Down’s Syndrome Scotland
helping people realise their potential
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Annual Review
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Welcome

This review is for you...
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Welcome

Hello everyone,

who will face a challenge soon.

At the end of last year Scotland.”
you may have got a letter explaining our
financial difficulties and asking for your help.
I’m glad to say that between members and
staff we have turned things around and now
are looking financially a lot healthier. We
aren’t out of the water yet so I’d urge you
to give regularly if you can, or do something
fun and raise money for DSS. If we all work
together we support everyone in our unique
community throughout Scotland.

of a marathon gives me a
blister! A group of brave folk abseiled down
the Titan Crane in Glasgow to raise money.
Cheers folks. As ever the branches held many
fun events to boost funds. Great work all.

As mentioned earlier your fundraising efforts
I’m honoured to be welcoming you as have meant we continue to support members
Chairperson this year. This is the first time I’ve locally and nationally. The highlights include
been chairperson and boy did I pick a year “Do a dish for Down’s Syndrome” when many
to take on this responsibility. It’s been a real of you cooked and ate food together while
challenge dealing with a charitable company donating. We hope to make this something
trying to move forward in
to look forward to every
the midst of a recession “If we all work together we
year. Many of you ran fun
but I’m glad to say we are support everyone in our
runs and marathons - huge
moving forward at a pace. unique community throughout thanks. Just the thought

It’s been a busy year as you’ll find out if you
read on. Members and the public can now
get information from DSS on a web site, by
email, on Twitter and Facebook, by phone
and in books and leaflets. We also produced
a fab calendar, which was commended in the
Professional Fundraising calendar awards.
Training and raising public awareness hasn’t
stopped either. Our training officer remains
busy with a new Big Lottery funded project;
“Making your way through life” is a new
course for adults with DS and is running
in five locations around the country. Each
course is themed and those who take part
have a personal challenge to complete at the
end of their course. Well done to all who have
achieved their goal and good luck to those

The reason I joined and am still a member of
DSS 20 years on is that I feel part of a unique
community who want to stick together to
support each other to have or love someone
with Down’s Syndrome. Because of that I’m
most excited to tell you we have changed
the way we aim to support our members by
changing from a children and young people’s
officer, adult support officer and new parent
contacts to establishing a Family Support
Service headed up by newly appointed Sarah
Van Putten. She will work with Karen Garrott
and in time, parent volunteers around the
country to support families at all stages of
life. We have a huge wealth of knowledge
and experience to share so let’s embrace this
new style support
together.
Take care and hope
to meet many of
you at our AGM in
November.
Lesley Stalker
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Communications

Digital Developments...
In June we were proud to present our
new and improved Web site. The Web
site is managed directly by members of
staff, rather than an external company.
This allows us greater control of what
goes up and when. It is bright, colourful
and easy to navigate. We are working
with the branches to get a member
from each responsible for uploading
information to their section. We have
also been able to develop an online
shop facility to make it easier for people
to purchase our resources. Content is
still being added and like all Web sites,
remains a work in progress.

www.dsscotland.org.uk
Alongside the website we started to
produce an e-bulletin – DS Scotland
Communiqué. This has enabled us to
communicate more efficiently and
effectively with our members and
supporters. It is vibrant and easy to read
and has been complemented by other
organisations.
We also purchased our first professional
database. The industry leader is
unfortunately well beyond our means, but
we were fortunate enough to come across
an American company that has one that fits
our needs and budget very well. We aim to
use this to communicate more effectively
with our members and supporters, enabling
us to provide an even better service.
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Communications

In conjunction with these digital
advances, we have set up pages on
Facebook and Twitter. These are helping
promote the charity to a different
demographic and equally enable us to
keep abreast of developments from
other charities of note.

We were also able to make use of these
digital methods to boost our fundraising in a
highly cost effective way, including
advertising marathon spaces and launching
our Awareness Week campaign, but more on
that later.

One exciting point is that during Down’s
Syndrome Awareness Week, the former
prime minister’s wife, Sarah Brown,
“retweeted” one of our messages on
Twitter. What this means is that she told
over 1 million people across the world
that it was Down’s Syndrome Awareness
Week – how’s that for awareness
raising?!

