire Branch
Our Ayrshire Branch continued to hold monthly 
meetings in Kilmarnock. Through these meetings 
they supported each other and gave direction 
to some  who have been seeking help. Some 
members were involved in a music and drama 
group. This proved to be a great confidence builder 
for many members and a chance for the more 
confident to show their skills and talents.

The branch also provided a weekend excursion. 
This was a popular event, which included many 
children with more complex needs taking part in 
the fun. It also allowed siblings to attend and share 
the experience as well as allowing fathers a chance 
to share good practices.

Central Branch
Our Central Branch continued to run the popular 
Activities Club for all ages. People with Down’s 
syndrome and their siblings enjoyed ball games, 
board games, pool and toys. Individual music 
sessions with a music specialist were provided. The 
branch also provided a Parent, Baby and Toddler 
Group where parents shared good practices and 
experiences while the children played.

Other events were ten pin bowling outings that 
promoted socialising and exercise as well as the 
branch’s annual trip to Blair Drummond Safari 
Park, which was attended by 34 members. The 
branch’s annual Christmas Party was attended by 
50 members of all ages and 38 people attended 
a Christmas pantomime. The branch celebrated 
Down’s Syndrome Awareness Week in March by 
holding an Open Day at the Activities Club with 
a banner making workshop with Artlink Central. 
Information leaflets and newsletters were available 
to all who attended. 

People who attended the above events received 
support from others, opportunities to socialise, 

sports groups

drama groupsparent & toddler groups
weekend excursions

special events
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supervise future group trips. A new group, Magic 
Stars, for young people aged 10 to 18 started. 
Magic Stars encouraged healthy living choices and 
included making healthy snacks and an inclusive 
physical activity such as dancing, football and 
dodgeball. There were seven regular attendees.

The branch also held Christmas events – an annual 
Christmas party and a branch outing to see a 
Christmas pantomime. The Christmas party was 
opened up to also include children aged 12-16 
years old and resulted in 60 children attending. 
There were 80 branch members ranging from ages 
2 to 80 who attended the Christmas pantomime.

Grampian Branch
Our Grampian Branch continued to hold its 
successful Parent and Toddlers Group and Pool 
Group for adults with Down’s syndrome. The Pool 
Group met once a month in an Aberdeen city 
centre pool club and those attending played pool, 
watched TV and/or had drinks at the bar while 
meeting new and old friends. 

The branch also held a two day Makaton course 
on a Saturday over two weekends so that working 
parents and education professionals could attend. 
It was well attended and the attendees felt that 
they received plenty of information.

A Christmas Disco for teenagers and adults was 
held for the first time in five years.  It was held 
at the local cricket club and was attended by 
about 40 adults with Down’s syndrome and their 
parents/carers.  It was very popular and the branch 
is considering having this as an annual event. 

Tayside and Fife Branch
Tayside and Fife Branch continued to provide three 
regular groups: Swing ‘n’ Sing, Ups and Down’s

Group and Beat It Out Drumming Sessions.  
These groups usually took place once a month 
throughout the year. The Swing ‘n’ Sing group in 
Newport allowed parents to support each other 
and shared their experiences while the children 
enjoyed the music and singing sessions. The Ups 
and Down’s group in St Madoes (formerly for 
children under five years old) was an informal 
group for parents and primary school-age children 
with Down’s syndrome as well as their relatives 
and siblings. The group provided a mixture of play, 
song and sign for the children while the parents 
chatted and shared their experiences over a 
coffee.  The Beat it Out Drumming sessions, for 
branch’s members who are 12 years and older, 
provided further musical activities for those who 
have outgrown Swing ‘n’ Sing. 

