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ABSTRACT

Understanding parents’ experience of care is essential to develop high-quality perinatal bereavement
services. This study aimed at developing a questionnaire to identify parents’ needs and record their
experience of care. The patient experience questionnaire was developed by professionals and parents,
and piloted in a tertiary maternity unit. Responses were received from 58 parents. Sensitivity and kind-
ness of staff and time spent with their baby were ranked as ‘very important’ by 95% of parents. Care in
these areas largely met their needs (90%), although 5% of respondents stated that partners could have
been more involved. Between 8% and 15% of respondents did not feel that language used at the diag-
nosis of fetal death was sensitive, clear and unambiguous. Parents did not always receive written infor-
mation about their care (5%) or post-mortem (13%). Analysis of bereaved parents’ responses identified
areas for improvement including greater involvement of partners and a need for timely information.

IMPACT STATEMENT
e What is already known on this subject?: Good quality bereavement care after perinatal death

reduces the negative emotional, psychological and social effects for parents. Description of parents'
experiences is a potential means to improve the quality of perinatal bereavement care.

e What do the results of this study add?: Parents' needs and experiences of care after perinatal
death were recorded using a patient-experience questionnaire designed by a multi-professional
team and parents. Staff behaviour, particularly sensitivity and kindness was highly valued by
parents. Giving both verbal and written information could be improved. Training is needed for pro-
fessionals, particularly those who come into contact with bereaved parents less frequently.

e What are the implications of these findings for clinical practice and/or further research?:
Description of parents' priorities and views can be used to identify areas for improvement in peri-
natal bereavement care. Parents' views should be regularly sought and used to develop local serv-
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ices in an iterative process.

Introduction

Globally, 2.6 million stillbirths (Lawn et al. 2016) and 2.9 mil-
lion neonatal deaths occur each year (Lawn et al. 2014).
Despite evidence that many perinatal deaths are preventable,
and some of the negative emotional, psychological and social
consequences of these deaths can be addressed by high-
quality postnatal care (Heazell et al. 2016), stillbirth and neo-
natal deaths are not seen globally as a priority to be tackled
and effectively managed. The effects of perinatal death are
not only confined to emotional distress resulting from the
death of the baby, but also have biomedical and psycho-
logical implications for future pregnancies which frequently
require additional care (Mills et al. 2014). In 2014, there were
3252 stillbirths and 1381 neonatal deaths in the UK placing a

significant burden on the National Health Service (Office of
National Statistics 2016).

Perinatal death shares similarities with other forms of
bereavement and also has important differences from the
death of an adult or an older child. One intrinsic difference is
that in stillbirth, bereaved families have neither had a chance
to meet the deceased nor form tangible memories. Also,
there may not be an anticipatory period of grief and mourn-
ing, especially in apparently uncomplicated pregnancies,
because death usually happens unexpectedly (D'Agostino
et al. 2008). In common with other forms of bereavement,
parents bereaved in the perinatal period may experience
shock, disbelief, confusion and guilt (Cacciatore et al. 2013).
In addition, they may also exhibit grief-related behaviours
such as disturbed sleep, denial, avoiding or prizing objects or
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places which remind them of their baby, for instance, the
nursery or a baby blanket (Holland et al. 2013).

A systematic review did not identify any randomised clin-
ical trials to inform care of bereaved parents and families fol-
lowing perinatal death (Koopmans et al. 2013). Therefore,
care is based on descriptions of parents’ experiences of care;
several studies have described the needs of bereaved parents
including: sensitive delivery of information, enough time to
retain and understand information and time to make deci-
sions (Malm et al. 2011; Flenady et al. 2014; Redshaw et al.
2014). The majority of published studies suggest that parents
need to be supported to see and spend time with their child
and create mementoes (Kingdon et al. 2015). Whilst grieving,
parents also need to consider whether to have investigations
such as autopsy and chromosomal analysis (Heazell et al.
2012), and make other decisions regarding their care and
funeral arrangements (Royal College of Obstetricians and
Gynaecologists 2010). During this period, health care profes-
sionals need to ensure that whilst providing information to
parents, they do not advise parents based on their own per-
sonal values or ideology but remain objective and allow the
parents to come to their own decision independently, ensur-
ing that patient autonomy is maintained (Flenady et al.
2014).

