LIFE AFTER
THE NEONATAL UNIT
A Little Guide On How
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You At Home
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REGISTERED CHARITY NUMBER 1179901

@leosneonatal

We know this can be a time of mixed
emotions so if you’re feeling flat, or
jumping for joy, both are ok!
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You may have been home a little while, or even a long
while, but we know how long this journey can be. So,
if you’re finding the world a little heavy right now, or
you’re just looking for some lovely activities for your
little one, you’re in the right place!
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WHO ARE WE?
Leo’s is a parent-led charity set
up to support families in neonatal
care in the North East. The charity
was launched in 2018 with the sole
purpose of providing continued
wellbeing support for families
during maternity, neonatal and
paediatrics.
Our charity was set up in memory of Leo, twin
brother of Oska, and son of Lottie, our founder.
Leo was born at 24 weeks gestation but sadly
only lived for four hours.
As Lottie said goodbye to Leo in those
precious brief moments, she was inspired
to turn her love for him into a lasting legacy
which would help other families like theirs. We
are so proud to carry his name and speak it
aloud to so many hundreds of people.

Leo’s twin brother Oska arrived four days later
at 25 weeks and went on to spend 109 days
in neonatal care before going home. On their
journey, Leo and Oska's family made some
incredible friends who had been in both NICU
and PICU & met some fantastic people who
understood all about neonatal care. All of
these people played a huge role in founding
Leo’s and getting it where it is today.
Our team is filled with peer mentors who
have experienced neonatal care and works in
conjunction with our caring counselling team.
We know all the emotions you’ll be feeling, we
know all the medical jargon and between us
we’ve dealt with an array of situations which
happen when having a sick or premature
baby.
We listen to parents and their needs, and
make sure our care reflects that, we make sure
you know that no matter what, we’ve got you.

WHAT DO WE DO?
We offer many different kinds of
support to families in neonatal
care. This includes:
•
•
•
•
•
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Peer support from ex neonatal families
vCreate
Heartbeat bears
Journal diaries
Bereavement support

In the community we offer:
•
•
•
•
•
•

Peer Support
Counselling
EMDR
CBT
Bereavement support
Community groups such as Stay &
Play Sessions, Lullaby Hour, Music
Cubs, Small World Adventures with
Tammy and much more!
• Advocacy

HOW CAN WE LOOK AFTER YOU?
We know everyone is different, and needs different things, which is why we
make sure we use lots of different methods to make sure we help you in as
many ways as possible. And, if we can’t help you, we work in collaboration
with other teams who can. We are there every step of the way. When we have
created, alongside you, your care plan, we put all kinds of support in place.
The first thing we will always offer is peer
support. Talking to someone who gets how
you feel and understands the situation you’re
going through can really help you feel more
normal. Especially when the world may feel a
little bit tough.
That’s because we’ve been where you are, and
as you’ll learn, many of our team here at Leo’s
are still on their journey.
We may have had different experiences to
you, but we can draw from our neonatal
journey to listen, understand and care for you
and your family.
We know that the neonatal journey doesn’t
end when you leave the neonatal unit,
and being at home can often feel like a
rollercoaster, but we’ll be sat by your side the
whole time.
Our peer support team can offer support in an
array of different ways, we can meet you for a
cup of tea, go for a walk, chat to you in a class,
we can give you a call, we can video call you
through Zoom and we can email you.

“We’ll be sat by your
side the whole time”
If you require our counselling services, our
caring and compassionate therapists are
currently working through Zoom. We offer
person centred counselling, psychotherapy,
talking therapy, CBT and EMDR. Sometimes,
you may only access one of these, or you may
access many of them depending on what you
need.
Our peer support team also run our classes in
the community, so whether you’re accessing
peer support, thinking of it, or just need to
chat to someone at a class one week, you’re
in the best place. Our families are all really
supportive, kind and welcoming too, so not
only will you get support from us you’ll also get
a really great support network from them too.
We are really big on self-care too, another one
of the aspects we offer is supporting you with
self-care and finding what works for you.

