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Welcome to our Summer Newsletter
From Jan Fowler, Chair of SOFT UK
Hello everyone and welcome to the latest
SOFT UK Newsletter.
Sadly, we have still not been able to hold
large face to face events due to the
pandemic and its potential risk to our
families. But, over this past 18 months we
have really built up our ability to connect
with people virtually via social media,
Zoom calls, our new YouTube channel and
podcasts. In some ways this has made
support from SOFT more accessible.
The regular virtual calls for expectant
parents, for example have proved helpful
in connecting and supporting parents at
that first stage of their trisomy journey,
when everything can be so uncertain and
scary.
Whilst this doesn’t mean we won’t be
holding face to face events in future, it
does mean we now have another way to
connect families with each other, and
connection is what so many of you say is
important about SOFT.

You will also have seen that the 30th
Anniversary Family Event is now to be held
online as well. Although it is disappointing
that we will not all be able to meet up, it
may actually mean that the event will be
more accessible to those who might not
otherwise have been able to attend. You
can join us live or watch later in your own
time. There is certainly still a lot to join in
with. Just read further in these pages and
you will hear more about the great things
we have planned and how you can
participate. We look forward to seeing you
there.
There are also lots more exciting
developments to tell you about, so read on
and discover what your charity can offer
you. Remembering to give us feedback if
there is anything you want us to do more of
or differently.
Take care everyone,

SOFT UK News
Behind The Scenes
With SOFT UK
With our virtual family event fast
approaching, we wanted to take
you on a journey behind the
scenes.
We are running a new YouTube
and Podcast series that will focus
on our planning of the event, and
other initiatives we are involved
in.

....................................
....................................
If there is anything you'd like us to cover, anyone you'd like us to
interview behind the scenes, or any topics you'd like to hear more about,
then please let us know.
Send your suggestions over to contact@soft.org.uk
You can find the first episode at the links below:
YouTube: Here
Podcast: Here

SOFT UK News
Film With NHS Digital
Progresses
We’ve been involved in a fantastic project with Public Health
England, collaborating with NHS Digital to create new
resources to help families facing a diagnosis of Trisomy.
The feedback and stories we have heard have been invaluable, in shaping the next stage
of the project. We’ve heard loud and clear that parents want as much information, long
and short, and we are committed to making that happen.
As this project progresses, we might need to come to you, our incredible community, to
help shape the resources we are planning to build. If there are any things, or pieces of
information you’d have liked to have seen early on in your journey, then please let us
know by completing this quick form. Any suggestions you submit will be confidential, but
they will help us to build some incredible resources for families in the future.
The survey can be found here.

....................................
Delayed Non-Invasive Prenatal Testing
The NIPT prenatal screening test is being introduced by the NHS across England.
Women who have been identified as being at risk of their child having Down’s,
Edwards’ or Patau’s syndrome, will be offered the test during their first trimester.
Already available in Scotland and Wales, it will be available in England from July 2021.
This new method means that all three separate conditions can be screened for with
one simple blood test, providing a high level of accuracy in its result.
SOFT families have been involved in all the various implementations of this new test,
helping to train NHS staff and make them more aware of Edwards’ and Patau’s
syndrome; contributing to the re-design of parent information and being part of the
evaluation groups run by the NHS. It has proved a useful way of improving awareness
of Edwards’ and Patau’s syndrome.

Fundraising
Raise donations for SOFT
UK whenever you shop online
Turn your everyday online shopping into FREE
donations.
Over £35m raised for good causes
through easyfundraising.
It's simple to use and it's free. Since we
launched in 2005, we've helped thousands of
good causes raise money simply by shopping
online. Our community of over 2.1 million loyal
supporters has so far raised over £35 million.

How does it work?
easyfundraising turns your everyday online shopping into free donations for your
favorite cause. How? Just start your online shopping first at easyfundraising, then shop
as normal. Our retailers will then make a small donation to say “thank you”.
We have 4700+ retailers to choose from and so far we've raised over £35 million for
thousands of community groups, schools, sports clubs, small and large charities across
the UK. Easy!
Find out more here.

