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If your baby is on a neonatal unit or has recently gone 
home, Little Bliss is for you. It’s full of parents’ stories and 
practical information to support you, however long your 
baby spends in neonatal care. 

If this is the first time you’ve heard of Bliss, why not visit 
bliss.org.uk to see what information and support we offer?   

This issue of Little Bliss is available to families thanks to our 
partner My 1st Years. Find out how they are supporting our 
activity to raise awareness of full term babies in neonatal 
care on page 23, and read more about our campaign on 
page 29.

Bliss is the leading UK charity for babies born premature or sick.  
We were founded in 1979 and we exist to ensure all babies in neonatal care:

bliss.org.uk 

Welcome to Little Bliss

About Bliss

Caroline Lee-Davey, 
Chief Executive

have the best chance of survival

have well-supported parents playing an active role in their 
decision-making and care

are cared for in neonatal environments that best support  
their development

benefit from neonatal research that can lead to practical 
improvements in their care

receive high-quality care within a neonatal health system  
which is appropriately funded, structured and staffed.



Your stories 

5 “Whether they’re born at full 
term or premature, they’re all 
absolute miracles”  
Despite their babies having very different 
starts to their NICU journeys, there were lots 
of shared experiences for Louise and Tasha 

10 Look at them now 
We see how far Matthew has come since 
he and mum Savella took part in a Bliss 
photoshoot on the unit seven years ago 

12 “Leaving my baby for the 
majority of the day meant  
I missed a lot”
Nia shares her experience of being 
on the neonatal unit during the  
COVID-19 pandemic

17 Our baby’s  
cerebral palsy diagnosis 
Steve and Sinead share their experience of 
daughter Heidi having HIE and later being 
diagnosed with cerebral palsy 

Features 

9 Focus on…
Going home on oxygen

16 Parent-to-parent: Making  
the most of your time on the unit
Parents share their tips for connecting with 
their baby on the neonatal unit

21 Focus on…
Hypoxic-ischaemic encephalopathy (HIE)

26 You asked, we answered
Practical tips for looking after yourself and 
getting involved in your baby’s care

Best of Bliss 

24 Q&A: Bliss Champions 
Bliss Champion Coady explains how she 
supports parents on the unit and at home 
via our video call support service

29 Full term focus 
We share the findings of our survey into 
parents’ experiences of having a full term 
baby in neonatal care

Inside...

Bliss does not endorse any companies mentioned in this 
magazine and takes no responsibility for any action taken 
as a result of anyone reading this information. © Bliss 2021. 
No part of this publication may be reproduced without prior 
permission from Bliss. Registered charity no. 1002973  
Scottish registered charity SC040878

This issue of Little Bliss has been reviewed by parents with direct experience of neonatal care.

Little Bliss Issue no.43

   

     Bliss, Fourth Floor, Maya House, 134-138 Borough High 
Street, London SE1 1LB      020 7378 1122    
     ask@bliss.org.uk      bliss.org.uk/littlebliss



Visit bliss.org.uk to find out more, or order our  
print information via our shop at bliss.org.uk/shop

We have information to support you on many different topics:
Bliss information for parents

Procedures and medical conditions

Feeding and weaning your baby

Going home

About neonatal care

Being involved in your baby’s care

Looking after your mental health
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Peter and Alice  
with their families

Peter, born at 39+5 weeks and  
Alice, born at 27+6 weeks, had  
very different starts to their NICU 
journeys. But for their mums Tasha 
and Louise – who were on the unit  
at the same time – there were lots  
of shared experiences. 

Tasha didn’t see her baby Peter  
awake until he was two weeks old. 

“I couldn’t hold him due to the 
ventilation he required.  We were told 
that it would be touch and go, for the 
first week of his life; it was scary but  
we had to stay strong for him.”

“Whether they’re born at full term or 
premature, they’re all absolute miracles”



Peter was born at full term with  
severe meconium aspiration resulting  
in persistent pulmonary hypertension 
of the newborn (PPHN), following a 
difficult birth. 

"In his first two weeks, he was 
transferred twice, once to Trevor Mann 
Baby Unit in Brighton and then on 
to Great Ormond Street Hospital as 
he was not making any progress in 
Brighton and they were concerned he 
would need an ECMO (extra corporeal 
membrane oxygenation) machine (for  
a heart and lung bypass). Thankfully 
this wasn’t the case as he started 
letting go of some of the medical 
support.