Our help covers the whole family from babies right up to grandparents.
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WHAT IS PEER SUPPORT?
Peer support at Leo’s is where our
specialist team uses their experiences
to help you. All of our mentors have
their own experiences of neonatal care,
and they draw on that when listening
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What families say about peer support...
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“We take everyone’s
experiences into
consideration when
looking after the
family.”

“Talking to someone who ‘gets
it’ is invaluable. My stress load
felt lighter after talking to a
peer supporter at a group and it
was easy to talk to them in that
relaxed casual environment. Even
just knowing it is there, if needed,
is like a safety net.”

“When I was bringing Edie to the little
playgroup I really appreciated talking to
the peer support team about how they
thought their mums’ felt as a grandparent
and mother following a neonatal
experience. That was the only time I had
spoken to anyone who’s grandparents
had been affected. It can be very difficult
watching your daughter/son going
through this and also your grandchild so
it was nice to meet someone who knew
how I felt.”

“You can Google as much as you like but there’s no
information you will find that is as good as first-hand
experience. I decided to reach out and receive peer
support during my neonatal stay. It was the best thing
I did. To be able to ask questions you might not dare
ask doctors, while feeing that no question is a stupid
question, and to speak to someone who knows how it
feels is invaluable. I would definitely recommend it to
anyone going through the neonatal journey.”
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IT’S OK TO BE FEELING ANY OF THESE...
Do you find that
now you’re home
everyone thinks
you should be ok
and everything is
fixed?

Unsure of letting lots of visitors in
your home?

Do you feel like you’re waiting for
something to go wrong?
Are you finding
hospital admissions
triggering?

Nervous to leave
home?
Are you anxious
about attending
playgroups, soft
plays or toddler
groups?

Your head
feels busy
all the
time?

Are you finding all the admin too much? All
the appointments, letters, teams you need
to manage can be exhausting at times.

Feeling more like
a nurse or doctor
than a parent?

Worrying about
having to go back
to hospital?

Worried about
germs?

Worried about
your child’s
development?

Do you feel like you’re doing enough for
your child?

Are you feeling
like you just need
to keep going,
because you
worry what will
happen if you
stop?

It’s normal to feel grief
for the pregnancy, birth
and maternity/paternity
leave you had planned in
your head.

Are you feeling
scared all the time,
worrying a lot?

Feeling inadequate
or hopeless?

Feeling negative?

Do you feel like you have lots of plates to
juggle?

These are just a handful of feelings we know parents and families feel
when in the neonatal unit, and we’ve had those feelings too.

Is it hard to switch
off when you put
your baby to bed?
Headaches
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Feeling irritable?

Are you finding it
hard to heal?

Pop across the page to meet our team and hear a little bit about them.
We always think it’s helpful to put faces to names when we give you a call.
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OUR LEO’S FAMILY TREE
At Leo’s, we are one big family, because
we know it takes a village.

Lottie
Hi, my name is Lottie and I am mum to Leo,
Oska and Dax. I founded Leo’s after his loss,
and the journey I found myself on left me with
no support other than family, and friends I
met on the NICU.

I found many friends who I met on my journey
were in the same boat and I wanted to make
sure we could provide really great care to
families like ours and give them the support
we didn’t have.

My mental health suffered as a result of losing
one of my twin boys, and supporting both
Oska and Dax through Oska’s very turbulent
early years. I was lost, alone, grieving, I had a
very poorly child at home who was in hospital
constantly, a sibling to look after and I had
nowhere to turn.

I have been providing peer support for
neonatal families for almost four years now
and am always truly humbled to be part of a
family’s journey, and help support them when
they are at their most vulnerable.
I now manage our peer support service and
oversee the whole charity as Chief Executive
Officer ensuring we are always providing the
best possible care for our families.