Fundraising
Sue Wilson
SOFT UK is a charity that has been close to my
heart for over 21 years now, after my beautiful
daughter, Grace Emily, was stillborn with
Edwards’ Syndrome. They provided advice around
diagnosis, as well as ongoing support following
the loss of our precious daughter on 4th May
2000.
The fundraising I do now is my way of returning
their kindness and I hope you will continue to
help me in this by sponsoring me in my London
Landmarks Half Marathon, where I hope to get a
personal best of sub 2 hours 30 mins.
To find out more about this fundraiser, please follow the link below:
https://uk.virginmoneygiving.com/fundraiserdisplay/showROFundraiserPage?userUrl=SueWilson17&pageUrl=4

Family Stories
Blaze
My story begins at my 20-week scan. I was actually 20+6
when this took place. My previous 12-week scan revealed
I was measuring behind and something did not look right
with the baby’s umbilical cord closure. I was told this was
nothing to be concerned about as I technically wasn’t
within the 12-14-week bracket and to come back at 14weeks to check everything was ok. I was reassured this
was normal and not to worry. 14-weeks came, and
everything was fine, panic was over. I also declined the
nuchal test because in my mind, the results would not
change the outcome of having my baby, good or bad.
So back at the 20+6 scan, the sonographer went very quiet. I was ok with this as I know they need to
concentrate on everything, however, the sonographer pointed out some issues with our baby’s
ventricles in the brain. An abnormality was also picked up at the base of the spine and there appeared
to be a club foot.
I was scared, all alone at my scan, and I was scared even more when it was recommended that my
husband should come into the antenatal unit with our then 10-month old son, before discussing any
more on the matter. I was placed into a private room waiting. I wasn’t told my baby’s gender or given an
ultrasound picture. When my husband and son arrived, we were talked through the findings and told
we needed a specialist scan, but the outcome didn’t look positive, and it appeared our baby had spina
bifida.
Fast forward to the specialist scan at another hospital and it was confirmed our baby had spina bifida
and potentially hydrocephalus. It was also noted that I had higher than normal amniotic fluid. At this
point I was almost 24-weeks pregnant and suddenly myself and my husband were given options of
termination, continuing the pregnancy, and even the possibility of fetal surgery in Belgium.
It was a lot to take in. The fetal surgery had so many high-risk factors to my own life and an
amniocentesis would need to be performed prior to this, plus the surgery would have to be carried out
at 26-weeks. This gave us little time to decide what was best. We declined the surgery as the specialists
could not guarantee how it would impact the spina bifida condition and there were too many unknown
risks to my health and any future pregnancies. It was agreed that I would have four weekly follow up
appointments to check on the growth of our baby, monitor the head growth in particular, and the
volume of amniotic fluid.
At roughly 26-weeks, I had a follow up scan, this time it got worse. I had now been diagnosed with
severe polyhydramnios and it appeared that our baby did not have a diaphragm and the stomach was
measuring three weeks behind everything else.
We also knew at this point we were having a little girl after asking the question. The specialists decided
that I needed to have a fetal MRI to investigate further, and this was the first time that potential CDH
was mentioned (Congenital diaphragmatic hernia), a condition with a 50/50 chance of survival all by
itself.

