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Summary

The aim of this thesis is to disclose the curreatfices in pediatric terminal care and post
mortem care for up to 12-year-old children in Fmdalt also includes narration about how
nursing professionals can support and care forctiiel and the family in culturally
competent way in variety of different nursing eowments. The goal is to discover
similarities and differences between health cargridis’ ways to care for pediatric
terminally ill patients, and to collect the besagtices into a general recommendation for

pediatric terminal and post mortem care.

This is a qualitative study made by content andstart comparative analysis with
deductive approach. The theoretical framework ahdsethis study is Kolcaba'$heory
of Comfort The data was collected from Finnish health casticts’ pediatric units by a
questionnaire.The participating units’ answers illustrate the ooom practices for

providing the pediatric terminal and post mortemeda Finland.

Results show that the pediatric terminal and pastem care in practice is very similar to
the recommendations published in literature, winchicates that pediatric terminal care in
Finland is congruent and practical. Different heatare districts provide pediatric care
which varies in details, but focuses on the samsimg care actions. As planned, the study
concludes in creation of recommendations for ngrsiare actions, narrating the compiled

best practices in pediatric terminal and post nmortare.
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Tiivistelma

Taman opinnaytetyon tavoitteena on kertoa ped@trierminaalihoidon sekéd pediatrisen
vainajan laiton nykyisista hoitokaytannoista allviiotiailla lapsille Suomessa. Lisaksi se
siséltda selostuksen siitd, miten hoitotydon amiagét voivat tukea ja hoitaa kyseista lasta
sekd hanen perhettaan erilaisissa hoitoymparigtoikslttuurinen patevyys huomioon
ottaen. Tavoitteena on |0ytdd samankaltaisuuksiaka seeroavaisuuksia eri
sairaanhoitopiirien tavoissa tarjota terminaalibait lapsille, ja koota parhaimmat

kaytannot suositukseen pediatrisesta terminaalifstédseka vainajan laitosta.

Tama opinnaytetyd on laadullinen tutkimus kayttéggmeallonanalyysia seka jatkuvan
vertailun analyysia deduktiivisella tavalla. Tan@pinnaytetyon teoreettinen viitekehys on
Kolcaban Theory of Comfort Tutkimusmateriaali kerattin Suomen sairaanhoitigm

pediatrisilta yksikoilta kyselylomakkeen avulla. sfaukset kuvaavat yleisia pediatrisen

terminaalihoidon seké pediatrisen vainajan laitoidkaytantja Suomessa.

Tulokset osoittavat, ettd pediatrinen terminaatihn@eka pediatrinen vainajan laitto ovat
kaytdnndssa hyvin samanlaisia kirjallisuudessa ajatkjen suositusten kanssa, mika
osoittaa, ettéa pediatrinen terminaalihoito Suomessghtenevaa seka kaytannonlaheista.
Eri sairaanhoitopiirit tarjoavat pediatrista hoitogka eroaa yksityiskohdissa, mutta
keskittyy samoihin hoitoty6hdn toimiin. Opinnaytétypaattyy suunnitellusti pediatrisen

terminaalihoidon hoitoty6n toimintojen suositukdelmmiseen, jossa kuvaillaan koottuja

hyvaksihavaittuja hoitokaytantja pediatrisessambeaalihoidossa seka pediatrisen

vainajan laitossa.

Kieli: Englanti Avainsanapediatrinen hoitotyduolenpito, terminaalihoito, vainajan hoito
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1 Introduction

Death is a natural part of life, and care for andyperson is an essential part of nursing
care actions (Eho, Hanninen, Kannel, Pahlman &l&l&003, 3; Saastamoinen, Hietanen,
Juvonen & Monto, 2010, 218) even though people ytodad to have forgotten the
brutality of death as modern medicine succeedsgiarate illnesses and improve overall
well-being in the world. It can be said that peogidenot die as often as in the past, and not
due to the same causes, as nowadays many disaageathlethal in the past can be treated
and cured with modern medical knowledge making pgbeson live longer. Due to that
significant improvement in life expectancy deathaojoung person is in these days often
seen as a tragic event (Taipale, 1998, 231; Pe8uwift & Raper, 2005, 133; Hanninen,
20064, 19), being somehow wrong and gruesome éxargh before child’s death was

thought to be a natural part of life; sad but mmréess common incident. (Korpi, 2010).

Yet again, no matter how often and in what age hdemadcurs, it is still universal.
According to Heikkinen, Kannel and Latvala (2008) ho matter how medicine evolves,
people are still mortals. It should also be remamdbehat when there is no curative
treatment available anymore, there is still mucbdddo make the person’s life easier. Care
for the patient still continues; the aim has jusarged from curative treatments to best
possible care to give and the best quality of fitssible to have. (Pihkala, 2004, 351).
Price and Gwin (2012, 420) announce that the p&dmral moments are just as important
as the beginning of this person’s life. This apm@®en is shown by constant creation of
new evidence-based guidelines for nursing carecantinuous research about the end-of-
life care during the past few years, i.e. recentiglines made by Gronlund, Anttonen,
Lehtomaki and Agge (2008), The Finnish MinistrySufcial Affairs and Health (2011) and
Kaypa hoito (2012). Hovi and Sirkia (2010, 3028jnied that the first guideline for
pediatric palliative care in Finland was publistadeady in 1985, and most of the thoughts
presented in it correspond well with current guited. However, a good and easy death is
nowadays defined by the dying person’s own wisimekfaars rather than by some general
definition, as Hanninen comments. (2006b, 9). Thelgines are only meant to be the
starting point for the individualized care plans.

As Price and Gwin resemble, the families will nefanget the care for their dying child
(2012, 415). Therefore end-of-life care should,ide®f the medical focus, also focus on
psychological, social, ideological and spirituablplems the dying person might encounter.

(livanainen & Syvéoja, 2012, 154). Even thoughiptille care and end-of-life care have
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been researched a lot lately, | have not found nitketature or studies focusing only in
the final days of life, when the death is expedi®dappen soon, as usually the studies
concerned a longer time phase, like the whole giale care process which can last for
months. In Finnish this nursing care phase durivg gerson’s final moments of life is
called terminaalihoito (Hanninen, 2006a, 19) which could be translated English as
terminal care as it describes the terminality and shortnestheftime phase well. This
phase should be differentiated fraaattohoito in Englishend-of-life care as the words
vary in their meanings, the first one being shoated the other being longer. In English a
term comfort careis also often used, but as it can mean both piaiaand the terminal
care phases (The World Federation of Right to Dieiies, 2015) it does not suit my
purposes in this thesis as goodersninal caredoes. | will therefore from now on use the

term terminal care, meaning the last days and mtsmera person’s life.

Death has been respected by humans throughouintlee and the corpse has also been
taken care of even after the death. Still todaycestinue performing these traditions and
show respect to humanity and mortality with simpast mortem care procedures. In what
comes to post mortem care nowadays in Finland,etl@e some hospital-specific
guidelines instructing what to do after the patieas died (for example Etela-Pohjanmaan
sairaanhoitopiiri, 2012), but | have not found agneral nursing guidelines available in
Finland which are focusing only on children’s deatMoreover, Bowden and Greenberg
(2011, 585) have published a post mortem care duweeguideline for child patients, like
Lahteenoja and Laine (2004, 459-460) as well asbRsband Mascrop (1995, 95-97).
Since there is information available, it should bhettoo difficult to use it for general good.
With no doubt nursing professionals in Finland wbapprove and use new, common and
detailed instructions and scientific research abtwiinal and post mortem care in
pediatrics if they only were available. Both of sleonursing actions are important caring
situations that should not be underestimated. 8ipgidiatric units may have their own
guidelines, but there is a need for specific, gainguideline for child patients in terminal
care, which could be used in all Finnish pediattépartments, instead of every ward

having their own recommendations.



2  Aim and problem definition

The aim of this study is to disclose the curremictices in pediatric terminal care and post
mortem care for up to 12-year-old children in Fmdaincluding narration about how
nursing professionals can support and care forctiiel and the family in culturally
competent way in variety of different nursing eoviments. The intention is to clarify
what nurses need to think, ask and observe whaemgctar a child in terminal care. Focus
Is also on determining how nurses can take int@wadcdifferent cultures and religions
while giving this care, because beliefs will with question affect the child and the family.
The study will examine how literature describesdbaeral practice guidelines that should
be used in children’s terminal and post mortem aak how the pediatric units really take
care of these children in real life situations. Doal is to create comprehensive and public
recommendations for nursing care actions in paditgrminal care and post mortem care
to be used in Finnish pediatric care units, becdlose seems to be no profound general
guidelines available about the topic.

The research questions for this thesis are:

What nursing actions are included in pedia@iaiinal care and why?

2. How do nurses in pediatric terminal care supfiwtdying child and his/her
family?
3. What do nurses need to acknowledge when giuitgrally competent care

in pediatric terminal care?

3 Theoretical framework

The theoretical framework chosen for this studi{adcaba’s Theory of Comfort. Comfort
care describes what kind of actions nurses shatibhlsh to ensure patient’'s comfort in
all levels and aspects of comfort. Theory of Comiera mid-range theory in nursing
sciences. Kolcaba (1994, 1179) described that adnefasts in three different forms;
relief, ease and transcendencemeaning that comfort is actually a holistic oute In

addition, according to Kolcaba and DiMarco (20088)1 comfort is thought to be more

than just absence of discomfort.
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The Comfort Theory is built on three assumptiohat humans have holistic responses to
different external stimuli, that comfort is a washteutcome especially in area of nursing
and that humans strive to meet basic needs, imgubmfort. (Kolcaba, 1994, 1178). The
theory consists of two dimensions, first one definihe three states mentioned earlier and
the second dimension narrating the contexts in lwlesmmfort occurs; physical, psycho-
spiritual, social and environmental. For exampleew a patient’'s comfort need, such as
distress due to lack of oxygen, is met by givingraxxygen with oxygen mask, we are
comforting the patient irthe relief sense of comfort. Comfort is an immediate and
desirable outcome of nursing actions (Kolcaba, 199483), although requiring constant
assessment of the patient’'s comfort levels anduatiah about the nursing care plans’
effectiveness (Kolcaba & DiMarco, 2005, 187). OVWetae Comfort Theory is very usable
for pediatric care as it is easy for professiomalanderstand and implement. Kolcaba and
DiMarco (2005, 193) see comfort as an important pipeaceful death, which is the main
reason why this particular theory is used in thiglg; in terminal care all dimensions and

aspects of comfort have to be assessed.