We continued to produce STARS and the
Newsletter for the first half of the year.
Both of these are now under review with
the aim of making them bi-annual with
more content. We are moving towards a
journal/magazine style in order to present
informative, educational articles.

“@SarahBrown10 It’s Down’s
Syndrome Awareness Week,
can you please RT? Thank you
#DSAW”

© Alexa Taylor-Watts

Find us on Facebook - just search for Down’s
Syndrome Scotland
Follow us on Twitter @DSScotland
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Communications

In Print...
We created and produced a calendar of
children with Down’s syndrome. This was the
brainchild of one of our members, Diane Neish
and was very successful. The calendar shows
beautiful, positive images of children with
Down’s syndrome. It was highly commended
in the Professional Fundraising Calendar of
the Year Competition. We are very grateful
to all who took part and assisted with its
production, especially photographer Alexa
Taylor-Watts.
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Communications
We produced a new booklet for new parents entitled
“A little book about babies”. This is made up of pictures
and stories donated by some of our parent members.
It was made possible through money raised by the Bell
family in Annan. The feedback from professionals, new
parents and relatives has been fantastic. We are grateful
to everyone for their contributions and are very pleased
with the real difference it’s made. The booklet can be
freely downloaded from our Web site, with hard copies
available for new or expectant parents.

“I couldn’t believe how positive the
booklet was, it has certainly given
me hope and reassured me that
other people have felt the way I do”
–New mum on the baby booklet.
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Big Lottery Funding

As one project ends...
In 2009 our Training Team Project came to an
end. The training team offered free Myth Buster
General Awareness training sessions to staff in
places such as museums, leisure centres, libraries,
theatres, housing offices and colleges.
The trainers and our Training Officer, Brenda
Hepburn worked together to develop a Myth
Buster session that the trainers could learn
and co-deliver. Some of the trainers were also
involved in Information events, Hospital Study
Days, School in-service training and training for
support staff in other organisations.

“Training made me more aware
that people with Down’s syndrome
are just like me.” Grangemouth Sports
Centre.

“It was very interesting and
refreshing to have part of the
During the final three months, April to July 2009, training done by someone with
the project concentrated on evaluation and a final Down’s syndrome.” Brothers of Charity
report but managed to fit in a final five training
sessions, which included an Equality conference
“The training re-enforced that we
in Greenock run by Inverclyde Council.
should treat everyone equally.”
South Ayrshire Council

Joanne Toner
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“Being a Trainer is very important to me because I have
talked all about my past and my life. For years I wanted to
tell people my story and now I have a chance to do that.
Training makes me feel very uplifted. I am glad people get
the right information about Down’s syndrome. It is a fact of
life. We cannot change it but we can change people’s views.
The Myth Buster tells the truth about Down’s syndrome.
Everyone has the right to live their lives the way they want
whether they have Down’s syndrome or not.”

Big Lottery Funding

Another begins...
In June we were thrilled to receive further Big
Lottery Funding for a new project called ‘Making
your way through life’.
The project is the result of a series of “Let’s Talk”
workshops that we held across Scotland, to find
out what people with Down’s syndrome wanted us
to do for them.
The project will run for five years and started mid
July . The project offers training courses to people
with Down’s syndrome utilising the skills of seven
trainers with Down’s syndrome from the previous
project.
There are four different courses that will run
in Aberdeen, Dundee, Edinburgh, Glasgow and
Inverness. The training courses will help people
with Down’s syndrome to build upon their
existing life skills and increase confidence.
The trainers have been meeting regularly,
working on improving their own trainer skills
and helping with the course materials. The
trainers have also been involved in the recruitment
and interview process of a support worker.
The first course ‘Taking part in meetings’ will be
running in Glasgow in April and May 2010.

The Courses

The Trainers
Theresa Boyle
Natasha Connon
Derek Jenkins

Taking part in meetings

Andrew MacIntyre

Being confident and speaking up

Rowena Mingo

Planning for the future

Kim Scott

Understanding citizenship and
being part of your community

Keith Watson
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Big Lottery Funding

Interview with Andrew
MacIntyre - Trainer

What do you do in the project?
I am one of the trainers and I am helping with the courses. I go to
meetings with the other trainers. We talk about what we have been
doing and how to make our work better. The trainers learn new skills
that they can use in the training courses.