The branch organised a few special events during 
the year.  A family outing to Active Kids, Stanley, 
was a great success in the summer of 2013 with 
a good attendance of branch members who all 
enjoyed the outdoor play and picnic lunch.  The 
branch also organised a visit with the BarrowBand 
to celebrate Down’s Syndrome Awareness Week, 
where families enjoyed the live music and singing 
and dancing to songs about fruit and vegetables. 
A Family Party Day is being planned for later in 
2014 to raise funds and awareness about Down’s 
syndrome and the local branch.   

West of Scotland Branch
Our West of Scotland Branch provided four regular 
groups for various age groups: a Parent and 
Toddler Group, Drama Groups, Saturday Sociables 
and Ten-Pin Bowling Group. There were two Parent 
and Toddler Groups: in the Newton Mearns group

exercise, learning new skills, confidence building 
and sharing best practices.

Edinburgh and Lothians Branch
Our Edinburgh and Lothians Branch held several 
groups throughout the year for parents, adults and 
children with Down’s syndrome. The Parent, Baby 
and Toddler group was attended by 15 members. 
The group has provided a lifeline for families as 
they come to terms with Down’s syndrome. A 
physiotherapist also attended once a month to 
offer advice. The popular Boogie Bunch for adults 
with Down’s syndrome enjoyed Zumba classes 
and other activities. This group had 15 regular 
members and is currently looking for helpers to
14



children had music, movement and dance sessions 
with Jo Jingles and in Motherwell there was a Sing 
and Sign session for parents and children who 
learned and expanded their Makaton signing. 
A new sports group for children with Down’s 
syndrome aged 5-12 and their siblings started in 
the autumn. It was run by sports coaches from 
East Renfrewshire Council and ran at the same 
time, in the same building as the Newton Mearns 
Parent and Toddler Group so children from the 
same family attended whichever group best suited 
them.

The Drama Groups were provided to young 
people and adults with Down’s syndrome.  A 
total of 18 people attended the groups regularly. 
Saturday Sociables, a group for adults with Down’s 
syndrome, ran a range of social activities. Adults 
met new and old friends while enjoying arts, 
sports, cooking and day trips. The Ten Pin Bowling 
Group in Kirkintilloch was also popular for people 
with Down’s syndrome 14 years and older. 

The branch also organised special events 
throughout the year: a well-attended ceilidh 
in Glasgow City Centre in June, a Christmas 
pantomime trip to Motherwell and a curry karaoke 
trip in February.

The monthly Ups and 
Down’s sessions are 
joyful occasions for the 
kids, their siblings and 
the adults alike. To have a 
platform to join together 
and celebrate our diverse 
and unique children is 
vital and cherished by 
our family. It’s a place for 
us to relax, share, laugh 
and support each other 
without fear of prejudice 
or discrimination. 

- Alison Williamson, mum 
of 5 year old Emma from 
Tayside & Fife Branch

Photo credit: w
w

w
.angusfindlay.co.uk

15

I love playing the 
drums at Activities 
Club!

- Jenna Stojanovic, 
regular attendee 
at the Central 
Branch’s monthly 
Activities Club

It’s great to meet 
fellow parents and to 
see the physio in an 
informal setting as in 
appointments I forget to 
ask questions.

- Aoife Burns, who 
attends the Edinburgh 
and Lothians Branch 
Parent and Toddler 
Group with Ciara, her 
one year old daughter



We help influence policy affecting people with 
Down’s syndrome & their families

Our action
We represented the interests of people with 
Down’s syndrome and their families to policy 
and decision makers.

issues including screening indicators, welfare 
reform, the draft youth sport strategy, healthcare 
strategy, the Children & Young People (Scotland) 
Bill, the Blue Badge scheme and access to 
education.

Policy Panel
Our Policy Panel consisted of family members 
of people with Down’s syndrome and helped us 
gather evidence on specific topics likely to affect 
them. We have 10 members on the panel and we 
hope to increase the panel size as our policy work 
develops.

Events
We organised an information session for MSPs at 
the Scottish Parliament and a members’ business 
debate was also held during Down’s Syndrome 
Awareness Week. We took part in the SNP and 
Labour Party Conferences for the first time ever in 
spring 2014.