Megan
Hi, my name is Megan and I provide peer
support here at Leo’s. I am a mother of one
4 year old girl called Evelyne. After Evelyne’s
birth, we stayed in hospital for 3 weeks due to
trauma through birth. However, this affected
my mental health, it took time to recover and
become the happy person I am today and
I understand first-hand how devastating
trauma can be.
My nephew was born premature, I was a
huge support to my sister during her stay and
when she came home. Having been through
birth trauma and supporting my sister with
her mental health after a neonatal stay has
fuelled my passion to help support more
neonatal families.
I believe it is so important to be able to talk
to others. During my journey with Leo’s, I
will support families through their neonatal
journey and beyond.
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Clare
Hi everyone, I am Clare and I had my
daughter Sadie at 28 weeks, Sadie spent a
total of seven weeks in the neonatal unit.
After some time at home, I plucked up the
courage to go to a Leo’s stay and play
session. Leo’s had only just started at the
time when Sadie had come home. Thankfully
the charity grew, and I was able to access
dedicated occupational therapy support to
help Sadie’s development during The Nurture
Project and a wider range of community
classes which supported both her and me.
As a result of our neonatal stay, my mental
health took a hit and I became really poorly. I
blamed myself for everything, and I became
obsessed with having to control everything
to do with Sadie. I knew I needed help and
referred into Leo's for counselling support.
I am now the Fundraising Lead for Leo’s, so if
you are ever at one of our fundraising events
you will see me there!
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Tammy
Hi my name is Tammy, and I live in Darlington
with my partner James and son Harry who is
2 years old. Harry was born at 33 weeks and
we spent 6 weeks in hospital with him.
Following our discharge we had some issues
which massively affected my mental health
and then the pandemic started.
It was during the pandemic that I realised I
needed some help. I reached out to my doctor
and unfortunately they didn’t understand
what I needed after a neonatal stay. And this
is where Leo’s stepped in.
Thanks to Leo’s I got the support I needed and
I will be forever grateful. This is the reason
I started volunteering for them in 2021 and
since then I have been fortunate enough to
get a job within the peer support team, and to
help support other families like mine.
My main role within Leo’s is providing classes
in the community as I have a huge passion
for sensory development, but I am also a peer
support mentor and am really looking forward
to looking after neonatal families.

Denise
Katie
Hello, my name is Katie and I am Mummy to
Oscar who is 20 months old.
Oscar was born a month early and needed
Neonatal care due to IUGR (Intrauterine
growth restriction) Oscar was in the Neonatal
unit during the first Coronavirus lockdown.

Jacy is our Psychological Service Lead, the
person you will first hear from if you refer in
for counselling as she’ll be with you doing
your assessment, and she’s one of our
psychological therapists.

Having Oscar in the neonatal unit during
the pandemic was the most isolating and
difficult time of my life but I struggled to ask
for help, telling myself that others had it much
worse and that I shouldn’t have been finding
everything as difficult as I was. I now know
that I was not alone in feeling this way and
help is always available.
Whilst we were on the unit there was a
wonderful member of staff called Andrea,
who had previously volunteered at Leo’s as a
peer support mentor, following the birth of her
twin boys who also spent time in the neonatal
unit. Because of Andrea’s lived experience,
she just knew what the right things to say
were, and helped me to understand that
everything I was feeling was valid.
As Oscar has got older I have come to realise
that I too want to be that person who knows
what to say and who is there to help guide
families with adjusting to life following a
Neonatal stay, which is why I applied to be a
part of the peer support team at Leo’s.
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Jacy

Denise is one of our core therapists at Leo’s.
She’s an integrative therapist, who’s practice
is underpinned by person-centred principles.

Emma
Rick
Rick is our CBT (cognitive behavioural
therapy) and EMDR (Eye Movement
Desensitisation and Reprocessing) therapist
at Leo’s.

Hi, I’m Emma, also known as Mum to Molly
and Harry. I’m a ex preemie mum and
having rode the rollercoaster ride myself I am
extremely passionate about helping others
who are on the ride too. My role at Leo’s is
the Maternity Neonatal Advocate and I’ll be
working with families during their pregnancy
and their neonatal stay providing peer
support.
Before this, I ran yoga lessons for Leo’s
families through Kalma Life and spent 3 years
loving being able to take care of the very
special families which come into our care.
I look forward to meeting lots of you and
working to wrap you up in a big warm hug.
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HOW TO REFER IN
You can refer into Leo’s via our website
https://www.leosneonatal.org/make-a-referral/
familyselfreferral/
or by scanning the QR code

TOP TIPS FROM OTHER
NEONATAL PARENTS
We asked some of our parents what their advice would be
to parents currently on a neonatal journey:
“Don’t be afraid to reach out for help.
It’s ok to not be ok, as cliche as that
sounds, it’s true. Coming home can be a
shock to the system at times, so if you
need to speak to someone, reach out to
Leo’s, your GP, Health Visitor, or friends
and family.”

