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Abstract

Introduction: The phenomenon of speaking about death and dyialgvsys a challenge, however to speak about it
to parents of a terminally ill pediatric patieniyymakes the challenge greater.

Aim: The aim of this article is to discuss what deatth dying is, the importance of speaking about daathdying,
the grief process and the barriers of speaking tatb@ath and dying for pediatric nurses. It willam to highlight
the positive outcomes of breaking the bad newsaguately and how end of life care is encircledhilistically
meeting the family’s needs.

Method: A comprehensive search was performed of receatatiire related to death and dying in Pediatrics,
breaking the bad news, barriers to speaking abeathdand dying, nurse’s role in death and dying, emd of life
care. Keyword searches were undertaken to sumnfaniegs published in the past five year and thimgand in a
few landmark studies.

Results: The reviewed articles focus mainly on various migfins of death and dying, the concepts of a “gand
bad” death, breaking the bad news and barriersceded with this process. It stresses the impontal& nurses
play. Additionally, many studies focus on the intpoce of end-of-life care and Kubler Ross stagegrf.
Furthermore, a lot of attention is given to thegegtions of nurses about their comfort with spegkibout death
and dying and the barriers they feel when discgsiiis topic and how nurses need to be supportedtchshrough
this difficult process.

Conclusion: Nursing care in totality is caring for the patiemd the family together. In order to achieve tipsill
task it is recommended that nurses develop thélis s communication and comfort with this topiBut at an
organizational level it is recommended that nutsesallowed to share the experiences and difficultieey face
speaking about death and dying. Also specializgdas should be part of the health care team teeasighalliative
care in terminally ill children, to educate famdiand to help families through this difficult joesn
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Introduction Burns and Truog, 2006). Many parents are unable

No one expects a child to die, but they do. Thté) unde_rs_tand'the re_allty associated W'th. the death
f a child; as in a single moment all their dreams

death of a child is without a doubt something thaqnd aspirations for their child seem futile. Thes a
is unthinkable. It totally counteracts the naturaﬁl P - 1hey

rhythm of life and death, and results in a feelifig ezrzo?eégnd%s “\le'?nqtﬁst'g:” I'kﬁa:/\é\/hhyami’h;?o,,
grief and loss for the parents, relatives and ' y bp ]

; . . . he process of death and dying, in children may be
involved in the care of the child (Meyer, thholtz,Su0|o|en like that in a road traffic accident or
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prolonged like in the case of terminally ill canceapproach. What are the possible advantages of
patients. However, in both cases it is a traumatdiscussing the end of life and why nurses hesitate
experience for the parent. What really mattet® do so? Lastly, are parents ‘really’ helped
though is how through the whole process of deathrough the loss of their child if they are better
and dying was the family supported, educated, amiformed and helped through the process?

?rlsiflft(iatdis Sbgg]eern?;e?’emgeir?ltgle?\?gn dprglflt(a)svsvﬂ?r?earlg sort out these questio_ns a literature se_arch was
family to understand and walk through this proceg_e_rformed. .It was amazing how quh literature
alone. At other times, they think maybe assurangé(IStS on this topic, yet at the same time how each
) : ) ; piece of work explained this phenomenon
is better, even if it is actually “false reassuiihc ifferentl

and at other times they just ignore the whole deagh Y-

and dying phenomenon as they aren’t comfortab@eath and Dying- the concept

about it ourselves. Initially, it is important to understand death and

Once, a 5 year old was admitted in the Pediatritying. As Bryan (2007) states “death may not
ward with respiratory distress. He had previouslgimply be seen as the cessation of life, but may be
been diagnosed with a Mediasternal mass that wlaslen with complex and culturally constructed
malignant. It was usual to see him come for thignplications” (p.81). Thus, if we just look at deat
scheduled chemotherapy and other treatments; butder a medical definition as the failure of arlyi

to see him in this condition made everyone tenseeing to biologically function; we will not be able
Many hours of intense treatment were initiatedp address the phenomenon of death and dying. We
and he improved minimally. However, aftemeed to see death and the process of dying in
several tests it was seen that the tumour waentext of the human being as part of the society
enlarged and strategically placed; even a surgehng evolves from.