How does the project help you?
The work helps me to keep using my trainer skills. It looks good on
my CV and it helps me to keep in contact with Down’s Syndrome
Scotland. The skills I’ve gained as a trainer help me in my role as
Vice Chair for West of Scotland Branch. The training course I will be
helping with, ‘Planning for the future’ will be useful for me too as I
am always thinking about things I want to do in the future.

Why do you think the training courses are important?
They will help people with Down’s syndrome with things in their life
such as getting a job, getting out and about more, being confident,
speaking up, making choices and getting involved in meetings.
Everyone on the course does a challenge. I’ve done one as well.
My challenge was getting the train by myself from Johnstone to
Glasgow. I’ve done this four times now. I felt very confident and it
has helped me be more independent.
You can find out more about the courses and when they are happening near you by visiting our Web
site www.dsscotland.org.uk/life
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Raising Funds and Awareness

For Down’s Syndrome Awareness Week we
ran a campaign called ‘Do a dish for Down’s
syndrome’. This involved people making
something for others to eat, either in their
home or elsewhere, in exchange for a
donation. The campaign proved very popular
with our members with Down’s syndrome
and they contributed a lot to the final total
of £6,011. The focus of the campaign was
around inclusion and the way in which
sharing food brings friends, families and
communities together.

“People with Down’s syndrome
are all part of someone’s family,
friendship group and community”
We believe that people with Down’s
syndrome should be fully included in society
and that their contribution is equally as
valuable as anyone else’s. The campaign
will run again next year with the aim to
grow it into a recognisable brand. We got
some helpful feedback about how we could
improve the campaign and we will be utilising
this next year.

And now for something
completely different
Coming right out of left field, one of
our members, Mike Turpie, took part in
Antony Gormley’s “Forth Plinth” project.
Mike used his hour to treat the pigeons
of Trafalgar Square to some Scottish
tunes while raising over £1000 for
Down’s Syndrome Scotland.
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Raising Funds and Awareness
We enlisted 11 brave people, including our
own Brenda Hepburn, to abseil the 150 foot
Titan Crane in Glasgow for Down’s Syndrome
Scotland. This raised £3,000.

“Taking that first step off the crane was
both terrifying and exhilarating”
Brenda Hepburn on abseiling the Titan
A special thanks goes out to Witherby
Seamanship International for encouraging
some of their staff to participate and raise lots
of money!
We also managed to increase the number of
people taking part in running events for us including a fantastic 22 people participating
in the Big Fun Run series of runs across
Scotland. We had some wonderful long
distance runners, whose dedication we were
in awe of. We provided ongoing support
and stylish running vests for all those taking
part. These vests help raise awareness and
get our charity name out there among the ‘big
hitters’.
We’d like to thank everyone who fundraised
for us this year, whether you ran, walked,
cycled, cooked, or danced. Your support is
invaluable and without people like you
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the charity would not be where it is.
We hope that whatever you did you
had fun, and you can be sure in the
knowledge your money is helping
people with Down’s syndrome and
their families across Scotland.

Raising Funds and Awareness

Paul Hughes and his runners had a jog around Loch Ness.

Jacquelin Watson and friends at the Big Fun
Run.

Anton Connolly post-Edinburgh Marathon!
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Family Support Services

Training and Information
The Family Support Service is a critical area
of work for our organisation. We strive
to ensure that both during pregnancy
and after birth, parents of a new baby
with Down’s syndrome have as much
information as necessary in order to
support their child and the rest of the
family throughout their life. We provide
information about health issues, rights
and access to services, welfare benefits,
education and many more areas as well a
sometimes just being a friendly listening
ear.

Inverclyde and Fife. This is a service we
would happily provide to other local
authority areas. We have been fortunate
to have had partial funding from the RS
Macdonald Trust to provide this support.
Support to education establishments is
also provided through telephone and email
support or through consultation visits.
410 professional information requests
were answered

“We endeavour to make sure that It is important
that we keep
they have every opportunity to
up to date with
talk to someone either locally or at current legislation
national office who can offer the and good practice
and this year we
right support at the right time.”

