


Positive about Down 
syndrome provides 
information and support 
to expectant and new 
parents of a baby with 
Down syndrome. 

We also deliver training 
to medical practitioners 
around the importance of 
using neutral respectful 
language and having  
a contemporary 
understanding of living 
with Down syndrome 
in modern Britain.

In 2019 we published 
Sharing the news, the 
maternity experience 
of parents of a baby 
with Down syndrome, 
sharing the findings of 
the experiences of 1,410 
women who had a baby 
with Down syndrome in 
the UK in the previous 
10 years.

First published  
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99%
of adults with Down syndrome

are happy with their lives,
like how they look 

and love their families.
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You-can’t-put-me-Down syndrome aims to 
challenge and rewrite the medical narrative – 
highlighting young people with Down syndrome 
living their best lives, each a valued and loved 
family member, each deserving of a maternity 
care system that no longer perpetuates and 
promotes stigma and discrimination towards 
them.

We believe that alongside people with Down 
syndrome deserving respect and equality; that 
expectant and new parents deserve so much 
better than the outdated attitudes, coercive 
practice, directive and disrespectful language 
and lack of support/care they are too often 
subjected to.

We challenge the current practice of expectant 
parents being offered a termination when being 
told baby has Down syndrome.

In this publication we contrast the reality – 
the juxtaposition of the lived experience of 

people with Down syndrome and their families, 
alongside the recent maternity experiences 
of expectant and new parents.  The latter 
some readers may find distressing, but we are 
sharing in order that people understand why the 
medical narrative must be rewritten.

Introduction
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About DSUK - our aims  
and beliefs
DSUK aims is to support all expectant and 
new families in the UK with a baby with Down 
syndrome.

We recognise the termination of a pregnancy 
is a complex issue and our families will hold a 
range of views. We welcome and support all.

We believe that women are best placed to 
make decisions about all aspects of their own 
pregnancies, including screening and all aspects 
of antenatal care.

We believe that a woman has the right to 
terminate a pregnancy, if that is her choice.  

We believe that the birth of every baby with 
Down syndrome should be celebrated.

We believe that no woman should be made 
to feel under any pressure to terminate a 
pregnancy purely due to a diagnosis of Down 
syndrome. We know that many women that 
we support have felt this pressure during their 
pregnancies and see the impact that this can 
have on families, including postnatally and 
beyond. 

We accept and respect that some women 
choose to terminate a pregnancy affected by 

Down syndrome, that is a woman’s choice, 
and we trust it is made from a balanced and 
informed place. 

We expect all women engaging with healthcare 
professionals receive clear, unbiased information 
in order that they can make informed decisions, 
if a decision is to be made. However, our 
evidence shows this not to be the case all too 
often.
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We appreciate that the discussion around 
abortion and Down syndrome is interconnected 
with a wider view as to how we view disability 
and difference in our society, and how as a 
society we support and celebrate those who 
don’t fit an outdated view of “normal”. We 
know that families who have a child with Down 
syndrome deserve better, and as a charity we 
aim to provide that.  

Core to DSUK’s vision is that women and 
families receive up to date, objective, evidence-
based information about all aspects of living 
with Down syndrome, and we believe that this 
should extend to the information that women 
receive in pregnancy. As experts by experience, 
we offer training and information to maternity 
units and other professionals around the lived 
experience of Down syndrome.
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What we challenge

We are asking Parliamentarians and the public 
to support our pledge to challenge the policy 
that due to baby having Down syndrome, an 
expectant woman is presented with the choice 
to terminate.

I support the demand to end the 
current practice that medical 
practitioners offer an expectant 
parent their options including 
terminating, based purely on a 
diagnosis of Down syndrome.

Currently, the majority (69%) of expectant 
women when receiving the news that their 
baby has Down syndrome are presented with 
termination as an option, within the same 
conversation of receiving the diagnosis. We 
challenge this practice that the NHS promotes 
to the public: “If diagnostic tests show your baby 
has (Down syndrome) this can lead to a decision 
about whether you want to continue or end 
the pregnancy.” We resist the fact that having 

Down syndrome should be assumed by medical 
professionals to be a reason to end a pregnancy. 

We believe this practice is directive and 
discriminatory, that it undermines a woman’s 
autonomy and is disrespectful and offensive 
to those with Down syndrome. A narrative that 
suggests a woman should consider ending 
a pregnancy due to a diagnosis of Down 
syndrome, perpetuates stigma, is directive, 
ableist and eugenic. Instead, clear, neutral and 
non-directive conversations and support are 
essential to high quality care.

