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Abstract: The aims of this article are twofold: (I) provide a general overview of perinatal bereavement
services throughout the healthcare system and (I) identify future opportunities to improve bereavement
services, including providing resources for the creation of standardized care guidelines, policies and
educational opportunities across the healthcare system. Commentary is provided related to maternal child
services, the neonatal intensive care unit (NICU), prenatal clinics, operating room (OR) and perioperative
services, emergency department (ED), ethics, chaplaincy and palliative care services. An integrated system of
care increases quality and safety and contributes to patient satisfaction. Physicians, nurses and administrators
must encourage pregnancy loss support so that regardless of where in the facility the contact is made, when
in the pregnancy the loss occurs, or whatever the conditions contributing to the pregnancy ending, trained
caregivers are there to provide bereavement support for the family and palliative symptom management to
the fetus born with a life limiting condition. The goal for respectful caregiving throughout an entire hospital

system is achievable and critically important.
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Background respectively (4). Fetal mortality accounts for 40-60% of
perinatal mortality (3). The term stillborn may be used to
describe fetal deaths at 20 weeks’ gestation or more.

Women who experience early pregnancy loss, or a fetal

The loss of a dreamed for pregnancy/child is both a
physiological event for a woman as well as an emotional and

sociocultural one. Women often form attachments to their or infant death, may interface with the health care system

child early in the pregnancy and therefore a pregnancy loss in a variety of ways and receive services from multiple

can be emotionally devastating regardless of the gestational
age of the fetus (1). Early pregnancy loss, also referred to
as spontaneous abortion or miscarriage, occurs in 10%
of known pregnancies and occurs in the first 13 weeks of
pregnancy (2). Perinatal mortality is the combination of
fetal deaths and neonatal deaths (3). In the United States
the fetal mortality rate for gestations of at least 20 weeks is
similar to the infant mortality rate, 5.96 deaths per 1,000
live births and 5.98 infant deaths per 1,000 live births
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personnel from many disciplines. Women with a loss may
be seen in the health care clinic, prenatal office, emergency
department (ED), the operating room (OR), the maternal-
child services department, the neonatal intensive care unit
(NICU), and/or the palliative and hospice service lines.
Women and their families may encounter personnel from
across the health care system, such as chaplaincy, social
service workers, genetic counselors, and support staff.
Organizations such as the Institute of Medicine (5) and
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the American Academy of Pediatrics have expectations that
end of life care will be delivered with quality (6). Provision
of high quality, consistently provided bereavement care
creates a culture of compassion and can improve the patient
and family experience. Bereavement services have the
potential to impact the metrics of healthcare systems by
improving patient outcomes and satisfaction (7). The aims
of this article are twofold: (I) provide a general overview of
perinatal bereavement services throughout the healthcare
system; and (II) identify future opportunities to improve
bereavement services, including providing resources for
the creation of standardized care guidelines, policies and
educational opportunities across the healthcare system.

Maternal child services

Maternity care services include prenatal care, labor and
birth, and postpartum care of a woman. Health care
approaches incorporate physical, psychosocial and cultural
needs of the woman and her chosen family members. Fetal
surveillance and interventions are provided prenatally and
during the labor process followed by neonatal assessment
and treatments following the birth.

For decades nurses in the maternity care services have
sought ways to provide evidence-based bereavement
care to families experiencing pregnancy loss. Led by the
work of nurse scientists, psychologists and other experts,
nurses and their professional colleagues often complete
education to promote relationship-based, patient-centered
services between bereaved parents and themselves through
organizations such as Resolve Through Sharing (RTS)
who has hosted over 50,000 professionals worldwide (8),
and Perinatal Loss and Infant Death Alliance (PLIDA) (9).
Many professionals in maternity services cultivate their
expertise via patient-care experiences and formal and
informal education and training. Standardized bereavement
guidelines are often available in the maternal-child unit and
are guided by recommendations from a variety of national
organizations, such as RTS (8) and PLIDA (9). The
following list provides an overview of recommendations for
bereavement services.

(I) Assess parental desires for special end-of-life
(EOL) rituals, such as spiritual practices (blessings,
baptisms) and cultural preferences (family
presence, feeding), which enables providers to
tailor interventions. For instance, assessing parental
desire to spend time or conduct rituals with their
infant after death enables providers to offer specific
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available services. One recent growing trend in
perinatal bereavement care is the availability of
a cooling system embedded in to a bassinet that
enables the deceased infant to remain with parents
for a longer period of time (10). Such a device can
provide clinicians with additional time to assess
parental wishes and support women who have had
unexpected surgery, a slow birth recovery, or who
are in emotional shock.