Many of these
calls or emails are
followed up with
the posting out of
further information
or putting people in
touch with the right
service . We work closely with many other
organisations who are specialists in their
fields and if we can’t help or don’t know
the answer we will always find someone
who will.
394 parent information requests were
answered
As well as providing support to families
the service also provides information and
support to a wide range of professionals;
including doctors, nurses and health
visitors. In addition, family support service
staff throughout the year attend clinics
for parents who have babies and young
children with Down’s syndrome in
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have updated our
Child and Adults at
Risk Protection Policy and produced new
guidelines. We intend to provide training
in accordance with these guidelines to
identified volunteers and to our Branches
over the coming year.
We know that parents find it helpful to
speak to other parents and during the
year we have reviewed our new parent
contact service as part of this review we
conducted a survey and evaluated the
success of the service. From this survey
we found: 89% of the respondents were
happy with the existing service but felt that
a parent contact system for different ages
and stages was very important. 62.5% of
the existing parent contacts felt adequately
supported by the charity.

Family Support Services
As a result of this survey we are
now aiming in 2010/11 to increase
the Parent Contact Support Service
to encompass the 5 main ‘ages
and stages’ – newborn, nursery/
primary, secondary, young
adulthood and over 35 years old.
We are also aiming to set up a more
comprehensive and systematic
support service for the Parent
Contacts themselves.

Training and Consultation

Providing training to professionals
ultimately supports families in
ensuring that the staff that work

Training provided to:

with their children, young people and
adults with Down’s syndrome are far
more aware of their needs and abilities,
thus helping the individual with Down’s
syndrome reach their full potential.
Down’s Syndrome Scotland provides
training and consultation support to
parents, carers and professionals who
support children, young people and adults
with Down’s syndrome.
Activity in this area of work is primarily the
responsibility of our Family Support Service
Service.
Commonly requested topics include
Down’s syndrome awareness, behavioural
management, teaching reading to teach
talking, adolescence, inclusion and
friendships.
Whilst we regularly offer training to
individual schools, In 2009 we were
included in 3 local authority staff
development training programmes and
hope to expand this good practice in the
coming year.
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Family Support Services

Case Study
The query

Anne* has Down’s syndrome and is in her
40’s and lives with her mum who is 65.
Recently Anne seemed to be forgetting
things and seemed much more agitated.
Anne’s mum contacted their local GP who
suggested that Anne may possibly have
signs of dementia and that they should do
further tests. Anne’s mum wasn’t very sure
and called Down’s Syndrome Scotland for
further advice.

Our approach

The outcome

Anne’s mum phoned us a few weeks later
to say that Anne was going through the
menopause.

Related information

Women with Down’s syndrome may begin
the menopause up to five years earlier than
in the general population.
There are lots of symptoms that may
indicate the presence of early stage
dementia in adults with Down’s syndrome
but there are also treatable conditions that
adults with Down’s syndrome are more
susceptible to that can be confused with
dementia.

We suggested to Anne’s mum that it
was possible that she could have signs
of dementia but that there were also
other reasons why Anne may be more
forgetful and confused. We discussed
It is important that parents/carers and
other treatable conditions that adults
professionals are
with Down’s
There
are
lots
of
symptoms
that
may
provided with the
syndrome
indicate
the
presence
of
early
stage
right information
are more
in order to
susceptible
dementia in adults with Down’s
to that can
syndrome but there are also treatable provide the
correct diagnosis.
sometimes
conditions
that
adults
with
Down’s
By making the
be confused
syndrome
are
more
susceptible
to
that
correct diagnosis
with dementia
as soon as
for example
can be confused with dementia.
possible people
urinary tract
with Down’s syndrome can continue to live
infection, depression, hypothyroidism or
fulfilling and active lives.
the menopause.
We sent Anne’s mum out some of our
resources on dementia to take to the
doctor.
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Family Support Services

Other experiences...