Critically, appreciation of the underpinning evidence needs
to be augmented with understanding of parents’ experience
for the development of high-quality bereavement service and
local needs should be appreciated (Redshaw et al. 2014). This
study aimed to develop and pilot a patient experience ques-
tionnaire that complements existing tools, such as the Sands
Audit Tool, to assess perinatal bereavement services (Henley
& Schott 2011), to describe what parents deemed to be
important aspects of their care and to ensure that care provi-
sion met parents’ needs.

Materials and methods

To describe parents’ experience of care following a peri-
natal death on the delivery unit (this included parents
whose babies died before labour, during labour or shortly
afterwards), a questionnaire was developed by a multidis-

ciplinary  team  (including Bereavement  Midwives,
Obstetricians,  Perinatal ~ Pathologists, = Mortuary  Staff,
Chaplains (Religious Leaders) and other Bereavement

Support Staff including counsellors and staff from the
Family Support Service). The questionnaire was developed
referring to several sources: an existing resource from a ter-
tiary maternity service in Cork, Ireland (O'Connell et al.
2016), guidelines for the management of stillbirth published
by the Royal College of Obstetricians and Gynaecologists
(Royal College of Obstetricians and Gynaecologists 2010),
parents’ experiences documented in the Listening to
Parents Report (Redshaw et al. 2014) and recent qualitative
studies of parents experiences of perinatal bereavement in
the UK (Downe et al. 2012; Murphy 2012). Components of
bereavement care that were recommended by professional
bodies or were common themes in the literature were
used to formulate questions. The questionnaire was then
sent to five bereaved families for their feedback; changes

were made to question wording and content in accordance
with comments from service users. The final parent experi-
ence questionnaire (PEQ) included 30 questions which were
a mixture of open and closed questions and Likert scales
(Supplementary material).

The questions addressed topics identified as important
themes from published reports, including: the diagnosis of
fetal death (Rddestad et al. 2014), care after diagnosis
(Trulsson & Radestad 2004), during labour and delivery and
postnatally including the provision of mementos (Downe
et al. 2012; Redshaw et al. 2014), contact with the baby
(Kingdon et al. 2015), discussion about investigations (Heazell
et al. 2012) and lactation suppression (Cole 2012). The PEQ
asked respondents to rank the importance of different
aspects of care to ensure that the evidence-based recommen-
dations were applicable to the local population. Respondents
were then asked to describe the quality of care they received.
Optional questions regarding demographics were included at
the end of the PEQ. In accordance with recommendations
from the UK Health Research Agency, this programme of
work is identified as description of patient experience which
does not require evaluation by research ethics committee.
The project was registered and approved by the Patient
Experience Department of the host institution, a part of the
Division of Clinical Audit. The Patient Experience Department
specifically aims to record the views and experiences of ser-
vice users, as opposed to Clinical Audit which assesses care
quality based upon specific indicators.

The PEQ was sent to all parents who had experienced a
perinatal death on the delivery unit at St Mary’'s Hospital,
Manchester, UK, over an 18 month period from 2014 to
2015. This is a large tertiary maternity unit in the North-
West of England, where there are ~9000 births per year.
The stillbirth rate in the unit was 5.4 per 1000 births and
the neonatal death rate was 3.5 per 1000 births in
2014-2015. The PEQs were sent out to each family (n=144)
who had a stillbirth or neonatal death on the delivery unit
3-6 months after the stillbirth or death of the baby. Parents
were able to complete the questionnaire on paper or online;
parents could complete the questionnaire together or indi-
vidually. No identifiable data were collected. Anonymised
responses were collated on an online tool (www.surveymon-
key.com, Palo Alto, CA). Quantitative data were exported to
Microsoft Excel. Descriptive statistical analysis was performed
calculating the proportion of respondents responding to
each question. Qualitative data were analysed using the-
matic analysis by two investigators (EA and AH); the free-
text data were read by both investigators independently
and emerging themes were identified and relevant quotes
were extracted.

In addition to the PEQ, elements of care were assessed
using the audit tool developed by Sands which comprised
120 questions grouped into 18 themes regarding the provi-
sion of care for parents whose babies die in the perinatal
period (Henley & Schott 2011). Information was gathered
by interviewing key members of the perinatal bereavement
team including: Bereavement Midwives, Perinatal
Pathologist, Consultant Obstetrician and by consulting the



local guideline for the management of stillbirth and neo-
natal death.

