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The Independent Pregnancy Loss Review (the Review) was commissioned by and
reports to the Department of Health and Social Care in England (DHSC). This report
fulfils the requirement set out in the Civil Partnerships, Marriages and Deaths
(Registration etc) Act 2019 which requires The Secretary of State to make
arrangements for the preparation and publication of a report on whether, and if so
how, the law ought to be changed to require or permit the registration of pregnancy
losses which cannot be registered as still-births under the Births and Deaths
Registration Act 1953.

Our Terms of Reference also included looking at options to improve NHS
gynaecology and maternity care practice for parents who experience a miscarriage
and other causes of baby loss. Our recommendations extend to England in relation
to matters that are devolved in Wales (including health), and England and Wales in
relation to non-devolved matters (including registration).
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A personal message from Zoe Clark-Coates MBE BCAh

When | first trained as a counsellor and grief specialist nearly thirty years ago, | had
no idea that this would form the backbone of my work. Today, as a leading expert on
trauma and grief, a best-selling author on loss, a campaigner, the CEO of The
Mariposa Trust (known by the name of our primary support division
sayinggoodbye.org) and just as importantly as a woman with lived experience of
baby loss, | took on this role determined to action lasting change.

The Mariposa Trust (Saying Goodbye) has for the past ten years been at the
forefront of offering bereavement care and support to anyone affected by baby loss,
at any stage of pregnancy, at birth or in infancy, whether the loss is recent or historic,
and those journeying subsequent pregnancies. Through this work, we have been
privileged to walk with tens of thousands of families and support them as they grieve.
Weekly, | hear hundreds of stories from people, stories of heart-warming
compassionate care, and sadly stories of horrendous treatment. | have seen first-
hand the difference good support can make, but | have also witnessed the scars of
many families tragically let down by the system; because of this, | have committed
my life to eradicating this ‘roulette wheel’ of quality, and the mission of the Mariposa
Trust (Saying Goodbye) is to make this happen. Every person deserves the best
medical care, coupled with first-class emotional support. Once the recommendations
in this review are implemented, | hope we will finally see that come to pass.

Since its inception, The Mariposa Trust (Saying Goodbye) and | have campaigned
for excellent bereavement care and the introduction of a certificate of life to be given
to the parents of all babies who die before 24 weeks. Following years of hard work,
on the 6" of July 2017, the charity saw its Bill for a certificate of life be introduced to
The House of Lords by Baroness Floella Benjamin DBE. The five babies my
husband and | lost in pregnancy have never had official recognition, they don't
appear on our family tree, and we feel this is wrong. | passionately believe that if we
honour and acknowledge babies that have died, we can achieve two things. Firstly,
we give parents the acknowledgement they often need that their baby did exist and
does matter. Secondly, we change the misconception that baby loss is simply a
medical issue when it is the loss of a life and often a traumatic and heart-breaking
medical incident. Love starts when a person sees the two lines on a pregnancy test,
and when their baby doesn't get to stay, it can change people forever; it's time that
the government and society formally recognise this.

Over the past five years, Sam and | have met with hundreds of medical personnel,
countless experts, professionals, charities, community workers and, importantly,
bereaved families. We have visited hospitals across England and sat in clinics,
appointments, wards, operating theatres, and staff rooms. We have attempted to
leave no stone unturned in our search to reveal the care currently offered to
bereaved families in and outside hospitals. We have extensively explored the type of
care we should be trying to achieve as a country. We have looked at 999, 111, GP
care, education, workplace support, and so much more.

Due to the impact of Brexit and the pandemic, this review was sadly paused and
delayed due to other pressures at the DHSC, but this additional time has allowed us
to adapt recommendations to this new climate. It has also allowed us time to review



the care of the bereaved through the Covid-19 pandemic in the hope that mistakes
made will not be repeated in the future.

Often the loss of a baby tragically can't be stopped, but the experience of loss can be
made more manageable, and we must ensure this is delivered. | hope this review is
a catalyst for radical change, and | look forward to assisting in its implementation in
England through the outworking of this review and my work for the Mariposa Trust.

A personal message from Samantha Collinge RM

Since | was appointed as a bereavement midwife in 1998 | have tirelessly
campaigned for a standardised care pathway that ensures that every parent
experiencing baby loss (regardless of the gestation or type of loss) receives the
physical and emotional care and support they deserve. In recent years, through my
involvement with the All-Party Parliamentary Group for Baby Loss and The National
Bereavement Care Pathway, | have been heartened to withess many positive
advances in care provision for bereaved families. However, these improvements in
care tend to be for individuals experiencing later loss i.e. stillbirth and neonatal death
and are sadly not shared with those families experiencing miscarriage, ectopic and
molar pregnancy.

2023 is a year that will mark several significant milestones in my life:

e Itis 40 years this year since | began my career in the NHS as a student nurse.
e |tis 25 years since | was appointed as a bereavement midwife, one of the first
in the UK.

e 2023 also marks 30 years since | had my first miscarriage.

To this day | still remember in vivid detail how utterly devastated my husband and |
were at the loss of our first baby, yet what was more shocking to both of us was the
total disregard by staff for the emotional impact that the miscarriage had on us and
how our loss was minimised and treated merely as a ‘clinical event'.

Apart from being given a photocopied leaflet that focused on post loss physical
symptoms, | was offered no information on why the loss might have happened and
was simply informed that "it's just one of those things” and encouraged to “try again.’

At no point did anyone ask me or my husband how we were feeling.

During my many years working as a nurse and a midwife | have witnessed countless
shocking clinical events along the early loss pathway. | have also heard from far too
many individuals who have been left traumatised by their poor experience of care.

After five years of conducting this review, | would dearly like to be able to report that
things are very different 30 years on from my own personal experience of loss and
that there have been massive improvements in both clinical and psychological care
and support. Sadly, this is not the case. Even in my role as a bereavement midwife, |
was recently accused of being over emotional when | challenged the insensitive
processes that still exist in early loss care provision.



The Review offers a real opportunity to change this culture and | feel enormously
privileged to have been invited to co-lead this piece of work.

| would like to pay tribute to the courage of the bereaved parents who so freely
shared with us their often-harrowing stories of loss through their own desire to see
and bring about change.

Similarly, we are indebted to the plethora of passionate and dedicated healthcare
professionals, organisations and charities who sacrifice their own psychological
wellbeing on a daily basis in working with and striving to improve things for families
experiencing baby loss.

To ensure that this vital learning from families and care providers is suitably
implemented, Zoe and | would like to lead a Pregnancy Loss Review working group
to guide and implement the recommendations contained within this report.
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Executive Summary — Our vision for high-quality baby loss
care

Everyone is affected by early baby loss. Those who have not personally experienced
it will know of a relative, a friend, a work colleague, or an acquaintance who has
experienced baby loss before 24 weeks gestation. These losses may be due to
miscarriage, ectopic or molar pregnancy, or because parents have made a heart-
breaking decision to terminate a much-wanted pregnancy after receiving a diagnosis
that their baby has a serious congenital anomaly.

Many of the people who contributed to this Review have been traumatised by their
baby loss experience, and we are grateful that they have chosen to share their
stories with us. We heard how early loss is commonly viewed as a ‘clinical episode’
and how some healthcare professionals do not take individuals’ emotional and
physical pain seriously. Very few women we spoke to had had any offer of emotional
support or mental health screening, and this was even less in the case of their
partners.

We learnt how women are constantly being bounced between GPs, 111, Accident
and Emergency (A&E), gynaecology and maternity services, and we heard
harrowing accounts of women being made to wait in public spaces, often bleeding
through their clothing, whilst sitting alongside pregnant individuals and their partners.
Disturbingly, we heard from many women who had miscarried at home on how they
were advised to retrieve their baby’s remains from the toilet and how they had been
advised to store their baby’s remains in a Tupperware container in their fridge at
home until their local early pregnancy loss unit was open, which was often for
multiple days.

We are aware that many Trusts have care pathways in place, whether their own or
national, and are making substantial advancements in the bereavement and clinical
care that they provide. This Review seeks to ensure that all Trusts and organisations
can offer a consistent and forward-thinking service, that excellent care is
acknowledged and rewarded, and that areas of concern are highlighted so that
improvements can be made.

When tasked with writing this independent ‘Pregnancy Loss Review’ by the
Secretary of State for Health and Social Care, it was tempting to only recommend
things that could be easily delivered, but this is not what we were asked to do. We
were instructed to consider what ‘good’ compassionate care could look like, and to
not only identify gaps in service provision, but also to examine why families have
been failed time and time again and the reasons why staff members have not been
supported in their high-pressure roles. This has resulted in us producing what could
be considered a long list of recommendations, some of which we hope will be
implemented immediately, whilst others would need to form part of a long-term
strategy. We fully understand and appreciate that many of the recommendations will
involve significant investment in infrastructure, workforce and digital transformation,
but we have been reassured in the meetings we have conducted that the



Government, DHSC and NHS England (NHSE) are committed to effecting lasting
change, and so we trust that the investment will be made.

We have avoided endorsing individual organisations and charities by name within
the recommendations as we are acutely aware that there are many national and
local organisations doing incredible work, and it was not possible to mention them
all. We have however highlighted some national and local organisations within the
body of the report to ensure best practice and good work is recognised and
acknowledged.

This report sets out our vision for improving the care of people who experience pre-
24-week baby loss. It describes a system in which:

Everyone receives high-quality education about pre-24-week baby loss before
they become pregnant through the statutory Relationships, Health and Sex
Education curriculum.

All people groups, regardless of race, colour, age, gender, sexual orientation,
or religion have their voices heard, and choices upheld.

There is clarity about whom to call and where to go when pain and bleeding
occur at any stage of pregnancy and what to expect during and after baby
loss.

Access to compassionate clinical care in appropriate healthcare settings is
available 24 hours a day, seven days a week, through networked services.

All parents receive clear, consistent information and support enabling them to
make decisions about their physical and mental health care needs during and
after baby loss.

Care is compassionate, individualised, and respectful of personal, cultural,
religious and language preferences. Parents and their babies (including baby
loss remains at any gestation) are cared for with dignity and respect.

Regardless of gestation, all bereaved parents are offered choices regarding
creating memories of their baby and options regarding marking their loss,
such as funerals or memorial ceremonies as appropriate.

Women and partners experiencing loss are routinely offered mental health
support following a loss and should have access to specialist counselling and
mental health services where appropriate.

Bereaved parents can, on request, receive a Baby Loss Certificate from the
Government, whether their loss was recent or historic.

Following a baby loss, individuals and couples are supported to understand
why the loss occurred and are offered a follow-up appointment to discuss the
results and implications of any investigations. A robust management plan
must be in place for subsequent pregnancies; this may include referral to a
specialist consultant obstetrician/gynaecologist.

All healthcare professionals working in baby loss services receive multi-
disciplinary mandatory bereavement care training and information, including
education on the importance of psychological well-being and self-care for staff



to ensure they can provide the highest quality of care. Staff should be
allocated time to attend, and their compliance should be monitored.

e Employers recognise the impact of baby loss on employees, and Human
Resources (HR) policies are updated to support their staff.

e There are systems in place for employers to manage the potential impacts on
the mental health and well-being of all staff employed in workplaces providing
baby loss services.

Recommendations

The following recommendations are intended to support the Government and the
NHS in creating a forward-looking approach to improve the safety and care
experience for all those who have a pre-24-week baby loss. Implementing these
recommendations is crucial to improving care for people when they are particularly
vulnerable. We recommend establishing a ‘Pregnancy Loss Review’ working party,
chaired by us, which will ensure that the recommendations and best practice points
within this report are actioned.

The highlighted problems and impacts are based on evidence gained from the broad
spectrum of meetings, consultations, and patient/parent feedback, from the work of
the review and our professional experience. These problems do not necessarily exist
in every primary and secondary healthcare setting, and they are certainly not
representative of every healthcare professional. Healthcare professionals working
with loss are under huge stress and work under very difficult circumstances, and it is
important that we acknowledge this, whilst simultaneously addressing elements of
care that need to change.

Education, Training, and Information

1. The Department of Education must expand the current Relationship, Health,
and Sex Education (RHSE) guidance for schools to include education on all
types of baby loss, not just miscarriage. The supporting teacher training
modules should also include information on symptoms of baby loss, how to
access care, and where to access support. Whilst we understand teachers do
not want to distress students, it is inappropriate to say that we do not educate
people in case we upset them.

2. NHS England should commission the development of a poster on ‘what to do
if you have pain or bleeding during pregnancy’ to be made available to GP
practices, sexual health clinics, pharmacies, and Women’s Health Hubs. The
poster should include a QR code to link to more information and should have
space for contact details for local services.

3. NHS England should work with Trusts and their Maternity Voices Partnerships
to review the quality and accessibility of information regarding pre-24-week
baby loss, including what information should be given at the first antenatal
visit, and what to do and how to access services if there is pain and bleeding
in early pregnancy. This information should include a list of local services and



the care they can expect to receive, as well as emergency contact numbers
and medical guidance on managing symptoms. People should know what to
expect in advance. This information must be available in all languages and in
Easy Read and digital formats.

. NHS England Transformation Directorate in partnership with Sam Collinge
and Zoe Clark-Coates, should undertake a review of the availability and
accessibility of information on ‘what to do if you have pain or bleeding in
pregnancy’ across all NHS digital platforms including www.nhs.uk, NHS Apps
and Maternity Notes Apps (e.g. BadgerNotes) and should take steps to
ensure that all information is clear and easily accessible. This should include
links to information on how to access baby loss care services 24/7 based on a
woman’s location and what care they can expect to receive.

. Each Integrated Care System (ICS) should introduce a pre-24-week baby loss
support and advice line that is available 24/7. We suggest that regions work
together to pool resources, as a network approach may be more cost
effective. Where possible, this could be integrated into existing telephone
helplines, or maternity helplines. The advice lines will be able to provide
crucial advice and support. Patients can then be referred to the most
appropriate department for treatment and care at a suitable time. Being given
an appointment at an Early Pregnancy Assessment Unit for the following day
could save an individual a late-night trip to A&E. The Care Quality
Commission (CQC) should monitor that the advice lines have been
implemented and are governed and properly maintained.

. Information leaflets, bereavement support books and bereavement resources
should be available to bereaved parents to take home, in all primary and
secondary healthcare settings, following a pre-24-week baby loss. Leaflets
must be available in all languages and in Easy Read and digital format.

. Bereavement care training and education and training in breaking unexpected
bad news should be mandatory for all clinical and non-clinical staff working in
areas where baby loss occurs. The exception to this should be when an
appropriate level of competence can be demonstrated. The training should
include experiential personal accounts demonstrating the emotional impact of
baby loss, and it should show how compassionate and excellent clinical care
can make a substantial difference to patients. Additional training could be
delivered via e-learning modules through the Workforce, Training and
Education directorate of NHS England, or ideally through face to face training
sessions.

. All healthcare professionals who may be in contact with anyone experiencing
baby loss should receive mandatory training and education in the importance
of sensitive communication to ensure that they are fully equipped to care for
patients compassionately. The only exception to this is where staff can
demonstrate competency. Staff should also be encouraged to be ‘patient-led’
in their terminology. This could be delivered via e-learning modules through
the Workforce, Training and Education directorate of NHS England. The
General Medical Council (GMC) and the Nursing and Midwifery Council


http://www.nhs.uk/

(NMC) should instruct medical schools, universities and education providers
to include this training in their syllabuses.

9. Funding must be allocated to allow NHS England to increase the current
investment in NHS staff training to ensure that time is protected for all staff to
undertake mandatory annual training in bereavement care. This should be for
all baby loss, including pre-24-week baby loss. This will ensure staff can
access training during work hours.

Service Provision

10.Funding must be allocated so that each hospital maternity unit, Early
Pregnancy Assessment Unit (EPAU) and A&E department can provide
appropriate private spaces for patients experiencing pre-24-week baby loss,
that are separate from public waiting areas.

Early Pregnancy Assessment Units (EPAUS)

11.NHS England should develop guidance for Commissioners of 111 and
ambulance services that sets out how to work with Trusts to contract
appointments with EPAUSs so that patients with pre-24-week complications
can be sent directly to an EPAU where appropriate. This practice already
happens in some areas but not everywhere.

12.All areas with an EPAU should receive clinically stable patients directly from
the ambulance service during opening hours.

13.People should be able to self-refer to an EPAU with any pain or bleeding
during pregnancy, regardless of their gestation, or whether they have a history
of previous losses.

14. The Royal College of Nursing (RCN) and Royal College of Obstetricians and
Gynaecologists (RCOG) should build on the ‘Nursing Workforce Standards’,
and expand the current work being undertaken by the RCOG in relation to
safer care in maternity services, to develop a workforce planning tool, similar
to the ‘Birthrate Plus Acuity Tool’ for midwives. This would allow safer and
more consistent staffing for EPAUSs.

15.The National Institute for Health Research (NIHR) should commission
additional research into EPAU working practices, accessibility, outcomes for
women, and cost-effectiveness (including prospects for new community
EPAUSs), drawing on the ‘Variations in the organisation of and outcomes from
Early Pregnancy Assessment Units’ (VESPA)? study and other studies.

16.NHS England should develop guidance for regional teams and Integrated
Care Systems on how EPAUs might work in networks so that women can
access care 24/7 without needing a referral from another healthcare provider.
In any area that is unable to offer 24/7 EPAU services, the Trust or Integrated
Care Board (ICB) must ensure that the EPAU should operate a minimum of
9am-5pm opening hours Monday to Friday, and reduced hours on a weekend.
The guidance should consider different models, such as establishing central



hubs and EPAUs in community settings and hospitals. These networks should
also support learning and the development of expertise across a geographical
area. Where additional funding is needed, this should be allocated.

17.NHS England must ensure that a Directory of Services (DoS) is created in
each region, that is locally owned and regularly updated, to ensure that any
patient calling 111 or using 111 online is correctly directed to appropriate
clinical care. The DoS should reflect EPAU availability to ensure that women
experiencing baby loss are accurately directed to the most appropriate
service. Where services do not currently exist, these should be commissioned
and funding allocated.

18. A minimum time allocation of 30 minutes per appointment within an EPAU
should be implemented.

Gynaecology Services

19. Gynaecology services must be prioritised by each Trust, including the ring-
fencing of dedicated gynaecology beds co-located in one area, on female-only
wards, and funding must be allocated for this.

20.Each ICB must provide a Gynaecology Day Assessment Unit (GDAU) that is
accessible all day, 7-days a week. This should ideally be attached to or be
near to an EPAU. The GDAUSs should be staffed by specialist gynaecology
staff with the ability to scan when necessary. Funding must be allocated for
this.

21.Women experiencing pre-24-week baby loss should never be cared for in
mixed-sex wards with shared facilities.

22.Women experiencing pre-24-week baby loss should be cared for by specialist
healthcare professionals who have received mandatory training in
bereavement care and support. Training resources are currently available
within the e-learning modules through the Workforce, Training and Education
directorate of NHS England, and we would welcome the development of
more.

Clinical Care Quality

Physical Health Care

23.National Institute of Clinical Excellence (NICE) must be urgently
commissioned to update their early loss guideline: Ectopic Pregnancy and
Miscarriage: Diagnosis and Initial Management (NG126) to allow NHS
England, to create a pre-24-week baby loss programme and plan for service
development and commissioning, to ensure that all updated guidelines are
embedded into clinical care. This will then allow each ICS to create a local
pathway based upon local needs. Key objectives would be to ensure
consistency around clinical care, mental health support, investigation and
standards of care, offered to all women. The guidelines must include the
following:



e |If a home pregnancy test reveals a positive pregnancy result 3-weeks
following a baby loss or pregnancy or loss symptoms persist, further
medical management should be offered to the individual. This may
include a clinical review, repeat urine tests, blood tests to check for
pregnancy hormones and/or an ultrasound scan.

e Clear integrated care pathways must be established across primary
and secondary care, which must include the updating of IT systems, to
allow communication with GP’s IT systems to safeguard that GPs,
community midwives, and health visitors are notified of a baby loss as
soon as it occurs.

¢ If individuals experience a pre-24-week baby loss, and requests an
appointment with their GP practice, a person-centred consultation
should be offered to them. If appropriate or requested by the individual,
their emotional health and/or implications for future pregnancies should
be discussed. Information about the impact on mental health and
trauma that may ensue following a baby loss should be provided, and
individuals should be advised that they can self-refer to NHS Talking
Therapies. Clinicians should actively encourage this self-referral if they
feel it would benefit the individual.

24.The provision of primary and secondary baby loss services should be audited
and evaluated by the ICS. This should be based on a quality standard created
by NICE based on their updated guideline.

25.Pregnancy after loss clinics should be established in each hospital offering
maternity care. These should be staffed by specialist gynaecology nurses
and/or midwives and led by a consultant. When a family is expecting a baby
following loss, additional clinical and emotional support is often required, and
by offering specialist support, individuals feel heard and understood.

26.To assist healthcare professionals in the care that they provide, and to
prevent individuals having to continually share their experience of loss, a new
standardised ‘Baby Loss Lanyard’ should be produced and made available to
women through the community midwife, A&E or EPAU. We have included a
lanyard within the ‘CCC Kit’ recommendation (rec 38), but this also needs to
be separately available for those who are not given a ‘CCC Kit'.

Mental Health Care

27.We recommend that further research, evaluation and piloting is required to
develop screening tools and pathways for women and their partners suffering
with mental health iliness, as a result of baby loss. Studies have
demonstrated the link between baby loss and Post-Traumatic Stress Disorder
(PTSD) and depression, which in some cases has resulted in suicide.

28.We recommend that psychological support for pre-24-week baby loss must
focus on both parents (not just the mother). The importance of the partner’s
mental health as a potentially integral element of the mental wellbeing of a



bereaved couple or family during and following baby loss, should be
recognised and acknowledged more widely.

29. Current mental health provision for individuals following pre-24-week baby
loss is insufficient and must be improved to ensure support is easily
accessible for anybody who needs it.

30. All healthcare professionals caring for women and their partners who
experience a baby loss must be made aware, through education and training
of the psychological impact of baby loss and the increased risk of PTSD and
suicide. This could be delivered via e-learning modules through the
Workforce, Training and Education directorate of NHS England.

31.Where any healthcare professional believes an individual needs evidence-
based psychological therapy, a referral must be made to the Perinatal Mental
Health team. Confirmation that the referral has been received must be given.

32.When a GP or GP practice is informed that a patient has experienced a baby
loss, a letter of support detailing baby loss support and counselling support
organisations should be posted or emailed, if the patient has given consent for
correspondence. This is to ensure that the patient knows that their loss has
been formally acknowledged and that they have access to details of support
organisations. A template is included in Annex G.

Pain Relief

33.The NIHR should commission research into pain management for pre-24-
week baby loss as our research has shown that patients are often left without
suitable or sufficient pain relief.

34.The Royal Colleges of Obstetricians and Gynaecologists, Nursing, Midwives
and GPs should develop resources and information to ensure support for
healthcare professionals regarding use of analgesia and anti-emetics for
anyone experiencing a pre-24-week baby loss.

Sensitive handling & storage of baby loss remains

35.We must have an enforceable guideline or regulation (in line with the Human
Tissue Authority (HTA) guidance) surrounding the sensitive disposal of pre-
24-week babies and baby loss remains, rather than guidance which is not
always followed.

36.The NHS in partnership with Zoe and Sam, should develop and deliver an
appropriate and sensitive receptacle to collect baby loss remains when a
person miscarries.

37.The NHS in partnership with Zoe and Sam, should develop and deliver an
appropriate, respectful container where baby loss remains may be stored
following a miscarriage.

38.We are currently working to develop a ‘Baby Loss Kit’ called the ‘CCC Kit’
(Compassionate Clinical Care Kit), to be provided to women when a



miscarriage is expected or likely to take place in a home setting or in a clinical
setting. The ‘CCC kit should comprise a receptacle and a container to collect
and store the baby’s remains, clear instructions for the clinician regarding how
to explain the use of the kit to the woman (e.g. using patient-led language),
clear instructions for the woman on what to do, what to expect, and should
include emergency contact details. Ideally, the kit would also include a lanyard
that a person could wear when accessing help or support in any clinical
setting, so medical staff are aware of their previous or current loss. The ‘CCC
Kit' should be available from all NHS hospitals, GP practices, community
health services, pharmacies, etc. The ‘CCC Kit’ should also be offered to
people who are pregnant again following a previous loss.

The CCC Kit

The Compassionate
Clinical Care Kit
For Miscarriage

39.EPAUs and A&E’s should ensure that cold storage facilities (e.g. a dedicated
refrigerator) are available to receive and store baby remains / pregnancy
tissue 24/7, so that people aren’t asked to store them in their home
refrigerators.

40.Each Trust should offer a choice of personalised, individual or communal
funeral services to all individuals who experience pre-24-week baby loss. All
parents should be given the opportunity to attend their baby’s funeral,
whichever type of funeral they choose.

Palliative Care

41.Each Trust and ICS should establish and implement a clear clinical pathway
(based on the British Association of Perinatal Medicine (BAPM ) Guidelines?®,*
and the Together for Short Lives Perinatal Pathway for Babies with Palliative
Care Needs®) for pre-24-week gestation babies born with signs of life that
encourages professionals to work together across multidisciplinary teams and
local services to provide sensitive parent-centred end of life care, enabling
families to spend time with their baby, and create precious memories.

42.To reduce regional variations in neonatal death rates, all clinicians caring for
women and babies born before 24-weeks gestation should be required to
undertake training in the MBRRACE-UK (Mothers and Babies, Reducing Risk
through Audit and Confidential Enquiries) national clinical guidance for the



‘Determination of signs of life following spontaneous birth before 24+0 weeks
of gestation’® where, following discussion with the parents, active survival-
focused care is not appropriate’. Whilst this clinical guidance has been in
place since 2020, there is still much confusion and inconsistency in its
delivery.

Recurrent miscarriage

43.Working with the Royal Colleges, NHS England should develop standardised
primary and secondary care clinical guidelines for pre-24-week baby loss, and
the RCOG should further revise their Green-top Guidelines, so that local
service providers and commissioners can update their local guidelines and
service provision. The guidance should include:

Following the first loss, if individuals experience a pre-24-week baby
loss, and request an appointment with their GP practice, a person-
centred consultation should be offered to them. If appropriate or
requested by the individual, during this appointment the individual’s
baby loss experience and future pregnancies should be discussed.
Information about the impact on mental health and trauma that may
ensue following a baby loss should be provided, and individuals should
be advised that they can self-refer to NHS Talking Therapies.
Clinicians should actively encourage this self-referral if they feel it
would benefit the individual.

Following two losses, an appointment should be made for blood tests,
including full blood count and thyroid function and other necessary
investigations. Depending on the results of these tests, along with any
other pre-existing or chronic physical or mental health conditions,
referrals should be made to the relevant specialism.

Following a third baby loss a consultant-led appointment should be
offered, at a specialist recurrent miscarriage centre where possible, so
additional tests, including genetic testing, scanning, screening and
treatment, may be offered.

The standardised primary and secondary care clinical guidelines
should include flexibility to accommodate and prioritise differing factors
such as advanced maternal age, infertility, recurrent loss, and other
medical conditions.

44.Individuals recognised as high-risk for baby loss at their booking appointment
or at any time during pregnancy should receive personalised care pathways,
which may include a higher level of care and monitoring.

45. Specialist recurrent loss clinics should be developed in each region and offer
a holistic service approach.

46.We recommend that an NHS-wide flag system should be implemented, so
that pre-24-week baby loss can be highlighted on parent’s patient notes. This
will help healthcare professionals to be aware of any previous losses and
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assist them in providing a compassionate and sensitive care experience,
without the individual having to repeatedly recount their story of loss. This
should work in tandem with the lanyard recommendation (rec26).

47.The GMC should look to introduce credentials in Early Pregnancy Loss, and
the RCOG and The British Society of Gynaecological Endoscopy (BSGA)
should consider the opportunities to improve the specialist pathway in Early
Pregnancy Loss.

48.The RCOG and The Association of Early Pregnancy Units (AEPU) should
review training opportunities in Early Pregnancy Loss, Emergency
Gynaecology, Prenatal Diagnosis and Recurrent Loss to ensure they meet the
need for specialists in this area.

49.In a subsequent pregnancy, an early reassurance scan should be offered and
the woman and her partner should be signposted by their midwife to
appropriate services for ongoing emotional support and psychological
support, to help manage anxiety levels.

Ambulance Service

50. There should be a review of guidance and training modules for all current and
future ambulance staff, to ensure they are mentally equipped and
appropriately trained in the management of pre-24-week baby loss. Where a
training deficit is identified, this should be immediately addressed and
protected time to attend additional training should be sanctioned.

Termination for Medical Reasons (TFMR) — Private providers

51.We understand that hospitals are limited in their capacity and workforce to
perform surgical terminations and the majority of patients undergoing a TFMR
are referred to the independent sector, therefore it is imperative that all
providers have robust protocols and pathways in place for TFMR patients.
The NHS and independent providers must have carefully coordinated
pathways in place for women and their partners undergoing TFMR. Hospitals
and independent service providers should seek to ensure that the partners of
patients, or a person of their choice, undergoing a termination can attend the
appointment at the clinic if this is what the patient requests. Excluding
partners from what can be an equally distressing experience for both partners
is unacceptable. Where possible, people experiencing a TFMR should not be
cared for alongside patients who are choosing to end an unwanted
pregnancy.

Sonography

52.Further oversight and governance of the profession of Sonography is
essential to ensure that patients are offered safe and compassionate care.
We are aware of the impending report from the Society of Sonographers that
supports this. We therefore recommend that all sonographers should hold a
UK qualification from the Consortium for the Accreditation of Sonographic
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Education, or overseas equivalent, as called for by the British Medical
Ultrasound Society (BMUS).

53. All sonographers who may need to break unexpected bad news to parents
should be required to undertake training on ‘Consensus Guidelines on the
Communication of Unexpected News via Ultrasound’” and/or other courses to
develop their skills.

Addressing disparities

54.The NIHR should commission additional research into why there is an
increased risk of pre-24-week baby loss in women from Black, Asian and
ethnic minority backgrounds and people from socio-economically deprived
areas, and what may be done to minimise these risks.

55.National and local guidance should be developed to sensitively address the
varying support needs of people who experience a pre-24-week baby loss
resulting from alternative routes to parenthood, such as adoption and
surrogacy.

