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Foreword

‘The importance of providing psychological support for the wellbeing of
babies and their families as well as staff on neonatal units has become
increasingly recognised over the last few years. The GIRFT neonatology
workforce report identified a significant gap in psychological provision
in neonatal units with more than 60% of units having no service for
babies and families in neonatal care in 2019. Fortunately, since then,
there has been further funding to improve psychology provision in
neonatal units and neonatal networks. This has been warmly welcomed
but with a recognition that there is still some way to go to meet the
national recommendations for psychology provision in neonatal units.
However, families do not stop requiring support at the point of
discharge and indeed this may be a time when this service is even
more necessary, when the broader support provided by staff within
neonatal services is no longer available. Opportunities to improve
wellbeing for both babies and their families and maximise
neurodevelopmental outcomes for these high-risk babies is vital.

| therefore warmly welcome this report which focuses on outpatient
staffing standards for psychology as part of the multidisciplinary team
surrounding the baby and family’s care after discharge. All neonatal
services should seek to support and provide such a service.’

Dr Eleri Adams, National Specialty Lead,
Getting it Right First Time (Neonatology)

‘We need a more psychological NHS — it is what patients want and there
is great evidence of effectiveness of a wide range of psychological
interventions, yet most who could benefit do not receive psychological
intervention at present. This needs to change. That is why we are
expanding the psychological professions, probably faster than any

other NHS occupational group. The expansion of psychological
professions within neonatal care is hugely welcome, as it is across the
NHS. The psychological professions have grown by 65% since 2019, but
we need to go further. The NHS Long Term Workforce Plan modelled
demand for a further near-doubling of the psychological professions by
2037. This growth is required not just for mental health services, but also
across acute, community and primary healthcare. NICE Guidelines
recommend psychological support for families at point of discharge from
neonatal care. This is therefore a very important area for the deployment
of additional psychological professionals to deliver evidence-based
freatment that improves the psychological wellbeing of families.’

Dr Adrian Whittington, National Clinical Lead for
Psychological Professions, NHS England
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Increasing evidence suggests that admission to the neonatal unit (NNU) has
many negative psychosocial consequences for both babies and families. Most
recently, the House of Lords Preterm Birth Committee report strongly articulated
the lasting psychological impact of neonatal care on families,! and the
requirement for services to address this. Current NICE guidance, however,
requires that children born preterm are only assessed for educational or clinical
psychology input at four years of age.2 However, there is a strong and growing
argument that this support should be offered much sooner and as part of a
continuous service that is available for all families after discharge.3-¢ Indeed,
previous standards for inpatient psychological provision highlighted the risks of
not providing psychological support for babies and families post discharge (see
Appendix 1:).7- This is also in line with the recent Darzi report, which promotes the
expansion of community and mental health services to meet the needs of
children and those with long-term conditions, and the just released 2025/26
priorifies and operational planning guidance from NHS England, which
specifically mentions safety and quality of neonatal services as a priority,
addressing variation in access, experience and outcomes.1011 [t is well known
that psychological and family variables, such as family functioning and parental
wellbeing can have a greater impact on child behavioural outcomes than
medical variables, such as seizure frequency. However, despite significant
medical advances since 1995, over a 20-year period, behavioural outcomes for
babies and children have deteriorated.

To begin to address the unmet psychological needs following an NNU admission,
the recommendations herein propose an effective post-discharge psychological
services model that would allow for screening and expert assessment of both
infants and families. They go on to explain why this model works, referencing data
from other paediatric services where this model of care is already validated. This
report recommends who these services should be provided for and, optimally,
when that support should be provided. It looks at some of the currently available
services, what and who they are provided for and where they fall short. The report
also looks at complex care needs, for instance following the death of a baby, and
sets forth recommendations for psychologically informed bereavement care.

Provided is a psychological services specification and model of care (in addition to
its financial benefits) that proposes embedded psychological support as part of
routine neonatal MDT follow up, and includes early, preventative and supportive
engagement in the period immediately following discharge, with routine
psychological screening. The recommendations outline the required staffing to
achieve this outpatient support and indicate a minimum service for follow-up
(see Table 1 and Figure 1).

These recommendations should be considered as a baseline; following
implementation, an audit and service evaluation should be undertaken in order
to make further recommendations for services.


https://www.england.nhs.uk/long-read/2025-26-priorities-and-operational-planning-guidance/#our-national-priorities-for-2025-26
https://www.england.nhs.uk/long-read/2025-26-priorities-and-operational-planning-guidance/#our-national-priorities-for-2025-26

Table 1: Staffing specification (per unit - *outpatient based)

Unit level Staffing for specialist Hub provision1.3 ODN lead
psychological provision psychologist
(per unit) 2 provision4

LNU (Level 1-1.5 WTE Band 8a

2) and NICU | psychological professional An additional 0.2 WTE 0.3 WTE per

(Level 3) Band 8b/c (per hub - 10,000 births

shared across unit across the

1 WTE Band 5 assistant levels 1,2,3* network
psychologist

(0.6 WTE per hub when | (Network wide

??U eve 0'55 c]h\g/ILE ch?c?Id ?ci‘essionol _ combined with ot inoa for
PSY gicalp inpatient standards) both inpatient
and outpatient
psychology
0.5 WTE Band 5 Assistant services)
Psychologist

LNU: Local Neonatal Unit; NICU: Neonatal Intensive Care Unit; ODN: Operational Delivery Network;

SCU: Special Care Unit;

WTE: whole time equivalent.

