We would like +o welcome you ST D‘FV 10\ ﬂ

FARENT CARER

all +oday. This session has

Tees Vall
been brouah.‘- +O )’OU by Clinical CommisesgiingaGroeL%

St+ock+on Parent Carer 1

Forum, Hartlepool Paren+

Carer Forum and Tees
Valley CCG.



Todays Agenda

Welcome, Housekeeping, Introdvctions and Co-Production

The S'l'Oy-)/ SO FoOyereeeeres
Mee+ our children
Pathway Jouvrney's

Current Pathway
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Policy % Key Agenda
Why are we doing +his?
What happens nex+?

v




Welcome, Hovsekeeping,

In+rodvctions & Co-Prodvction

Start
Together
W Stay
Together
Emma Zena
Stock+ton Parent carer Forvm



Co-Pyrodvec+ion

‘Co-production is when yov as an

Start individval inflvence +he suppor+ and
Together services yov receive, or when groups
Stay

Together ot people get+ together to inflvence

+he way tha+ services are designed,
commissioned and delivered.’



Emma Zena)

S+Ock+on P aArent coarer Forum



Pathway Journeys

llt

Leanne Baister - Hartlepool Parent carer forvm
Rose Payne - Stockton Parent Carer Forum
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WELCOME, EVERYONE!

We are children rocxton 1T
living in Har-l-lepool TARENT GARER #0r 0

and Stock+ton tha+
will journey throvgh
the.

Down Syndrome Pa-rlnway Tees Valley

Clinical Commiissioning Group "
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I am 4 years old and
L like swimming,
hydvrotherapy, 90ing
exploring! My Tumble,
Gigglebiz and Batman,

I love cake and ice

|

cream and any messy
play!

tttttt
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Hello, my name
Harry L am
11 years old.

A
I

1S

L love
dsvr+
and my big

ing

win

Maeve

SiSter




I love dancing on my~ *
Fopum!

I love it when my
Mummy smas +o me.
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Me and my £amily

L love swimmina,
dancing and music! live in Nor+ton.




cCcCC
Hi, im Adam. I am
11 years old

I love Arsenal!

L like super Mario
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L love music, dancing and -
singing and playing with my ' S
li++le brother. I'm a big fan N
of the character Bina.
L also like reciting the
alphabe+ and showing of4 my

covnting skills!
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Hello, im
Ellio++!
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I am 1 year old. I love flashy ligh+s,
formula 1 racing, football, and knocking
down towers of building blocks. L LOVE
food. Especially yoghurts. I love holding my
own hands and sucking on my fingeys!
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L am b years old. I love swimming, music and

L L & ¥ & & » @

songs, ligh+s and mirvrors, books, sensory +oys,
-------- and playing on swings and slides. My
favovrite TV show is My Tumble

oooooooooo



\ IT'S LOVELY TO
............ MEET ALL OF YoU! ™. .

------------ TOGETHER WE ARE THE 8




The Current Pathway
T,
&y

9

Caroline Turner - Stock+on Parent Carer forum







Pre - Birth

all screening, no real consideration that Bloods — Sickle cell, Thalassaemia

not all families want to go complete this Systemic - terms used during nursing
part of the pathway 18-12 Weeks: training @ Teesside Uni

Bloods — HIV, HepC, Syphilis

10-14 Weeks:

Triple Test: What happens if Down Syndrome is

Down Svndrome identified? How do families experience this
Y 14 weeks?

Edwards Syndrome 21 weeks? &
Patau’s Syndrome

Or Quadruple Test — Down
Syndrome only (up to 20 weeks)

18-21 Weeks: Ultrasound
11 conditions bones/heart

NIPT Test?? Is this the same as the quadruple

test? Tell it right
Routine: HV home visit between campaign should be

Professionals expect termination as outcome 28 + 35 weeks promoted

(high rate of ToP) antenatally




* Written information pack, advice & guidance X

* Opportunity for ongoing contact with paed X

* ‘Essential medical surveillance’ ?