56.We support the Law Commission’s proposal on creating a new surrogacy
pathway that will allow the intended parents to be the legal parents of the child
from the moment of birth® and recommend that this also includes from the
moment that baby loss occurs. This would eliminate the multiple obstacles
faced by surrogate parents when arranging funeral/cremation services.
Support for the intended parent and the surrogate mother should be offered.

Bereavement Care and Support

57.NHS England must increase capital investment to ensure adequate facilities
are provided for bereaved parents. Bereavement suites, counselling rooms,
and private spaces should be available to all families regardless of the baby’s
gestational age. Women and their partners should not be expected to receive
unexpected bad news, discuss treatment options, or grieve in public spaces.
Funding should be allocated for this.

58.NHS England must focus on recruiting and retaining more specialist
gynaecology nurses and bereavement midwives, with equality of banding and
pay. These roles are imperative to the delivery of safe and compassionate
care to families experiencing baby loss, however due to them not being
prioritised by all trusts, these roles are chronically underfunded and
undervalued.

59.NHS England must ensure that specialist ‘bereavement teams’ are
established in all hospital trusts to ensure that best practice is applied service
wide. These teams should include the Bereavement Lead Midwife, Lead
Gynaecology Nurse, Lead from EPAU, Lead from A&E (where applicable),
Lead Chaplain, Lead of Neonatal, Lead of Paediatrics, the Trust Bereavement
Services Lead, and the Mortuary Manager. The team should meet at least
monthly to review cases, share learning and best practice and develop
policies and procedures to create a forward-thinking maternity bereavement
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service for baby loss at all gestations. This team approach would ensure that
regardless of in which department the loss occurs, the same level of
emotional care and practical support is offered.

60. All Trusts must ensure they have a sufficient number of key staff who are fully
trained (having undertaken the Perinatal PM Consent Training Programme or
similar) in taking consent for post-mortem and the histological and genetic
testing of early pregnancy loss remains, and that only these staff should be
permitted to seek consent for a post-mortem. Additionally, it is essential that
they are fully conversant with the current national and local consent
processes relating to this, to ensure that all individuals considering these
investigative procedures receive high quality information in a timely manner.
All Trusts should monitor this training and compliance.

Baby Loss Certificate

61.In recognition of a life lost, the Government must ensure that an official
certificate is available to anyone who requests one after experiencing any loss
pre-24 weeks gestation. The certificate must be back datable with no cut-off
point, so people with a historic loss may also access this long-requested
recognition. The certificate must be available to anyone regardless of the type
of loss they have experienced. Parents must have the option to be able to
supply evidence of the loss, but this should not be mandatory. The wording on
the certificate should be adaptable (including an option to add a baby’s
name), as it is vital that parents are able to choose the language they prefer.
The certificate should be available as a download or as a hard copy. The
certificate needs to be accessible by all, not just by people with access to a
computer. This also needs to be available to both parents. To ensure the
certificates remain credible, the applicant should be required to provide
identity verification. The certificates will not be legal certificates but will be
official government-issued ones, and should look official, rather than just
commemorative, as it is crucial to families that they have official recognition of
their loss. We will continue to partner with the Government to design and
deliver this as quickly as possible.

Primary and Secondary Care Chaplaincy

62. All bereavement support services provided by each Trust and healthcare
provider must ensure that the spiritual and cultural care needs of each patient
are met and that hospital chaplaincy/pastoral services are offered to all
individuals and their partners experiencing loss regardless of the type of loss
or gestation.

63. A Primary Care Chaplaincy/Pastoral service has already been trialled in
multiple areas including Birmingham, Dudley and across Scotland. GP’s are
able to socially prescribe listening services to patients®,'?,'". This should be
rolled out across all Primary Care nationally.
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Patient Records, IT and Data

64.NHS England should issue guidance to all staff on using electronic patient
records systems regarding the recording of pre-24-week baby loss. The data
fields for recording such losses and generating notices to other electronic
patient notes systems (e.g. GP patient records) must be made mandatory to
prevent patients from being notified of outstanding maternity appointments
and scans in error. We understand that this is a long-term objective rather
than something that can be achieved both easily and quickly, but this must be
prioritised in the current digital transformation programme.

65. People should be able to inform their GP that they are pregnant or that they
have had a pre-24-week baby loss via apps such as MyNHS or MyGP or an
alternative simple system. The system should trigger push notices to ensure
that the patient has relevant information on pregnancy, baby loss, mental
health care and support services.

Monitoring data

66. Whilst it would be beneficial to have published data of all pre-12-week baby
loss, and we would fully support it if it could be accurately collected, our
extensive investigation and consultations have shown that the current data
collection systems are unable to deliver this. Furthermore, because the
majority of baby loss occurs outside of primary and secondary care settings,
and as it is the choice of the individual to disclose a baby loss, it would be
impossible to gather any accurate data. Experts in NHS digital data collection
systems have stated that even if it was possible to collect some data, the
inconsistency of this information could be detrimental to the provision of care,
as the data collected would not reflect the true scale of the problem. However,
we recommend that the NHSE Transformation Directorate or NIHR should
undertake research into the feasibility of pre-12-week data collection.

67.The DHSC should commission NHS England’s Transformation Directorate to
collate and publish monthly data on all mid-trimester loss (i.e.12-23 weeks + 6
days gestation). Monthly reports providing data that can be delivered from
existing data sets, should be identified and published as soon as possible.

The Workplace

68. All organisations should update their HR policies and practices to adequately
support staff who experience pre-24-week baby loss.

69.The NHS should be a leading example in offering excellent bereavement
support and leave to staff who experience pre-24-week baby loss. We
recommend that up to 10-days paid leave for the person who is pregnant and
5-days for the partner should be provided for any pre-24-week baby loss. A
‘Fitness for Work’ statement from a GP should not be required unless
additional time off is required. This paid time off should not be used for
‘sickness trigger’ purposes. In addition, NHS employees (both the person
experiencing the loss and their partner)should be offered paid time off for
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appointments linked to pregnancy or baby loss, and flexible working
arrangements should be offered where possible.

70.Each Trust should offer reasonable bereavement leave and remove any
restrictions limiting bereavement leave to 3 days per year.

71.Trusts should not group bereavement, sickness and parental leave in the
same category.

72.The NHS must put adequate mental health support in place for all NHS staff.

73.The NHS must instruct Trusts to offer regular restorative clinical supervision
sessions to staff who are working with loss on a daily basis, examples of
which are bereavement midwives and antenatal screening midwives. Staff
debriefing sessions should be set up by managers to support anyone affected
by their work with pre-24-week baby loss, to help reduce stress and burnout.

Legal Age of Viability

At the start of this Review, in response to requests from MP’s, we initially
considered reviewing whether the legal age of viability should be reduced from 24
weeks to 20 or 22 weeks in line with some other countries. However, it was
decided following an Advisory Panel meeting that this was outside of the scope of
the Terms of Reference for this Review.
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Chapter 1. Introduction

. Since the inception of the NHS in 1948, the policy of successive governments
has been to improve the provision of maternity care so that women, their partners
and their families are cared for in a way that meets their personal needs and
choices while ensuring safe outcomes for both mothers and babies. This vision
was reiterated in Better Births'?, the report of the National Maternity Review, and
in the National Maternity Safety Ambition to halve the rates of stillbirths, neonatal
and maternal deaths and birth-related brain injuries by 2025"3.

. Improving the experience and safety of maternity care is right and extremely
important, however, the attention of policymakers and the NHS has been
predominantly focused on having a safe birth. Comparatively little policy attention
has been directed towards improving the experience and outcomes throughout
the early stages of pregnancy despite many families being affected by pre-24-
week baby loss. The NHS is a world pioneer in early baby loss care with the
development of EPAUs to provide dedicated services for pre-24-week baby loss.
We are privileged to have some of the best clinicians and facilities providing
world-class care and research, but there is still much more that needs to be done
to improve the availability and accessibility of these services as well as care
quality and experience for women and their partners.

. For many years the poor and often substandard care of those who have
experienced early baby loss has been reported in the press and to organisations
such as the DHSC and the NHS. Disappointingly, this has resulted in very little
change. Whilst there have been improvements in recent years in the care and
support for those experiencing later losses, i.e. stillbirth and neonatal death,
improvements in the care and support for individuals experiencing early loss are
sadly lacking. In 2023, we are still hearing countless stories from people who are
traumatised by their care experience and feel angry and dismayed at the total
lack of compassion and support afforded to them during such a distressing time.
We understand that these challenges that have existed for decades cannot be
corrected overnight. However, with the appropriate resources and funding and a
firm commitment from the Government to implement the recommendations
contained within this report, the Government could revolutionise the clinical and
emotional care of all those experiencing early baby loss.

. The All-Party Parliamentary Group on Baby Loss (APPG) have made huge
strides in raising awareness of baby loss and are committed to seeing
compassionate care and excellent clinical practice across primary and secondary
care. The APPG pushed for the creation and implementation of standardised
bereavement care and this led to the DHSC commissioning the National
Bereavement Care Pathway (NBCP)'4.

. The scale of the work involved in this review has been unparalleled. We have
witnessed many NHS staff, community leaders, charities and others going above
and beyond the call of duty to support and care for families tragically touched by
loss whilst they themselves receive little or no support or resources to do so.
Sadly however, over the past five years we have heard from many families who
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have been failed by a seemingly broken or ineffective system and are desperate
to see a change.

. Whilst pre-24-week loss is sadly common, it doesn't make it any less painful. The
loss of a baby is a profound and life-changing event for many people. We owe it
to all individuals in England whom each year will experience the loss of a baby,
and to each baby that has died, to improve the care and support that is offered
because each of these families deserves better care.

. Due to Brexit, the Covid-19 pandemic and pressures within the DHSC, it has
taken five years for this Review to reach completion; therefore, the
recommendations in this document must be actioned without delay. Furthermore,
we request to lead an independent working group to ensure the changes we have
recommended are implemented and sustained.

. The Covid-19 pandemic has also had a significant negative impact on access to
GP, emergency and hospital-based services for individuals and their partners
experiencing baby loss.

. During the Review process, there have been some substantial developments in
health care:

e In April 2021, NHS England announced the development of new maternal
mental health hubs to provide services to new, expectant, and bereaved
mothers as part of the NHS Long-Term Plan. These clinics integrate
maternity, reproductive health and psychological therapy for individuals
experiencing mental health difficulties directly arising from, or related to,
the maternity experience including for people who lose babies pre-24
weeks gestation'®. 35 Maternal Mental Health Services are operational
and accepting women onto caseloads. By March 2024, services will be
rolled out across all 42 Integrated Care Systems.

e Also, in April 2021, ‘The Lancet’ published ‘Miscarriage Matters’ - a series
of three papers which review the epidemiological, physical, psychological,
and economic costs of early pregnancy loss.'® The authors estimated the
short-term national economic costs of miscarriage, associated with
immediate costs to hospital and community health and social services, to
be £471 million annually to the UK and suggested recommendations to
improve outcomes.

e NHS England published equity and equality guidance for local maternity
systems in September 2021'7. Local Maternity and Neonatal Systems
(LMNS) began publishing their Equity and Equality plans in October 2022
which set out how the NHS will work in partnership to improve equity for
women and babies and race equality for staff. The Maternity Consortium is
undertaking work to implement these plans

e In May 2022, the DHSC and NHS launched the Voluntary, Community and
Social Enterprise (VCSE) Health and Wellbeing fund which aims to
support women’s reproductive wellbeing in the workplace™®.
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e In July 2022, DHSC published the first Women’s Health Strategy for
England’® which included our proposal for introducing a ‘National
Certificate of Baby Loss’. Details on why we made this proposal and our
recommendations for how the scheme should work are provided in
Chapter 9. We were, however, extremely disappointed that the Women’s
Health Strategy contained little else relating to baby loss.

10. When visiting hospitals, units, and facilities, we witnessed exceptional care where

11.

doctors, nurses and staff went out of their way to offer excellent care and support.
We heard from patients who felt forever indebted to the staff who had cared for
them and considered them as ‘their heroes’ as they had literally held their hand
through the worst time of their life. We saw passionate employees trying to
change systems and make a lasting difference in their places of work. Sadly, we
also witnessed and heard shocking accounts of poor patient experience.
Common themes that were discussed with us included a lack of kindness and
compassion, often seen as a result of poor training and education or due to time
pressures, and a lack of respect or dignity given to the baby or pregnancy loss
remains. At one hospital, we were horrified to learn that miscarried babies were
regularly being disposed of in the clinical waste bin in A&E because the member
of staff involved believed that this was the process. At another Trust, we
discovered that babies up to 22 weeks were being sent from the gynaecology
ward to the mortuary in placenta buckets. We heard alarming accounts, on more
than one occasion from gynaecology, A&E and labour ward staff, (including
cleaning staff and porters) who had accidentally discovered miscarried babies
and babies with signs of life in bed pans or kidney dishes in the sluice. At one
hospital, we were shocked to hear that people's race played a part in whether
they were offered pain relief or not. Staff reported that they did not offer pain relief
to black women ‘as black people rarely complain, unlike white people’

Whilst we met many passionate doctors, nurses, midwives, and ultrasound staff,
we also sadly witnessed teams who shared with us how burnt out, demotivated,
and disillusioned they were with the system. Many expressed how they were
constantly under extreme pressure and felt devalued and unsupported by
management with little or no recognition of the emotional impact of the nature of
their work or duties.

12.From the extensive work of this Review, and through our professional work, we

know that these examples are sadly only the tip of the iceberg and it is essential
that we see a radical change in the way that care is delivered to bereaved
families and their babies. Through the work and findings of this Review, we now
have an incredible opportunity to further improve the compassion, safety and
quality of care for all families experiencing baby loss across England.

Scope of the review
13.The Review’s Terms of Reference were published in March 2018 (Annex B). The

purpose of the Review was to consider:

e The impact on families of the current threshold of 24 weeks gestation
before being able, formally, to register a baby loss if they so wish.
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e Whether it would, on balance, be beneficial to look at legislative options to
amend existing primary legislation to allow parents to register a baby loss
if they so wish.

e Options to improve NHS gynaecology and maternity care practice for
parents who experience a miscarriage and other causes of baby loss.

14.The Terms of Reference specifically set out that the Review would not consider
changing the existing laws on abortion. They acknowledged, however that
recommendations for improving care and support may be relevant to those who
choose to terminate a much-wanted pregnancy, for example due to congenital
anomalies. For the purposes of this Review, we interpreted ‘pre-24-week baby
loss’ to include:

e Miscarriage at any gestation - the loss of a pregnancy during the first 23
weeks of gestation.

e Ectopic pregnancy - when a fertilised egg implants itself outside of the
womb, usually in one of the fallopian tubes.

e Molar pregnancy (hydatidiform mole) - where an abnormal fertilised egg
implants in the uterus. The fetus doesn't form properly in the womb and a
baby doesn't develop. A mass of abnormal cells grows in the womb
instead of a healthy fetus.

e Termination for Medical Reasons (TFMR) & Termination of Pregnancy
for Fetal Anomaly (TOPFA). For the purpose of this review we will use
the acronym TFMR. The ending of pregnancy by removing an embryo or
fetus by either medical (i.e. taking medication to end the pregnancy) or
surgical (i.e. a surgical procedure to remove the pregnancy) means.

Some people may choose to terminate a pregnancy if screening tests
show that the baby has a serious abnormality.

e Twins and higher multiple loss - when one or more babies from a
multiple pregnancy die during pregnancy or birth. In 2021, there were
8,470 pregnancies with multiple births, equivalent to 13.7 multiple births
per 1,000 pregnancies in England and Wales?°. Twin and multiple
pregnancies, which are considered to be at higher risk of adverse
outcomes compared to singleton pregnancies, have risen significantly over
the past 30 years due to advances in reproductive medicine?!. Intrauterine
fetal deaths of one twin complicates up to 6% of all twin pregnancies.??

Terminology

15. Pre-24-week baby loss and bereavement is a highly personal and emotive
subject. The words and language that people use to describe their experience, as
well as the loss itself, will reflect their individual and unique feelings, values and
beliefs, which may change over time. We have endeavoured to use language that
is respectful and sensitive. In some cases, we have chosen to use particular
words (e.g. ‘baby’ or ‘parent’), but in so doing we recognise that they are not
equally applicable for all people. For the purposes of this report:
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The term ‘baby’ is used to describe the child from the earliest stages of
pregnancy. Many of the parents we work with and the vast maijority of
families we met with for this review identify their baby as an individual and
they loved them from the moment they discovered that they were
pregnant. It is important, however, to acknowledge that some people do
not use the term ‘baby’ and will be more comfortable with medical
terminology such as ‘embryo’, ‘fetus’ or ‘pregnancy’ and they may not find
the term ‘baby’ to be appropriate in their situation.

The terms ‘woman’ and ‘women’ are used throughout this report as this is
the gender that most people who become pregnant and experience a baby
loss identify as, although we understand that not all pregnant people self-
identify as women and may prefer to be identified as ‘birthing person’.
Loss and grief are equal but unique experiences for everyone regardless
of gender. Throughout our work on this Review, we have sought to
understand the similarities and unique differences that all people
experiencing baby loss go through and to make recommendations to
improve the quality of care for all.

The terms ‘parents’, ‘mothers’ and ‘fathers’ are used to refer to
expectant or bereaved people who identify as the parents of the deceased
baby including surrogate parents. Many people we work with consider
themselves parents from the time they discover they are, or were,
pregnant, while others will not.

The term “family’ is used to refer to a group of people having a shared
commitment to a mutual relationship. Some families may be legally related
by blood, marriage, civil partnership, or adoption while other families
choose not to demonstrate their commitment through religious or civil
processes.

The terms ‘healthcare professional’(HCP) and ‘clinician’ are used to
refer to someone, such as a nurse, midwife, therapist or doctor, who has
qualifications in an area of very skilled health work and are regulated by a
professional body such as the General Medical Council or the Nursing and
Midwifery Council.

The term ‘staff’ is used to denote all people, both clinical and non-clinical
that a bereaved family may come into contact with while in a healthcare
setting such as a GP surgery, a community clinic or a hospital.

The term ‘baby loss’ is used throughout this report to refer to losses
which occur in the first 24 weeks of pregnancy (although elsewhere it can
be used to refer to all losses regardless of gestation). We appreciate that
some individuals may prefer the term ‘pregnancy loss’ or other widely used
terms, but following the parent consultations, it was determined that ‘baby
loss’ was the preferred term for the majority of people.
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Chapter 2. How we carried out our work

16.We were invited to chair this Review because of our extensive knowledge,
training, expertise in this area of healthcare, and also due to our personal lived
experience of baby loss. The overarching principle for both of us has been to
have the voice of people who have experienced pre-24-week baby loss at the
very heart of this report and its recommendations. It has been imperative for us to
meet and hear from people with various lived experience of baby loss, to better
understand how the care they received has impacted on their physical and
emotional well-being. Feedback on which elements of their care experience could
have been improved as well as aspects of the care and support they received,
which made a positive difference, were essential components to us being able to
make the recommendations within this report.

17.1t was equally important for us to meet with those who provide clinical care and
emotional support in order to understand the intricacies and challenges of their
jobs, the local and system-wide issues that might make it difficult to deliver high-
quality and compassionate care, and the impacts on their own mental health and
well-being.

18.In considering questions around certification of pre-24-week baby loss, we met
with local authority registrars, the National Panel for Registration and officials at
the General Registrar’s Office. We also met virtually with officials in Florida (USA)
and New South Wales (Australia) who introduced the first certificate of early baby
loss schemes in their respective countries.

19. We conducted extensive meetings in England, Wales and Scotland, and with
international colleagues, which included:

e Visits to healthcare settings and meetings to consult with care
providers about how baby loss is managed and observe current clinical
practices. Locations included Emergency Services (i.e. 111, Ambulance
and Accident and Emergency (A&E) Departments), Hospital Maternity and
Gynaecology Wards, Mortuaries, Sonography Departments, and Early
Pregnancy Assessment Units and visits to specialist clinics for miscarriage
prevention and research.

e Consultations, Focus Groups and Workshops:

i. People with lived experience: We convened focus groups in
Birmingham, London, Manchester, and Coventry for people who
had experienced early baby loss. In addition, we met with many
individuals, couples and families on a one-to-one basis.

ii. Charities and Faith Groups: Parent support organisations and
bereavement charities provide a critical role in providing information
and support to pregnant women and bereaved parents. We invited
several national bereavement care charities to a roundtable
workshop to explore their experiences, challenges, and potential
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solutions. We also had one-to-one meetings with other charities and
faith leaders.

iii. Healthcare professionals: Through roundtable discussions, day-
long hospital and clinic visits, and individual meetings we spoke to
and shadowed healthcare professionals working in many different
capacities, and geographical regions to understand the challenges
they face and what changes they feel should be made to improve
care. We also heard and witnessed examples of excellent practice.

iv. Government, other National and Local Organisations and
academics: These include but are not limited to the Royal College
of Obstetricians and Gynaecologists, the Royal College or
Midwives, the Royal College of Nursing, the Royal College of
General Practitioners, NHS England, NHS Supply Chain, the Office
for Health Improvement and Disparities, Health Education England
(this is now the Workplace, Training and Education Directorate), the
NHS Transformation Directorate, the Bereavement Midwives
Forum, the Department of Health and Social Care, the General
Registrar’s Office, the National Panel for Registration, NHS
Business Services Authority, and the All-Party Parliamentary Group
for Baby Loss.

e Bereavement midwife survey and Forum: We carried out an online
survey for bereavement midwives to gather information about their
experiences and recommendations. We also attended National
Bereavement Midwife Forum meetings and met with individual
Bereavement Midwives.

e Academics: We met with clinical and non-clinical academics to learn
about the latest research studies in physical and mental health care and
bereavement care.

e Desk-based research: We carried out extensive literature reviews to
gather information from qualitative and quantitative research on baby loss
care and registration practices.

20.An Advisory Panel was established comprising representatives from professional
clinical bodies, leading national bereavement charities, people with lived
experience of pre-24-week loss, Registrars, interested Parliamentarians, and
others. They met four times and reviewed a draft copy of the recommendations
prior to publication.
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Chapter 3. Understanding the scale of pre-24-week baby
loss

21.This chapter sets out the quantitative data that is currently available about pre-24
week baby loss and the impact on NHS services.

22.Baby loss is a tragic but sadly common adverse pregnancy outcome; however, it
is not possible to know exactly how many pregnancies end before the 24" week

of gestation. Complete data on the number of all of the types of early baby loss

covered by this Review is, unfortunately, unavailable. We only have data on case
numbers for births (Figure 1) and TFMR under Ground E (in which a termination

may take place at any gestation if two doctors agree that ‘there is a substantial

risk that if the child were born it would suffer from such physical or mental
abnormalities as to be seriously handicapped’) (Figure 2).

Figure 1
Live Births and Stillbirths in England
(Source: Office for National Statistics, Births in England and Wales Reports)
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Figure 2

Termination for Medical Reasons
(Ground E: Alone or with A, B, C, or D)

(Source: Department of Health and Social Care, Abortion statistics for England and Wales)
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23.1t has been estimated that around one in 80-90 pregnancies in the UK is an
ectopic pregnancy?32425, Cases of ‘miscarriage’ are hard to quantify because
some women who experience a miscarriage do not report this to a healthcare
provider. For very early losses, women may not even be aware that a miscarriage
is taking place and may assume the bleeding is a normal menstrual period.
Recent studies have estimated the risk of miscarriage to range between 15%32 -
30%?’. It is estimated that there are around 250,000 miscarriages in the UK each
year?® which, based on the number of births in each UK country, would equate to
around 214,500 miscarriages in England each year. Molar pregnancies can also
be hard to quantify. There are often no signs that a pregnancy is a molar
pregnancy. It might be identified during the first pregnancy ultrasound scan at
around 8 to 14 weeks. Some people only find out after their pregnancy ends with
a miscarriage if the tissue is examined?®. Twin and multiple pregnancies also
pose a higher risk of loss, with the poorest outcomes for Black, African,
Caribbean, Pakistani and Bangladeshi women, especially those from deprived
areas®.

Disparities

24.There is an increased risk of loss for women from Black, Asian and ethnic
minority groups. The Lancet series reported that Black women are at a 40%
increased risk of experiencing a miscarriage®'. Furthermore, people from low-
income and deprived areas are also a greater risk of loss due to environmental
and other factors. The charity, Five X More, are committed to highlighting and
changing black maternal outcomes in the UK®?. We need to see more research
into the complex factors underpinning such disparities and more work across all
ethnic minority groups and socio-economically disadvantaged groups to ensure
disparities are addressed.
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Hospital Activity Data

25.While we might not be able to know the true number of baby losses, data on
hospital activity in England relating to these conditions is available from NHS
England Hospital Episode Statistics (HES) and the NHS England Emergency
Care Data Set. NHS England also publishes an annual report on maternity
statistics for England which includes data on miscarriage and ectopic
pregnancies that result in an NHS hospital stay. With this information, we can at
least begin to build a picture of the numbers seeking care and the demand for
NHS services.

Hospital Admissions

26.The numbers of miscarriages (ICD103 diagnostic code O03), ectopic
pregnancies (diagnostic code O00), molar and other irregular pregnancies
(diagnostic codes O01 and O02) which resulted in a hospital stay for the past
twelve years are provided in Figure 3. Inpatient admissions for miscarriages have
declined by about 22% from 43,005 in 2010-11 to 33,352 in 2021-22. Inpatient
admissions also declined by about 33%for molar and other irregular pregnancies
from 29,117 in 2010-11 to 18,855 in 2021-22. Inpatient admissions for ectopic
pregnancies have remained relatively constant at an average of about 10,700 per
year.

27.Most hospital admissions for pregnancy losses are classified as emergency
admissions (Figure 4). On average between 2010-11 and 2021-22, 62% of
miscarriage admissions, 86% of ectopic pregnancy admissions and 38% of
admissions for molar and other irregular pregnancies were emergency
admissions.

Figure 3

All Inpatient Admissions NHS Digital
Sources: Miscarriage and Ectopic Pregnancy - NHS Maternity Statistics, England -2021-22 Molar
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Figure 4

Emergency Admission
Source: NHS Digital Hospital Admitted Patient Care Activity Statistics
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NHS England reports on A&E activity (i.e. A&E attendances in NHS hospitals, minor
injury units and walk-in centres) since 2007-08 however until 2020-21, information on
pre-24-week baby loss was included under the broad heading of ‘obstetric
conditions’. From 2020-21, this information has been provided for miscarriages,

ectopic and molar pregnancies (Figure 5).

Figure 5

Hospital Accident & Emergency Acitivity
Source: NHD Digital Hospital Accident & Emergency Acitivity Annual Reports
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Outpatient Attendances

28.While inpatient admissions have declined, outpatient attendance data for
miscarriage, ectopic and molar pregnancies show a significant increase between
2010-11 and 2021-22 (Figure 6). When we looked at the information on data
quality, however, it was clear that many healthcare providers did not submit data
on baby losses in the earlier years. Over the past 5 years, there have been on
average around:

e 4,000 outpatient attendances for miscarriages,
e 844 for ectopic pregnancies, and

e 4,072 for molar and other irregular pregnancies each year.

Figure 6

Outpatient Attendances
Source: NHS Digital Hospital Outpatient Activity Statistics
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Impact of Covid-19

29.The Covid-19 pandemic significantly disrupted NHS services. NHS guidelines to
prevent infection restricted access to in-person services unless absolutely
necessary. For miscarriages, inpatient admissions and outpatient attendances
decreased 14% and 11% respectively from 2019-20 to 2020-21. Inpatient and
outpatient activity for molar and other irregular pregnancies also decreased in the
first year of the pandemic, but there were no changes in inpatient or outpatient
activity for those with an ectopic pregnancy.

30. The Covid-19 guidelines that prohibited an individual’s partner from attending
NHS settings could have influenced many decisions not to seek professional care
while experiencing baby loss. Many people could not face going through such an
experience alone. It was completely unacceptable for partners to be excluded
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from NHS care settings when they were also a parent and equally affected by the
loss, and these restrictions should never be implemented in the future.

31.Unfortunately, pre-Covid-19 pandemic data on A&E attendances is not available.
The data that is available shows a 25% increase in A&E attendances from 2020-
21 to 2021-22 for both miscarriages and also ectopic pregnancies.

Summary

32.The data that is currently available does not enable us to understand the overall
scale of pre-24-week baby loss in England. This is especially the case for
miscarriages, molar and other irregular pregnancies. Without this information, it is
more complex to adequately provide the clinical services, emotional support, and
the information that individuals experiencing loss require.

33.We have shown in this chapter that mid-trimester data on pre-24-week baby loss
(i.e. losses occurring 12-23 weeks + 6 days gestation) is available in NHS
datasets that record clinical care when losses occur in hospital. Information is
also available from the Maternity Services Data Set which collects information
during the pregnancy booking appointment on any previous losses less than 24
weeks and the discharge reasons from maternity services34. Discharge reasons
include ‘miscarriage’ and ‘termination of pregnancy less than 24 weeks. The
reasons do not specifically include ectopic or molar pregnancies.

34. 1t is important to note that not all baby loss occurs in a hospital setting, in fact the
majority do not. Some information on these cases is collected by the Ambulance
Data Set which is currently in development and also via GP records where
women may have informed their GP about a loss for which they did not seek
NHS hospital care.
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Chapter 4. Care for women and their partners

35.When a pregnant woman books with a maternity service, their care pathway is
clearly set out. They will have a named midwife who will coordinate their care
based on their personal clinical needs and individual choices. They will be
provided with information to help them understand their pathway and schedule of
appointments and scans. They may be referred for some aspects of care to be
provided by specialist doctors or midwives if there are concerns about their health
or the health of their baby, but overall responsibility for their care will reside with
the maternity service. In most cases maternity care ends around 10 days after
birth when the individual and their baby/babies are discharged from maternity
services to the care of their GPs and health visitors.

36.When a baby dies before 24 weeks gestation, the care pathway often
disintegrates (Figure 7). Depending on the duration of the pregnancy and where
they reside, a woman may no longer be able to receive care from their local
maternity service. In an emergency, many people are unclear whether they
should call 111, the ambulance service, or their GP or whether they should attend
A&E or an EPAU. The change in pathway and having to navigate an unfamiliar
system only serves to compound the misery and isolation for an individual
experiencing loss.

37.1t is important to add that those individuals experiencing early loss will not yet
have booked with a midwife and entered onto the maternity pathway and will
therefore also be unaware of how to access appropriate care and support. We
need to see an immediate change to this.