Having a policy that presents termination as 
an option when baby is identified as having 
Down syndrome perpetuates stigma, permitting 
and promoting negative attitudes towards the 
condition. It sets the tone and content of the 
current medical narrative, with having Down 
syndrome routinely being perceived and 
portrayed as negative and to be avoided. This 
is compounded by medical language which 
labels babies with Down syndrome as having a 
disorder, an abnormality or anomaly and women 
as being at ‘risk’ of having such a baby.
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We also demand that a woman’s choices are respected and adhered 
to, instead we hear all too often of women’s decisions being 
questioned and undermined.

Of 489 expectant women who advised that 
they did not want screening/testing for Down 
syndrome, 49% advised that their decision 
was not respected.

Of 210 expectant women who had received a 
positive diagnostic result of Down syndrome 
and advised that they were continuing the 
pregnancy, termination was mentioned again 
to 46% of these expectant women. 

Of 271 expectant women who had a high 
chance screening result, despite saying they 
were continuing, 50% were again offered 
terminations.
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Q.  Name and what you do? My name is Tom 
Enoch and I am a college student. 

Q.  What are you most passionate about?  
I am studying to become a fitness coach. I am 
most passionate about sport. I support West 
Bromwich Albion and have a season ticket 
with my dad.  I also love going to CrossFit,  
I go twice a week. 

Q.  Who do you look up to/admire the most? 
I admire my family the most. My mum, my dad 
and my sister Emily are the best. 

Q.  What is your superpower? My super power 
is that I am very funny, I crack people up. 

Q.  What are you most proud of? I am proud of 
my TomFit sessions and doing a fitness video 
with Joe Wicks. 

Q.  What are your dreams for the future? I want 
to get married, live in a flat, grow a beard and 
a man bun and be with the people I love. 

Q.  What would you like people to know about 
what it’s like to have Down syndrome?  
I love my life.

10
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Q.  Name and what you do? Adam Wild and 
Megan Dunn, we live together. I, Adam love 
performing and doing shows with the act 
drag syndrome.

Q.  What are you most passionate about? 
Being together, living together and being as 
independent as possible.

Q.  Who do you look up to/admire the most? 
Our parents and family who support us 
to reach our goals, and each other, we’re 
amazing.

Q.  What’s your superpower? Our superpower 

is romance, looking after each other and 
making each other happy.

Q.  What are you most proud of? We are most 
proud of each other and what we have 
achieved together.

Q.  What are your dreams for the future? To get 
married soon and live a long and happy life 
together.

Q  What would you like people to know about 
what it’s like to have Down syndrome?  
Having Down syndrome doesn’t matter, 
everyone is perfect in their own skin.
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Q.  Name and what you do? My name is Daniya 
Chaudhry and I am a college student.

Q.  What are you most passionate about? 
I love making Tik Tok videos.

Q.  Who do you look up to/admire the most? 
I admire my brother a lot (he is her younger 
brother and always very supportive).

Q.  What’s your superpower? Being able to 
understand and speak two languages, 
English and Urdu (a little bit). Also being able 
to read my Dad’s mind!

Q.  What are you most proud of? Studying in 
college and working hard.

Q.  What are your dreams for the future? To live 
by myself and have a job in hair and fashion 
or helping with looking after babies in a 
nursery.

Q.  What would you like people to know about 
what it’s like to have Down syndrome? 
It’s not a big deal! I am a happy person.
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Q.  Name and what you do? George Webster, 
I am a TV Presenter, Actor, Dancer and 
Ambassador, mainly for Royal Mencap and 
Yorkshire Dance.

Q.  What are you most passionate about? Films, 
musicals and TV.

Q.  Who do you look up to/admire the most? 
My parents because they help with my 
confidence and are very supportive. 

Q.  What’s your superpower? Being positive all 
the time and being really friendly. 

Q.  What are you most proud of? My acting and 
TV Presenting careers. I was so excited to get 
the presenting job on CBeebies. 

Q.  What are your dreams for the future?  
To compete on Strictly Come Dancing and I’m 
A Celebrity. 

Q.  What would you like people to know about 
what it’s like to have Down syndrome? 
Having Down syndrome doesn’t define who I 
am. Even though we look different we’re just 
people like you all are.
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Q.  Name and what you do? Josh is 16 and is in 
his final year of school.

Q.  What are you most passionate about? He is 
passionate about sport.

Q.  Who do you look up to/admire the most? 
He admires his brother Cameron the most, 
worships the ground he walks on!

Q.  What’s your superpower? His superpower 
is getting people to smile and bring sunshine 
into their day.

Q.  What are you most proud of? He is most 
proud of being himself, he walks tall despite 
all his challenges.

Q.  What are your dreams for the future? His 
dream would be to marry Julianne Hough 
(She was in Footloose!) His realistic dream 
would be to enjoy a job in sport.