LEO’S CUB CLUB
We have a dedicated closed Facebook
group called the Leo’s Cub Club.
In here you’ll find our peer support
volunteers and lots of other neonatal
parents from around the region who
are great at giving advice.
All of us are on hand in a lovely little
community in the group, ready to chat.
It’s so comforting to be surrounded
by people who have been on a similar
journey. Members range from those
still in neonatal units to those whose
babies are now school aged, and
includes parents who’ve sadly lost a
child. Whatever your circumstances,
we’ve got you.

“It can be daunting going out to baby or
children’s groups, I was so afraid of my
son getting sick, or someone asking me
what was wrong with him as he was
small and needed oxygen. But, going to
a neonatal specific playgroup was just
what I needed.”
“Try not to forget about you. It’s easy to
lose yourself, so try, where you can to
make some time for you.”

“It’s ok to be cross at the world,
sometimes life can feel really unfair. I
used to compare my journey to others
and say “but they have it worse than
me”, but by doing so, I was shrinking
my own journey, when actually I really
needed the help.”
“Milestones, no matter how big or small,
are worth celebrating!”
“Trust your instincts, you know your
child better than anyone, keep up doing
a fantastic job of advocating for them.”

And most importantly:

“We are right by your side every step of the way.”
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WHAT HAPPENS IN THE COMMUNITY?
Our care in the community is like a big lovely
warm fuzzy hug to wrap you up.
We know how isolating it can be when you first come
home from the neonatal unit, how exhausting it feels after
hospital admissions, or how it feels trying to navigate your
journey at home (sometimes, this may last for months or
even years and many of our team are still on their journey).
It’s having these experiences, and listening to the families
we’ve supported over the years which have shaped what
we offer in the community.

WHAT SOME OF OUR TEAM FELT
WHEN THEY WERE AT HOME
Lottie “One thing I still struggle with, even seven years down the line,
is playing with Oska. To me, everytime we play it’s an intervention to
help with his ongoing sensory needs. To start with, when he was little, it was all
about getting him to meet his milestones, sitting up, crawling, walking, talking, eating,
every toy I got for him would help him in some way - it was never about just playing to
have fun. It was playing with a purpose. As he got older and it was confirmed that he
had sensory needs, everything changed to helping him regulate, thinking about which
system was over-stimulated, or under-stimulated. Each day, every outing, his sensory
systems are considered to help him cope throughout the day.
It’s why we are so passionate at Leo’s to help parents and carers just play with their
little ones, so many families came to us expressing the same feelings of not knowing
how to ‘play’ which is why when we run playgroups, our team, who have experienced
these feelings, make sure our sessions are extra special.”
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A SNIPPET OF
WHAT WE OFFER!
•
•
•
•
•
•
•

Small World Story Time Adventures
Play Groups
Mimi’s Music Cubs
Lullaby Hour
Peer Support
Counselling
And much more!!

Sometimes due to
funding, this offering
changes, but we’ll
always let you know
in advance!

Catch up with Tammy and
hear what happens when
you come to a Leo’s class...
“Hi everyone, I’m Tammy and I’m a Parent and
Infant Mental Health Mentor here at Leo’s. One of
the classes I run is Small World Story Time Adventures.
This is a food based messy play class, where each
week we go on a literary adventure with a childhood
favourite book (you’ll learn I LOVE Julia Donaldson
books!). We sing, we laugh, we splash, we taste, we
play, we read, sometimes I’ll even bring some special
friends in for your little ones. But most of all, we have
so much fun.
“My groups are very warm and friendly, full of
non judgemental parents who have been in similar
positions. It’s a great time to have loads of messy
fun and make some special memories with your little
person! And, if you want to chat about how you’re
feeling, I’m here for that too.