Figure 7 — Navigating baby loss services is confusing
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Education and Information

38.People experiencing pain and bleeding in early pregnancy will naturally be
concerned and often distressed. This is not only because they are worried that
something may be wrong but is often because they don’t know who to call or
what to expect when they do call. When this happens late at night or away from
home, it can be particularly stressful.

39. From our extensive experience and from the feedback that we have received
whilst conducting this Review, we have serious concerns around the lack of
information and choices offered to individuals and their partners experiencing
pre-24-week baby loss around what is likely to happen to them and to their baby.
Some of the families we met with during this Review reported feeling uninformed,
undermined and even patronised by healthcare staff. We are also concerned
about the considerable, unwarranted variation that exists in the clinical and
emotional care that is provided to people experiencing baby loss. This variation in
care not only exists between different Trusts and other healthcare providers (e.g.
GP practices and ambulance services) but more worryingly is how there can also
often be a disparity with the level and quality of care provision within the same
Trust or healthcare provider. This may be linked to the type of loss experienced
(miscarriage, ectopic/molar pregnancy, TFMR), the gestation of the pregnancy, or
the hospital department in which the loss occurs. A person having a mid-trimester
miscarriage being cared for by a bereavement midwife with access to a
bereavement suite is highly likely to have a very different experience of care
compared to an individual having an early loss within an A&E department, within
the same Trust.

40. It is essential that all people should have an awareness about the signs of baby
loss and who to call when and if they have concerns at any time of the day or
night. This awareness can be developed by being taught about miscarriage in
school and through public health messaging.

Compulsory education about miscarriage

41.The DfE introduced compulsory Relationships, Health and Sex Education
(RHSE) for secondary pupils in September 2020. The Statutory guidance for
school leaders states that students should know ‘the facts around pregnancy
including miscarriage’ by the end of secondary school®.

42. We reviewed some of the resources available to support teachers on the topic of
miscarriage but we only found a few examples. Unfortunately, we did not
consider any of these fit for purpose, as they mainly focussed on the physiology
of miscarriage and did not include how to seek help from the NHS or what to
expect. We therefore recommend the DfE must expand the current RHSE
guidance for schools to cover all types of baby loss, not just miscarriage. The
supporting teacher training modules should also include information on
symptoms of baby loss, how to access care, and where to access support. While
we understand teachers do not want to distress students, it is inappropriate to
say that we do not educate people in case we upset them.
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Public health messaging

43.For too long, speaking about baby loss has been a taboo subject. This has to
change if we want pregnant individuals and their partners to have confidence that
they know what to do if they have any concerns about the pregnancy. NHS
England should work with Trusts and their Maternity Voices Partnerships to
review the quality and accessibility of information on pre-24-week baby loss,
including what information should be given at the first antenatal visit and what to
do and how to access services if there is pain and bleeding in pregnancy. This
information should include a list of local NHS services and the care they can
expect to receive, as well as emergency contact numbers and medical guidance
on managing symptoms. People should know what to expect in advance. This
information needs to be available in all languages, and in Easy Read and digital
formats.

441t is important that information on pre-24-week baby loss, is available to women
and men before pregnancy. A simple and inexpensive way to achieve this would
be for NHS England to commission the development of a poster on ‘what to do if
you have pain or bleeding during pregnancy’ to be made available to GP
practices, sexual health clinics, pharmacies, and Women’s Health Hubs. The
poster should include a QR code to link to more information and include space for
details on how to contact local NHS services.

45. Information about pre-24-week baby loss on all NHS digital platforms should be
improved. We recommend that we work in partnership with the NHS
Transformation Directorate to undertake a review of the availability and
accessibility of information on ‘what to do if you have pain or bleeding in
pregnancy’ across all digital platforms including www.nhs.uk, NHS Apps and
Maternity Notes Apps (e.g. BadgerNotes) and take steps to ensure information
about baby loss is clear and easily accessible. This should include links to
information on how to access baby loss care services 24/7 based on a woman’s
location and what care they can expect to receive.

46.We also recommend that pre-24-week baby loss support and advice lines that
are available 24/7 should be established across ICS or other geographical
regions for anyone experiencing baby loss. The advice lines will ideally be based
in Trusts with access to clinicians so that appropriate advice and support can be
offered immediately. Patients can then be referred to the most appropriate
department for treatment and care at the most suitable time. Being given an
appointment with an EPAU for the following day could save an individual a late-
night trip to A&E. The CQC should monitor that Trusts have implemented these
advice lines.
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Early Pregnancy Assessment Units

47.The healthcare professionals we spoke with uniformly agreed with our view that
EPAUs should be the primary place where people experiencing a pre-24-week
loss should be directed and that it must be made much easier to access these
services at any time of the day or night than it is currently. EPAUs are specialist
units that provide outpatient care for individuals with problems or concerns in
early pregnancy. The UK are world leaders in developing this specialised model
of care with the establishment of the first EPAU in 199136,

48.EPAUs aim to provide comprehensive care to pregnant women, which includes
clinical assessment, ultrasound and laboratory investigations, management
planning, and support. They have been found to shorten the time taken to reach
a correct diagnosis and a reduction in the number of hospital admissions for
individuals with suspected early pregnancy complications®’.

49. With regard to EPAU access, NICE guidelines on ‘Ectopic pregnancy and
miscarriage: diagnosis and initial management (NG126)3® state:

¢ Regional services should be organised so that an early pregnancy
assessment service is available7 days a week for individuals with early
pregnancy complications, where scanning can be carried out and
decisions about management made.

e Early pregnancy assessment services should accept self-referrals from
individuals who have had 1 miscarriage or a previous ectopic or molar
pregnancy.

e All other individuals with pain and/or bleeding should be assessed by a
healthcare professional (such as a GP, A&E doctor, midwife or nurse
before referral to an early pregnancy assessment service).

50.We have identified 158 EPAUSs in England (Figure 8) and we have reviewed the
information provided about these services on their Trust websites (See Annex C).
This information was hard to find and we acknowledge that it may not completely
represent the current situation. The information can also be confusing because
there is wide variation between hospitals (even within a single trust) in the criteria
for individuals to receive EPAU care.
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Figure 8

EPAU opening hours and access criteria

51.Most of the EPAUs we identified follow the current NICE guidance and only see
individuals if they have been referred by a healthcare professional such as a GP,
midwife, or an A&E clinician unless they have a previous history of early baby
loss. Some EPAUSs do not require women to be referred by another healthcare
professional but do require people to telephone and speak to a triage nurse who
will advise on whether they should make an appointment with an EPAU or attend
as a ‘walk-in’, attend A&E, or stay at home and speak to their GP, practice nurse
or midwife.

52. Typically, people with pain and bleeding in early pregnancy are referred by
midwives, GPs or NHS 111 to A&E services instead of an EPAU. This may be
because most of the EPAUs we found are only open during normal working
hours. Our analysis shows that only 109 of the 158 EPAUs in England publish
information about their opening hours. Only seven units offer 24/7 access and a
further 27 are open at least part time on weekends and some bank holidays
(Figure 9). Most units are only open during business hours (50) or part time (25).

53.An appointment time in EPAU is standardly 20-minutes in length. During and
since the pandemic, in some locations, appointment times were increased to 30
minutes. Whilst these longer appointments have remained in some EPAU’s,
others have since reverted back to 20-minutes. Both patients and clinicians have
reported to us that 20-minutes is not long enough to offer good clinical care and
emotional support, especially when they have to deliver unexpected bad news.
Early in this Review, we heard that short appointment times were partly due to
EPAUSs not receiving payments under the previous maternity pathway payment
tariff. We have since spoken with NHS England tariff policy leads who confirmed
that the maternity payment system changed in 2022-23%° and now EPAUs should
receive payment for all activities they undertake.
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54.The gestation of pregnancy also dictates where a person is directed to receive
pre-24-week baby loss care and varies significantly depending on where they are
in the country. Our research on EPAUs found that the maximum gestational age
ranges from 12 to 22 weeks (see Figure 10). We found no gestational age
information for 36 of the 158 services we reviewed. Of the EPAUSs that did publish
access criteria:

e 13 limited access to 12 weeks of pregnancy,
e 21 see individuals up to 14 weeks, and

e most (40) see people up to 16 weeks. 37 units see people over 16 weeks
of pregnancy including one which advises that it sees individuals up to 21
weeks and one that see individuals up to 22 weeks.

Figure 9
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Figure 10

NHS Early Pregnancy Assessment Units
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55. EPAUSs offer extremely valuable care and support and all individuals who are in
their first or second trimester of pregnancy should be able to access them more
easily. We need to see more EPAUs open 24 hours a day, 7 days a week,
although we understand that this would not be practical for every Trust or even
every ICS in terms of both demand from women and clinical resources. Many
people, however, told us that if they could, they would be prepared to travel
longer distances from their homes in order to access an EPAU immediately
rather than wait until the next day. This could be accomplished effectively and
relatively inexpensively through baby loss services working in networks. We are
not making specific recommendations about networking models, but instead,
commissioners and service providers should co-develop networks with service
users to reflect the needs of the communities they serve. We are, however,
recommending that NHS England should develop guidance for Regional Teams
and ICS on how EPAUs might work in networks so that women can access care
24/7 without needing a referral from another healthcare provider. In any area that
is unable to offer 24/7 EPAU services, the ICB must ensure that the EPAU should
operate a minimum of 9am-5pm opening hours Monday to Friday, and reduced
hours on a weekend. The guidance should consider different models such as
establishing central hubs and EPAUs based in community settings as well as in
hospitals. These networks should support learning and the development of
expertise across a geographical area.

56. Another relatively simple way in which the access to EPAU could be improved is
by increasing the number of appointments made available to 111, and ambulance
services. This practice is already in place in some parts of the country, but not
everywhere. We recommend that NHS England should develop guidance for
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commissioners of 111 services and ambulance services that sets out how they
should work with Trusts to contract appointments with EPAUs so that patients
with early pregnancy complications who are medically stable can be sent directly
to an EPAU when appropriate.

57.We recommend EPAU’s should receive patients, who can be transferred safely,
directly from the ambulance service during opening hours.

58. We further recommend that people should be able to self-refer to an EPAU with
any pain or bleeding regardless of their gestation, or whether they have had any
previous losses.

59. More research is needed into the ways in which EPAUs operate with a view to
reducing variation and increasing accessibility. Most of the EPAUSs follow the
current NICE guidance and only see individuals if they have been referred by a
healthcare professional such as a GP, midwife, or an A&E clinician unless they
have a previous history of baby loss. This guidance has not been widely updated
since 2012. In its most recent update of ‘Ectopic pregnancy and miscarriage:
diagnosis and initial management [NG126] in November 20214°, NICE
highlighted there has been very little good quality research on the effectiveness
of EPAUSs in improving physical and emotional health compared with services
provided outside of a dedicated unit.

60.A recent large mixed-methods study, the VESPA study*! found that consultant
presence did not make any difference to the number of women admitted to
hospital as emergencies and that nurse-led, low-volume EPAUSs provided greater
value for money and women were happier with the care that they received.

61.In June 2018, the Oxford EPAU relocated from the John Radcliffe Hospital to a
community clinic creating the only community based EPAU that we found during
our own audit of EPAUs*?. A retrospective observational study of a single cohort
of 2,920 patient episodes at the clinic over an 8-month period found that the
development of a community EPAU improved services to allow care closer to
home in an environment separate from maternity care. It also demonstrated that
‘a community EPAU can deliver timely, good quality patient care, is safe, and a
service valued by patients. We would encourage providers and commissioners to
consider the development of more community EPAUs, perhaps as a part of a
geographical network of EPAUSs.

62.We recommend that the NIHR should commission additional research into EPAU
working practices, accessibility, outcomes for women, and cost effectiveness
(including prospects for new community EPAUs) drawing on the VESPA*3 and
other studies.
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Gynaecology Services

63. Over the past decade, many hospitals have removed their gynaecology wards,
deprioritising the need for the service. The impact of this is that women who
require inpatient treatment are being cared for on mixed wards without private
rooms or adequate facilities. One hospital reported to us that due to the
gynaecology ward being removed, anyone experiencing pre-16-week baby loss is
cared for on any ward with available space, including mixed wards with only one
toilet available to all male and female patients.

64. The closure of these wards has led to highly trained gynaecology staff being
redeployed or leaving the hospital altogether. The result of this is that patients are
being treated on non-specialised wards and are more likely to be cared for by
healthcare professionals without the specialist skills in bereavement care or
gynaecology.

65. We recommend that there should be an immediate re-prioritising of gynaecology
services by each Trust, including the ring-fencing of dedicated gynaecology beds
co-located in one area, on female-only wards. Women experiencing pre-24-week
baby loss or pregnancy complications should never be cared for in mixed wards
with shared facilities. Furthermore, we believe that each ICB must provide a
Gynaecology Day Assessment Unit that is accessible 7-days a week. This should
be attached to or near to an EPAU and should be staffed by specialist
gynaecology staff, who have received mandatory bereavement care training, and
ideally have the ability to scan patients when necessary.

Ultrasound scanning

66. EPAUs generally centre around the provision of an ultrasound scan to confirm
the location and viability of a pregnancy. They may be carried out by
sonographers, gynaecology nurses, midwives or doctors trained in
ultrasonography. Every healthcare professional who conducts scans should be
trained in delivering unexpected bad news.

Breaking unexpected news

67.How healthcare staff communicate with individuals experiencing a baby loss can
have a dramatic impact on an individual’s experience and recovery. Front line
professionals such as A&E staff, GPs, paramedics, sonographers, gynaecology
nurses, doctors and midwives receive limited training in effective communication
and delivering unexpected, bad news. Often any training they receive takes place
prior to qualifying. Additionally, constraints such as short appointment times and
a lack of private spaces make it almost impossible for clinicians to provide the
time and the personalised care a person and their partner experiencing baby loss
require.

68. A key stage in the early baby loss experience is the time at which an individual
receives unexpected confirmation that a baby loss has occurred, that a
pregnancy is no longer viable, or a diagnosis of serious medical problems is
discovered or suspected in the individual or baby. Receiving such unexpected
and devastating news is a significant life event for many people and one that
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needs to be managed with competence and sensitivity by all staff who are
involved along the care journey.

69. Academics have proposed various models to provide structure to the process of
communicating unexpected and difficult news. Most recommend the delivery of a
‘warning shot’ before the main news is imparted. This is designed to prepare
patients that bad news is coming and might run like this: “I'm afraid we have
identified some concerning findings in your results” 44. However, research led by
Judith Johnson at the University of Leeds found that this warning shot is often not
wanted in an ultrasound setting as parents have already received their warning
shot from the sonographer’s body language and facial expression“®.

if the news being delivered is that the baby has a disability, this kind of
warning shot can be taken as a negative value judgement by the healthcare
professional, which may offend the expectant parent and that parents instead
prefer delivery of information to be direct, kind and in simple language.’

70.Johnson also recognised that while the UK is one of a few countries where
sonographers routinely deliver information about unexpected findings, there is no
recognised or standardised pre-qualification training for sonographers and
ultrasound practitioners in communication*é. Johnson subsequently led work to
develop ‘Consensus Guidelines on the Communication of Unexpected News via
Ultrasound™’, which have been adopted by the British Medical Ultrasound
Society (BMUS) and the Society and College of Radiographers (SCoR) in their
guidelines for professional practice*®. We recommend that this guideline should
be incorporated into all sonography training curricula.

Lack of regulation for sonographers — private sonography clinics

71.We are very concerned about the lack of professional regulation for
sonographers and the increasing use of private sonography clinics. New direct
entry postgraduate and undergraduate ultrasound education programmes have
enabled non-healthcare professionals to enter the sonographer workforce*°.
According to NHS Employers, many sonographers working in the UK are
educated and trained abroad and there is no comparative list of ultrasound
qualifications. Our position is that all sonographers working in England should be
trained to a specific standard to ensure a high quality of patient care.

72.The CQC is responsible for regulating the services that private scanning
companies provide, if they offer diagnostic procedures that use ultrasonography
to examine the body. They have no role, however, in stipulating the qualifications
for sonographers other than to recommend that people considering private
ultrasound scans should check to see if their sonographer has completed a
Consortium for the Accreditation of Sonographic Education (CASE) training
course for sonographers that meets certain UK standards®C. It is concerning that
some baby scanning clinics try to avoid CQC registration by saying that they only
offer souvenir scans, and this loophole should be closed.

73.The Royal College of Radiologists and the SCoR have set out ‘Standards for the
Provision of an Ultrasound Service’®! and SCoR have also produced
‘Competencies for ultrasound practice in private baby scan clinics’®?, however,
sonography is not a regulated profession. Qualified sonographers can register
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with the Health and Care Professions Council (HCPC) or the Register of Clinical
Technologists (RCT), but registration is voluntary and not mandatory.
Radiographers, nurses, midwives and doctors trained in sonography are
regulated by their relevant professional bodies.

74.In 2021, the Government consulted on regulating healthcare professionals®3. In
the consultation outcome®* the government committed to reform legislation
framework for regulated health and care professionals across the UK. Current
legislation will be changed to provide each regulator, including the Health and
Care Professions Council (HCPC) which regulates radiographers, with greater
autonomy to set out the details of their regulatory procedures in legislation that
they themselves publish, called rules. We believe that further oversight and
governance on the profession of Sonography is essential to ensure that all
patients are offered safe and compassionate care, and the Society of
Sonographers supports this. We therefore recommend that all sonographers
should hold a UK qualification from the Consortium for the Accreditation of
Sonographic Education or overseas equivalent, as called for by the BMUS.

Written and verbal information

75.Individuals and, if appropriate, their partners and/or other family members should
be given access to written and verbal information and allowed sufficient time to
be able to make informed choices and prepare emotionally in relation to what to
expect pre, during and post loss. We spoke to women who had been taken into
the operating theatre, who had only been given minutes to decide what to do with
their baby’s remains. Being expected to make important decisions during acute
times of distress, and not being given time to discuss this with their partner or
other family members is not acceptable. It was also reported to us, that people
commonly experience long periods of time with little or no information or contact
with medical professionals. This often results in patients turning to the internet for
information, information which isn’t always accurate, creating unnecessary
anxiety and distress, which is unacceptable, and easily avoidable.

76. A parent-led approach to terminology must be adopted. For example, some
parents will refer to their loss as ‘their baby’ while others would feel more
comfortable talking about ‘the fetus’. Clinical terminology should be explained and
when referring to the loss, staff should reflect the choice of language of that used
by the individual and their partner. Following the parents' lead in difficult
conversations shows compassion and respect for what the parents are
experiencing. If there is any doubt, staff should simply ask what language is
preferred. It is important to then document the parent’s language choice in the
patients records to ensure consistent use by all staff involved in the person’s
care. We therefore recommend that all healthcare professionals who may be in
contact with anyone experiencing baby loss should have mandatory training on
sensitive communication to ensure they are equipped to care for patients
compassionately and are patient led in their terminology. This could be delivered
via e-learning modules through the Workforce, Training and Education directorate
of NHS England. Furthermore, the GMC and NMC should instruct all universities,
medical schools and education providers to include this training in the syllabuses
for all current and future students.
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77.Information leaflets, bereavement support books and bereavement resources

should be available to bereaved parents in all primary and secondary healthcare
settings, in order that those affected by pre-24-week baby loss have immediate
access to support and information and are educated about grief and trauma.
This information should be available in all languages and in Easy Read and
digital formats.

Language barriers
78.For non-English speaking parents or those who are deaf, best practice dictates

having a face to face interpreter available when delivering unexpected difficult
news. It is not appropriate for a family member to translate news of this nature,
and it certainly is not appropriate for a child to do this.®® If, for whatever reason, a
face to face interpreter is not available, all possible steps should be taken to
ensure access to a phone or video interpreter is made available, such as via
Language Line, or a similar service, which we witnessed in use in some of the
hospitals we visited.

79.We are concerned at the lack of information leaflets and resources available to

individuals whose first language is not English, and this needs to be rectified.

Surroundings and environment
80. It is vital that a private space is offered to parents to receive unexpected and
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difficult news or following a baby loss. The importance of this was emphasised by
parents, healthcare professionals and charities. This space could be used for
multiple purposes including breaking unexpected and upsetting news, having
sensitive conversations, waiting for follow-up care or further clinical consultations,
spending time with the baby following delivery, or with family or others. Many
parents with whom we spoke felt their distress had been compounded by the lack
of a private space in which to grieve, and/or being surrounded by pregnant
individuals and new-borns. These spaces should be funded by the NHS and not
fall under the responsibility of charities or parents having to fundraise.

.In addition to EPAUSs, the care that people might receive may be in hospital

gynaecology, maternity or A&E units. Care for confirmed mid-trimester losses
(i.e. after the 12t and before the 24" completed week of pregnancy) are usually
treated in hospital and managed either on a gynaecology ward or a maternity
labour ward. Some Trusts do not have separate gynaecology wards and people
experiencing a baby loss may be cared for on mixed general surgical wards or a
maternity labour ward, which can be extremely distressing and highly
inappropriate. During and after labour, it is vital that parents are offered a private
room away from the sounds of labouring individuals and new-born babies. Some
Trusts have a separate bereavement facility for loss at any gestation, but many
do not. Each hospital maternity unit, EPAU and A&E department must provide
suitable private spaces for patients experiencing pre-24-week loss, separate from
public waiting areas. Access to appropriate bereavement delivery rooms for mid-
trimester loss and later loss must become the minimum level of facilities that all
Trusts with maternity and gynaecology services should be providing.

82.People who are admitted through A&E should be transferred to a private area or

be discharged home as quickly as possible. Individuals should be offered sanitary
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items and clean clothing if actively bleeding and an appropriate receptacle for the
baby (see Chapter 6 on Care for the Baby - ‘CCC Kit") if a baby loss is imminent.
Where private facilities are not available, staff should apologise and acknowledge
how distressing this may be for parents. Healthcare professionals should always
ensure that parents experiencing or facing the prospect of baby loss in the home
setting are provided with adequate pain medication, a ‘CCC kit’ containing an
appropriate receptacle in which to collect and store the baby or baby loss
remains, and a named contact with an emergency number to call for support and
advice with excessive bleeding, pain, or symptoms of an infection.

83.Many Trusts have ‘bereavement suites’ or ‘dedicated bereavement care rooms’,
which are designated rooms within the Trust for this purpose. Sadly, there is
considerable variation between Trusts in terms of provision of bereavement
suites as well as who is able to access these. It is very rare for those
experiencing an earlier baby loss to have access to these spaces. In addition,
these rooms are typically located on maternity labour wards where care is
provided to individuals who have had a stillbirth or neonatal death, which can be
very distressing for those going through a pre-24 week loss and compound their
grief.

Pain management

84.The lack of adequate pain relief medication for individuals experiencing pre-24-
week baby loss is a concern to us. Patients should be offered appropriate
medication to help them manage their pain and other symptoms. The RCOG’s
early miscarriage patient information leaflet (PIL)% and the NICE guideline on
Ectopic Pregnancy and Miscarriage (NG126)>’ both state that women should be
offered pain relief and anti-sickness medication, however it only states the need
to offer pain relief but doesn’t state the type, dosage or period of time that
individuals should receive it. We heard repeatedly from women that they were
offered little or no pain relief or were given inadequate pain relief and this added
to their distress. We found a significant variation in access to pain relief
medication for individuals experiencing loss, some told us that they were offered
only Paracetamol to medicate the pain, most told us that they were offered no
pain relief at all.

85.The Mariposa Trust (Saying Goodbye) asked Consultant Pharmacist, Siobhan
Abrahams, to develop a pain management plan for hospitals to use. The
‘Guideline for Prescribing and Administration of Acute Pain Relief and Anti-
emetics in Pregnancy in the Emergency Department and Urgent Care’ (See
Annex D) brings together information to effectively manage pregnant women with
acute pain and nausea/vomiting across the Emergency Department and Urgent
Care. It covers the prescribing, monitoring and administration of medication to
pregnant women in acute pain and has now been adopted at Northampton
General Hospital and was shortlisted for a Healthcare Quality Improvement
Partnership Audit Award. We suggest that the RCOG should consider endorsing
this guideline or develop a new guideline that can be widely implemented.

86. Similarly, healthcare professionals stated to us that lactation suppressant drugs
are not routinely offered to individuals experiencing pre-24-week baby loss and
that no national guidelines exist to provide guidance to healthcare professionals
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regarding when these drugs should be prescribed. We found that most trusts
prescribe the lactation suppressant Cabergoline from 16 weeks gestation,
however we heard from women who had experienced leaking breasts at much
earlier gestations. The presence of breast milk for an individual experiencing
baby loss may not have been anticipated and can be particularly distressing.

87.The NIHR should commission research into pain medication management for
miscarriage at all gestations.

88. The Royal Colleges of Obstetricians and Gynaecologists, Nursing, Midwives and
GPs should develop national guidance and resources on using analgesia and
anti-emetics for all pre-24-week baby loss.
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Chapter 5. Care for the baby

89.No one can ever be prepared for the trauma of baby loss. The range of emotions

is vast and is unique to each individual. It may be fair to say that most people
start to imagine their future life as parents as soon as they discover that they are
pregnant. When the pregnancy ends too soon, for whatever the reason, that
dream of the future also ends. For the majority of parents, it will be essential that
their baby’s life, however brief, is recognised and that their baby/baby’s remains
are treated with dignity and respect regardless of the type of loss or the
gestational age.

Twin and Multiple Pregnancies

90. Twin and multiple pregnancies are considered to be at higher risk of adverse
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outcomes compared to singleton pregnancies, intrauterine fetal deaths of one
twin complicates up to 6% of all twin pregnancies. Healthcare

professionals should appreciate the complexity and mixed emotions of individuals
who experience the loss of twins or a higher multiple pregnancy.

When one baby dies with a surviving twin or higher order multiple, parents will
require the same support through delivery and bereavement care. Adequate

time should be given for multidisciplinary care planning and for parents to
consider important birth choices, including memory making. An advanced care
plan may be agreed between all parties for the most likely scenarios around

birth. Parents may want to talk about the baby/babies that has/have died and to
acknowledge that they were twins or a higher multiple pregnancy. Also, parents
may not realise that it may be possible to take photographs of the babies together
so this should be discussed and offered where appropriate. Later in life, the
surviving twin may be interested to know about the sibling who died and to know
that his or her twin was acknowledged and mourned.

.Signposting the parents to The Twins Trust Bereavement Support Book%8 which

has information to support parents experiencing multiple loss along their care
pathway can be helpful. The Twins Trust have also created new guidance to
support healthcare professionals caring for parents experiencing twin or higher
multiple losses. The Butterfly Project has produced materials to educate staff so
that the experience of families who have single fetal demise in a multiple
pregnancy can be improved®®. The Mariposa Trust (Saying Goodbye) also offer
support for families who experience a twin or multiple loss.

Respectful handling of baby remains
92. Whilst many of the parents we spoke to value the opportunity to spend time with

their baby following delivery, this was not the case for everyone. Some parents
had chosen not to see their baby, but many parents had simply not been given
the opportunity to see or hold their baby after they were born at an early
gestation. All too often, we heard from parents who having opted to see their
baby were distressed at having their baby or baby’s remains presented to them in
a kidney dish, a bedpan, on a sanitary towel or even in a placenta bucket. One
healthcare professional we spoke to on a hospital visit admitted to regularly
throwing baby loss remains into a medical waste bin as they had not been
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advised about the Trust’s policies on sensitive disposal. We are aware that these
are not isolated incidents and that similar practice is happening at many hospitals
around the country. Baby or pregnancy loss remains should be treated with the
utmost dignity and respect, and we have seen this is sadly often lacking with pre-
24 weeks baby loss.

93.Under the Human Tissue Act 2004%°, pregnancy remains are regarded as the
tissue of the woman and consent is not required for their disposal. However, the
HTA ‘Guidance on the disposal of pregnancy remains following pregnancy loss or
termination’®! acknowledges that:

‘...the particularly sensitive nature of this tissue means that the wishes of the
woman, and her understanding of the disposal options open to her, are of
paramount importance and should be respected and acted upon’.

94.The RCN guidance on ‘Managing the Disposal of Pregnancy Remains - RCN
guidance for nursing and midwifery practice’®? also states that:

f the woman requests that the remains be returned to her, these should be
stored in an appropriate container (opaque, watertight and biodegradable) in a
safe place and made available for collection by her or her representative.’

95. Despite the existence of guidance from the HTA as well as the RCN, we were
told and we have witnessed that many staff are unclear of the processes involved
in the management and sensitive disposal of pregnancy remains and in many
cases are still disposing of babies and pregnancy loss tissue in clinical waste.

96. Given the significant variation in practice amongst Trusts (and in some cases
within a single hospital), it is essential that there are robust clinical guidelines in
place regarding how to respectfully handle, transport and manage baby loss
remains and that all staff working in areas where baby loss occurs are familiar,
through mandatory training and education with the policies and processes around
sensitive disposal. We therefore recommend that an enforceable guideline or
regulation around the sensitive disposal of all pregnancy loss tissue and babies,
be introduced, rather than just guidance.

Appropriate receptacles and containers

97.We have huge concerns that there is a lack of a standardised, gestation
appropriate NHS receptacle to collect and transport babies or baby loss remains
to and within hospitals, in ambulances, GP surgeries, mortuaries, to funeral
directors, to perinatal pathologists for post-mortem, or for parents to use to take
their baby home. It is not acceptable to use bed pans, kidney dishes or sanitary
towels to lay babies or pregnancy loss remains onto. If a miscarriage occurs out
of working hours or away from a clinical setting (e.g. at home), the parents should
not be asked to use a Tupperware container to store their baby or baby’s remains
in their household refrigerator until services re-open. We have heard time and
time again about the negative and traumatic experiences of thousands of parents
who have been advised to place their baby’s remains in a plastic container, and
to store it in their home fridge, due to the hospital department not being open or
having no access to a fridge. This practice must stop. That is why we recommend
that all primary and secondary care services should provide the ‘CCC kit’ and
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should ensure that cold storage facilities (e.g. a dedicated refrigerator) are
available 24/7 to receive and store baby loss remains/pregnancy tissue.

98.In conversations with individuals from the Ambulance Service, we heard that due
to the absence of a suitable container for loss, if the baby or baby loss remains
are too small to fit into a car seat, parents are asked to carry their baby’s remains
(again in a kidney dish or on a sanitary pad) during the journey to hospital. If the
parents object to this, a second ambulance may be required to transport the baby
and remains. We recommend that the NHS in partnership with us, should
develop and deliver an appropriate and sensitive receptacle to collect baby loss
remains when a person miscarries. Furthermore, the NHS in partnership with us
should develop and deliver an appropriate, respectful container where baby loss
remains may be stored.