Q.  What would you like people to know about 
what it’s like to have Down syndrome? 
It’s part of his superpower #whatever.
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Q.  Name and what you do? Maya Patil, I am in 
year 12 at college.

Q.  What are you most passionate about? 
Dancing, singing and being with family and 
friends. Also my grades in college are super 
important to me.

Q.  Who do you look up to/admire the most? 
My sister Asha, she is amazing. She is really 
fun, very creative and is always there for me.

Q.  What’s your superpower? Telling what 
someone is thinking by the expression on 
their face.

Q.  What are you most proud of?  
My achievements and goals in school and 
college and being the best I can be.

Q.  What are your dreams for the future? I want 
to be famous and hopefully live in a mansion 
with my family and my friends.

Q.  What would you like people to know about 
what it’s like to have Down syndrome? We are 
equal and should be able to do all the things 
other people can do.
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Q.  Name and what you do? Shelby McCloud. 
I am a college student and I also work as a 
warehouse operative.

Q.  What are you most passionate about? 
Dancing (especially to Abba), painting and 
being with my friends and family.

Q.  Who do you look up to/admire the most?  
If I had to choose someone famous, it would 
definitely be Harry Styles.

Q.  What’s your superpower? Making people 
laugh and having the best dance moves!

Q.  What are you most proud of? Getting my 
GCSE in art, going to college and work and 
being a kind friend.

Q.  What are your dreams for the future? To 
be a fashion designer or make up artist to 
the stars. I’d like to get married and have one 
child.

Q.  What would you like people to know about 
what it’s like to have Down syndrome? 
Having Down syndrome doesn’t stop me 
from doing anything! 
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Q.  Name and what you do? Heidi Carter 
(maiden name Crowter) I am a public speaker 
and disability activist.

Q.  What are you most passionate about? 
Getting the Abortion Act changed so there’s 
no discrimination for babies with disabilities.

Q.  Who do you look up to/admire the most? 
My heroine is Esther in the Bible because she 
never gave up and she saved her people.

Q.  What’s your superpower? Remembering 
people’s birthdays and telling them who they 

share their birthday with.

Q.  What are you most proud of? Challenging 
the government and writing a book. It’s just 
been published and is called “I’m just Heidi”.

Q.  What are your dreams for the future?  
For the law to be changed and for people to 
accept us the same as everyone else.

Q.  What would you like people to know about 
what it’s like to have Down syndrome? 
Don’t be scared of Down syndrome - I only 
have an extra chromosome!
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Q.  Name and what you do? My name is Charlie 
French, and I am a professional artist. An 
intuitive, abstract artist.

Q.  What are you most passionate about? I love 
painting. I love my job, It is my passion and 
my life!!!

Q.  Who do you look up to/admire the most?  
I look up to my friend and mentor, Phil Sladek, 
who is an artist based in Bristol.

Q.  What are you most proud of? I am proud 
that my ART makes all my collectors happy!!!

Q.  What are your dreams for the future?  
My dream is to have my ART in the Tate 
modern. It is my favourite museum. I go there 
and I am inspired. I want to keep practising. 
Keep growing. To be the best artist I can be.

Q.  What would you like people to know about 
what it’s like to have Down syndrome? 
Having Down syndrome is fine. When I was 
11 years old, I decided not to talk about Down 
syndrome so much. I wanted people to see 
me first. And now as a professional artist, I 
want people to see my ART!!! I want people 
to see my happiness, and to be happy too!!!
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Q.  Name and what you do? Millie Anna 
Prelogar, college student and part-time 
waitress, Instagram influencer, aspiring 
actress and model. 

Q.  What are you most passionate about? 
Acting because I want to show everyone 
around the world what people like me are 
capable of. 

Q.  Who do you look up to/admire the most? 
Sir Ian McKellen as he is one of the greatest 
actors of all time. 

Q.  What’s your superpower? Belief in myself 

and tireless persistence.

Q.  What are you most proud of? In my 
mainstream school I was the first student in 
my year to learn all the times tables.

Q.  What are your dreams for the future? 
I would like to inspire those with Down 
syndrome to dream big.

Q.  What would you like people to know about 
what it’s like to have Down syndrome? 
Having Down syndrome is no big deal…we 
can do anything we set our minds to with just 
a little extra help and support. 
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Q.  Name and what you do? James Langford, I 
work as a support worker in the Royal Berkshire 
Hospital A and E department working with the 
children in Paediatrics but I also have a Saturday 
job at the Coop where I am a retail assistant.

Q.  What are you most passionate about? Music 
especially musicals and live shows, reading, 
football club, swimming, rugby, and baking.

