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Background

Neonatal palliative care involves the provisiorcafe for both the infant and the famtly.
Care may be physical, psychological, social, enmati@nd spiritual in nature. Research
among neonatal nurses in Australia has identifatlifators and barriers to the provision
of neonatal palliative care relating to organigagicthe availability of resources and to
the skills and knowledge of neonatal nurs&¥ariation between settings was observed
with a recommendation for neonatal nurses to wonkatds establishing neonatal
palliative care as a supported motiéhe Australian College of Neonatal Nurses
(ACNN) aims to provide a general guideline for fzile care in the neonatal nursery.
These guidelines may be adapted with acknowledgetnaeneet local policy
requirements and health department directives.

Aim

To provide information and guidance to nurses waghkn neonatal intensive care or
special care nurseries, on the care of newbormtsfaith life-limiting conditions and a
short life expectancy.

Scope

To affirm existing statements of the definition aggheral principles of palliative care
and to provide principles of care for the newbaramt, the parents, and the nurse
providing care.

Definitions: in this document, ‘nurse’ may refer to nurse adwife; ‘newborn infant’
refers to the neonatal period of 28 days and beyoeidre first discharge home;
‘parents’ may refer to other family members suppgrthat role.

The decision for palliative care
The reasons for offering palliative care are mamy @aried. They include infants born at
the edges of viability; the presence of complerattiple congenital anomalies
incompatible with prolonged life where neonatakirgive care will not affect long-term
outcome; infants not responding to intensive catervention, who are deteriorating
despite all appropriate efforts, or in combinatidith a life-threatening acute everit.
There is considerable literature on making thesiee for palliative caré®’®This
document is intended to apply from the point indtithat this decision is made.
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Definition and standards

Palliative care

The World Health Organisation defines the primawglgf palliative care as the
provision of quality of life for those with life4initing conditions and further identifies
palliative care for children as a special fieldttimeludes care of the family (WHO,
1998). The WHO principles of palliative care foildren that apply to the aim and scoq
of this document include a) the active total cdrthe infant’s body, mind and spirit, b)
support for the family, c) beginning palliative eawhen the decision has been made, 4
d) successful implementation even when resoureebnaited.

Standards of palliative care

Palliative Care Australia publish&ndards for Providing Quality Palliative Care for

all Australiansin 2005 (PAC, 2005). The standards as they agphewborn infants and
pertaining to this document are:

“Care, decision-making and care planning are easledon a respect for the
uniqueness of the patient ... and family. The patgneeds, ... their family’s
needs and wishes are acknowledged and guide deais&ing and care
planning.”

“Care is coordinated to minimize the burden on heJtfamily.”

“The [family] is provided with information, supptaeind guidance according to
their needs and wishes.”

“The unique needs of dying [infants] are considetheir comfort maximized
and their dignity preserved.”

“The service has an appropriate philosophy, valoglsure, structure and
environment for the provision of competent and casgpnate palliative care.”

“Formal mechanisms are in place to ensure thgfaingly has] access to
bereavement care, information and support services.

“Access to palliative care is available for allffints] based on clinical need and
independent of diagnosis, ... cultural backgroundewrgraphy.”

“The service is committed to quality improvement aasearch in clinical
management practices.”

“Staff ... are appropriately qualified for the levalservice offered and
demonstrate ongoing participation in continuingfessional development.”

“Staff ... reflect on practice and initiate and mainteffective self-care
strategies.”

Sandards for Providing Quality Palliative Care for all Australians, p. 6-7.
Sources

WHO (1998). Definition of palliative care
www.who.int/cancer/palliative/definition/en

Palliative Care Australia (2005Randards for Providing Quality Palliative Care for
all Australians. www.pallcare.org.au
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The nurse providing palliative care

Goals of nursing management

The aim of palliative care nursing is the effectmanagement of pain and discomfort for
newborn infants who cannot benefit from intensiaeecand to provide culturally
sensitive support for the family.

Palliative care focuses on both the infant andhiser family* The model of care
must be family-centred and inter disciplinary. Team must work together to achieve a
consistent, culturally sensitive and empatheticdeagh to the management of the infant
and family in their care.

While palliative care often necessitates the npregressing from a therapeutic
approach to an end-of-life model of care, palliatbare is not a passive process but rather
one that requires specialised skills, professiamaturity and sensitivity to effectively
manage and meet the individual spiritual, cultarad physical needs of the infant and
family.? The attitudes, knowledge and willingness of simffrovide palliative care are
important and nurses with these attributes, even beginniagtitioners, are able to
provide quality care.