“Luckily we were able to stay at Ronald 
McDonald House whilst in Brighton and 
then we were offered accommodation 
at Great Ormond Street but, after two 
and a half weeks, he was transferred 
back to our local hospital and so we 
had to leave him alone for the first time. 
It was a shock after being able to visit 
whenever we could; we would go in for 

12 hours and then head home, eat and 
come back.”

Louise agrees that the separation from 
her baby was one of the toughest parts 
of being on the unit: 

“Everything was progressing as normal 
with my pregnancy with Alice until 23 
weeks when I noticed she’d stopped 
moving. I went for a precautionary 
scan and was told that her growth 
had trailed off and it was likely that 
I’d develop pre-eclampsia and would 
need to be closely monitored. It was at 
my 27-week scan when I was told that 
she hadn’t grown. She needed to  
be delivered.”

Due to Alice’s size, Louise was told 
she’d have to go to a level three 
hospital where Alice could receive  
the best possible care. 

“In everything that was happening, I 
didn’t even realise they’d started the 
c-section and I remember just thinking, 
will she cry when she comes out?”

Louise and her daughter Alice Tasha and her son Peter
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Tasha and her son Peter

“I saw her little red head wrapped in a 
towel and then they took her away. It 
was awful. I had to be taken back to 
recovery as I couldn’t move my legs 
and had to wait for someone to come 
and show me pictures of her.”

“We weren’t able to be transferred back 
to our local hospital until Alice was four 
weeks as she had MRSA and was on 
antibiotics for sepsis. The first couple of 
weeks were really difficult as I wasn’t 
allowed to drive after the birth and my 
mum had to drive me so I could go to 
the hospital every day. 

“I remember getting told off by the 
nurses for going in at 1am, when I 
should be resting,” Tasha adds, “but 
you just want to be there.”

It was at East Surrey Hospital where 
Tasha and Louise met, but it wasn’t 
until the time came to go home that 
they really started to reach out to each 
other for support. 

“I think we said hello when we were 
washing our hands. But it was when 
we both got the news that our babies 
were going home on oxygen on the 
same day that we started to really talk 
with each other. We ended up staying 
in the hospital the same weekend 
before leaving to go home, it was the 
hospital’s way of making sure we were 
okay with the oxygen tubes and to 
prepare us for having our babies at 
home… finally.” Louise explains.

“I had concerns about going out while 
Alice was still on oxygen. I hated 
people asking questions, and the 
repetition of having to explain how  
old she was as she still looked like  
a newborn.”

Tasha felt that it was hard to explain to 
people why Peter was on oxygen as he 
was born at full term. 

“Everyone understands what a 
premature baby is but what happened 
to Peter is quite rare, and I still now 
do not know anyone who has heard 

Peter was born at full term Peter and Alice went home on the same day



of this happening. We were out once 
and someone asked me if what had 
happened to Peter was my fault; that 
was difficult to deal with.

“While I was in the hospital, I never felt 
like I was treated any differently even 
though there was only one other full 
term baby in NICU at the time, but it  
felt like there was more external 
support for families of premature 
babies. I did Google a lot of stuff, but 
I didn’t really know where to look for 
support and I didn’t know if I was just 
being ridiculous.

“You do have those moments that break 
you. There was one day on the unit 
when I was told we were being moved 
from a corner space to the middle of 
the room, we had settled in the corner 
as I was trying to express for Peter and 
I just lost it. It was our last room, after 
being transferred, moved from room  
to room as Peter got better and we 
were so near to going home; we’d  
just got comfortable. I felt guilty but  
the staff were really understanding  
and supportive.

“That’s why it’s so important to just 
talk to someone about how you feel 

– whether someone at the hospital or 
online, or a friend or family member 

– just to know you’re not alone and 
your emotions are valid. Dads need 
to get the support too, I think they are 
sometimes overlooked."

“Even though it’s hard, it’s also 
important to try not to compare your 
baby to other children, they all grow  
at their own pace.” Louise adds.

Alice and Peter are now five and  
attend the same school.

Tasha says: “The experience really 
stays with you – even now I can’t  
see a children’s ambulance without 
bursting into tears. But whether  
they’re born at full term or premature 
and no matter how long they spend 
in NICU, all the little ones develop in 
different ways and they are all  
absolute miracles.”