Family Stories
MRI Findings & Amniocentesis
After the fetal MRI and waiting a week for the results it
was confirmed that our little girl had the following; Spina
Bifida / high possibility of hydrocephalus / CDH / club foot
/ small jaw / cleft palate and cleft lip / abnormality of the
ears / potential issues with the eyes - although this was
not clear.
At this point I was 27-weeks and I decided, based on these
results, to have the Amniocentesis, something I agreed
prior to the MRI based on whether they confirmed the
CDH. It was also difficult for me at this point as the
midwives I spoke to, once again offered me a termination,
and told me that it was highly likely our little girl had a
chromosomal and/or genetic condition based on the
amount of abnormalities. We declined the termination
once again. I was then advised that she was highly likely to
pass away whilst I carried her, or I could have a premature
birth. This was highly distressing for us to deal with.
The following days we met with the genetics team and the specialists once again, I had the
amniocentesis completed and bloods taken from myself and my husband for genetic testing. I honestly
thought the Amniocentesis was a formality and our little girl just had these conditions and that was all
that there was to it.
At just over 28-weeks, I received a phone call from the midwives confirming that our little girl had
Trisomy 18. I knew straight away what that meant. I had researched and researched, and at this point I
felt I knew everything there was to know about Trisomy 13, 18, and 21. Once again terminations,
passing away, and premature births were all mentioned to me. The midwives referred me back to the
original hospital and said that if she does make it to birth, then spending time with her would most
likely be in her best interests rather than surgery etc. I felt at this point very let down and upset that she
was being given up on because of the Trisomy 18. I decided not to let this happen for her sake.

Birth Plan and Decisions
After being referred to my original hospital, my regular midwife went out of her way to help me get a
plan for our little girl’s birth. I had growth scans arranged and consultant appointments made to go
through how I would give birth, when to give birth, and what would happen once our girl arrived. My
midwife even attended every single appointment with me and my husband for support and to ensure I
was not acting as the middle-man in providing information. This was amazing from my midwife, she was
so supportive to our whole family and helped me get across to the medical professionals my concerns
and fears.
In my consultation appointment it was agreed that I needed to deliver at 37-weeks due to the
polyhydramnios and the multiple conditions our girl had. I opted for a c-section as induction failed for
me in my first pregnancy, resulting in a traumatising emergency c-section under a general anesthetic.
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The specialists all agreed to me having a c-section and felt
that it would also be beneficial to our little girl as they
were to have all the baby doctors ready. We expressed
that although we knew that our girl could potentially be
born stillborn or die shortly after birth, we wanted her to
be treated as best as possible for her conditions in their
own merit, and not ignored simply because of the Trisomy
18. This meant for us as much medical intervention as
possible to give her a fighting chance. We really felt
listened to and this was agreed by the specialists. I was
still warned of potential premature birth, but this was
because of the polyhydramnios at this point as it was so
severe.
We now had three weeks until our scheduled c-section date and we felt that this experience at this
hospital was totally different to the other hospital. I was so glad to be returning to them because I now
felt that myself and our little girl were in the best possible hands.

Birth of our Beautiful Girl Blaze
On 11th May 2021 myself and my husband arrived at the labour ward as directed by our midwife. We
were placed in a special family room called the butterfly room, which was quite spacious and there was
a linked room which was less clinical so we could be together as a family without the daunting
pressures of a hospital environment.
I was prepped and ready to go into theatre. It suddenly became quite overwhelming for me and I
started to feel scared and anxious about the surgery. I felt quite vulnerable due to the amount of people
around me. I personally felt that all this was heightened by the fact that I didn’t know what would
happen the moment our little girl was born. The specialist consultant had always told us that it may be
extremely difficult for them to get an airway for our girl, and this would need to happen within minutes.
If they deemed it too traumatic for her, or it wasn’t working, then they would have no choice but to
stop trying. We knew this was a possibility and it was a terrifying thought. I was also scared about the
potential abnormalities our girl had, how badly was her face deformed? This was only scary to me not
because of how she would have looked, but because in my mind I had been blaming my body on failing
her, letting her down. It’s clearly all my fault. I know this not to be true, I know this was nothing I or my
husband could have prevented, but in your mind, you still tell yourself these things.
My husband was with me by my side through everything, the midwives were also with me, the
anesthetist was making me smile and laugh, the other medics in the room were supporting me. There
must have been at least 20 people in that room, with so many different roles and skills. One midwife
was there documenting the whole thing through pictures for us. I was very emotional and these people
alongside my husband got me through this.
To read the rest of this incredible story, click here.