This provision is in addition to inpatient staffing

2Where there is high complexity in the outpatient population (eg, complex psychological or medical needs, high
levels of deprivation in the area) this higher level of staffing provision may be required

3This is based on 2-3 hospitals per hub. If the size of hub is larger, provision will need to be calculated on these figures
to adequately meet local need.

“ODN or equivalent in devolved nations

Inpatient

Psychological
support post
discharge

Psychological follow up Neurodevelopment
(including bereavement) al follow up

Figure 1: Model for neonatal psychological support post discharge



Discharge from the neonatal unit (NNU) does not represent the end of the
journey for those who have had a baby on the NNU, as increasing evidence
suggests that an NNU admission has many negative psychosocial consequences
for both baby and family.”

4 N

1think that ... it's harder now than it was before because you get more
fime fo think about it, so you dwell on it to a certain extent.
And you think, my god, this is what happened’

- J

Within the wider paediatric health literature, it has been demonstrated that
psychological and family variables (eg, family functioning, parental wellbeing)
are known to have a greater impact on child behavioural outcomes than
medical variables (eg, seizure frequency).'? The recently published EPICure
studies comparing psychological and behavioural outcomes in children born
extremely early, between 1995 and 2006, demonstrated that despite medical
advances over this period, these outcomes had not improved for babies and
children.”™ Indeed, those born in 2006 had worse behavioural outcomes than
those born in 1995. The mitigating impact of early psychological interventions for
babies, children and families was highlighted. Increased and embedded
psychological support within routine neonatal follow-up has been called for. 8914

The evidence base also highlights that following a child’s hospital admission,
both parents and infant face the task of biopsychosocial ‘recovery’.’® Parents
and infants must recover physically; healing from their wounds and from the
disruption to their sleep and feeding/eating and they must recover socially; re-
connecting with their life prior to the birth and admission and building new social
contexts for their growing family. Only when these tasks have been successfully
initiated can psychological recovery begin in earnest. An approach to
supporting the recovery journey must be ‘integrative, comprehensive and
systemic’,'® recognising the many aspects of recovery and the different needs
that families will present with. The increasing evidence of the need to focus on
prevention and early intervention to reduce widening health inequalities further
reinforces the need to meet our most vulnerable babies as early in their journey
as possible to promote optimal longer-term outcomes."’

These recommendations put forth the current evidence, lay out barriers to
psychological support and propose minimum standards for care, to ensure the
psychological needs of babies and families following discharge from the NNU
are accounted for.



Box 1: Networks Neonatal Outreach Group survey results

In a recent national parent survey, (Networks Neonatal Outreach Group
[INNOG]) ¢, mental health was the most commonly raised issue with 396
parent/carer respondents, who commented in a free text what support
they needed when transitioning from hospital to home (23% mentioning it
in their response). Despite not being asked directly about their mental
health, a number mentioned the mental health consequences of their
baby’s neonatal admission (eight responders mentioned experiencing
PTSD or trauma).

‘Mental health, | hadn't processed our journey at discharge and
didn't realise the impact this would have on me once | got home’

‘As a result of my twin boys being in NICU for 12 weeks, | developed
PTSD and really struggled to cope. | needed more support with my
own mental health and how to deal with the trauma of NICU’

When asked to prioritise the most important aspects of care at discharge,
from a predefined list of seven areas, psychological need of parents was
ranked fourth as follows:

1. Baby health checks
Growth monitoring
Feeding support
Parental mental health and wellbeing support
Contact/liaison with hospital feam
Support/advocacy/help contacting GP
Signposting regarding follow up appointments.

N ey O s

‘The NICU or discharge team never followed up or contacted me any
further after discharge and it was quite depressing at first as it was just
me and my son. And even though | was happy to have him home the
worry and sleepless nights and isolation made it so much harder’




Services would be provided for:

e All babies and families who have had an admission to NNU, of any
gestation:

o Wwhere psychological need is identified prior to discharge or

o Wwhere psychological need is identified once the baby has been
discharged

e Families whose baby or babies have died on the NNU, within the first week
following discharge, or are being seen by the neonatal outreach service.

When psychological support would be provided (see Figure 4):

e Just prior to the point of discharge, if need for post-discharge support has
been identified while on the unit

e Immediately following discharge, either through established outreach
pathways (such as joining outreach team members on a visit) or through
direct contact with a family

e At any neonatal follow-up clinic (neurodevelopmental follow up for a
baby or other clinics as offered by the unit team; Figure 4)

e Viareferral from any team member who is in contact with the family
following a neonatal admission, for the period in which the baby remains
under the care of the neonatal consultant

e Families who have experienced bereavement during/immediately
following a neonatal admission and where this support cannot be
accessed via ofher services (eg, maternal or perinatal mental health
pathways).

Psychological support should be provided for:
e The baby, attending to infant mental health and attachment needs
e The family (including parents, siblings and other significant caregivers)

e The neonatal outreach and follow-up teams who are providing care o
neonatal families.



/ ‘Family involvement, psychological and pasforal support is integral in the \

delivery of high-quality, personalised and developmentally sensitive
neonatal critical care. This document demonstrates how a seamless service
can be provided early in the outpatient neurodevelopmental follow-up
pathway and beyond in order to improve the longer-term outcomes and
psychological wellbeing and resilience for babies and families’

Dr Anusha Arasu, Consultant Neonatologist, Lead for
Neonatal Neurodevelopmental Follow Up at King's
College Hospital London

\ J

‘It is incredible how much the landscape of perinatal mental health
services for women and birthing people has expanded in the last few
years. However, we started from next fo nothing and despite the changes
there is still so much more to do to ensure that all families receive the
support they deserve. Unfortunately, one of the ongoing gaps is around
supporting the hugely important mental health needs of families who use
neonatal services. It is essential that we respond to this. We must embed a
network of responsive, specialist mental health practitioners whose job is
dedicated to working psychologically with babies and families in what
can be such a complex and vulnerable time in their lives.