was a major risk. His family was counseled aboL'ktl
the prognosis, and that probably a curative
approach would not help him anymore. The healtfNurses are invested in the “good” of their
care team, thought it best if the family chose theatients, whether this good is found in supporting
further course of treatment- curative versutheir young patients toward health or to ease
palliative. The family was confused as to whylying” (Zielinski, 2011, p.18)However, the taboo
before this, the physician had helped them with tr&ssociated with speaking about death and dying
decisions but now had left this integral decisign uespecially when it relates to children makes it
to them. Watching their child breathing, withdifficult for pediatric nurses to tackle this topic

evident  difficulty blurred their —thoughts. ;5 reagonable that when discussing something as

Everything seemed to be crumbling down, with n@ggjive as death and dying, there may be a fear o
one there to pick the pieces. The mother sat tryin setting the other or just saying the wrong thing.

to comfort her son but had tears running down hey ¢ by building a therapeutic relationship we can

face. She turned to the nurses and asked IS fg;ome part of the person's universe. Enabling us
going to die?” One of them told her not to tallelik _ share the burden of suffering through empathy,

this as it was no use being negative. One said @ fing and compassion (King & Jordan-Welch,
was going to be good and to be strong and the n%03)

became busy in some medication preparations and ° _ o
avoided the question altogether. The mother juédditionally, Nielson (2007) highlights the

watched her child, and asked him for forgivenessignificant role nurses play in the care of terrhina
for her inability to do anything ill patient. She shares that parents during the ti

. . _ Pﬁ;ay feel helpless. However, nurses are the one
This scenario makkes ort1)e th'gk' T\boutdthg WhOlGho can offer tools to the parents empowering
process of speaking about death and dying {fe, (o address end-of-life issues and express thei
parents of terminally ill patients. Whether readly |5e to  their dying child. This powerful

nurse can help with the family centered cargyniribution is only possible as the nurse is the o

urses helping through the process
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who has assessed the patient and family needs, &ed“fluid” and change according to the particular
knows what interventions must be done to suppgeatient and their family needs. However, a
these needs. negative aspect was that this enabled them to get
emotionally connected and made the acceptance of
a death of a child hard to bear. Memories, was
Well, if we truly believe that nurses can use the#nother theme that for some was positive for e.g.
nurse-patient relationship to address something seseing a previous picture of the child made the
difficult as the topic of death and dying. Thepatient seem more like a person, and helped nurses.
question is why do nurses avoid this topic? ABisconnecting and Labeling were two more
discussed by Dunn, Otten, and Stephens (2005) thepects that nurses felt could help them
reasons why nurses may not feel comfortable abastnotionally detach themselves from this
discussing death and dying are associated witlevastating task of nursing terminally ill pediatri
their attitude to the care of the dying patienpatients.
“Their attitude is the cumulative of their person
experiences (age, race, religion, attitude towa
death), past experience (level of education andis integral to remember that end-of-life [EOL]
death training) and professional experiencasre entails breaking the bad news, there is i rig
(months of nursing experience and percentage why of doing this, neither any right time nor place
time spent in contact with terminally ill or dyingBut it is an essential component that needs to be
patient)” (p.99). catered to. Thus, “the principles of breaking bad
It is portrayed that many nurses may be afraid ews to pati_ents .Wi.th a poor prognogi_s_ includ(_e:
& ecking their existing awareness, eliciting their

address the subject of death, as they are ) i

comfortable with this topic themselves. HowevercONCe/ns before and after being given the news and
contrary to this; many nurses see death as apartcgeCkmg their n(_aeds y for mformauon and
life and are focused to alleviate the pain ar%spondmg appropriately” (Maguire, 2005, p. 29).

The challenge for Pediatric Nurses

féisreaking the bad news- pros and cons

suffering associated with this. Dunn, et al. (200 he reason why these principles should be

reported that “nurses usually found the barriers llowed is that at many times health care

communication as being family barriers that argrofessmnals try to give information in a very

. . . asual “general information” way, but then a gap
lack of understanding regarding life support, nat S
accepting a patients poor prognosis, angr etween the patient's needs and the knowledge

behaviors, and requesting more life-sustainin LZZ%T&”?;ZO'V;;%SI&:? %\?v?ltscg;cpearuin;éljsvl\jﬁ?aﬁ”
treatment against patients’ wishes” (p.103).In P

study done by Kaunonen, Tarkka, Hautamaki ar§ assimilate what is being said. When they fail to
' ' ?omprehend what news is being shared this will

