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About the NBCP

The National Bereavement Care Pathway, led by a
multi-agency Core Group of baby-loss charities and
professional bodies, has been developed in order to
improve bereavement care, and reduce the variability

in bereavement care, for families suffering the loss of

a baby through miscarriage, ectopic pregnancy and
molar pregnancy, termination for fetal anomaly, stillbirth,
neonatal death or sudden and unexpected infant death
up to 12 months.

The project provides a dedicated, evidence-based care pathway with guidance
for professionals delivering bereavement care to parents and families. As its name

infers, it is a national project, although at this stage its scope is limited to England
and not the devolved nations.

This booklet, developed for healthcare professionals working with bereaved
families, relates to one of the five pathways which have been piloted in 32 sites and
independently evaluated, the report for which can be found on the website below.

The Core Group gratefully acknowledges the support and contribution of the Department of
Health and Social Care (DHSC) and Teddy's Wish to the develop of the NBCP.

For further information, please see www.nbcpathway.org.uk

“All the staff were wonderful from the moment we were given

the initial news at the 12-week scan — caring, supportive, kind,
professional. It helped us enormously.”

(Quote by bereaved parent)




Contents

Key messages 4
Bereavement care standards 5
Terminology 6
Communication 7
Diagnosis and delivering difficult news 8
Termination of pregnancy for fetal anomaly 11
Memory making 14
Post mortem examination and histology 18
Registration and Certification 20
Sensitive disposal and funerals 21
Discharge and aftercare 22
Care and support for parents in the community 23
Communication between hospital, clinics and primary care teams 24
Follow up appointments 25
Discussions at follow up appointments 26
Feedback 27
Emotional support 28
Another pregnancy 29
Staff care 33

Note to the reader

This is the first of two guidance materials we have produced for National
Bereavement Care Pathway (NBCP). This document contains detailed reference
material and guidance whereas the second document is a more ‘hands on’ and
practical approach to providing bereavement care for families, including a number
of templates and tools for you to adapt and use in the local setting.

For more information, please see www.nbcpathway.org.uk or contact your local Bereavement Lead.
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Key messages

In our consultation with parents three clear messages came through:

s B\
1. Good communication is key to delivering good
bereavement care

“For me the simple things make a huge difference.

Being listened to. Eye contact and someone sitting beside me -
communicating they have time for me.”

(M.E., 2017)

“Why didn’t anyone check in with me afterwards?
| had been on their records and yet [there was] no call the week after to see
how | was doing. [There was] no information of what to expect or where to get
help.” (N.B., 2017)

2. Continuity of care and consistency in approach is vital

“I would have loved to have birthed the baby at home as | had had previous
homebirths — but this option was not given, and | was not aware this was a
choice | had.”

(M.E., 2017)

“l found it really distressing to have to explain over and over again to different
members of staff that my baby had died.”
Mother (Sands Guidelines, 2016)

3. Parent-led family involvement must be supported

“I would have liked to have had been offered a couple of sessions with
a midwife with my husband where we could share our story and debrief.”
(M.E., 2017)

“I wish someone had given us more time to talk about the benefits of
seeing the baby and spending time with him. Of inviting the other kids to
come and meet him.” (M.E., 2017)

NBCP for use in England from September 2019 NBCP TOPFA Full Guidance Document | 4




www.nbcpathway.org.uk

Bereavement care standards

A Trust that meets these standards is considered to be providing
good bereavement care. Trusts should audit provision against these
standards and improve the bereavement care they offer where gaps
are identified.

Implementation of these standards via the pathway will help the Trust to meet the elements

of the Care Quality Commission’s Maternity Assessment Framework that cover these points
(www.bit.ly/2zNYZEd).

® A parent-led bereavement care plan is in place for all families, providing
continuity between settings and into any subsequent pregnancies.

= Bereavement care training is provided to all staff who come into contact
with bereaved parents, and staff are supported by their Trust to access
this training.