The BPS Faculty of Perinatal Psychology has been at the forefront of
developing the expanded perinatal and maternal mental health services
—and we do not want neonatal families to be left behind. This document
gives a clear and detailed overview of what this specialist support should

look like, and it is essential it is adopted. We fully endorse the
recommendations to develop specialist neonatal psychological
community and outreach services, which would only serve to
complement the already available perinatal services.’

Dr Camilla Rosan, Consultant Clinical Psychologist and
Chair of the British Psychological Society Faculty of
Perinatal Psychology

©Association of Clinical Psychologists (UK) | NeoleaP 2025 10
www.acpuk.org.uk



Psychological professionals represent a diverse group of professionals whose
work is informed by the disciplines of psychology and psychological therapy.™
They include HCPC-registered practitioner psychologists (eg,
clinical/counselling/health psychologists), psychological therapists (eg, child and
adolescent psychotherapists, adult psychotherapists, cognitive behavioural
therapists) and psychological practitioners (eg, counsellors and clinical associate
psychologists). The recently published Psychological Professions Workforce Plan
for England has called for the employment and embeddedness of
psychological professionals within physical healthcare settings.”

Several services exist to provide psychological support for families with a new
baby. These include the universal offer from health visitors and NHS Talking
Therapy services (previously called IAPT [Improving Access to Psychological
Therapies]) or their local equivalent, as well as mental health support through
perinatal and maternal mental health teams. Since universal services are
targeted at meeting the needs of the general population, they will not be able
to provide specialist mental health support focusing on the mental health of
adults and infants or on the relationships between them. Nor do they have
specialist knowledge in meeting the needs of neonatal families.

Perinatal mental health services meet the needs of pregnant or new mothers (in
the first year following the birth of a child) with moderate-to-severe mental
health problems. Whilst this service will be essential for some, it does not meet the
needs of most families with a neonate graduate, with the high threshold for
accessing the service meaning it is inaccessible to many mothers and birthing
people. The majority of perinatal services are able to offer signposting to further
support the non-birthing parent but cannot offer support directly.

Maternal mental health services offer support to mothers with moderate-to-
severe mental health difficulties within specific pathways. These pathways are:
tokophobia, loss (when a baby dies); loss (of baby/ies) through removal through
social care intervention and/or birth trauma. Some services nationally also have
a pathway for neonatal mothers, but not all pathways are offered by all services,
and many mothers or birthing people will not meet high-threshold eligibility
criteria.

Both perinatal and maternal mental health services tend to offer support for one
year, with some offering support for up to two years. For neonatal families, a long
admission may mean they become ineligible for these services before they are
home from hospital. Services whose access criteria are defined in terms of
diagnostic cut offs, do not address the need for ‘fimely emotional and

11


https://www.hee.nhs.uk/sites/default/files/documents/Psychological%20Professions%20Workforce%20Plan%20for%20England%20-%20Final.pdf
https://www.hee.nhs.uk/sites/default/files/documents/Psychological%20Professions%20Workforce%20Plan%20for%20England%20-%20Final.pdf
https://www.england.nhs.uk/mental-health/adults/nhs-talking-therapies/
https://www.england.nhs.uk/mental-health/adults/nhs-talking-therapies/
https://www.england.nhs.uk/mental-health/perinatal/
https://www.england.nhs.uk/mental-health/perinatal/maternal-mental-health-services/

psychological support’ ‘without the need for formal mental health diagnosis’, as
called for in the Ockenden report.?°

Parent—infant services exist in various parts of the country to support the relational
development between parents and babies and are usually accessible to either
or both parents. This provision is variable, and practitioners may not be familiar
with the neonatal experience or complexities of medical care for high-risk
infants.

Whist these outpatient services are incredibly valuable, accessing them can be
challenging for parents who have an infant with high care needs. A parent who
cannot leave their baby, or who is unable to take their baby out of the home
easily or unable to travel with their baby due to necessary medical equipment
such as oxygen cylinders and feed pumps may not be able to attend
appointments in community settings.

Thus, there is ever-increasing demand for families to access support from
specialist psychological services with neonatal expertise (Box 2)?!

A well-resourced and effective post-discharge psychological services model
(Figure 2) would allow for screening and expert assessment of the needs of the
infant and family; to ensure access to specialist support either via the outpatient
psychological service itself or via targeted onward referral. Making use of expert
assessment at an early stage ensures that:

e Families have access to someone who understands the neonatal context, will
listen to their experience, contain their distress and help them make sense of
their needs

e Families are assessed with a ‘whole-family’ lens (considering the needs of
both parents, infant’s developmental needs, the parent-infant relationship(s),
family functioning, etc.), meaning that needs are identified accurately from
the outset, reducing unnecessary referrals and ‘wrong doors’ with timely
interventions provided where indicated

e Onward referrals to specialist services are effective, maximising use of
resources and optimising the family’s journey

e Clinicians can see families in their homes, either when it is difficult to fravel to
appointments due to an infant’s medical needs or due to anxiety.