Comfort care has been derived from Kolcaba’s Cotrifbeory, aiming to be a creative,
effective and holistic model for individualized n@nal care. (Kolcaba, 1995, 287).
Comfort care means the comforting actions perforimed nurse to a patient, rising from
the understanding that patients need comfort whestressful health care situations. As
known from Comfort Theory, some needs are met amdfart is gained, and some needs
remain unmet, the desirable outcome being heakhkirsg behavior or a peaceful death.
(Kolcaba, 1995, 288).

Kolcaba (1995, 288) states that the person’s camieds should always be estimated in
the context of patient’'s experiences, including pllysical, psycho-spiritual, social, and
environmental dimensions. The nursing actions arpléamented to meet the person’s
needs, leading to comfort care strengthening theerga, while their level of comfort is
objectively assessed by the nurse (Kolcaba, 1988), Zontinuing with evaluation and
moreover resulting in new care plans, includingsgae continuance of the same care,

trying new caring methods and of course reassesisengomfort needs.

The aim of comfort care is to provide care thateases the patient’s well-being above the
earlier experience. When practicing comfort carefdjowing those propositions, the

nurse must remember that comfort care is holistieeting some of the patient’s needs will
have positive effect on the other unmet needs tioge@an experience to the patient and
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gaining comfort, even though not all of the need@senactually met. Giving comfort care
can therefore be satisfying to the nurses, as ngeetren one need will have an effect on
the patient’s well-being and ease the patient'desinly. However, without the desired
outcome ¢omfor), the process of giving comfort is not ready amidshed. Comfort
increases the patient’s performance, and it is ey to measure at the bedside of the
patient.In addition, comfort care is at the same time ddierand natural, efficient, easy to
design, realistic, patient-centered, nurse-semsaivd transcultural. (Kolcaba, 1995, 288-
289). All in all, comfort care is beneficial to lised in terminal care, since meeting even
one need makes a huge difference to the patierflsb&ing. Kolcaba’'s theory is easy to
remember and understand, and can be used by poofaelssbut also by the family and
close ones. The significance in both terminal eer@ Kolcaba’'s Comfort Theory is that by
trying to meet the suffering person’s needs; oneri®; little by little we make a difference

to someone’s life.

4  Theoretical background

This chapter deals with the different dimensiongpediatric terminal care by presenting
information and guidelines learned from the litarat The aim is to examine the nurses’

responsibilities and possible recommendable actonerding to the literature.

4.1 Pediatric terminal care

Pediatric terminal care may seem to consist onlywsing care actions, but it actually
focuses also on providing the best kind of caresipdes in many different layers. For this,

the care plan always follows certain values, sushfaanily-centered care or honoring

cultural diversity. Much is to be considered beydhd actual nursing care actions. The
child should be given opportunity to live as norrif@ as possible even in the final stages
of life. (Eho et al., 2003, 13).



4.1.1 Definition of concepts

End-of-life care, palliative care and terminal caseconcepts are somehow overlapping
each other however they are used to describe Isligtiterent kinds of treatment periods.
(Heikkinen et al., 2004, 16-17). In palliative cdoeus is no longer in the improving the
child’s chances to live but in giving the child thighest possible quality of life under the
circumstances as well as to minimize pain and gaffe This period could last from
several months to even years. (Kubler-Ross, 19¥4, Bho et al., 2003, 5; Lindén, 2004,
34; Hanninen & Anttonen, 2008, 23; Hovi & Sirkid)1D, 3027-3028; Henter, 2011, 162).
The National Health Service (NHS) in United Kingdd¢2®15) define end-of-life care as
support for a person in the last months or yeatgegfaiming to help the patient to live as
meaningful life as possible, and to die with dignRalliative care is included into end-of-
life care, although palliative care is not usedydok dying patients. (The National Health
Service, 2015).

As stated earlier, the focus in this thesis is nardhe terminal care period, which means
care given to a person who is presumably dying swastherwise near-to-death, focusing
on not more than a couple of weeks at most. (Elab..€2003, 6; Lindén, 2004, 34; Vainio

et al., 2004, 19). Terminal care’s nature is sintitathe end-of-life care and palliative care
periods, and it might be somehow old fashioned terrne used (Vainio et al., 2004, 19)

but at the moment terminal care is the most aceusat to describe the length of time of
the caring period wanted to be studied in this itheand therefore the use of this
obsolescent concept should be condoned.

Terminal care is not a clearly defined area of efiife care, and neither a separate area of
study, as Hanninen and Anttonen (2008, 32) nofityey define it as variety of caring
actions towards a dying person and his/her famgynioers in his/her last weeks and days
of life. (Hanninen & Anttonen, 2008, 32). Price aGavin (2010, 415) mention some
ethical principles in children’s terminal care, wiishould include respect for the child’'s
autonomy, confidentiality and non-maleficence amotigr desirable values. Heikkinen et
al. (2004, 21) emphasize every person’s right ®wlith dignity in a safe environment,
receiving love and being pain-free. Most importanéls Perkin et al. (2005, 10) underline,
the pediatric patients should be recognized primas children, and only secondary as

terminally ill patient.



4.1.2 Psychological development and perception oédth

Even the very youngest children realize their cgmileath (Perkin et al., 2005, 46-47;
Hanninen, 2006b, 12). Kibler-Ross (1987, 23) stdked all children know, if not
consciously but intuitively, how their disease @rg to end. However, children do not
normally fear death in the same way adults do. ifWay Kaartinen, Leppanen, Wartiainen
& Maattd, 2004, 156). Children, like adults, apmtoaeath in very individual way (Price
& Gwin, 2012, 417), although the child’s developiastage affects how much the child
can understand about the actual concept of deéttnl€r-Ross, 1976, 117; Vilén et al.,
2006, 452-453; Storvik-Sydanmaa, Talvensaari, Kes& Uotila, 2012, 294). The
individual works with the perception of death fong, as death is not clarified or resolved
over lifetime as other problematic periods, suclpaserty or aging. (Taipale, 1998, 231).
That being said, the terminally ill child’s undenstiing about death can however differ
from the average in that age group as the ternyinialthildren seem to mature faster than
others in the same age. (Perkin et al., 2005, 4&4dnlund & Huhtinen, 2011, 83).

Newborns feel holistically; they do not differenéaemotions or crave anyone. A good
basic care and closeness are usually enough totlead®mby. (lvanoff, Kitinoja, Rahko,
Risku & Vuori, 2001, 299). Children under 3-yeatd-bave still hardly any understanding
about the concept of death, even though they nfigghtit is coming; they do sense sadness
and anxiety around them, and they can notice iEi@qn important to them is missing.
They feel pain and discomfort. Children in this adgo absorb feelings, both positive and
negative, and can react to negative emotions wititalility and eating problems.
Abandonment and separation are the worst fearcbiléin this age, although they do not
have the fear of actual death. The child can bes$tdiped by supporting the parents to face
the child’s death calmly, passing the calmnesséochild. (Kantero, Levo & Osterlund,
1996, 157; Lahteenoja & Laine, 2004, 453; Hent@4,12 163).

From the age of 3 years the child understands desatiitered state, but understands it as
reversible, as if the person just went somewhedeisuicoming back or that broken things,
even humans, can be replaced with new ones. S#andeath as a place where they can
come back is helping them to handle the fear offdefbstract concepts are still difficult
to understand. From 3 to 6 years of age this utalglgg is developing, as understanding
of own body. Pain remains to be one of the woratseincluded with bodily mutilation.
(Kantero et al., 1996, 157-158; Henter, 2011, 18&)en the child reaches the age of four,

the fear to be abandoned becomes greater thapahéofbe hurt. To ease the fears parents
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should be allowed to visit children whenever thegnivto. (Kubler-Ross, 1987, 98). The
children can also be impatient when the illnegsnging their playing and free movement.
(Kantero et al., 1996, 157-158; Henter, 2011, 163).

Under six-year-olds think the deceased can comie todde. (lvanoff et al., 2001, 298). In
about 5-6 years of age children start to understiaadevery living thing will die, that it is
irreversible and in ages of 8-9 they will understainat they self will also die eventually.
12-year-olds have the same understanding abouh @saadults do, and they understand
that death is eternal. (Perkin et al., 2005, 49tele 2011, 163). This allows them to make
more knowledgeable decisions, but greater undeaistgnmight lead to greater fears.
(Price & Gwin, 2012, 418). However, a healthy sdkamged child does not think of their
own death; in their opinion death is for old peo¢hen that child is ill, they naturally
resist the idea of dying. If the parents reactdatl naturally and support the child, it helps
him/her to deal with the issue better. (Kanteralet1996, 158; Gronlund & Leino, 2008,
42).

Children should be allowed to be involved in a cemsation and information process
according to their level of development. (KiblersRp1976, 117; Dominica, 1989, 120;
Perkin et al., 2005, 51-52; Hovi & Sirkia, 2010,23Q Henter, 2011, 157). Over 12-year-
old has to be heard when discussing about one&ntent. (Hildén, 2006, 70). Being
informed also includes the family and siblings. @@und & Huhtinen, 2011, 84). Adults
still have the main responsibility over the sitoatiand right for decision-making (Kubler-
Ross, 1976, 115; Perkin et al., 2005, 8; Hannikgi2®08, 11-18) when the child is under
12-years old. (Hildén, 2006, 54, 70; Mannerheimirastensuojeluliitto, 2015).