Skills and education

Effective palliation of the dying infant and caretloe family requires a high level of
communication and interpersonal skills. The nurseld benefit from a combination of
professional experience and life skills to brindni® or her practice in this aspect of
nursing care but not all nurses involved in pallatare will have the same level of
expertise. A major challenge to the provision ahpassionate and evidence-based
palliative care in the neonatal nursery is the laicformal education in most graduate
neonatal nursing programst has been reported that less than two per dent o
undergraduate nursing and medical curricula intBeaddress end of life models of
caré but no published data was found for Australia. Rogal Australasian College of
Physicians emphasises communication as an esseletiaént of learning and that
updating these skills is a core component of orgpifessional developmehs
professional development is a responsibility foihaklth care professionals, ACNN
supports this principle and recommends all gradoataatal nursing programs and each
nurse’s ongoing professional development addrassiples of effective communication
and the tenets of palliative care for newborn itsaand their families. There are an
increasing number of resources and workshops &aita health professionals (see
www.palliativecare.org.au).

Communication

Collaboration and mutual respect between discipliaghe optimal model of
communication. While leadership almost universk#lg with the neonatologist,
communication must be open and respectful. All menmbf the team should be listened
to, their concerns and anxieties acknowledged naisdnderstandings addressed and
alleviated. The observation and insight of othecduding social workers, nurses,
doctors, allied health and pastoral carers magftdl a worthwhile perspective in
complex or difficult situations. Importantly theiseevidence nurses may be the most
significant source of information for parents ie theonatal nursetyand it is therefore
vital that nurses are proactive, are involved mdlecision-making process and provide
consistent and honest communication to parents.
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Nurses can facilitate parental discussion aboubogtfor end-of-life care and
facilitate further discussion about the possiblgip@ation of significant others such as
siblings or grandparentsParents should be actively involved and empowgeethis
principle needs to be balanced with parental ghtiitmake decisions, their emotional
state and their cultural and religious mores. Tins®& needs to assist the parents to
convey their wishes but he or she must also beisaghof those subtle cues that suggest
parental anger, confusion or the physical neegsgnts such as hunger, pain or
discomfort.

Parents can also question their decisions aboubtlifg care and can feel a sense of
guilt. Many parents who reach consensus with tlomaial team and each other about the
withdrawal of intensive care can later express eomand uncertainty about previous
discussions. The nurse must be perceptive andhifisigo this potential dissonance and
be proactive in reassuring and listening to theiraerns. It may be appropriate to discuss
this apprehension with the neonatologist or teaadée, or equally parents may be
seeking reassurance or permission to let go. Theeraan provide affirmation that
palliation and provision of comfort is the best zmifor their infant.

Consensus

Agreement among team members is essential for mrhigsthe care-giving process. A
close collaborative team facilitates consistencgagmmunication and seamless care of
the infant and family. Teamwork should also redsiress in individual team members
and pr(l)vide moral support for those clinicians julong direct care for the infant and
family.

It is also important to include nursing studentd Bss experienced team members in
discussions about end-of-life issues and the pimvisf palliative caré.This model of
interdisciplinary education and mentorship williféate the development of effective
communication skills and promote the principlepalliative care in beginning
practitioners.

Self care and care of colleagues

Nurses with limited experience or educational prafgan may be asked to care for the
dying infant and their family. Nurses caring foedle infants can experience moral
distress if there is conflict between competingrealand nurses are unable to put moral
choices into actio®* Competing agendas may include personal or cultncaés,

religious beliefs and organisational protocttsThis can result in significant stress and a
variety of supports should be available to assidtsupport the nurse who works in the
neonatal nursery.

Interdisciplinary team meetings during the paliatcare process are needed to agree
on the plan of care, evaluate previous decisioddatilitate ongoing discussions of the
parental needs and grief respohges each family is unique, the frequency and lerdth
these meetings will vary. More frequent and longeetings may be required for more
difficult decision-making processes and for thammifies with additional psychosocial or
cultural or religious complexities.

Nurses involved in end-of-life care will inevitabdpare in the family’s grief and loss
which may lead to disenfranchised grief, the hidgeef often downplayed in the clinical
setting™® In recognition of this possible outcome there setecbe opportunity for nurses
to work through their feelings in a safe environinen
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Case review

Formal case review meetings after all deaths aitidatrincidents will be helpful for the
neonatal tearh These meetings provide protected time for reftectind discussion.
When case review sessions are well facilitated glieyide an opportunity for clinicians
to articulate their ideas, further optimising carel communication processes around
end-of-life issues.