12


https://parentinfantfoundation.org.uk/

Box 2: Exploring Parental Emotional Support Needs
After NICU Discharge; The EXPAND study?!

61% of parents reported not feeling well supported throughout their
neonatal journey. Psychological support was the area of greatest
unmet need.

There was no evidence for improved parental psychological
wellbeing within the first 12 months post-discharge.

All 33 symptoms of psychological distress were endorsed by a higher
percentage of parents at six months after discharge compared to at
discharge, with one symptom of the PHQ-2, ‘Feeling down, depressed
or hopeless' showing the highest increase between discharge (46%)
and six months after discharge (67%).

After discharge, 49% of parents reported having received emotional
support. Of those who reported having received emotional support
post-discharge, 28% reported being supported by their health visitor
and 20% their GP. It was less common for parents to have received
support from a talking therapies service (11%) or specialist mental
health service (11%).

Most commonly, the participants who sought emotional support after
discharge sought support 2-6 months after discharge (32%), or more
than six-months after discharge (31%). Fewer parents reported
seeking support immediately after discharge (18%) or within the first
month after taking their baby home (20%).

One in eight parents who sought emotional support did not receive it.
‘The GP and health visitor were completely useless and

uninformed about what happened and how to help me.
I reached out to both for support and got nothing.’

13



Screening

. 4

Universal psychosocial offer

s 4

Expert assessment
(where screening or universal offer highlights additional need)

Risk of Parental Parent-infant
harm mental relationships
health

Parental Family Infant/child
psychosocial functioning neurodevelopment
functioning (eg..
additional needs)

\ 4

\ 4

Brief psychological intervention

Where need is neonatal specific

Where there is a pre-existing
relationship with the family

Where does not meet criteria
for wider services or appropriate
services are unavailable

Packages of care might include
NICE recommended freatments
for frauma, anxiety, low mood or
to support attachment and
bonding

Effective signposting and liaison into other support

e Acute adult mental health services

e Perinatal and maternal mental health teams
e Third sector organisations

e Parent-infant services

e Talking therapies

e Children’s social care

e Neurodevelopmental/child development
services

e Paediatric psychology services

Figure 2: Post-discharge psychological services model
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The model of care that provides support for all (universal), with targeted and
specialist help as needed, is already well established for psychological support
(Figure 3 and

Table 2).”%2 Families who have had a neonatal admission are already known to
be at higher risk of psychological sequalae, so the need for support and
screening to identify those who may need more help, is both ethically indicated
and financially sensible.?

Several paediatric services, including cardiac, cleft lip and palate and diabetes
have highlighted the benefits of embedded specialist psychological support
within both inpatient and outpatient settings.24-2¢

Data from the literature on paediatric intensive care illustrate that families
experiencing admission-related stress are more likely to attend follow-up clinics.™
Targeted care could also be offered to those babies requiring ongoing medical
follow up including those moving across to the Paediatric Intensive Care Unit
(PICU) or to other paediatric teams.?” This is in line with recent research
highlighting that 50% of children admitted to PICU age <2 years had been cared
forin the NNU.2®

The financial impact of investing in psychological services to support the
reduction of healthcare use and improve patient experience has been well
documented.’®®

Case Study 1 and Case Study 2 highlight several ways in which neonatal
psychological professionals can support babies, families and staff across various
levels of need, post neonatal admission.

As part of the essential action of supporting families, Ockenden highlights the
need for psychological practitioners with 'specialist expertise' where needs are
complex.? The death of a baby in neonatal care is a crisis in the life of a family,
often coming after an already substantial period of trauma, distress and multiple
losses. Deaths that occur in these contexts often hold an increased level of
complexity (eg, the death of one baby in a multiple pregnancy or the death of
a baby after multiple previous losses). Most parents affected have little
knowledge, experience or coping skills fo draw on, as the death of a baby is so
devastating and unique. Families can go through additional, often traumatic
experiences, as part of the post-death process (eg, investigations and
postmortems) with no psychological support at a time when they have greater
need for more emotional resources. The impact on relationships within the
nuclear and extended family is significant as the roles and expectations of a key
transition period are in disarray. In addition to the loss of the baby, it can also be

15



a time where there are losses of significant relationships with healthcare
professionals that result in elevated distress at a time where relational safety and
continuity are key.

Psychological professionals on NNUs may be one of the few groups of people
who have met the baby whilst living and spent fime with the parents and siblings
together as a family and may also have been there at the fime of death. When
babies have had little opportunity to be known by the outside world, withesses to
their existence are often key to families as they navigate their grief over time.
NNU professionals have often established relationships that allow them to
provide holistic interventions that address the multiple areas of distress and
adjustment for the whole family, without a necessary focus on mental health
diagnoses, a need to retell experiences, or a need to manage a referral process
at a time of unbearable distress. Further recommendations for psychologically
informed neonatal bereavement care are outlined in Box 3.

16



Box 3: Psychologically informed bereavement care:
Recommendations

e Parents who have experienced the loss of their baby should
have at least equitable levels of support with all those whose
babies have survived neonatal care. This should be provided in
a flexible, timely and sensitive manner (as best meets the
presenting needs of the family) adhering to the principles of
psychologically informed neonatal care (PINC). Intervention
and additional support should not be reliant on a mental health
diagnosis.