Professionals’ task is to consider the child’s letgrests, if the parents’ point of view is in

serious conflict with the medical point of view.

Denying the inevitable death as well as omnipotea@e normal reactions in children.
(Grénlund & Huhtinen, 2011, 87). It is importantatithe child has as much control over
him-/herself as possible. However, offering a chpiavhen there is none, is not
recommended. The child should be taken into thésmermaking as also children have
the right for self-determination. In that way, ciién also gain some control over the
situation, as usually ill children feel like thewve lost all control of themselves to the
disease or to adults. (Sinkkonen, 2004, 284). Bsiog about the illness and prognosis
gives an opportunity to see the child’s honesttreas and decreases the risks for distrust
between the child and parents. Honesty is absglagtessary as children always need to
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be able to trust their parents and the caring t@iibler-Ross, 1976, 117; Kubler-Ross,
1987, 24; Sinkkonen, 2004, 284; Price & Gwin, 20427-418), and they will notice if
parents are trying to hide important informatioktlfler-Ross, 1976, 117; Henter, 2011,
157).

The child’s level of understanding about death showspoken words, during playing and
in drawings. For example, the child can draw birce;s and other leaving-associated
things, or play funerals. (Lahteenoja & Laine, 20883). Playing is an action where the
child can feel being in charge of his/her own ldéad it also promotes joy, pleasure and
can ease adjusting to the hospital and treatm@taging is a way for a child to express
and deal with thoughts, emotions and feelings. ifwaret al., 2004, 154-155). Time and

space must be given to expressions of fear andesagBho et al., 2003, 13).

Since small child cannot tell about his/her experes, so the anxiety is showing in his/her
actions. It should also be remembered that childeant holistically to situations; they can
even regress or develop somatic symptoms. (Sinkka2@04, 278-279). Important is that
if the child wants to talk about death, the stafbd be able to talk about it, but the
communication with the child should go on the chilterms. It is also recommended to
write the child’s words down so that they can b&cdssed about with the parents later on.
(Lahteenoja & Laine, 2004, 455). Adults might dee ¢hild’s thoughts as incongruous and
macabre, but being part of the understanding psotksy should be allowed to be
expressed. (Taipale, 1998, 232).

Adults often try to protect the child from pain atidtress by avoiding to give the child as
much information as the child would like to get.igeads to that the child feels being
excluded from own care. (Robbins & Mascrop, 19939)2 However, children are not
small adults, and should be treated like they aehddren. (Robbins & Mascrop, 1995,
132). Robbins and Mascrop (1995, 135) questioncthiel's actual need to know about
own upcoming death, though still honoring the chkilé right to know about own
prognosis. Interesting enough, terminally ill chdd tend to grow up mentally a lot faster
than other children in their age as mentioned earlihis is sometimes narrated to be a
compensatory mechanism for their short life by dmveg inner wisdom and intuitive
skills that adults have already in childhood. (KaibRoss, 1987, 23-24). All this makes it

difficult for adults to balance between the childght for both ignorance and knowledge.



10

4.1.3 Family-centered care

Families play a vital role in health and well-beiofgchildren (Perkin et al., 2005, 22), and
therefore family centered care should be in foausediatric terminal care, not leaving out
the possible siblings either. (Robbins & Mascrd@®9, 132; Gronlund & Leino, 2008, 47-
58; Hovi & Sirkia, 2010, 3027-3031). Family-centéreare results in better health
outcomes and greater satisfaction. (Perkin eR@05, 22). Therefore, when taking care of
a child patient the professionals are actuallyngksare of the whole family. Also, an ill
child also needs his/her parents’ presence mome sflee normally would. (Vilén et al.,
2006, 338). Nurses should encourage the family neesnbo participate in the caring
actions and teach them how to perform the careeatyr with help from professionals,
creating a supportive partnership between the oarexyy (Kibler-Ross, 1987, 24-26;
Perkin et al., 2005, 22). Even the younger siblicgys participate by braiding hair, reading
a book out loud, help with feeding and play oreisto music together with the ill child.
The older siblings can also be taught how to uséiguor give nitrous oxide, if those are
used in the ill child’s care. (Klbler-Ross, 198%,26).

As a part of family-centered care, nurses shoutberage the parents to leave the bedside
and support them to take time for themselves witHealing guilt; they, too, do need
sleep, relaxation time and food, not to mentiongattions to the siblings or even to work.
(Kubler-Ross, 1987, 24; Robbins & Mascrop, 19952)14ivanainen & Syvaoja (2012,
155) agree, that supporting the dying person’stivela include ensuring that they
remember to eat, drink and sleep, encouraging tleetake part of the child’s care and
together going through the dying child’s life arquesd the final moments together as a
family. Still, having a social life is not punisHab(Kubler-Ross, 1987, 24).

The siblings’ reactions to the illness and eveiyual death vary widely; they might feel
guilt, anger, loneliness or withdrawal. Problemghwschool, eating and sleeping or
somatic symptoms such as headache and nausea rareono (Sirkid, 2006, 73-74).
Moreover, the sibling’'s age, developmental stadee telationship between siblings,
parents’ reactions and earlier preparation to dedithaffect to the sibling’s reactions.
(Sirkia, 2006, 73-74). The siblings may also fédedmselves attacked, especially if the
palliative and terminal care periods last for Il if the parents seem to focus only on
the ill child. The situation becomes worse when dlgang child is in center of attention,
and it may lead to jealousy of siblings as welltadeelings of neglect or reject, and

sometimes even make the healthy siblings worry athair own health. (Sirkia, 2006, 73).
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Older siblings may feel ashamed about these feekmgl need of attention and try to hide
their true emotions. If these feelings are not geized or managed properly, they may
lead to behavioral problems such as enuresis, sghmiia and depression. (Robbins &
Mascrop, 1995, 137). The siblings should be givéegaate amount of information about
their ill sibling’s status, as insufficient informan leads to them being puzzled and not
understanding what is going on, Sirkid states (200, that the information of course

should be given according to the siblings’ develeptal stages.

4.1.4 Health care professionals and pediatric termal care

Families are expecting three main things from tbdigdric terminal care; to see the staff
members care about their loved one, to be at presban death occurs and to gain
emotional support from the professionals. (Hannin2806a, 20). However, nurses
represent only one type of professionals partioigain the care for a dying person
(Gronlund et al., 2008, 3) as pediatric terminatecahould be provided by multi-
professionals teams (Lindén, 2004, 34; Perkin .et2805, 17; Price & Gwin, 2012, 416)
consisting of nurses, physicians, psychologistysigltherapists, priests, teachers, social
workers and so on. (Hovi & Sirkid, 2010, 3027-303Ihe nurse’s responsibility is to
provide nursing care for the dying child, as wsllodfer guidance and support both for the
patient and the mourning family. (Saastamoinenl.et2810, 218). Naturally, the family
can be best helped by supportive and emphatic swik good know-how and skills, and

who are constantly educating themselves about #inea of specialty. (Sirkid, 2004, 292).

Being a health care professional providing termosak is not an easy career, as the care
of a dying person is very emotional and requirerpersonal skills, especially in
pediatrics. (livanainen & Syvaoja, 2012, 160). kenthnds flexibility and use of
imagination (Dominica, 1989, 129), but on the dosice working with own personality
makes the nurse vulnerable. (Snellman, 2008, 1RRyses should clarify their own
thoughts about death and afterlife (LAhteenoja &&a2004, 452) as self-exploration is
perhaps the most important nursing action, becati#tedes about death will affect the
care provided. (Robbins & Mascrop, 1995, 4; livaeai & Syvéaoja, 2012, 160; Price &
Gwin, 2012, 415).
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Death does not affect only to the ill person anel fdmily members, but also caregivers.
Many health care professionals have identifiedrttdficulty to face a dying person, and
felt inadequate in front of him/her. Lack of woralsd skills leads easily to avoidance and
urge to flee from the situation, preserving theotalmature of death. Giving care that
respects the individual values of the dying persotihought to be demanding and energy
consuming. (Molander & Karisto, 1998; Perkin ef 2005, 249-250). Death can bring up
variety of emotions from the professionals, somesinthought to be not acceptable for
competent and skilled nurses. Recognizing ownrigslhelp to keep control and remain as
a professional even in the hardest situationsudicl the time of death, as the bodily
changes occurring then may cause fear, disgusamaxidty. (livanainen & Syvaoja, 2012,
160). Death also reminds of own mortality, whichnche a devastating feeling to
constantly work with. As the dying person usualBeds closeness and warmth from the
caregivers, they become attached to the patiebl@f-Ross, 1976, 122-123; Robbins &
Mascrop, 1995, 4; Molander & Karisto, 1998).

Own anxiety can discharge as anger and hostilevimhtawards others, and they may rise
from feelings of inadequacy and failure as wellgagdt, even though there would be no
reason for such feelings. Blames coming from theeqia are of course not helping the
nurse’s guilt. The pain will be even stronger & thurse has own children in the same age
or other similar situations going on in her livKagtero et al., 1996, 161-162). Having an
open and respectful working environment, supportatve attempts of taking care of
oneself and having conversations and feedback tisiga for the staff cannot be
emphasized too much; the nurses need to get opytoetuto actively work with the
emotions and thought rising from the patient cagesmaintain their ability to be
professionals. (Kantero et al., 1996, 162-163).04dydebriefing can ease the feelings and
help to work with them after the patient has dieda long run, no one is capable of caring
for only dying patients. (Molander & Karisto, 1998eituri & Laine, 2012). No one can
ever get used to a child’s death. (Vilén et alQ&03152).