To access our community classes, please refer in to Leo’s
(more information on page 14)
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“I absolutely love sensory messy play as my little boy
Harry, who was born at 33 weeks, has something
called Sensory Processing Disorder. This is how I
learned the importance of sensory and messy play but
I also realised that it’s a fun way to play with your
little one.”

“I hope to see
you at a class
soon!”
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FAMILY STORIES
Meet some of the families who have been supported by Leo’s.

Hayley and Steven’s Story
Our twin boys gave us quite a shock when they made their unexpected
arrival at 29 weeks, each weighing 2lb 5oz. Our rollercoaster neonatal journey
started there. The boys’ feisty and determined nature stood them in good stead
and they made it home after 5 weeks with support from the community nursing team.
Barely two months after our discharge lockdown hit. The boys had a difficult first year with lots to
contend with, we had frequent hospital visits and we were readmitted. We were isolated from our
support network right when we needed them most. It was an incredibly difficult time.
We were exhausted and filled with worry about our boys’ health and we didn’t know where to
turn for support. We were pointed in the direction of Leo’s by the boys’ speech and language
therapist. We made contact and we have never looked back! We received a quick and warm
response and our first conversation with the team made us almost feel a little lighter. Here was
someone who knew what we were experiencing and that alone at that point was enough.
The team quickly got the ball rolling and before we knew it we were receiving peer support from
another twin parent who had faced similar challenges to us, we were accessing Leo’s community
groups such as baby yoga and messy play which gave us something positive to enjoy as a family
away from health related appointments.
This also gave us an opportunity to start developing a network of other NICU families and the
support from this was incredibly helpful. We accessed counselling by therapists who had received
neonatal training and had good insight into what we’d experienced. The counselling was flexible
and person centred and wasn’t a set number of allocated sessions, it was individually tailored to
our own needs. Leo’s funded Occupational Therapy for our boys to support them with sensory
processing difficulties.
We reflect back to that incredibly difficult time and wonder how we did it. One thing we are
certain of is that things would have been very different if we hadn’t had Leo’s. It literally was a
lifeline to us and for that we’ll be forever grateful.

Abby + Dan’s Story
Edie was born full term but suffered complications in labour which resulted in lack of oxygen at
birth. This meant that she was born not breathing and required resuscitation. She was taken
straight to the NICU where she spent 3 weeks and was extremely unwell. We had to receive some
difficult messages and also a great amount of uncertainty about her future whilst in there.
During our neonatal stay we received a box from Leo’s which had lots of lovely things to help
with that difficult and uncertain time. It had a diary in there which we found particularly useful
to update how Edie had done that day and to write down how we were feeling. The nurses also
wrote lovely messages in there and this has been something which we have kept to look back on
and be proud of how far she has come.
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When we came home
We met some other families during our time
in NICU and during my maternity leave. We
went to the playgroup organised by Leo’s
and also the baby yoga. These groups were
amazing and really helped in my confidence
in being able to get out of the house and mix
with other people. At other baby groups I felt
like no one understood the journey we were on
and the uncertainties we were facing. A lot of
the conversation was around what their babies
were doing and who had done it first – where
my week was filled with appointment after
appointment!
The Leo’s organised groups really helped me
realise we weren’t alone on our journey and
other families were going through their own
uncertainties and complications and could
relate to a lot of the feelings I had. These
groups meant that I now have a really close
support network of friends from our NICU
journey that have stayed in contact – and we
see each other weekly as well as having had
a trip to Center Parcs together to celebrate the
babies turning one!
Since the first year we have then accessed
so much support through Leo’s. We have
attended things like occupational therapy,
messy play, Sunshine Wood, The Fish Tank
for swimming and Pendragon. All of these
places and sessions have been amazing for
Edie’s development. Edie has delays in both
her gross and fine motor skills and things like
occupational therapy have been so beneficial
for her and we have seen such significant
changes from them. Also having sessions such
as those at Pendragon and The Fish Tank were
a lovely ‘safe’ environment where she can enjoy
herself and we as a family can feel relaxed
knowing that people are there to support her
in being included despite her difficulties. This
makes such a difference to the activities we
have been able to do as a family, as a lot of
groups and places are not very inclusive. The
peer support from these sessions was also
invaluable. Being able to talk to other people
that had been through similar experiences and
realise you are not alone has really helped both
mentally and in terms of knowledge of how to
help Edie. We have found out about so many
opportunities to help Edie through the lived
experience of others.