¢ Neonatal psychological professionals are best placed to offer
specialist support (psychological assessment and intervention)
to the whole family (not just mothers). This should be within a
timeframe of need where the focus of the intervention may
change, eg, moving from managing a crisis/risk to more
focused bereavement support. There should be adequate
provision to allow care to be delivered in a way that considers
a family’s religious, spiritual, cultural and individualised beliefs
around the death of their baby.

e As well as holding key relationships with families, psychological
professionals also have close working relationships with other
key professionals and knowledge of needs in the immediate
period following the death of a baby. They should work within a
MDT to ensure the family’s full range of needs are recognised
and acted upon in a joined up and seamless manner, including
consideration of physical, financial, practical and social needs.
The burden of engagement with new services should be
minimised and facilitated to minimise the impact on the family
including close collaboration with mental health services where
needed.

e Psychological professionals should have capacity within their
job plans to provide consultation, support and training for
neonatal, bereavement and universal staff fo ensure that the
family receive compassionate and psychologically informed
care throughout the process.

17



All families receive wellbeing screen Resolreeanalmarensrs
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MMHS: Maternal Mental Health Service; PIMHS: Parent Infant Mental Health Service; PMHS; Perinatal Mental Health Service

Figure 3: Psychological support across levels of need
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Table 2: Psychological support across levels of need (expanded)

Type of
support

Universal

Direct family support

All families have access to materials that
help them understand their experiences
and emotional responses; direct them
towards self-help (where appropriate)
and help them find suitable support and
further reading. All materials to be
evidence-based and widely accessible
via language/easy read versions

All families should be screened using
validated measures of parental mental
health, parent-infant relationships and
family functioning. Screening should take
place at clinics for neonate graduates,
as per NICE,2 including at 3-5 months, 9-
12 months, two years and annually,
thereafter, until age five

Potential for joint nurse—psychology
clinics to support neonate graduates and
their families

All families offered a post-discharge
group, led by a neonatal psychological
professional/facilitated alongside

other specialist neonatal colleagues
(eq. AHPs)

Indirect family support Support for staff and teams

Work with team to set up neonatal Training for health visitors and GPs on the
outpatient care as psychologically and | psychological impact of neonatal care and
frauma informed (which supports all supporting neonatal families

families and specifically aims to level

the playing field for families

experiencing health inequalities3®

Licison with the neurodevelopmental team to support an understanding of challenges
and opportunities for infant development and family's engagement and adherence to
tfreatment plans

Skilling up all neonatal staff encountering neonatal families post-discharge so there is ‘'no
wrong door’ to access support in the period following admission

Where appropriate, licison with early years settings and schools to facilitate appropriate
support for the child and family
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Type of
support

Targeted

Direct family support

Joining neonatal outreach teams on
visits to support families at home
where there are concerns or
questions about a family

Providing psychology led follow-up
clinics for families (working alongside
or in addition to follow-up clinics for
neurodevelopmental concerns or
medical needs)

Outreach to families who have lost
one or more babies from a multiple
pregnancy

Indirect family support

Attendance at post-mortem feedback
appointments and bereavement follow-up
meetings with a neonatal consultant

Liaison with practitioner psychologist
completing four-year follow up (as per NICE
guidance?)

Consultation to team where the

team have concerns about a baby

or family or where the relationship between
the family and team is causing difficulties.

Psychological input into neonatal reflections
service — supporting nurse/medic leads to
input info and provide psychological
oversight/governance for neonatal reflections
services for families

Support for staff and teams

Provide clinical supervision and/or
consultation to outreach teams who are
providing support to families at a time of
heightened distress

Group staff support interventions: pre-brief
and de-brief, reflective practice

Staff fraining and development

Training and support for peer supporters
working with families in follow-up groups
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Type of

support Direct family support Indirect family support Support for staff and teams
Where indicated families offered a 1:1 Where appropriate, attendance at notes Staff support (1:1 signposting and support
single-session intervention session or review or other post-admission meeting with sessions)
signposting/referral on to other services inpatient team

Where appropriate, families are offered short-term support to manage the transition from the NNU or with specific neonatal concerns

Where indicated and appropriate, families are offered support from a psychological practitioner whilst they await support from
another service

Where indicated and appropriate, families are offered longer-term intervention as indicated by NICE guidance where another service cannot
meet this need?

AHP: allied health professional; NNU: Neonatal Unit
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Case Study 1: University Hospital Southampton,
Neonatal Psychology Service

¢ Following feedback from families, limited psychological support is now
offered to families post discharge as this was when it was felt to be most
needed.

e Signposting: All families who have had contact with psychology are
contacted post discharge (acknowledging their transfer home,
normalising common feelings and signposting to services as needed).

e One-to-one psychological support: A ‘psychology fransition’ service is
offered to all neonatal families up to three-months post discharge.

¢ Neonatal family coffee morning: Co-facilitation of a weekly drop-in for
all families either currently on the unit or those up to one-year post-
discharge. Coffee morning is held off the ward but on the hospital site.
Described as a ‘lifeline’ by families and facilitating a safe space for peer
support. There is also onward referral to community and social support
services, as needed.

o Bereavement follow-up: All families whose baby(s) died on the neonatal
unit are contacted and signposted to local and national bereavement
charities. Families are also offered the opportunity to meet with a
member of the neonatal clinical psychology team, given that many
families appreciate being able to speak to a member of the team who
‘knew’ their baby. Short-term support (3-6 sessions) is offered to families
who continue to be under the neonatal/maternity team while
negotiating coroners court and/or future pregnancies.