4.1.5 Environment for pediatric terminal care

Pediatric terminal care can be provided in diffeéigettings; at home, in hospital or in both

of them, with shorter or longer visiting periodsteley family with a terminally ill child
should have a possibility to choose their environinfer the child’s last weeks, and feel
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that no matter what option they choose, they igdkive the same care and support as they
should. They also have the right to change therenmient if the situation changes.
(Heikkinen et al., 2004, 102; Sirkia, 2004, 286rkie et al., 2005, 23; Hovi & Sirkia,
2010, 3027). No one should have to live in fa@$tif seen unnecessary. (Perkin et al.,
2005, 3).

Home care might be the happiest solution for thkelchnd even the shortest opportunities
for home care should be used (Dominica, 1989, LiRjén, 2004, 34), as it is the most
natural environment for a child to be, ill or n@ibler-Ross, 1976, 115; Perkin et al.,
2005, 27; Vilén et al., 2006, 338). At home theep#s become the child’s main caregivers.
(Sirkia, 2006, 71). However, in home-care situatio& parents still require much support
from the professionals, and they should not bedkfhe. (Kibler-Ross, 1976, 115). For
that parents will need adequate education as vgeliame visits by a nurse and maybe
some borrowed equipment from the hospital. Thergarkave an opportunity to make a
phone call and get guidance and support aroundidic& if the situation needs it. (Vilén et

al., 2006, 338; Hovi & Sirkia, 2010, 3027). Privaegs to be honored when doing home
visits, and they are always agreed about with #rengs. (Lahteenoja & Laine, 2004, 457-
458). The hospital has the responsibility for tlteation all the time once the child is

admitted to a hospital, and home visits do not gkatinat fact. (Dominica, 1989, 113;

Lindén, 2004, 34). However, parents do still hawe general responsibility for their child

as the child is still theirs, not the hospital’'sy matter what the caring environment is.
(Varimo et al., 2004, 156-157).

Home care is justified when the death is approaghine person’s sense of security is
increased when the surroundings are familiar, lomeels are close and when s/he knows
that s/he can stay in the same place for the rfebtsther life without sudden changes.
(livanainen & Syvaoja, 2012, 154). At home the dlilnutritional status might improve as
daily preferences with food can be taken more iatgount. The attention from the
professionals can be maybe more individual thantwheould be in the hospital, where
patients tend to be seen as a more homogenous gnaapin the home environment.
(Robbins & Mascrop, 1995, 208).The ill child shoulat however be lifted into a pedestal,
but be treated in the same way as the siblingsbl@¢tRoss, 1987, 24-25). The child still
needs a recognized structure for daily life, evérenvthere might be a temptation to over-
look the child’s negative behavior or to carry Hier overwhelming amounts of gifts, this
often leads to child’s increased bewilderment, /ag sieeds physical and emotional love

and strength more than material gifts, just asdmig does. (Dominica, 1989, 126-127).



14

However, every family and their home are differeanid sometimes the home is not the
best place for terminal care, not only becausé@fdistance to the hospital. (Kibler-Ross,
1976, 116; Sirkia, 2004, 286-287). Also, the wdingtg to do for the terminally ill child is
to turn the home into a morgue even though thedditill lives. Home care does not suit
all, and also hospital can create a sense of stfethe family. A hospital is still always a
facility, not an actual home. (Sirkia, 2004, 286¢28

If the terminal care is taking place in the hodpitle aim is to give the child a familiar
room in a familiar ward. The parents are suppottedtay with the child as much as
possible, and provide care for him/her with helpnirthe professionals. There are no
special visiting hours for a terminally ill childfamily. If desired, the parents can also stay
overnight and sleep in the room, which means thatroom should be rather big and of
course calm. All unnecessary bureaucracy is todoetavoided and the situation is tried to
be made as easy for the parents as possible. Afigcaituations are made as calm as
possible, and the professional’s unnecessary preseravoided. Going to the room should
not be feared, but personnel should not go thepeoften or without a reason. Some
families want the presence of a nurse when thel chds, and some families want to be
alone in the moment, and both of the wishes aralBgacceptable. (LaAhteenoja & Laine,
2004, 459; Pihkala, 2004, 351-352; Varimo et @04, 151; Hovi & Sirkia, 2010, 3027-
3031; Soukka & Lehtonen, 2011, 60; Keituri & Lai2812).

There are also four hospices specialized into d#ifieocare in Finland (Heikkinen et al.,
2004, 19). However, according to the head nurs@sdiokoti, Koivikko-koti, Karinakoti
and Pirkanmaan hoitokoti (personal communicatio,2®15) none of these hospices take

care of pediatric patients.

4.1.6 Nursing care actions in pediatric terminal cee

As being said, the care for the child does notergh when the active medical treatments
are no longer being used. (Taipale, 1998, 233)iskiolpediatric terminal care includes
taking care of the child’s nutritional status, cikaess of skin, secretions, pain and
spiritual needs (Storvik-Syddnmaa et al., 2012,)2%bit also fulfilling the family’'s
different physical, emotional and spiritual needd areparing the family members for the
upcoming death. (Pihkala, 2004, 351). During thalfdays no unnecessary care should be
done, as caring situations should not be a buraléimet child. (Heikkinen et al., 2004, 116-
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117).When the death is inevitable, the care plan focosegood basic care. (Robbins &
Mascrop, 1995, 88; Eho et al., 2003, 5; Price & GWI012, 417). Usually one (or several)
personal nurse is named to the child. (lvanoffletz®01, 300). The nurse is responsible
for the basic care, but the family can participat&. (livanainen & Syvaoja, 2012, 155).

Also the family’s needs should be assessed byulsen(Dominica, 1989, 125-126).

A child with a terminal disease has actually adbtcaring needs; not only for physical
care, but also emotional and spiritual needs walnakimportance. (Dominica, 1989, 125-
126; Hovi & Sirki&, 2010, 3027-3031).dying child has also often many symptoms which
can increase with time. (Perkin et al., 2005, 128prld Health Organization (WHO,
2013) lists the symptoms which palliative care $tidne focusing on the terminal phase of
life. Those symptoms are anorexia, anxiety, coaitp, delirium, depression, diarrhea,
dyspnea, fatigue, nausea and vomiting, pain angireg¢sry tract secretions. (Hovi &
Sirkid, 2010, 3027-3031; WHO, 2013Rhysical needs of a dying child are pain
management, management for symptoms and comfoguresa Psychological needs are
anxiety, stress, guilt, anger, depression, featyrig and grief. Small children can find it
difficult to differentiate anxiety and pain fromaaother. (Perkin et al., 2005, 176). Social
needs, often more on the parents’ point of view, farancial and insurance concerns, but
also role and relationship changes and social tisalaSpiritual needs include meaning,
religiosity and sense of despair. (Price & Gwin120417).

If the child is too tired or cannot talk, anotheaymo communicate is tried to be found.
Simple and effective ways to communicate are nagdifosing and opening the eyes and
squeezing hands. (livanainen & Syvéoja, 2012, 1BRirses also need to evaluate the
child’s psychological level of understanding aca@oegdto the child’s individual age and
experiences, examining if the child is able to tallout death and dying in a meaningful
way. Nurses need to be able to identify the chififigsical and psychological needs with
help from the child’'s parents, as they know thdiilcc the best. (Robbins & Mascrop,
1995, 132). Additionally, in pediatrics the nurstsk is to listen rather than to inform the
child, and to avoid lying. Letting the child dirette pace of the conversation, and
admitting uncertainty is better than trying to aeswnanswerable questions, as the child
seeks for someone to share his/her feelings witterghan hearing complicated answers
about unknown afterlife. (Robbins & Mascrop, 19935). In addition, the smaller the
child is the more significance touching has to ¢héd’s well-being, as physical intimacy
makes the child feel safe. Holding the child in aria therefore very important and

encouraged. (Varimo et al., 2004, 153).
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Good basic care includes taking care of breathmgritional status and fluid intake,

secretion, cleanliness and appearances and arsalgadi the very end. (Price & Gwin,

2012, 420). The nurse should make every efforing the cause and cure for discomfort,
even thought it might be a sign of impeding ded@tiese problems might be a full bladder,
dry mouth, constipation, or even uncomfortable fmsiin bed. (Robbins & Mascrop,

1995, 89).

Shortness of breath can be a frightening symptaminging of the coming death; the

patient should never be left alone in that situatiDyspnea is often caused by anemia,
pneumonia, heart failure or simply by worseningtlod disease process. (Price & Gwin,
2012, 420). Noisy chest sounds called death ratiteir due to building up of secretions.

(Price & Gwin, 2012, 420). Helping the child intdbatter position, giving supplemental

oxygen, opening the windows and ensuring adeqeatd bf analgesia helps the situation
to sooth down. (Sirkia, 2004, 289; livanainen & 8gja, 2012, 158; Price & Gwin, 2012,

420-421). However, the patient can also be uncouoscat that time; then removing death
rattle is done to ease the family. (Perkin et2005, 199). Coughing is another symptom
easily causing distress; the ill child may be diséd by it, but mostly it annoys the family.

The optimal care for cough is to treat the undarfircause. (Perkin et al., 2005, 194).

Poor appetite is often more of a problem to adhiés to the child itself. Child should not
be forced to eat, and artificially feeding the dhs no longer of interest in terminal care.
(Perkin et al., 2005, 193-194). Poor nutritionates might be caused by nausea or
vomiting, overall decrease in appetite, dehydratmmnstipation or dysphagia. These can
be either related to the progress of the diseaseslowing down of metabolism, or being
side effects for medication. (Perkin et al., 20@B2-183; Price & Gwin, 2012, 421).
Terminal dehydration is a clinical status where paéent cannot drink adequate amounts
of liquid anymore, which leads to dry mouth, fatgand weakness, nausea and vomiting,
confusion and muscle cramps. (Hildén, 2006, 56wéier, slight dehydration in dying
patient can be comfortable, as it leads to decdeasme output and fewer respiratory
secretions. (Robbins & Mascrop, 1995, 88-89; Pri€e Gwin, 2012, 421).