Paunomen (2000) it highlights a very importan . . . . .
concept that( staff)also grie?/e after th()e/ degth Ofrgsult n them feeling that |.nad<.aquate mformauon
child, some also find it difficult to forget the ath was given to t_hem, resultl_ng In them having a
and this impacts their feelings towards speaki cgative appraisal of the situation and the NEWS.
nwarranted stress, anxiety and depression

about death. Others felt insecurity while suppartin ! )
a grieving family. But all the nurses felt thatescalate from this (Maguire, 2005).

education empowered them and enhanced théleyer, Ritholtz, Burns and Truog (2006) share
ability to support the family. that “parents identified 6 priorities for pediatric
end of life care which are honest and complete

Additionally, a study was done by Cook,. . "
Lawrence, Grady, Liner, Hickey and Conno}nforma‘uon, ready access to staff, communication

(2012) with nurses to understand their behaviom?lnd care coordination, er_notlonal expression and
and coping strategies when caring for dyingupport bﬁ/_lztaff,l pFese{]\’a“O” dOf thehlntegrltycﬁné
pediatric patients. The categories which emergd et 1??: | relations Ipl anl flzf“t. (%649&]6'
included: boundaries, memories, disconnectinﬁiltlng of their priorities, clearly elicits the ethat

and labeling. Nurses felt that boundaries needed Beaklng_the bad news plays. In the scenario abolve,
the physicians broke the bad news that no curative
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treatment would be beneficial and then just ledt thintentions in the more difficult later stages (Kars

family to decide further their wishes. Burdeninget al, 2011, p. E270)Health care professionals

the family with the feeling of being abandoned ashould not enforce their own perceptions or give
probably their most crucial time, additionally forfalse reassurance; as parents are not guided $y thi
them to make a decision of curative versuBut crippled. As in the scenario the nurse tried to
palliative was probably linked with manycomfort the mother but actually emotionally made
emotional bonds and the feeling of whether thdyer susceptible; as the realistic condition of the
are doing enough for their child or not. child was overshadowed by the nurse’s false

End- of- life care & Grief stages: Family consolation.

Centered Nursing Care Nurses can make the whole grief experience

Kars, Grypdonck and van Delden (2011) identifie((i“fferent affecting a parent's life after; t_h_ey rhus
emember that grief can have positives and

“four EOL stages from the parents’ perceptions:; . ) .y
becoming awa%e of the inev?table de%th r?]akingegatlves and should be treated carefully. “Pasitiv

the child’s life enjoyable, managing the change fo spects can be appremaﬂon (.)f c_)ne's own !|fe,
the worse, and being with the dying Ch”d_.strengthenlng of one’s own family ties and feeling

(p.E269). Nurses need to realize that the EOL ¢ %ateful of events but negative aspects could

should encompass these stages, so that the pa per one’s Iife_ intensif_yi'ng fears, incre_a_sing
child relationship can be preserved and the pare terness, and losing creativity and zest fomigyi

is enabled to see beyond the child’s physic ‘_aakso&Paunonen—Ilmonen, 2001, p.74).

deterioration. As addressing these needs woulMlrses can alleviate or at least decrease the
help parents to delay their grieving processiegative aspects by nursing care that is family
making memories of the time spent with theicentered and holistic. This can be achieved by
loved one. Additionally, parents could cope withusing the Framework Model of EOL care (Fig 1)
their feeling of guilt as they would be consoled bghared by Nolan and Mock (2004). This model
the fact that they could be there to meet thesees the patient and family in a broad spectrum
child’'s needs. seeing how external and internal factors influence
Kiibler-Ross (1969) shares 5 stages of grief% person’s and fa_mily’s_ integrity, internal and
I(3xternal threats to integrity and goals of care and

erson goes through namely Denial, Ange . .
gargainingg Depressign and Acgeptance. Howgv Tgutcomes of care. If nurses, see a patient and thei

each of these stages is very individualized, aped t dmily in thr'ls context, fthe¥ <’:an prlczlrltlzeMthkgmre h
time each person spends in each stage is hing’/gInI]e?t the ﬁnt!lrle tamlys_ hee S.th ta |r]1g t.le
dependent on the support they receive during eac ﬁ(e termtm\a y I'thst?]geha Jﬁﬁmey a ]? ami yl
stage. Parents are one of the vulnerable popuiatiovﬁah S r?ge er Vr‘]” eh ea:c_ hcare protessional,
for this process as “all parents have hopes aﬁ%t er than a nightmare they fight against.