Q.  Who do you look up to/admire the most? My 
older brothers and family, and my coaches at 
work and my sports clubs.

Q.  What’s your superpower? I get on well with 

everybody, and people think I am very capable.

Q.  What are you most proud of? Being given my 
two employment roles , and taking part in the 
swimming part of a triathlon with a friend.

Q.  What are your dreams for the future? Carry on 
being as good as I can be in my jobs, and have 
a very active life.

Q.  What would you like people to know about 
what it’s like to have Down syndrome? It is 
not always easy, some people find it hard to 
understand me sometimes but I think I have a 
fantastic life.
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Q.  Name and what you do? George is in his last 
year of school and will attend college next 
September.

Q.  What are you most passionate about? 
George loves his family and friends. He 
enjoys school and his after school clubs.

Q.  Who do you look up to/admire the most? 
His daddy Mark. George and Mark have an 
incredible bond. 

Q.  What’s your superpower? Bringing out the 
best in people. George radiates personality in 
his own way.

Q.  What are you most proud of? He is resilient. 
He doesn’t dwell on the negative and always 
searches for the positives of life.

Q.  What are your dreams for the future? 
George just wants to be happy, safe, loved, 
well fed and among familiar people who are 
patient and kind.

Q.  What would you like people to know about 
what it’s like to have Down syndrome? 
George is completely accepting of his life, 
he finds humour in being cheeky and joy in 
loving deeply.
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Q.  Name and what you do? My name is Ross 
and I am 34 years old. With the help of my big 
brother, I co-founded the company STAND 
OUT socks. STANDOUT creates crazy socks 
so people get talking about inclusion.

Q.  What are you most passionate about? 
Music - I LOVE music and have my own show 
on my local radio station. I like all the different 
types of music and enjoy going to gigs. 

Q.  What’s your superpower? My music 
knowledge and my ability to fill a dance floor. 

Q.  What are your dreams for the future? I 
really want to go to Tokyo Japan and see 
Wayne Rooney in a pair of STANDOUT socks. 

Q.  What would you like people to know about 
what it’s like to have Down syndrome? With 
a little patience and direction, I’m capable of 
anything.
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Maternity Experiences

Nicola and Craig

Nicola and Craig are parents to Elizabeth, 
born in June 2022, who is the result of 6 
years of infertility struggles and was their 
second IVF transfer.

At the routine 12 weeks scan, since there 
were raised NT fluids, Nicola was offered an 

additional blood test to get a more accurate 
picture. 

When she and husband Craig arrived for 
the follow up appointment, they discovered 
they’d actually been booked in for the 
invasive CVS test. Nicola advises that no 
one had explained this and given her fear of 
needles, it was a big decision. As part of the 
discussion the consultant used the words, 
‘if the test comes back positive then we can 
have everything wrapped up by Christmas.’ 
He was talking about termination. Every 
comment about test results diagnosing 
a condition was negative, there was no 
suggestion that a child with a diagnosis 
would lead a positive life. 

Nicola and Craig were devastated and 
believed that any diagnosis would be the end 
of their parenting journey. They advise that 
they weren’t signposted anywhere to find out 
‘real’ experiences, but instead to sites that 
gave very clinical explanations of possible 
outcomes, all focused on what would be 
’wrong’. 
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The result of the CVS was given by a midwife 
by phone, who advised ‘I’m sorry, but baby 
has Down syndrome’. She again mentioned 
termination and pointed Nicola towards ARC 
who she felt was not a useful signpost.

Nicola shares, ‘I wish medical professionals 
knew the impact of the words ‘I’m sorry’. The 
way everything had been framed led me 
to believe that our baby would not have a 
quality of life that was worth continuing the 
pregnancy for.  

Fortunately, we jumped online and before 
the appointment with the first consultant, had 
found PADS. The next consultant we saw was 
different, she had a very different approach 
and treated our pregnancy as something 
to celebrate - she understood how much 
it meant to us. We asked for continuity of 
care with her, and our experience changed 
exponentially.  

Elizabeth is now just over 4 months old and 
we are totally in love. She is a happy, healthy, 
determined and beautiful little miracle who 
brings nothing but joy to all who meet her.

Maternity Experiences
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Isabel Heron
Isabel welcomed her daughter Emily in 
2020, with a post-natal diagnosis of Down 
syndrome, Isabel couldn’t believe the doctors 
kept saying they were sorry. Emily was 
born at 36 weeks in October 2020, a quick 
delivery and taken away pretty much straight 
after she was born, I think because she 
needed oxygen. The midwife in the room told 
us that they thought it looked like she had 
Down syndrome, but not to worry ‘it might 
just be that she had a squashed face from 
being a quick delivery’. 

When we were taken to see Emily, in a side 
room the doctor who spoke to us kept saying 
that she was ‘so sorry she had shattered our 
world’.