(II) Ensure support for parental caregiving, such as
holding, rocking, cuddling the infant, as well as
providing hands-on care such as bathing, dressing
and feeding as a standard of care (11).

(III) Provide options for parents regarding the collection
and offering of mementos, such as locks of hair,
plaster molds of hands or feet, handprints, footprints,
blankets, or a special stuffed toy upon discharge.

(IV) Photographs allow families to have a special
remembrance of their child. In a study of 104 families
regarding photography after perinatal loss, Blood
and Cacciatore found that 98.9% of parents who
had photographs endorsed them and for the
11 parents who did not have photographs, 9 wanted
them (12). Professional photography services such as
“Now I Lay Me Down to Sleep” (13) are available in
most locations throughout the country. Support can
be offered for parents who wish to take their own
photographs. It is recommended that permission is
sought before staff members take these pictures.

(V) During the postnatal period following discharge,
parents may appreciate follow up contact in the
form of cards, phone calls, and invitations to annual
remembrance ceremonies.

Perinatal palliative care (PPC) is a newer development
in maternity services which is a family-centered approach
that augments maternity care with emotional, sociocultural
and spiritual support for parents who are continuing a
pregnancy affected by a life-limiting fetal condition. When
such a diagnosis is made parents have an opportunity to
participate in making plans, which can give them a sense
of control as the pregnancy and birth progress. Programs
across the United States assist families by providing support,
anticipatory guidance and the creation of birth plans that
are tailored to parents’ personal needs and desires (14).
Advance care planning is a goal of PPC and includes the
opportunity for parents to discuss concerns and hopes with
their health care providers (HCPs). Women may explore
options whether to have a vaginal or cesarean birth.
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Advance care planning includes conversations about
the newborn as well. Topics such as administering or
withholding medical treatments are addressed and families
can express how they want to spend the final days and
hours with their infant. A birth plan must be flexible to
account for potential variance in outcomes and should
include the physical and comfort needs of the infant as well
as the existential need to be loved. Birth plans should be
documented and included in the medical record so that all
HCPs can access and respect them. The reader is directed
to two resources for further information. English and
Hessler describe use of a perinatal birth plan (15) and Ruiz
Ziegler (16) provides a video to show staff how PPC can be
delivered.

A recent national survey confirmed the interdisciplinary
nature of PPC and noted that the vast majority of programs
have a coordinator of care (17). PPC program leaders
report providing robust support for many bereavement
interventions like those listed above. Important components
of PPC include (I) respect for parent preferences and choices;
(II) provision of compassionate, holistic care; (III) respect for
the infant; and (IV) facilitation of opportunities to parent the
infant and cherish time together as a family (18).

Neonatal intensive care

Admission of neonates in to the NICU is associated with
parental stress, anxiety, loss of control and depression (19).
Parents are confronted with a critical care environment
that may lend itself to feelings of physical and emotional
isolation from their baby. It is known that parents
experience loss and grieve when their infant is admitted to
the NICU (20). Parents may grieve the lack of opportunities
to immediately provide care and comfort to their baby
and they may mourn their limitations to physically and
emotionally nourish their baby. They may grieve the
unexpected illness or premature birth and worry about
their child’s wellbeing. Coming to terms with a NICU
admission may take time, and the provision of family-
centered support, which includes anticipatory guidance and
bereavement principles, is recommended (6).

The goal of the NICU is to cure children who are ill
and/or restore their health so that they can grow up to have
quality of life. Sometimes, the curative goals of the NICU
cannot be achieved and neonates may need a combination
of therapeutic and palliative interventions. Although an
integrated intervention approach can reduce cost (21) and is
recommended (6), it is not currently the norm in health care
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systems (22). Unfortunately, in many instances, palliative
care is offered sporadically and, in many cases, very late in
the EOL trajectory. Similar to bereavement care in maternal
child services, parents whose infant dies while in a NICU
can benefit from the following: consistent, compassionate
communication; participation with bereavement rituals;
family presence and support; anticipatory guidance; referral
to psychosocial support; counseling; follow-up contact (7).