99. The lack of sensitive disposal, transportation and storage of babies and
pregnancy loss remains is often due to a lack of resources on the part of Trusts.
We learnt that there is a huge variation in resources, some of which are readily
available from charities. Not every hospital has a cold-cot, Moses basket or tiny
items of clothing, whilst others have an abundance of cold-cots and clothes kept
in store cupboards.

100. All Trusts should have a cold cot and other resources (such as tiny items of
clothing or appropriate receptacles such as cribs/Moses baskets) available.
These should be accessible by all hospital departments including A&E and in
EPAU’s. One option we suggest is that Trusts should work together across ICS
through their Local Maternity and Neonatal Networks or Regions to ensure a
fairer sharing of this vital equipment especially for those hospitals that have
limited resources. Many Trusts rely solely on charities to provide cold cots and
other baby items, which reinforces the message that the NHS does not prioritise
pre-24-week baby loss.

101. We recommend the development of a ‘Baby Loss Kit’ that is available through
the NHS and can be given to parents if there is any risk of a miscarriage. We are
currently working with the NHS to create such a kit that we are calling a
‘Compassionate Clinical Care’ Kit (‘CCC Kit’). The kit will comprise:

e A receptacle designed for women to deliver their baby into rather than
delivering into a toilet or a bed pan. Ideally, this device would comprise a
sieve that can be fitted over a toilet seat to retain the baby and placenta
while allowing fluids to pass through.

e A suitable and sensitively designed container in which to place the baby or
pregnancy loss remains following delivery. This container could also
potentially serve as a coffin for the cremation or burial of the remains.

e Clear instructions for the clinician on how to explain the kit to women (e.g.
using patient-led language.)

e Clear instructions for the woman on what to do, what to expect, and
emergency contact details.
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e |deally the kit would also include a lanyard that a person could wear when
accessing help or support in any clinical setting in order that medical staff
are aware of their previous or current loss.

The ‘CCC Kit’ should be made available to NHS hospitals, GP practices,
ambulances, community health services, and pharmacies, etc. The kit should
also be offered to people who are pregnant again following a previous loss.

Signs of life

102. Studies in England 3 and internationally®* identified wide variations in the
percentage of births at 22 weeks + 0days to 23weeks + 6 days of gestational
age registered as live births. Amongst Trusts in England, in 2012, this ranged
from 20% to 80%. This range is unlikely to reflect a real variation in live births
between areas and is more likely to suggest that there is variation in the way that
different trusts recognise signs of life in very early premature births and therefore
ultimately in the way that they are reported.

103. This level of variation not only has consequences for the reliability of data
regarding neonatal deaths but also has significant financial and emotional
impacts on many parents. This is because if a baby is born before 24 weeks
gestation, the parents are only legally entitled to statutory parental bereavement
leave and pay if the baby is born alive®®.

104. A further complication is that within the UK, there is no statutory definition of
live birth. Although a stillbirth has been defined in the Births and Deaths
Registration Act 1953 (as amended by the Stillbirth (Definition) Act 199266,
section 115), it states only that a stillbirth is

‘...a child which has issued forth from its mother after the 24t week of
pregnancy and which did not at any time after being completely expelled from
its mother breathe or show any other signs of life.’

This does not make clear what constitutes ‘any other signs of life’.

British Association of Perinatal Medicine Frameworks of Practice on Extreme
Preterm Birth

105. The British Association of Perinatal Medicine (BAPM) has published two
frameworks for practice documents in recent years: ‘Perinatal management of
extreme preterm birth before 27 weeks of gestation’®” (October 2019) and Pre-
hospital management of the baby born at extreme preterm gestation’®® (February
2022). These frameworks provide clear guidelines for active survival-focused
care in new-born babies. However, many doctors, nurses, midwives or
paramedics will seldom be involved in caring for parents experiencing loss at the
very borders of viability. According to MBRRACE-UK perinatal mortality data
(2016-2019)89, an average of 1,035 babies were born at 22-23 weeks gestation
per year. An average of 514 per year were live births of which an average 155
survived for at least 28 days. Many healthcare professionals, therefore, may
experience difficulty in establishing what constitutes signs of life in such a
preterm baby.
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106. In 2020, MBRRACE-UK published new national guidance to support
healthcare professionals in the assessment and documentation of signs of life in
extremely preterm births, ‘National clinical guidance for the determination of signs
of life following spontaneous birth before 24 weeks + 0 days of gestation where,
following discussion with the parents, active survival-focused care is not
appropriate’®. Crucially, both this guidance and the BAPM guidance emphasise
how effective communication can reduce the impact of trauma on parents, both in
the short and longer term and the importance of sensitive conversations about
potential signs of life and advance care planning, involving parents and taking
into consideration their wishes for end of life care.

107. We recommend that all clinicians caring for women and their babies born
before 24 weeks gestation should be required to undertake training in the
assessment of signs of life in extremely preterm births as set out in the ‘National
clinical guidance for the determination of signs of life following spontaneous birth
before 24 weeks + 0 days of gestation where, following discussion with the
parents, active survival-focused care is not appropriate’ guidance. There is
information and guidance and support videos available to support health care
professionals in understanding and implementing this. This important guidance is
due to be reviewed in November 2023 at which time we suggest that MBRRACE-
UK undertake an assessment of how widely this guidance has been
implemented, as we have seen that there is still much confusion and
inconsistency in its delivery.

Palliative care

108. We met with one couple, who shared their harrowing experience of mid-
trimester loss with us. They spoke of their concerns about clinicians’ confusion in
recognising and managing signs of life in babies born before the legal age of
viability, and the importance of providing coordinated, compassionate end of life
care for these babies (See Annex E). Additionally, we heard disturbing accounts
from staff working on Gynaecology wards and A&E who have been shocked to
discover pre-viable babies with signs of life left to die alone in bed pans in the
sluice.

109. The experience of the couple above is echoed by many families across the
country whose babies have been born at the very borders of viability and have
faced similar situations due to the ambiguity and lack of training around
recognising and managing signs of life at delivery, decision making and providing
palliative care.

110. If there is a possibility that a baby may be born alive, the parents should be
sensitively advised by an experienced senior member of the health care team
regarding the care that their baby may receive. A compassionate discussion
around palliative and end of life care should take place in order that the parents’
expectations are managed in a sensitive but realistic way. An advance care plan
should be made with parental involvement. This should be documented and
shared with the multi-disciplinary team. Parents should always be sensitively
advised regarding what to expect following delivery and what may be possible in
terms of spending time with their baby and memory making. Where the baby may
be born with signs of life following a TFMR, it is vitally important that staff
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recognise the mixed emotions of the parents and that the parents and the baby
are offered the same level of bereavement care as with other types of loss. Every
individual should be offered emotional support and given the details of NHS and
third sector support.

111. We have reviewed a number of palliative care pathways for babies developed
by local NHS services. Examples of best practice include the BAPM guidelines
and ‘The Perinatal Pathway for Babies with Palliative Care Needs'”' developed
by a team including the National Lead Nurse for Neonatal Palliative Care, Alex
Mancini-Smith, and the charity Together for Short Lives. These pathways provide
an approach that encourages professionals to work together across
multidisciplinary teams and local services to provide sensitive parent-centred
care, enabling families to spend time with their baby, bonding and creating
memories.

112. NICE has found that ‘there is little evidence regarding the experience families
have of the death of a baby with or without specific support from a perinatal
palliative care team. Individual case reports on family experience are very
positive about perinatal palliative care, but published evidence is scarce’”?.

113. Parents of babies born with persistent signs of life should be made aware that
their baby will be classified as a neonatal death and the birth and death will need
to be registered. Parents should be given advice on how and where to do this,
and the timescales involved. Parents should also be advised regarding the
potential for certain neonatal deaths of babies born before 24 weeks gestation
including TFMR to be reported to the coroner. The Chief Coroner issued
‘Guidance No.45 Stillbirth, and Live Birth Following Termination of Pregnancy’’?
in February 2023 to:

‘help coroners understand and apply the current law relating to stillbirth, and
live birth following termination of pregnancy, to promote consistency in the
scrutiny of unnatural neonatal deaths.’

Bereavement care

114. Bereavement care relates to the ‘formalised care and support given to benefit
a bereaved individual, to help him or her deal with the emotional and practical
problems following the loss of a loved one’.”* Every person’s bereavement
experience will be different. For some people, unresolved grief can lead to
serious mental health difficulties and is a risk factor for suicide’ (we discuss this
further in Chapter 7). Good bereavement care will be personalised and
responsive to the person experiencing grief.

115. In addition to ensuring that communication and the clinical care provided to
parents is sensitive and of high quality, providing parents and their families with
emotional and practical support following baby loss is a fundamental part of
offering best care. We found that a significant variation regarding the level and
quality of bereavement care provided to parents experiencing pre-24-week baby
loss exists in England with many services simply sign-posting parents to
counselling and support services provided by charities or other organisations.
Our view is that the NHS should address this unwarranted variation in
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bereavement care provision and take responsibility for delivering high-quality and
consistent bereavement care and support.

116. A huge issue for women experiencing baby loss is the setting of ‘gestational
thresholds’ which may permit or restrict an individual’s access to different types of
service provision. These thresholds vary from Trust to Trust. This problem is
further compounded by the fact that, traditionally, bereavement care following
baby loss tends to take place in a maternity unit and often is only made available
to bereaved parents who have experienced baby loss at later gestations. We
heard repeated accounts from parents, about how pre-24-week baby loss is often
treated more as a clinical incident rather than the death of a much-wanted baby.

117. Specialist Bereavement Midwives generally have overall responsibility for the
provision of care, support and practical advice for women and their families
experiencing later baby loss. They are typically assigned to work in maternity
departments, as EPAU, Urgent Care and Gynaecology often sit outside of
maternity services. Women experiencing pre-24-week loss are therefore less
likely to be seen by a bereavement midwife and are more likely to be cared for by
someone without the appropriate training or specialist skills. The National
Bereavement Care Pathway (NBCP) sets out specific standards of care and
guidance on pathways for miscarriage, ectopic, molar pregnancy and TFMR. This
has been adopted in part or fully by 113 Trusts in England. Whether a trust wants
to become part of this collaborative initiative or create their own localised
bereavement care pathway, an effective system should be put in place and
regularly monitored and audited to ensure consistency of compassionate care.

118. As part of this Review we attended the National Bereavement Midwife Forum
which is a quarterly meeting where bereavement midwives from across the UK
join together to network and share best practice in a supportive setting. Some of
the specific concerns they told us were:

e A ‘postcode lottery’ currently exists in bereavement care in gynaecology and
maternity services and there is a huge variation in the bereavement midwife
role. There is no standardised job description and there is an unwarranted
variation in grading, pay scales, roles and responsibilities.

e Each hospital decides how many hours are assigned to bereavement care.
Some Bereavement Midwives practice clinically, as well as offering
bereavement support, whilst others purely offer a support service. This
variation in role, hours, and pay among Trusts was felt to be a real issue.

e There is no standardised post graduate training or education programme for
Bereavement Midwives or guidance around the role or level of care delivery
expected of them.

e They reported that they often had to undertake training in their own time, and
at their own financial cost.

¢ Many Bereavement Midwives felt that their hospital trusts did not place much

value on their role and that management in particular did not have a grasp of
the vast remit and responsibilities of their position. They reported that they
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119.

were regularly ‘pulled’ to work clinically and made to feel that that they were
offering ‘tea and sympathy’ as opposed to being considered specialist health
care professionals offering a vital lifeline to bereaved parents.

High quality bereavement care and support should be accessible to all

parents experiencing loss, wherever they are cared for and whatever the
gestation or type of loss. Support should also be offered to siblings and other
family members if required. Our recommendations for improving bereavement
care for families experiencing pre-24-week baby loss are as follows:

e NHS England must focus on recruiting and retaining more specialist

gynaecology nurses and bereavement midwives, with equality of banding and
pay. These roles are imperative to supporting families experiencing baby loss,
however due to not being prioritised by all trusts, these roles are chronically
underfunded and undervalued.

NHS England must ensure that specialist ‘bereavement teams’ are
established in all hospital trusts to ensure that best practice is applied service
wide. These teams should include the Bereavement Lead Midwife, Lead
Gynaecology Nurse, Lead from EPAU, Lead from A&E (where applicable),
Lead Chaplain, Lead for Neonatal, Lead for Paediatrics, the Trust
Bereavement Services Lead, and the Mortuary Manager. The team should
meet at least monthly to review cases, share learning and best practice and
develop policies and procedures to create a forward-thinking maternity
bereavement service for baby loss at all gestations. This team approach
would ensure that regardless of in which department the loss occurs, and
regardless of when there are individual staff absences, a seamless level of
emotional care and practical support can be offered.

NHS England should increase the current investment in NHS staff training in
order that all health care professionals working in areas where loss occurs
can undertake mandatory annual training and education in bereavement care.
This training must include pre-24-week baby loss and staff must be given
protected time in order to access the training during work hours.

Training and education in managing and supporting families who experience
baby loss at all gestations should be included in the undergraduate and post-
graduate training specifications for all clinicians, including midwives, nurses,

doctors, sonographers, paramedics and also for healthcare support workers.

NHS England must increase capital investment to ensure adequate facilities
are available for all bereaved parents. Bereavement suites, counselling
rooms, and private spaces should be available to all families regardless of the
baby’s gestational age. Women and their partners should not be expected to
receive unexpected bad news, discuss treatment options, or grieve in public
spaces.

Memory making

120.

Many parents that we spoke to held the view that creating tangible memories

of their baby/babies was a vital part of their grieving process. Memory boxes,
hand and footprints and photographs of the baby/babies were said to be
particularly valuable. Many of these items are donated to Trusts and healthcare
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providers by charities (many of which are led by bereaved parents who have
themselves experienced a baby loss). This seems to be one of the very few
areas of the NHS that relies on third parties and charities to fulfil vital elements of
care.

121. Itis essential that parents are offered genuine choices regarding memory
making. Parents need to be given sufficient time in order to reflect on the
information they are given and to make decisions regarding what they would like
to do. While it is important that parents who have declined previous offers are not
asked repeatedly, it is imperative that parents are made aware that they are able
to change their minds, what the timescales regarding this are and who they
should contact if this happens.

122. Whilst it is important to be sensitive and flexible to the parents' wishes around
memory making, the condition, size and the gestation of the baby or pregnancy
baby loss remains should be considered. If for example, where there is an
identifiable body and the baby is severely macerated, is extremely fragile or has a
visible abnormality it should be sensitively explained to the parents by an
experienced member of staff exactly what will be and what is unlikely to be
possible in terms of creating memories. If the parents do not wish to see their
baby or pregnancy loss remains, their decision should be respected, however it
may be possible to conceal macerated areas or a visible abnormality by dressing
or wrapping the baby and this option should be explained and offered to the
parents.

123. It is important that whatever the gestation, the baby should be dressed
wherever possible or wrapped and presented to the parents in a dignified and
respectful manner. Tiny items of clothing, pouches and cribs to lay miscarried
babies and pregnancy loss remains in, are available free of charge from many
baby loss charities. All hospitals and health care providers should ensure that
these resources are available for all health care professionals caring for families
experiencing loss to use. As mentioned earlier in this report, it is never
appropriate to present a baby or pregnancy loss remains to parents in a kidney
dish/specimen container, on a sanitary towel or in a bedpan.

124. Where there is no identifiable body, it may not always be possible for the
parents to see the pregnancy loss remains, particularly for those women who
have experienced a loss in very early pregnancy. Staff should approach this
situation sensitively with parents and explore other ways of memory making or
commemorating their loss, such as attending a service of baby loss, planting a
tree, including their baby’s name in a book of remembrance and requesting one
of the new government issued baby loss certificates.

Post-mortem and investigations

125. All Trusts must ensure they have a sufficient number of staff who are trained
in taking consent for post-mortem, in line with current national and local post-
mortem consent processes. The Perinatal Post-Mortem Consent Programme
elLearning training, created by Dr Asha Shenvi and Jo Cookson is readily
available and easily accessible’®. All HCPs seeking consent for post-mortem
should be required to undertake this training, and all Trusts must monitor
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compliance and training around this. This will ensure that all individuals
considering a post-mortem receive the information they need to make an
informed choice about post-mortem in a timely manner.

126. Where a post-mortem examination is requested, sufficient time needs to be
allowed for seeking consent. The discussion around post-mortem examination
should take place in a private, uninterrupted space and should include a detailed
conversation regarding all aspects of the post-mortem process, including the
timescales for the return of the baby’s body and when to expect the results of the
post-mortem to be available. In the absence of a post-mortem, fetal karyotyping
(performed using fetal tissue to evaluate any chromosomal abnormalities), may
be offered to parents to identify the baby’s gender and to identify other potential
genetic conditions.

127. Placental histology (i.e. an examination of the structure of the placenta) may
reveal findings such as undiagnosed autoimmune conditions that have
implications for future pregnancies such as recurrent miscarriage. It is crucial,
therefore that following a baby loss all parents are given information regarding
placental histology where appropriate.

128. Where the death of a baby has been referred to the coroner, the parents
should be sensitively advised that the coroner may request a mandatory post-
mortem. The coroner’s officer will be able to advise the parents of the process
that this will follow. Parents should also be advised regarding the potential for
certain neonatal deaths of babies born before 24 weeks gestation including
TFMR to be reported to the coroner.

129. We heard from clinicians that there is currently a national shortage of perinatal
pathologists resulting in the centralisation of perinatal pathology services. The
impact of this is that many babies will need to be transferred from the place of
delivery to the nearest regional pathology centre which is often many miles away.
Depending on local service agreements, post-mortem examinations are often
gestation related and only available for losses from 16 weeks gestation and
above, thus excluding early gestation losses. Parents should be offered the
option to pay privately for this procedure if it is not available to them through their
local trust. It is essential that there is an increased investment in this vital service
and that the recruitment and training of perinatal pathologists is prioritised, as the
current wait times have a huge and detrimental impact on families, including
influencing their decision on whether or not to consent to a post-mortem
examination.

Funerals, Burials, Cremations

130. Many parents and families who have experienced baby loss appreciate and
value the opportunity to hold or to attend cultural and/or religious ceremonies
and/or rituals, such as a blessing, a funeral, a remembrance service, or entering
their baby’s name in a book of remembrance. Where appropriate, spiritual care,
religious ceremonies or services (offered by the hospital and third parties) should
be offered to bereaved parents and families and cultural sensitivities should be
carefully observed and respected by all medical professionals involved.
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131. Whilst there is no legal requirement to bury or cremate pre-24-week baby loss
remains, the HTA advise that:

‘Cremation and burial should always be available options for the disposal of
pregnancy remains, regardless of whether or not there is discernible fetal
tissue. Sensitive incineration, separate from clinical waste, may be used
where the woman makes this choice or does not want to be involved in the
decision and the establishment considers this the most appropriate method of
disposal.’

132. Itis imperative that bereaved parents are offered genuine choices around the
funeral/sensitive disposal options for their baby or pregnancy loss remains. They
should not be persuaded to give certain answers, by being asked leading
questions. We have heard from many parents who, when they were being asked
if they would like the hospital to dispose of their baby, felt unclear about what was
being asked of them. Some reported that the way in which they were asked
implied that there was a right answer and a wrong answer. One example of this is
that a doctor said to a patient ‘We standardly dispose of all babies in a sensitive
way, is that ok with you?’ The patient felt uncomfortable going against the ‘norm’
so agreed and replied, ‘yes that’s fine’. It is vital that parents are offered all
options and given adequate time to make the most appropriate decision for them
and their family.
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Chapter 6. After the loss

133. ltis essential that all individuals and couples have follow-up care available to
them and have access to support following pre-24-week baby loss. We are aware
that follow-up appointments for pre-24-week baby loss are not routinely offered,
however this is a vital component in next pregnancy planning and should be
available to all individuals who request it. A follow-up appointment with a
consultant must be offered to all bereaved parents awaiting results where there
has been a post-mortem or other investigations such as genetic testing or
placental histology. Where possible, the appointment should take place in a
private space away from pregnant women and new-borns. There should be
sufficient time allowed for the parents to ask any questions they have regarding
their care and their emotional well-being should be discussed.

134. A very high proportion of baby loss occurs in the community and often
happens prior to the booking appointment with a community midwife. In these
cases, if a person seeks aftercare following baby loss it should be provided by a
GP or practice nurse. Improved follow-up care could reduce or prevent many
complications, such as retained pregnancy tissue which can lead to infection and
haemorrhage, problems in a subsequent pregnancy and undiagnosed mental
health issues such as PTSD.

Post-loss information sharing with parents and between healthcare
professionals

135. Many parents told us that they were not able to absorb the information given
to them by a healthcare professional immediately following their loss. In view of
this, best practice would necessitate a variety of methods for providing
information across the multi-disciplinary system.

e Bereaved parents told us that they valued being given written information
that they could take home with them and refer to after leaving the hospital
or healthcare setting.

e The hospital bereavement team or a GP could send supplementary
information to bereaved parents via post, e-mail or via the MyNHS or
MyGP app. We heard of an example of best practice from a group of GPs
in Leeds who have piloted sending a personalised letter of condolence and
acknowledgement of loss to parents, including a list of national and local
counselling and support organisations. We would like to see this happen
nationally.

136. People are often cared for in more than one setting during and after a baby
loss. It is essential therefore that their physical and mental health history is clearly
communicated across all appropriate care teams. Clear communication across
hospital departments and to the primary care team is essential, not only for the
physical safety of the mother but also for her emotional wellbeing. Parents told us
that having to retell their experience repeatedly caused them unnecessary
distress and they felt that effective communication across teams could have
prevented this. Some charities provide women with stickers to use on their
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hospital notes to alert healthcare professionals of a previous loss and this
approach is now being used on electronic patient records. We recommend that
an NHS-wide flag system should be implemented, so that pre-24-week baby loss
can be highlighted on parent’s patient notes. This will help healthcare
professionals to be aware of any previous losses and assist them in providing a
compassionate and sensitive care experience, without the individual having to
repeatedly recount their story of loss.

137. Service providers should work together across an ICS or other geographic
network. This approach should also facilitate multi-disciplinary, multi-professional
teams to provide excellent aftercare support to women and their partners. The
benefits of working across such networks could include:

e Alocal pathway from hospital care to discharge to ensure that the GP,
Community midwife, Health Visitor and other key professionals are notified
and aware of the loss through, for example, a detailed discharge summary
from hospital or a phone call.

e Aregional system to cancel all subsequent scan and antenatal
appointments so that letters/text message reminders are not sent.

e A regional co-developed template that can be adapted for each type of
loss for use by hospital or primary care services has been included in
Annex G, so that a personalised letter may be sent to parents
acknowledging their loss. This could also provide information on relevant
national and local support that is available.

e A consistent approach to providing pre-discharge written information about
what to expect physically and emotionally with details of who they should
contact if they have any concerns or complications.

e Clear signposting to appropriate local and national support and counselling
services with leaflets and support materials available or accessible in a
variety of languages and formats.

e Assurance of the use of a NHS universal flag system for paper and digital
notes, so any care giver can immediately see that the patient has
previously had a loss.

Mental Health

138. Research studies have shown that some women experience high levels of
PTSD, anxiety, and depression following early pregnancy loss and that these
conditions remain at clinically important levels for many months after the loss
77.78,79.72 A 2019 large, multi-centre cohort study in three London hospitals found
that:

e 29% of women met the criteria for PTSD one month after an early
pregnancy loss80-81,

e This decreased to 18% nine months after the loss (miscarriage = 16%,
ectopic pregnancy = 21%).
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e Moderate/severe anxiety was diagnosed in 24% of women one month
following a loss, decreasing to 17% after nine months (miscarriage = 17%,
ectopic pregnancy = 23%).

e Moderate/severe depression was diagnosed in 11% of women following a
loss, decreasing to 6% after nine months (miscarriage = 5%, ectopic
pregnancy = 11%.

139. According to NICE, ‘grief following miscarriage is comparable in nature,
intensity, and duration to grief reactions in people suffering other types of major
loss’®. These figures back up a survey conducted by the Mariposa Trust®?
(Saying Goodbye). The survey which was conducted with people who had not
only experienced an ‘early term’ loss (pre-12-week’s gestation), but also people
that had experienced a late term miscarriage (up to 24-week’s gestation),
stillbirths, neonatal and early years loss, saw:

¢ 41% of women reporting they suffered PTSD for a time following baby loss.

¢ 36% of women reporting they still were suffering with PTSD following baby
loss.

¢ 50% of women reporting they suffered clinical depression following baby
loss.

140. Other factors in the mother’s life that may contribute to the development of
PTSD, anxiety and depression following baby loss include things like the loss
being a planned or not planned pregnancy, a history of infertility or long periods
of trying to conceive, no warning signs of the loss, prior miscarriages or loss at a
later gestational age, physical health and/or mental health issues, not having any
living children, social isolation, relationship problems between partners, younger
maternal age, and lower socioeconomic status®6.71.8485,

141. In 2019, the Baby Loss Awareness Alliance report, ‘Out of Sight, Out of Mind -
Bereaved parents falling through the gaps in mental health care’®® found that 60%
of parents following baby loss felt that they needed specialist psychological
support for their mental health but were not able to access it on the NHS. This
was reflected by the healthcare professionals we spoke to. They highlighted the
importance of providing perinatal mental health support, particularly given that in
many cases specialist perinatal mental health teams do not currently accept
referrals for mothers who experience baby loss pre-24 weeks gestation.

142. It is important that the support offered to parents is appropriate to their
situation. Emotional support after the loss, either through counselling or referral to
peer-support groups is important, as well as follow-up from the health care
provider®” and referral to specialist care if necessary. Some parents told us that
the support they were offered was not always appropriate; some had been
offered group therapy which was intended for individuals suffering from
depression. One father revealed that he had been offered an anger management
course and felt that this was very unhelpful and exacerbated his emotional
distress. In other cases, women and their partners will need more intensive
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specialist evidence-based psychological therapy and this should be available to
them should it be required.

143. NICE guidelines on antenatal and postnatal mental health include guidance
on caring for women who have experienced miscarriage®, however there is no
best practice guidance around how healthcare professionals identify the mental
health needs of women and their partners following a baby loss. More generally,
parent-support groups that we spoke to emphasised the need to improve
awareness amongst NHS staff about the psychological impact of the loss and the
increased risk of suicide following pregnancy loss.”®8 A survey conducted by the
Mariposa Trust (Saying Goodbye) of 338 people, saw 49.41% of responders
report that they had considered suicide after baby loss with 7.35% attempting to
end their own life®°. 16.47% also reported that their partner had suffered suicidal
thoughts following their baby loss.

Partners

144. Partners also display depression and anxiety.”>°! While there is mental health
screening and resources allocated for antenatal and postnatal mental health of
women, there is a need to address the gap in perinatal mental health provision
directly after a baby loss to ensure that partners are able to access appropriate
psychological support. According to the survey of Bereavement Midwives®?,
although emotional support is commonly offered to women, 46% of respondents
reported that it is not routinely offered to partners or spouses.

145. The feelings associated with baby loss are very similar for both men and
women, but men often feel the need to take on the ‘supporter’ role, potentially at
the expense of their own mental wellbeing®3. There is a lack of social recognition
of the loss, often leading to ‘disenfranchised grief’ for men as well as challenges
in accessing support. Both parents should be treated equally when it comes to
the provision of aftercare and emotional support. In many cases, the parents we
spoke to said that only the mother was offered emotional support, when the
father/partner had been equally distressed by the loss and very much needed
support and/or counselling. Adequate mental health support should be available
to all parents, including partners, experiencing pre-24-week baby loss. This
support should be available in a wide range of forms, including one-to-one
psychological care, group sessions, religious/spiritual care and support, all taking
place in appropriate and sensitively considered settings.

Developments in Mental Health Support for baby loss

146. The NHS Long Term Plan® aims to increase access so at least 66,000
women can access specialist perinatal mental health services by 2023/24.
Maternal Mental Health Hubs are expected to be available across the country,
combining maternity, reproductive health and psychological therapy for women
experiencing mental health difficulties directly arising from, or related to, the
maternity experience including early pregnancy loss. In addition to the expansion
of specialist community perinatal mental health services, 33 maternal mental
health services are being established for women who experience moderate to
severe or complex mental health issues directly related to a trauma or loss. NHS
England’s ambition is to have one in each ICS by 2024. We look forward to
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seeing if this model will be successful and we hope all hubs will be easily
accessible to all women.

147. In June 2022, the NIHR Public Health Research (PHR) Programme published
its intention to commission research into which population-level interventions are
the most impactful in improving mental health outcomes in women or/and
partners experiencing a pregnancy not ending in a live birth in the UK (includes
miscarriage, ectopic pregnancy, medically indicated and choice termination,
stillbirth and neonatal deaths).%® Research areas the NIHR is interested in are
extensive and include:

e Evaluations of interventions to support parents from a diverse range of
cultural and socio-economic backgrounds and LGBTQ+ individuals who
have experienced pregnancy not ending in live births including
interventions delivered by charities

e How workplace policy and interventions can support parents experiencing
pregnancy loss

e The effectiveness of different types of psychosocial interventions on
different types of pregnancy loss

e Why some women and/or partners who have experienced pregnancy not
ending in live birth do not access support, either through lack of
awareness of services, the nature of the services themselves or because
of personal preference. Likewise, what are the consequences of the lack
of engagement with services.

e How bereavement interventions for other types of loss can be adjusted
and used to support parents experiencing pregnancy loss

148. Effective communication is crucial between healthcare professionals
regarding parents who may be at risk of developing or who have been diagnosed
as having mental health problems following baby loss.

149. A mental health check-up should be available to all women and their partners
following pre-24-week baby loss and either a clinical referral made or a self-
referral encouraged. Any woman or her partner with deteriorating mental health
or who is displaying risk factors for suicide or self-harm should be prioritised for
immediate assessment.

150. Sufficient time must be available in follow-up appointments with bereaved
parents to enquire about their emotional well-being and to offer information on
self-referral support or other forms of psychological therapies should it be
required.