* Printed personal child health record for inclusion in Red book —
includes weight + growth charts, information about oral health

* 2-4 weeks neonatologist X

* Within 6 weeks — echo — ECG (heart lesions — additional
information about oral health X

* Notification to GP, Midwife, HV, Community paed v’

* If issues with suckling/swallowing then referral to SLT v

* Haematology ?
* Guthrie (thyroid) v

Should share peer o Lacked community support MD + Karyotyping meeting
support details B I rlll h groups — once born not always taking place in
hospital (following dx) H
Diagnosis at point of delivery : Down Syndrome growth +
* Karyotyping + chromosome tests whilst in hospital v* development charts not in red book.
* Multi disciplinary meeting with Family — Consultant, Provided by Neonates / HV
neonatologist + midwife X Most families do not have at all

‘Bright Starts’ book provided at
point of delivery archaic - DSA

Kent have comm nurses
and co-ordinated

support

Routine:
Baby check
NIPE

Hearing
NBS

leaflets generalised no stories H

Letter rec’d if miss an appt saying they
are being discharged — parents are
stressed + coping with a lot — one
missed appt should not result in that




First 12 months

Mum reported son did Quarterly medical review by Paed Feel HV need more
not have % checks - to include: X knowledge. Parents end
seen once — many - Sleep apnoea, gastro intestinal, growth/weight, dental reviews, up knowing more

heart, cranial vertebral instability, assess developmental milestones
as per red book — referral to PT, SLT, Portage, ED psych as required
at any point

6 — 10 month assessment full audiology assessment v

Annual thyroid (finger prick) test X Annually until transition =

Not all had sleep tests

Portage gap ? Email to L
Allen H
COVID H Routine: Comms from Variable —12/18 or 24
Not always seen 7 ly 10 day check assessment months — sometimes a
rearranged 6 week check back to Paeds full blood test not pin
appointments 6 week ophthalmology re outcome prick — thyroid not
3-4MM9-12MM always checked




12 Monins — 4 yedars
Neck instability not Annual medical review by Paed X Annually until transition =2 No one has a named
checked . Paed due to Dr Joshi
* Some were in Annual audiology check v/ moving to ST
Hartlepool — referral to paed ENT/SI/HI service + S| teachers
EHCP processes : : — Uy
4 year ophthalmology check v/ Bi-annually until transition =2 HV to School nurse —
ASQis ‘universal’ H transition needs better
nothing for SEN specifically Annual thyroid (finger prick) test ? Annually until transition = planning
or Down Syndrome Training/experience
specifically needed
-> flags up the negative MECIEFEP _ _ H
pushchair / wheel chair accessories
12 months — 4 years H (linked to their weight) — appropriate access to Incontinence H
Orthotics referral equipment (safety and access to community) is -> PADS group
limited -> Toileting Programmes

- Footwear + equipment

-> variable -> Needs / Down

Syndrome eligibility?

Routine: HV 2 — 5 year integrated review ASQ




5 - 11 years

Annual medical review by Paed X Annually until transition =2 ‘

Bi-Annual audiology check v ‘

4 year ophthalmology check v° Bi-annually until transition =2 ‘

Annual thyroid (finger prick) test ? Annually until transition =2 ‘

Routine:

HV 2 — 5 year integrated review ASQ,

Access to health child programmes through School Nursing
Imms and other national/mandated programmes




11 plus years

‘ Annual medical review by Paed X Annually until transition =2
‘ Bi-Annual audiology check v Bi-annually until transition =2
‘ 4 year ophthalmology check v Bi-annually until transition =2

‘ Annual thyroid (finger prick) test ? Annually until transition =2

Routine:
Access to health child programmes through School Nursing
Imms and other national/mandated programmes




Hospital passport
-> Durham is good
Traffic light

CYP version

DSNE to use

14 plus years

‘ Annual medical review by Paed X Annually until transition =2
‘ Bi-Annual audiology check v Bi-annually until transition =2
‘ 4 year ophthalmology check v’ Bi-annually until transition =2

‘ Annual thyroid (finger prick) test ? Annually until transition =2

Routine:

AHC

Flu vac ? Lifelong Annual / Ongoing =2
HAP

Hospital Passports

All Parents who have
contributed to these
conversations have
younger children




Current Pathway

Wha+ is working?

early
Physiotherapy
involvemen-+



Gold Standard Pathway

Leanne Baister - Hartlepool Parent Carer Forum



Gold Standard Pathway DOES NOT imply +his is something remarkable or additional. I+ simply is
a summary of expected provisions and services that are being consistently provided and needs
me+. I+ is not a fragmented pathway but a seamless pat+hway.

Hull Gold Standard Pathway Key points:

*Clear and concise pathway that is easy +o follow.