Family Stories
Gracie-Mae
At the beginning of my pregnancy, I was so excited, and
everything seemed to be perfect. As a first-time mummy I
was worried, but so excited. I loved going to my first scan
and seeing my baby on the screen for the first time, I
knew then I was in love.
I went for my bloods to be taken as a routine check after
my 12-week scan, and still everything seemed fine. A few
weeks later I got a call from my hospital to tell me I was
high risk of baby having Edwards' Syndrome. I felt like my
heart stopped and I couldn’t process what she was saying.
I was so heartbroken to think my baby wasn’t ok.
As we waited for 16-weeks to arrive, I just wanted to
spend as much time as I could with my baby, so I had two
private scans which I loved so much. I got to listen to her
heartbeat and find out what I was having. I was overjoyed
to have a little girl, to see her sweet little face on the
scans. I have never felt love like it.
The scans showed she had fixed flexion of the wrists and a banana shaped cerebellum. I still had hope,
and still knew that there was a chance for me to have my baby.
By this point I had lots of phone calls from the hospital, they were really supportive and helpful in terms
of guiding me into what happens next. I decided I wasn’t thinking about anything other than to the 20week scan to see how Gracie-Mae was affected on the inside.
I bought her teddys and clothes because I still had hope for my baby girl despite being so upset at the
thought I would never to do any of what I dreamed of with her. She was, and still is, the love of my life.
I was 19-weeks and 5 days when it was time for the anomaly scan, here were the findings: lemon
shaped head with bilateral choroid plexus cyst. Cleft lip and palate on the left. Heart AVSD, large
overriding aorta. Bilateral rocker bottom foot.
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I can remember the doctor looking at me full of
respect but telling me she is too poorly and would
suffer. It all happened very quick, as I gave birth to
her on the following Friday. I had a chat with the
bereavement midwife the day after and I had the
first part of the MTOP. I was heartbroken but I
couldn’t see my girl suffer. I decided to take all the
pain so she didn’t feel anything ever other than love.
The following Wednesday I was back into hospital
with contractions starting slowly. We were in the
Forget Me Not room which was private and lovely for
us to spend time with Gracie-Mae. I took all of her
things with me, she had lots of belongings.
I gave birth to her on the 12.02.21. I was so lucky to
have such a special girl. Despite her only been 20
weeks and 1 day, she lived for 4 hours. Her heartbeat
was so strong.
I will always be so grateful for the time I got with her.
I read to her, sang to her, kissed her so many times
and held her for ages. I felt complete with my girl.
I spent 2 days with her making memories which I look at everyday. She is truly loved and will forever be
my angel. I’ll never ever forget her tiny hands and long fingers, her feet perfectly placed together which
reminded me of a love heart shape. The feeling of kissing her perfect little face.
Gracie-Mae is truly a beautiful angel.