Types of referrals post-discharge:

e Managing distress/trauma: A family return home and begin to connect
with all they have survived. They are increasingly preoccupied with a
fear their baby might die. Specialist psychological interventions (eg.
acceptance and commitment therapy (ACT), eye movement
desensitisation and reprocessing (EMDR) and narrative therapy) offered
where this is not picked up by other services.

¢ Bonding and attachment: A parent, who hoped that once home
bonding with their baby might be easier, is now really struggling. For
instance, they are unable to see past their baby's home oxygen and
managing appointments and medical routines. They do not feel like it is
‘their baby’.

e Mental health and risk: A parent gets in fouch because they are worried
about their mood and difficult thoughts keep showing up at home (eg,
being preoccupied with certain routines to keep everyone ‘safe’). They
feel useless and that their baby would be better off without them.

Distress is contained and consent is sought for onward referral to

Perinatal Mental Health or Crisis services.
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Case Study 2: Luton & Dunstable University Hospital,
‘Helping families beyond NICU’ Baby group. An interagency
collaboration between NICU Psychotherapy, Community
Health Service, Family Hub and local CAMHS 0-5 team

Development:

A network of stakeholders in parent-infant care was established to develop
a post-discharge NICU baby group with an interagency follow-up
programme enabling families to access services where needed following
discharge from neonatal care. External community stakeholders for multi-
agency work included the Family Hub, CAMHS 0-5 Team, Community Team
(Health Visitors), Perinatal Mental Health Team (OCEAN) and Maternity
Voices Partnership. Internal Luton & Dunstable Hospital NICU stakeholders
included the Psychological Support Service, consultant neonatologist
(advisor), allied health professionals (occupational therapist,
physiotherapists, dietitian, infant feeding coordinator), and family integrated
care coordinator.

The NICU follow-up group: aims and broader context

The group provides early support for those families residing in Luton, LUT-LU4
postcodes discharged from NICU via the Luton Family Hub - offering peer-to-
peer support where parents share birth and NICU experiences. The group is
facilitated by an experienced family hub worker and CAMHS 0-5 assistant
psychotherapist. Further planning for a sensory programme with AHP input
will provide advice, support and education on topics such as: feeding,
positioning, holding, nutrition, singing, reading, early touch (massage), etc.

The NICU baby group acts as a single point of access to other services within
the Family Hubb, CAMHS 0-5 teams and PMHT. Families are referred to the
group via all stakeholders, or can self-refer or drop in. NICU Psychotherapy,
CAMHS 0-5, Family Hub and Community Health meet regularly to consider
referrals and receive supervision.

Embedded within wider offer of support

The NICU baby group is part of a wider interagency follow-up programme
offering universal fargeted and specialist services such as video interactive
guidance (VIG) and parent-infant therapies to support attachment and
bonding. Families fransition to universal groups within the wider Family Hub
programme such as baby massage. CAMHS 0-5 trainee psychotherapists
and clinical psychologists support the collection of feedback and data.

Adele Faller BSc, MSc, TSP. BPC Reg. Specialist Emotional Support Psychotherapist

AHP: allied health professional; CAMHS: Child and Adult Mental Health Services; NICU: Neonatal Intensive Care Unit;
NNU: Neonatal Unit
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Psychological Service Specification:

Neonatal psychological professionals can input at a baby, family, and/or staff
level according to intensity of need (Figure 3 and

Table 2).

Model of care:

We propose that embedded psychological support should be available as per
routine neonatal MDT follow-up and as part of neonatal outreach provision (as
per Figure 1).2 This includes early, preventative and supportive engagement in
the period immediately following discharge and routine psychological screening
for babies, children and families, at their regular contacts with the neonatal
service. For families where their baby or babies have died and they are,
therefore, not being seen for regular neonatal follow up, this support would still
be available.

Inpatient staffing

Psychological

support post
discharge

Psychological follow up Outreach services Neurodevelopment
(including bereavement) al follow up

Figure 1: Model for neonatal psychological support post discharge
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NEONATAL PSYCHOLOGICAL FOLLOW-UP

Follow-up clinic (9-12 months):

Pre-first clinic:

« Psychology led community parent groups .
« Education for community staff (health

visitors, GPs, etc)

« Neonatal Reflections Service (alongside
— offered at any point post .

nurse/medic)
discharge

+ Psychological input to CDOP

Baby discharge home:
Liaison/support for
outreach team

Follow-up telephone
contact, as required
Signposting and resource
sharing

Screening assessment for family wellbeing
(including parents and siblings)

« Universal, targeted or specialist family intervention

as needed

Consultation and training for outpatient teams

» Signpost to PNMH, MMHS, PAIRS, |APT where appropriate

Follow-up clinic (3-5 months):
Screening assessment for family wellbeing
(including parents and siblings)

Universal, targeted or specialist family
intervention as needed

Consultation and training for outpatient
teams

I\

s\
i)

Follow-up clinic (annually to 4 years):
Screening assessment for family
wellbeing (including parents and siblings
Universal, targeted or specialist family
intervention as needed

Consultation and training for outpatient
teams

Signpost to PNMH, MMHS, PAIRS, IAPT
where appropriate

Clinical/feducational psychology
neuropsychological input (NICE, 2017)

Signpost to PNMH, MMHS, PAIRS, IAPT
where appropriate

« Psychology informed
community groups

Figure 4: Timeline for neonatal psychological follow-up

©2024 Durso, A

*Input occurs at various points in the journey, not at one single fime point

CDOP: Child Death Overview Panel; IAPT: Improving Access to Psychological Therapies/NHS Talking Therapies
services (or local equivalent); MMHS: Materal Mental Health service; PAIRS: Parent and Infant Relationship services;
PNMH: Perinatal Mental Health service.

