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Did you know?
79% of parents who
experienced neonatal
care said their mental
health was affected
Leo's NICUMHAW
Survey 2019

Introduction
When the COVID-19 pandemic took hold of the UK in March 2020,
the world as we knew it changed. Neonatal families were hit
particularly hard and, with no warning, our entire way of working
became untenable-just as our families became more and more
vulnerable.
Families who were receiving neonatal care proved increasingly
difficult to reach, with our peer support teams unable to be on the
unit. We knew that visiting restrictions would be particularly
difficult for this group.
We also care for families in the community, some of whom were
suddenly told that they must isolate for three months. As core parts
of the Leo’s team were shielding, or chose to shield, we were in a
unique position to understand the needs of these families firsthand, as we were living it day, in day out with them.
We felt their anger, their frustration, their highs and lows, their
sleep insomnia patterns. We knew from past experiences of
shielding against RSV and Flu that the impact on these families
would be huge.
Leo’s needed to act quickly...

Did you know?
46% of parents
suffered relationship
trouble as a result of a
neonatal stay
Leo's NICUMHAW
Survey 2019

Introduction
We would now need to support families remotely and in ways we
never had anticipated. We could not reach them in the same way
we had before, by seeing them on the units or by meeting them at
community groups after discharge.
Our counsellor could no longer see families face to face. Everything
had to change, and fast.
Within the space of two weeks, we had managed to adapt
everything but our main community groups to online provision.
We communicated regularly with our families to ensure they had
the support they needed, seeking feedback through regular check
ins, via Survey Monkey and our Facebook group to ensure we could
provide adapted support as and when they needed it. We provided
letters to the unit for parents which outlined the work we did and
how they could access support.
We began to build a picture of the potential ongoing impact of
separation due to restricted visiting, of isolation and anxiety related
to the pandemic.
Parents presented to us with much more severe mental health
issues than we have previously dealt with, requiring us to be in
touch with Access teams, Perinatal Mental Health teams and GPs
as we tried to help parents with suicidal ideation. Parents have
been very open about how much the pandemic has been affecting
them and the increase in demand for our current services is an
indicator that the fall out would be more than our previous capacity
could cope with.
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Professionals' quotes about neonatal care
and COVID-19
"As a direct result of COVID-19 and the subsequent
restrictions imposed on many neonatal units, including
parental access, some babies and their parents have been
separated for prolonged periods of time. Combined with the
additional barrier of wearing face masks and reduced
positive touch, we can only imagine what the short- and
long-term impact on parents and babies will be. Parents are
not visitors, but an essential part of the care team, and as
such must be included in the daily care of their baby. The
support which Leo’s provides is vital for the wellbeing of
parents, the wider family and healthcare professionals"
Alex Mancini, Pan London Neonatal Palliative Care Lead,
Author Neonatal Palliative Care for Nurses, Leo's Trustee
"Hospitals are barely starting to wake up to the need for
specialist support for the parents whose babies’ lives are in
their hands. Unbelievably, not every neonatal unit has a
perinatal psychiatrist or psychologist attached, and there is still
too little understanding in some units of the psychological needs
of NICU parents
"For many neonatal families, leaving hospital is by no means
the end of the journey, and adjusting to life at home as a baby
with a disability’s caregiver without nurses and doctors’
constant presence (or any recognition of having undergone
psychological trauma) can be daunting."
Olivia Gordon, author The First Breath, neonatal parent, Leo's
patron

Did you know?
41% of parents were
self-diagnosing mental
health conditions as a
result of a neonatal
stay
Leo's NICUMHAW
Survey 2019