A few days later, another doctor confirmed 
the blood test results but she also kept saying 
sorry and went on to give us a big list of 
problems Emily would have; potential health 
problems including constipation and heart 
problems, and advised she probably wouldn’t 
breastfeed (she did, very successfully). At a 
few days old the doctor told me that Emily 

wouldn’t go to mainstream school or be able 
to lead an independent life. She said that 
we’d start to notice her not doing things her 
sister would at a few months old, a ridiculous 
assumption given she had absolutely no 
idea about her sister’s development or 
indeed anything about her – but typical of 
the negative attitude we experienced far too 
often.

Emily is now nearly 2 years old, she is happy, 
healthy and full of mischief; life is the total 
opposite of the bleak picture the doctors 
painted!

Maternity Experiences
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Natalie Ring

We found out from the 12 weeks blood tests 
in pregnancy that there was a high chance of 
Henley having Down syndrome. I got the call 
at 13 weeks. They told me the results and the 
screening midwife said she had to ask me if 
I wanted to consider a termination following 

the results. I declined. We were having a 
zoom conversation the next day to discuss 
the results and what all of it meant. Again, I 
was offered a termination. Again, I declined. 

At our 20 weeks scan the sonographer 
discovered severe measures of fluid on 
Henley’s brain and our care was transferred 
to a different hospital for fetal medicine 
appointments. The fetal medicine doctor 
kept telling us that because of having Down 
syndrome and severe fluid on the brain our 
son would be severely disabled, that he 
would be wheelchair bound and have very 
low mobility. He also advised Henley would 
have cerebral palsy. We were told to expect 
him to come out and need ventilation and to  
prepare ourselves for making the decision 
about turning the ventilator off. 

The fetal medicine doctor told us our baby 
would have a poor quality of life and that we 
should consider the impact on our family, 
telling us that our baby would be a burden to 
our other children. 

Maternity Experiences
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We then had neonatal counselling. It was 
filled with conversations about how baby was 
likely to be born not breathing. Baby needing 
a ventilator. Turning it off. If they did survive 
what to expect in terms of them having 
cerebral palsy. That they would be delayed 
and have severe mobility issues. It was such a 
stressful pregnancy, with so much negativity, 
doom and gloom.

We were offered termination four times in 
total; the last time we were offered it was 
when we had an amniocentesis at 22 weeks. 
The doctor made us believe it would be 
useful in devising a plan for birth and beyond. 
I was worried about it causing miscarriage 
and the doctor made a comment about how 
if we miscarried then ‘nature would have 
just done it’s job’. During the appointment 
we were told in graphic detail about how 
abortion works post 23 weeks and that this 
could happen right up until I went into labour, 
if we wanted. 

Henley was born in August 2021 and didn’t 
need anything more than a cot in transitional 

care and we were sent home on day 5. 
He does not have cerebral palsy, no shunt 
surgery was needed and no concerns other 
than a small heart murmur which closed on its 
own by 4 months old. 

Medical professionals made us question all 
we knew. I’m a teacher and I know children 
are all amazing, but you question yourself 
when a medical professional presents so 
many issues to you. Henley is now 14 months 
old and has defied the perceptions of so 
many medical professionals already. 

Maternity Experiences
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Natasha Beuk

Natasha and Jorgan Beuk are parents to Zia 
who was born in London in June 2021.  

At 30 weeks pregnant, after discovering 
Zia has a complete AVSD (heart condition), 

Natasha was told that even though they had 
passed the normal window for termination 
she would still be able to terminate.  Indeed, 
she was strongly advised that this would be 
the best option. 

Natasha was told she had until noon the next 
day to decide to get an amniocentesis test 
done if they did continue with the pregnancy. 
After seeking medical advice and discovering 
there was a risk of miscarriage at this point, 
they declined the amnio.

At the next appointment, Natasha was told 
she had made an obviously selfish choice 
by keeping the baby and that because she 
declined the amniocentesis test, that she 
clearly was not intelligent either.

At two subsequent ultrasounds Natasha was 
told that termination was still an option and 
to seriously consider it again as she had two 
perfectly healthy babies at home.

When Zia was a day old and in NICU, a lady 
was scanning her head and when Natasha 
asked why, she replied that they scan all 

Maternity Experiences
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babies’ brains in NICU and those with Down 
syndrome are given extra monitoring… that 
was the first time anyone had said anything 
about the diagnosis to Natasha, who 
discovered bloods had already been taken.  

The level of care did not improve. When Zia 
was 5 days old and needed to be transferred 
to a different hospital, Natasha was advised 
that she could not travel with her, and asked 
why she would want to travel, when she 

was ‘going to be leaving her at the hospital 
anyway’.