Enjoying days out and about Peter and Alice now attend the same school

You can find out more about going home 
on oxygen on page 9 and at  
bliss.org.uk/going-home-on-oxygen



If you have been told that your baby 
is going to be going home on oxygen, 
you will want to know how to prepare 
yourself and your home. You may want 
some more information about what the 
equipment does, and who can support 
you if you need any advice or have any 
questions when you get home. 

Preparing for your baby to go home  
on oxygen may seem scary at first.  
But remember that you should not  
be expected to do anything at home 
that has not been explained to you  
by a healthcare professional. The 
unit staff will give you lots of support 
to make sure you are comfortable 
with the equipment and that you feel 
confident in using it. It is important to 
ask them about anything that you are 
not sure about. 

Before your oxygen is ordered, your 
community neonatal nurse or other 
healthcare professional will ask you 
some questions which will assess  
any risks to you or your baby if  
home oxygen is installed.

Here are some things you might want 
to think about before you go home:

• Ask about how to check that  
the prongs and tubes are 
connected correctly and how  
to check for blockages.

• Contact your home and car  
insurers and your landlord,  
if you have one, to tell them  
you will be using home oxygen.

• Check your smoke alarms so  
you know they work properly. 

• Ask a family member or a friend 
to be there when the oxygen is 
installed in your home, so that  
they also know what to do.

A healthcare professional will visit your 
home to support you with any practical 
issues you have. If you have questions, 
speak to your community neonatal 
nurse or your oxygen supplier.

Going home on oxygen

For more detailed information  
about going home on oxygen, 
including going out and about with 
oxygen and safety in the home, visit  
bliss.org.uk/going-home-on-oxygen

Features 9
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In 2014, Savella and her son Matthew were part of a Bliss photoshoot  
at the Women’s Hospital in Birmingham. Seven years later, we catch up  
on how far Matthew has come since spending his first two weeks in 
neonatal care, and the lasting impact a Bliss Champion had on Savella. 

Look at them now

“Matthew was born at full term  
and spent the first two weeks of 
his life in neonatal care due to  
an infection in my waters.

"He was born by caesarean 
section as he was breech and had 
to be intubated as he was unable 
to breathe.”

“That evening I went to see Matthew; I was extremely aware of what I was going to  
see. He was in an incubator, full of tubes and wires. I was just too scared to touch him.”

The first day

Birth
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“A nurse was doing 
her rounds and 
I asked if I could 
touch him. She 
told me 'of course 
you can, and talk 
to him; you are 
his mummy'. I just 
told him from that 
moment until he 
was out of hospital 
'you will be fine 
because you’re  
my warrior'.”

“A lady called Debbie from Bliss came up to me and asked me if I was okay.  
My response was 'yes thank you, he is okay'. She took one look at me and asked 
me 'are you okay?'. And I burst into tears because it was the first time someone 
asked me how I was doing and it felt amazing.”

"Somewhere in my mind I knew Matthew 
would pull through, and after two weeks 
we were allowed to go home. Life these 
days is full of laughter and Matthew is 
now a cheeky, happy six year old."

Day three

Six years old



       Your stories12

When Arjun arrived three months 
early during the COVID-19 pandemic, 
nothing could have prepared his  
mum Nia for the journey ahead.  
Here she tells us how she and her 
husband coped.

“I went into labour at 26+6 weeks  
at the height of the pandemic. It was 
totally unexpected, I was having a 
lovely pregnancy and until the doctor 
told me I was in labour, I was under  
the impression I was experiencing  
Braxton Hicks!

Time together as a 
family was limited

“Leaving my baby for the majority 
of the day meant I missed a lot”
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Nia spends time reading to Arjun 

“Initially my husband was waiting for 
me in the car – we thought we were 
going in for a quick check up but how 
wrong we were. Thankfully he was 
allowed in and was there to support 
me while the array of drugs were 
pumped into me and the news was 
starting to sink in."
 
Nia was rushed to the Royal Sussex 
County Hospital where Arjun, meaning 
‘warrior’, was born just after a few 
hours of active labour, weighing 2.2lbs. 

“We had a few precious minutes of 
looking at him before he was whisked 
away. My husband was allowed to stay 
until we saw our son together in NICU, 
but after that the restrictions kicked in 
and that was the last time we were 
together as a family for over a month.