Intravenous hydration or nutrition is usually nofstified in the terminal care phase.
(Sirkia, 2006, 71; Vilén et al., 2006, 453). Propeouth hygiene should not still be
neglected. (Robbins & Mascrop, 1995, 88-89; Pric&w®&in, 2012, 421). To tempt the
child to eat some ice chips, popsicles and soit $weets can be given to the child to suck,
but only if the child wants them. Tiny pieces ohg@apple can also be offered, the general
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rule being that the food should be easy to swalkweet if the child prefers that way and
cold, as it usually eases the discomfort the dméd. (Robbins & Mascrop, 1995, 88). Plan
a resting period before and after a meal, and eageuto different activities. Allow the

child to spend time outside the room and be asaeis possible, with help of wheelchair
or bed as decrease in activity leads to weaknassamstipation. (Perkin et al., 2005, 182-
183; Price & Gwin, 2012, 421). Constipation shoalsb be actively prevented and treated,

as it causes unnecessary discomfort for the cfvitén et al., 2006, 453).

Skin care is also important. (Robbins & Mascrop93,988; Price & Gwin, 2012, 421).
Decrease in activity and incontinence of urine &wks makes the problem worse. The
child’s dignity can be maintained by keeping thel dean with new linens. Wound
healing is difficult due to decreased circulationgeripheries; therefore preventing any
skin breakdown is important. Manual handling of thaient, including positioning and
turning the patient to reduce pressure is essgpdidlof skin care. (Price & Gwin, 2012,
421) Possible wounds should be taken care of ewgmt odors. (Robbins & Mascrop,
1995, 88). In addition to skin care, the eyes dihdngl kept moist to prevent irritation and
the nostrils should be kept as open as possibleouitirritating the mucous membranes
too much by suction. Good dental hygiene is alspoirtant to prevent disgusting odors
and flavors as well as encouraging the child to @amentioned earlier. Lip salve can also
comfort and ease talking and general well-beingbffns & Mascrop, 1995, 88; Sirkia,
2006, 71).

Even though no curative medication is availables tise of palliative medications is
possible. However, during terminal care no unnegssjections are given, no blood
samples taken or other examinations are perforrAag. underlining chronic disease is
taken care of in a way that it causes minimal harrthe child. (Vilén et al., 2006, 453).
Blood products are given as long as the child’sdd@n allows normal daily activities
such as playing. (Sirkid, 2006, 71). In some casancer patients could benefit from
palliative radiation and chemotherapy. (Kaypa ho2012). Withdrawing all unnecessary
medications is done to minimize the risk for condoireffects. Note that antibiotics may
not give the person more time, but may alleviate shmptoms. (livanainen & Syvéoja,
2012, 154-155). The intramuscular or the rectaltecare seen offensive and causing
unnecessary discomfort in what comes to adminrggenedication, according to Price and
Gwin (2012, 418), and those routes of administrasibould therefore be avoided, whereas
oral route is desirable at all times. (Perkin et 2005, 139; Hovi & Sirkia, 2010, 3027-
3031).



18

Palliative care is all about alleviating symptorss, medication should not be completely
overlooked. Medications can be used to control @awsd vomiting, to keep eyes moist
with artificial eye drops and to suppress cougherefwith morphine. Morphine also
diminishes the feelings of air hunger, which is #®nsation caused by dyspnea. Other
medications can also be ordered to breathing pmuhlsuch as bronchodilators and even
anxiolytics, Price and Gwin guide. (2012, 420-42s0 delirium, occurring for example
in fever, should be prevented and treated (Vilémlet2006, 453) not to mention pain
control. (Perkin et al., 2005, 147).

Analgesia for children is aiming for the child te pain-free (lvanoff et al., 2001, 299;
Hovi & Sirkia, 2010, 3027-3031). The challenge hattpain is always felt subjectively,
and that also newborns do feel pain although theghtmot be able to communicate
verbally. (Perkin et al., 2005, 135, 151). Accurnpéén assessment is truly fundamental in
pediatric nursing care and it should be perforntectgular intervals. (Perkin et al., 2005,
151-152). Adequate amounts of pain medication arengand the route is chosen so that
giving the medication does not cause pain or digodmSince pain is an individual
experience, the right medicine and dosage to allethe pain is not always immediately
found. Information about the child’s pain statusud be constantly asked from the child
him-/herself and from parents. Observing the childbdy language, facial expressions,
ability to move, sleeping pattern (intermittentakbbw, crying), and the characteristics of
the pain (continuous/intermittent/when moving/di§fdoy time of day) tell us much if the
child cannot talk. Different scales can be usedaddition to these observations.
(Lahteenoja & Laine, 2004, 456; livanainen & Sywa2012, 159). When the child is

having pain, any unnecessary moving of the chievmded. (Ivanoff et al., 2001, 299).

At first pain medication is given orally (for exafap paracetamol, ibuprofen or
ketoprofen). When their effect is not enough anymnaetronger analgesia is given, often
opioid derivate analgesics such as tramadol, metigdentanyl and morphine. Fentanyl
patches are good for children’s terminal phase paithey release the analgesic efficiently
and can be administered topically. It is the mastable for situations where the child
cannot swallow anymore but injecting is too painfebr cancer breakthrough pain,
fentanyl can be administered to oral mucous menasravith special sticks covered with
fentanyl, which is then smoothed to the surfacas Thalso a fast and effective way to
administer analgesia, as the medicine is absorbadlg from the mucous membranes in
mouth and offers a fast relief to pain. (Lahteerfjbaine, 2004, 455; Perkin et al., 2005,
135; livanainen & Syvaoja, 2012, 154-155).
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If other ways fail to relieve the child’s pain, prary medication for strong pain is to give
morphine intravenously. The dosage is always indiai, and it is raised slowly to the
level where the child is somehow pain-free. Theadesis also raised in long-term care
where tolerance is developed. Continuous infusippdtient controlled analgesia infusion
pump sets the base level for the analgesia; additidoses can be administered by the
child or the adults when necessary. Bolus can bengalso forehand, for example before
washing. Other pain medication should be used aideg (Lahteenoja & Laine, 2004,
455; Hovi & Sirkid, 2010, 3027-3031). It also has lie noted that addiction to pain
medication is a behavioral and therefore a psydhcdb problem, not a physical one. This
kind of behavior is rare in children, not to mentioeing irrelevant in terminal care phase.
(Perkin et al., 2005, 141).

Alongside with pain medication, complementary mdthagan be efficient in what comes
to alleviating pain. (Perkin et al., 2005, 173-17Bglaxation techniques can be taught to
the child to tense and relax different muscle gsouplso learning different breathing
techniques can help. Distraction is used to dratentbn away from unpleasant
experience. Price and Gwin (2012, 418) suggest ihpwubbles with the child, as an
example of distraction. However, the best and ohéhe most natural complementary
methods is guided imagery, putting the child’s makility imagine and play in good use.
An example of guided imagery could be asking th&ldb imagine a vacation spot and to
ask the child to describe how it is like in theferice & Gwin, 2012, 418). Lahteenoja and
Laine (2004, 456) emphasize the power of simpliingl about frightening things. Most
importantly; being present in the room, playing &hdtting with the child and comforting
him/her makes a big difference in pain relief. (tggmoja & Laine, 2004, 456).

4.1.7 Psychological support for the family

Both the ill child and the family need psychologisapport during the terminal care period
(Henter, 2011, 162) as the child’s inevitable daatlalmost unbearable to comprehend.
(Varimo et al., 2004, 146; Perkin et al., 2005, 2Z28vareness of the impending death is
affecting every family member’s life in many wayst least by the strong emotions that
death brings up. However, those feelings and emgti@ve to be met and dealt with, with
or without assistance from a nurse (Gronlund & beig008, 47-58), as we know that

death of an own child could very likely to be therdest possible thing that a person can
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encounter in their adulthood, and that a persomeaner truly recover from it. (Sinkkonen,
2004, 283; Hovi & Sirkia, 2010, 3030-3031).

Normally fear of dying is thought to contain manifetent fears; the fear of dying in pain,
the fear of losing all bodily control, fear of lagi dignity and fear of dying alone, as well
as the fear for the actual process of death andinkaown. (Robbins & Mascrop, 1995,
84; Price & Gwin, 2012, 416). However a small chiloes not usually fear the death as
much as abandonment, or the upcoming symptom&igsS#006, 72; Price & Gwin, 2012,
417). Discussing about death with the child de@easndency to depression and isolation.
Adults should use the opportunity if the child slsowillingness for a discussion about
death or other topics. (Hanninen, 2006b, 12; SjrR@06, 72). Sometimes adults aim to
protect the child form negative feelings and seaosatthat death brings up, but often end
up isolating and leaving the child alone with owraginations. A child senses rapidly that
something serious has happened in the family, éwaigh s/he might not be able to put it
in words. Children’'s ways to express sorrow canmsemld to grown-ups, but are
nonetheless as permissible and right as adultyingrto hide death from a child and
protect him/her from sorrow may seem to be a gded in adult's mind, however letting
the child realize what is going to happen doeshust the child but may help him/her to
deal with the future. (Gronlund & Leino, 2008, 42).

Stress can lead to problems between the family reesnf@he nurse should give time to
handle the hard emotions and support the family begsmto show them and deal with
them. (Robbins & Mascrop, 1995, 142). Most of tlaeents will face variety of feelings
when their child is about to die. They might fasdequate as parents, confusion about all
that has happened, including anger, hopelessneséean They might feel guilty about
their child’s status and be still in shock aboutiitd feel stupid or having lost control.
(Dominica, 1989, 126; Robbins &Mascrop, 1995, 1Bérkin et al., 2005, 228-229). Guilt
can arise from failure to recognize child’s sympsoearlier, if the disease is hereditary or
if the parents believe their actions have causeckid’s distress. It should be noted, that
these negative feelings can imprudently be projeotethe nurse who still needs to remain
calm, supportive and sympathetic. The nurse’s aiaiso to help the parents to rediscover
their roles after the child’s death. Nurse shouw e alert to expressions of guilt or self-
blame and help them to forgive themselves. (Rob&idascrop, 1995, 136-137). What
parents actually need in that situation is to hew@eone who is able to function and be an

adult beside them, supporting them when they anggling. The best way to help is to ask
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directly what kind of support and help the familysies and needs. (Vilén et al., 2006,
452).