Professionals' quotes about neonatal care
and COVID-19
"We have really seen the increased adverse effects on mental
health of the lockdown restrictions, it has hit families hard.
Mums having to cope on their own at the bedside for weeks
on end and families returning home that have struggled with
the isolation and decreased education/support they received
in hospital. We have put measures in to try to mitigate these
awful consequences for families but there is still a lot of
concern around our families both on the unit and going home.
An additional resource to support them is fantastic news and
much needed across the UK."
Dr Liz McKechie, Consultant Neonatologist, Leeds General
Infirmary.
"Having an infant in a neonatal unit flips the paradigm of
parenthood, forcing families to step outside of their anticipated
role and replacing happiness, hopes and dreams with fear,
dread and trauma. Families in the NICU are often relegated to
the role of passive bystanders while their infant is deprived of
the positive loving touch experiences which are vital for healthy
bonding and attachment. Families are the "forgotten patients"
in this scenario as they struggle to navigate the journey and
process the deluge of emotions that accompany a neonatal
experience. Providing adequate mental health supports for
families during and after their neonatal journey protects the
future of these children. Mental health supports for families
must be prioritised, prescriptive and included on NICU care
pathways."
Mandy Daly, Director of Advocacy & Policy Making, Irish
Neonatal Health Alliance (INHA)
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Professionals' quotes about neonatal care
and COVID-19
"Parents are the single biggest influence on their infants
neurodevelopmental outcomes. Nobody in the hospital needs
their parents more from a emotional, biological and
physiological standpoint."
Emily Hills, Neonatal Occupational Therapist, London and
Co-Founder of Sensory Babies
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Who are we?
Leo's is a charity which supports the mental health, physical
health and social well-being of families who have had a sick
or premature baby in the North East of England. Our work
spans across four neonatal units including The James Cook
University Hospital, Darlington Memorial, University Hospital
of North Durham and Sunderland Royal. We work closely
with the Northern Neonatal Network, Northern Perinatal
Mental Health Network and the Local Maternity Service.
We are a parent-led charity with extensive first-hand
knowledge and experience of neonatal care, neonatal
bereavement and paediatric care. Our board of trustees
combines neonatal parents with NHS professionals and lay
members to ensure we offer well-rounded provisions for
families.
In 2019 we founded the world's first awareness week
dedicated to neonatal mental health to raise awareness and
campaign for better support.

Did you know?
42% of dads said
witnessing traumatising
situations was the
most traumatic
experience in the NICU
Leo's NICUMHAW
Survey 2019

What do we do?
Leo's offers an array of support to neonatal families around
the region. This includes:
Peer support from ex neonatal parents
Counselling support from a counsellor with lived neonatal
and baby loss experience
vCreate - A secure video and picture messaging service
which allows neonatal teams to send regular updates
from the ward
Wellbeing boxes
Community support groups
Neonatal yoga
Sign language
Occupational Therapy to help child development
Neonatal First Aid classes
Bereavement support for neonatal loss including
counselling and peer support
Baby massage

Did you know?
49% of parents who
went on to have
another baby found the
pregnancy stressful
Leo's NICUMHAW
Survey 2019

Why are we changing?
When the COVID-19 lockdown began in the United Kingdom
in March 2020, life as we knew it changed. Our work focuses
heavily on face to face contact with families both on the
neonatal unit and in the community and we needed to adapt
quickly.
Our peer support service and counselling had to move safely
online in order to continue care, and offer new care and
support to new families finding their way to us.
During this time we became even more flexible than before,
calling parents on a time and a day that suited them. This
new way of working proved invaluable because we got to
support parents when they needed it, not just when we could
offer it.
We also saw the needs of parents develop very quickly over
the pandemic period and realised we needed a way to track
these changes and ensure we were giving the best care. Our
service provision highlighted above will continue, with the
added extra elements highlighted in this document.
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How are we changing?
As of July 20th Leo's will become a service which requires
families to be referred in.
Families can refer themselves, or professionals such as
midwives, health visitors, neonatal nurses, GPs, portage,
social workers etc can also refer in to our services.
This will allow our team to monitor the family and their
changing needs through the neonatal stay and / or in the
community.
We will become an information sharing organisation. This
means we can work with other teams within local services
including the NHS and Local Authority to provide joined up
care, and support in new ways.
We are also creating an internal multi-disciplinary team with
all of our providers. This will allow us to work in sync with
each other, and ensure families are receiving all the care they
can from Leo's.

Did you know?
21% of dads had to leave
their jobs to become fulltime carers to their child
/ children after NICU
Leo's NICUMHAW
Survey 2019

How will parents get access to our care?
Based on the Leo's website (www.leosneonatal.org) there
will be a referral area.
Located in the referral section will be two forms. A form for
families who require help and are currently receiving
neonatal care, and a form for those in the community who
have been discharged from their neonatal unit and require
help.
Our forms are slightly different, as we need additional
information for families based in the community.
We can currently support families who have had children
who have been admitted to a neonatal unit and have since
been discharged until their 6th birthday.
All families or professionals need to do is send a referral form
and we'll do the rest!
If you are referring in a family who has experienced neonatal
loss, please email care@leosneonatal.org