“We said when we had
Myles that this was going to
change all of our lives forever - and it has in the most
positive way.” - parents Paula
and Ian

“Despite it sometimes being
hard looking after Penny, and
things don’t come as easy to
her as some other children, she
is truly a lovely girl and when
someone like her captures your
heart, life is good.” - Penny’s
parents

“Eve has enriched our
lives and has taught me
more about socialising
and interacting with
other people than I
could ever teach her.”
- mum Lesley

“Until I spoke to Down’s Syndrome Scotland and one of their new
parent contacts I felt so isolated and alone, but now I feel as if a
weight has been lifted and I know there’s support for me when I
need it.” New mum from West of Scotland

“Here’s a photo of my
wee girl Jenna on her first
day at school. We are so
proud of her and in typical
fashion Jenna has adapted
to her new routine at
school without so much as
a tear!” - dad David

“[Oliver] is a fantastic brother
to Aidan and is funny,
adventurous, determined and
loving. Our children are very
special to us. We are lucky to
be parents of two unique little
boys.” - Oliver’s parents

“This is Cameron on his
first day of school at
Birkhill Primary School.
A very proud day for
his mum and dad and a
milestone we could not
envisage when he was
born” - mum Sarah 16

Special Events

10th World Down’s Syndrome Congress
On 18th August, Pandora and Karen
travelled to Dublin to attend the 10th
World Down’s Syndrome Congress.
Accompanying them were two members
with Down’s Syndrome—Stuart Campbell,
the then Scottish Youth Parliament
representative and James Withers who
formerly held the post. Money to fund
all four spaces had been donated by the
Scottish Government. Stuart’s parents,
Sam and Janette also attended and they
share their thoughts on the experience....

syndrome less as a disability, as in a medical
It is very encouraging to reflect after three model, and more in a social or rights-based
days of concentrated sessions just how
model where it is a naturally occurring
many professional people are dedicating chromosomal arrangement that has
their lives to helping people with Down’s always been part of the human condition,
syndrome. All of human experience was
a view more likely to lead to real inclusion
covered, from beginning to end of life,
of people with Down’s syndrome into all
and all the ups and downs between.
aspects of life, including a reduction in
Equally important and enjoyable, was
selective termination.
sharing with, and learning from, parents
from around the world, and coming home Why do we think so much about what
with some new ways forward, especially our children can’t do, (we don’t with our
on the jobs front.
allegedly normal children) rather than
enable them to explore their strengths, and
One exciting session viewed Down’s
achieve what they can do.
Three years until the next congress in South
Africa, and as Ryanair doesn’t fly there it
is a wee bit too far for us. There are other
conferences in Europe worth going to, and
for those who have not been- why not start
off with our own Down’s Syndrome Scotland
Conference?
Special thanks to Karen for all her work in
preparing and supporting James and Stuart
in Dublin. Well worth the effort of going.
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Special Events

Our own AGM and Conference
We held our AGM and Conference 2009 at
a new venue in Edinburgh – St Thomas of
Aquin’s School.
We organised interactive drama, art and
music (age specific) workshops for children
with Down’s syndrome, and any adults or
siblings who wanted to attend.
Our Chair, Linda Towler started proceedings
by welcoming everyone and advising that
sadly, she would be standing down as she
had come to the end of her term of office.
We are very grateful to Linda’s dedication to
the Board , but look forward to working with
new Chair, Lesley Stalker. Kim Scott, one
of our Trainers, then delivered one of her
excellent presentations to the membership.

In the morning after the AGM we had an
open space discussion inviting ideas on
how to develop the organisation. In the
afternoon attendees could choose from
a variety of workshops including speech
and language, transitions, self directed
support and planning for the future.
There was also a workshop facilitated by
Lou and Brenda for adults with Down’s
syndrome.
The AGM certainly gave some food for
thought and in line with views from
members, we hope that in the future we
can organise smaller more local events
separate from our AGM.

HR Scotland
We were fortunate to be picked as the
chosen charity for the HR Network Scotland
Awards Dinner at the Hilton in Glasgow. On
the night we managed to raise over £5,000
with donations from delegates entering
a prize draw. There were some fantastic
prizes up for grabs including a round of golf
for four at Gleneagles, signed Rory McIlroy
memorabilia and tickets to the Aegon Tennis
Tournament.
importance of inclusion. As a direct result
However, the highlight of the evening was
of Andrew’s talk the Pearl Group kindly
the presentation given by Andrew McIntyre, made an additional donation of £2,000 to
one of our training team members. Andrew our charity.
gave a brief talk on his life and the
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Branches
Down’s Syndrome Scotland has six formal branches across the country. The branches
organise social and leisure activities as well as provide a network of support to families.
Here’s a brief snapshot of what they’ve been up to during the year.