Palliative care can be offered in settings other than a
NICU. The seminal work of Catlin and Carter in 2002
laid a foundation for EOL care for neonates in and out of
a hospital setting (23). Infants may need EOL care in the
labor and delivery suite or a newborn nursery. If discharged,
infants may qualify for hospice care, which can be delivered
in the patient’s home or in a community hospice especially
suited for pediatric patients. Hospice is a distinct Medicaid
or Children’s Health Insurance Program (CHIP) benefit
which can be coupled with curative measures. The
Affordable Care Act requires physician certification that
a child is within the last 6 months of life if the disease
runs its normal course (24). Regardless of where perinatal
bereavement services are given, parents need a great deal
of support and compassion as they navigate the emotional
stressors of their child’s EOL care and the possible
psychosocial trauma such loss entails. The video Choosing
Thomas (25) provides real life filming of hospice care at
home and death of a cherished newborn.

Outpatient services
Prenatal clinics

Although staff members working on inpatient maternal
child units are well trained in pregnancy loss care, many
other departments focus on physiological concerns and
have been less educated about the support, dignity and
comfort that the woman and her family may need. For
those working in prenatal clinics, a routine visit may swiftly
become one needing consoling for the patient and family.
The assessments conducted at prenatal visits may reveal an
unexpected loss when the fetal heartbeat cannot be heard or
visualized. Women may present to the prenatal clinic aware
that something is amiss, with bleeding that is a result of a
pending or complete miscarriage. At times, women may
note a cessation of fetal movement which ultrasonography
may confirm as a fetal demise.

All of these clinical scenarios may be devastating for the
patient and very difficult for the staff who must deliver bad
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Adapted from Stepped Care Pyramid, Kazak, 2006

® Clinical/TreatmentLevel

Woman is experiencing persistent or escalating distress

High risk factors
Referral is made to trained mental health professional

@ Targeted Patients
Woman is in acute distress
Hospital Chaplain or Social Worker is called to assist

Perinatal Bereavement Counselor makes follow-up connection

@ Most Patients - Universal Emotional Support

Women and families may be distressed but are resilient.

Nurses and Physicians in the ED, OR and Clinics offer
comfort and support

Figure 1 Stepped care pyramid from Kazak, used with permission.

news (26). Families appreciate the physician’s, nurse’s or
midwife’s advocacy and presence. If a loss has occurred or
is anticipated, one role of the nurse is to prepare women
about what the delivery will be like (medical or surgical)
and what can be expected regarding the look of the fetal
remains. Giving women permission to choose what is most
comfortable to them regarding touching or viewing the
remains is appropriate, as is giving women permission to
forego such actions. In the case of a later pregnancy loss,
nurses can provide guidance about admission to the hospital
or birthing center and prepare women for the procedures
that may be a part of the delivery and post-birth (27).

When a baby is lost, grieving by the family may be
intense. The clinic nurses and ultrasonographers may lack
training in what and what not to say, and how to provide
comfort. Greiner et al. (28) advises the use of the SPIKES
model, using the setting, perception, invitation, knowledge,
empathize, summary, and strategy. Use of “I wish”
statements, such as “I wish my news were better,” “I wish
this had not happened,” “I wish I could offer you comfort,”
is advised. Simpson and Bor (29) advise having a protocol
to follow when ultrasound determines fetal death. The
Kazak stepped pyramid in Figure 1 (30) depicts a method
for knowing when to refer forward for intense grief. Letting
the whole team know by signifying with a certain symbol
on the chart or office door is recommended. From the
housekeeper to the pharmacist dispensing medications,
expressing condolences for a pregnancy loss is an important
comfort measure.

Staff members in prenatal and gynecology clinics who
are developing mastery in bereavement service are making
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follow up phone calls and sending bereavement cards signed
by physicians, nurses and staff. Staff members coordinate
with the local labor and delivery services for memento
making as indicated. A fully supportive clinic would also
have a chaplain on call.

Women experiencing a miscarriage (spontaneous abortion,
complete abortion, blighted ovum) most often present to
the ED. Unless the patient is unstable, a miscarriage is
considered nonemergent, relegating women to potentially
long wait times. ED personnel are accustomed to managing
many ongoing clinical demands and may overlook the
psychological impact of pregnancy loss. The recently
published “Interdisciplinary Guidelines for Care of Women
Presenting to the Emergency Department with Pregnancy
Loss” (31) outlines consensus-driven guidelines on how
to care for women presenting to an ED with an actual or
impending loss of pregnancy. The Guidelines discuss that
for some women, this may be an “emotional trauma” and
considered as painful as the loss of a child. Components
of the 27 items include assessment for meaning of loss to
woman, meeting physiological needs with an emotional
support component, how to handle the incomplete
miscarriage at home, suggested verbiage to guide difficult
discussions about the viewing and handling of remains,
respectful disposition of products of conception with family
choice, use of photography, creating mementos, community
resources, garnering administrative backing and debriefing
staff in difficult cases. Without the implementation of
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such guidelines, MacWilliams and associates’ (32) findings
confirm that women leave the experience in the ED lacking
instructions and clarity on follow-up and have a sense of
feeling marginalized.