What does the new service include?
Thanks to funding from The National Lottery, Tees Valley
Community Foundation, Comic Relief & Durham Community
Foundation we are able to offer a tailored COVID-response
project for neonatal mental health. This project will
encompass the entire family unit.
The services included within this COVID-19 response project
will be available as provision in addition of our standard
services highlighted previously for a period of six months
Additional services coming on-board as part of our new
project funding include:
NBO (Newborn Behavioural Observations)
Counselling with a trauma specialist
EMDR (Eye Movement Desensitisation and Reprocessing)
Child counselling (high intensity and low intensity)
Nurture and attunement
Advocacy
1:1 Occupational Therapy

EMDR (Eye Movement Desensitisation
and Reprocessing)
Providers:
Julie Barfoot BABCP accredited
Katherine Guest EMDR Europe accredited, BACP registered
Many parents who have experienced neonatal care struggle
with PTSD, or high anxiety levels as a result of their neonatal
stay, or neonatal bereavement.
Since the pandemic began, we have seen an increase in
symptoms and intensity for these families.
We know first-hand how crippling PTSD as a result of a
neonatal stay can be. We are driven to help support families
rehabilitate back in to normal life without the worries of
flashbacks and triggers.

Counselling support:
Providers:
Karen Robinson BACP registered
Jacy Pitman BACP registered

In our survey for neonatal mental health in 2019, we found
that 79% of the parents we asked said that a neonatal stay
affected their mental health.
During the pandemic lockdown, we have seen countless
families struggle with reduced visiting on neonatal units, and
our families in the community battle with fears of
readmission to hospital, their children becoming gravely ill or
dying.
Our therapists will be able to support families through any
traumas they are facing, and if needed refer on to EMDR for
further treatment.

Child counselling support
Providers:
Sheetal Champaneri BACP registered
Jenna Senior Children and Young People's Support
Specialist
Through new funding we will now be able to support children
with their mental health and wellbeing in a way we never
have before.
We will be bringing in two highly-experienced counsellors
who specialise in child support. This will allow us to support
the following:
Siblings affected by COVID-19 neonatal visiting
restrictions
Siblings affected by their younger brother / sister
shielding after a neonatal stay
Older neonates ages 3-6, affected by shielding after a
neonatal stay

Nurture & Attunement
Providers:
Julie Davis Advanced Paediatric Clinical Therapist,
BHSc OT, SAI Cert Level 1 and 2; PgCert in Attachment and
Trauma, (currently completing Masters)
Emma Keough Attachment Specialist and Independent
Social Worker
In response to COVID-19 visiting restrictions on neonatal
units, we are now able to provide two specialist forms of
nurture and attunement work through Future Steps
Occupational Therapy. This includes group attachment
therapy and VIG (Video Interactive Guidance)
Recognising the impact that lack of parent interaction,
positive touch and PPE will have on both the baby and the
parents / carers, it is imperative that we support these
relationships upon discharge.
Families based in the community who have struggled with
mental health as a result of shielding and previous neonatal
trauma are also able to access this support service.

Occupational Therapy
Providers:
Julie Davis Advanced Paediatric Clinical Therapist,
BHSc OT, SAI Cert Level 1 and 2; PgCert in Attachment and
Trauma, (currently completing Masters)
Amy Farrell Occupational Therapist
Our specialist occupational therapy offering will focus heavily
on sensory and motor support to help babies and children
who have spent time on a neonatal unit.
The service will provide 1:1 support from the occupational
therapist, allowing for targeted and intense treatment to aid
the child's development.
All children entering the service will be assessed and their
care individualised.
All service provision will take place at Future Steps
Occupational Therapy in Thornaby.

Advocacy
Providers:
Jenna Senior, Accredited advocate
Emily Murphy, law student
The new advocacy services, for both adults and children
under Leo's care, will help people to be involved in the
decisions that affect their lives.
The health and care system can seem complex and confusing
and parents can sometimes struggle articulating their wants
and needs for themselves, and their child.

Our independent advocates, with past neonatal experience
will be able to support families by representing their wishes
and offer practical help such as letter writing or attending
meetings.

Peer Support
Our peer support provision in response to COVID-19 is now
solely run by ex-neonatal parents.
With extensive first-hand experience in neonatal care,
premature or traumatic births and neonatal bereavement,
our peer supporters are perfectly placed to support families.
Since we can't see parents in person for the near future, we
are now conducting all peer support by phone, email or
Zoom.
Peer support is available for mums, dads, carers and
grandparents.
Families will be able to book in dedicated appointments with
our teams to receive support when they need it most.