Case review meetings also provide opportunitiedeatify those nurses who require
additional education and/or emotional suppdrtin these forums nurses and others may
express feelings of sorrow and helplessness orerealy over-critical responses that
suggest emotional fatigue or loss of empathy. Thetens of sorrow and helplessness
are normal responses to grief and methods to mahage can be explored within the
formal and/or informal networks of the neonatalvgsr. Mentorship and collegial
support by more experienced and professionally reaturses can be invaluable.

The emotions of irritability, over-critical appralsand other negative reactions may
reveal individuals who have increased anxiety dress™ It is the professional
obligation of senior colleagues and peers to ifieamnd guide those individuals in need
of additional support and counselling. ReasongHisrdistress can be many and varied.
Some nurses may believe that withdrawal of intensare is contrary to their personal
values or belief§ All members of the team must feel comfortableriicalating their
concerns or discussing their point of view. It @bbk argued that an individual’s
capacity to deal with their own spiritual, emotibaad personal values and ideas about
death often hampers their potential to be proactie sensitive to the needs of families
or patients in crisis.

Documentation and development of evidence-based geiines

The development of an interdisciplinary evidencedobpractice guideline is essential in
the provision of sensitive and appropriate enddefdare. The decision to discontinue
intensive therapeutic care, the reasons for thssidec agreed management plans and
parental reactions, concerns and needs shoule dilbbumented. The protocols,
documentation and process of transferring to galéacare will vary between institutions
and states within Australia. It is important thatlke neonatal nursery develop guidelines
incorporating the appropriate health departmermtatives. They will guide and assist
clinicians who do not have the formal ethical anichl background to readily access
evidence-based practice guidelines. This will fead# a culture that supports clinicians
and promotes a consistent model of care and fapeihtred ethos.
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Palliative care of the newborn infant

The delivery of successful palliative care to tleevhorn infant requires coordination and
continuity of care across all situations and sgétifor the infant and famit§ and the
commitment of all participants. It aims to reliegffering and improve the comfort of
the infant, and provide support and dignity toitifant and his or her familyyPalliative
care and symptomatic relief should always contifter life support is no longer us&d.

The family

Discussing palliative care with parents is not easy requires a non-judgemental and
informative approachThere are three considerations in determiningrément
decisions regarding palliative care: the certaoftithe dia%nosis, the certainty of the
prognosis, and the meaning of the prognosis tdetméy.'® Avoid the terms ‘withdrawal
of treatment’ or ‘withdrawal of care’ and explahmat care of the infant will continue
although with a different purpodeJse plain language and/or visual aids to explaén t
extent of problems and to clarify medical terms.

Encouraging families to engage with the dying infassists in the grieving proce'ss.
Opportunities for parenting care may arise thav® comfort to their infant, such as
oral care or bathing. The palliative care plan lsanndividualised by asking each family
er1at they want to do with their infant in the ti@eailable and assisting them to achieve
it.

Environment

The best physical space with privacy and comfooukhbe chosen but location will be
dependent on the resources at individual facilies the wishes of the parefts.
Locations other than the nursery bed should beideresi and may include a quiet, non-
clinical room off the neonatal nursery, a delivesgm or postnatal room or even
somewhere outside the hospital. Ideally, the locasihould provide for as supportive an
environment as possible including privacy, low tigg and noise minimisation. There
should be enough space to accommodate the preskotteer family members.

Implementation

Ensure the medical records have documentationdagmgpadiscussions with parents about
care options and orders to cease or not implenuetitigterventions as mechanical
ventilation, cardiopulmonary resuscitation, moriitgrof vital signs or blood samplirg.
Documentation requirements are an essential pamitbased practice guidelines.

Nurses need to be sure that appropriate informéiasnbeen shared with parents, to
explain the plan of care and reassure the famiydhre is aimed at enhancing comfort.
Allow parents and family to process information gmdvide options including access to
their infant for holding, cuddling, kangaroo caaed discontinuing interventions that
cause discomfort or pain.