“We made a conscious decision that 
I would spend as much time as I 
was allowed to on the unit as I was 
struggling with my milk, mental health 
and desperately needed to have as 
much skin-to-skin with Arjun as I could. 

This meant that my husband would 
see our son for 15-30 mins every few 
days as initially we only had a five 
hour visiting window, and he was still 
working too. 

“My husband handled it well, 
considering. It made him feel better 
knowing that I was there and we were 
so focused on my milk that it was a 
sacrifice that needed to be made. We 
made sure we checked in with each 
other and talked about how we felt – 
this was imperative in making sure  
we were able to tackle difficult 
situations together." 

However, the restrictions and loneliness 
took their toll on Nia’s mental health. 

“I was frustrated that we were missing 
out on so much. vCreate was a lifeline, 
however you’re reliant on a nurse 
having the time to take photos and 
send messages. Our nurses were 
amazing but it’s not the same as being 
there yourself. 
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Arjun arrived exactly three months early

“I was also lucky to have made friends 
with mums on the unit and I was gifted 
a beautiful crochet circle which I placed 
in my son’s incubator and kept one for 
myself. It’s the small things that make 
such a difference.

“I’ve always been an advocate for 
therapy and discovering the Bliss 
Champion video call sessions was right 
up my street. We talked about mentally 
preparing for the rollercoaster of a ride 
I was about to embark on, mum guilt of 
spending time away from the hospital, 
and my struggles with expressing. 

“I was also fortunate enough to have 
access to a wonderful chaplain on the 
ward who came and sat with me for a 
chat. I knew that to be the best version 
of myself for my son I needed to heal 
and seek help." 

When it came to taking Arjun home, 
Nia was excited but still felt the impact 
of the COVID-19 restrictions. 
 

“We are lucky to have caring family 
and friends and the food parcels and 
regular FaceTime chats were a blessing, 
but it is difficult when you can’t give 
them a hug or invite them in.

“Since leaving the hospital I have used 
Time to Talk – where I benefitted from 
CBT to help me deal with the trauma of 
the early birth coupled with COVID-19. 

“Even after 94 days on the unit, I was 
apprehensive about leaving, especially 
as Arjun was still on oxygen, but he 
has settled in nicely, is very chatty 
and loves a singalong. Even though 
we’re still unable to share him with 
family and friends, I know he will soon 
be making memories with them and 
sharing his amazing loving energy.”

Find out more about Time to Talk at 
timetotalkuk.org.uk

It is normal to feel isolated on the  
neonatal unit but you are not alone.  
For information and support visit  
bliss.org.uk/support



Go the 
Distance
for Bliss

Take on a 27 or 100 mile 
walk, run or cycle, or 
find out how else you 
can get involved at  
bliss.org.uk/events
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"Do what’s right for you. Don’t 
look at what the next parent is 

doing, look at your baby;  
sit, read, and talk to them.”

Rachael

Parent-to-parent:
Making the most 
of your time on  
the unit
There are many reasons why 
parents might not be able to 
spend as much time on the unit 
as they might like. Here, parents 
share their tips on helping their 
baby to know their love, their 
touch and their care.

Jonny says: “Check the info boards or 
with nurses for your baby’s care times. 
Changing my babies' nappies for the 
first time was one of the best things  
for me as a dad."

Louisa says: “Try to time your visits to 
coincide with daily ward rounds so you 
get to ask any questions you have and 
you feel as up-to-date as possible with 
decisions about your baby’s care.”

Giorgia says: “I would read books to 
Arlo when he was on the ward. It was 
not only something more ‘normal’ to  
do but also takes you both away into  
a story and helps you feel you are not 
in hospital.”

Gem says: “Take time to treat 
yourself once a day. My ritual was a 
millionaire’s shortbread and a cup of 
tea, and a bit of space.”

Angela says: “Write your heart out in a 
blog for curious friends and relatives. 
Then you don’t have to explain what 
you’ve been through.”

Flissy says: “Talk to them, tell them 
what you will do when they get home 
and what their siblings are like.”

For more tips on making the  
most of your time on the unit, 
watch our animation at  
bliss.org.uk/your-time-on-the-unit

“Ask for privacy screens if 
you just want some alone 

time with your baby without 
everyone else glancing over.”