NBO (Newborn Behavioural Observations)
Providers:
Amy Farrell, Occupational Therapist
The NBO (Newborn Behavioural Observation) is a specialist
assessment which allows parents and practitioners to
embrace the fascinating behaviour of the infant.
Babies talk through behaviour, and in a world where many
neonatal parents feel their baby communicates their needs
through a saturation monitor and oxygen saturation levels,
the NBO is the perfect post-discharge support.
Our aim with the NBO in response to COVID-19 visiting
restrictions is to aid the relationship between parents / carers
and babies when they have been discharged home.
This intervention will support both infant and adult mental
health.

Why have we created this?
With NHS visiting restrictions on neonatal units and
increased isolation in the community for discharged families
we wanted to create a bespoke pathway that was in direct
response to the needs of parents.
As we speak to families both in the neonatal units and in the
community on a weekly basis, we were able to elicit their
concerns. We were then able to pull together a clear
pathway of care based on their identified needs.
With many of our team shielding clinically extremely
vulnerable children, we were also able to draw on first-hand
experience of the impact not only to the children themselves,
but the siblings and parents / carers also.
Our aim is to reduce the potential of adverse consequences
resulting from the COVID-19 pandemic and associated
shielding measures and visiting restrictions, which may
impact on the mental health of the family, parent-infant
relationships and the physical and psycho-social
development of the infant.

What do parents say about our
work in the pandemic?
The Hurren family

We had our baby at 23+6 weeks during the Covid pandemic,
right at the start of lock down. Subsequently he was admitted
to the neonatal unit at JCUH where he has spent the last 92
days of his life.
Our 1st day in the unit we were presented with a bag filled
with information, special touches from Leo's, contact
information for seeking support, all of which made us feel that
someone was there for us.
We heard from the nurses what support Leo's usually provides
I. E. Coffee mornings, face to face peer support, counselling,
but were told that due to Covid and restrictions on the unit
they were not allowed in.
Despite the restrictions, over the last 13 weeks Leo's has
overcome barriers to ensure that we have received the same
level of support as we usually would have had the pandemic
not happened. After getting in touch with the team, we have
received endless support, from being sent books to read to our
baby on the unit, providing weekly peer support over the
phone, counselling session via zoom, putting us in touch with
other parents, sending father's day gifts--their support has
been endless.
This journey that we have been on would undoubtedly have been a
more scary, lonely and daunting one had it not been for the support
we have received from Leo's. It has increased our confidence, boosted
our morale provided us with a network of support that friends and
family could not possibly have provided unless they had experience
this themselves.
Not only have we had this current support but have been assured that
we will be supported as we make the next step in our journey and
hopefully take our baby home. Again, a daunting prospect eased with
the knowledge that Leo's endeavour to support us every step of the
way.

What do parents say about our
work in the pandemic?
The Kenchington Family
When other organisations have had to reduce services over
lockdown, we actively felt Leo’s reaching out.
Individual counselling sessions have continued over the phone
and there have been opportunities to get involved in group
therapy over Zoom.
Leo's have organised occupational therapy sessions and first
aid sessions over Zoom too which have been really high
quality.
The team have been so approachable and willing to help
wherever they can- even if it is just listening to our frustrations
or worries. Nothing is ever too much trouble. We have received
little care packages from them which are always so useful and
well thought out.
Our daughter has particularly struggled with lockdown and
anxiety about coronavirus. After seeing her brother being so
unwell in NICU she has been scared of him catching COVID19. Again Leo's have continued to offer support to her and
care for the wider family
Leo’s has been an absolute lifeline over lockdown, and we are
very grateful to have them in our lives.

What do parents say about our
work in the pandemic?
The Farrow Family
In March 2020 when lockdown restrictions came in in response to
the Covid19 pandemic all of our plans went out of the window, we
went into self isolation to protect Brandon, who was vulnerable due
to his medical history, and my anxiety levels were high. Leo's
stepped in and supported me from day one with my mental health.
Very early in lockdown we received a care package in the post from
Leo's, they organised online classes for us, including baby yoga with
Kalma Baby and occupational health courses. I was fortunate
enough to be able to access weekly group therapy sessions via zoom
where I could work through my anxiety with other parents who had
experienced the trauma of a neonatal stay, along with their fantastic
counsellor, Karen.
Later, as the restrictions eased, we were able to visit Sunshine
Wood, where we were given some sessions of exclusive use of the
facilities, meaning we could leave the house and go to a safe space,
with lots of developmental opportunities for Brandon, and without
putting him at unnecessary risk or triggering my anxiety.
We really are so grateful for all of the support we've had from Leo's,
it's been absolutely invaluable at such a difficult time.
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