If the transition to palliative care requires teenoval of technological supports,
gradually remove supports in a sensitive Wayie nursing and the medical team will
determine what is discontinued according to eaitkaton, such as monitor alarms,
mechanical ventilation, removal of invasive linegnitors, and the endotracheal tube. It
is advisable to leave intravenous access in placeaglications are normally required to
relieve pain and discomfort. Continue any or comeegoain-relieving medications and
review as needed. Medications should be givenfiicgnt doses to alleviate discomfort
and pain.
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Supplemental oxygen may be given to provide conffovtever it may be more
appropriate to administer morphine if a baby exhibigns of shortness of breath, such as
nasal flaring, air hunger, colour changes, or gagpEnsure suction is available to
gently remove secretions. Occasionally check tafdbere is no heartbeat, maintaining
a sensitive approach. If there is no heartbeat@icakofficer is required to confirm this
although there is no need to hurry.

Intravenous or enteral feeding is not usually ree@mded but intra gastric tube feeds
may be given in some circumstané®slse of a pacifier when administering sucrose may
provide additional comfort during removal of tamedubes. Oral care should be
maintained to keep mouth and lips moist and orelcge may be used to promote
comfort!

Provide warm wraps for the baby when cuddled. Alfawents and family members
to hold the baby for as long as they neetiBiscuss the choices of mementos with the
parents first, suggesting alternatives if the parane ambivalent or refuse. Mementos
can be obtained by nurses, such as lock of haid bafootprints on a card, and photos
of the family together, if this is culturally apgmaate. Permission to keep mementos with
medical records should be explored in case paotatsge their mind but this will be
subject to local protocols.

For various reasons parents may not be presenthéttlying infant. The mother may
be ill, the parents and family may be geographyodibtant or the parents may not feel
able to cope with being there with their infant. thase occasions it is important that
someone else is delegated to take the role ofdrenp whether another family member,

a pastoral support person or a ndr3@is should be documented in case the parents wish
to know what happened at a later date, and caadssured the infant was not alone.

Care after death

Care of the infant and parents continues aftebi®y has died The infant is washed

and dressed and the parents may choose to d&tmnetimes the parents will provide

the clothes and these should always be used. Agnaeigts for funerals and the procedure
for transfer of the infant should be discussed wdbkents. Social workers can offer
assistance with these matters.

Autopsy may have been recommended or requestedrbyts. In some circumstances
the initial discussion may not take place untieathe death. There should be time for
informed discussion when consent is being obtaametithe nurse can fill an active and
supportive role in the information-sharing procdsxal legislation and health
department policies will apply for the procedureaatopsy however a useful resource is
the Perinatal Society of Australia and New ZealBednatal Mortality Group Clinical
Practice Guideline (see www.psanzpnmsig.org).

A referral to a lactation consultant or similangee should be provided to mothérs.
Most mothers who deliver after 20 weeks gestatidhproduce milk after the birth. This
can be both physically and emotionally painful. Gommeasures to prevent and treat
breast engorgement include application of cold paakalgesic agents such as ibuprofen,
use of a supportive brassiere (even during slemsg)imited expression for comfort.
Include information on lactation suppression intdo@sed guidelines and provide the
mother with a local contact number for advice sHoube needed once she is at home.
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Care of the parents

The unexpected outcome

During pregnancy parents start to think about #igyband imagine what it will be like
once the baby is born. A survey of media articlegeterm infants showed that the
majority of them described premature birth as atiwesevent. Most articles did not
mention long-term disabilities and health probléfrishe influence of the media in
suggesting all newborn problems can be fhand a false sense of technological security
is not helpfult*

For some parents there may be a prediction of pamival prospects for their baby
from antenatal investigations but for others theaion can be sudden and unexpedted.
To be confronted with the prospect of the immirdedth of their infant, or at best a poor
prognosis for quality of life, is a time of criticdecision-making for parents that will
affect the rest of their live$.Factors that make the death of a newborn infgreaally
difficult include self-blame and a sense of failutee lack of memories, the lack of
anticipation, and the prospective nature of grief.

Making the decision
Communication from staff is a key factor for pasewhen they are advised on
discontinuing therapeutic care for their infantrd?ais need regular updating on their
infant’s condition, constant information and toibeluded in the decision-making for
their infant?%%324

There are a few factors that help parents accepdéhision to move towards
palliative care: visible deterioration of their amit, the possibility that their infant is
experiencing pain, and clear news on the infargtsdition and prognosfS. Allowing the
parents to hold their infant has an effect in mguime process of decision-making
forward**

The parent’s perspective

Introducing palliative care to parents should alsvmclude reassurance that the health
team will continue to provide the best care foirtirdant.* Health care staff should
discuss the parents’ understanding of the situati@hany specific beliefs they wish to
honour, and encourage parents to participate agradsgs much time as possible with the
infant. Parents seeing and holding their infanbbebr after death is an essential
bereavement option and families that lack this opmity may have later regret$.
Parents appreciate staff providing photographsodimelr memorabilia as requested. They
also value information given to them, including fivevision of literature to read on
palliative care and their infant's conditiéh.

