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Welcome, Housekeeping, 

 Introductions & Co-Production

Emma Zenaj

Stockton Parent carer Forum



Co-Production
'Co-production is when you as an

individual influence the support and

services you receive, or when groups

of people get together to influence

the way that services are designed,

commissioned and delivered.'



The Story So Far......

Emma Zenaj

Stockton Parent carer Forum



Pathway Journeys

Leanne Baister - Hartlepool Parent carer forum

Rose Payne - Stockton Parent Carer Forum



We are children
living in Hartlepool
and Stockton that
will journey through
the. 

WELCOME, EVERYONE!

Down Syndrome Pathway



Let us
introduce
ourselves!



I am 4 years old and

I like swimming,

hydrotherapy, going

exploring! Mr Tumble,

Gigglebiz and Batman,

I love cake and ice

cream and any messy

play!

My name is
Toby.



Hello, my name
is Harry I am
11 years old.

I love
windsurfing
and my big

sister Maeve



My name is Bailey.
I am 2 years old

I love dancing on my

bum!

I love it when my

Mummy sings to me.



Hello my name is Frances.
I am 7 years old

I love swimming,

dancing and music!
I love to act!

Me and my family

live in Norton.



I like super Mario

Hi, im Adam. I am
11 years old

I love Arsenal!



I love music, dancing and

singing and playing with my

little brother. I'm a big fan

of the character Bing.

I also like reciting the

alphabet and showing off my

counting skills!

HELLO! Im
William.



Hello, im
Elliott!

I am 1 year old. I love flashy lights,

formula 1 racing, football, and knocking

down towers of building blocks. I LOVE

food. Especially yoghurts. I love holding my

own hands and sucking on my fingers!



Hello my name is
BELLA!

I love going to the park

with my family, baking

and making crafts

I love CAKE!! 



My name is LEO!
I am 5 years old. I love swimming, music and

songs, lights and mirrors, books, sensory toys,

and playing on swings and slides. My

favourite TV show is Mr Tumble



IT'S LOVELY TO
MEET ALL OF YOU!

TOGETHER WE ARE THE

CHANGE



The Current Pathway

Caroline Turner - Stockton Parent Carer forum
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Current Pathway

What is working?

SALT
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Gold Standard Pathway



Leanne Baister - Hartlepool Parent Carer Forum



Gold Standard Pathway DOES NOT imply this is something remarkable or additional. It simply is

a summary of expected provisions and services that are being consistently provided and needs

met. It is not a fragmented pathway but a seamless pathway.



Hull Gold Standard Pathway Key points:

*Clear and concise pathway that is easy to follow.

*Key information provided that explains roles of professionals.

*Key areas of DS highlighted with explanation of what support is required and by who.

*Appropriate forms in red book that are DS specific such as centile charts and checks.

*Language used is appropriate ‘chance’ used not ‘risk’. Importance of the use of language.

*Links to additional support that can be referred to ‘Down Right Special Charity’ provides support prior to birth in areas such as play sessions

to meet other parents, closely work with key professionals, offer new born baby packs and information, early years support, neonatal

support, support in health, education, social and information.

*DS health visitor champion introduced from birth

*Referral to portage

*Referral to Down Syndrome Medical Interest Group

*Referrals done to all appropriate services and professionals from birth

*Early intervention

*Reference to Disability Living Allowance

*SEN strategy implemented

*From age 14 health checks with GP, health booklets given, health action plan

*Access to a DS Dementia Clinic with relevant professionals.

*Down Syndrome Champions



LANGUAGE

MATTERS!



Policy & Key Agenda

Rose Payne - Stockton Parent Carer Forum



It's time for change!

'Plans to ensure people with

Down's syndrome get lifelong

care have passed the first

hurdle on the way to being law

in England.'

Why do we need The Down Syndrome Bill? 

Increased rates of stillbirth 

Lack of support during pregnancy and for new parents

Limited specialist training about Down syndrome available to

professionals

‘Postcode lottery’ for therapies 

Only 5.6% of adults with a learning disability are in paid

employment

Longer & more frequent hospital stays 

Life expectancy remains 28 years below general population 

Just £5 per person with Down syndrome is spent on research 



“At the moment in the UK, babies can be aborted right

up to birth if they are considered to be “seriously

handicapped”. They include me in that definition of

being seriously handicapped – just because I have an

extra chromosome! Can you believe that?




What it says to me is that my life just isn’t as valuable

as others, and I don’t think that’s right. I think it’s

downright discrimination! 

The United Nations Committee on the Rights of

Persons with Disabilities recently said that the United

Kingdom should change its abortion law to make sure

that people like me aren’t singled out because of our

disabilities. 

Sadly, the Government decided to ignore their

recommendations and didn’t change the law. So now, I

am going to take the Government to court with other

members of the Down’s syndrome community to make

sure that people aren’t treated differently because

of their disabilities.”

DONT SCREEN
US OUT!

LOVE 
DOESNT 
COUNT 

CHROMOSOMES

FACTS 

NOT FEAR



Q&A Session






So, why are we doing this????

Well, here is why.........



I am 4 years old and

I like swimming,

hydrotherapy, going

exploring! Mr Tumble,

Gigglebiz and Batman,

I love cake and ice

cream and any messy

play!

My name is
Toby.



Hello, my name
is Harry I am
11 years old.

I love
windsurfing
and my big

sister Maeve



My name is Bailey.
I am 2 years old

I love dancing on my

bum!

I love it when my

Mummy sings to me.



Hello my name is Frances.
I am 7 years old

I love swimming,

dancing and music!
I love to act!

Me and my family

live in Norton.



I like super Mario

Hi, im Adam. I am
11 years old

I love Arsenal!



I love music, dancing and

singing and playing with my

little brother. I'm a big fan

of the character Bing.

I also like reciting the

alphabet and showing off my

counting skills!

HELLO! Im
William.



Hello, im
Elliott!

I am 1 year old. I love flashy lights,

formula 1 racing, football, and knocking

down towers of building blocks. I LOVE

food. Especially yoghurts. I love holding my

own hands and sucking on my fingers!



Hello my name is
BELLA!

I love going to the park

with my family, baking

and making crafts

I love CAKE!! 



My name is LEO!
I am 5 years old. I love swimming, music and

songs, lights and mirrors, books, sensory toys,

and playing on swings and slides. My

favourite TV show is Mr Tumble



What Happens Next?