The nurse should remember that also the grandsaneetd support, as it is of course hard
to see their grandchild dying, but also becausg thel helpless when seeing their own
child’s huge sorrow. They can blame themselves lfang a longer life than their
grandchild. Although hospital staff usually takesecof only the core family, it does not
demand much to guide the grandparents to get samdeok help also, if they are visiting
the child in the hospital anyway. (lvanoff et 2001, 301).

4.2 The Farewells

Robbins and Mascrop (1995, 85-86, 94) listed sohtbeosymptoms which often occur in

the person’s last moments. These include gradwsd f interest what is happening
around, increasing restlessness, discomfort, amgitaplucking at the bed clothes, anxiety
and fear, general weakness and signs of pain. @Baingskin color or vital signs come

eventually, the eyes may be staring or glazed hadhild may suffer from incontinence,

feel coldness or have cold sweats and so on. Alsdacial expressions can vary from fear
to calmness. Price and Gwin (2012, 421) have lisiedlar signs of impeding death,

where the caregivers and the family members cdoipate the future.

The nurse should assure the child that crying, esslrother emotions and also complete
silence are all acceptable, no matter how confugimgght sound. If a child chooses to
express feelings, an adult listener should be abvigl (Price & Gwin, 2012, 416). It should
be remembered that children are aware of their gl@tus and sleepless nights, so do not
depreciate their symptoms or try to hide them. (Ki¥Ross, 1987, 24). The child’s fear of
death can be devastating, but it can be allevisedeisured presence and listening.

However, the child might also need some time akorgkthat should be respected.

The last moment the child has should be allowedetepent with the family alone, with
siblings if possible. (Keituri & Laine, 2012). Theyuld sing the child’s favorite song,
hold hands and enjoy the last moments togethervalsode family. (Kubler-Ross, 1987,
26). Every dying person needs to know they madéerehce in this world. Also children
love to hear stories how they made an impact tor thaenily and that they will be
remembered. (Ilvanoff et al., 2001, 300; Price & @wR012, 419). The nurse can
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encourage the family to spend as much time togedlsethey can. Even unconscious
patients need presence of their loved ones, amthigelamiliar voices may bring sense of

safety. (livanainen & Syvéaoja, 2012, 159; Price &i 2012, 419). Though, no one can
be forced to be with the child in the time of ded8torvik-Sydanmaa et al., 2012, 295). If
relatives are not with the child, a nurse shouldtliere with the child or at least visit

frequently, if it is not in any way possible to theere all the time. (Robbins & Mascrop,

1995, 94). A child needs to have a feeling thatesmme is close and that s/he is not left
alone. (lvanoff et al., 2001, 299; Sirkia, 200498

Knowing that death is usually peaceful can give saomfort to the parents. The child
does not have to suffer from pain, as analgesgven in dosages that keep the pain away.
(Vilén et al., 2006, 454). The child’s condition akens slowly, consciousness is blurred
and his/her breathing becomes intermittent, leatimadly into cessation of respiration and
heartbeat. (Robbins & Mascrop, 1995, 94).

When the child has died, the nurse should stramghis/her legs and close the eyes to
make the child look peaceful. The nurse also ledesbed and surroundings clean and
tidy and offers his/her presence if wanted. (RobldnMascrop, 1995, 95). The family is
not left alone, if they have not particularly wisht be left in private. (Keituri & Laine,
2012). Parents and siblings are given time to sidly the deceased. It is important to
allow the siblings to say farewells to their sistebrother, to let them see that s/he is pain
free and does not suffer anymore, nor that hiddbely or appearance has changed. A vital
moment to begin the mourning process and adjustiméatstate the death. The parents are
allowed and encouraged to hold the child in themsif that is what they wish. There is
no hurry anymore. (Lahteenoja & Laine, 2004, 45¢&i&, 2006, 71-72; Keituri & Laine,
2012).

4.3 Continuance of care after the child’s death

Terminal care does not end in death; it includesvidduable post mortem care and support
of the parents and the family in their sorrow. (KifRoss, 1976, 122; Ilvanoff et al., 2001,

298). In this chapter routines after the child’satthe are taken into examination.
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4.3.1 Routines after the child’'s death

After the child’s death the corpse is held in theravfor about two hours, so that the family
has a possibility to say farewells. The family séay in the room for as long as they want.
Lighting a candle in the room is a beautiful wayhmnor the deceased, if the family’s
cultural and spiritual beliefs allow it. (Heikkinezt al., 2004, 118; Grénlund & Huhtinen,
2011, 170).

A common courtesy is that the doctor passes the maut the child’s death to the parents
if they were not present at the time. Also the peraho was the last one to take care of
the child should talk with the parents. (Saastamwiet al., 2010; Keituri & Laine, 2012).
Both parents should receive the information abbet ¢hild’s death at the same time, if
possible. (Keituri & Laine, 2012). The parent’'s atid family’s need for professional
support should be assessed immediately and theémgerby helping them with concrete
things; do they have anyone to talk to, any placstay for the coming night, would they
like to get something to drink and could the prefesals help them in any way. Making
sure that the family gets something to eat and laaye some kind of plan what to do next
is also part of the care for the family. Everyththgt is said out loud to the parents should
be short and clear, with compassion. Nurse’s thsketore is to be the safe adult with
logical thinking and comfort in the difficult momenLahteenoja & Laine, 2004, 453).
Only experience educates to act better and bettdreise situations. (lvanoff et al., 2001,
307).

Parents are asked to give permission to an ordiaatgpsy if it is considered to be a
necessary examination. The parents are given tillsctleath certificate and information

about the possible autopsy. Other written materéal also be given. If the mum was
breastfeeding the ill child, medicine is given tairgcessation of lactation. (Soukka &
Lehtonen, 2011, 60). Naturally, this is not donegh& mother is still breastfeeding for

example the dead child’'s twin. Both of the parertsrecommended to ask for sick leave,
so that they could be together and support eactr.ofthe need for calming medication

should also be assessed. (Keituri & Laine, 2012).
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4.3.2 Pediatric post mortem care

Performing the last offices, meaning post morteme,ces an old tradition. Post mortem
care is the last service for the deceased, andould be performed with the respect it
deserves (Gronlund & Huhtinen, 2011, 169); thermukhbe no hurry, and the service is
done in a suitable, calm place. Enough time shdugddgiven to the relatives to say
farewells. (Saastamoinen et al., 2010, 219; liveerai& Syvaoja, 2012, 163). It is vital
that the parents can be involved to the post modara if wanted; to wash and dress their
beloved child for the last time. Rituals performedthe deceased child are important
means of expressing sorrow and mourning. (Kanteab.,€1996, 161; Saastamoinen et al.,
2010, 219). A silent moment is always spent, eVeugh no relatives would be around.
(livanainen & Syvaoja, 2012, 158). The dead chsldaken care of as well and beautifully
as a living child would be; called by his/her namaed his/her hair and skin can be
smoothed softly. (Ilvanoff et al., 2001, 302).

Two nurses or a nurse and a family member are deeddhe last offices. All the
equipment is gathered before starting the cangodkible, single-use equipment should be
used for the corpse. The nurse wears personal gik@eequipment (apron and clean
gloves), which are recommended for the family manat&o. Aseptic technique should be
used. The corpse is placed in supine positionp#teis put flat and all extra pillows etc.
are removed from the bed. Arms and legs are placedtural position to the side. Arms
can also be crossed on the chest. (Gronlund & Hehti2011, 170; livanainen & Syvaoja,
2012, 156-157). The care after death consists ghing the body, putting a diaper on to
the corpse and a clean bed linen and a lifting tshee placed under the corpse to ease
lifting from bed. A special gown or child’s own ¢tihes are put on. The legs are tied
together. An identification band with the child’'ame, time of birth and death, social
security number, ward and hospital’s hame and apedormation about foreign objects
etc. is put on ankle or wrist according to locadtprols. (Storvik-Sydanmaa et al., 2012,
295-296).

The child’s hair is brushed, possible denturescé&ganed and put to mouth and some lip
balm is put on. The eyes are closed carefully lBgging softly the eye lids or putting some
wet compresses on them. The mouth is closed wihba@ti of bandages or special pillow
under the jaw. The aim is to make the positiondab natural as possible. (Heikkinen et
al., 2004, 118; Gronlund & Huhtinen, 2011, 170ahainen & Syvaoja, 2012, 157-158).
Babies can also be swaddled. (Storvik-Sydanmalk, 04.2, 296).
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Finally a clean white sheet is put on the corpserdss or a flower can be put over the
sheet, depending on the child’s religion. If thdcdchad some transmittable disease, use of
a special body bag has to be considered. (Heikketeal., 2004, 118; Gronlund &
Huhtinen, 2011, 170; livanainen & Syvéaoja, 20127-158). Ilvanoff et al. (2001, 302) add
that the child’s favorite toy can be put with himrhMost importantly, the living should
respect the body until the very end. (Molander,9,99).

4.3.3 Mourning

No other feelings are as characterful and individed as love and sorrow. (lvanoff et al.,
2001, 301). Mourning is a healthy, natural and ssagy reaction (Schmitt, 2008, 61) and
sorrow is a positive feeling for a mourning pergaidhteenoja & Laine, 2004, 460).