Allied Health Professionals (AHP) Care Pathways
We began working with the AHP National Lead 
for Children and Young People and looked at 
the role and support offered by AHPs (including 
physiotherapy, speech and language therapy, 
occupational therapy, dietetics, orthopetics and 
podiatry) to children with Down’s syndrome 
and their parents/carers. We hope that this new 
project will lead to the development of a nationally 
agreed Down’s Syndrome Specific Care Pathway.

consultations
AHPs Care Pathways

policy panel
events

Government’s Third Sector Early Intervention Fund 
through the Big Fund. The aim of our policy work 
was to ensure that we represented the interests of 
people with Down’s syndrome and their families to 
policy and decision makers. 

Consultations
In the past year, we submitted evidence on various
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Our first policy officer joined us in July 2013. The 
position was funded for two years by the Scottish



policy panel
events

David McLeod, our Policy Panel member, commenting on the Youth Sports 
Strategy

enjoy the benefits sport brings at 
whatever level they want to engage. 
We know how much our daughter 
relishes her on-going involvement 
in sport - including her seven years 
(and counting) of Taekwondo. 
Through the openness among 
coaches and administration staff, 
we know that others with Down’s 
syndrome will be able to find their 
way into sports, which will give them 
so much enjoyment and improve 
their sense of well-being.

I commented on the Youth Sports 
Strategy because it is imperative that

children and young people with Down’s 
syndrome have the full opportunity to

Photo above: David’s daughter Shona Ann McLeod, age 17, with her Taekwondo class. Top right photo: Shona with her Special 
Achievement Trophy for her efforts in Taekwondo. 
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We keep members & supporters informed

researchers. The four page supplement, 
Fundraising Focus, provided fundraising-related 
news, thank yous, activities and tips for our 
fundraisers. We had over 1,100 magazine 
subscribers throughout the UK and abroad.

Website
We continued to make constant updates to our 
website. New additions to the website were: the 
Keys to Life: Time for You Fund, Policy Centre, 
Communications Skills Workshops, fundraising 
registration and information pages for Race 21, 
Aberdeen Dinner and Firewalk events. During 
the year, our website received traffic from 129 
countries and received 29,921 new visitors.

Our action
We provided information to members and 
supporters through various methods of 
electronic communication and through our 
library.

Magazine 
Our bi-annual magazine, Full Potential, was in 
its fourth year of print and was delivered to our 
members in spring and autumn. Articles focused 
on: news, lifestyle, family, health, research, 
fundraising, events, opinion and are written by 
members, supporters, medical specialists and

As the charity has seen rapid growth in the 
services that it provides, we will be redeveloping 
our website during 2014 with updated 
functionality and architecture but in an informative 
and accessible way.

E-bulletin
We continued producing our e-bulletin at 
least once a month with special e-bulletins 
announcing timely information or events such 
as our Awareness Week. This service has grown 
steadily each year; this year we received 155 new 
subscribers. We continued to be a success story for 
our e-bulletin company.

library YouTube
Facebook

website
Twitter monthly e-bulletins
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Social Media

We maintained our presence on social media sites 
Twitter, Facebook and YouTube page. Our target 
audiences for Twitter were related organisations 
and professionals whilst parents and family 
members of people with Down’s syndrome were 
our audience for Facebook, we continued to see 
and welcome some cross over between the two 
sites. We posted videos of our events and raised 
awareness of Down’s syndrome through parents’ 
videos on our YouTube page.

Our social media profiles were raised among 
families with our monthly Facebook and Twitter 
Question and Answer Hour. This allowed families 
to send an instant query to our Family Support 
Service Officers who responded straight away with 
either the information or a follow up. In July, we 
introduced a Speech and Language Facebook Hour 
with our new Speech and Language Therapist, 
which became popular. Throughout the year, we 
received a total of 246 Facebook queries, 196 
Facebook likes and 14 tweets during the monthly 
Facebook and Twitter Hours.