= All bereaved parents are informed about and, if requested, referred for
emotional support and for specialist mental health support when needed.

® There is a bereavement lead in every healthcare setting where a pregnancy
or baby loss may occur.

® Bereavement rooms are available and accessible in all hospitals.

» The preferences of all bereaved families are sought and all bereaved parents
are offered informed choices about decisions relating to their care and the
care of their babies.

= All bereaved parents are offered opportunities to make memories.

» A systemis in place to clearly signal to all healthcare professionals and staff
that a parent has experienced a bereavement to enable continuity of care.

® Healthcare staff are provided with, and can access, support and resources
to deliver high-quality bereavement care.

0.7

5 | NBCP TOPFA Full Guidance Document




www.nbcpathway.org.uk

Terminology

This pathway is intended for all healthcare professionals and staff who work with
parents who have experienced a pregnancy or baby loss through miscarriage, ectopic
pregnancy and molar pregnancy, termination for fetal anomaly, stillbirth, neonatal
death or Sudden or Unexpected Death in Infancy.

The terms ‘healthcare professionals’ and ‘staff’ are used throughout to denote all of those practitioners that a
bereaved parent may come into contact with.

For consistency, the term ‘parents’ is used to refer to expectant and bereaved mothers, fathers and partners.
This is applied in a wide range of situations, including when referring to individuals who experience early
miscarriage, ectopic pregnancy and molar pregnancy,§ late miscarriage, termination for fetal anomaly, stillbirth
and neonatal death.

Many people will consider themselves parents from the time they discover they are, or were, pregnant while
others will not. Therefore, it should be acknowledged that not all people who have experienced a childbearing
loss would consider themselves to be, or have been, a parent. It is also important for those who do identify
themselves as parents to have this recognised.

As is set out in the pathway guidelines, healthcare professionals should use the terminology preferred by those
experiencing the loss when communicating with them.

Similarly, the term ‘baby’ is used throughout to describe the child from the early stages of pregnancy through
to the neonatal period. Many people will conceptualise their baby and develop strong attachments to them
from the moment they discover that they are, or were, pregnant. However, others will be more comfortable with
medical terminology such as ‘fetus’ and may not find the term ‘baby’ to be appropriate in their situation.

Again, while we have used the term baby, it is important to recognise that the wishes and viewpoints of those
experiencing the loss should always be the most important factor when communicating with them. Healthcare
professionals will need to adapt the terminology they use accordingly.

We have used the phrase “Trusts’ because the rapid changes in the way that health services are structured and
managed across the country make it impossible to use a phrase that covers all the bodies involved.

However, the pathway will also be applicable to independent healthcare establishments and to all other
bodies that may be set up in the future to organise and provide care for women and families experiencing a
childbearing loss.

Finally, because this is a pathway focused on improving outcomes for families, by its very nature it is quite
directive and as such in a number of places we have also used the term ‘should’ (for example ‘staff should be
trained’). Essentially this is shorthand for ‘good practice suggests that...’
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Communication

All communication with parents experiencing a pregnancy loss or the death of a baby
must be empathic, sensitive, non-judgemental and parent-led.

Use warm, open body language by sitting near parents, facing them, making eye contact and using touch if
appropriate. Be mindful of your tone and back-ground noise if communicating over the telephone. Be honest
with parents while being as sensitive as possible. It is okay to show emotion, but the parents should not feel
they need to look after your feelings.

Parents may feel shocked and may find it difficult to understand information or think clearly. Staff should speak
clearly and use simple language and parents should be encouraged to ask questions. Be aware that cultural
norms or personal circumstances may affect a parent’s readiness to ask questions, request clarification or
express their wishes.

Supporting parents when communication barriers are present

Staff should never assume that they can anticipate the needs of any individual with a sensory impairment,
learning difficulties or who is experiencing a language barrier. Staff should ask parents if they need additional
support and about their preferences. Staff should record this information in a prominent place in parents’
medical notes (with their consent) (see TOPFA Pathway, Appendix A9).