Note: Neurodevelopmental follow up, where this is completed by community services should have embedded
psychology with close and working licison with specialist neonatal psychological services.

©Association of Clinical Psychologists (UK) | NeoleaP 2025

25
www.acpuk.org.uk



Table 1 shows the recommended staffing specification for neonatal
psychological services.

Table 1: Staffing specification (per unit - *outpatient based)

Unit level Staffing for specialist Hub provision'3 ODN lead
psychological provision psychologist
(per unit)1:2 provision 4
LNU (Level 2) | 1-1.5 WTE Band 8a
and NICU psychological professional | An additional 0.2 0.3 WTE per 10,000
(Level 3) WTE Band 8b/c births across the
(per hub) - shared network
1 WTE Band 5 assistant across unit levels
psychologist 1,2,3*
(Network wide
SCU (Level 1) | 0.5-1 WTE Bond 8a ‘ (0.6 WTE per hub provision for both
psychological professional when combined inpatient and
with inpatient outpatient
) standards) psychology
0.5 WTE Band 5 assistant services)
psychologist

LNU: Local Neonatal Unit; NICU: Neonatal Intensive Care Unit; ODN: Operational Delivery Network;

SCU: Special Care Unit; WTE: whole time equivalent.

IThis provision is in addifion to inpatient staffing.

2Where there is high complexity in the outpatient population (eg., complex psychological or medical needs,

high levels of deprivation in the area) this higher level of staffing provision may be required.

3This is based on 2-3 hospitals per hub. If the size of hub is larger, provision will need to be calculated on these figures
to adequately meet local need.

4ODN or equivalent in devolved nations.

Recommended team consists of:

e Band 5 assistant psychologist

e Band 8a psychological professional

e Band 8b/c principal/consultant psychological professional at hub level

e Capacity within the job role of ODN lead psychologist to support this
model.

In calculating this level of staffing, several models were considered. The work of
neonatal psychological professionals extends beyond neurodevelopmental
follow-up clinics to all the work completed post-discharge. This includes contact
with a family immediately following admission, working alongside neonatal
outreach services, therapeutic interventions for parent(s) or the parenta—infant
dyad, liaison with community services as well as consultation, training and
supervision for the multidisciplinary team (see Appendix 2: for an example job
plan). For effective implementation of the model outlined in Figure 1,
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psychological professionals should be fully embedded within neonatal services;
therefore, the calculation was completed as WTE per unit. This would require
qualified and accredited psychological professionals working alongside other
members of the multidisciplinary feam and providing governance and
supervision for the psychological work occurring within the service. The hub
psychologist or operational delivery network (ODN) lead psychologist can
support unit teams to find someone who is suitably qualified and accredited.

Finally, this recommended level of support would work alongside inpatient
psychological provision, enabling seamless access to psychological services. This
has been called for repeatedly by families and services, as outlined throughout
this document,

‘For the majority of families, their neonatal journey does not start or end on the
neonatal unit, hence the need for ongoing emotional and psychological support.
We know that parents will prioritise their baby's needs during their neonatal care
admission, often resulting in them ignoring their own personal wellbeing and
mental health needs. Once home from the neonatal unit, parents start fo reflect
on their experience, and this is when they often find difficulty processing the
frauma. Having outpatient psychological support available would be hugely
beneficial to these families and especially being able to speak to a professional
who has an understanding and awareness of neonatal care. If we can support
these families throughout this time in their lives, it will lead to a positive impact on
their whole family's future’
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Appendix 1: Risks from lack of psychological support post-discharge

\_

fRisks post-discharge: baby

Whilst mortality has reduced significantly over the last 10 years, ex-
premature babies and their families experience disability and impairment
in other ways, particularly in the cognitive and psychosocial domains.?
Where there is no outpatient psychological support follow-up for babies
as they become children, there is a risk of under-identification of
presentations that are more common in ex-premature babies such as:

o mental health difficulties
o neurodiversity including autism or ADHD

o cognitive difficulties including verbal and non-verbal reasoning,
memory, and processing speed.’!

Lack of coordination between community and universal services such as
early years settings, schools and colleges and health.

Children are not able to receive support to navigate transitions (moving
to nursery/school/secondary school).

The additional challenges that parents face in caring responsively for
their children with additional needs will be overlooked (further
compounding mental health difficulties in both parents and children).

There is no support to deal with any ongoing disabilities or visible
differences that stem from their early experiences.

Bullying and building relationships are more difficult for ex-premature
children.32 Babies born at very low birth weight have significant difficulty
making friends and are more likely to be bullied.33 Wolke and colleagues
found that mental health is the mediator. Intervening to support mental
health can, therefore, have a positive impact. 32 These children will not,
however, usually meet criteria for CAMHS or other tier-three services and
will require bespoke services that are not currently available.

Very pre-term babies have poorer health-related quality of life. A lack of
provision means this will not be attended t0.34

Children experience difficulties right through to adulthood in achieving
life-course goals.3s

Children born preterm and whose mothers have mental health problems
are at an increased risk of emotional and behavioural problems.2?

~

J

ADHD: attention deficit hyperactivity disorder; CAMHS: Child and Adolescent Mental Health Services.
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\_

fRisks post-discharge: Parents and families \

Suicide continues to be the leading cause of direct maternal death
between 6 weeks and 12 months after birth, accounting for 39% of deaths in
this period.30

37% of the women who died were known to have a previous or existing
mental health condition.