Fortunately changing hospitals, resulted in a 
change of attitude and Natasha cannot fault 
the care she received at Kingston. 

Zia is now 14 months old and Natasha and 
Jorgen advise, ‘has been an absolutely 
amazing addition to our family, she fits right 
in with her high energy nutter siblings’.

Maternity Experiences



30

Beckie Tomkins

Mum Beckie Tomkins shares her experience 
of discovering son Louie has Down syndrome 
whilst 8 months pregnant.

Thirteen months on and it still haunts me 
to this day. We received Louie’s diagnosis 

at 32 weeks, the week before he was born. 
The Consultants informed us of the option 
of termination right up until his due date, 
just after receiving Louie’s diagnosis, which 
sickened me. However, the worst was yet to 
come as I was wheeled down to theatre for 
my cesarean section already very stressed 
and emotional the Consultant asked me and 
my husband, “I just want to make sure, you 
want everything done, yes?” in other words if 
our baby needed support when he was born 
they would resuscitate him and not just leave 
him to die like he was some sort of animal. 
I wouldn’t even treat an animal like that!!!! 
I couldn’t believe my ears. We then had a 
theatre room full of “professionals” who were 
expecting Louie to come out needing support 
but appeared quite shocked when they heard 
his good lungs cry out and that he didn’t 
need much intervention. As a Paediatric 
Nurse myself I was appalled and quite frankly 
embarrassed that we have professionals like 
this in the health care profession. 

Maternity Experiences
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Here is Louie, my 34 weeker who was 
“expected” to have a poor outcome but is 
now thriving beautifully. He lights up every 
room that he enters with his infectious smile 
and I feel so lucky that he’s mine. His bond 
with his older sister is truly wonderful. He 
has completed our family and I honestly 
wouldn’t change him for the world!

Maternity Experiences
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Maternity Experiences

Emma Cater

Emma Cater is parent to 32 month old Ada-
Grace. From discovering baby had a high 
chance of having Down syndrome after initial 
screening tests, Emma went on to have more 
scans and appointments, and was shocked at 
the attitude of many of the medical staff.

Emma shares, ‘At one appointment, I’d 
excitedly shared my news about decorating 
the nursery, and having chosen a pram, all 
the usual excited kind of stuff you enjoy 
telling people when you’re expecting. 
However, the consultant ignored my excited 
tones to say, “I can see you keep declining 
the amniocentesis and declining chats about 
terminations, but we have to urge that in 
your situation, it’s never too late.” I asked her, 
“what do you mean?!” She proceeded to tell 
me that “babies with Downs rarely have any 
quality of life, may never walk, never talk, 
not really function as a “normal” member 
of society, and this could all be solved by a 
termination right up to the time the baby is 
coming down the birth canal”. I felt sickened 
at what I’d just heard. I was so upset. I was 
told, given that I’m now a single mum (yes, 
the fact dad had left the scene was also 
used against me), I’d be silly not to consider 
termination. I walked out of that appointment 
in tears. 
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I tallied up throughout my pregnancy, 
between the screening midwife and 
consultant, I was pressured around 9 
times to terminate. 9 times of coming 
out of appointments upset and I couldn’t 
understand why they continued to ask when  
I kept telling them to stop!  It was on my 
notes! This wasn’t what you imagine when 
you’re having a baby, and it was having a 
massive impact on my mental health.’

After everything I went through, I am beyond 
proud of Ada-Grace who will soon turn 3, she 
is my little miss sassy pants.

Maternity Experiences
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Lindsey Whitehead

Lindsey is mum to Charlie who was born in 
2022. She was given no resources to support 
her during her pregnancy and had to reach 
out to find what support was out there for 
her. I found out our baby was high risk for 
Down syndrome and so I had the NIPT test 
which confirmed it*. The midwife advised me 

that I was still very early into pregnancy and it 
wasn’t too late to have a termination and she 
was very apologetic at the fact my baby had 
Down syndrome. I wasn’t given any literature 
on Down syndrome, I didn’t really know what I 
was facing so I had to Google it. No one at the 
hospital gave me any support or any positives 
about Down syndrome, just that I had the 
option to terminate, it was like they expected 
me to.

I felt out of my depth, but I knew I was already 
in love with bump and seeing scan pictures I 
felt I couldn’t deny the chance for my baby to 
experience life and the sheer love and support 
that I knew we would give him and we already 
had a 7 year old boy excited about being a 
brother and knew how loved he would be so 
we decided to keep him.

I told the midwife I wanted to keep him and she 
didn’t seem enthusiastic about it and seemed 
surprised raising her eyebrows and was like  
‘oh ok!’. There was no information to take with 
me about Down syndrome, I was told that in 
time we would be sent dates for extra scans.