Staff should be aware of, patient and sensitive to individual needs. Where an interpreter is required, staff should
have easy access to trained and experienced interpreters (ideally face-to-face) when supporting parents.

Communicating if there is no interpreter

= Using family and friends to interpret is =» Some parents may be accustomed to their

strongly discouraged. children interpreting for them. They may have
a cultural expectation that their children will
interpret for them. However, staff should inform
parents that it is the hospital or clinic’s policy to
not allow children to interpret in order to avoid
= An informal interpreter who is a family member or possible misunderstandings.

friend may themselves be deeply affected by the

situation and their ability to interpret may also be

affected if they become distressed.

= Parents may not want the informal interpreter to
know everything about them and may not feel able
to discuss things fully or truthfully.

= [tis never acceptable to use a child or a teenager
under the age of 16 years to interpret for parents
who are experiencing the death of a baby unless
immediate emergency care is required and no
other options are available.
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Communicating with parents who are deaf or who have a hearing impairment

In addition to offering a sign language interpreter, staff who are communicating with parents who are deaf
or have a hearing impairment should ensure that:

= A quiet place is available for discussions. = They avoid shouting, speaking slowly or

i ; . exaggerating speech or facial expressions.
= They avoid wearing a mask or covering 99 g sp p

their mouth. = They use clear, simple language and provide clear,
simple written information.

Communicating with parents who are blind or who have a visual impairment

Staff should introduce parents who are blind or visually impaired to everyone involved in any discussion and told
where everyone is located.

It is important to remember that patients with disabilities often have their “passport document” with them,
which indicates how best to communicate with them.

The decision to end a pregnancy after a
prenatal diagnosis

This pathway provides guidance on care for women and their partners who have made a decision to have a
termination of pregnancy because of the implications of the scan findings or other antenatal test results. We are
assuming that the parents have experienced high quality care up to this point and had access to all the
information and support they needed to come to a decision.

We expect all units to have carefully co-ordinated care pathways in place to provide support to women and
couples whether they decide to continue or end their pregnancy, whatever the diagnosis. For parents
continuing when they know their baby is going to die, it will be helpful to also consult the Neonatal Death
Pathway.
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It is important to:

= Listen to and acknowledge parents’ fears = Be clear about the available support from staff and
and concerns. other organisations.

= Support parents to make informed choices around = Familiarise yourself with the parents notes.
if/when to try for another baby.

= QOutline any additional antenatal support offered.

It is important not to:

a N
=» Offer false reassurances to parents about having = Assume parents attended antenatal classes
a healthy baby. in previous pregnancies.
= Minimise parent’s previous experiences » Exclude fathers, partners,
and current concerns. family/support individuals.

=» Make assumptions about how a parent might feel
at any stage.

Pre-conception care

The timing of subsequent pregnancies, the risks involved, concerns about their ability to conceive, sexual
difficulties and the chances of having a live, healthy baby may be some of the concerns for parents who are
thinking about becoming pregnant again. Parents may need an opportunity to discuss their concerns with
healthcare staff before trying to conceive.

Some bereaved parents will want to discuss what, if anything, they can do to prevent another loss.

Having experienced a previous loss, many parents will have been in touch with other bereaved parents and
heard about their experiences too. This may increase anxiety around situations that were not relevant to their
own experience.
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Antenatal care

Antenatal care in subsequent pregnancies may involve offering parents extra antenatal appointments, screening
options, scan appointments and/or opportunities to discuss an antenatal care plan and birth preferences.

Staff should allocate extra time for these appointments. Parents should also be able to bring another support
person to attend these appointments with them.

It is crucial that there is good communication between staff providing antenatal care for parents in a subsequent
pregnancy so that parents do not have to retell their story if they do not wish to do so.