Library
Our library resources were full of information for 
individuals with Down’s syndrome and for their 
parents/carers and professionals. We publicised 
our library services, which was free to members, 
through our e-bulletins and magazine. Our Family 

Support Service promoted the library services 
to parents and professionals whom they met. 
This year we added 27 books and 10 DVDs to 
our library. These resources covered: education, 
language, bereavement, adolescence, ageing, 
Alzheimer’s disease, health and development.

Scottish expats Mike and Wendy Hill receive support through our 
Facebook Q&A Hours while living in Spain

Our little girl Mikyla is six, and 
as a family we have relocated from 
Lanarkshire to Mallorca in sunny 
Spain. 

We have been lucky and we have had 
an easy transition with Mikyla and

have been assigned a fantastic level of 
support in Spain. 

However, to be honest, life here is 
not easy. The culture and language 
barriers are difficult to overcome. 

Down’s Syndrome Scotland’s 
Facebook monthly Q&A sessions are 
amazing and are really convenient for 
us now that we live in Spain. 

Despite the great support here, you 
can’t beat speaking to people in your 
own language. With the Facebook 
Q&A Hours, you can leave a question, 
and DS Scotland will always answer it 
and you can get on with your day and 
go back for the answer when you have 
time.
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We help raise awareness of Down’s syndrome & our 
charity to the general public

Our action
We raised awareness of Down’s syndrome and 
the charity through events and the media.

Challenge. We had 14 fundraisers who raised over 
£18,000 to climb the highest peaks in Rum, Eigg, 
Muck and Canna over a weekend. Because of our 
Big Small Isles Challenge, we were shortlisted 
for the 2014 Scottish Adventure Awards’ Charity 
Award. We won the Scottish Adventure Awards’ 
Public Award out of the 52 other outstanding 
individuals, organisations and companies up for 
the award.  

We organised our first Down’s Syndrome Scotland 
fundraiser called Race 21 in early March. It was a 
one mile walk/jog/run through a Glasgow park.  
This event was sponsored by Indigo Social Media. 

People were in groups of three and were tied 
together by “chromosome” ropes. The race was 
a success with over 160 people taking part and 
raised over £6,000. The race included all ages and

Do a Dish for Down’s Syndrome
30th anniversary events

conference
media 

businesses Six Percent book & exhibition
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Awareness through events
This year was a very big year for our fundraising 
and awareness events. In September 2013, we 
held our first-ever trek - the Big Small Isles 

World Down Syndrome Congress
Down’s Syndrome Awareness Week

Race 21



general awareness during the week. 

The Six Percent. Down’s Syndrome: My 
Photographs, Their Stories exhibition, which is 
a partnership with documentary photographer 
Graham Miller, was exhibited at the Eden Court 
Theatre in Inverness for the month of March. 
The exhibition included photographs and quotes 
showcasing intimate moments, relationships and 
everyday life of Scottish families with a person 
with Down’s syndrome. The exhibition received 
10 media mentions including STV Aberdeen 
and Moray Firth Radio. In the future, we plan 
to provide this exhibition to other locations in 
Scotland. 

Our final large event of the year was held on World 
Down’s Syndrome Day (March 21st). It was our 
Aberdeen Dinner. Over 150 people attended and 
raised over £10,000. The evening included 

abilities and we hope to make this an annual event 
and to grow this event throughout Scotland in the 
coming years. 

For Down’s Syndrome Awareness Week, we 
ran our month-long fundraising and awareness 
campaign, Do a Dish for Down’s Syndrome. The 
focus of this campaign was around inclusion and 
the way in which sharing food brought friends, 
families and communities together. The event was 
in its fifth year. 