Maternity Experiences
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I know my experience isn’t as bad as many 
others, but I wanted to share it to show the 
lack of support in hospitals which will cause 
more terminations, the choice to terminate 
should only be given once we are given 
support and enough information and pros 
and cons in order for us to make an informed 
decision! 

I see my son Charlie, who is now 8 months 
as a beautiful gift. He completes our family, 
he is such a happy gorgeous little boy, we 
feel so much love for him and he brings us so 
much joy, we could just burst!! I’m just glad 
I went with my heart and didn’t absorb the 
negative attitudes from the hospital and lack 
of information.

*NIPT is not diagnostic, however it was presented 
to Lindsay as being so.

Maternity Experiences
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Sarah McKeown

We found out that Hope has Down syndrome 
when I was 26 weeks pregnant. Our story 
started with her being diagnosed with severe 
ventriculomegaly at our 20 week scan. We 
were passed straight to fetal medicine and 
from then on, I just hated the rest of my 
pregnancy.

We did all the tests to find out why she 
had fluid on the brain and at 26 weeks the 
only test we hadn’t gone through was the 
amniocentesis which they recommended as 
markers for Down syndrome were starting to 
show, so we went ahead and did the test. 

Two days later we got the phone call to 
confirm she had Down syndrome. To me this 
was a relief as we now had answers, but 
straight away on the phone the consultant 
said although we now have a diagnosis you 
have to remember that there are different 
levels of Down syndrome, and with having 
ventriculomegaly as well, the outcome 
probably wouldn’t be good, so for me and my 
partner to consider the options.

We went 2 weeks later for a face-to-face 
appointment to discuss everything. The 
consultant began to discuss all the difficulties 
we may face having a child with Down 
syndrome and saying that since we already 
have one child with additional needs, would 
it be fair on him?  He listed potential health 
issues she may have and so we should 
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consider termination, and went on to describe 
in horrific detail the termination process (this 
gave me nightmares, it was just awful).

We told him that termination wasn’t an 
option and that we were carrying on with 
the pregnancy regardless.  Yet we were still 
told that if we changed our minds the option 
would still be there as it would be classed as 
a termination for medical reasons.

Hope was born at 37 weeks via c section; she 
didn’t need any help with anything. She didn’t 
need a shunt like they thought she would 
need.  We were in hospital for just 4 days and 
only because she had slight jaundice and was 

a little on the small side. 

We are so proud of Hope and we consider 
ourselves to be the lucky ones with such a 
special little girl; everyone who meets her 
instantly falls in love with her. Fast forward 
to today: she’s a happy, healthy, mischievous 
little girl who sat up completely unaided on 
her first birthday.  She is now pulling herself 
up and walking around the furniture and took 
her first couple of steps with her walker. Oh 
and the burden she’d be on her brother? 
They couldn’t love each other more if they 
tried.
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Anonymous
One mother who wishes to remain 
anonymous, recently gave birth to a 
beautiful little boy with Down syndrome. 
She was horrified when at an appointment 
to discuss her birth plan, was asked if she 
was planning to have any more children.  
She replied that she was very happy to 
have one girl and one boy but never say 
never! He then went on to ask, if for any 
reason she needed to have a section 
at birth, did she want to be sterilised 
as she had had “complicated unlucky 
pregnancies”. 

The mother is 29 and her son with Down 
syndrome is her second child. She, not 
surprisingly, advises she was ‘gobsmacked 
and came out of the appointment with no 
birth plan and just felt really upset at how 
ignorant he was, and how he spoke and 
obviously felt about my son and people 
with Down syndrome.’

Maternity Experiences
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Ann Horr
Ann’s son Arlo was born in May 2020, in the 
middle of lockdown where the lack of staff 
and support led to feelings of loneliness and 
neglect. 

Two days after our 12 weeks scan, I had 
a phone call in the middle of the day, I 
remember it clearly as I was sat in the car 
park of Aldi with my 3 other children in the 
car. The nurse on the line said she had some 
concerning news with regards to my tests.  I 
stepped out of the car, so standing in the car 
park to hear her say ‘your chance of having 
a baby with Down syndrome was 1 in 20’. My 
mouth dropped, my body went weak and all 
I wanted to do was cry, but I couldn’t, I had 
to stay strong for my girls. The next sentence 
that she said really took me back. ‘We have 
availability for abortion on Monday after 
the weekend.  Would you like to take this 
option?’  I couldn’t move my mouth to speak. 
How could she even say this? The shock was 
too much and all I could say was ‘I need to 

discuss this result with my husband, can I 
ring you back?’ She replied, ‘yes but please 
remember that this result is very high and the 
chance of your baby being normal is very low. 
To this I just hung up being left to go about 
my day until I could talk to my husband. I felt 
numb and empty.  