Trauma resulting from admission is not processed.

Unsupported, misunderstood and unprocessed understandable
psychological distress leads to cycles of fear, shame and/or blame.

A fear of talking about their frauma, or shame, is a barrier to families seeking
support at an early (most cost-effective) stage.

Parents further internalise blame, leading to poor parenting efficacy.

Mental health difficulties in parents are missed and parents do not know
how to access help, meaning families do not get the right support either
during admission or after discharge.

Couples are not able to access support and process the impact on their
parenting. Relationships may be more challenged as both couple and as
parents, impacting upon mental health and upon family functioning.

The neonatal follow-up process and service is not psychologically informed
and does not feel psychologically safe to families, and is potentially
re-fraumatising.

Lack of support for parents can have a direct negative impact on the
developing baby. Sensitive parenting can be a significant mediator of the
impairment caused by prematurity.33

Without psycho-education for parents and community professionals around
the impact of the neonatal experience on baby and family, parents may
further engage in self-blame, affecting their emotional well-being,
parenting and wider relationships.

Fathers, co-parents or partners are underserved as they are not offered
direct support via maternal (MMHS) or perinatal mental health services.

Parents are unable to access support that recognises the impact of their
admission.

Bereavement support tailored to the loss of a baby on NNU is not accessible
for parents who have lost a baby/babies.

Parents who have babies with additional needs due to prematurity can
become isolated and disconnected from their peers and feel unable to
access appropriate support (eg., parent and baby groups and universal
mental health services) thus reducing social support and opportunities to
seek postnatal and parenting support.

J

MMHS: Maternal Mental Health Service; NNU: Neonatal Unit.
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Appendix 2: Sample job plan — Outpatient neonatal psychological

professional (1 WTE)

Activity

Time Allocation

Comments

Direct Clinical Care
(DCQC)

6 half-day
sessions

Activities to include:

Targeted and specialist
psychological assessment
and intervention for
individuals and families post
discharge

Supporting Outreach Team
activity (eg, joint
assessments, consultation,
clinical supervision)
Neurodevelopmental
assessment (as part of MDT
outpatient follow up);
bereavement work

Supporting Professional Activities
(SPA)

3 sessions

Activities to include:

Clinical consultancy and
project work

Service and organisational
development

Teaching, training and
supervision (including weekly
supervision of assistant
psychologists)

Research, service evaluation,
quality improvement and
audit

Continuing Professional
Development (CPD)

1 session

At minimum, monthly clinical
supervision (Band 8a and
above)

The British Psychological
Society recommends
minimum 10 days of CPD
annually per 1 WTE job plan
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Appendix 3: Neonatal psychological follow-up — Supportive evidence base

Group

Evidence base

Sessions
required

Parents

Parental distress in NICU parents:

41.9% post-traumatic stress and 42% anxiety36-43

52% mothers flag for post-partum depression
immediately after birth44.45

1/3 of fathers reach threshold for PTSD in
perinatal period4é

60% of fathers have clinically elevated
symptoms of depression47-54

5% of parents do not identify as heterosexual.>s
This population is known to have higher rates
of mental health difficulties and a higher
prevalence of adverse childhood experiences
(ACEs)>¢

Bisexual and lesbian women are more likely to
report pregnancies ending in preterm or low
birth weight infants than heterosexual womens?

> 2 sessions

Infants

At 2 years corrected — and of parents who had
significant mental health problems —
dysregulation difficulties were 2.5-times more
likely in infants born preterm than term infantssé

30% of neonate graduates experience social or
behaviour difficulties!

At aged 7, infants experiencing neonatal care
are at greater risk of moderate-to-severe
symptoms of anxiety and depressions?

Those born prematurely/low birth weight are at
greater risk of neurodevelopmental disorders,
anxiety disorder and mood disorders than
normal birth weight/term babies, both below
and above the age of 18¢0

The significant economic impact of untreated
parental mental health difficulties on the infant
is outlined in Psychology Staffing on the
Neonatal Unit (2022) p. 77

2 2 sessions
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Group Evidence base Sessions
required

Family systems e Parents of pre-term babies have higher 1 session
(including stress, and at age 7 graduates have poorer
siblings, wider family functioning®?

family, couples) e Following preterm delivery, strain on partner
relationships and relationship breakdown is
more common¢!

e Mulliple interpersonal factors including
marital status, low family cohesion and
cohabiting status contribute toward mental
health of family members48.49.62-¢4

e Increased infant responsiveness is associated
with better cohesion and adaptability for the
familyss

e Parents attempt to compensate for NICU
admission by being overprotective in their
parenting styless

e Parental mental health difficulties in
postpartum period increase the risk of
mental health difficulties in children into
adolescences’.8

Bereavement e Neonatal bereavement can present with 1 session
specific complexities, eg, previous losses
often present in neonatal parents, which can
aggregate the grief reaction and affect the
ability to bond with subsequent children after
lOs567

¢ Presence of complicated grief following a
perinatal loss ranges between 25-75%70

e 30-60% of parents meet PTSD criteria
following miscarriage, stillbirth and neonatal
death”0

e Complexissues can arise in the mental
health of parents where there has been the
death of a co-twin.”! Babies in multiple
pregnancies are more likely to be cared for
in a neonatal unit

ACE: adverse childhood experiences; NICU: Neonatal Intensive Care Unit; PTSD: post-traumatic stress disorder.
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