Family Stories
Esme Raine Burnell
Our princess Esme Raine arrived in this world on 8th
November 2020, weighing only 2.08kg.
She was so beautiful, very long, with a head full of hair.
All throughout the pregnancy there were no concerns,
bloods were normal along with the anatomy scan at 20weeks which also showed no concerns.
Esme was measuring small, and at 30 weeks it was noted
that she had dilated kidneys, which we were told was
quite common and antibiotics would be prescribed after
birth.
Because of where Esme was plotting on the growth chart,
additional scans took place and CTG monitoring was
commenced twice weekly up until delivery.
When Esme was born she received Neonatal Emergency care and was taken to the Special Care Unit.
Numerous investigations took place, and on day 2, Esme started showing chest recessions. We were
lucky to have had the consultant there at that time as Esme needed intubating, which proved to be very
difficult, and because of this, it was agreed that Esme would be transferred to Birmingham Children’s
Hospital on Intensive Care.
Esme had a CT scan which showed she had obstructed airways and at only 6 days old she was fitted
with a tracheostomy, a decision that we both have never looked back on. Esme’s ENT surgeon, Channa,
was without a doubt amazing, he was always so positive with us and believed in Esme.
We were told that Esme would have to stay in hospital until we both completed our training with
tracheostomy care, suctioning, and life support. We wanted to start our training straight away and we
knew it would possibly take up to two month for us both to be signed off.
Because of a few uncommon features, blood tests were taken to try and diagnose Esme’s condition.
Our hearts were broken when, at only 2 weeks old, we were told the unbearable news that Esme had
Full Trisomy 18.
How could this even be possible?
We started to research this diagnosis and because of Esme’s heart defect, we knew that surgery in the
UK would not be offered, therefore we only hoped and prayed that the holes would get smaller or close
eventually. We were always told they would never close but reading up on this we knew that in some
babies they had.
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Each week we would have a meeting with a different
specialists as Esme had a wide team involved in her
care. We asked the teams if Esme could be treated as
‘Esme lead care’ and not Trisomy 18, as she deserved
the best chance to show us what she could do.
We were continuously told Esme would not gain weight,
but she did exactly that and more, she was hitting
milestones.
Luckily, we were able to stay in Ronald McDonald house,
which is very close to the hospital, and we have no
other children so we were able to spend at least 12-14
hours a day by her side, taking it in turns as only one
parent could be by the bedside due to COVID.
Esme loved a cuddle. You could tell she was so content
and happiest when out of her bed. She had us wrapped
around her little finger. She was adored by the nurses
and was always called Princess Esme.
Christmas arrived and we dressed Esme up as an Elf, we tried to make it as special as possible. Santa
visited the ward, bearing gifts, and we got to spend time as a family of 3, the best gift we could ever ask
for.
Esme was thriving, we were hoping to get her home as soon as possible, however because she was
CPAP dependent, it meant that a home ventilator had to be agreed in order for discharge planning.
The Respiratory team initially did not support this, and Esme was still only weighing small.
Meetings took place to try to get a plan for a home ventilator.
Sadly, at the end of January , Esme contracted COVID, where she had to be isolated and again, we were
told to prepare for the worst. Esme had blood transfusions, she was put back on the invasive ventilator,
her oxygen requirement went up, medications increased, and scans and X-rays took place to try and get
her stable.
We were planning to bring Esme home after 24 hours if she did not improve.
After 10 days, Esme started to recover, she was put back onto CPAP with no oxygen requirement.
Our training for tracheostomy started to get signed off and we started medication administering.
Esme did prove a lot of people wrong.
We had another meeting with Respiratory, and finally it was agreed that if Esme remained on air, she
would be given the home ventilator package and so we started our ventilator training, which was going
extremely well.
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The best moment happened during our hospital stay, Esme
started to smile, she would laugh to herself and giggle, it was
priceless! We were sometimes told that Esme wouldn’t smile,
but she did, and once she started, she wouldn’t stop.
Time went by and Esme started having little moments, she
would start to desaturate, have increased heart rate and
become agitated. We then spent nights with her by her bed,
giving her cuddles during the early hours of the morning, as
we wanted to make her feel safe and comfortable.
On 16th March we received the news that Esme’s heart defect
was worsening, and she was in End Stage Heart Failure, we
knew then it was time to bring her home.
Esme was brought home by the KIDS Transport team. Rapid
planning took place to enable us to get her home in the time
we did. We are so very grateful for everyone involved in her
care.
All throughout Esme’s hospital stay the teams were fantastic
with her, especially Dr Neal, her Long-Term Consultant. He
made sure the teams had background knowledge of Trisomy
18, giving Esme the best chance and doing everything for her.
When Esme arrived home, it was magical, she got to see her bedroom, she was smiling. We cuddled her
in our arms with no monitoring, no wires attached, it was perfect.
Esme fought very hard in life, whatever that was thrown at her she gave it her all, she never gave up and
we are so very blessed to call her our daughter.
She touched so many hearts and has left footprints for sure. She is a blessing from God, and we will
continue to share her strength and story.
She has taught us so many lessons in the short time she was with us, and she will always be our
precious baby girl.
One day, we hope invasive surgery can be offered to babies with Trisomy 13 and 18 in the UK, as we
know they all deserve the same chance as any other baby, just like Esme, who was given a
tracheostomy at only 6 days old, where she recovered well from the surgery and definitely thrived.
Forever Loved.
8.11.20 - 19.3.21

