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Podcast: Disability, Community and Inclusion 
 
Interviewer  
I’m talking to Wendy Uttley who works with children and young people with Down Syndrome and 
with the parents of young people with Down Syndrome. Wendy could you tell me a little bit about 
yourself and the organisation you work for? 
 
Wendy 
My name’s Wendy Uttley and I work for a charity called the Down Syndrome Training and Support 
Service which is based in Bingley in the UK and it’s a charity I founded back in 2000 when my son was 
2 years old. So my son has Down Syndrome and he’s now 22 years old, and the charity has really 
grown as he’s grown, and we now support about 400 families who have a child with Down 
Syndrome. Our passion is to empower and include people with Down Syndrome so that they can 
reach their full potential in life.  
 
My background is education so for about the last 15 years of my life have been dedicated to 
developing training that can go into schools and that parents can use so that we can all enhance the 
lives of people with Down Syndrome and believe in people with Down Syndrome, which – even 
though I’ve been doing it this many years – is still ongoing, not just in the UK but worldwide really. 
So I have been abroad as well and spoken abroad about the same needs really to other people. 
 
Interviewer 
Why do you think it’s important for young people with Down Syndrome to be part of a community? 
 
Wendy 
Everybody belongs. Everybody is different. Everybody’s got different abilities. Everybody has bits 
that they struggle with in their lives, and we all belong. And that’s the big message that we give, not 
just to the parents we support but to the schools that we support and if I go into a school to deliver 
training, my first thing is ‘what an amazing opportunity you have because you have a young person 
with Down Syndrome in your school and not only are you going to teach this young person, they are 
going to teach you so much about inclusion’.  
 
The message I give to parents if they’re worrying ‘where does my child belong?’ – it’s just ‘where do 
you want your child to belong?’ When they’re an adult, where do you want them to live? Do you 
want them to live in a mainstream society doing the things that everybody else does and the answer 
is yes, of course it’s yes. And so therefore, where are we going to educate this young person? We’re 
going to educate them in a mainstream school because unless they’re in a mainstream school, no-
one is going to learn. If somebody with any disability is segregated, placed in a different school, then 
it’s ‘out of sight, out of mind’ – it’s somebody else’s business. So we’re very very keen to have the 
young people in the mainstream and that is easier said than done and that’s where the training 
come in. We need everybody to have the ‘I can do’ attitude, rather than ‘this person doesn’t belong 
here’ attitude. So it is really really important for people with Down Syndrome to be part of the 
community because only then can community embrace disability and change lives for the better. 
 
Interviewer 
And how do you feel the community is enhanced by the inclusion of young people who have Down 
Syndrome? 



 
Wendy 
We become a more caring society. We become a society that understands the needs of all people. If 
you think how many elderly people are out there in the world today, or in the UK today – it’s a 
growing population. Every one of us will become less able as we get older. We are going to have 
increased needs. Everybody has needs and having people in society that have needs and just 
growing up with people that have needs helps us not just to understand those people but we learn 
how to help those people – not by doing anything for them, but by enhancing their lives. And there 
is still a long way to go for people with learning disabilities. There’s a lot of fear as well, actually, 
around learning disability because it’s a disability that you cannot always see, unlike somebody 
maybe with a physical disability where you can see where they’re struggling and where you can help 
them. 
 
Interviewer 
What would you say are the current priorities for your organisation? 
 
Wendy 
Quite a few really! I’ll tell you about some of the projects we’re currently doing. We’re working with 
approximately 50 children with Down Syndrome under the age of 5 on early intervention – preparing 
them for school. They come to the centre fortnightly with their parents and sometimes with their 
support assistants, preparing them for school doing lots of early communication, reading, number 
skills. We have quite a lot of speech and language groups happening - it’s a need for all people with 
Down Syndrome, working on their speech and language skills.  
 
And then our most recent project is a work project. Employment in the UK for people with a learning 
disability stands at 6%. So we’ve pushed and pushed to get someone with a learning disability 
through mainstream school, into mainstream college, and at the end of it what is there? A chance of 
work at 6%. So our current pilot project is called ‘ I Can Work’ and it’s finding realistic, real life work 
placements for young adults with Down Syndrome and we’ve very successfully had four of these – 
two of them are still ongoing – where they’re actually going into just a typical, everyday workplace. 
We’re very very keen to do that but it’s taken an awful lot of doing. So that’s really our priority: to 
get more employers on board with this and more employers to understand the importance of the 
project – how important it is to have a purpose in life, to earn a little bit of money, to be where you 
can make friends, not to be written off almost, or the other expression that you’ll hear is ‘finding 
something to do to fill their week’. In the UK, life expectancy now for people with Down Syndrome is 
about 65 years of age. If you go back to the 1980s, it was 25 years of age. It’s the first generation of 
people with Down Syndrome that will outlive their parents. We need to ensure a society where their 
lives are worthwhile and purposeful. Everybody with Down Syndrome is capable of working. There 
are always things in every company that a young person with Down Syndrome can do. And that’s a 
message that we want to get out there. We’ve not managed to get any funding for the project at all, 
so it’s still funded from our reserves as a charity but despite trying five different funding bids, 
they’ve all been turned down. And the reason they’ve been turned down is because we are paying 
the young people a wage. Yes, they’re getting the work experience but surely they should be earning 
a wage? A lot of the work projects that are currently out there, the young person is doing it 
voluntarily or the other extreme is they actually pay to go there. 
 