Abbey
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For Sinead and Steve “not okay” 
wasn’t an option when their daughter 
Heidi was born with HIE. Here they 
explain how Heidi became the happy 
child she is.

Sinead: “I had a fetal maternal 
hemorrhage after 37 and a half  
weeks of a very normal pregnancy.
 
For me, I just woke up after an 
emergency C-section and asked 
‘Where’s my baby? Where’s Heidi?’  
But of course, she had already  
been taken to the neonatal unit.”

“There’s no cheat sheet for having 
a child with specialist needs”

Sinead and Steve felt 
very supported by the 
medical team
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Steve: “As a dad, I felt like a spare  
part as there was nothing I could 
practically do. I was sat in a room all 
alone wondering what was happening. 
It was a whirlwind.

"Immediately after giving birth, Heidi 
was breathing fine. Then suddenly 
she wasn’t breathing at all. She was 
resuscitated for about ten minutes 
before she started to show signs of  
life again.
 
"We just assumed it would be okay 
because we were in hospital. But  
we were told by the doctors that  
Heidi might not make it.
 
"Before they told us this news, we  
just didn’t realise ‘not okay’ was  
even an option.”

Heidi was born with hypoxic-ischaemic 
encephalopathy (HIE) which may be 
diagnosed if your baby’s brain does  
not receive enough oxygen and/or 
blood flow around the time of birth  
or shortly after.

“Heidi had to be cooled for 48 hours 
after she was born. We had the same 
meetings every day where they told  
us Heidi’s brain wasn’t developing  
and she might not survive.

"All the nurses at Royal Bolton Hospital 
were amazing, but there was one 
particular nurse, Chloe, who ‘translated’ 
all the medical terms for us to 
understand. She was there every day, 
or so it seemed, and really helped us 
feel supported.
 
"Heidi weighed more than seven 
pounds at birth and the medicine she 
was on in the NICU made her face look 
swollen. She looked massive! Especially 
as she was surrounded by very tiny 
babies. But my friends have had 
neonatal experiences too, I know it’s 

“As a dad, I felt like a 
spare part as there 
was nothing I could 
practically do.”

Heidi left the NICU after 21 daysSteve bonds with his daughter
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never easy, no matter the circumstance. 
That first week the staff kept asking 
us if we wanted to hold Heidi but she 
looked so vulnerable in an incubator 
with so many wires. We just didn’t have 
the confidence.
 
"Everything changed after we held Heidi 
for the first time, seven days after she 
was born.
 
"Her bowels opened, the drugs that 
made her face so swollen wore off, her 
health started to improve. It all clicked.
I had a fear of bathing my baby for the 
first time even before Heidi was born.  
I kept worrying what if I drop her?  

What if she slides in? The neonatal 
nurses made taking care of Heidi so 
easy. They let us do everything in the 
comfort of our own time, all we had  
to do was ask.”

Going home from the neonatal unit can 
be challenging too, as Steve explains.
 

“The immediate neonatal experience 
was traumatic for the whole family 
but we quickly fell into a routine once 
Heidi was more stable and established 
feeding. Heidi left the NICU after  
21 days. 

"Going home can often feel like the end 
goal, but leaving the neonatal unit was

“That first week the staff 
kept asking us if we 
wanted to hold Heidi but 
she looked so vulnerable 
in an incubator.”

Enjoying time with family

“Heidi keeps everything 
interesting for us,  
and she loves being 
around people.”
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all unknown for us. Heidi is our first 
baby and it’s completely normal to feel 
adrift when leaving the hospital.
 
"We knew something was different 
when we went home as Heidi wasn’t 
meeting the usual milestones. She 
was diagnosed with cerebral palsy at 
eight months old. The diagnosis really 
helped us as we could understand 
more about Heidi’s needs and get 
specialist equipment for her.

"There’s no cheat sheet for having a 
child with specialist needs, sometimes 
you start to feel like a Project Manager 
arranging all the medical care! But we 
try and run with the positives. 

"Heidi keeps everything interesting 
for us, and she loves being around 
people. She’s just started school and 
the routine is really good for her. Our 
keyworker continues to be a big help.

"Heidi and her younger sister Isla 
are the best of friends. Isla’s more 
independent because of all the care 
Heidi gets. 

 
"For other families in similar situations, 
please remember that even parents 
need time off occasionally. Charities 
can also be a big help. Don’t be afraid 
to reach out.
 