Some parents may welcome more frequent contact with healthcare staff during subsequent pregnancies and
will want all available screening and diagnostic tests. Some parents may find additional appointments, screening
and tests stressful and decline some or all of this care. Staff should explain the reason why parents have been
offered additional tests or checks. However, parents’ decisions about care should be respected. Parents should
have the contact details for a named contact in case they have any concerns.

Parents should be offered regular contact with staff, emotional support and screening for mental
health difficulties.

“She was pregnant... again. What should have been fantastic news filled me with sheer terror. | did
not know if | could go through this again.” Father

“When | got pregnant after 8 months, | wanted to be delighted but | didn’t dare let myself in case all
our hopes were dashed again.” Mother

It is never possible to predict how individual parents will feel during subsequent pregnancies. For some parents,
the main feelings during another pregnancy may be grief, anxiety and distress. These feelings may surface in all
subsequent pregnancies.

One of the most important things that staff can offer parents is sensitive support to help them deal with the
range of feelings and worries that they have.

Certain stages, events or dates during the pregnancy may be particularly difficult for parents, depending on
what happened during the previous pregnancy. For example, parents may be very anxious and distressed in the
period leading up to the gestational week or date when the previous baby died or an anomaly was diagnosed.
Some parents may feel less frightened after this point if all is well. Other parents may remain fearful until after the
new baby is born.

Some parents may worry that they will be unable to love the new baby or that they will be disloyal to the baby
or babies who died by loving the new baby.

Parents may also worry about the effects of the fear and anxiety they are feeling on the well-being of this baby.
It is important that staff acknowledge the validity of parents’ concerns and take them seriously.

In addition to the mother, it is important to ensure that fathers and partners are offered support. Fathers and
partners may wish to support the mother and may also want reassurance for themselves. Some fathers and
partners may be reluctant to voice their fears in the mother’s presence as they are concerned about distressing
her. Staff should offer fathers and partners an opportunity to speak with staff on their own.
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Some parents may try to protect themselves from feeling overwhelmed by fear and anxiety by distancing
themselves from what is happening, either throughout the pregnancy or until the point at which they feel their
baby is safe, which can be some time after birth depending on their previous experience.

Some parents may prefer to avoid discussing their emotions or previous loss with staff and try to focus on the
practical tasks at hand. Other parents are grateful for opportunities to talk about their feelings and their baby or
babies who died. Parents should be encouraged to discuss their feelings about their previous loss(es) with staff
and be offered counselling or information about other support available.

“l didn’t want to love the baby | was carrying. | was so afraid that she would die as well and | knew |
wouldn’t be able to cope with the pain.” Mother

[t is important not to offer false reassurance as this may increase parents’ sense of isolation and prevent them
from talking openly about their fears. Staff should also be aware that statistical probabilities may not provide
comfort for parents.

Place of care

Parents who have a good relationship with staff in a particular hospital may want to return there for their
antenatal care.

It is sometimes necessary to rebuild parents’ trust. Rebuilding trust may be needed if parents are unhappy about
aspects of the care they or their baby received when their baby died.

Some parents may prefer to be cared for in a different hospital, GP or by different members of staff, even if their
previous care was good. Parents may fear that traumatic memories will be triggered if they return to the place
where their baby died or see staff who had cared for them at that time. Healthcare staff should refer parents to
another unit or another consultant if requested.

At the first antenatal visit, each woman should be allocated a named midwife and consultant obstetrician. These
practitioners should provide most of the woman'’s care throughout her pregnancy, birth and the postnatal period.

Labour and birth

This may be the first labour and birth experience for this parent, depending on their previous experience.
For other women, the birth of their previous baby may also have been when their baby died.

Staff should be prepared for parents’ possible emotional reactions during labour and at the birth. Staff should
be available to offer support if needed. Women should be aware that support is always available and know how
to access staff members. It is also important that support is offered to any partners or birth supporters who are
with the woman.