Awareness
Why parents of children with Trisomy
MUST have a Will
It’s one of those things that we don’t like it think about, but it is an inevitable fact of life that one day
we will no longer be here.
What is even more difficult to think about is what would happen to our surviving Trisomy-affected
children when we go, so-much-so that it can sometimes, almost, be too much to bear.
It is difficult for some people to accept that some planning is needed, but it is a fundamental part of
being a parent.
Rather than being scared of writing a Will, it is important to know what it is, how they work, and how
they might benefit the parents of Trisomy affected children.

What is a Will
A Will is simply a legal, written document, that sets out your wishes regarding the distribution of your
property and the care of your children.
Should you die without a Will, it is possible that your wishes would not be carried out.

How a Will works
Within the Will, an Executor will have been appointed and it is their job to make sure that your wishes
are followed, your assets distributed, and the care of children arranged. A grant of Probate will need to
be obtained prior to the distribution of assets.

Things to consider right now
• Despite what you think, you are not invincible.
• If anything happened to you today, who would you want to look after your finances?
• If anything happened to you today, who would you want to look after your children?
• Did you know that spouses & civil partners have no automatic right to inherit your estate in full?
• Unmarried partners are likely to receive nothing under the Rules of Intestacy.

Awareness
Some common misconceptions
Some parents make decisions based on limited information and tend to:
• Not make a Will hoping that everything will be OK.
• Exclude the child from the Will entirely
• Leave the child’s share to another family member in the hope that they will take responsibility for
looking after them.
This creates some problems:
By not making a Will, the rules of Intestacy apply.
• Should the child receive money outright then it is likely to reduce their ability to access Means Tested
Benefits.
• They may not be able to manage money themselves meaning that the Court of Protection may have
to be approached to appoint a ‘Deputy’ to make decisions where the inheritance may be eaten up by
legal fees.
• By excluding the child, the Local Authority may bring a claim against the parent’s estate as they may
be seen as not providing for the child.
• By leaving money to another family member means that those funds will be classed as that
individuals’ assets outright which may be affected by divorce or bankruptcy proceedings.
• The family member may not carry out your wishes.

The solution
It is incredibly easy to make a Will.
By speaking with a Will Writer or Private Client solicitor you can solve these & many other potential
problems, as well as providing you with the peace of mind knowing that things are taken care off.
If you are unsure, please look out for ‘Wills Week’ where local solicitors will offer Will Writing services
with discounted fees.
You can appoint someone you trust as Executor. You can include trusts (especially Trusts for Disabled
Persons), appoint Trustees and include a Guardianship Clause specifying who is to care for your child or
children.
Please do not leave decisions to the State or to the Court. Plan ahead, it’s worth it.

Awareness
Leaving money to Soft in your Will
Gifts to charities in your Will is a great way to leave a positive legacy for future generations by helping
to ensure that services & support can continue for the long term.
It has been shown that people who leave a gift to a charity in their Will get a huge amount of personal
satisfaction in knowing they are supporting a cause that is close to their heart, often in memory of a
loved one.
While not everyone has a Will (yes… you really, really should have one!) there are a number of
misconceptions around how to do it.

You must be wealthy for it to be worthwhile
While large bequests are rare nationally, charities such as SOFT UK are more likely to benefit from
smaller bequests, all of which are very much appreciated and benefit our work both in the short & long
term.

Gifts are taxed
Bequests to charities, regardless of size are tax-free and can help reduce your own Inheritance Tax bill
(should you have one).

Only money can be donated
While a fixed monetary sum makes up around 80% of all bequests, any asset can be left to a charity.

Writing a Will & leaving a Gift is an arduous task
Arranging a valid Will is a straightforward process (yes… you really, really should have one) and can be
done via a solicitor or will-writer with a Letter of Wishes written alongside to provide details of the
selected charity.

