TAKING CARE
OF YOURSELF
ON THE NEONATAL UNIT
A little guide to let you know
We’ve got you

www.leosneonatal.org
REGISTERED CHARITY NUMBER 1179901

@leosneonatal

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?
When you refer in to Leo’s, one of our lovely peer support mentors will give
you a call, to go through what we call a family assessment. We do ask a lot
of questions, however we do this because everything you tell us allows us to
form a very special care plan, which is just for you and your family.
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 you feel like your
world has just been turned upside down.
That’s because we’ve been where you are. 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 antenatal care and the
neonatal journey can often feel like a
rollercoaster, but we’ll be sat with you the
whole time.

“We may all be in the
same storm, but not in
the same boat”
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, we can give you a
call, we can video call you through Zoom and
we can email you.
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.
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...
Are you feeling
scared all the
time, worrying a
lot?

Waiting for something to happen

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

Your head feels
busy all the time?

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

Feeling
negative?

Feeling
irritable?

Are you always
waiting to ring,
and feel like you’re
ringing too much,
not enough / do
you worry about
disturbing the staff?
Do you feel like you have lots
of plates to juggle?

Every day can be different

It’s hard to go home and switch off
when you have to leave your baby in
hospital.

Are you scared to touch your
baby, give them a cuddle, or
change their nappy?

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.
Headaches
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Feeling
inadequate or
hopeless?

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
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.

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 and speak
to people who have been through
it. It helped me understand what was
happening to Harry by speaking to
others that had been through the same.”
“You're stronger than you think.”
“Trust your instincts and get involved
with your baby’s/babies care. You will
see them every day and become experts
in them.”

LEO’S CUB CLUB

“It is ok to cry and fall apart, speak
to those close to you for support - don’t
bottle it all up.”

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.

“You don’t always need to be positive,
some days are really hard, and it’s ok
to want to retreat and take some time
for you.”

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.

“If keeping everyone updated becomes
overwhelming, make a central space,
like an email group, to keep everyone
updated in one go and let them know
you’ll reply when you can. Explaining
what’s happening over and over again
to lots of people, when you’re still trying
to wrap your head around it, can feel
really heavy.”
“Don’t be afraid to take a minute to
look after your cares as well as the little
ones, the nurses don’t mind and a rested
mammy and daddy are stronger than
tired ones.”
“Invest in some good books, a kindle
or download some games to help your
mind.”
“Colouring in really helped me let my
mind have a break, whilst creating
something lovely for my baby.”

And most importantly:

“You are not on the journey alone.”
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LET’S HEAR IT FOR THE DADS!
Adam Marsden, Dad to Joshua and Darcy
Tom Robinson, Dad to Penny
“Talk to other Dad's. I met some amazing
Fathers who were in the same situation
as us and we remain close friends to this
day. Don't be afraid to say hello.
Don't be afraid to get stuck in! At 6'5"
with a 1lb 12 baby I was scared she
was too delicate and I often declined
any excess picking up or moving of her
initially. But I tell you what, I will never
forget that first bath she had or the first
time she laid on my chest. Do not overlook
these moments.
Take water with you, the units are so
warm. I always made sure I had a bottle
of water
Speak to volunteers! Leo's provide peer
support volunteers who supported us
through our stay and honestly, in the
midst of everything that you're going
through, to step out and take 5 minutes
to have a normal conversation with
someone who cares is priceless.
Take advantage of amazing services like
vCreate! I hated leaving my daughter on
the unit and often felt guilty ringing up
and asking staff for updates. That's why
I work with Leo's to fund the platform so
other parents can receive video and photo
updates for free! which you can keep too!

You have to look after yourself. Sleep
when you can, eat properly and make
sure you shower (apart from not smelling
it's simply a good way to refresh). Don’t
settle for snack food and fizzy drinks. Step
away and eat, look after yourself so you
can look after those you love. As a new
dad I knew I couldn't do much medical
care for my daughter or my partner so
I focussed on things I could do. Such as
preparing our home for their return or
making sure my partner had what she
needed for her extended stay.
Most importantly. Take care of your
mental health if you need to speak to
someone then reach out. Use Leo's
counselling services or peer support
sessions. The hardest part is going home,
you go from daily attention and feedback
from medical staff to maybe weekly visits
for 20 minutes and it can feel daunting.
Speak to those around you; family, friends,
neighbours, or volunteers!

“As a dad on the NICU - it’s probably the
same for mums, but I can only speak from
my own experience - it doesn’t matter
that you’re there with the mother of your
child, and surrounded by the hustle and
bustle of nurses and consultants and
bleeping machines; you will spend a lot
of time in your own head. It can be hard
to escape. Of course, as the father - as
a man - we’re meant to “man up” and
be a pillar of strength; staid, stoic and
supportive. This doesn’t have to be your
only role.
You are on this journey too. The raw
emotions and fear are perfectly valid,
and you need to allow yourself to
acknowledge and feel these things.

Of course, we all have our own coping
mechanisms. Mine was to make jokes to
break the unbearable tension, and when
I wasn’t glued to the side of my twin
babies’ incubators, I tried to unwind by
watching comedy videos on my phone,
and napping.
Lots of napping. You will find your sleep
cycle is in tatters. Rest when you can.
In short, be there for the mother of your
child - she’s experiencing a level of hell
that only a select few mothers can truly
comprehend. But acknowledge your own
fear and pain, and know that there are
people - like your family and friends, and
like Leo’s - who are there for you, who’ve
got your back.

Don’t go through anything alone.
You are never ever alone!
#wevegotyou
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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.