dreams about their children's future. A child is &herefore, the priority for nurses should be to
natural source of self-esteem for parents. Whenpaovide “individualized instruction with proactive
child dies, the family's hopes and dreams die, toassessment of a family’'s needs to help fulfill the
The child's death insults the parents' ability ¢b afamily’'s needs and maximize the adaptation”
as parents” (Laakso & Paunonen-limonen, 200{Davidson, 2009, p.33)At all times in the caring
p.69) and so their grieving process needs to Ipeocess, nurses need to remember that any care
focused on, and acknowledged when providingthich does not incorporate the family needs is care
nursing care. Preparing parents for what to expettat has not been effective and successful in
and discussing difficult themes and outcomes aheeting the nursing care goals.

care in advance can help them to live up to their

www.internationaljournalofcaringsciences.org



International Journal of Caring Sciences 2014 MaAugust Vol 7 Issue 2 366

Internal Factors

Influencing the Patient Care
Integrity of the Person Goals Qutcomes of Care

External Factors
Influencing the
Integrity of the Person

Professional/ . Spiritual

Organizational Culture e Life goals

Factors Spiritual o Cure vs, tasks of

o Integrity of the — dying.
Health
Professional Functional

o Health +—> Psychological Functional » Decision control
Professional- Domain P o Level of functioning
Patient

Psychological

Relationship :
Psychological/ « QOL

OnsH Spiritual
¢ Organizational

Domain

Culture Physical e Psychological
o Health Care +“—> distress
Resources Funetional Physical

Physical

* Physiological
measures of health

s  Symptom distress

Domain Domain

Community Family

1

! Internal Threats to Integrity of the Person

! . I‘Ilncsls disrupting psychological, physical, or
! functional health

) s Spiritual Distress
1
1
1
1
1

External Threats to Integrity of
the Person
s Lack of information to make
informed decisions
s Coercion
s Lack of access to health care

o Lack of family/community support

F 3

Fig 1. Framework model of EOL care (Nolan & Mark, 2004)

Conclusion to ensure that effective communication takes place

In conclusion, the whole death and dying proce d “blocking behaviour” is avoided’(Costello,

causes turmoil in a family. In this time of cri#iss 06,p.594). Nurses need to be non-judgmental not

nurses, who can help the family cope. At mancomparing any two families in their approach

times, nurses get involved in meeting the physicg?ward this type of crisis. Most importantly, .hé‘alt
care needs of their patients and forget t care teams must have a nurse solely dedicated to

psychological, spiritual and societal needs. Th ereavement care, which can educate parents and

Huip them with the knowledge they need to make

process of death can be made good, by alleviati . . X
of pain and suffering, provision of peace, comfor e frightening experience of death not so scary.

and a loving environment, and support to parentéurses need to know that it's alright to be affdcte
in decision making. The nursing role needs tby a child’'s death as “the day we stop feelindgnés t
enlighten a parent's experience, helping themtay that we need to quit...if we don't get affected
through this reality with minimal scars. by a child's death, that's when you need to rethink
jour profession’(Cook, et al. ,2006, p.el5).
oreover, “the importance of supportive
colleagues and resources available for nursing staf
“There is a need to improve communication witlwhile caring for sick and dying children” (Cook, et
patients and families about diagnosis and prognosik, 2006, p. e20) should be addressed in thethealt

But this can only be possible, if they change the
own attitude and approach to death and dying.
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care system. Additionally, pediatric nurses in thBunn, K.S., Otten, C., & Stephens,E. (2005). Nusin
clinical and research area need to develop experience and the care of dying patie@scology
evidence-based, developmentally appropriate care Nursing Forum, 32(1), 97-104.

of the dying child and their families. “Having aKa's, M.C., Grypdonck,M.H.F., van

clear, consistent view of the concept of good Delden,J.J.M.(2011). Being a parent of a child with
deatfll” (Welch, 2008, p.124) cancer throughout the end-of-life cour§#ncology

Nursing Forum, 38 (4), E260-E271.
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vvho su_pported t.he_m through probably the biggest Mental Health Nursing, 24 (1), 45-57.
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