Subsequent pregnancies

151. Itis never possible to predict how individual parents will feel during
subsequent pregnancies and therefore it is essential that all NHS staff offer
parents sensitive care throughout their subsequent pregnancies. Parents should
feel well supported in any pregnancy, especially following a previous loss. All
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staff in primary and secondary care settings seeing bereaved parents before,
during and after a pregnancy following a loss must be aware of and acknowledge
the potential difficulties and challenges these parents might face. It is important
that healthcare professionals listen to and acknowledge parents' fears and
concerns and outline any additional antenatal care and psychological support that
is available to them. A robust documented management plan should be in place
for all future pregnancies and should be agreed with the woman and where
appropriate, her partner. Healthcare professionals should offer support
information and books for parents to utilise during subsequent pregnancies to
help them manage fear and anxiety.

Support
152. For many people who have experienced baby loss, discovering that they are

pregnant again can bring with it a mixture of hope and fear, along with a range of
other emotions. Women who get pregnant less than a year after a miscarriage
are at higher risk of psychiatric symptoms. They are also at more risk of
pregnancy related distress - about the birth, their relationships or their
emotions®.

153. Pregnancy after loss clinics should be established at each hospital offering

maternity care. When a family is expecting a baby following loss, additional
clinical and psychological support is often required. By offering specialist support,
individuals feel heard and understood. Existing clinics also report a reduction in
subsequent loss when additional specialist support is provided. We visited
Professor Alex Heazell at St Mary’s Hospital in Manchester and were extremely
impressed at the ‘Rainbow Clinic’ he leads.

Recurrent pregnancy loss
154. If a woman has experienced more than one pregnancy loss, health care

professionals should ensure that additional antenatal and emotional support is
provided and a clear management plan is communicated to the woman and
where appropriate to her partner or other family member. We believe that
specialist recurrent loss clinics should be established in each Integrated Care
Region where specialist provision for women who have experienced recurrent
loss is available, and swift referral should be encouraged.

155. Working with the relevant Royal Colleges, NHS England should develop

standardised primary and secondary care clinical standards for pre-24-week baby
loss that local service providers and commissioners can use to update their local
guidelines and service provision.

e If individuals experience a pre-24-week baby loss, and request an
appointment with their GP practice, a person-centred consultation should
be offered to them. If appropriate or requested, the individuals’ baby loss
experience and future pregnancies should be discussed during this
appointment. Support information about the emotional impact and potential
trauma following baby loss should be provided, and individuals should be
advised that they can self-refer to NHS Talking Therapies. Clinicians
should actively encourage this self-referral if they feel it would benefit the
individual.
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e Following two losses, an appointment should be made for blood tests,
including full blood count and thyroid function and other necessary
investigations. Depending on the results of these tests, along with any
other pre-existing or chronic physical or mental health conditions, referrals
should be made to the relevant specialism.

e A consultant-led appointment should be offered following three losses, at a
specialist recurrent miscarriage centre where possible, so additional tests,
including genetic testing, scanning, screening and treatment, can be
offered.

e The standardised primary and secondary care clinical guidelines should
include flexibility to give priority to accommodate differing factors such as
advanced maternal age, infertility, recurrent loss, and other medical
conditions.

156. Analysis of data from the PRISM (Progesterone in Spontaneous Miscarriage)
trial - a multicentre, double-blind, placebo-controlled randomised trial of
progesterone in women with early pregnancy vaginal bleeding - found that
although progesterone treatment did not reduce the rate of miscarriage for those
with no previous miscarriages, there was a small reduction in miscarriage for
those with one or two previous miscarriages and a large reduction in miscarriage
for those with three or more previous miscarriages®”- 8. Based on this research,
NICE updated its guidance, ‘Ectopic pregnancy and miscarriage: diagnosis and
initial management’®® in 2021 recommending treatment with vaginal micronised
progesterone, 400 mg twice daily, for patients with an intrauterine pregnancy
confirmed by a scan, if they have vaginal bleeding and have previously had a
miscarriage. If a fetal heartbeat is confirmed, this progesterone treatment should
be continued until 16 completed weeks of pregnancy. Doctors should routinely
prescribe this treatment for patients who meet the NICE criteria, however, despite
this guidance, patients are still fighting to receive it.

157. Individuals recognised as high-risk for baby loss at booking or any time during
pregnancy should receive personalised care pathways, which may include a
higher level of care and monitoring.

158. If a home pregnancy test shows a positive pregnancy result 3-weeks following
a baby loss or pregnancy symptoms persist, further medical management should
be offered to the individual. This may include clinical review, repeated urine tests,
blood tests to check for pregnancy hormones and/or an ultrasound scan. This is
to ensure that no pregnancy tissue has been retained and to avoid infection and
other complications. Investigations such as routine post loss blood tests, scans,
infection screening, post-mortem examination and placental histology should be
offered to all women experiencing mid-trimester loss. Where an ectopic or molar
pregnancy is suspected or has been confirmed, the individual and their partner
should be given information about signs of infection, who to contact and what to
do if pain and/or bleeding persists or becomes heavier and details about their
management and any follow-up appointments. They should also be given the
details of support organisations (see Annex H) and offered additional resources
to help them emotionally.
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159. Clear integrated care pathways must be established across primary,
community and secondary care. This must also include the updating of IT
systems, which can communicate with GP’s IT systems to ensure that GPs,
community midwives, and health visitors are notified of a loss promptly.

160. In a subsequent pregnancy, an early reassurance scan should be offered and
the woman and her partner should be signposted via their midwife to appropriate
services such as ongoing emotional support and psychological support where
indicated to help manage anxiety levels. In addition, information and resources
should be offered.
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Chapter 7. Supporting and empowering staff

161. NHS staff play a critical role in ensuring that parents experiencing pre-24-
week baby loss receive high quality care and support, are signposted to
appropriate services and understand the options available. Many parents spoke
about the sensitivity and kindness that staff caring for them demonstrated.

162. Employees from across the complete employment spectrum experience vast
differences in the level of support and empathy offered to them by their
employers. We acknowledge and commend the organisations that have made
significant strides in developing new policies and practices to support their
employees who experience baby loss. Whilst it is not possible for us to force
change in employment law, we would like to see all businesses adopting a more
proactive approach and the introduction of policies to safeguard and support staff
experiencing a pre-24-week baby loss. We would encourage employers to utilise
existing information and resources that are available to support this work.
Funding such as the Voluntary, Community and Social Enterprise (VCSE) Health
and Wellbeing Fund has enabled a significant amount of training to already take
place, and we hope that this will be continued beyond 2025. Third sector
organisations such as the Miscarriage Association, The Mariposa Trust (Saying
Goodbye), Sands, Abigail’'s Footsteps and others have pioneered training and
resources in this area. The Miscarriage Association have developed a
‘Pregnancy Loss Pledge’ which can be adopted by employers. Furthermore, the
Mariposa Trust (Saying Goodbye) have the ‘Mariposa Gold Standard Award’
which is given to companies who have undertaken bereavement training and
have implemented people-centred baby loss policies.

163. Whilst there is a clear acknowledgement that staff working in hospitals and
community settings are often under intense pressure with limited time to interact
with parents, demonstrating compassion and sensitivity is extremely important.
Bereavement training and education is fundamental in nurturing these vital
communication skills, however it was noted that a lack of resources and funding
often make it difficult for staff to access training opportunities. Regular updated
bereavement training is essential in order for all staff working with loss, including
those working in primary care to be able to offer high quality consistent care and
support.

Staffing

164. Our visits to EPAUs highlighted the difficulties they face recruiting and
retaining high quality doctors, nurses, sonographers and administrative staff.
This is primarily due to the relentless demands on services and the nature of the
care that staff provide resulting in compassion fatigue, stress and burnout.

165. Some EPAUs care for 1,000 or more women every month. EPAU staff told us
that one of the big issues is they are only given 15 -20 mins per patient to
perform a scan, take blood tests, provide good or bad news, and advise on any
next steps regarding their care. Staff feel that they are not given enough time to
provide high quality, compassionate care. One explanation we were given for the
short appointment times is that reassurance scans, arguably the bulk of work in
many EPAUSs, were paid for under the Maternity Pathway Payment System’s
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Antenatal Pathway Tariff. Under this system, a cross charge should have been
made between the maternity and gynaecology departments for reassurance
scans. It was common for such cross charges not to be made, and in some
Trusts, this could have contributed to the gynaecology department operating at a
deficit. This approach to paying for services changed in 2020. In theory, all
departments should now be paid for the services they provide.

166. We witnessed large variations in the numbers of staff working in early
pregnancy services, including their competencies, training, and the skill mix of the
teams. EPAUs may be consultant-led or nurse-led. We are not able to know the
numbers of doctors, nurses or sonographers working in early pregnancy care —
this information is neither collected nor published.

Specialist Training

167. Currently, although specialist training programmes are available for both
doctors and nurses, there are no requirements for clinicians working in or
managing EPAUs to have any training qualifications specifically in early
pregnancy loss care.

168. Early pregnancy care is not a sub-speciality in the RCOG curriculum. Trainee
doctors who wish to pursue a consultant post in this area can undertake an
Advanced Training Skills Module (ASTM) in Acute Gynaecology and Early
Pregnancy (AGEP). The required competencies are developed and assessed
mainly through on-the-job training.

169. The RCN published updated guidance on the key skills and knowledge
required to develop the role of a specialist nurse/midwife in early pregnancy care
in 2021'%°, The RCN’s Women'’s Health Forum also carried out an impact
assessment of the standards effectiveness and found wide disparities in their
adoption by service providers and commissioners'®'. The Forum, in collaboration
with the Association of Early Pregnancy Units, is currently working on ways to
develop the Clinical Nurse Specialist role in this field.

170. We reviewed the job descriptions and person specifications for roles such as
Senior Gynaecology Nurses and EPAU Advanced Nurse Practitioners. We found
that in some cases specialist qualifications in gynaecology or women’s health
were considered to be ‘desirable’ rather than ‘essential’. A key function of an
EPAU is to provide ultrasound scans to diagnose problems in early pregnancy
and a qualification in ultrasonography was required in most of the job descriptions
we reviewed.

171. Standardised specialist training programmes in early pregnancy care should
be introduced for both doctors and nurses working in EPAUs as soon as
possible, to promote excellence in the system, and to provide more formal
recognition of the importance of EPAUs. Trusts must provide protected time
within working hours for this training.

Bereavement training

172. Bereavement training and education is fundamental in developing the vital
skills that health care professionals require to be able to offer high quality
consistent bereavement care and support. However, it was noted that a lack of
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funding often made it difficult for staff to access training opportunities, which
needs to be addressed. Our research showed that there are many excellent
examples of fully funded resources and training available, which should be better
publicised in order that they may be utilised across all primary, community and
secondary care, as well as to society in general.

173. Training and education in bereavement care and support, should be a core
requirement for all staff who care for parents experiencing loss. Based on our
expertise and the consultation meetings we held with parents, baby loss support
charities and healthcare professionals, one of the main concerns is the lack of
standardisation in bereavement care training and staff compliance with guidelines
in the care pathway. Many staff do not receive adequate training to enable them
to care sensitively for women who have experienced a baby loss, or to provide
emotional support for partners and families. This is particularly the case for GPs,
staff in gynaecology, Paramedics and A&E staff who are often the initial contact
for many women. The NBCP currently provides two e-learning modules that help
to guide healthcare professionals when communicating with bereaved families.
Other third sector providers including Bereavement Training International, The
Mariposa Trust (Saying Goodbye), Miscarriage Association, Abigail’s Footsteps,
Petals, Child Bereavement UK, and the Lullaby Trust also provide or fund in-
house training for healthcare professionals. Other resources including
experiential videos involving people with lived experience of baby loss should be
utilised to allow healthcare professionals to gain an understanding of the
physical, emotional and psychological impact of loss.

174. Improving staff training and education in bereavement care was highlighted as
a priority for the NHS following the Independent Maternity Review and the
Ockenden Review'%?. We heard from clinicians how in some cases there are very
few, if any, staff on duty who have had specific training in bereavement care and
support. Bereavement care in medical training, particularly relating to miscarriage
and pre-24-week loss is commonly seen as lacking and skills and competence
are largely dependent on the individual healthcare professional’s experience. A
number of e-learning and in-person training options around bereavement care for
early baby loss already exist which Trusts can enrol in. These are available from
the Royal College of Midwives and various baby loss support charities. There
are, however, issues around consistency and the staff members that are
choosing or chosen to participate.

175. A recent survey published by Sands found that most midwives across 117 UK
health Trusts and Boards are expected to undertake bereavement care training in
their own time.'°® Only 49% of Trusts and Boards surveyed provided
bereavement care training to staff and only 12% of those who did allow for that
training to happen during working hours. The survey also found that:

e 48% of midwives, 33% of student midwives and 27% of obstetricians and
gynaecologists and 39% of ultrasound practitioners are offered annual
bereavement care training by their Trust or Health Board; and

e Most training is only for 60 minutes. Only 6% of midwives and 1% of

obstetricians and gynaecologists receive one-half or one whole day of
training.
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176. Training and education for all staff within the care pathway needs to be multi-
disciplinary and mandatory, seen as a core part of continuing professional
development and funded and recognised/rewarded accordingly. If possible to
include techniques such as simulation and service user input. In addition to
ensuring that staff receive the appropriate level of training, there is a clear need
to ensure awareness and compliance to relevant clinical and bereavement care
guidelines.

177. In addition to the importance of training in providing better care and support to
parents who have had a baby loss, training is also an important element for the
wellbeing and confidence of healthcare professionals. Recent research suggests
that doctors who receive breaking bad news training report higher levels of
confidence and sonographers who have received post-qualification new delivery
training report lower burnout'%4.

Staff support and self-care

178. Recognising the emotional impact on staff caring for women during a baby
loss is crucial to safeguarding their well-being as individuals and more broadly,
ensuring retention of the workforce. We heard from Bereavement Midwives how
compassion fatigue is a huge issue with professionals working with loss across
England. Those we spoke to felt a lack of education exists regarding the
importance of good bereavement care, particularly amongst managers, some of
whom consider it to be merely ‘tea & sympathy’. Many professionals expressed
feeling undermined and angry that they were being undervalued and
unappreciated.

179. A significant number of NHS staff will personally experience baby loss. The
impact of their loss should not be underestimated, and a sensitive and flexible
approach should be taken when they return to work. The NHS Confidentiality
Policy that all NHS staff must observe, restricts the personal information that
NHS staff are able to share publicly. One of the unintended consequences of this,
is that this limits NHS staff accessing the baby loss support that is available via
social media platforms and public support groups. It is essential therefore, that
comprehensive support is offered by the NHS to all healthcare professionals who
experience a loss, to ensure that their mental and emotional health needs are
adequately met.

180. The COVID-19 pandemic has put maternity services under unprecedented
pressure. Changes to care pathways, the closure of some units, understaffing
due to sickness absences and restrictions on partners being able to attend
appointments and scans all put extra burdens on maternity staff and ultra-
sonographers with serious implications for their health and well-being. Many
specialist Bereavement Midwives were pulled from their roles due to staff
shortages.

181. In the most recent NHS staff survey for 202219°:

o 39.7% of nurses and midwives said they felt burnt out because of their
work, second only to operational ambulance staff.
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e 50.3% of nurses and midwives felt unwell as a result of work-related
stress.

o 52.5% of all staff said they achieve a good balance between work life and
their home life.

182. Studies carried out on the impact of baby loss on midwives tend to focus on
stillbirths. One study on the perceptions of midwives caring for women
experiencing early baby loss found that repeated exposure to early pregnancy
loss can have a profound emotional effect on midwives, with a potential for this to
affect the care that women receive.'% Midwives identified the need for further
education in the area of early pregnancy loss, time out during the shift to debrief,
and counselling for staff. The authors concluded that structured support is
needed for midwives and other health professionals where there is repeated
exposure to early pregnancy loss.

183. Reflective supervision in particular was seen as an essential way of
supporting staff in the care pathway. Staff debriefs and peer support were also
highlighted as important ways to help support staff and avoid compassion fatigue
and burnout.

Bereavement Teams

184. Specialist staff trained in bereavement care, such as Bereavement Support
Specialist Midwives have a vital role in the baby loss care pathway. There is no
consistent grade level and each hospital dictates how many hours they are willing
to assign to bereavement work, which varies greatly and often depends on
budget.

185. Bereavement midwives revealed concern over the lack of workforce and
hours provided to deliver the full gamut of support required. We were told that this
was often because of a lack of understanding and therefore support from
management of the role, resulting in many bereavement midwives shouldering a
disproportionate amount of responsibility themselves. They also spoke about how
many burn out quickly due to the sheer volume of the work and the psychological
impact on them working with loss on a daily basis. There is also no standardised
training for bereavement midwives or guidance around the level of care or
intervention that is expected of the role.

186. Some bereavement midwives practice clinically, as well as offering
bereavement support, whilst others purely offer a support-based service. Several
bereavement midwives we spoke to disclosed that their hours were the first to be
cut by Trusts in times of financial hardship and that they were regularly pulled
from their bereavement role to work clinically when there were staffing shortages.

187. The discrepancy in role, hours and pay was felt to be a real issue and that it
showed there is little regard for the role. We heard that many bereavement
midwives feel it necessary to work many additional hours work in their own time.
According to the bereavement midwife forum, compassion fatigue is a huge issue
with bereavement midwives across England.
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188. Another contributory factor to stress and burnout may be that only a small
minority of bereavement midwives receive counselling supervision or any kind of
emotional support on a regular basis, and this needs to be addressed.
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Chapter 8. Certification scheme for pre-24-week baby loss

189. When the review was commissioned, the terms of reference asked us to
consider the impact on families of the current threshold of 24 weeks before being
able, formally, to register a baby loss if they so wish, and also whether it would,
on balance, be beneficial to look at legislative options to amend existing primary
legislation to allow parents to register a baby loss if they so wish.

190. Currently, parents whose babies are born without signs of life after the 24"
week of pregnancy must register the birth as a stillbirth. The parents will receive a
certificate of registration of stillbirth. When a pregnancy ends before the 24
week of gestation, the loss is considered to be a miscarriage. There is no formal
process for parents to legally register this type of loss, as current legislation
excludes pre-24-week gestation loss, leaving parents without the formal
recognition that many of them long to have. Instead, hospitals may enter a baby’s
name in a local book of remembrance or issue a local certificate to commemorate
the loss for those parents who wish to do so. The Mariposa Trust (Saying
Goodbye) have been campaigning for the introduction of a certificate of life since
2015.

191. Feedback from consultation meetings conducted as part of this review with
parents, baby loss and bereavement charities and healthcare professionals
suggest that a strong case can be made for setting up a certification scheme to
give official recognition for pre-24-week gestation baby loss. Many parents who
have experienced a baby loss feel that having official recognition of their loss, in
the form of a certificate from the government, would help in the grieving process.
We are aware, however, that the experience of baby loss is highly individualised.
Some parents will see the value in an official government issued ‘Baby Loss
Certificate’ scheme, while others may feel distressed if this were made
mandatory.

192. Online surveys conducted by Sands, The Mariposa Trust (Saying Goodbye),
and the Miscarriage Association show that a significant majority of respondents
are in favour of some form of official recognition for pre-24-week baby loss.
Moreover, more general feedback from charities suggest that many parents
would like their loss recorded.

Current process for registering stillbirths in England and Wales
193. When a baby is stillborn, the stillbirth must be recorded in the stillbirth register.

The process for registering a stillbirth, typically at a local authority registry office,
combines features of both birth and death registration.

194. Stillbirths - as with marriages, civil partnerships, deaths and births - are
entered into an official register by a registrar and the records are sent to the
General Register Office (GRO). The data is also used by the Office of National
Statistics (ONS) to produce national statistics.

195. The current procedure for registering a stillbirth in England and Wales is set
out in Figure 11. A stillbirth should be registered at a register office within 42
days'97 1% The name of the baby can be included in the register. Stillbirths must
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be registered in the district in which it takes place. Those who cannot get to the
district where the stillbirth took place can speak to another registrar who will
record the details on a form of declaration and send it to the registrar for the
district where the stillbirth took place. Either parent can register a stillbirth (or they
can do this together) if they are married or in a civil partnership. If the parents are
not married or in a civil partnership, the mother or father can register the stillbirth
if they have a signed declaration from the other parent (or they can do this
together). If neither parent can attend, the following people can register the
stillbirth: the occupier of the hospital or house where the stillbirth took place,
someone who was present at the stillbirth, someone who is responsible for the
stillborn child, or person who found the stillborn child, if the date and place of the
stillbirth are unknown.

196. The person registering the stillbirth needs to take the medical certificate of

stillbirth that the doctor or midwife attending the stillbirth is required to issue.
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Figure 11: Current procedures for registering stillbirths in England and Wales

The doctor or midwife who was present at the birth or examined the body will issue a
medical certificate of stillbirth.

3. The Registrar enters the information on the Registration Online (RON) system hosted
by the General Register Office (GRO).

i

4. The Registrar prints out a register entry, which the person registering the stillbirth
checks and signs. This is the legal record.

For
parent
s/
family

A short certificate 2.
that the registrar
has registered
the stillbirth can
be given to the
parents at the
time of
declaration free
of charge.

The registrar will also issue
a certificate for the burial or
cremation of the stillborn
child on an official burial or
cremation site. The
certificate is normally
passed to the funeral
director who is making the
arrangements. A funeral
cannot take place until this
certificate has been given
to the burial authority or the
crematorium.

A certified copy of
the register entry
showing the
parents details
can be purchased
for a fee and
ordered at the
time of
declaration or
another time in
the future.

Obtaining certificate for an historic stillbirth entry

Due to the sensitive nature of stillbirth registrations, the procedure for ordering a copy of a
stillbirth entry differs from other types of certificates. Apart from very recent events, the General
Register Office holds records of all stillbirths registered in England and Wales since 1 July
1927. Certified copies of these records can only be obtained with the Registrar General's
consent. The following conditions apply: a certificate will only be issued to the mother or father
of a stillborn child; siblings may apply if their parents are deceased - details of their parents’
dates of death should be sent with the application; stillbirth certificates can only be obtained
from the General Register Office in Southport.

For the
national
record

stillbirth to the Office for National Statistics.

1. The Registrar makes and 2. The Superintendent Registrar verifies and if
delivers quarterly to the found to be true, certifies the copy of all the
Superintendent Registrar entries of stillbirths kept in the local register.
a true, certified copy of all Quarterly, the superintendent registrar sends
the entries of stillbirths all certified copies of entries of in registers of
kept in the local register. stillbirths to the Registrar General.

3. When a register of stillbirths is filled, the Registrar shall deliver it to the
Superintendent Registrar, who shall forward it to the Register General.

4. The registrar also sends ‘compulsory’ and ‘voluntary’ statistics about the
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Certificates of recognition of early baby loss - International practice

197. Certificates of recognition of early baby loss? are currently administered in
several states in Australia, in the United States of America and Germany.

198. In Australia, the Northern Territory Registrar was the first state to begin
issuing an ‘Early pregnancy loss recognition certificate’ in 2007, and was
subsequently followed by South Australia, Queensland, New South Wales,
Tasmania and Western Australia. These certificates are issued on a non-
statutory basis by state registrars and are free of charge to applicants. A closed
register is maintained by state registrar offices for the purpose of issuing
duplicate certificates (rather than to produce data for health research or other
public records). Medical verification is required to make an application.

199. Florida began issuing ‘Certificates of non-viable births’ in 2017. HB 101, the
Grieving Families Act, gives parents the option of receiving a state-issued
certificate if a pregnancy loss occurs between nine weeks and twenty weeks of
gestation. The scheme requires medical verification and applicants are charged a
nominal fee. A closed register is maintained by the Office of Vital Statistics at the
Florida Department of Health. Other American states issue ‘Certificates of Fetal
Death’.

200. We spoke to government officials in New South Wales Australia and Florida
USA to understand how their schemes have worked in practice. In both cases,
officials stated that the process of setting up the scheme was relatively
straightforward and low-cost.

Designing a certification scheme for England

201. In exploring options for a pre-24-week baby loss certification scheme, we
consulted parents, charities, UK government officials and registrars to understand
the demand for a scheme, the challenges involved in setting up a scheme, how it
could be administered and by whom. Key points that were raised in feedback on
these questions included:

e Voluntary: While many parents and bereavement charities support the
idea of setting up a certification scheme for pre-24-week baby loss,
following an extensive consultation process, it was felt that a voluntary
scheme was needed, to ensure parents who would prefer not to have a
certificate are not forced to do so. Offering parents, the option of whether
or not to obtain a certificate of loss constitutes a significant difference from
the current registration process for stillbirths, which is a statutory
requirement as set out in the Births and Deaths Registration Act of 1953.

e Parent-centred: Parents and charities with whom we spoke, agreed that
the primary purpose behind setting up a scheme of recognition of pre-24-
week baby loss is to help parents with the grieving process. While some
recognised the value in using the data that might be generated from the
registration of pre-24-week baby loss, especially in light of the lack of
robust statistics in this area, it was felt that this should not be a priority.

2 Legal definitions of stillbirths vary between countries. The term ‘early baby loss’ here is used to designate baby
loss that is not stillbirth.
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Furthermore, it was not clear whether there would be value in this, given
the voluntary nature of the scheme.

¢ Inclusive: Parents and charities who provided feedback overwhelmingly
felt that any scheme recognising pre-24-week baby loss should be as
inclusive as possible. As such, it was felt that the certificates should be
open to parents who had losses at any gestation, include retrospective
losses and to make medical verification of the loss optional (depending on
the preference of the applicant). Further to this, given the importance of
terminology and the recognition of the wide variation in how parents
choose to speak of their loss (some preferring to use ‘baby” while others
may prefer to use the term “the pregnancy loss”), parents could be given a
limited set of options for the language used on the certificate. In keeping
with this, many charities and parents felt that medical verification should
be made optional, as whilst it was felt that this provided greater legitimacy
to the certificate, parents where medical verification was not possible (for
example, early losses or losses that had taken place outside of the
healthcare system, i.e. at home) would not be excluded.

e Official: Charities, as well as parents, felt that the certificate would need to
be issued from a government body, otherwise it would not be offering the
‘official’ recognition that many parents need. It was felt that, whilst the
commemorative certificates that are offered by charities and hospitals are
appreciated by some, bereaved parents above all wanted official
recognition from a government-issued body.

¢ Free of charge: If possible, there was a consensus that certification
should be made free of charge. Many advisory panel members recognised
that this might be difficult and were open to considering options where
parents might be charged a fee (which would ideally be a nominal
amount), although provisions would need to be made for disadvantaged
groups without the means to pay.

e Accessible: Information about certification should be available within, if
not directly available from, all healthcare settings where people
experiencing baby loss may access care, including all primary and
secondary care facilities.

Certification or Registration

202. The Registrar General for England and Wales (RG) is a crown appointment
and the role and duties are very specific and laid out in law. The RG’s office, The
General Register Office (GRO) currently manage registers which are all defined
in legislation. Details of births, deaths, still births and marriages are captured on
behalf of the RG by registrars who are local authority employees. There are
strong links around data collection and purpose with information fed to the ONS
for publication purposes.

203. Therefore, as precedent currently stands, a register of pre-24-week baby loss

would have to be defined in legislation and would therefore require the scheme to
be mandated and not optional. It would also consequently likely require some
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form of evidence that the event has taken place. Due to the considerations set
out previously, we feel that a registration process would not be appropriate for
pre-24-week baby loss and have chosen therefore to recommend a baby loss
certification scheme instead.

Summary - Certificate of Baby Loss:

The Government should introduce a voluntary scheme to enable parents who have
experienced a pre-24-week baby loss to receive an official certificate to provide
recognition of their loss. The purpose of issuing a certificate is to provide comfort, to
help parents validate their loss and to show that the government acknowledges that
a life has been lost. The scheme should have the following features:

Voluntary: Women and their partners who have experienced a pre-24-week
baby loss should have a choice, rather than be required, to apply for a
certificate.

Medical verification optional: Parents applying for a certificate can opt to
include medical proof from a healthcare professional to officially confirm their
baby loss took place.

Any gestation: Parents will be able to apply to receive a certificate for baby
loss at any gestation pre-24-weeks.

Retrospective: Parents who have experienced a historic baby loss (i.e.,
occurring before the launch of the scheme) will also be able to obtain an
official certificate.

Official: The certificate should be issued by the government.

Digital: Parents should be able to have the option to apply online and
download the certificate themselves, For the digitally excluded, an alternative
option should be made available.

Closed register: Records of all applications for certificates will be kept in a
central database, which will not be searchable or accessible to the public.

Non-legal document: The certificate will not be considered a legal document.
Parents receiving a certificate will not currently be entitled to further benefits
by law.

Identification Verification: This will be required for any application.

73



Chapter 9. Conclusion

We took on the role as co-chairs of this Review in the hope that we could transform
the landscape for pre-24-week baby loss care for this generation and for future
generations, and it feels surreal to be now writing the final pages of this report. We
were initially given 6-months to examine the crisis in pre-24-week baby loss care,
however due to the sheer magnitude of the issues we were tasked with reviewing the
6 months’ timescale was not realistic. Little did we know that the review would take
five years to complete, and whilst Brexit and the Covid-19 pandemic paused the
work for some time, we still feel that we have only just scraped the surface of the
mountain we have had to climb in carrying out this huge body of work.

Though the journey has been a long and arduous one, it has been a great privilege
and an honour to have witnessed many excellent examples of care within the
primary and secondary care settings that we visited. Conversely, we were saddened
and appalled to hear about and observe some truly shocking practices which require
immediate intervention.

An estimated 254,000 babies die in pregnancy or at birth each year in the UK; This
means that since this review commenced, approximately 1,270.000 babies have
died, leaving millions of parents, siblings and extended family members heartbroken.
Whilst it is not possible to prevent many of these losses from occurring, we can
ensure that each grieving parent receives excellent care and compassionate
support, and we all have a responsibility to do this.

Our hope and trust are that the recommendations we have made in this report are
swiftly and effectively implemented. Some recommendations will offer an immediate
difference, while others will take many years to alter practice. Nonetheless, it is
vitally important that this transformation starts as quickly as possible.

As leaders working in the field of baby loss, but just as importantly as mothers who,
ourselves, have experienced baby loss, we hope that this review is a catalyst for

lasting change.
And to every family who has had to say goodbye to a much-loved baby

...We dedicate this work to you.
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Terms of Reference

Background

1.1.  Many of the care considerations for parents experiencing a stillbirth (when a baby is
born without signs of life after 24 weeks gestation) will be similar for those experiencing
a miscarmiage. Local policies, however, may affect the type and place of care offered or
available depending on the gestation when baby loss occurs.