Sorrow cannot be healed, but it can be sharedngi¥at al., 2001, 301). Every person
grieves in his/her own time and way, making it ofimpossible for spouses to support
each other (Price & Gwin, 2012, 419) because thagybe the most therapeutic support,
the spouse, is not always available. (Perkin et28l05, 232-233; Sirkid, 2006, 73). The
parents may feel like they have lost part of thdwesewhen their child dies, that they have
failed in their task to take care of the child.idtsaid that a parent's grieve is more
powerful, multiform and long-term than any otherrew, and parents are known to form

somatic and psychological symptoms after theirdchitleath. (Sirkid, 2006, 73).

If family members mourn differently, conflicts hagp parents might doubt that siblings

mourn at all, as children get over sad events ffalséan adults, and children feel it tough to
handle the parent’s sorrow in the house. Especatgr children tend to try to hide the

sorrow from the parents. Unsocial behavior occunemthe children try to deal with the

stress and sadness, and the fact that usuallypasiyive things are remembered from the
deceased sibling is not helpful, as it is tougltampete with a dead person. Siblings can
also feel guilt for being alive, leading to therol&éting themselves. It is also noticed that
fear of death usually decreases in parents, bukases in the siblings. (Lahteenoja &
Laine, 2004, 462; Sirkid, 2004, 290).

Support for this family can be shown with compassiaendliness, comforting words and
warm handshakes, among many ways. (livanainen &&gy 2012, 155). When there are
no words left to say, we can still listen. (KibRoss, 1976, 122). Professionals should

remember that a family may adjust to their los$,tbey never get fully over it. (Dominica,
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1989, 128; Perkin et al., 2005, 231; Hovi & Sirk#®910, 3030-3031). Most importantly,
Sirkid (2006, 75) underlines, the family needs &wveh a feeling that professionals are

interested in their well-being also after the clsildeath.

Supporting the siblings is just as important aspsuing the parents. (Perkin et al., 2005,
238). Like adults, children also need to complétps of mourning before moving on with

their lives. Adults should use concrete languageguthe word death when explaining the
situation to a bereaved child and maybe even shitkvpulse or breathing that the person
is no longer alive. (Robbins & Mascrop, 1995, 278)is helps the child to understand the
concept of death and prevents mixing death updepshg, which otherwise could cause
problems at bed time. At home, family routines dtdagemain as same as possible to help
the siblings feel secure in their home environm@bbbins & Mascrop, 1995, 137; Perkin

et al., 2005, 238-239). It should always be asstiratithe death was not the sibling’s fault,
answer to possible questions and offer comfortsambort. (Perkin et al., 2005, 238-239).

Memories are important to the grieving parents atieér family members. Photos, videos
and other material are encouraged to take, asasdtbot and hand prints and hair tresses.
(Perkin et al., 2005, 241; Soukka & Lehtonen, 2(Q;, Keituri & Laine, 2012). At first
the child is idealized by parents: they remembdy timee good and positive sides of the
child. Eventually they will create a diverse andligtic image of their child with memories
of disappointments and other negative things thkl dtad done. (Kantero et al., 1996,
161). Anniversaries become important in the fanfdy years. Although the family has
recovered from the grief, the anniversary bringskbmemories and sadness. In addition, it
Is important to tell about the dead child to thédztken who are born afterwards and not try
to avoid that phase in the family’s history. (L&rieja & Laine, 2004, 462-463).
According to Varimo et al. (2004, 160) the deathaafhild creates an empty space inside

the family, causing a feeling that someone is atvayssing.

4.3.4 Moving forward after the loss

The death of a child breaks the common illusiomeny families that nothing bad could
ever happen to them. Due to fear of something asntatic happening again the
boundaries of the family are tightened, but ovegmting the siblings prolong their
independence. (Lahteenoja & Laine, 2004, 462)s limportant to let and encourage

children, especially siblings, to participate iméwals and wakes, but not against their own
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will. Adults should talk about it as a self-evidehing, just as eating and sleeping and not
try to forbid the sibling from going to the funesa(Kubler-Ross, 1987, 28, 96).

Reactions to bereavement in children are similardults’, although the feelings might be

manifested a bit differently. Regression, angeraias others, educational difficulties and
sadness can be signs of denial and anger and itdenekds to be told that all feelings are
accepted and not out of the common after loss loiy@d one. Sometimes a child shows
acceptance of loss with very direct statementsw‘mthen he is dead; can | have his/her
bicycle?” which might seem harsh and non-grievimg, it helps sorting out the situation in

the child’s head and should not cause worry inmtaréRobbins & Mascrop, 1995, 276).

Two months after the child’s death the attendingsphan and the child’s personal nurse
have a meeting with the child’s parents. The andwen possible autopsy is given, the
family’s well-being is investigated and emotionglahoughts about the past few months
can be shared. The need for support is assessed Agather meeting can be arranged
after several months. (Kubler-Ross, 1976, 122; dlaip1998, 234; Perkin et al., 2005,
231; Sirkia, 2006, 74; Soukka & Lehtonen, 2011,.80)s however essential that the
communication with the family is only temporary anihin the limits of professionalism.
(Varimo et al., 2004, 159).

4.4  Cultural competence in pediatric terminal care

Culture means all the things that community memheake been learning to do, appreciate
or believe and enjoy during their existence, whthkes it a way of thinking, living and
reacting for an individual. In a way, culture i tbtommunity’s personality. When working
with people from other cultures, collisions may pap if the perceptions about right
values and ways of life differ, especially whenmgveulture has its own perceptions about
health and illness which explain why and how theedse occurs. Applying the family’s
own cultural traditions into the care may help ¢gneving process, but it requires that the

care personnel understand and knows about theyfaraillture. (Kantero et al., 1996, 18).

When the family learns about the bad prognosisiefchild’s situation, all of a sudden the
parents as well as the child’s minds are full oémeuestions about the life and death,
afterlife and other phenomenon which are maybethmmight of in normal daily life. This

is often the place where religions and cultureseamo the picture. Fear of death can be
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emerged from religious beliefs, as death is ofmnsas a passage from one form of life to
another as Boyd and Bee (2012, 491) narrate. Soregtit is hard to connect the rational
medical activities and irrational beliefs, traditgoand emotions that belong to normal life.
Occasionally it is hard to motivate why the doctomedical action would be better than

the person’s own religious action. (Hanninen, 20@8a21).

In practically every culture, a funeral is an imna¢e response to death (Boyd & Bee,
2012, 502) as no culture understands death to lyeaohiological event. (Sutinen, 2004,
90). Traditions’ and medical approaches’ collisienclearly seen for example when
performing post mortem care, Hanninen (2006a, a¥¥,sas it is the last opportunity for
the family to honor their loved one with their eutil traditions. Sutinen (2004, 89) agree
that the variety of cultural beliefs affect not yib spiritual care of a person, but actually
to the clinical practices in general. No matter tylthe person’s own beliefs have to be
respected. There are many different ways for psad@sils to take care of the mourning
family after the patient’s death, and those manaegsalways based on the culture they are
developed in. (Sirkia, 2004, 291). The main thimgexistential support around the world
are discussions about the meaning of life as welimaintaining hope. If the patient or
family members wish for praying or other religioastivity, the professionals try to
arrange someone to fulfill the wish. The dying parand the family have a right to get a
visit from a priest at any time of day. (livanain&nSyvaoja, 2012, 159). Other common
nominator is meetings with the family right afteetdeath and another later on in about a
month. (Sirkid, 2004, 291).

To be culturally competent, a nurse needs to knmwesbasic collisions between cultures
and medical opinions. Most of the religions in therld advise to arrange a private room
for a dying person. Depending on the religion,gielis items such as candles, icons, and
crosses may or may not be accepted to be in th@&.r@&@me religions may not allow
autopsy to be performed, and some allow it onlit i necessary due to the law. The
person might have some dietary restrictions, aksrgr personal preferences in what
comes to nutrition. Some cultures and religionshvilsat the nursing professional caring
for the dying person is the same sex as the peesmh,some allow all professionals to
participate in the care. Sometimes it is prohibitedell the person about the upcoming
death. Some may refuse for medical treatments, asitthood products and antibiotics, and
focus on their own remedies or prayers. Some saescnas a very important part of
saying farewells. Some will definitely participatepost mortem care, some will not want

to come and some want to perform it in their owry waéthout nurses participating. As can
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be seen, there are many things to be considerddpaexample using the wortidess you
can be very offending. Nurses need to be awarernmivto offend the dying child or the
family, nor say any opinions about which care igdye Interventions are only done if they
are somehow violating the child’s rights or beirggrhful. (Laukkanen, 2001).

5 Methodology

This chapter contains a description of how thiglgtwas conducted and what strategies
and methods were used. This is a qualitative stodyde by content and constant
comparative analysis with deductive approach (EldKgngas, 2007, 111). Data was
collected from Finnish health care districts’ pédcaunits by a questionnaire. Moreover,
the data collection is using systematic review engerformed by nonrandomized hand-
picking of the participating units and the litenauwith careful observation for being

biased and fallacious.

5.1 Data material

As the aim of this study is to learn more about hmediatric terminal and post mortem
care is provided in Finland, the best but not maylgemost practicable thing to do would
be contacting all the pediatric wards and unitsFinland. This being too resource-
consuming, a more manageable plan was to contagilfites who most likely have some
knowledge about pediatric terminal and post mortame, as not every pediatric unit is
taking care of them. The chosen representativesivars illustrate the common practices
for providing the pediatric terminal and post morteare in Finland. The sample quality
was ensured by contacting various pediatric umbsnf different health care districts.
Selection of the pediatric units who were offerdee tquestionnaire was therefore
performed with hand-picking strated® Leary, 2010, 170).