“] felt disconnected during the labour and just couldn’t believe that everything would be OK.” Mother
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Some parents may be surprised and confused if they experience renewed grief for the baby or babies who have
died, have mixed feelings or find life difficult when a healthy baby is born. Some parents may not feel they are
able to love this baby immediately and it may take a while before they start to experience these feelings. Some
parents may feel guilty if they love their new baby.

“My partner was disconnected during my pregnancy, but now our son is born, his dad looks at
him every day and cries. He’s a lot more emotional now than | am. This baby has really brought
his grief out.” Mother

Care in the community

Staff should offer sensitive support to parents after their baby is born. They should normalise parents’ feelings
and acknowledge that such feelings are shared by many parents and that they usually pass. If these feelings
continue for long periods of time after the baby is born, staff should offer parents a referral for specialist support.

Primary care staff or support groups may be able to offer parents longer-term support and an opportunity to
discuss their ongoing concerns.

Parents may want to discuss how to talk about the baby who died with existing and subsequent siblings.

A few parents who go on to have another pregnancy, may experience the death of another baby. This can be
deeply shocking and distressing for the parents and staff who are caring for them. These parents may need
additional immediate and long-term support from staff.

Staff care

When health and social care professionals are properly supported to provide high
quality bereavement care, working with women and families experiencing the death
of their baby can be special and rewarding.

There must be appropriate provision for staff support and training. It is also important that staff recognise they
have a professional responsibility to access support and training when they need it.

All staff should be supported practically and emotionally so they feel comfortable, confident and competent in
this area of care.

Training

Often staff are expected to cope with distressing events and highly emotional situations without appropriate
education and training. Undergraduate, postgraduate and in-service training and updating in bereavement care
should be provided for all staff. Provisions should be made to ensure that staff can be released for this training.

Good training and support for staff improves the quality of bereavement care offered to parents when
a baby dies.

Bereavement care training can help staff to develop skills in communicating more sensitively and empathetically
with parents and increase their awareness of the needs of bereaved parents.

Training can help staff to feel more confident in the care that they provide and help to reduce staff stress.
Support and training are essential to ensure staff well-being and avoid staff burn out.
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Support

There are many reasons why it can be stressful and demanding to care for parents during a pregnancy loss or
when a baby dies. These reasons will be individual and may include staff having to manage their own emotions
following their own experience(s) of loss; a feeling of professional failure following a baby death and anxiety
caused by wanting to ‘get it right’ knowing this is a difficult time for parents.

To provide parents with high quality, individualised care, staff must be well-supported; have time for breaks;
have an open and supportive work environment; opportunities to share stories and experiences and scheduled
multidisciplinary debriefs and reviews. This applies to all members of staff — at all levels and in all disciplines,
including all primary care staff who may have long-term relationships with the family and who may be working in
greater isolation.

The type and amount of support that staff need can vary depending on the individual and the situation. It is
important to have different support options available for members of staff to use as they need. Support for staff
should be built into the systems in which they work.

Stigma and concerns about not appearing to be coping with their job may cause some staff to avoid
coordinated professional counselling. This should be offered as a confidential service through the central hospital
human resources team.

Managers and senior staff have a duty to provide encouragement, support and training for staff, to watch for
signs of strain or difficulty in individuals and within teams and to facilitate discussion between colleagues, teams
and centres of care.

Managers and senior staff should also make sure they themselves get support so they can support their staff.

Self-care

As well as organisational, systemic support structures, individual healthcare professionals also need to be
mindful of attending to their own needs. Working long hours, shift work and working in often challenging
environments and circumstances means that healthcare professionals need to think about what they need to
do to look after themselves. This may include making sure they get enough sleep, eating healthily, exercising,
relaxation, booking annual leave, watching a favourite film or spending time with a friend or on a hobby or in
green space/outdoors.

IV L
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Further reading

Please make your suggestions in here — this is a further resources list, (not a reference list).
Please include links to useful online learning, resources, papers, etc.
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Notes
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