Results
Characteristics of respondents

During the time frame of the study there were 144 perinatal
deaths, all of which were sent a PEQ. There were 58
responses from parents, giving a response rate of 40%.
Respondents included those from female and male parents.
The largest group of respondents were aged 31-35years of
age, but ranged from less than 20years to over 41years of
age. The largest ethnic group of respondents was White
British women (67%), although responses were received from
Black African, Black Caribbean and Asian parents. Only one
parent identified themselves as having a disability (Table 1).

Parents’ assessment of the importance of aspects of
care

Most parents (95%) rated sensitivity and kindness of staff,
provision of mementos and time spent with baby as very
important. In contrast, the importance of practical issues such
as the quality of medical management (84%) and lactation
suppression was not ranked high (41%). The sensitivity and
kindness of the staff was frequently identified as a very
important aspect of care, and is summarised by the quotes:
‘Everyone was very respectful and showed us compassion’,
‘Building a lovely relationship with the midwives caring for us

Table 1. Demographic characteristics of respondents.

Demographic Subset Number of participants (%)
Gender Male 2 (3.4%)
Female 47 (81.0%)
No response 9 (15.5%)
Age (years) <20 1(1.7%)
21-25 7 (12.1%)
26-30 11 (19.0%)
31-35 17 (29.3%)
36-40 11 (19.0%)
Over 41 2 (3.4%)
No response 9 (15.5%)
Disability Yes 1(1.7%)
No 48 (82.7%)
No response 9 (15.5%)
Ethnicity White British 39 (67.2%)
White Other 1 (1.7%)
Black African 2 (3.4%)
Black Caribbean 1(1.7%)
Asian 3 (5.1%)
Mixed 1(1.7%)
No response 9 (15.5%)

Table 2. Respondents’ perception of the quality of care they received in hospital.
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was important as was allowing my husband to stay through-
out my entire hospital stay’ and ‘The midwife was extremely
sensitive and supportive, couldn't have done it without her'.

Evaluation of parents’ experience of care

All parents felt supported in aspects of care which they
reported as very important including: caring for their baby,
spending enough time with their baby and being offered
mementoes. All parents were offered photographs and most
(95%) were offered mementos such as a memory box and
hand and footprints (Table 2).

Bereaved parents encounter some staff groups more often
than others, including Consultant Obstetricians, labour ward
Midwives, Bereavement Midwives, Chaplains (Religious
Leaders) and Bereavement Support Officers (Table 3). The
majority of experiences of staff interactions were positive,
although rarely some parents reported negative experiences
(2%). A sticker applied to the notes did not prevent commu-
nication difficulties such as staff being unaware of their
bereavement in 10% of cases. Negative interactions were pre-
dominantly with staff who had not received specific training
to care for parents after perinatal death such as administra-
tive staff or anaesthetists. Other staff who received such train-
ing or who have had more advanced role-specific training
such as Bereavement Midwives, were rated as very helpful by
almost all of those who met them.

Over half of respondents had complications in their preg-
nancy prior to the death of their baby. Almost half of the
parents (47%) were informed of their baby’s death by a con-
sultant obstetrician. Other members of staff delivering the
diagnosis included sonographers and midwives, 14% of
parents did not know the grade or profession of the staff
member who informed them their baby had died. The major-
ity of respondents felt that the diagnosis of fetal death was
delivered sensitively in a private space. Some respondents
(3.6-5.5%) did not feel that the language used was sensitive,
clear and unambiguous, and they felt they had insufficient
time. Almost 14% of parents who had a stillbirth were not
given written information with contact numbers after fetal
death was diagnosed (Table 4). Forty-eight parents (83%) dis-
cussed post-mortems with a member of staff. Of these, six
parents (13.6%) were not given written information.
Nevertheless, the verbal discussion was interpreted as sensi-
tively and clearly explained, and with adequate opportunity
for parents to ask questions (Table 5).

Fifty-one parents (87.9%) met the bereavement team in
hospital and 54 (93.1%) were contacted after hospital dis-
charge. Fifty-four parents (93.1%) felt adequately supported

Please indicate your agreement with the following statements about the care you received in hospital.