“We are so proud of how far Heidi’s 
come since birth and how much our 
family has adapted throughout.”

“It’s completely normal to 
feel adrift when leaving 
the hospital.”

Heidi has come so far since birthHeidi and her younger sister, Isla

You can follow Heidi’s 
journey on Facebook at  
@HeidiGillPatterson  
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Hypoxic-ischaemic encephalopathy (HIE) may be diagnosed if your baby’s  
brain does not receive enough oxygen and/or blood flow around the time of birth. 
HIE affects the brain, but the effects of low oxygen or blood flow can also cause 
problems in the lungs, liver, heart, bowel and kidneys. It is not always possible  
to know what causes HIE, but it can be caused by complications around the time  
of birth. 

For more information about HIE, including symptoms, tests, treatment and  
where you can get support, more information is available at: bliss.org.uk/HIE 

Focus on…
Hypoxic–ischaemic encephalopathy (HIE)

Bliss' information on HIE is supported by

We would like to thank Peeps HIE for helping us with the development 
of our HIE information. Peeps HIE is the only UK charity dedicated to 
supporting those affected by HIE. They do this through information  
leaflets, a buddy support programme, and funding for equipment.  
For more information, visit peeps-hie.org
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How would you describe being  
a Bliss Champion to someone?
Coady: We would usually be there on 
the units in person to provide emotional 
support to parents, and someone to 
talk to during their neonatal journey. 
During the pandemic, we’ve been 
unable to physically be in the units but I 
have managed to continue my support 
to parents remotely via Zoom, which 
has taken me from my one small unit, 
to being able to support families across 
the whole of the UK.

What might a parent talk to  
you about?
Coady: Parents usually tell me their 
birth story during our first conversation 
together. This is important to me 
because it helps me understand their 
individual journey and how best I can 

support them. Quite often they have 
questions about certain medical terms 
they’ve heard and I can signpost them 
to information on the Bliss website or 
help them to know what questions to 
ask their healthcare team. 

What do you most enjoy  
about your role?
Coady: My favourite part of my role 
is getting to see a parent grow and 
flourish over the duration of our chats 
(sometimes I can see parents for a 
few months). At the beginning, you 
can see that they are scared and 
confused which I understand from 
being the parent of a neonate myself. 
But over the weeks, their confidence 
usually grows and they become so 
empowered on this new path life 
has given them. It’s the best feeling 
to watch them develop, as well as 
hearing about the progress their baby 
is making too.

What advice do you have for parents 
who have just arrived on the unit?
Coady: Support is out there. We are 
here for you. Talking is so important 
for your mental state during those first  
neonatal days because you’re trying  
to process so much. Be kind to yourself, 
be patient and trust the process.

Q&A: Bliss Champions
Bliss Champions are volunteers who help families of premature and sick 
babies access the information and support services that we provide. We 
talked to Coady, a Bliss Champion, about her role and how she has been 
supporting families during the pandemic.

"My Bliss Champion 
felt like family and she 
reassured me and 
allowed me to vent 
without telling me how 
to feel." Nia, mum to baby Arjun



What advice do you have for  
parents who are about to go home?
Coady: Don’t feel that just because you 
are leaving the unit and hospital that 
you have lost all support, be it clinical 
or through Bliss. Many units I know 
encourage parents to get in touch if 
they have any concerns or questions 
in those early days of being home, 
and you’ll probably have a brilliant 
community team. Bliss are also here  
to support you too. 

Do you have any tips for how to 
make the most of your time with your 
baby on the unit, even if you can’t be 
there as often as you’d like to be?
Coady: My top tip would be to 
remember this is your baby. Sometimes 
it’s easy to feel detached from your role 
as a parent but there’s lots you can 
still do to be involved so ask staff what 
these things are if you feel confident 
enough. This could be anything from 
changing nappies, feeding your baby, 
or even reading to your baby. Any time, 
no matter how often, is so beneficial to 
you and your baby.