Parents want to know what to expect in normal gnig* They may experience the
loss of their sense of personal competence andmpoha@nges in self-image, emotional
responses and physical sensatidr@rief lessens over time but memories may revive
feelings of grief many years later.

The way health carers assist families in crisis maye a significant effect on how
parents experience and remember their loss. Asigider to the parents’ grief the nurse
must refrain from judging and acknowledge individgief experience$! Even after
several years, parents remember the loss of tifainti with a surprising amount of detail.
They remember the comments health staff made, &adl upset them at the tifiéThe
behaviour from staff that is most appreciated nepts is the offering of emotional
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support, attending to the physical needs of thennénd parents, and educating the
parents. Emotional support included spending ashrtiote as practical with the family,
talking about the infant by name, and allowing plaeents to show their grief. Being
flexible about hospital policies for the farilgnd helping parents create material
memories of their infant are part of attendinghe heeds of the famify/.

Parental response to grief may depend more onaitmpassion from health care
providers than on any other factors. Parents disotify with health care providers who
show emotion and appreciate this as evidenceliegtdare for them and their infarifs.
The most common criticism of health providers waaklof support or frank
insensitivity?® Parents with a dying baby may find it very strabf be around other
infants and their families and this should be agdiif possible?®

Cultural and religious considerations

Cultural and religious differences can affect comioation style, beliefs in being an
individual and the role of the cultural group, veeaf death and illnesses and decision-
making approaches. Religious preferences suchmsimaor naming ceremonies and
other belief-related needs of the family shoultéécexplored. Pastoral support where
available should be offered.

There is little research on cultural differendeat taffect the provision of palliative
care®**However, culturally specific support needs shddcanticipated and provided
where possible including use of a translator whegpired for accurate communicatibn.
It is not possible to be fully informed on all autal diversities nor can it be assumed that
the individual identifies with all aspects of theirltural background, therefore effective
communication is very importarit.

Continued care of the family

Following the death of the infant the parents waljuire ongoing support to replace the
support established in the hospital, especialilyaly return to family and friends who are
not supportive’ This may take the form of phone calls (especitiyn staff involved in
their care), visits to the family at home or comiityisupport groups. There should be
follow up appointments at outpatient clinics withstetricians, neonatologists, geneticists
or bereavement counsellors. Lack of bereavememastimay increase the risk of
adverse health outcomes. Some parents may notomatgct or support from the

hospitat however details of other forms of support shdddffered.
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Summary of neonatal palliative care principles

= The aim of palliative care nursing is the effectimanagement of pain and discomfort
for newborn infants who cannot benefit from inteestare and the provision of
culturally sensitive support for the family, withenfamily-centred ethos.

= Introducing palliative care to parents should ideweassurance that the health team
will continue to provide the best care for thefiaint.

= Parents should be actively involved and empoweegdhys principle needs to be
balanced with parental ability to make decisiohsjrtemotional state and their
cultural and religious mores.

= Cultural and religious differences can affect comioation style, beliefs in being an
individual and the role of the cultural group, veeof death and illnesses and decision-
making approaches.

= Parental response to grief may depend more ondloeiped compassion from health
care providers than on any other factors.

= Effective palliation of the dying infant and carktloe family requires a high level of
communication and interpersonal skills. The nursistralso have a professional
maturity and confidence that a combination of pgefenal experience and life skills
bring to his or her practice, or be supported byiise with these attributes.

= Interdisciplinary team meetings during the paiatcare process are necessary to
agree on the plan of care, evaluate previous a@essand facilitate ongoing
discussions of the parental needs and grief regpons

= Agreement among team members is essential for myhigsthe care-giving process.
A close collaborative team facilitates consistemcgommunication and seamless care
of the infant and family.

= Collaboration and mutual respect between disciplinghe optimal model of
communication. All members of the team should siefied to and their concerns,
anxieties and perhaps misunderstandings addresdeallaviated.

= The decision to discontinue intensive care, thearsa for the decision, agreed
management plans and parental reactions, concednseds should all be
documented.

= Formal case review meetings after all deaths atidatrincidents will be helpful for
the neonatal team.

= The development of an interdisciplinary evidencsdobpractice guideline, specific to
the institution, is essential in the provision ehsitive and appropriate end-of-life
care.
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