Strongly Partly Neither agree or Partly Strongly Response
Answer Options agree (%) agree (%) disagree (%) disagree (%) disagree (%) Count
| had sensitive care during labour and delivery. 48 (84.2%) 3 (15.8%) 0 (0%) 0 (0%) 0 (0%) 57
| had enough time together with my baby after the birth 7 (85.4%) 2 (3.6%) 6 (10.9%) 0 (0%) 0 (0%) 55
I had support to hold and care for my baby. 3(96.3%) 0 (0%) 0 (0%) 2 (3.6%) 0 (0%) 55
| was asked whether | wanted footprints, photos and mementos 5 (96.4%) 2 (3.5%) 0 (0%) 0 (0%) 0 (0%) 57
Other children or family members were included appropriately. 4 (86.2%) 1 (2.0%) 6 (11.8%) 0 (0%) 0 (0%) 51

Percentages of respondents are shown in parentheses.
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Table 3. Respondents’ interactions with and experience of the helpfulness of staff.

During the time you were in hospital and after you were discharged home, did you find the services of the following members of the team helpful?

Answer options Helpful (%)

Neither helpful/unhelpful (%)

Unhelpful (%) Did not meet them (%) Response Count

Your obstetric consultant 36 (75.0%) 3 (6.3%) 0 (0%) 9 (18.8%) 48
Another obstetric consultant 22 (46.8%) 6 (12.8%) 0 (0%) 19 (40.4%) 47
Your baby’s neonatologist/paediatrician 12 (25.5%) 6 (12.8%) 0 (0%) 29 (61.7%) 47
Another neonatologist/paediatrician 5 (12.2%) 8 (19.5%) 0 (0%) 28 (68.3%) 1
Junior doctor 13 (30.2%) 8 (18.6%) 0 (0%) 2 (51.2%) 43
Labour ward midwives 47 (92.1%) 2 (3.9%) 0 (0%) 2 (3.9%) 51
Bereavement midwife 51 (94.4%) 0 (0%) 0 (0%) 3 (5.6%) 54
Chaplain 35 (72.9%) 1 (2.1%) 0 (0%) 13 (27.1%) 48
Mortuary staff 16 (47.1%) 3 (8.8%) 0 (0%) 15 (34.9%) 34
Bereavement support officer 40 (72.7%) 2 (3.6%) 0 (0%) 13 (23.6%) 55
Anaesthetist 25 (49.0%) 6 (11.8%) 1 (2.0%) 19 (37.3%) 51
Secretaries/Admin staff 21 (46.7%) 6 (13.3%) 1(2.2%) 17 (37.8%) 45
Answered question 54
No response 4
Percentage of respondents is shown in parentheses.
Table 4. Parents’ experience of the manner in which diagnosis was given.
When you were told that your baby had died, did you feel that this was ...

Strongly Partly Neither agree nor Partly Strongly Response
Answer options agree (%)  agree (%) disagree (%) disagree (%) disagree (%) count
Delivered with sensitivity? 37 (67.3%) 9 (16.4%) 6 (10.9%) 0 (0%) 3 (5.5%) 55
Clear and unambiguous? 44 (80.0%) 9 (16.4%) 2 (3.6%) 1 (1.8%) 1 (1.8%) 55
Given in private space? 47 (85.4%) 7 (12.7%) 1 (1.8%) 0 (0%) 0 (0%) 55
Given in a way that you felt could ask questions? 38 (69.1%) 10 (18.2%) 5 (9.1%) 1(1.8%) 1(1.8%) 55
You were given enough time? 39 (70.9%) 8 (14.5%) 5 (9.1%) 2 (3.6%) 1 (1.8%) 55
Given with written information and contact numbers? 33 (64.7%) 4 (7.8%) 7 (13.7%) 2 (3.9%) 5 (9.8%) 51
With the option of having your partner or another person present? 43 (86.0%) 4 (8.0%) 2 (4.0%) 0 (0%) 1 (6.0%) 50
Answered question 38
No response 1
Percentages of respondents are shown in parentheses.
Table 5. Respondents’ experience of post-mortem discussions.
If the post-mortem discussed was it?