1.2.  In particular, registration certificates are often greatly valued by some parents as a way
of recognising and naming their baby. Cumently, parents whose babies are stillborn
after 24 weeks gestation can register the baby's name and receive a certificate of
registration of stillbirth. When a pregnancy ends before 24 weeks gestation however,
there is no formal process for parents to legally register the loss. Some expectant
parents find this to be particularly distressing, whilst other parents would find it equally
distressing if they were reguired fo register the loss when they did not want to.

Purpose of the review

1.3. The purpose of the review is to consider:

= The impact on families of the current threshold of 24 weeks gestation before being
able, formally, to register a miscarriage if they so wish.

+« Whether it would, on balance, be beneficial to look at legislative options to amend
existing primary legislation to allow parents to register a miscarriage if they so
wish.

= Options to improve NHS gynaecology and matemity care practice for parents who
expenence a miscarriage and other causes of baby loss.

14.  The review will not consider changing the existing laws on abortion. However, the
review's recommendations for improving care and support for those experiencing a pre-
24 week gestation baby loss may be relevant to women and families who choose to
terminate a much wanted pregnancy, for example due to congenital anomalies.

1.5.  The review will work with key partners to make recommendations to government. The
recommendations will be aimed at improving the care and support women and families
receive when experiencing a pre-24 week gestation baby loss.

16. Some of the solutions are likely to lie in practice rather than in legislation. The review
should consider practice-based soluticns wherever possible.

1.7.  The review will help government create a forward-looking approach to improve the
support and experience of care for women and families who have a pre-24 week
gestation baby loss.

Leadership and Governance

1.8. The co-leads for the review are:

» Foe Clark-Coates, Founder & CEO, The Mariposa Trust; and
+ Samantha Collinge, Specialist Midwife and Maternity Bereavement Service
Manager, University Hospitals Coventry and Warwickshire MHS Trust.

March 2018
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1.9.
1.100

1.11.

1.2

The co-leads have overall responsibility for the review and its outputs.

An advisory panel will be appointed to ensure that service users, service providers and
the full range of stakeholders directly shape the recommendations.

The Department of Health and Social Care will support the co-leads to deliver their
responsibilities by providing administrative, research and analytical support.

The review will report to the Secretary of State for Health and Social Care.

Co-production

1.13. The review will be undertaken in consultation with the General Register Office.
1.14. The review should closely involve service users and service providers in all aspects of
its work. It should:
= seek to understand existing practice across different local areas;
+ engage widely with stakeholders; and
+» make recommendations that have broad support among service users, providers,
relevant professicnals, and organisations affected.
1.15. The review perod should be used fo air differences and find shared solutions.
Outputs
1.16. The review will prepare a report that identifies priorties and makes detailed
recommendations for improvement.
Devolution
1.17. The review is commissioned by and will report to the Department of Health and Social
Care in England. Recommendations will extend to England in relation to matters that
are devolved in Wales (including health), and England and Wales in relation to non-
devolved matters (including registration).
1.18. The review should engage with the Welsh Government and stakeholders in Wales,

where appropriate, to consider interfaces with Welsh legislation and practice.
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https://www.barnsleyhospital.nhs.uk/service/gynaecology/
https://www.bartshealth.nhs.uk/gynaecology
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https://www.bedfordshirehospitals.nhs.uk/our-services/early-pregnancy/
https://www.bedfordshirehospitals.nhs.uk/our-services/early-pregnancy/
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https://www.boltonft.nhs.uk/services/gynaecology/
https://www.buckshealthcare.nhs.uk/wp-content/uploads/2021/05/Bleeding-in-early-pregnancy-V2-rvw-08-2022-WZZ1819.pdf
https://www.buckshealthcare.nhs.uk/wp-content/uploads/2021/05/Bleeding-in-early-pregnancy-V2-rvw-08-2022-WZZ1819.pdf
https://www.buckshealthcare.nhs.uk/wp-content/uploads/2021/05/Bleeding-in-early-pregnancy-V2-rvw-08-2022-WZZ1819.pdf
https://www.buckshealthcare.nhs.uk/wp-content/uploads/2021/05/Bleeding-in-early-pregnancy-V2-rvw-08-2022-WZZ1819.pdf
https://www.buckshealthcare.nhs.uk/wp-content/uploads/2021/05/Bleeding-in-early-pregnancy-V2-rvw-08-2022-WZZ1819.pdf
https://www.buckshealthcare.nhs.uk/wp-content/uploads/2021/05/Bleeding-in-early-pregnancy-V2-rvw-08-2022-WZZ1819.pdf
https://www.cht.nhs.uk/services/clinical-services/maternity-services/maternity-contacts

6¢1

neda-jlun-juswssasse-Aoueubald
-Al1e9/S92IAI9S-U}|EOY-SUSWIOM/SBDIAIDS /XN SYU ISOM[BYD MMM //:SAlY
‘wea} AbojooseuAb [[eo-uo ay) Ag mainal 1o} Juswpedsq Aousbiawg

ay} 01 o6 pjnoys Aoueubaid Alies ul @oue)sisse |ealpaw Juabin ajinbal
OUM UBWOAN “Joal-}|as ueo uswom usym Aoueubaud oidojos snoinaid

Jo Aiosiy e si siy} o} uondaoxa Ajuo ay] ‘(juswyedsq Aousbiawg

BY} Ul J0J00p B 10 49 JIdy} Se yons) |euolssajold aieoyyeay e Aq palayal
98Q p|Noys uswom sueaw yoiym ‘waisAs Ajuo-juswiuiodde ue ajesado app

neda-Jun-jJusWSSasse-Aoueubald
~A[1e3/S80IAI9S-U}|EaU-SUSWIOM/SBOINIBS HN" SYU ISOM[SUD MMM//-SOIY
‘wea) ABojoosrUAB [jeo-uo ay) Ag malnal Joy Juswedaq Aousbiawg

ayj 01 06 pinoys Aoueubaid Alues ul @oue)sisse |eaipaw juabin asinbal
OUM UBWOAN “Jojal-}J|as ued uswom uaym ‘Aoueubaid o1dojos snoinaid

Jo Aioisiy e si siy} o} uondaoxa Ajuo ay] -(juswpedaq Aousbiaw]

By} Ul J0J00p B 10 49 JIay} Se yons) |euolssajold aleoyjeay e Aq pallajal
a8Q p|noys uswom sueaw yoiym ‘waisAs Ajuo-juswiuiodde ue ajesado app

J7Z-oIUlo-AoueUBa1d-AIBa/SOIUND/ AN SUU UNd MMM//:SANY

Juswedaq Aousbiewg ay) Buipusye Apoalip ueyl Jayjel piepp

auyde( joE3U0D NOA Jey) asiApe am ‘a1ed Aousbiaws alinbai jJou saop
u182u09 INOoA §| “psem ABojooseuAb juaned-ul sy ‘piep) suyde(q Jo yels

ay} Aq palaaljap sI adin1es abel} suoyds|a} SIN0Y-J0-1N0 Ue ‘paso|d SI g
olUID UBYAA “Bumpiw JnoA Jo Juswpedaq Aouabiawg ay) ‘o) JnoA wouy
g 21Ul 0} paJlajal Apoalip aq Aew noA ‘Ajpaieuls))y “Aiessassu Apuaiind
10U S| 90UBpUdYIE JBeY} PaWL.IOLUI PUB S2IApPE UBAIB 8q Aew NOA "do JnoA

J0 Juswiedaq Aouabiawig ay) ‘pZ dlulD puslie 0} payse ag Aew NOA "yeis
Jo Jaquiaw pauied) Ajgjeudoidde ue Ag uaye) aq [|im [|BD JnoA duoyds|s)}
Aq g 211D 10ejU00 ases|d ‘uiaouod AbojooseuAb Jo Aoueubaid Ajes

ue aAeY noA }| ‘wajsAs [essajel pue abeul) suoyds|s) e sajesado g olulD

uoljewLIoju| 18Y30

syoam g o3 dn

sy9am gz o3 dn

s)yoam ¢ oy dn

uonejsan

wdg
—wieg ‘L4-uop

sawy} buiuado

4V9 LML ‘YHomajs|
‘PEOY WEeyuaydIm |
‘lendsoH AusiaAiun

X9S3|PPIA 1SSM

HN6 OLAS ‘uopuo
‘PeOyY Weyind 69¢

‘|lendsoH Je)sulLISapn

pue ess|ay)

000

Z90 ebpuquwe) ‘Aeppn

uosuiqoy ‘¢z dWIID
‘leydsoH aisoy 8y |
S92IAIDS
Koueubaud Aeg
Buipinoid sjejidsoH

Jsnij uonepuno
[eydsoy
19)SUlW)Sap

B Bas|ayn

jshi] uoljepuno4
leyidsoH
J19)sulwlsapp

'3 eas|ay9

Jsni] uoljepuno4

SHN sieydsoH
Rjisianiun
abpLiquen

L

6l

‘8l


https://www.cuh.nhs.uk/clinics/early-pregnancy-clinic-24/
https://www.chelwest.nhs.uk/services/womens-health-services/early-pregnancy-assessment-unit-epau
https://www.chelwest.nhs.uk/services/womens-health-services/early-pregnancy-assessment-unit-epau
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https://www.cddft.nhs.uk/our-services/division-of-women,-children-and-sexual-health/gynaecology/early-pregnancy-assessment.aspx
https://www.cddft.nhs.uk/our-services/division-of-women,-children-and-sexual-health/gynaecology/early-pregnancy-assessment.aspx
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https://www.dbth.nhs.uk/services/maternity/general-information/our-wards/
https://www.dbth.nhs.uk/services/maternity/general-information/our-wards/
https://www.enherts-tr.nhs.uk/services/gynaecology/early-pregnancy-and-gynaecology-emergency-unit-epu/
https://www.enherts-tr.nhs.uk/services/gynaecology/early-pregnancy-and-gynaecology-emergency-unit-epu/
https://services.eastcheshire.nhs.uk/early-pregnancy-assessment-unit-epau
https://services.eastcheshire.nhs.uk/early-pregnancy-assessment-unit-epau
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https://www.ekhuft.nhs.uk/patients-and-visitors/william-harvey-hospital/wards-and-departments/?entryid78=527647&p=2
https://www.ekhuft.nhs.uk/patients-and-visitors/william-harvey-hospital/wards-and-departments/?entryid78=527647&p=2
https://www.esht.nhs.uk/service/maternity/your-pregnancy/early-pregnancy-assessment-clinic/
https://www.esht.nhs.uk/service/maternity/your-pregnancy/early-pregnancy-assessment-clinic/
https://www.esht.nhs.uk/service/maternity/your-pregnancy/early-pregnancy-assessment-clinic/
https://www.esht.nhs.uk/service/maternity/your-pregnancy/early-pregnancy-assessment-clinic/
https://www.epsom-sthelier.nhs.uk/early-pregnancy
https://www.epsom-sthelier.nhs.uk/early-pregnancy
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https://www.fhft.nhs.uk/services/epu-and-ugcc/#:~:text=The%20Early%20Pregnancy%20Unit%20is,early%20stages%20of%20your%20pregnancy.
https://www.fhft.nhs.uk/services/epu-and-ugcc/#:~:text=The%20Early%20Pregnancy%20Unit%20is,early%20stages%20of%20your%20pregnancy.
https://www.fhft.nhs.uk/services/epu-and-ugcc/#:~:text=The%20Early%20Pregnancy%20Unit%20is,early%20stages%20of%20your%20pregnancy.
https://www.fhft.nhs.uk/services/epu-and-ugcc/#:~:text=The%20Early%20Pregnancy%20Unit%20is,early%20stages%20of%20your%20pregnancy.
https://www.fhft.nhs.uk/services/epu-and-ugcc/#:~:text=The%20Early%20Pregnancy%20Unit%20is,early%20stages%20of%20your%20pregnancy.
https://www.fhft.nhs.uk/services/epu-and-ugcc/#:~:text=The%20Early%20Pregnancy%20Unit%20is,early%20stages%20of%20your%20pregnancy.
https://www.gloshospitals.nhs.uk/our-services/services-we-offer/gynaecology/early-pregnancy-assessment/
https://www.gloshospitals.nhs.uk/our-services/services-we-offer/gynaecology/early-pregnancy-assessment/
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https://www.gwh.nhs.uk/wards-and-services/early-pregnancy-unit-emergency-gynaecology-unit-epu-egu/
https://www.gwh.nhs.uk/wards-and-services/early-pregnancy-unit-emergency-gynaecology-unit-epu-egu/
https://www.guysandstthomas.nhs.uk/our-services/early-pregnancy-and-gynaecology-unit
https://www.guysandstthomas.nhs.uk/our-services/early-pregnancy-and-gynaecology-unit
https://hampshirehospitals.nhs.uk/our-services/az-departments-and-specialties/womenshealth/early-pregnancy-assessment-unit-epau
https://hampshirehospitals.nhs.uk/our-services/az-departments-and-specialties/womenshealth/early-pregnancy-assessment-unit-epau
https://hampshirehospitals.nhs.uk/our-services/az-departments-and-specialties/womenshealth/early-pregnancy-assessment-unit-epau
https://hampshirehospitals.nhs.uk/our-services/az-departments-and-specialties/womenshealth/early-pregnancy-assessment-unit-epau
https://www.hdft.nhs.uk/services/maternity-services/early-pregnancy-assessment/
https://www.hdft.nhs.uk/services/maternity-services/early-pregnancy-assessment/
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https://www.homerton.nhs.uk/epau/
https://www.hey.nhs.uk/gynaecology/epau/
https://www.imperial.nhs.uk/our-services/gynaecology/early-pregnancy-and-acute-gynaecology-units
https://www.imperial.nhs.uk/our-services/gynaecology/early-pregnancy-and-acute-gynaecology-units
https://www.imperial.nhs.uk/our-services/gynaecology/early-pregnancy-and-acute-gynaecology-units
https://www.imperial.nhs.uk/our-services/gynaecology/early-pregnancy-and-acute-gynaecology-units
https://www.jpaget.nhs.uk/departments-services/departments-services-a-z/gynaecology/early-pregnancy-assessment-unit/
https://www.jpaget.nhs.uk/departments-services/departments-services-a-z/gynaecology/early-pregnancy-assessment-unit/
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https://www.mkuh.nhs.uk/patient-information-leaflet/the-early-pregnancy-assessment-unit-epau
https://www.mkuh.nhs.uk/patient-information-leaflet/the-early-pregnancy-assessment-unit-epau
file:///C:/Users/ktodd/OneDrive%20-%20Department%20of%20Health%20and%20Social%20Care/Downloads/Early-Pregnancy-Assessment-Unit--EPAU--V4.pdf
https://www.nbt.nhs.uk/our-services/a-z-services/gynaecology/early-pregnancy-assessment-clinics-epac
https://www.nbt.nhs.uk/our-services/a-z-services/gynaecology/early-pregnancy-assessment-clinics-epac
https://www.northmid.nhs.uk/wadu
https://www.nth.nhs.uk/services/early-pregnancy-assessment-clinic/
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https://www.nth.nhs.uk/services/early-pregnancy-assessment-clinic/
https://www.nwangliaft.nhs.uk/maternity/im-pregnant/concerns-during-pregnancy-who-to-call/
https://www.nwangliaft.nhs.uk/maternity/im-pregnant/concerns-during-pregnancy-who-to-call/
https://www.northerncarealliance.nhs.uk/patient-information/maternity-services/gynaecology-services?q=%2Fpatient-information%2Fmaternity-services%2Fgynaecology-services
https://www.northerncarealliance.nhs.uk/patient-information/maternity-services/gynaecology-services?q=%2Fpatient-information%2Fmaternity-services%2Fgynaecology-services
https://www.northerncarealliance.nhs.uk/patient-information/maternity-services/gynaecology-services?q=%2Fpatient-information%2Fmaternity-services%2Fgynaecology-services
https://www.nlg.nhs.uk/services/maternity/assessment-centre/#:~:text=Early%20Pregnancy%20Assessment%20Unit%20Scunthorpe,19%20weeks%20and%206%20days.
https://www.nlg.nhs.uk/services/maternity/assessment-centre/#:~:text=Early%20Pregnancy%20Assessment%20Unit%20Scunthorpe,19%20weeks%20and%206%20days.
https://www.nlg.nhs.uk/services/maternity/assessment-centre/#:~:text=Early%20Pregnancy%20Assessment%20Unit%20Scunthorpe,19%20weeks%20and%206%20days.
https://www.nlg.nhs.uk/services/maternity/assessment-centre/#:~:text=Early%20Pregnancy%20Assessment%20Unit%20Scunthorpe,19%20weeks%20and%206%20days.
https://www.nlg.nhs.uk/services/maternity/assessment-centre/#:~:text=Early%20Pregnancy%20Assessment%20Unit%20Scunthorpe,19%20weeks%20and%206%20days.
https://www.nlg.nhs.uk/services/maternity/assessment-centre/#:~:text=Early%20Pregnancy%20Assessment%20Unit%20Scunthorpe,19%20weeks%20and%206%20days.
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https://www.ouh.nhs.uk/services/referrals/womens/gynaecology/horton-epac.aspx
https://www.ouh.nhs.uk/services/referrals/womens/gynaecology/horton-epac.aspx
https://www.ouh.nhs.uk/services/referrals/womens/gynaecology/ugc-jr.aspx
https://www.ouh.nhs.uk/services/referrals/womens/gynaecology/ugc-jr.aspx
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https://www.ouh.nhs.uk/services/departments/gynaecology/epau/#contact
https://www.porthosp.nhs.uk/departments-and-services/early-pregnancy-assessment-unit-epa/96925#pageLink4
https://www.porthosp.nhs.uk/departments-and-services/early-pregnancy-assessment-unit-epa/96925#pageLink4
https://www.rdehospital.nhs.uk/services/gynaecology-female-reproductive-system/early-pregnancy-assessment-unit-epau/
https://www.rdehospital.nhs.uk/services/gynaecology-female-reproductive-system/early-pregnancy-assessment-unit-epau/
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https://www.northdevonhealth.nhs.uk/2016/09/early-pregnancy-assessment-clinic/
https://www.northdevonhealth.nhs.uk/2016/09/early-pregnancy-assessment-clinic/
https://www.northdevonhealth.nhs.uk/2016/09/early-pregnancy-assessment-clinic/
https://www.northdevonhealth.nhs.uk/2016/09/early-pregnancy-assessment-clinic/
https://www.royalfree.nhs.uk/services/services-a-z/gynaecology/emergency-gynaecology/
https://www.royalfree.nhs.uk/services/services-a-z/gynaecology/emergency-gynaecology/
https://www.royalfree.nhs.uk/services/services-a-z/gynaecology/emergency-gynaecology/
https://www.royalfree.nhs.uk/services/services-a-z/gynaecology/emergency-gynaecology/
https://www.royalsurrey.nhs.uk/discover-our-clinic-sites-and-ward-areas/
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https://www.ruh.nhs.uk/patients/services/gynaecology/early_pregnancy_assessment/index.asp
https://www.ruh.nhs.uk/patients/services/gynaecology/early_pregnancy_assessment/index.asp
https://www.salisbury.nhs.uk/wards-departments/departments/maternity/your-pregnancy/specialised-pregnancy-care/#:~:text=Our%20Early%20Pregnancy%20Unit%20(EPU,with%20a%20positive%20pregnancy%20test.
https://www.salisbury.nhs.uk/wards-departments/departments/maternity/your-pregnancy/specialised-pregnancy-care/#:~:text=Our%20Early%20Pregnancy%20Unit%20(EPU,with%20a%20positive%20pregnancy%20test.
https://www.salisbury.nhs.uk/wards-departments/departments/maternity/your-pregnancy/specialised-pregnancy-care/#:~:text=Our%20Early%20Pregnancy%20Unit%20(EPU,with%20a%20positive%20pregnancy%20test.
https://www.salisbury.nhs.uk/wards-departments/departments/maternity/your-pregnancy/specialised-pregnancy-care/#:~:text=Our%20Early%20Pregnancy%20Unit%20(EPU,with%20a%20positive%20pregnancy%20test.
https://www.salisbury.nhs.uk/wards-departments/departments/maternity/your-pregnancy/specialised-pregnancy-care/#:~:text=Our%20Early%20Pregnancy%20Unit%20(EPU,with%20a%20positive%20pregnancy%20test.
https://www.swbh.nhs.uk/services/gynaecology/
https://www.sth.nhs.uk/services/a-z-of-services?id=171&page=100
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https://www.southtees.nhs.uk/services/maternity/maternity-wards-at-james-cook/early-pregnancy-assessment-unit/
https://www.southtees.nhs.uk/services/maternity/maternity-wards-at-james-cook/early-pregnancy-assessment-unit/
https://www.stsft.nhs.uk/services/maternity-new/antenatal
https://www.stsft.nhs.uk/services/maternity-new/antenatal
https://www.stsft.nhs.uk/services/maternity-new/antenatal
https://www.stsft.nhs.uk/services/maternity-new/antenatal
https://www.swft.nhs.uk/our-services/adult-hospital-services/gynaecology
https://www.swft.nhs.uk/our-services/adult-hospital-services/gynaecology
https://www.stgeorges.nhs.uk/service/maternity-services/your-pregnancy/early-pregnancy/
https://www.stgeorges.nhs.uk/service/maternity-services/your-pregnancy/early-pregnancy/
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https://www.sthk.nhs.uk/our-services?service=90
https://www.stockport.nhs.uk/ServicesDetail.aspx?id=837
https://www.surreyandsussex.nhs.uk/our-services/womens-services/maternity-services/early-pregnancy/early-pregnancy-unit
https://www.surreyandsussex.nhs.uk/our-services/womens-services/maternity-services/early-pregnancy/early-pregnancy-unit
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https://www.dgft.nhs.uk/services-and-wards/early-pregnancy-assessment-clinic-epac/
https://www.dgft.nhs.uk/services-and-wards/early-pregnancy-assessment-clinic-epac/
https://www.thh.nhs.uk/documents/_Departments/Women_Babies/Your_Pregnancy_Guide.pdf
https://www.thh.nhs.uk/documents/_Departments/Women_Babies/Your_Pregnancy_Guide.pdf
https://www.midyorks.nhs.uk/early-pregnancy-assessment/
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https://www.pah.nhs.uk/the-early-pregnancy-unit/
http://www.qehkl.nhs.uk/Early-Pregnancy-Unit.asp?s=information&ss=departmental.information&p=early.pregnancy.unit
http://www.qehkl.nhs.uk/Early-Pregnancy-Unit.asp?s=information&ss=departmental.information&p=early.pregnancy.unit
http://www.qehkl.nhs.uk/Early-Pregnancy-Unit.asp?s=information&ss=departmental.information&p=early.pregnancy.unit
https://www.therotherhamft.nhs.uk/Maternity_and_Gynaecology/Early_Pregnancy_Assessment_Unit/#:~:text=The%20Rotherham%20NHS%20Foundation%20Trust,to%2019%2B6%20weeks%20gestation.
https://www.therotherhamft.nhs.uk/Maternity_and_Gynaecology/Early_Pregnancy_Assessment_Unit/#:~:text=The%20Rotherham%20NHS%20Foundation%20Trust,to%2019%2B6%20weeks%20gestation.
https://www.therotherhamft.nhs.uk/Maternity_and_Gynaecology/Early_Pregnancy_Assessment_Unit/#:~:text=The%20Rotherham%20NHS%20Foundation%20Trust,to%2019%2B6%20weeks%20gestation.
https://www.sath.nhs.uk/wards-services/az-services/maternity/early-pregnancy-assessment-service-epas/#:~:text=To%20contact%20the%20Gynaecological%20Unit,and%20services%2C%20please%20click%20here.
https://www.sath.nhs.uk/wards-services/az-services/maternity/early-pregnancy-assessment-service-epas/#:~:text=To%20contact%20the%20Gynaecological%20Unit,and%20services%2C%20please%20click%20here.
https://www.sath.nhs.uk/wards-services/az-services/maternity/early-pregnancy-assessment-service-epas/#:~:text=To%20contact%20the%20Gynaecological%20Unit,and%20services%2C%20please%20click%20here.
https://www.sath.nhs.uk/wards-services/az-services/maternity/early-pregnancy-assessment-service-epas/#:~:text=To%20contact%20the%20Gynaecological%20Unit,and%20services%2C%20please%20click%20here.
https://www.sath.nhs.uk/wards-services/az-services/maternity/early-pregnancy-assessment-service-epas/#:~:text=To%20contact%20the%20Gynaecological%20Unit,and%20services%2C%20please%20click%20here.
https://www.sath.nhs.uk/wards-services/az-services/maternity/early-pregnancy-assessment-service-epas/#:~:text=To%20contact%20the%20Gynaecological%20Unit,and%20services%2C%20please%20click%20here.
https://www.sath.nhs.uk/wards-services/az-services/maternity/early-pregnancy-assessment-service-epas/#:~:text=To%20contact%20the%20Gynaecological%20Unit,and%20services%2C%20please%20click%20here.
https://www.sath.nhs.uk/wards-services/az-services/maternity/early-pregnancy-assessment-service-epas/#:~:text=To%20contact%20the%20Gynaecological%20Unit,and%20services%2C%20please%20click%20here.
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https://www.torbayandsouthdevon.nhs.uk/services/gynaecology/
https://www.ulh.nhs.uk/services/gynaecology/
https://www.uclh.nhs.uk/our-services/find-service/womens-health-1/gynaecology/gynaecology-diagnostic-and-treatment-unit
https://www.uclh.nhs.uk/our-services/find-service/womens-health-1/gynaecology/gynaecology-diagnostic-and-treatment-unit
https://www.uhs.nhs.uk/departments/gynaecology
https://hgs.uhb.nhs.uk/gynaecology-directory-of-services/#:~:text=Early%20Pregnancy%20Unit%20%E2%80%93%20is%20a,a%20day%20case%20hyeremesis%20unit.
https://hgs.uhb.nhs.uk/gynaecology-directory-of-services/#:~:text=Early%20Pregnancy%20Unit%20%E2%80%93%20is%20a,a%20day%20case%20hyeremesis%20unit.
https://hgs.uhb.nhs.uk/gynaecology-directory-of-services/#:~:text=Early%20Pregnancy%20Unit%20%E2%80%93%20is%20a,a%20day%20case%20hyeremesis%20unit.
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https://hgs.uhb.nhs.uk/gynaecology-directory-of-services/#:~:text=Early%20Pregnancy%20Unit%20%E2%80%93%20is%20a,a%20day%20case%20hyeremesis%20unit.
https://hgs.uhb.nhs.uk/gynaecology-directory-of-services/#:~:text=Early%20Pregnancy%20Unit%20%E2%80%93%20is%20a,a%20day%20case%20hyeremesis%20unit.
https://hgs.uhb.nhs.uk/gynaecology-directory-of-services/#:~:text=Early%20Pregnancy%20Unit%20%E2%80%93%20is%20a,a%20day%20case%20hyeremesis%20unit.
https://www.uhbristol.nhs.uk/patients-and-visitors/your-hospitals/st-michaels-hospital/what-we-do/early-pregnancy-assessment-clinic/
https://www.uhbristol.nhs.uk/patients-and-visitors/your-hospitals/st-michaels-hospital/what-we-do/early-pregnancy-assessment-clinic/
https://www.uhsussex.nhs.uk/services/maternity/pregnancy/early-pregnancy-unit/
https://www.uhsussex.nhs.uk/services/maternity/pregnancy/early-pregnancy-unit/
https://www.uhsussex.nhs.uk/services/maternity/pregnancy/early-pregnancy-unit/
https://www.uhsussex.nhs.uk/services/maternity/pregnancy/early-pregnancy-unit/
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https://www.leicestermaternity.nhs.uk/antenatal/problems-in-pregnancy/
https://www.leicestermaternity.nhs.uk/antenatal/problems-in-pregnancy/
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https://www.uhnm.nhs.uk/our-services/maternity/royal-stoke-university-hospital/
https://www.uhnm.nhs.uk/our-services/maternity/royal-stoke-university-hospital/
https://www.worcsacute.nhs.uk/physiotherapy-information-leaflets/2881-early-pregnancy-assessment-unit-epau
https://www.worcsacute.nhs.uk/physiotherapy-information-leaflets/2881-early-pregnancy-assessment-unit-epau
https://www.worcsacute.nhs.uk/physiotherapy-information-leaflets/2881-early-pregnancy-assessment-unit-epau
https://www.worcsacute.nhs.uk/physiotherapy-information-leaflets/2881-early-pregnancy-assessment-unit-epau
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https://whh.nhs.uk/services/maternity
https://www.westhertshospitals.nhs.uk/ourservices/womens_services/gynaecology/epu/appointments.asp
https://www.westhertshospitals.nhs.uk/ourservices/womens_services/gynaecology/epu/appointments.asp
https://www.wsh.nhs.uk/Services-A-Z/Gynaecology/Early-pregnancy-assessment-service.aspx
https://www.wsh.nhs.uk/Services-A-Z/Gynaecology/Early-pregnancy-assessment-service.aspx
https://www.waht.nhs.uk/en-GB/Our-Services1/Hospital-Units/Ashcombe-Birth-Centre/Early-Pregnancy-Assessment-Clinic-EPAC/
https://www.waht.nhs.uk/en-GB/Our-Services1/Hospital-Units/Ashcombe-Birth-Centre/Early-Pregnancy-Assessment-Clinic-EPAC/
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https://www.wuth.nhs.uk/maternity-services/early-pregnancy-unit/
https://www.wuth.nhs.uk/maternity-services/early-pregnancy-unit/
https://www.worcsacute.nhs.uk/physiotherapy-information-leaflets/2881-early-pregnancy-assessment-unit-epau
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https://www.wwl.nhs.uk/antenatal-information
https://www.wyevalley.nhs.uk/media/858449/early-pregnancy-assessment-unit.pdf
https://www.wyevalley.nhs.uk/media/858449/early-pregnancy-assessment-unit.pdf
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Annex D. Guideline for Prescribing and Administration of
Acute Pain Relief and Anti-emetics in Pregnancy in the
Emergency Department and Urgent Care

This guideline was developed with the support of The Mariposa Trust (Saying Goodbye).

Summary

This guideline brings together the information to effectively manage pregnant women with acute pain
and nausea/vomiting across the Emergency Department and Urgent Care. This covers the
prescribing, monitoring and administration of medication to pregnant women in acute pain.