Interviewer 



That sounds like a wonderful project. What kind of feedback have you had from the employers that 
have taken part so far? 
 
Wendy 
We have gathered some wonderful feedback from our first placement, and the other employees 
there said it made them appreciate their workplace. It made them realise how wonderful their 
workplace was but also, when you’ve got Down Syndrome you do things at a steady pace – you 
don’t rush into things – and she calmed down the atmosphere of that office because things had to 
slow down for her a little bit and they found that as a positive actually. Working with someone with 
a disability you sort of look at life through a different pair of eyes. 
 
Interviewer 
So, Wendy, you have a background in research and a lot of the people listening to this will be 
researchers as well. What is it that you are looking for from the research community? What areas of 
research do you feel have a potential for real impact in the lives of young people with Down 
Syndrome and on the communities to which they belong? 
 
Wendy 
I was at York University a couple of weeks ago, speaking to the postgrad psychology students and 
encouraging them to go into research in the field of Down Syndrome. There’s still a lot of research 
needed especially, for me, into number skills and teaching maths. There’s a lot of research gone into 
reading and language development but not the number side of things and that is a vital life skill. 
There is still a need for research into the development as the child is becoming an adult as well and 
looking at work-related skills or any sort of research programme that could look at transitioning to 
adulthood and the best places where a young adult will thrive, what will meet their needs as an 
adult. At the moment, the expectation is that they won’t work, that they won’t live independently – 
it’s very very low. So, research around that area is needed. 
 
Interviewer 
Co-production is increasingly important when it comes to research around disability. Is this 
something that you would like to see happening more with regard to young people with Down 
Syndrome and how do you think that might work? 
 
Wendy 
If there was a research programme underway at a university, wouldn’t it be fantastic to have young 
adults with Down Syndrome or learning disability as part of the research team and them being 
involved in any discussions there? My son Sam has recently become and ambassador for Bradford 
and he goes to meetings now and if they’ve produced any sort of assessments or questionnaires, 
they will ask Sam about these questionnaires. He’s also delivering talks. He’ll deliver a 5-minute talk 
to some health workers or some educational workers at the beginning of a conference. So things like 
to just sort of spread the message. So if there’s was any sort of research into Down Syndrome it 
would be fantastic at a conference to begin that conference with an address from an adult with 
Down Syndrome because it is about them and they do have a voice but it is so easy to take that 
voice away from them. 
 
Interviewer 



Thank you, Wendy. One of the young people who found a work placement through Wendy’s charity 
is Sam. Sam has two jobs, one at Emerald publishing working in the staff canteen and another at a 
local pub in Bingley.  
 
Sam, can you tell me a little bit about your job here at Emerald? What do you do and what do you 
like about it? 
 
Sam 
I am working and I do lots of washing up. I eat lots of cake. I like to get paid. 
 
Interviewer 
I understand that you have another job as well at the weekend. Can you tell me about that? 
 
Sam  
I work on the Sunday at the Chip N Ern at Bingley. I pull a very good pint. I sometimes do wine to 
customers. I do the till. I give the correct change back to the person. 
 
Interviewer 
Part of most people’s jobs is the commute. Can you tell me how you travel to work every day? 
 
Sam 
My dad drops me off on the motorbike or I sleep at my mum’s and walk to work and I learn to drive. 
 
Interviewer 
When I was talking to Wendy, she mentioned to me that only 6 out of every 100 people with Down 
Syndrome* has a job. What do you think about that? 
 
Sam 
I think more people need a job to get paid more. 
 
Interviewer 
Getting paid is important. It’s an important part of independence. The money that you get paid from 
your jobs, what do you like to spend it on? 
 
Sam 
Beer! 
 
Interviewer 
And what do you want to do in the future? What job do you think you would like to do? 
 
Sam 
I like working in the pub for my career job. When I work in the pub, I drink too! 
 
Interviewer 
Thank you, Sam.  
 
If you would like to know more about the work that’s done by the Down Syndrome Training and 
Support Service here in Bradford, you can go to downsyndromebradford.com 



 
 
 
* Note: this statistic actually refers to the percentage of people with a learning disability in the UK 
who have jobs. 
 
 