OR

The OR become involved when a woman experiences
miscarriage bleeding that is excessive, a fetal demise, an
ectopic pregnancy, a molar pregnancy, or the provision
of a cesarean section for a newborn with a life limiting
condition. Healthcare professionals’ education should be
consistent so that all families with a pregnancy loss are
comforted in the same way, including in the OR. The
woman should be asked “How do you view what happened
with your pregnancy?” If even at an early gestational age they
feel they have lost a child, support for the loss is essential.
Again, how the fetal remains are treated by the health care
personnel is important and should be managed with the
utmost respect and dignity. Women with an early pregnancy
loss should be asked if they wish to view the fetal remains.
For later losses, parents may wish to receive mementos of
the pregnancy such as hand or foot prints of their fetus or
child, or to hold or dress the child if the size and condition
allows. Ruiz Ziegler (16) has created an educational film
for the OR on offering bereavement support for the family
whose infant is expected to die at the time of cesarean birth.

Additionally, women experiencing pregnancy
terminations for their own health or for fetal anomalies
require management with dignity and support. All families
should be offered bereavement care for grief that they may
feel. This may have also been a desired pregnancy that a
woman cannot support due to her own medical condition
or that of the fetus. This may have been a pregnancy
unsupportable psychologically, such as from violence (33)
or while in poverty. Some nurses find participating in
pregnancy termination for whatever cause to cause moral
distress. Catlin (34) has discussed perinatal loss and
bereavement in the perioperative services and defines the
process for the nurse who may wish to conscientiously
object yet still care. In this paper, Catlin uses the Codes of
Ethics from the American Nurses Association, the American
Society of PeriAnesthesia Nurses and the Association of
periOperating Room Nurses to delineate that specific
therapeutics, but not specific patients, may be objected to.
The need for bereavement support from all nurses for all
patients, outside of participation in the surgical procedure,
is essential.
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Ethics committee

The Joint Commission requires that all hospitals have
access to experts who can help resolve ethical dilemmas
for patients, families or staff. When conflict in a perinatal
situation arises, especially over end of life care, the ethics
consultant is called. Conflict may occur when goals of staff
differs from goals of the family, or one family member’s
wishes may differ from that of another family member.
Catlin (35) discusses using evidence and position statements
from professional organizations, such as the American
College of Obstetricians and Gynecologists, the National
Perinatal Association, or the American Nurses Association
to assist the committee deliberation. Berger (36) and
Wocial and colleagues (37) discuss how important it is to
include an ethicist in staff meetings, morning rounds, and
conversations. Members of the ethics committee are often
trained to offer debriefing after a complicated or tragic
maternal or fetal death. Often these services may overlap
with chaplaincy services or the palliative care team. The
ethics team should be familiar with issues of conscientious
objection and patient abandonment on the OR (34).

Chaplaincy services

Chaplains are accustomed to comforting families of adult
patients in the hospital before and after deaths occur. In a
study of maternal child nurses (38), 100% of nurses wanted
a chaplain present at a perinatal loss. For chaplains, many
of the same concepts apply as in ministering for an adult
loss, but in pregnancy loss there is often added component.
Women often experience guilt that they may have done
something to ‘cause’ the loss. The chaplain is an active
listener offer solace from a secular, religious, spiritual
or cultural view. Chaplain activities include relationship
building, care at the time of death, helping patients and
families with existential issues or spiritual distress and
addressing goals of care (39). Chaplains have developed

rituals such as blessings and prayers after a perinatal loss (40).