Introduction

Pregnant women can experience pain for a number of reasons, from injury to pregnancy ligament
issues through to miscarriage and labour. A clear pathway of pain relieving choices is needed within
the Urgent Care setting.

The anti-emetics are documented in the Early Treatment of Hyperemesis Guideline but it is prudent to
group these medications together as the indications often co-present.

Safety of Medicines in Pregnancy:

In general, the use of medications in pregnancy should be avoided where possible, particularly in the
first trimester. The use of all medications in pregnancy should follow a careful risk versus benefit
assessment. It should be noted that the data available to support prescribing decisions in pregnancy
are usually of limited quantity and quality. The choices of medication within this guideline have been
made bearing in mind the current safety data available.

Women will obviously have some concerns about the use of medication in pregnancy so UKTIS
BUMPS provide some very good leaflets to allow them to make an informed decision.

Target Groups (s) or Disease Processes (es)

Pregnant women presenting to the Emergency Department with acute pain and/or nausea and
vomiting. This is to include pregnant women presenting with miscarriage, either threatened or
inevitable.

Professional Groups (s)
All registered nurses, paramedics and medical staff who prescribe and administer pain relief or anti-
emetics in the Emergency Department or Urgent Care.

Clinical Guidelines
Pain Relief for Pregnancy and Threatened Miscarriage

All pain relief used in pregnancy should follow a careful risk versus benefit assessment and should be
prescribed as the lowest possible dose and for the shortest possible duration.

For women with threatened miscarriage, an increase in pain should be anticipated and consideration
should be given for a supply of medication to cope with this.

Table 1: Pain Relief for Pregnancy in 1st Trimester (Including Threatened Miscarriage)

15t Trimester — to 11 weeks 6days
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If possible, avoid all drugs during first trimester — non-pharmacological interventions
should be considered first

Pain severity Drug Dose
Mild/Moderate Paracetamol 1g qds PO/IV (if <50kg then 1g tds)
AND/OR

Ibuprofen (do not use if PV
bleeding or threatened
miscarriage)

200-400mg PO tds

Moderate (not
controlled by
mild/moderate

Paracetamol + Codeine

Paracetamol PO/IV1g qds (if <50kg then 1g
tds) PLUS

Codeine PO 30mg qds

options) OR
(OR Co-codamol 30/500mg PO 1 tablet qds
or tds if < 50kg)
Ibuprofen + Codeine (do not )
use if PV bleeding or Ibuprofen 200-400mg PO tds PLUS
threatened miscarriage) Codeine PO 30mg qds
Severe Morphine PO 10-20mg every 4hours

(an anti-emetic must be
prescribed with morphine)

IV 10mg every 4hours

Table 2: Pain Relief for Pregnancy in 2nd Trimester (Including Threatened Miscarriage and

Labour)

2" Trimester — 12 weeks to 27 weeks

Pain severity Drug Dose
Mild/Moderate Paracetamol 1g qds POI/IV (if <50kg then 1g tds)
AND/OR

Ibuprofen — less than 20
weeks only (do not use if PV
bleeding or threatened
miscarriage)

AND/OR

Entonox (from 16 weeks)

200-400mg PO tds

PRN

Moderate (not
controlled by
mild/moderate
options)

Paracetamol + Codeine

OR

Ibuprofen + Codeine — less
than 20 weeks only (do not
use ibuprofen if PV bleeding
or threatened miscarriage)

Paracetamol PO/IV 1g qds (if <50kg then 1g
tds) PLUS

Codeine PO 30mg qds

(OR Co-codamol 30/500mg PO 1 tablet qds
or tds if < 50kg)

Ibuprofen (Less than 20 weeks only) 200-
400mg PO tds

PLUS
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Entonox (from 16 weeks)

Codeine PO 30mg qds

PRN

Severe

Entonox (from 16 weeks)

Morphine (an anti-emetic must
be prescribed with morphine)

PRN

PO 10-20mg every 4hours
IV 10mg every 4hours

Table 3: Pain Relief for Pregnancy and Labour in 3rd Trimester

3" Trimester - >28 weeks

NOTE: Neonatal monitoring for symptoms of withdrawal may be warranted following
maternal use of opioids near term

Severity Drug Dose

Mild/Moderate Paracetamol 1g qds PO/IV (if <50kg then 1g tds)
AND/OR
Entonox PRN

Moderate (not
controlled by
mild/moderate

Paracetamol + Codeine

Paracetamol PO/IV 1g qds (if <50kg then 1g
tds) PLUS

Codeine PO 30mg qds

Morphine (an anti-emetic must
be prescribed with morphine)

options)
AND/OR
Entonox PRN
Severe Entonox PRN
AND/OR

PO 10-20mg every 4hours
IV 10mg every 4hours

Pain Relief in Inevitable Miscarriage:
Pain is closely linked with emotion and due to this, in inevitable miscarriage, the pain may not seem to
be in proportion to the gestation of the pregnancy. The choice of pain relief must be linked to the
patient’s need and not to the pregnancy gestation.

Table 4: Pain Relief in Inevitable Miscarriage

Severity Drug Dose
All Entonox PRN
Mild/Moderate Paracetamol 1g qds PO/IV (if <50kg then 1g tds)
Moderate Codeine (only use in addition to | 30-60mg PO qds
paracetamol)
Severe Morphine (an anti-emetic must PO 10-20mg every 4hours

be prescribed with morphine)
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IV 10mg every 4hours

Pain Relief in Labour:
Please see Trust guidelines Pre-term Labour and Birth and Intrapartum Care of healthy Women and
Babies during Childbirth.

Anti-emetics:
These licensed medicines are being used for an unlicensed indication but recommended for use in
secondary care. Patients must be made aware of this and the available evidence on safety in
pregnancy when they are prescribed and a note made in their notes to record this.
Non-pharmacological options can be recommended including taking ginger or using acupressure
therapies (including ‘travel bands’ or ‘sea-bands’).

Anti-emetics must be co-prescribed with opioids.

Choice of anti-emetic should be ‘step-wise’ from 15t line upwards.

Table 5: Anti-emetics in Pregnancy

Anti-emetic

Dose

Routes

Contraindications /

Pharmacokinetic

Cautions s
Onset of action:
Cl: Alcohol intoxication
Oral: 2hrs
Cautions: Glaucoma, )
Urinary retention, IV: 20mins
o Cyclizine somg | Ponvs | Porphvria, Severe Duration of
15t line (antihistamine) DS M Heart Failure or acute action:
MI, Hx of cyclizine
abuse, Lactose Oral: 4hrs
intolerant (tablets) IV: No information
NB: Injection is painful on duration of
action
Onset of action:
Cl: Epilepsy, IM: 10-20mins
12.5mg Myasthenia Gravis, _
h"V' f|3 Stroke risk factors, Oral: 30-60mins
oury Narrow angle Peak effect (oral):
Or M glaucoma, Deranged 2.4hrs
_ LFT
Prochlorperazin 5-10mg PO ) ) Duration of
1%t line e PO6-8 Cautions: Monitor for | action (oral/IM): 3-
(phenothiazines) hourly EPS*, avoid sunlight, 4hrs
Buccal causes postural
Or hypotension, monitor
3-6mg WCC for Buccal: No
Buccal 12 agranulocytosis, information on
hourly Lactose intolerant (5Smg | onset of action,
tablets only) peak effect or
duration of action
2line | Metoclopramide | 5-10mg Cl: on:
(in (for a mgximum TDS PO/IVII | Phaeochromocytomia, Onset of action:
additio of 5 days**) (total M Methaemogrebinaemia IV: 1-3mins
n to maximum , Hx of neuroleptic or
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administration of
CY3A4 inhibitors

Caution: Renal
impairment (decrease
dose frequency),
Lactose intolerant

first per 24hrs metoclopramide- Oral: 30-60mins
line) 0.5mg/kg induced tardive .
or 30mg dyskinesia, Epilepsy, Peak effect:
whicheve Breast feeding, IV: 15mins
| r1s Porphyria Oral: 1-2hrs
owest) L .
Caution: Monitor for Durati £
EPS*, Hx of b, ura '°U|\‘; y
hypertension, hx of action écr)]ra ): 1-
cardiac disorders, rs
Renal or Hepatic
impairment (decrease
dose — see
www.medicines.org.uk
), Lactose intolerant
(tablets)
4 —8mg Cl: Co-administration Onset of action:
ond line PO6 -8 with domperidone Oral: 30mins
in hourl ion: i
ad(ditio y Qautlon_. Card_lac [V: No information
Ondansetron *** Or PO/IV issues including
nto Congenital Long QT Peak effect:
first 8mg over Syndrome, Hepatic V- 10mins
line) 15mins IV impairment (Decrease '
12 hourly total daily dose to 8mg) |  Oral 1.5-2.2hrs
Cl: Moderate/severe
Hepatic impairment, Hx
of prolongation cardiac
conduction intervals,
Co-administration of
QT prolongation drugs Peak effect: 30-
2nd Domperidone*** 10mg PO (including 60mins
line : TDS Ondansetron), Co- No information on

duration of action

*Extra-Pyramidal Side Effects:

Initial symptoms of restlessness, agitation, malaise, or a fixed stare. Characteristically, there are
muscular spasms of neck — torticollis, eyes — oculogyric crisis, tongue, or jaw. May occur with
Prochlorperazine and Metoclopramide.

Treatment is with Procyclidine 5mq IM/IV and Prochlorperazine and/or Metoclopramide should

be stopped immediately

**Metoclopramide: MRHA alert limits supply to 5/7 due to risks of neurological effects
***Ondansetron: MHRA alert that there is a small increase in risk of oral cleft abnormalities with use of
ondansetron in under 12/40 (3 in 10,000). The patient must be informed of the risk and this must be a
consideration in the 2" line medication choice.
**** Domperidone: MRHA alert to risk of cardiac side effects
Combinations of different drugs can be considered for women who do not respond to a single anti-

emetic.
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Guidance Development
The guideline was developed in view of current evidence. The guideline will be updated every 3 years
unless an earlier review is indicated through a change in evidence.

The Medical Director, Urgent Care/Emergency Department Matron and Ward Managers are
responsible for ensuring that their staff are made aware of the updated guideline and ensure staff are
aware of how to access the guideline.

The guideline has been reviewed against the Equality & Diversity Screening Tool and a full Impact
Assessment undertaken if necessary

Audit
Exception reporting on DATIX. This is auditing of all medication related incidents within the
Emergency/Urgent Care department and patterns related to this guideline.

Pharmacy Audit: Appropriate pain relief and anti-emetics prescribed for pregnant women. This will be

audited for our pregnant patients within the Emergency/Urgent Care department within the program of
medication audits.
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Implementation & Training
Information of change on A&E Pharmacy notice board

Made aware at clinical meeting and Doctors/Nurses meetings once uploaded onto intranet

Appendices

Appendix 1 Paracetamol: Cautions and Contra-indications
Care is advised in the administration of paracetamol to patients with severe renal or severe hepatic
impairment. The hazard of overdose is greater in those with non-cirrhotic alcoholic liver disease.

Do not take with any other paracetamol-containing products.

Appendix 2 Ibuprofen: Cautions and Contra-indications
Hypersensitivity to Ibuprofen or any of the constituents in Ibuprofen tablets.

Patients who have previously shown hypersensitivity reactions (e.g. asthma, rhinitis, angioedema or
urticaria) in response to aspirin or other non-steroidal anti-inflammatory drugs.

Active or history of recurrent peptic ulcer’/haemorrhage (two or more distinct episodes of proven
ulceration or bleeding).

History of gastrointestinal bleeding or perforation, related to previous NSAIDs therapy.

Ibuprofen should not be given to patients with conditions involving an increased tendency to bleeding
Severe hepatic failure, renal failure or severe heart failure (NYHA Class IV)

Patients with rare hereditary problems of galactose intolerance, the Lapp lactase deficiency or
glucose-galactose malabsorption should not take this medicine.

As with other NSAIDs, ibuprofen may mask the signs of infection.

The use of Ibuprofen with concomitant NSAIDs, including cyclooxygenase-2 selective inhibitors,
should be avoided due to the increased risk of ulceration or bleeding.

Caution should be advised in patients receiving concomitant medications which could increase the
risk of ulceration or bleeding, such as oral corticosteroids, anticoagulants such as warfarin, selective
serotonin-reuptake inhibitors or anti-platelet agents such as aspirin

NSAIDs should be given with care to patients with a history of ulcerative colitis or Crohn's disease as
these conditions may be exacerbated

Caution is required if Ibuprofen is administered to patients suffering from, or with a previous history of,
bronchial asthma or allergic disease since NSAIDs have been reported to precipitate bronchospasm
in such patients.

Caution is required prior to starting treatment in patients with a history of hypertension and/or heart
failure as fluid retention, hypertension and oedema have been reported in association with NSAID
therapy.

Patients with uncontrolled hypertension, congestive heart failure (NYHA lI-1), established ischaemic
heart disease, peripheral arterial disease, and/or cerebrovascular disease should only be treated with
ibuprofen after careful consideration and high doses (2400 mg/day) should be avoided.

Careful consideration should also be exercised before initiating long-term treatment of patients with
risk factors for cardiovascular events (e.g. hypertension, hyperlipidaemia, diabetes mellitus, smoking),
particularly if high doses of ibuprofen (2400 mg/day) are required.

Renal impairment as renal function may further deteriorate
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There is a risk of renal impairment in dehydrated adolescents.
Hepatic dysfunction

In patients with systemic lupus erythematosus (SLE) and mixed connective tissue disorders there
may be an increased risk of aseptic meningitis

Serious skin reactions, some of them fatal, including exfoliative dermatitis, Stevens-Johnson
syndrome, and toxic epidermal necrolysis, have been reported very rarely in association with the use
of NSAIDs. Patients appear to be at highest risk of these reactions early in the course of therapy, the
onset of the reaction occurring within the first month of treatment in the majority of cases. Ibuprofen
should be discontinued at the first appearance of skin rash, mucosal lesions, or any other sign of
hypersensitivity.

Appendix 3 Codeine: Cautions and Contra-indications
Acute respiratory depression, hypersensitivity to codeine or other opioid analgesics or to any of the
excipients, obstructive airways disease, liver disease, severe hepatic dysfunction, acute alcoholism.

Use should be avoided in patients with raised intracranial pressure or head injury (in addition to the
risk of respiratory depression and increased intracranial pressure, may affect pupillary and other
responses vital for neurological assessment).

Codeine is also contraindicated in conditions where inhibition of peristalsis is to be avoided, where
there is a risk of paralytic ileus, where abdominal distension develops, or in acute diarrhoeal
conditions such as acute ulcerative colitis or antibiotic associated colitis (e.g. pseudomembranous
colitis) or diarrhoea caused by poisoning.

Codeine is contraindicated in women during breastfeeding

Also contraindicated in patients for whom it is known they are CYP2D6 ultra-rapid metabolisers.
Not recommended for use in patients with acute asthma.

It should only be used with caution in those with renal or hepatic impairment, and in those with a
history of drug abuse, or in patients with hypotension, hypothyroidism, prostatic hypertrophy,
adrenocortical insufficiency, inflammatory or obstructive bowel disorders, urethral stricture, shock,
convulsive disorders, myasthenia gravis. Discontinuation should be carried out gradually in patients
who may have developed physical dependence, to avoid precipitating withdrawal symptoms.

Codeine is metabolised by the liver enzyme CYP2D6 into morphine, its active metabolite. If a patient
has a deficiency or is completely lacking this enzyme an adequate therapeutic effect will not be
obtained. However, if the patient is an extensive or ultra-rapid metaboliser there is an increased risk
of developing side effects of opioid toxicity even at commonly prescribed doses. General symptoms of
opioid toxicity include confusion, somnolence, shallow breathing, small pupils, nausea, vomiting,
constipation and lack of appetite. In severe cases this may include symptoms of circulatory and
respiratory depression, which may be life-threatening and very rarely fatal.

Opioid analgesics should be avoided in patients with biliary tract disorders or used in conjunction with
an antispasmodic.

Administration of pethidine and possibly other opioid analgesics to patients taking a monoamine
oxidase inhibitor (MAOI) has been associated with very severe and sometimes fatal reactions. If the
use of codeine is considered essential, then great care should be taken in patients taking MAOIs or
within 14 days of stopping MAOQIs.

Alcohol should be avoided whilst under treatment with codeine.

Appendix 4 Morphine: Cautions and Contra-indications

Morphine Oral Solution is contraindicated in:
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* patients known to be hypersensitive to morphine sulfate or to any other component of the product
* respiratory depression

* obstructive airways disease

* acute hepatic disease,

* acute alcoholism,

* head injuries

* coma

« convulsive disorders

* increased intracranial pressure

* paralytic ileus

* patients with known morphine sensitivity

« concurrent administration with monoamine oxidase inhibitors or within two weeks of discontinuation
of their use

« patients with phaeochromocytoma. Morphine and some other opioids can induce the release of
endogenous histamine and thereby stimulate catecholamine release

* acute asthma exacerbations
Care should be exercised if morphine sulfate is given:

« in hypothyroidism, and where there is reduced respiratory function such as kyphoscoliosis,
emphysema, cor pulmonale and severe obesity.

If constipation occurs, this may be treated with the appropriate laxatives. Care should be exercised in
patients with inflammatory bowel disease.

The administration of morphine may result in severe hypotension in individuals whose ability to
maintain homeostatic blood pressure has already been compromised by depleted blood volume or the
concurrent administration of drugs such as phenothiazine or certain anaesthetics

Tolerance and dependence may occur. Withdrawal symptoms may occur on abrupt discontinuation or
on the administration of a narcotic antagonist e.g. naloxone.

Morphine should be used with particular care in patients with a history of alcohol and drug abuse.

Risk in special populations

Morphine is metabolised by the liver and should be used with caution in patients with hepatic disease
as oral bioavailability may be increased. It is wise to reduce dosage in chronic hepatic and renal
disease, severe hypothyroidism, adrenocortical insufficiency, prostatic hypertrophy or shock. The
active metabolite Morphine-6-glucoranide may accumulate in patients with renal failure, leading to
CNS and respiratory depression.

Appendix 5 Entonox: Cautions and Contra-indications
Hypersensitivity to nitrous oxide

Patients who are unable to hold the mouth piece

Potential or confirmed pneumothorax

Severe injury to the face and jaw

Head injury, heavily sedated or intoxicated patient
Abdominal pain that could be a perforated bowel

Abdominal distension
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Emphysema

Air embolism

Entrapped air following recent under water dive

Recent eye surgery with injection of intra-ocular gas
Patients with severe COPD

Psychiatric disturbances

Viable pregnancy up to 16 weeks gestation

Known vitamin B12 deficiency

Patient having received recent intraocular injection of gas

Suspected abuse of Entonox

Caution

with patients who are taking

Methotrexate (increased risk of toxicity)

Bleomycin (risk of pulmonary toxicity — use lowest dose possible)
Amiodarone (risk of pulmonary toxicity — use lowest dose possible)
Nitrofurantoin (risk of pulmonary toxicity — use lowest dose possible)

CNS depressant e.g. opiates, benzodiazepines (increased sedation)

Appendix 6 Cyclizine: Cautions and Contra-indications
Hypersensitivity to the active substance or to any of the excipients listed in section

Cyclizine is contraindicated in the presence of acute alcohol intoxication. The anti-emetic properties of
cyclizine may increase the toxicity of alcohol. There have been reports of abuse of cyclizine, either
oral or intravenous, for its euphoric or hallucinatory effects.

As with other anticholinergic agents, it may precipitate incipient glaucoma and it should be used with
caution and appropriate monitoring in patients with glaucoma, urinary retention, obstructive disease of
the gastrointestinal tract, hepatic disease, pheochromocytoma, hypertension, epilepsy and in males
with possible prostatic hypertrophy. It may have a hypotensive effect.

Cyclizine should be used with caution in patients with severe heart failure or acute myocardial
infarction. In such patients, cyclizine may cause a fall in cardiac output associated with increases in
heart rate, mean arterial pressure and pulmonary wedge pressure.

Cyclizine should be avoided in porphyria.

Case reports of paralysis have been received in patients using intravenous cyclizine. Some of the
patients mentioned in these case reports had an underlying neuromuscular disorder. Thus

intravenous cyclizine should be used with caution in all patients and with particular care in patients
with underlying neuromuscular disorders.

Appendix 7 Prochlorperazine: Cautions and Contra-indications
Hypersensitivity to the active substance or to any of the excipients

* Phaeochromocytoma.

* Patients with rare hereditary problems of galactose intolerance, the Lapp lactase deficiency or
glucose-galactose malabsorption should not take this medicine, as it contains lactose.
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* Prochlorperazine should be avoided in patients with liver or renal dysfunction, history of jaundice,
Parkinson's disease, hypothyroidism, cardiac failure, myasthenia gravis, prostate hypertrophy. It
should be avoided in patients known to be hypersensitive to phenothiazine or with a history of narrow
angle glaucoma or agranulocytosis.

» Close monitoring is required in patients with epilepsy or a history of seizures, as phenothiazines may
lower the seizure threshold.

* As agranulocytosis has been reported, regular monitoring of the complete blood count is
recommended. The occurrence of unexplained infections or fever may be evidence of blood dyscrasia
and requires immediate haematological investigation.

* It is imperative that treatment be discontinued in the event of unexplained fever, as this may be a
sign of neuroleptic malignant syndrome (pallor, hyperthermia, autonomic dysfunction, altered
consciousness, muscle rigidity). Signs of autonomic dysfunction, such as sweating and arterial
instability, may precede the onset of hyperthermia and serve as early warning signs. Although
neuroleptic malignant syndrome may be idiosyncratic in origin, dehydration and organic brain disease
are predisposing factors.

» Because of the risk of photosensitisation, patients should be advised to avoid exposure to direct
sunlight.

* To prevent skin sensitisation in those frequently handling preparations of phenothiazines, the
greatest care must be taken to avoid contact of the drug with the skin

* Avoid concomitant neuroleptics.

* It should be used with caution in patients with cardiovascular disease or family history of QT
prolongation. As with other neuroleptics, cases of QT interval prolongation have been reported with
prochlorperazine very rarely. The risk-benefit should be fully assessed before prochlorperazine
treatment is commenced, and patients with predisposing factors for ventricular arrhythmias, (e.g.
cardiac disease; metabolic abnormalities such as hypokalaemia, hypocalcaemia or
hypomagnesaemia; starvation; alcohol abuse; concomitant therapy with other drugs known to prolong
the QT interval) should be carefully monitored (biochemical status and ECG), particularly during the
initial phase of treatment.

 Acute withdrawal symptoms, including nausea, vomiting, sweating and insomnia have been
described after abrupt cessation of antipsychotic drugs. Recurrence of psychotic symptoms may also
occur, and the emergence of involuntary movement disorders (such as akathisia, dystonia and
dyskinesia) has been reported. Therefore, gradual withdrawal is advisable.

 Cases of venous thromboembolism (VTE) have been reported with antipsychotic drugs. Since
patients treated with antipsychotics often present with acquired risk factors for VTE, all possible risk
factors for VTE should be identified before and during treatment with prochloperazine and
preventative measures undertaken.

* Prochloperazine should be used with caution in patients with stroke risk factors.

Appendix 8 Metoclopramide: Cautions and Contra-indications
Hypersensitivity to the active substance or to any of the excipients

- Gastrointestinal haemorrhage, mechanical obstruction or gastro-intestinal perforation for which the
stimulation of gastrointestinal motility constitutes a risk

- Confirmed or suspected pheochromocytoma, due to the risk of severe hypertension episodes
- History of neuroleptic or metoclopramide-induced tardive dyskinesia

- Epilepsy (increased crises frequency and intensity)

- Parkinson's disease

- Combination with levodopa or dopaminergic agonists
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- Known history of methaemoglobinaemia with metoclopramide or of NADH cytochrome-b5
deficiency.

- Neurological Disorders: Extrapyramidal disorders may occur, particularly in young adults, and/or
when high doses are used. These reactions occur usually at the beginning of the treatment and can
occur after a single administration. Metoclopramide should be discontinued immediately in the event
of extrapyramidal symptoms. These effects are generally completely reversible after treatment
discontinuation but may require a symptomatic treatment (benzodiazepines in children and/or
anticholinergic anti-Parkinsonian medicinal products in adults).

The time interval of at least 6 hours should be respected between each metoclopramide
administration, even in case of vomiting and rejection of the dose, in order to avoid overdose.
Prolonged treatment with metoclopramide may cause tardive dyskinesia, potentially irreversible.

Neuroleptic malignant syndrome has been reported with metoclopramide in combination with
neuroleptics as well as with metoclopramide monotherapy. Metoclopramide should be discontinued
immediately in the event of symptoms of neuroleptic malignant syndrome and appropriate treatment
should be initiated.

Special care should be exercised in patients with underlying neurological conditions and in patients
being treated with other centrally-acting drugs

There have been reports of serious cardiovascular undesirable effects including cases of circulatory
collapse, severe bradycardia, cardiac arrest and QT prolongation following administration of
metoclopramide by injection, particularly via the intravenous route

Special care should be taken when administering metoclopramide, particularly via the intravenous
route, to patients with cardiac conduction disturbances (including QT prolongation), patients with
uncorrected electrolyte imbalance, bradycardia and those taking other drugs known to prolong QT
interval.

Intravenous doses should be administered as a slow bolus (at least over 3 minutes) in order to reduce
the risk of adverse effects (e.g. hypotension, akathisia).

In patients with renal impairment or with severe hepatic impairment, a dose reduction is
recommended

Patients with rare hereditary problems of galactose intolerance, the Lapp lactase deficiency or
glucose-galactose malabsorption should not take this medicine

Appendix 9 Domperidone: Cautions and Contra-indications
Domperidone is contraindicated in the following situations:

* In patients with moderate or severe hepatic impairment

* In patients who have known existing prolongation of cardiac conduction intervals, particularly QTc,
patients with significant electrolyte disturbances or underlying cardiac diseases such as congestive
heart failure

» Co-administration with QT-prolonging drugs, at the exception of apomorphine

» Co-administration with potent CY3A4 inhibitors (regardless of their QT prolonging effects)
» Known hypersensitivity to domperidone or any of the excipients.

* Prolactin-releasing pituitary tumour (prolactinoma.)

* Renal impairment

Domperidone should not be used when stimulation of gastric motility could be harmful: gastro-
intestinal haemorrhage, mechanical obstruction or perforation.
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Domperidone tablets contain lactose and may be unsuitable for patients with lactose intolerance,
galactosaemia or glucose/galactose malabsorption.

Appendix 10 Ondansetron: Cautions and Contra-indications
Hypersensitivity to ondansetron or to other selective 5-HT3-receptor antagonists (e.g. granisetron,
dolasetron) or to any of their excipients

Concomitant use with apomorphine

Avoid ondansetron in patients with congenital long QT syndrome. Ondansetron should be
administered with caution to patients who have or may develop prolongation of QTc, including
patients with electrolyte abnormalities, congestive heart failure, bradyarrhythmias or patients taking
other medicinal products that lead to QT prolongation or electrolyte abnormalities.

Caution should also be exercised in patients with cardiac rhythm or conduction disturbances and in
patients treated with anti-arrhythmic agents or beta-adrenergic blocking agents.

Hypokalemia and hypomagnesemia should be corrected prior to ondansetron administration.
If concomitant treatment with ondansetron and other serotonergic drugs is clinically warranted,
appropriate observation of the patient is advised.

As ondansetron is known to increase large bowel transit time, patients with signs of sub- acute
intestinal obstruction should be monitored following administration.

This medicinal product contains 3.6 mg sodium per ml of solution for injection. To be taken into
consideration by patients on a controlled sodium diet.
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Annex E. Case Studies

Case Study 1 - Ursula and Matt

Ursula was induced before 24 weeks gestation because doctors feared for her health
should she continue with the pregnancy. She was unaware that when her baby was
born, the baby showed signs of life. The medical staff and nurses present did not
offer palliative care to the baby, focusing their attention exclusively on Ursula. Her
husband Matt told of us that he had not been informed that his baby had been born
alive and that he had discovered that his baby, who had been put to one side in a
Moses basket, was breathing. Matt was not supported in seeing or spending time
with his baby and the staff were unclear whether the baby should receive medical
attention. He described feeling helpless. The baby survived for two hours, during
which time Matt cradled him in his arms while Ursula was being attended to by
physicians. This experience was extremely traumatic for both parents.

Case Study 2 — Sarah & Adrian

On the 1 May 2016 myself and my husband went through the worst day of our lives.
We lost our son Nate and | almost died. | was 18 weeks and five days pregnant. He
was a miracle baby. After many years of trying, we were finally blessed through IVF.

We cannot fault the care we received while in the A&E department. They were truly
amazing and if it was not for them | probably wouldn’t be here today.

The problems started after | was moved to a ward. | was not taken to a bereavement
suite, instead, | was taken to the gynaecology ward. The nurses were not trained to
deal with our kind of situation. This was found out during the so-called investigation).
| was told that a priest would be coming to speak with us (This did not happen).

The nurse who first treated me was amazing and took fabulous care of our son. The
night nurses were very good as well. This all changed in the morning when there
was a shift change. Nobody knew if | was staying or going. | was not examined by
any doctors or consultants to check if | was ok. The staff were rude and nobody
appeared to not know why | was there. When they finally decided | was going home
it was all a rush to get me out. | was made to sign a form without my husband there
with no explanation. | was offered no aftercare advice or counselling.

My husband and myself had requested a chance to say goodbye to Nate. They
brought him in, in a coffin shaped cardboard box and put him on the table then left
abruptly. Once we had said goodbye. The nurse then said and | quote “store IT
between 2-8 in the fridge” placing her hand on Nate’s box the nurse gave me an
envelope and said it had my discharge papers in and left abruptly.

We gathered my things and left the room with no escort to the secure exit. We had to
stand waiting for someone to buzz us out (no compassion). We then had to walk
past the scan area for pregnant mums, down in the lift, past antenatal and outside
down past the whole hospital holding Nate’s box crying with everyone looking at us,
while trying to maintain the correct temperature of him. We would have received
better treatment in a vets it was DISGUSTING.

| somehow managed to pull myself together long enough to call a funeral home and
explain what had happened. They were just as mortified as us. They acted very
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quickly and came to collect Nate within a couple of hours. | will never forget the
image of our little boy in that box in our fridge. It still haunts me now.

| wrote to the Chief Executive of the hospital. An investigation was supposedly
carried out. All | kept getting from them was “we’re really sorry, it's a learning curve”.
Not Acceptable.

| was offered a small number of counselling sessions, which helped a little but not
very much. The last session was invaded by the person carrying out the investigation
with supposed steps to be put in place, and a message from one of the nurses who
had said “I will give up nursing and go back to my country”. | felt they were trying to
guilt me for something which was not my fault. They told me they would keep me
updated on changes made (which they didn’t). | even offered to come in and speak
at midwifery training days of my experience, how to avoid it and what mothers and
fathers who experience loss really need at this difficult time. (Never been invited in
even though they said they would).

| have even taken my complaint to the Health Ombudsman, who carried out their
own thorough investigation and they found the hospital at fault.