Strongly Partly Neither agree nor Partly Strongly ~ Response

Answer Options agree (%) agree (%) disagree (%) disagree (%) disagree (%)  count
Accompanied by written information? 25 (56.8%) 8 (18.1%) 5 (11.4%) 2 (4.5%) 4 (9.1%) 44
In a kind and sensitive manner? 2 (89.4%) 5 (10.6%) 0 (0%) 0 (0%) 0 (0%) 47
Explained clearly? 7 (77.8%) 8 (16.7%) 2 (4.2%) 1 (2.1%) 0 (0%) 48
At an appropriate time? 32 (71.1%) 7 (15.6%) 2 (4.4%) 2 (4.4%) 2 (4.4%) 45
With adequate opportunity to ask questions and have them answered? 38 (80.9%) 5 (10.6%) 2 (4.3%) 2 (4.3%) 0 (0%) 47
With enough time to think it over? 7 (78.7%) 5 (10.6% 0 (0%) 3 (6.4%) 2 (4.3%) 47
By health professionals who were clearly knowledgeable? 9 (83.0%) 4 (8.5%) 2 (4.3%) 2 (4.3%) 0 (0%) 47
Answered question 48
No response 10

Percentages of respondents to the question are shown in parentheses.

for as long as they needed and only two parents said they
were not supported for long enough. All parents who met
the bereavement midwives found them helpful. A common
theme in free text responses was the role of interactions with
staff to form positive memories as illustrated by the following
free-text responses to the survey. ‘Although you can't bring
our babies back you do make life without them easier’,
‘Receiving a memory box was unexpected and very kind...
Without her (the Bereavement Midwife) we wouldn't know
how important creating memories of our baby boy were...’
and, ‘The care received during delivery was exceptional’.

Assessment of care using a national audit tool

Of 120 standards in the Sands audit tool, bereavement care
in the institution under study met 110 (92%). The standards

that were not met largely involved members of the staff who
were not directly a part of the clinical staff involved in the
parents’ care such as interpreters (Table 6). Half of the unmet
standards related to staff training, whereas others were not
within the remit of the hospital, i.e. the use of a shared grave
and lockable cover (within the remit of local councils).

Discussion

This project has developed and piloted a PEQ to assess
parents’ needs and experiences of perinatal bereavement
services. In doing so, we have confirmed that our service
meets parents’ key needs such as sensitivity and kindness of
staff, provision of mementos and facilitating parents to spend
time with their baby. Responses from the PEQ have also iden-
tified areas for improvement, particularly information giving



Table 6. Breakdown of audit themes showing number and percentages
achieved.

Number of

Number of standard
Theme questions achieved (%)
Training and support for staff 4 4 (100%)
Ultrasound scans and antenatal care 12 11 (92%)
Care in life-threatening or lethal abnormality 6 6 (100%)
in progressing pregnancy
Internal hospital communication 4 4 (100%)
External hospital communication 5 5 (100%)
Care on labour ward 19 19 (100%)
Care after birth 8 8 (100%)
Taking baby home 3 3 (100%)
Post mortem examinations 9 9 (100%)
Death registration 2 2 (100%)
Funerals 12 10 (83%)
Leaflets 4 3 (75%)
Post-natal check-up appointments 3 3 (100%)
Care in subsequent pregnancies and births 5 5 (100%)
Care in language barriers 1 7 (64%)
Care for parents with disabilities 7 5 (71%)
Seamless process of care 4 4 (100%)
Reviewing care 2 2 (100%)

and involvement of partners. The PEQ compliments existing
audit tools to optimise perinatal bereavement care.

Although the importance of good quality bereavement
care after perinatal death is established, as it reduces patho-
logical grief (Kersting & Wagner 2012), there have been few
other attempts to measure patient experience for quality
improvement in this area (O'Connell et al. 2016).
Consequently, there is no existing model of improving
bereavement services for stillbirth. The PEQ developed here
can be incorporated into a model of improving bereavement
services for stillbirth which is informed by parental involve-
ment (Figure 1). Parental involvement was important in the
development and refinement of the PEQ in collaboration
with a multidisciplinary team. Bereaved parents’ responses to
the PEQ have enabled specific improvements to be made to
the care pathway, which can then be re-evaluated in the
future.