Palliative care team

Palliative care teams usually include a physician, nurse,
social worker and chaplain. They assist in establishing
patient goals and helping shape the plan of care to be
delivered by the providers. Teams which exist outside of
children’s hospitals most often are trained to serve adult
patients well. Dickinson (41), in a history of teaching
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end of life care in medical school, describes 40 years of
training in end of life and geriatrics, and does not include
any mention of pediatrics or perinatal end of life training.
The team may lack experience, training, funding or desire
to serve the perinatal community. In a study of clinicians
by Verberne and colleagues (42), a barrier to the use of
pediatric palliative care was limited understanding of what
such services could do for them. Yet the adult team, who are
comfortable in discussing end of life issues, could be very
helpful to other providers delivering care for impending
perinatal loss. Integration of perinatal bereavement to
the hospital palliative care team would elevate the system
wishing to provide the highest level of services to the
community. Carter et a/. (43) have authored an instructive
handbook for the new field of perinatal and pediatric
palliative care. This text could assist those palliative care
team members who have done only adult palliative care.

Recommendations
Education and training

Education and training that teach optimal methods of
communication with parents who are in distress are a
priority. Regardless of the departmental setting, clinicians
should have access to evidence-based information on how
to communicate with parents. Hall and colleagues’ (44)
suggestions for psychosocial support in neonatal units
can be used in additional locations. Hall tells us that
pregnancy loss or giving birth to an infant with a life-
limiting condition may cause mood disorders and anxiety.
She recommends family-centered developmental care,
based within the family’s culture, and appropriate methods
of communication. Several organizations in the United
States have created curricula focused on bereavement care.
Nurses can receive specialized training or certification by
organizations such as RTS (8), PLIDA (9), and ELNEC
(End of Life Nursing Education Consortium) (45).

Creation of standavds, policies, and written information
for parents

Evidence is available, and has been referred to within this
article, that can be used to create bereavement-based policies
for a healthcare system. Assessing parental wishes and needs
is an important first step. Having verbiage and guidelines
that address the sensitive issues of respectful disposition
of remains should be included in policies. Readers are
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referred to the work of Levang and colleagues (46)
for clinical practice recommendations. Providing parents
with written information allows them to review instructions
and access contact information post-discharge. Standards of
care should also address ways to provide parents who desire
it with mementos of their pregnancy.

Further support for parents

There is a wide range of emotions amongst those with
pregnancy loss which may not be connected with gestational
age. Use of the adapted stepped care pyramid by Kazak
et al. (30) in Figure 1 will provide guidance for behavioral
health referral and treatment. Preliminary screening for
grieving may indicate that the onsite staff can handle
providing comfort. Additionally, recommending a pregnancy
loss organization such as SHARE (www.nationalshare.org)
or a phone application such as The Miscarriage App (mobile
phone app for iPhone and Android phones) can be helpful.
Community referrals and support (support groups, live and
online) can make a difference in recovery.

Part of a full-service perinatal bereavement support
program is a special Health System Remembrance Event.
This may be combined with an event for adult deaths or
specific to infants and pregnancies. If the reader’s own
hospital does not convene such a day, it is prudent to check
with other hospitals in the healthcare system to explore
combining this service. Independent community hospitals
can consider having an interdisciplinary team create and
coordinate an annual event for families. Parents releasing
balloons on such a day with a name attached or lighting
their candle amongst the group of candles have found solace
in these events.

Creation of debriefing plan for staff members

Whether the staff have been providing pregnancy loss
support for many years or bereavement services are an
entirely new program, there will be patients whose losses
affect the staff deeply. Nurses may also be involved in the
death of the mother along with the fetus, or the complex
situation of when the woman has been declared dead
and the fetus is still alive (47). Whether a loss is expected
or unexpected, at the beginning or pregnancy or late in
gestation, involves other family members or solely the
pregnancy, the staff may need to call for help. OR schedules,
busy labor and delivery units, ongoing admissions to the
NICU, the hectic ED or fast turnover clinics often do
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not allow the staff time to process these events. To elevate
the standard of care for patients, support must be given
to their providers. A plan should be in place that provides
near immediate access to a chaplain, palliative care team
member, ethics committee member or employee assistance
counselor. Maloney (48) describes debriefing after an infant
death that is universally applicable.

Conclusions

An integrated system of care increases quality and safety
and contributes to patient satisfaction. Physicians, nurses
and administrators must encourage pregnancy loss support
so that regardless of where in the facility the contact is
made, when in the pregnancy the loss occurs, or whatever
the conditions contributing to the pregnancy ending,
trained caregivers are there to provide bereavement support
for the family and palliative symptom management to
the fetus born with a life limiting condition. The goal for
respectful caregiving throughout an entire hospital system
is achievable. Bereavement initiatives throughout the
healthcare system are critically important.
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