We also took part in Down Syndrome 
International’s Lots of Socks campaign, which 
was very successful with families, schools and 
colleagues. We had 62 people post sock selfies 
on our Facebook and Twitter pages, 907 people 
made donations through text for Lots of Socks 
sponsorship raising over £2,100. We also had 33 
other photos posted on Facebook and Twitter for 

speeches from our Chief Executive and an adult 
with Down’s syndrome and premiered our appeal 
video to raise awareness of the charity and Down’s 
syndrome.

Awareness through the media
We worked with journalists to provide news 
responses to issues focused on people with 
Down’s syndrome and their families. We also 
pitched in-depth feature stories to journalists 
about people with Down’s syndrome and their 
family, which we hope will increase the awareness 
of people with Down’s syndrome to the general 
public. We encouraged our members and branches 
throughout Scotland to promote fundraisers’ 
events and profile stories to their local papers.

During the year, we had 62 press mentions (41 
mentions - 2013). We also became Friends of the 
Scotsman, which allowed us to write six articles for
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the Scotsman on any topic throughout the year. 

We wrote about general awareness, the 2018 
World Down’s Syndrome Congress, the Keys to Life 
strategy, our Communications Skills Workshops 
and our Awareness Week events.  We also worked 
with a freelance journalist for the Sun’s Fabulous 
magazine. She was so impressed with the story 
and the reader’s response that she wanted to 
work with us on another article. The next article 
will appear late spring/early summer 2014. During 
Awareness Week, we received 26 media mentions 
including an American talk show called The 
Doctors, Scotland Tonight, BBC Democracy Live, 
the Daily Record and the Press and Journal. 

© Walter Neilson
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Two parents share the benefits of awareness raising

Marie 
McKenzie: 
After DS 
Scotland 
sent me 
out the 
9 Facts 
about 
Down’s 
syndrome 

flyers, I managed to display these 
in three different hairdressers 
during Awareness Week.
I also gave the hairdressers photos 
of my daughter Lois to display. 
They all said that they had a lot 
of lovely feedback and good 
conversations with their clients. 
So many of the customers had 
someone in their lives that had 
some connection with someone 
with Down’s syndrome and those 
who didn’t were really interested 
in learning about the condition.

Paul Ferrie (Todd’s father): Just 
wanted to say how amazing the 
2013 Awareness Week has been 
in relation to the awareness DS 
Scotland have been raising! We 
have just watched STV’s Scotland 
Tonight programme for World 
Down’s Syndrome Day. 
What a message DS Scotland are 
sending out to people to dispel 
myths and increase awareness of 
Down’s syndrome. I’m really glad 
we were made aware of Down’s 
Syndrome Scotland.

A video of adorable 
Todd Ferrie (pictured 
left) singing “Ho, 
Hey” by the 
Lumineers went viral 
on our Facebook 
page during our 
2013 Awareness 
Week. 

It received 195 likes, 
102 shares and 45 
comments.



Thank you!

Thank you to the following fundraisers/supporters 
who generously gave funding during 2013/14.

● AM Pilkington Charitable Trust
● Andrew Paton’s Charitable Trust 
● ASDA
● Barbara Helen McAlpine
● Big Lottery Fund 
● Children’s Aid (Scotland) Ltd
● Communities and Families Fund Grant
● Cruden Foundation
● Helen B Johnston
● Henry Duncan Awards
● Indigo Social Media
● Lothian Buses
● Martin Connell Charitable Trust
● Miss BW Muirhead’s CharitableTrust
● Miss Caroline Jane Spence’s Fund
● Miss EC Hendry’s Charitable Trust
● Miss Margaret Barr

 ● Northwood Charitable Trust
 ● P F Charitable Trust 
 ● Philip Rocco Rizza
 ● Rolls Royce
 ● Safestore
 ● Scottish Government
 ● Shared Care Scotland
 ● Souter Charitable Trust
 ● Templeton Goodwill Trust
 ● The Enzo Londei Trust
 ● The Equitable Charitable Trust
 ● The Hugh Fraser Foundation
 ● The John Watson’s Trust
 ● The Nancie Massey Charitable Trust
 ● The Nigel Bruce Charitable Trust
 ● The Robertson Trust
 ● The Royal Bank of Scotland
 ● The RS MacDonald Charitable Trust
 ● The William S Phillips’ Fund
 ● Widowers Children’s Home Trust

In 2013/14 we received almost £289,000 from 
donations and both national and local fundraising 
events. 