Why leave a gift to Soft in your Will?
By deciding to remember SOFT UK in your Will, you'll help us to be there to maintain & build our
support network for children & families affected by Edwards’ & Patau’s Syndrome and related disorders.
SOFT UK have a history spanning more than 30 years. Help us fund our activities over the next 30 years
& beyond.

Goodbye!
Farewell and good luck!
Jenny McGibbon - Communications Officer
It's been an absolute pleasure working for SOFT UK over
the last 6 months. It's a wonderful and welcoming team
of people and such an important cause. A big thank you
to every family that has shared your story with us.
I know you all know the difference it can make to others
going through something similar, but I wanted to remind
you of the difference it makes to those without
experience too. I don't have any personal experience
with Trisomy 13 or Trisomy 18, but I have learnt so much
from you all.
I will definitely continue to share what I now know with
others and try my best to help raise awareness. I'm
looking forward to seeing what is next in store for the
charity, including the Virtual Weekend in September!

Caroline Heap – Operations Manager
Hi everyone, I’m sad to say that I’m leaving SOFT UK at
the end of July. I have absolutely loved my time as
Operations Manager, developing support systems,
welcoming new volunteers and working on the 30th
Anniversary Family Weekend.
No two days have been the same and I have learnt so
much, but the best thing has been the amazing
people I have met this year - the dedicated trustees
who welcomed me so warmly, the inspiring volunteers
who give so much of their time & energy, and all the
SOFT UK families who face such adversity with
resilience and strength.
Together you make a powerful, supportive and
unstoppable community. I can’t wait to see what you
all achieve together next.. Thank you for having me.

Events
SOFT UK 30th Anniversary Family Open For
Registration
Registration open!
We want to warmly invite you to
celebrate our 30th Anniversary with
us this September, all from the
comfort of your own home! Many of
you will know SOFT UK has been
running family days for years,
providing a chance for families to
meet others in our Trisomy 13 and
Trisomy 18 community.
We know how important these connections are, along with chances to come together.
This year we’re going virtual with our plans in order to protect the safety of our
community, and instead of a single day we have a whole weekend of events planned that
you can dip in and out of depending what suits you and your family.
You will be able to hear from expert speakers including Dr Martin McCaffrey, Dr Deborah
Bruns and Dr Una MacFadyen. We will be launching our new exhibition ‘You’re Not
Alone’, a beautiful partnership between SOFT UK families, Same but Different and
Illumina, Inc.
There will also be chances to hear family stories and take part in group discussions, along
with activities for children and special remembrance events.
It’s set to be a very special weekend where everyone is welcome, whether your
experience is recent or happened long ago.
If you would like to register for this free event, please click here
If you'd like to donate and support, please visit our Go Fund Me Page.
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running family days for years,
providing a chance for families to
meet others in our Trisomy 13 and
Trisomy 18 community.
We know how important these connections are, along with chances to come together.
This year we’re going virtual with our plans in order to protect the safety of our
community, and instead of a single day we have a whole weekend of events planned that
you can dip in and out of depending what suits you and your family.
You will be able to hear from expert speakers including Dr Martin McCaffrey, Dr Deborah
Burns and Dr Una MacFadyen. We will be launching our new exhibition ‘You’re Not
Alone’, a beautiful partnership between SOFT UK families, Same but Different and
Illumina, Inc.
There will also be chances to hear family stories and take part in group discussions, along
with activities for children and special remembrance events.
It’s set to be a very special weekend where everyone is welcome, whether your
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Events
SOFT Virtual Family Call – Wednesday 4th
August 18:00
For this call we are trying something different and aiming to bring together families with
a wide range of experiences of Trisomy. Whether you are just starting your journey, or
you’ve been a part of this community for years, we’d love to have you there.
We often hear from parents starting on their journey, how powerful it is to hear about
other families’ experiences, so if you have something to share, or just want to talk to
others in the community, then please get in touch.
These calls normally last for about an hour and are a great place to talk with other
families and share your experience.
To join the call, please email shaun.Dowdall@soft.org.uk who will then send you an
invite out for the Zoom call.
We look forward to seeing you there.