For more information and tips on 
supporting your mental health while 
on the neonatal unit, visit our website 
at bliss.org.uk/mental-health

If you would like to speak to a Bliss 
Champion or find out more about the 
support we can provide please visit 
bliss.org.uk/support or  
email hello@bliss.org.uk

"Sherril was lovely to chat to and 
helped me feel more ’normal‘ 
for the feelings I had been 
experiencing on coming home 
from the NICU with my little boy. 
My mental health was at rock 
bottom when I came home and 
felt completely overwhelmed by 
the responsibility, worry and sheer 
exhaustion but I’m now feeling 
so much better and loving life at 
home with my little one.” 
Louise, mum to baby Finn



Listen to our podcast – NICU, SCBU and you. Hear parents talking openly 
about their mental health on the unit, how they faced challenges, and 
how you can get more support from health professionals.

You asked, we answered
Is it common for parents to struggle  
with their mental health on the neonatal unit?
We surveyed almost 600 parents and 80% said their mental health became worse 
after their experience. Here are some ways that you can help support your mental 
health on the unit.

Whatever you’re experiencing, you’re not alone. Find more information about how  
you might be feeling, who to talk to, and what support is available via our website –  
bliss.org.uk/mental-health

Have a cup  
of tea or coffee

Get fresh air  
and natural light

Have a long  
shower, or bath

Read, watch TV, or 
listen to music if you 
enjoy these things

Do exercise that  
you enjoy, like  

going for a short jog, 
or taking a class 

Keep comforting 
routines, like getting 
ready in the morning

Spend time  
with your partner, 
friends or family

Spend time with 
your other children, 

if you have them
Make a diary  

or memory book

My 
baby’s 
journal

NICU
SCBU
and you
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Family-centred care checklist 
Tick the ones you’ve done

Feeding your baby

Asking about any help with 
money, like free parking or 
food vouchers  

Asking which family  
members can visit

Creating a memory book

Being involved in talks 
about your baby’s care

Getting emotional support  
for you and your family 
Visit bliss.org.uk/mental-health 
for more information 

Comforting your baby 
during difficult procedures

Feeling informed 
Visit bliss.org.uk/parents  
for more information

Skin-to-skin with your baby

Watching and learning 
from your baby

Changing your baby’s nappy

Dressing your baby

Washing your baby

How can I be 
involved in care on 
the neonatal unit?
You and your family can be involved in 
caring for your baby on the neonatal 
unit and you should be supported by 
healthcare professionals to do this.  
This is called family-centred care. It  
can help you to connect with your baby, 
feel more confident as a parent and is 
linked to better long-term outcomes for 
babies’ development.

Find out more about  
family-centred care and how  
it can help you and your baby  
by watching our video at  
bliss.org.uk/family-centred-care

You might like to go through this  
checklist with a healthcare professional 
and see what they can help you to do.
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BEFORE CONCEPTION
Carefully balanced formulation 
with folic acid recommended
for all women trying to conceive.

BREAST-FEEDING
Includes 10µg vitamin D 
and 300mg DHA for mums 
during lactation.‡

NEW MUM
With biotin and zinc to 
help maintain normal hair 
and skin.

ORIGINAL
19 vitamins and minerals, with
folic acid and vit. D as recommended 
by the Department of Health.

LIQUID
Great tasting orange liquid 
for those who prefer not to 
swallow tablets.

*UK’s No.1 pregnancy supplement brand. Source: Nielsen GB ScanTrack Total Coverage Value and Unit Retail Sales 52 w/e 31 October 2020. To verify contact Vitabiotics Ltd, 1 Apsley 
Way, London, NW2 7HF. 1. For more information on this research, please visit www.pregnacare.com/mostrecommended. ‡A beneficial effect can be obtained from a daily intake of 
200mg DHA in addition to the recommended daily intake of 250mg DHA/EPA, for adults - Annex of Commission Regulations (EU) No. 440/2011.

*

With you every step of the way

1

Proud to support the

 Video Call 
Support Service
For more information visit 

bliss.org.uk/video-call-supportbliss.org.uk/video-call-support
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The hidden and complex 
journeys of babies born sick

However, we are aware that the 
common public perception of neonatal 
care often relates to prematurity, so 
at the end of 2020, Bliss ran a survey 
to ask parents of full term sick babies 
about their experience of neonatal 
care. Over 500 parents responded,  
and two points were clear from the 
answers we received: every neonatal 
journey is different, and parents of full 
term babies who need neonatal care 
need better support, whatever their 
journey looks like. 