The other services that I have received
from Leo’s was also counselling and CBT. I
underwent counselling following the first year
after the NICU, after going back to work and
also the COVID pandemic starting. I found
that suddenly all of our NHS support for Edie
was taken away and it felt so isolating and
worrying to be left with very little input which
was so key to her development. Whilst friends
and wider family were also a support at the
time of the NICU stay, most people think that
once you are home the worries and problems
go away. This was quite the opposite for
us, and in the first year we had so many
appointments and professionals involved and
worried about what the future would hold.
Our lives had completely changed and it felt
like most people didn’t understand this. The
counselling was so helpful at letting me talk
about my experience, my worries and anxieties
around everything that we had going on and
our uncertainty for the future. Having someone
completely independent to talk to about this
really helped take a weight off my shoulders
and start to make things more manageable for
me.
Finally I started the CBT upon deciding to have
another baby. This was such an anxious and
worrying time for me given the experience we
had gone through plus the added worry of
COVID. I found this therapy completely helped
me get my anxiety and worries into perspective
and deal with each day at a time and feel
prepared for the upcoming birth. It was such
a logical form of therapy and not only helped
with the pregnancy anxiety but also my general
approach to worry. It completely changed
how I was feeling and how I managed to deal
with everything going on around me. I am so
thankful to Leo’s for this help at such a difficult
time for me.
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SELF CARE IDEAS

Let’s Celebrate You!
We know there’s lots of challenges during the neonatal
journey. Which is why, it is more important than *ever*,
to take a moment and think about all the truly wonderful,
amazing things you have done or overcame.

Here’s some handy tips from our team about
how to look after yourself (when you feel like it)
during your hospital stay.

Colouring in
Colouring in can help distract your
mind from what’s happening, and
give your busy brain a little rest.

Spend time with furry friends

1.

1.

Enjoy the little things

2.

2.

3.

3.

4.

4.

5.

5.

Celebrate the milestones
No matter how small you think
they are (you changed a nappy!
yay!)

Enjoy a soak in the bath
Or a lovely long shower to wash
away the worries of your day.

Treat yourself

Show yourself kindness and love
Give someone a hug
Hugging can help you destress
(it’s proven!)

5 times I was really brave

Drink water

Have a hot cup of tea
Take a moment, grab your
favourite mug and your favourite
type of tea (or coffee!), watch the
kettle boil (don’t be rushing off
to do other jobs), and just have a
moment for you.

Find a new box set or TV series
to get lost in

5 things I am proud of

Asking for help

Take a break from social media
Play your favourite songs
Sing them at the top of your lungs

Something I have done which
has made a difference

Watch your favourite movie
Spend time with people you love

2 things I did which
were really scary but I
did them anyway
1.
2.

Go for a walk
Empty your thoughts into a
journal

Challenges I have overcome
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Use this space to jot down any thoughts,
feelings or questions you may have.
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COLOURING IN ON NEXT PAGES...
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WANT TO GIVE BACK?
Leo’s relies heavily on donations from lovely, kind people.
If you, or someone you know would like to fundraise, here’s some ideas!

Set yourself a fitness challenge, swim,
run, walk, cycle, hop!
Organise a coffee morning
Hold a bake sale
Jump out of a plane!

Do a sponsored silence
Organise a dress down day at work
or your local school
Getting married? Why not ask for
donations to Leo’s and make your
day even more special?

Organise a fundraising evening with a
band

Climb a mountain
Set yourself a crazy challenge!

Run raffles, bonus balls or blind cards
Set up a monthly donation
Shave your head

DONATE TODAY AT LEO’S
Bank Transfer
10162313
55-81-44
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Paypal
hello@leosneonatal.org
Just Giving
www.justgiving.com/leosneonatal
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NEONATAL MENTAL HEALTH CHARITY

WE’VE GOT YOU!
www.leosneonatal.org
REGISTERED CHARITY NUMBER 1179901

@leosneonatal