Our thanks go to all those who gave of their time 
and/or money to support us. You truly do make a 
difference.

We appreciate your support. Help us 
provide more support to families & 

professionals by:

Visiting: www.dsscotland.org.uk

Texting: DOWN21 £3 to 70070

Gifting: a legacy in your will. Phone 0131 313 
4225.
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Financial Summary
How we raised our funds:
Total Income 2013/14 (£727,105)

Dona�ons and Gi�s £103,174

Grants and Trusts £365,173

Legacies £17,009Le

Other income £47,078

Fundraising £169,264

Branch ac�vi�es £16,735

Membership subscrip�ons £8,672

50%

23%

14% 7%

3%
2%

1%

How we spent our funds:
Total Income 2013/14 (£632,847)

Making Your Way Through Life Project £66,442

Family Support Service £353,714

Communica�ons skills £35,980Co

Policy £40,832

Fundraising £98,056

Branch Ac�vi�es £19,295

Governance £18,528
56%

15%

11%
6% 6%

3%
3%
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the equivalent of six months average unrestricted 
expenditure should be held in the General Reserve 
Fund to provide sufficient time to replace any 
lost funding or to make the necessary alterations 
to activities.  Maintaining this level of reserves 
is regarded as good practice and one we strive 
towards, although currently we have reserves of 
less than 6 months: as at 31 March 2014 the free 
reserve balance on the General Reserve Fund was 
£130,329 as against the required holding under 
this policy of £160,462.  

Restricted Funds
These funds are tied to a particular purpose, as 
specified by the donor.  At 31 March 2014, unspent 
restricted funds were £177,358 (2013: £130,101).

Designated Funds
These are unrestricted funds that have been 
allocated by the Trustees for particular purposes.

Financial Position
The Trustees consider that there are sufficient 
reserves held at 31 March 2014 to manage any 
foreseeable further downturn in the UK and global 
economy.

For more information
A full set of annual accounts is available on our 
website (www.dsscotland.org.uk) or from the 
office.

Our original budgeted outcome for the year 
2013/14 was a deficit of £12k, but we returned 
a net surplus of £94,258 due to increases in 
funding from the Short Breaks Fund, Charitable 
Foundations as well as increases in donations. 

The ratio of unrestricted to restricted income has 
changed to 47:53 compared to 69:31 in 2012/13.  
This is due to the increase in restricted income – 
principally due to the expansion of activities as  
outlined above.

Expenditure
The Statement of Financial Activities (SoFA) shows 
the analysis of resources expended between 
charitable activities, governance costs and 
fundraising costs. Further detail is given in note 3 
of the accounts.  Total expenditure has increased 
in comparison with 2012/13 due to increased 
spend in charitable activities. 

The ratio of Funds raised compared to fundraising 
costs was 7:1 (2012/13: 6:1).

Reserves Policy
The General Unrestricted Reserve Fund represents 
the free unrestricted funds of the charity not 
designated or invested in tangible fixed assets.  
These are held to meet general current and future 
running costs of the charity and to fund activities 
for which it does not prove possible to obtain 
specific funding.  Our policy is that reserves of 

Income
During the year to 31 March 2014, total income 
increased significantly to £727k (2012/13: 
£625k).  In 2013/14 90% (2012/13: 92%) of the 
Charity’s income came through generated funds – 
categorised as income directly influenced by the 
efforts of fundraising staff (ie donations, grants, 
legacies and organised events). There was a steady 
increase in most other areas of income.