There are many reasons why full term 
babies might need neonatal care – 
from respiratory distress or conditions 
such as jaundice and sepsis, to trauma 
or injury during birth. While some 
parents might be aware of an existing 
medical condition pre-birth which will 
make a stay in neonatal care likely, 
for the majority their arrival on the 
neonatal unit is unexpected and brings 
a rollercoaster of emotions, no matter 
how long their stay. 

When Bliss was founded in 1979, our objective as a charity was set 
out as "to support the life of babies in distress at birth”, and since our 
foundation we have always sought to deliver this for all babies admitted 
to neonatal care, whether they were born prematurely or at full term. 
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Feeling out of place
Almost 70 per cent of the parents we 
heard from felt that their experience 
on the neonatal unit differed to the 
experiences of families with premature 
babies. Many felt out of place, or 
that they didn’t ‘belong’ on the unit, 
as they were often the only family 
with a full term baby there at the 
time. Some found it hard to relate to 
the experiences of the other families 
they met and didn’t feel they had a 
supportive community around them. 
Surrounded by much smaller, more 
vulnerable-looking babies, and with 
much of the support and information 
available focusing on prematurity, 
these parents often describe  
feeling ‘invisible’. 

The truth is, just over 60 per cent of 
babies admitted to neonatal care in  
the UK are born at full term (at 37 
weeks’ gestation or above).  

Some of those babies may only spend 
a few days on a unit, some much 
longer, but they all need the same 
specialist care as premature babies, 
and their parents’ practical and 
emotional needs should be treated 
with the same care and respect. 

In need of  
specialised support
Around half of parents told us that 
the experience of having a baby who 
needed neonatal care would stay  
with them, and had affected their  
sense of identity as parents, forever. 
Many parents talked about going 
through an ‘emotional rollercoaster’ 
during and after their time on the 
neonatal unit, with a range of emotions 
including isolation, shock, and anxiety 
as well as love, support and hope  
being expressed.  

“Just because a baby  
is full term does not 
mean that they are 100% 
healthy. There is nothing 
scarier than having your 
child in neonatal and 
having no idea why.”

“I just felt really guilty 
about being on the 
ward. You associate 
neonatal units with 
premature babies and 
not full term. I felt like 
we were taking a space 
that could have been  
for a premature baby.”
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Sadly, many of these parents didn’t feel 
they had access to support services 
or information to help them cope with 
these feelings, or anything that was 
specific to their experiences.  
While some parents were able to get 
some help from Bliss or other support 
groups, it is clear from these responses 
that there is a significant gap in the 
support on offer and that many parents 
simply don’t know where to turn. 

Improving support on 
the unit and beyond
Bliss is committed to giving all babies 
in neonatal care the best chance of 
survival and quality of life, no matter 
the reason for their stay or how long 
they are there.

To do this, we need to ensure that they 
have well-supported parents playing 
an active role in their care. That’s why 
we want to address some of the gaps 
in the support currently available. We’ve 
developed a new involvement group 
for parents of full term sick babies to 
help inform our information content 
and communications for parents in 
similar situations. In February 2021, 
we will be launching a new annual 
campaign to help raise awareness of 
the experiences of parents of full term 
sick babies, which we would love you 
to be a part of. Keep an eye on our 
social media channels from February 
onwards and join in if you can using 
#HiddenNeonatalJourneys

In addition, while much of our 
information about life on a neonatal 
unit is already relevant for parents  
of full term sick babies, Bliss will 
continue to look for ways to improve 
our information and support for parents 
of full term sick babies, from shaping 
our content to ensuring Bliss Champion 
volunteers have guidance on how to 
support families whose baby was born 
at full term, and improving how we 
signpost to other organisations. We 
know there are lots of organisations out 
there who can help with information 
and support around specific conditions, 
and we want to make it easier for 
parents to find them when they  
need them. 

How you can  
get involved
If you have had a neonatal experience 
with your full term baby, we would love 
to hear from you. Sharing stories like 
yours helps Bliss to reach more parents 
and to show them that they are not 
alone. If you’d like us to share your 
story on our social media, or in a  
future issue of Little Bliss, or if you  
have any other suggestions for how 
Bliss can better support parents of  
full term babies, please get in touch  
at media@bliss.org.uk or via our  
social media channels.



If your baby is on a neonatal unit, you’re not alone. Find practical information,  
emotional support and a community of families with a neonatal experience at  
bliss.org.uk

Join the family

Join the family, search Blisscharity