*ey information provided +ha+ explains roles of professionals.

*ey areas of DS highlighted with explanation of what suppor+ is required and by who.

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

*L_anguage vsed is appropriate ‘chance’ vsed no+ ‘risk’. Importance of +he vse of language.

*Links to additional suppor+ that can be referred o ‘Down Right Special Charity’ provides suppor+ prior +o birth in areas such as play sessions
+0 meet other parents, closely work with key professionals, offer new born baby packs and information, early years suppor+, neonatal
suppor+, suppor+ in health, edvcation, social and informa+tion.

*DS health visitor champion introdvced from bir+h

*Referral +o portage

*Referral +o Down Syndrome Medical Interest Group

*Referrals done to all appropriate services and professionals from bir+h

*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 relevan+t professionals.

*Down Syndrome Champions



Talking About ‘
Down's Syndrome? ¢

Imagine Sophie, who has Down’s Syndrome,
is in the room with you, what would you say?

No thank you

risk

abnormality/disease/
problem/disorder

good/bad
difficult news

normal

suffer

a Down’s
a Down’s baby

mental handicap
retarded

severely affected

Yes please

chance/probability
difference/variation/
condition

expected/unexpected

or different news

typical/typically

developing
have

a baby with
Down'’s Syndrome

with a learning
disability
more complex

LANGUAGE




Policy & Key Agenda |




L+'s +ime for chamge.’

'Plans +o ensuvre people with
Down's syndrome ge+ lifelong
care have passed the first
hurdle on +he way +o being law
in England.’

Why do we need The Down Syndvrome Bill?

Increased rates of stillbir+h

Lack of suppor+ during pregnancy and for new parents
Limi+ed specialist +raining abovt Down syndrome available +o
protessionals

‘Postcode lottery’ for therapies

Only 5.67. of adults with a learning disability are in paid
employmen+

Longer & more frequent hospital stays

Life expectancy remains 28 years below general population
Just £5 per person with Down syndr-ome is spent on research



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

DONT SCREEN vp t0 birth i+ they are considered +o be “seriouvsly LOVE
CP US OUT! handicapped”. They include me in +ha+ definition of DOESNT
* being seriously handicapped - just becavse L have an COUNT
extra chromosome! Can yov believe tha+t? CHROMOSOMES

What i+ says to me is that my life just isn’t as valvable
as others, and L don’+ think tha+t’s right. L think it’s

downright discrimination!
The United Nations Committee on the Rights of
Persons with Disabilities recently said that the United

Kingdom should change i+s abor+tion law to make suvre
tha+ people like me aren’+ singled ovt becavse of ouvr
disabilities.

Sadly, +the Governmen+t decided +o ignore their
recommendations and didn’t change t+he law. So now, 1
am 9oing to take the Government +o couvrt with other
members of +he Down’s syndrome community +o make
sure tha+t people aren’+ treated differently becavse

of +heir disabilities.”




Q%A Session
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So, why are we doing +his????
Well, here is why
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I am 4 years old and
L like swimming,
hydvrotherapy, 90ing
exploring! My Tumble,
Gigglebiz and Batman,

I love cake and ice

|

cream and any messy
play!

tttttt
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Hello, my name
Harry L am
11 years old.

A
I

1S

L love
dsvr+
and my big

ing

win

Maeve

SiSter




L love dancing on my™ *
I bum!

I love it when my
Mummy smas +o me.
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Me and my £amily

L love swimmina,
dancing and music! live in Nor+ton.




cCcCecC
Hi, im Adam. I am
11 years old

I love Arsenal!

L like super Mario
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L love music, dancing and -
singing and playing with my ' S
li++le brother. I'm a big £an N
of the character Bina.
L also like reciting the
alphabe+ and showing of4 my

covnting skills!
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Hello, im
Ellio++!
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I am 1 year old. I love flashy ligh+s,
formula 1 racing, football, and knocking
down towers of building blocks. L LOVE
food. Especially yoghurts. I love holding my
own hands and sucking on my fingeys!
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L am b years old. I love swimming, music and

L L & ¥ & & » @

songs, ligh+s and mirvrors, books, sensory +oys,
-------- and playing on swings and slides. My
favovrite TV show is My Tumble

oooooooooo



Wha+ Happens Nex+!?



NHS

Hartlepool and
Stockton-on-Tees

Clinical Commissioning Group

-

FPARENT CAR
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