In order to consolidate and grow activities, the 
charity continues to invest in fundraising activities 
supporting the receipt of both voluntary donations 
and grants. Success in this area has allowed the 
Charity to broaden its activities, with an expansion 
of the Family Support Service in 2013/14. 

The charity also achieved new funding sources 
during 2013/14 which allowed the expansion of 
restricted activities which included:

A Communication Skills Pilot programme 
supporting communication skills in children 
with Down’s syndrome;

Project funding from the Third Sector Early 
Intervention fund which aims to influence 
national policy and help local authorities’  
delivery of best practice;

Funding received from the Short Breaks Fund to 
facilitate breaks for carers.

◀

◀

◀
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Finance
Statement of Financial Activities (including Income and Expenditure Account)
For the year ended 31 March 2014

Incoming Resources
Incoming Resources from Generated Funds 
Voluntary Income
Grants and Trusts
Donations and Gifts
Legacies
Give As You Earn donations
Membership subscriptions
Activities for Generating Funds
Organised Events
Branch Activities
Conferences and Literature
Other Income
Investment Income
Bank Interest Received

Resources Expended
Cost of Generating Funds
Charitable Activities
Governance Costs

Net incoming resources before transfers
Gross transfers between reserves in the year
Net movement in funds in the year
Fund Balances brought forward at 1 April 2013
Fund Balances carried forward at 31 March 2014

The Statement of Financial Activities includes all gains and losses in the year. All incoming resources and resources expended derive from continuing activities.

Un-
Restricted

£

 7,700
 88,317
 17,009

   13,787
 8,672

168,864
    16,735

  7,234
  14,453

    1,738
344,509

   98,056
204,339
   18,528
320,923

23,586
  23,415   

47,001
312,294
359,295

2014
£

  365,173
89,387

  17,009
    13,787

  8,672

169,264
     16,735

   16,621
   28,719

     1,738
 727,105

    98,056
  516,263
    18,528
  632,847

 94,258
-

  94,258
442,395
536,653

2013
£

  239,018
84,235

     39,273
    11,748

   8,799

   199,215
     7,322

     10,169
   23,202

        1,574
624,555

99,754
376,791

19,092
495,637

128,918
-

128,918
313,477
442,395

Restricted
£

  357,473
1,070

            -
            -
            -

    400
            -

            9,387
    14,266

             -
382,596

     -
311,924
             -
311,924

  70,672
  (23,415)

47,257
130,101
177,358

26

Notes

3
3
3



Our Balance Sheet
As of 31 March 2014

Fixed assets
Tangible assets

Current Assets
Debtors
Cash at bank and in hand

Creditors: amounts falling due 
within one year

Net Current Assets

Net Assets

Funds
Restricted Funds
Unrestricted Funds 
General
Designated Funds

These accounts have been prepared in accordance with the special provisions relating to small companies within Part 15 of the Companies Act 2006 and with 
the Financial Reporting Standard for Smaller Entities (effective April 2008).

The accounts were approved and authorised for issue by the Board of Trustees on behalf of the Trustees on 24 June 2014 and are signed on its behalf by:

Ian Fraser, Chairperson
Stephen Hughes, Director

Company Registration Number: SC356717

£

  21,950
458,069
480,019

(32,982)

2014
£

   89,616

447,037

536,653

177,358

130,329
228,966
536,653

2013 
£

  81,934

  53,033
340,610
393,643

 (33,182)

360,461

442,395

130,101

190,994
121,300
442,395
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158/160 Balgreen Road
Edinburgh, EH11 3AU

0131 313 4225 
info@dsscotland.org.uk
www.dsscotland.org.uk
Twitter: @DSScotland
Facebook: Down’s Syndrome Scotland
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A Charitable Company Limited by Guarantee, registered in 
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