Tayside

Bowling trip
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Branches

Central

Artlink taster workshops in felt
making, painting, t-shirt design and
jewellery

Santa visits the Christmas Party complete with disco and buffet

Picnic lunch at Blair Drummond
Safari Park
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Branches

Ayrshire

Weekend at Arran
Outdoor Centre

Sponsored walk from
Tyndrum to Bridge of
Orchy and back

West of Scotland
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Branches

Edinburgh and Lothian

Grampian

© Alexa Taylor-Watts

atts
Taylor-W
a
x
le
A
©

22

Managing the Money
Income 2009-2010

6%
38%

9%

Grants and Trusts £150,243
Fundraising £100,327
Donations and Gifts £81,107
Legacies £34,953

21%

Other £24,648
Total £391,278

26%

Expenditure 2009-2010
4%

Family Support Services £169,663

13%

Branch Activities £80,666

44%

18%

Training Development £67,813
Fundraising £50,472

21%

Governance £15,385
Total £383,999

Down’s Syndrome Scotland is almost totally reliant on fundraising and donations to
provide our services so we were delighted that these income streams have risen by more
than 25% compared to the previous year. This has come about through the hard work
of staff, volunteers and supporters. We really appreciate the continued support and the
recognition of the benefit our services and support give. During the year some activities
and services have been restricted but we are determined to protect the level of quality
and scale of our front line operations and we have managed to control expenditure and
reduce costs where necessary, expenditure was 11% below the previous year.
Our aim is to provide services and support to families with children with Down’s
syndrome and with the combination of cost-cutting and income generating we are now
in a position to put in place some of the plans we have for improving our services, in
particular the Parent Contact Support Service.
You can get further information on our finances from our full Accounts and Director’s
Report, which can be downloaded from our web site or obtained from our office for a
small administrative fee.
23

Donors
We’d like to express our thanks to those who have given us over £1000 this financial year
● The Big Lottery Fund
● The Hamilton Portfolio
● Ellie Stewart and Alan Picken
● The PF Charitable Trust
● Friockheim Primary School
● HBOS Foundation
● B W Muirhead’s Charitable Trust
● The Manson Family
● The Hugh Fraser Foundation
● The Templeton Goodwill Trust
● Inverclyde Support Group
● The Cunningham Family
● Mike Turpie
● Brenda Hepburn and Colin Cochrane
● Katie Loudon and Norma Scott
● Greg and Allison May
● Witherby Seamanship International Ltd
● The Enzo Londei Trust
● The Pearl Group
● The Grand Boys
● The Andrew Salvesen Charitable Trust
● Margaret McAuley
● Paul Hughes and Running Club
● The J K Young Endowment Fund
● The estate of the late Marjorie Joy
● The estate of the late Anne Turnbull
● The estate of the late James Lyle
● Andy and Caroline Bell
● Edinburgh Scooter Club
● The Martin Connell Charitable Trust
● Northwood Charitable Trust
● The RS McDonald Charitable Trust
● Andrew Kennedy
● Jenny Gillam
● Lisa and Jeff McKenzie and Jenny Cooper and Dave Terris
● The MacIntyre Family
● Chris Sparks
● The Souter Charitable Trust
● The McInnes family and friends
● Allyson McColl
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Five facts about Down’s syndrome

1
2
3
4
5

Down’s syndrome is caused by an extra copy of
chromosome 21 inside some or all of the body’s cells
There are 3 types of Down’s syndrome: Trisomy 21
(95% cases), Translocation (4% cases) and Mosaic (1%
cases)
1 in 700 (approx) babies are born with Down’s
syndrome
Many children with Down’s syndrome attend
mainstream school and many adults can live
independently and hold down jobs

Just like anyone else, people with Down’s syndrome
are all unique individuals with different gifts, abilities
and personalities and deserved to be treated as such

158-160 Balgreen Road
Edinburgh EH11 3AU
Tel: 0131 313 4225
Email: info@dsscotland.org.uk
Web: www.dsscotland.org.uk
A charitable company limited by guarantee, registered in Scotland No 356717, Scottish charity No. SC011012