My husband and I both agreed that we 
would love our son no matter what. He was 
our first boy, and he would be ours. So, we 
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were monitored throughout the rest of the 
pregnancy constantly being asked if we 
wanted the invasive test to prove if our baby 
had Down syndrome or not. Every time we 
denied and explained that he is our son no 
matter what. The nurses couldn’t understand 
our thinking. No support, no information apart 
from a rubbish leaflet on the invasive test.  

It was during Covid, so I was on my own at 
all appointments, and felt even more alone, I 
was a mental mess, without any support from 

nurses. I remember the paediatrician talking 
to me after a scan and his attitude towards 
me was horrible. Saying things like ‘ what 
would you like us to do?’, suggesting not give 
our baby care and support if needed. ‘When 
he comes out be prepared to go straight to 
the NNU’ I walked out the hospital that day 
upset, nervous and scared. Feeling that I was 
a burden to them because I was carrying a 
baby that they didn’t want me to have. 

I went into the hospital to be induced and 
was left in a room overnight, no support, no 
advice on what may happen, no visitor due to 
COVID. When labour started and my waters 
broke my husband was called and that’s 
when it all started to go wrong. The midwife 
was not the nicest. Kept talking to me about 
my high chance of a Down baby and that the 
paediatrician had to be called as soon as he 
was born. Arlo was born and put on me - he 
was screaming and moving well. He was 
then taken from me and checked over. His 
oxygen levels were low and they could hear 
a murmur, so he was taken straight off to the 
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NNU while I was left on my own as I told 
my husband to stay with him because I was 
scared he wouldn’t survive. He was put on 
oxygen. My husband came back after what 
felt like hours and said Arlo was safe and 
doing well. The paediatrician followed and 
she sat on the bed and said ‘I’m really sorry 
but I think your baby has Down syndrome, 
but blood tests will give us a correct 
answer as we are not sure.’ 

When the results finally came through, I will 
always remember the Doctor taking us into 
a room and saying, ‘your son will not be 
able to thrive like other children, he will be 
delayed and unable to do things that your 
other children can do’. When my husband 
asked about development he replied, ‘let’s 
just say he will never be a child genius’. 

Today Arlo is 27 months old. He has just 
learnt to walk; he is a great signer and 
keeps up with most of his peers. Yes, it may 
have taken a little longer than average but 
then what is average?? Our son, our love, 
who is adored by all. 

Maternity Experiences
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Devaki Jethwa

New parent Devaki Jethwa shares her recent 
post natal experience. When the doctor 
told us that Avi has Down syndrome, we 
were devastated for our boy and the life we 
thought he was going to potentially have. 
We asked the doctor questions about Down 
syndrome - but only received answers such 

as, ‘your lives will be different now, your son 
will be dependent on you for the rest of your 
lives’ etc. With such negativity and fear, we 
didn’t sleep and cried for days. 

During the week from being told our son has 
T21 until discharge we had no support or 
guidance. No one asked if we needed to talk 
about it, or signposted us to any groups etc. 
It was just not spoken about again. I was just 
left on my own, with my son in hospital, sat 
in a chair by him for most of the day, crying. 
The nurses and doctors had no answers 
and didn’t really know what to say. I needed 
support and information, and this was hugely 
lacking. I felt very alone during this time. 

All they said was that I'll get a paediatrician 
who will guide us and support us, but that 
appointment is not for another month. Then 
that was it, we were discharged from hospital 
and had to find our own support. I’m so 
grateful for PADS, otherwise I don’t think we 
would have got where we are today and I 
would still be in a very dark place.
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The You-Can’t-Put-Me-Down Syndrome 
exhibition has been supported by 
many organisations and people. 

Huge thanks to Etty Flynn of VMLY&R 
for her passion and creativity, for all 
the hours she has kindly given of her 
own time to make the exhibition as 
powerful as it is. Together with Etty, 
many thanks to the amazing design 
team at VMLY&R and also to Ewa, Greg, 
Michelle, Deborah, Joe, Mark, Sarah, Rich, 
Marco and Kudi for all their support and 
drive to ensure You-Can’t-Put-Me-Down 
Syndrome is as successful as it can be.

Many thanks to Collaborate Global and 
Sharepoint for their amazing support 
in spreading the word, and to WEP 
Clinical, CareTech Foundation, for 
their generous donations to enable 
the exhibition to come to fruition.

Huge thanks to Richard Bailey for his 
phenomenal photography skills and 
finally thanks to all our wonderful models 
for being themselves, and showing why 
we are Positive about Down syndrome.