Even writing this now has been very difficult and a lot of tears have fallen, but | feel it
is very important for people to hear our story as | DO NOT want anyone else to ever
have to experience what we went through.

Case Study 3 — Charlotte Ross

In the summer of 2021 | had a failed twin pregnancy. This was my sixth pregnancy
all previous had ended in miscarriage.

In this last pregnancy | was bleeding from week 4 until week 14. | was under the
EPAU and was scanned regularly. My scans showed a twin pregnancy but one twin
did not grow/progress. | had previously experienced a failed twin pregnancy which
led to both being lost one at 6 weeks, one at 10.

| had multiple contacts with the nursing staff and doctors and | had asked them what
| should do if | passed my baby. | was told by each of them to keep the baby in
Tupperware pot in my fridge and to call the ward in office hours so they can arrange
a time for me to take them in so they can be sent for genetic testing etc.

Luckily this was not needed for me this time and | went into have a successful
pregnancy. | was shocked that this was even suggested and that there is such little
regards for the babies. | have friends who have attended different healthcare trusts
for similar and they have had totally different experiences.

My local trusts early pregnancy and anti-natal care was such a disappointment,
which is a great shame as | also work for them as a senior nurse in emergency care.
Normally | can put my nurse hat on and rationalise when things that happen are less
than ideal. With this | am at a loss and cannot understand why it would even be
suggested.

Very disappointing to see this is a widespread issue, | hope that some guidance can
be issued from this so it can stop happening.
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Case Studies 4-6 were gained from a consultation with the MAMTA focus
group.

Case Study 4 — Salma
I've had 16 miscarriages and 4 stillbirths - “I just have to be strong and keep going”

It's not nice seeing my sisters and brothers come home with a baby when | didn’t - |
lost a baby at the same time as my sister gave birth and going home was hard to
hear the new baby crying

“My Faith has got me through it - In my religion (Islam) — when you have lost a baby
- you have to be patient, you have to say thanks to God - it’s difficult”

“The men don’t support you when it's a miscarriage — they take it as such a small
issue, like it's a blood clot”

“My family burnt the pictures - It's hard not seeing the photos — | carried one baby for
33 weeks - did he look like me?”

“‘No matter how many kids you have in the future -it's always there in the back of
your mind - If we had more compassionate staff it might be better— not just saying
sorry for your loss, a phone call, someone asking how you are doing”

“The staff should give you their time — even though Gynae is a busy ward - you have
lost a baby and they should be focused on your emotional needs not just your
medical needs”

Case Study 5 — Simran
“I lost 3 babies - it was just dismissed because they were so early”

‘At my 6 week scan - | didn’t understand what was happening — there was no
interpreter” they didn’t try and get someone to translate - it's so important to know
what is happening”

“There was no support — | just wanted someone to call/to care” | had no follow up so
when | got pregnant again, | didn’t know if it would happen again - | became
depressed - There should be more information on what happened and if it will affect
the next pregnancy”

Case Study 6 — Hadija

“I lost my baby at 17 weeks - | was scared, the baby was stuck, the feet were
dangling, | was shocked, | remember the nurse saying - You have miscarried - Do
you understand what I’'m saying?”

‘I had a retained placenta, it was traumatic, | lost 2 litres of blood”
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“One doctor said, ‘it’s stuck’ -it's not an it -it's my baby!”

“One nurse was kind - She encouraged me to have photos and gave me a little
teddy”

| think the staff should be educated not to use terms like ‘it’

‘I would have liked a birth certificate — | have them for my live children, it’s like this
one isn’'t acknowledged, like it didn’t happen”
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Annex F. Key guidelines

Government Guidelines

Human Tissues Authority (2015) Guidance on the disposal of pregnancy remains
following pregnancy loss or termination. Available at
https://www.hta.gov.uk/quidance-professionals/requlated-sectors/post-
mortem/quidance-sensitive-handling-pregnancy-remains.

Coroner

Ministry of Justice. A Guide to Coroner Services for Bereaved People, 2020.
Available at:
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attach
ment_data/file/859076/guide-to-coroner-services-bereaved-people-jan-2020.pdf

Courts and Tribunal Judiciary. Chief Coroner’s Guidance No.45 Stillbirth, and Live
Birth Following Termination of Pregnancy, 3 February 2023.
https://www.judiciary.uk/guidance-and-resources/chief-coroners-guidance-no-45-
stillbirth-and-live-birth-following-termination-of-pregnancy/

National Institute for Health and Care Excellence Clinical Guidelines

NICE. Ectopic pregnancy and miscarriage: diagnosis and initial management
[NG126]. Published: 17 April 2019; Last updated: 24 November 2021. Available at
https://www.nice.org.uk/quidance/ng126.

NICE. Ectopic pregnancy and miscarriage, Quality standard [QS69]. Published: 10
September 2014; Last updated November 2021. Available at
https://www.nice.org.uk/quidance/qs69.

Royal College Clinical Guidelines

British Association of Perinatal Medicine (2008) The management of babies born
extremely preterm at less than 26 weeks of gestation. Available at
https://www.bapm.org/sites/default/files/files/Approved manuscript _preterm_final.pdf

BAPM ambulance

Royal College of Nursing (2018) Managing the disposal of pregnancy remains:
Guidance for nurses and midwives. Available at https://www.rcn.org.uk/professional-
development/publications/pub-007321.

Royal College of Obstetricians and Gynaecologists (2016) Diagnosis and
management of ectopic pregnancy (Green-top guideline No. 21). Available at
https://www.rcog.org.uk/en/quidelines-research-services/quidelines/gtg21/. Note, a
new draft Recurrent Miscarriage guideline, which supports a move towards a graded
model of care, as proposed by experts in The Lancet in April 2021 was published for
consultation in October 2021 with the final version expected in 2023.
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https://www.rcog.org.uk/en/guidelines-research-services/guidelines/gtg21/

Royal College of Obstetricians and Gynaecologists (2020) The management of
gestational trophoblastic disease: Green-top guidance No. 38. Available at
https://www.rcog.org.uk/en/quidelines-research-services/quidelines/gtg38/.

Royal College of Pathologists (2017) Guidelines on autopsy practice: Fetal autopsy
(2nd trimester fetal loss and termination of pregnancy for congenital anomaly).
Available at https://www.rcpath.org/asset/B20EA503-7799-433C-
99160653762F896C/

National Bereavement Care Pathway Guidelines

National Bereavement Care Pathway (2020) Miscarriage, ectopic pregnancy, and
molar pregnancy: Full guidance document. Available at
https://nbcpathway.org.uk/professionals/nbcp-pathways-material.

National Bereavement Care Pathway (2020) Termination of Pregnancy for Fetal
Anomaly (TFMR): Full guidance document. Available at
https://nbcpathway.org.uk/professionals/nbcp-pathways-material.

Other useful guidelines

Institute of Cemetery & Crematorium Management (2015) The Sensitive Disposal of
Fetal Remains - Policy and Guidance for Burial and Cremation Authorities and
Companies. Available at: https://www.iccm-uk.com/iccm/foetalremains/.

Johnson J et al. (2020) Consensus Guidelines on the Communication of unexpected
news via Ultrasound. Available at:
https://www.bmus.org/static/uploads/resources/ASCKS Framework guidelines.pdf.
and https://journals.sagepub.com/doi/full/10.1177/1742271X20935911.

MBRRACE-UK (2020) Determination of signs of life following spontaneous birth
before 24+0 weeks of gestation where, following discussion with the parents, active
survival-focused care is not appropriate. Available at: Home | Signs of life |
MBRRACE-UK (le.ac.uk).

Miscarriage Association, Sands and Institute of Cemetery and Crematorium
Management (2015) Guidance for miscarriages that occur at home. Available at
https://www.miscarriageassociation.org.uk/information/for-health-
professionals/guidance-miscarriages-occur-home/.
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Annex G. Letters for GP’s

Miscarriage, Ectopic Pregnancy and Molar Pregnancy
Dear (both parents names)

| am sorry to hear of the recent loss of your baby. | am aware this may be a
particularly difficult time for you and your partner. | hope that you have already been
offered support and advice from the hospital. However, if this is not the case or you
wish to discuss your loss further then please do make an appointment to see me. |
am also available if you need to discuss any physical health issues you may be
experiencing as a result of your loss.

| have enclosed details of support organisations that offer support for parents who
have had similar experiences. | hope you find these helpful.

Best Wishes

Ectopic Pregnancy Trust — 020 7733 2653 - www.ectopic.org.uk

A national organisation offering support and information for those experiencing an
ectopic pregnancy.

Saying Goodbye, Part of The Mariposa Trust 0300 323 1350

www.sayinggoodbye.org

Facebook - @sayinggoodbyeuk & Instagram - @Sayinggoodbye charity

An international charity based in the UK offering support to anyone who has lost a
baby at any stage of pregnancy, at birth or in infancy, whether the loss was today or
decades ago. Support includes 'Saying Goodbye' national remembrance services,
social media support, befriending, resources, training for medical professionals and
organisations, and campaigning for change in bereavement services and care.

The Miscarriage Association - 01924 200799 - www.miscarriageassociation.org.uk

A national charity offering emotional support via telephone, training and information.
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Termination of Pregnancy for Medical Reasons
Dear

| am sorry to hear of the recent loss of your baby. | am aware that this must have
been a very difficult and emotional decision for you to make and that this is likely to
be a challenging time for you and your partner.

| hope that you have already been offered support and advice from the hospital.
However, if this is not the case or you wish to discuss your loss further then please
do make an appointment to see me. | am also available if you need to discuss any
physical health issues you may be experiencing as a result of your loss.

| have enclosed details of support organisations that offer support for parents who
have had similar experiences. | hope you find these helpful.

Best Wishes

Antenatal Results and Choices (ARC) - 0207 713 7486 - www.arc-uk.org

This charity offers emotional support and information through the process of
antenatal screening and the steps that may follow this. There is also a private forum
for parents who have lost a baby following a prenatal diagnosis.

Saying Goodbye, Part of The Mariposa Trust 0300 323 1350
www.sayinggoodbye.org

Facebook - @sayinggoodbyeuk & Instagram - @Sayinggoodbye charity

An international charity based in the UK offering support to anyone who has lost a
baby at any stage of pregnancy, at birth or in infancy, whether the loss was today or
decades ago. Support includes 'Saying Goodbye' national remembrance services,
social media support, befriending, resources, training for medical professionals and
organisations, and campaigning for change in bereavement services and care.

Cruse Bereavement Support — 0808 8081677 - www.cruse.org.uk

This charity offers bereavement support to anyone who has experienced a loss
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Stillbirth
Dear (both parents names)

| am sorry to hear of the recent death of your baby. NAME OF CHILD............ | am
aware that this is likely to be a very difficult time for you and your partner, which is
understandable. | hope that you have already been offered support and advice from
the hospital, however, if you do with to discuss anything with me, then please do
make an appointment.

We like to see all new mothers at six weeks for a health check and | would be
grateful if you could make an appointment with me in due course. The purpose of
the appointment is to check your physical and mental health, and an opportunity to
discuss any other issues.

| have enclosed details of support organisations that offer support for parents who
have had similar experiences. | hope you find these helpful.

Best Wishes

Saying Goodbye, Part of The Mariposa Trust - 0300 323 1350
www.sayinggoodbye.org

Facebook - @sayinggoodbyeuk & Instagram - @Sayinggoodbye charity

An international charity based in the UK offering support to anyone who has lost a
baby at any stage of pregnancy, at birth or in infancy, whether the loss was today or
decades ago. Support includes 'Saying Goodbye' national remembrance services,
social media support, befriending, resources, training for medical professionals and
organisations, and campaigning for change in bereavement services and care.

Stillbirth and Neonatal Death Charity (Sands) - 0808 164 3332 www.sands.org.uk

Sands works to save babies' lives and ensure that, when a baby does die, anyone
affected gets the support and care they need. Support is for anyone who has been
affected by the death of a baby and wants to talk to someone about their experience.

Twins Trust - 01252 332344 - www.twinstrust.org

This charity supports all parents of multiples who have experienced loss, whether it
was during pregnancy, at birth or any point afterwards.

Cruse Bereavement Support — 0808 8081677 - www.cruse.org.uk

This charity offers bereavement support to anyone who has experienced a loss
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Neonatal Death
Dear (both parents names)

| am sorry to hear of the recent death of your child, NAME OF CHILD............ | am
aware that this a very difficult time for you and your partner, which is understandable.
| hope that you have already been offered support and advice from the hospital,
however, if you do with to discuss anything with me then please do make an
appointment.

We like to see all new mothers at six weeks for a health check and | would be
grateful if you could make an appointment with me in due course. The purpose of
the appointment is to check your physical and mental health, and an opportunity to
discuss any other issues.

| have enclosed details of support organisations that offer support for parents who
have had similar experiences. | hope you find these helpful.

Best Wishes

Stillbirth and Neonatal Death Charity (Sands) - 0808 164 3332 www.sands.org.uk

Sands works to save babies' lives and ensure that, when a baby does die, anyone
affected gets the support and care they need. Support is for anyone who has been
affected by the death of a baby and wants to talk to someone about their experience.
Saying Goodbye, Part of The Mariposa Trust - 0300 323 1350

www.sayinggoodbye.org

Facebook - @sayinggoodbyeuk & Instagram - @Sayinggoodbye charity

An international charity based in the UK offering support to anyone who has lost a
baby at any stage of pregnancy, at birth or in infancy, whether the loss was today or
decades ago. Support includes 'Saying Goodbye' national remembrance services,
social media support, befriending, resources, training for medical professionals and
organisations, and campaigning for change in bereavement services and care.

Twins Trust Bereavement Service - 01252 332344 - www.twinstrust.org

This charity supports all parents of multiples who have experienced loss, whether it
was during pregnancy, at birth or any point afterwards.

The Lullaby Trust — 0808 802 6869 - www.lullabytrust.org.uk

Raising awareness and support for those who have lost a child from SIDS

Child Bereavement UK — 0800 0288840 — www.childbereavementuk.org
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Support families when a baby or child of any age dies

Cruse Bereavement Support — 0808 8081677 - www.cruse.org.uk

This charity offers bereavement support to anyone who has experienced a loss
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Annex H: Support Organisations

The following is a list of national support organisations and charities working within
the field of baby loss support.

Twins Trust Bereavement Service - 01252 332344 - www.twinstrust.org

This charity supports all parents of multiples who have experienced loss, whether it
was during pregnancy, at birth or any point afterwards.

The Lullaby Trust — 0808 802 6869 - www.lullabytrust.org.uk

Raising awareness and support for those who have lost a child from SIDS

Child Bereavement UK — 0800 0288840 — www.childbereavementuk.org

Support families when a baby or child of any age dies

Ectopic Pregnancy Trust — 020 7733 2653 - www.ectopic.org.uk

A national organisation offering support and information for those experiencing an
ectopic pregnancy.

Saying Goodbye, Part of The Mariposa Trust - 0300 323 1350

www.sayinggoodbye.org

Facebook - @sayinggoodbyeuk & Instagram - @Sayinggoodbye charity

An international charity based in the UK offering support to anyone who has lost a
baby at any stage of pregnancy, at birth or in infancy, whether the loss was today or
decades ago. Support includes 'Saying Goodbye' national remembrance services,
social media support, befriending, resources, training for medical professionals and
organisations, and campaigning for change in bereavement services and care.

Cruse Bereavement Support — 0808 8081677 - www.cruse.org.uk

This charity offers bereavement support to anyone who has experienced a loss

Stillbirth and Neonatal Death Charity (Sands) - 0808 164 3332 www.sands.org.uk

Sands works to save babies' lives and ensure that, when a baby does die, anyone
affected gets the support and care they need. Support is for anyone who has been
affected by the death of a baby and wants to talk to someone about their experience.

The Miscarriage Association - 01924 200799 - www.miscarriageassociation.org.uk

A national charity offering emotional support via telephone, training and information.
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Petals — 0300 688 0068 — www.petalscharity.org

A charity providing counselling services for people who have received care from
specific hospitals

Tommy’s — 0800 014 7800 — www.tommys.org

A research charity dedicated to finding and treating the causes of loss.

Together for Short Lives — 0117 789 7820 — info@togetherforshortlives.org.uk

Together for Short Lives is a UK charity offering support to the families of children
who have life limiting conditions

Abigail’s Footsteps - 07534 651156 - www.abigailsfootsteps.co.uk

Providing support, counselling and bereavement training for healthcare professionals
as well as resources.

Winston’s Wish — 0808 802 0021 — www.winstonswish.org

Winston’s Wish provides emotional and practical bereavement support to children,
young people and adults supporting them.

Antenatal Results and Choices (ARC) - 0207 713 7486 - www.arc-uk.org

This charity offers emotional support and information through the process of
antenatal screening and the steps that may follow this.

CRADLE - 0333 443 4630 - www.cradlecharity.org

A pregnancy loss charity working with healthcare professionals to support pregnancy
loss services

4L ouis - 0191 5144473 - www.4Louis.co.uk

Providing resources for staff working with families experiencing baby loss

Lily Mae Foundation - 01676 535716 - www.lilymaefoundation.org

Supporting parents by offering emotional support and counselling and training

Child Death Helpline — 0800 282 986 — www.childdeathhelpline.org.uk

A helpline run by bereaved parents to offer support to those who have lost a child.
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Annex |: Letter to accompany ‘Certificate of Loss’

Dear...
Firstly, can we say how deeply sorry we are for your loss.

We have both experienced the pain of baby loss and when it is not
acknowledged by others and no official recognition is given, it only
serves to compound the pain and isolation of the loss.

When the Pregnancy Loss Review was launched in 2018, the
introduction of a National Certificate for pre-24-week baby loss was at
the top of the agenda, as this had been lobbied for over many years. Our
recommendation for the introduction of a ‘National Certificate of Loss’
being adopted by the Prime Minister in 2022, as part of the Women’s
Health Strategy, and the news was widely welcomed by bereaved
parents across England.

We hope this certificate will support you on your journey through baby
loss, and will provide some comfort to you, in the knowledge that you are
not alone, and that others are acknowledging your loss too.

Please know that there is much support available, and a list of national
support organisations is included with this letter.

Once again, we are so sorry for the loss you have experienced, whether
the loss was recent or many years.

Best wishes

Zoe Clark-Coates MBE Samantha Collinge RM

Co-Chairs of the Pregnancy Loss Review
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The following is a list of national support organisations and charities working within
the field of baby loss support.

Twins Trust Bereavement Service - 01252 332344 - www.twinstrust.org

This charity supports all parents of multiples who have experienced loss, whether it
was during pregnancy, at birth or any point afterwards.

The Lullaby Trust — 0808 802 6869 - www.lullabytrust.org.uk

Raising awareness and support for those who have lost a child from SIDS

Child Bereavement UK — 0800 0288840 — www.childbereavementuk.org

Support families when a baby or child of any age dies

Ectopic Pregnancy Trust — 020 7733 2653 - www.ectopic.org.uk

A national organisation offering support and information for those experiencing an
ectopic pregnancy.

Saying Goodbye, Part of The Mariposa Trust - 0300 323 1350

www.sayinggoodbye.org

Facebook - @sayinggoodbyeuk & Instagram - @Sayinggoodbye charity

An International charity based in the UK offering support for anyone who has lost a
baby at any stage of pregnancy, at birth or in infancy, whether the loss was today or
decades ago, social media support, befriending, 'Saying Goodbye' national services
of remembrance, resources, training for medical professionals and organisations,
and campaigning for change in bereavement services and care.

Cruse Bereavement Support — 0808 8081677 - www.cruse.org.uk

This charity offers bereavement support to anyone who has experienced a loss

Stillbirth and Neonatal Death Charity (Sands) - 0808 164 3332 www.sands.org.uk

Sands works to save babies' lives and ensure that, when a baby does die, anyone
affected gets the support and care they need. Support is for anyone who has been
affected by the death of a baby and wants to talk to someone about their experience.

The Miscarriage Association - 01924 200799 - www.miscarriageassociation.org.uk

A national charity offering emotional support via telephone, training and information.

Petals — 0300 688 0068 — www.petalscharity.org

A charity providing counselling services for people who have received care from
specific hospitals
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Tommy’s — 0800 014 7800 — www.tommys.org

A research charity dedicated to finding and treating the causes of loss.

Together for Short Lives — 0117 789 7820 — info@togetherforshortlives.org.uk

Together for Short Lives is a UK charity offering support to the families of children
who have life limiting conditions

Abigail’s Footsteps - 07534 651156 - www.abigailsfootsteps.co.uk

Providing support, counselling and bereavement training for healthcare professionals
as well as resources.

Winston’s Wish — 0808 802 0021 — www.winstonswish.org

Winston’s Wish provides emotional and practical bereavement support to children,
young people and adults supporting them.

Antenatal Results and Choices (ARC) - 0207 713 7486 - www.arc-uk.org

This charity offers emotional support and information through the process of
antenatal screening and the steps that may follow this.

CRADLE - 0333 443 4630 - www.cradlecharity.org

A pregnancy loss charity working with healthcare professionals to support pregnancy
loss services

4L ouis - 0191 5144473 - www.4Louis.co.uk

Providing resources for staff working with families experiencing baby loss

Lily Mae Foundation - 01676 535716 - www.lilymaefoundation.org

Supporting parents by offering emotional support and counselling and training

Child Death Helpline — 0800 282 986 — www.childdeathhelpline.org.uk

A helpline run by bereaved parents to offer support to those who have lost a child.
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Glossary

Antenatal: Before the birth.

Baby loss: The loss of a pregnancy at any gestation. In this report, we use the term
primarily to refer to losses before 23 completed weeks of gestation.

Bereavement Lead: The bereavement lead, is a healthcare professional who has
received specialist training in providing care for women (and their partners)
experiencing a pregnancy loss. They may be a specialist midwife or nurse, (although
this is not always the case). Their role is to coordinate care, provide emotional
support to families, and help with practical and statutory requirements such as the
bereavement documentation, registration, and funeral arrangements. They are often
responsible for staff training, education, and support.

Bereavement suite or room: A dedicated room situated away from pregnant
women and newborn babies where parents are cared for following pregnancy loss.

Blighted ovum: Early pregnancy loss can sometimes be due to a blighted ovum or
anembryonic gestation. It happens when a fertilised egg implants in the uterus but
the resulting embryo either stops developing early or does not form at all.

Certification: Certification is the formal attestation or confirmation of certain
characteristics of an object, person, or organisation.

Cold cot: A cot, which looks like a conventional Moses basket, is a cooling unit that
allows families to spend extra time with their baby, by regulating the baby’s
temperature. The cot has a thin mattress which is filled with cold water and then
connected to a cooling unit, this keeps the mattress constantly cold thus cooling the
baby’s core temperature.

Consultant: A consultant is a lead surgeon or physician of senior rank who has
completed specialist training.

Cremation: The disposal of a dead person's body by burning it to ashes, typically
following a funeral ceremony.

Ectopic pregnancy: A pregnancy in which a fertilised egg implants itself outside of
the womb, usually in one of the fallopian tubes. Medical or surgical interruption of the
pregnancy is commonly required as it may pose a serious health risk to the woman.

Fetus: Medical term for a baby before it's born.

Fetal Movements (FMs): May be referred to as ‘FMs felt’ or ‘FMF’ on medical notes,
meaning the fetus has been felt to move.

Gestation/Gestational Age: The period inside the uterus(womb) between
conception and birth.

Hospital chaplain: Hospital chaplains offer spiritual care to patients and their
families. They offer prayers and/or a blessing following pregnancy loss and can
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support families to organise a funeral. In some hospitals, the chaplain is also the
bereavement lead and can help families with practicalities such as registration. Most
hospital chaplains can put families in contact with a religious leader of their given
faith.

Intrapartum care: Professional care provided for a woman during labour and
childbirth.

Intrapartum stillbirth: Intrapartum stillbirth is the term for when a stillbirth occurs
after labour has begun.

Management options for an early baby loss:

e Expectant management — allowing the miscarriage to happen naturally. This can
sometimes take two or three weeks and women may be invited for a scan to
confirm the womb is empty or given a pregnancy test to do at home and asked
not to return if the test is negative.

e Medical management — taking medication (pills and/or vaginal pessaries) to start
or speed up the process of a miscarriage. The exact form of treatment will
depend on a woman’s circumstances and may be done as an out-patient or in-
patient on a gynaecology ward or, if one is not available, on a mixed acute care
ward.

e Surgical management - an operation to remove pregnancy tissue. Depending on
a woman’s circumstances, surgery may be done under general or local
anaesthetic in a hospital ward, a day surgery unit or an out-patient clinic.

Maternity Team Care: Although every woman following booking will have care
provided by a midwife, women with complex pregnancies, will have care provided by
a maternity team comprising midwives, obstetricians, anaesthetists, neonatologists,
and other specialists working in partnership.

Midwife: A skilled health care professional who works in partnership with women
and their families to give support, care and advice during pregnancy, labour, and the
postnatal period.

Midwifery care: Care where the midwife is the lead professional.

Miscarriage: The loss of a pregnancy before the first 23 completed weeks of
gestation.

Missed miscarriage: A missed miscarriage, also called a silent miscarriage, is
where the baby has died or not developed but has not been physically miscarried. In
many cases, there has been no sign that anything was wrong, however at some
point, usually during an ultrasound scan it becomes clear that the baby has died.

Molar pregnancy: Molar pregnancy is an abnormal form of pregnancy (gestational
trophoblastic disease) in which a non-viable fertilized egg implants in the uterus and
develops into a mass in the uterus.
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Mortuary: The hospital mortuary is the part of the hospital where bodies are kept
after death.

Mortuary technician: A mortuary technician is a person who cares for bodies in the
mortuary. They work closely with funeral directors, the coroner, and the pathologist.

Neonate: A newborn infant less than 28 days of age.

Neonatologist: A neonatologist specialises in the care of newborn babies and often
works in neonatal intensive care units (NICUs).

Neonatal care: Clinical care for newborn babies under 28 days of age.

Neonatal death: Death of a live born baby before 28 completed days from the time
of birth.

Neonatal unit: A unit within a hospital providing specialist care at varying levels
(special, high dependency or intensive care) for premature or ill babies under 28
days of age.

NHS trust: A National Health Service trust is an organisation within the English
NHS, generally serving either a geographical area or a specialised function (such as
an ambulance service). In any particular location, there may be several trusts
involved in the different aspects of healthcare for a resident. There are several types
of NHS Trusts, including NHS Hospital Trusts (also known as an acute trusts), which
provide secondary care services; NHS Mental Health Trusts; NHS Ambulance
Services Trusts; Community Health NHS Trusts.

Obstetrician: A doctor who has had specialist training in the care of women during
pregnancy and childbirth.

Obstetrics and Gynaecology: Obstetrics and Gynaecology is the medical specialty
that encompasses the two subspecialties of obstetrics (pregnancy, childbirth, and the
post-partum period) and gynaecology (the health of the female reproductive system).

Pathologist: A pathologist is a doctor who diagnoses disease and sometimes the
cause of death by examining cells and tissue samples and carrying out a post-
mortem.

Perinatal Death: A perinatal death is a fetal death (stillbirth) or an early neonatal
death during the perinatal period (the period immediately before and after birth) .

Placenta or Afterbirth: A temporary organ that connects the developing fetus via
the umbilical cord to the uterine wall to allow nutrient uptake, thermoregulation,
waste elimination and gaseous exchange via the mother’s blood supply. It also
produces hormones to support the pregnancy.

Post-traumatic stress disorder (PTSD): a type of anxiety disorder which tends to
develop after a person has been exposed to a very frightening or distressing event.

Postnatal care: Professional care provided to meet the needs of women and their
babies up to 6 -8 weeks after birth.
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Postnatal period: The 6 to 8-week period following birth.
Postpartum: Relating to the period of a few days up to a few weeks after the birth.

Preterm: Also known as premature, an infant with a gestational age of less than 37
completed weeks.

Products of conception: A clinical term used to refer to pregnancy remains or a
fetus that is delivered from a woman’s body following a loss.

Registration: In England and Wales, registration is the process by which all cases of
a life event (birth, death, marriage or civil partnership, stillbirth) are recorded in an
official register and formally reported to the General Registrar Office (GRO). Once
registered, a registrar can then issue a certificate to parents/family members.
Stillbirth registration is currently a mandatory process and must be reported within a
certain timeframe (usually 42 days).

Signs of life: Signs shown by a baby when it is delivered that demonstrate it has
been born alive. These can include spontaneous heartbeat, crying and active body
movement.

Sonographer: A sonographer is a specialist practitioner who is trained to carry out
ultrasound examinations. Midwife ultra-sonographers are midwives with a specialist
post graduate qualification in ultra-sonography.

Stillbirth: A baby delivered without signs of life and is known to have died after 24
weeks of pregnancy.

Term: Used to describe the period of time at the end of a pregnancy when a baby
might be expected to be born. The normal duration of a human pregnancy is 37-42
weeks.

Termination of pregnancy for medical reasons (TPMR): The interruption of a
pregnancy by either medical management (i.e., taking medication to end the
pregnancy) or surgical management (i.e., a procedure to surgically remove the
fetus/baby). A decision may be made by parents to terminate a pregnancy if tests
identify that the baby has a life-threatening or life-altering condition or if pregnancy
complications pose a significant threat to the life of the mother or baby.

Trimester: One third of a pregnancy’s usually expected term (approximately 12
weeks).

Ultrasound scan: A screening or diagnostic technique in which very high frequency
sound waves are passed into the body, and the reflected echoes are detected and
analysed to build a picture of the internal organs or of a fetus/baby in the uterus.

Umbilical cord: The thick cord of intertwining blood vessels that links baby and
placenta and carries oxygen and nourishment to the baby whilst in the uterus.

Uterus or Womb: The hollow muscular organ in which the fetus develops until birth
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