This pilot study of the PEQ showed that parents’ needs in
this diverse tertiary maternity population were largely in line
with expectations from published data. For example, the
higher importance ascribed to psychological and emotional
needs, rather than physical needs, is in agreement with the
findings of systematic review of 43 studies describing inter-
ventions that were associated with positive experiences of
care after a stillbirth. In that review, the majority of included
studies (40/43) identified the importance of emotional sup-
port, in which interactions with health professionals were crit-
ical (Heazell et al. 2016). Elements of tangible support
including seeing and holding their baby and making memen-
tos were also ranked as highly important by parents in this
study, providing further impetus to implement these evi-
dence-based practices (Kingdon et al. 2015).

Although some guidelines recommend that bereavement
care should be evaluated every two to three years there is no
instruction about the format this should take (Henley and
Schott 2011). The Sands Audit Tool largely focuses on the
availability of elements of training, elements of care and
organisational structures. The combination of the audit tool
and PEQ allows units to ensure that the correct facilities and
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Figure 1. Cycle for the development and improvement of perinatal bereave-
ment services showing focus for parents’ involvement.
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structures are in place and to ensure that individual parents
experience is optimal. This information has enabled the peri-
natal bereavement service to develop by making specific
changes to clinical guidance and services, e.g. involvement of
partners/fathers, making information simpler and direct, train-
ing of staff groups with less exposure to bereaved parents,
e.g. administrative staff, anaesthetists. The impact of these
amendments can then be assessed, and care improved in an
iterative manner in a continuous cycle of improvement
(Figure 1).

Descriptive studies of this nature are important, as facets
of care such as kindness and sensitivity of staff which rated
highly in this survey and are consistently valued in published
studies, are not amenable to randomised clinical trials. The
qualitative data from this survey provides a rich source of
information, which gives insights into parent’s perspectives
on their care in particular the importance of authentic rela-
tionships with staff. This is important as parents’ and profes-
sionals’ perspectives often differ, with professionals
consistently overestimating parents’ satisfaction with bereave-
ment care (Flenady et al. 2016). The PEQ highlighted the
importance of communication between professionals and
parents. Critically, over half of the standards in the national
audit that were not achieved (8%) were related to barriers in
communication, such as access to trained interpreters, which
for 18% of respondents was important, as English was not
their first language. Thus, another area identified for improve-
ment is the provision of training regarding care after stillbirth
for interpreters that regularly work on maternity units.

The development and pilot of the PEQ provides novel
insight into perinatal bereavement care. However, data to
compare different perinatal bereavement services or models
of care are scarce. The findings of this study may be general-
isable, as parents answers reflected wider UK practice, such
as 46% of respondents reported that a Consultant
Obstetrician informed them of their babies death (Redshaw
et al. 2014). However, other practices differed, respondents
received more written information than reported by
O’Connell et al. from Ireland, who reported that 38% parents
received leaflets compared to 92% of the respondents here
(O'Connell et al. 2016). Currently, this study is limited by the
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number of respondents and the location in a single maternity
service. However, it is of a comparable size to similar studies
(D'Agostino et al. 2008; Downe et al. 2012; Horey et al. 2014).
Although the sample largely consisted of white British
women, the women from ethnic groups were represented in
approximately similar proportions compared to the demo-
graphics of women experiencing a stillbirth at the unit. The
30-item PEQ may be perceived by some parents to be too
long to complete, and restrict completion to parents who are
fluent in English. In addition, the volume of data generated
by the questionnaire may be excessive for healthcare profes-
sionals to collate and analyse. The utility of the PEQ needs to
be assessed by further studies in a variety of other maternity
units. In common with other studies, fathers were underre-
presented in this study (Downe et al. 2012; Avelin et al. 2013;
Cacciatore et al. 2013; O'Connell et al. 2016). Therefore, future
iterations of the quality improvement cycle also need to con-
sider specific methods to engage with fathers’ or partners’
views and respondents from minority ethnic groups.

This study describes the development and initial use of a
PEQ which identified areas for local improvement to ensure
high-quality perinatal bereavement care in a tertiary UK
maternity unit. Further work is needed to establish whether
this tool can facilitate improvements in other settings and in
other groups (e.g. women from minority ethnic groups,
fathers). Nevertheless, the additional information obtained
from parents enabled additional focus to be placed on emo-
tional and tangible support as well as devising methods to
give information to parents. It is anticipated that perinatal
bereavement care can be developed and reassessed using
these tools after an appropriate interval following the intro-
duction of changes to facilitate ongoing development.
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