Whether it was placing your hands in
the incubator for the first time, changing
your baby’s nappy, doing cares, helping
with an NG feed, making yourself a
Spend time with furry friends
Drink water
Enjoy the little things

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.

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

Find a new box set or TV series
to get lost in
Show yourself kindness and love
Give someone a hug
Hugging can help you destress
(it’s proven!)

cooked meal, practicing self care, even
just getting out of bed, all of these things
are super special! So let’s celebrate, the
wonderfulness that is, you!

Asking for help

5 things I am proud of

5 times I was really brave

1.

1.

2.

2.

3.

3.

4.

4.

5.

5.

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

Something I have done which
has made a difference

Spend time with people you love

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

Go for a walk

2.

Empty your thoughts into a
journal

Challenges I have overcome
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FAMILY STORIES
Meet some of the families who have been supported by Leo’s.

Claire’s Story
I experienced premature rupture of the membranes at 19 weeks, which
came as a big shock. I was thankful every day I woke up and was still
pregnant with our twin boys. I gave birth at 31 weeks. The boys spent
two weeks in NICU and a following five weeks in SCBU.
I asked Leo’s for advice when we were home from hospital and from that
first contact the team have been of great help, support and comfort. Oscar
and Finley have attended a wide variety of funded classes including baby
yoga, sign language, baby massage, messy play and occupational therapy sessions.
The support continued through lockdown which meant so much to us as a family,
providing a safe space to attend group sessions and talk to other families who’ve
been through the same journey.
Myself and the boys have made great friends through Leo’s. It makes such a
difference to have people to talk to who have spent time in NICU, followed by the
same medical appointments, challenges and general day to day parenting. I will be
forever grateful to Leo’s, you’ve made a big difference to our family life.

Nicola’s Story
My little girl was delivered at 30+2 and spent 8 weeks and 4 days across
two hospitals in the North East. There was a distinct lack of support at
this time, especially mental health support for parents whilst in hospital.
I struggled, relying on family, friends and Facebook support groups to get
through. At one follow up appointment, when Ivy-Rose was 9 months old,
we were introduced to Leo’s, who were expanding their reach. I kept an eye
on what was happening, happy that there was to be support for new NICU
families. I returned to work, still struggling to process what we had gone through.
Later we then went into lockdown. Being isolated, at home alone with an 18 month old, without
any of our usual support, I realised that I needed to reach out for help. Around this time, the
Nurture Project was launched. I sat for weeks with the form completed before taking the plunge
and pressing send. Within a day I had had a support call, talked through the support that could
be offered not just to Ivy-Rose but to myself. The relief was palpable. Over the coming months, I
had talking therapy, I had a peer support mentor, Ivy-Rose was provided with solo play sessions
during lockdown, she had an occupational therapy appointment, we had a chance to breathe, to
heal, to come to terms with what we went through, with support from other mothers who had
been through this.
I cannot express the difference this made to us, to me. The counselling helped me talk through
the bad moments, the ones I kept returning to, and allowed me to digest these. I had new coping
strategies. The team at Leo’s delivers, changes lives. They have supported and nurtured NICU
families throughout lockdown, and beyond. I am excited to see what's next for Leo's. Thank you
just doesn't seem enough.
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Katy’s Poem
Smack... wake up... you're a mam, a mammy to a tiny little man. This tiny little human
who wasn't meant to be here for 14 weeks. This tiny 1lb 15oz baby, he's mine. But I
can't hold him, he’s weak, I can't touch him as much as I want, I can't love him how I
want, just yet.
But he's mine, no you can't come and see him, what if you bring
infection, what if your hands aren’t fully clean, what if we leave the
hospital and something happens, he's alone, who will look after
him? I don't want to see you, I need to get on, my hospital room is
dirty, I need to clean, what if he gets sepsis? I need to be strong.
My legs keep shaking, it just feels wrong. I'll ring tonight, let you
know how he got on.
Wait that beep, a new noise, that light, his oxygen levels, he has
sepsis, NEC, a PDA, his blood gases are out.
Wait, I am learning what the doctors have been talking about!
Oh, his oxygen saturations are improving, no bradycardia, he’s had
0.5ml of breast milk today too! I touched his hand, seven days, I held him so
frail. He's so tiny. I’ve changed him, I've done his cares, but I can't help but wail.
He's growing, he’s 3lb and enjoying stories with daddy and beeping along.
He's moving hospital, he's getting strong. Bam... He needs emergency ROP surgery
to save his sight, hernia surgery, transfer, an operation the next night. He's back to
Durham. It gave us a fright.
Home, what?! He's growing, he's laughing, he's crawling, his clothes no longer falling,
He's amazing!
Wait... stop...what happened? I'm sad, I don't know why? It's lockdown, it’s COVID, it
feels like the sepsis all over again. He has Chronic Lung Disease, what does this mean?
I'm scared. I'm lost. I’m in pain. Leo’s help!
Counselling once a week, it’s been over a year, it's hard to speak, it's trauma, it's bleak,
it's caught up. I'm not weak, I needed a minute, I needed to realise what happened, I
needed to offload, I don't have super powers but I am a super-mam or so I am told. I
love him, he's my world.
I manage follow ups, his appointments, his care, what he needs for his development.
I fight, maybe the end is not in sight. It's still going on, but Leo’s you helped, you showed
me how to find myself and be strong, you gave me friends like me, when I thought I had
no one, you shone a light when I thought it had gone. You gave me what I didn't know I
needed and now I can move on.
I am forever grateful. I am Katy, a mam from neonatal.

Use this space to jot down any thoughts,
feelings or questions you may have.
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COLOURING IN ON NEXT PAGES...
22

23

24

25

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

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