Finland is divided into health care districts, whiare responsible for providing special
health care, including also terminal care, witlneit areas. (The Finnish Ministry of Social
Affairs and Health, 2013). Knowing this, approachianiversity hospitals and central
hospitals together with smaller health care urgtsnsed to be the best plan to reach for

various pediatric units across the country withiitable time range. Since there are 21
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health care districts and five university hospital&inland (The Finnish Ministry of Social

Affairs and Health, 2013), approaching majoritytted districts and the university hospitals
ensured quality of data sample as the participatmts represent different areas of Finland
rather than just one health care district. Addaibny when contacting one health care
district the answers came from different hospitatsl pediatric units in the area, which

ensured even more comprehensive sample.

5.2 Data collection methods

Collecting scientific data for theoretical backgnduof this study was performed by hand-
searching literature and journals known to inclugdevant material performed by
manually searching key words from tables of comstemtd databases and doing an author
search of key researchers of the topic in biblipgreal databases, as Polit and Beck
recommend. (2012, 658). Data material to be andlyzas collected from previously

determined participating units’ by a questionnaiat by an e-mail.

O’Leary (2010, 170) instructs to use handpicked piawgn when needing particular

information about a topic. Especially the inforroatigained from websites was found by
this method, although the chosen material was alyedcreened to determine if it meets
inclusion criteria. (O Leary, 2010, 170; Polit & &e 2012, 658). For example, choosing
the background theory for the study was a resusioofie friendly guidance from a teacher,
whose reference articles were the starting poinséarching new information on the topic.
Although all this may be a questionable way to fiitdrature, and not sounding that
scientific, the data collection strategy was perfed as it was planned; hand-picking with
critical thinking and constant evaluation of thestworthiness, aiming to use only reliable
and well-known websites, books and articles. Se#wolts such as Google and Google
Scholar were used to find specific information aboartain topics, for example the

amount of health care districts in Finland. Refeeshooks were found mostly by hand-

searching from the public libraries.

Data about current pediatric terminal care and pastem care practices in the health care
units is collected via a questionnaire sent by anaé to the units’ head nurses, after

granted permission to do so. Before contactingpéesonnel in the most likely places
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where terminally ill children are taken care ofc{unding the university hospitals’ pediatric
wards, home care units in central and universitgpitals among other various places),
permission for conducting the study was needed.ryfEwealth care district has own
research permission forms, but also a generalagijan for conducting a study (Appendix
1) was used alongside. The process for contadiegeédiatric units started with finding
the appropriate work units which probably take aafrehildren in terminal care phase. A
list of health care districts in Finland was seactfrom Google. The next step was to find
the pediatric units in one health care district aadrch for their contact information. Also
information about the health care district’'s thgmicies was searched, but was not always
easily found. Guidance about the practicalitiesceoming theses was asked via e-mail
from the unit’'s contact persons or the health @hastricts’ nursing directors, who were
usually the responsible persons for granting pesioms for students’ theses. Granting
research permission for this study was more ortiess consuming process depending on

the health care districts’ protocols.

After receiving an official permission the questiaires were sent to the chosen units. The
goal was to reach 5-15 pediatric units and leaouttheir ways of providing terminal and
post mortem care for children by asking them kinalyanswer in a questionnaire. The
most convenient way to perform the questionnairasphwas sending the questions via
email to the wards’ and units’ head nurses or otloaitact persons, and allowing them to
answer by themselves or by asking opinions fronir tingit's nursing professionals. The
guestionnaire is attached as an appendix (Appe2)dix total 20 health care districts were
contacted, including hospitals and pediatric uaiteoss Finland. The Aland Islands were
left out from this study due to language policyeTgarticipating units answered in written
form by email or letter, having at least a coupleveeks’ time to answer. After a few
weeks a reminder was sent to the contact persbns, answers were given before that.
Envelopes and stamps for returning the questioesairere sent to the contact persons if
requested. Majority chose to send the answersimdalth care districts’ own envelopes, if
not sending the answers electronically. Moreovartigipating to the study provided an
opportunity to use the finished outcome of thissihethe general guideline of best
practices in pediatric terminal care and post nmortare, in the pediatric units after its
publishing.

The questionnaire for this thesis used one closieemuestion to determine the kind of
work unit the participating units were representing Centers for Disease Control and

Prevention (2008, 1-2) recommend, and five operegnguestions asking descriptions
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about their ways to provide pediatric terminal godt mortem care (Attachment 2). The
participating units’ opinions about the need forrenaletailed guidelines and further
schooling about pediatric terminal and post mortame were also surveyed. The answers
were allowed to be anonymous and were supposed tedsesenting the whole work unit.
The participating units got an information lettétaahed to the questionnaire (Attachment
2), aiming to elucidate the purpose and value ef study. The pediatric unit’s contact
information was added in the questionnaire, if theaticipating unit allowed further
contacting. A reminder was sent to the contactgreydy e-mail few weeks before the

deadline of the questionnaire to ensure numerosisers.

Informed consent (Attachment 3) was created to renthe objectivity and neutral nature
of the answers. The aim was to remind everybodye&m the instructions first, before
answering the questions, to secure the qualith@fdata. The participating unit was asked
to sign the informed consent, or ask the ward’sedop to sign it, as a mark of
participation and understanding the instructiorfse informed consent was not obligatory
to send back; if not signed, the unit’'s superiad hesponsibility of data quality, as in the
situations where the informed consent was signédbusent back. In total, 13 out of 32
informed consents were sent back, ensuring the glagdity by themselves, while the
others gave the responsibility of data qualityhiiit superiors.

Centers for Disease Control and Prevention (2068, dlso encourage performing a pilot
study before starting the real survey, but this waisofficially done in this study due to
difficulties in time management; the research pssion processes took more time in other
health care districts than in the others, so thestionnaires were sent at different times to
each health care district. This long process altbwweme editing to happen in the
instructions given to the wards. Some health castricts wanted more clarifying
instructions about the process, some ensured slataithe practicalities or had other
guestions from returning of the answers to whiahdkof wards can answer to the study.
The directions were then narrated again to thempasdible questions were answered in
e-mail conversations. This all means, that somd kihpilot study was performed as the
last pediatric units to receive instructions wekeqg better guiding in e-mail conversations
than the units who answered in the early phase. fidguently asked questions were
already explained in the e-mails sent to the fpaticipating units when they received the

questionnaires and information letter, just in c#s¢hey would have had the same
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questions. The questionnaire and the informatiteréowever were the same for all from

the beginning.

All the participating units were health care praiesals who have been taking care/ are
taking care/ could in theory take care of pedideitninal care patients. No actual patients
or their families were contacted. The participaturgts gave anonymous answers, which
represented the whole work unit and contained wavidual opinions. The participating
units were asked if they would like to answer addal questions arising from their
answers, but agreeing to it was not compulsorydachot affect to the participating units’
rights in any way. Additional questions would havgy provided more specific and usable
data to the study. No additional questions weredvar made to the participating units;
those units, whose answers would have needed ntami&cation, usually did not give
permission for further contact. Sometimes the uait® had similar routines; comparing
two answers from the same hospital provided theesdarification than a phone call to the
pediatric unit would have provided. Nonetheless, diata material was collected without
any major problems other than difficulties in findi the right forms for research

permission in every health care district.

5.3 Data analyzing methods

In this study, both content analysis and constamhparative analysis were used for
analyzing the data material, with a deductive appino Using these two analysis methods
together helps to take into account all the aspettshe data. Deductive reasoning
progresses from general to specific (Trochim, 20B8prmation found from the literature
is examined and compared to the data gained bytiqueaire, leading into collection of
the best practices and most common themes withimajpe terminal and post mortem
care and concluding with a general guideline altbeatrecommended pediatric terminal

and post mortem care.

The aim in the content analysis process was to eadifferent themes brought up both
in the data material and in the theoretical badkgdy summarizing the characteristics of
pediatric terminal and post mortem care. After éhtteemes were formed, their similarities
and differences were compared to each other ircéimstant comparative analysis. This

eventually led to common patterns (Polit & Beck120498), but also to singular example
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practicalities. Distinguishing between actions thpply for all the answerers and actions
that are unique for particular kind of answererarismportant part of data analysis. (Polit
& Beck, 2012, 562).

Once the themes were developed (with observatiarairrent topics in the data material
and in reference literature’s tables of conterths,data was read through again, coded and
set under those themes. This strategy was usedwiah reading the literature and when
examining the questionnaire answers. The themes e@mnpleted during the process, and
the data was re-analyzed when new themes occyfkd& Kyngas, 2007, 109-111; Polit

& Beck, 2012, 559). Grouping data lead to rearnagghe themes into broader ones, as
Elo and Kyngéas (2007, 111) guide. Abstraction efttemes by grouping is a relevant part
of the process, continuing as far as reasonable. &&Kyngas, 2007, 109-111; Polit &
Beck, 2012, 559). Data management in this studypga®rmed manually.

After finding out common patterns, nursing carevateés and protocols, some example
citations were collected. These findings formedaaebline for the general guideline about
the recommended pediatric terminal and post mortane, which aims to present the
variety of different themes included into pediatecminal and post mortem care. Figure 1

illustrates the data analysis process simplified.

.
Theme
. _ ( Guideline
*Collecting all the e RDst comamon
#*Determining the data about the practices .c Il th
theme same topc under a overs a the
e *Best examples mentioned themes
sCharacteristics theme
L oC t of *Collection of all s5ummarizes the
*Example citations omparamen themes findings
similarities/diffe- e
rences between . .
—BEIECREAY | 1. ots material . Findings
. A

Figure 1. The data analysis process.
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5.4 Ethical considerations

Ethics in this study was maintained by contactinty @ocial and health care professionals
within working units, not individual patients, falies or individual nurses. No stories
about patients were told or used as an examplegVvewpatient cases have of course
affected to the answers given. Professional nuasegpresumably capable of discussing
about all sides of nursing care, even about thet mnggleasant issues. The researcher has

still responsibility towards the participants’ weking. (O Leary, 2010, 40).

No pediatric units were contacted before approwesgarch permission. (O"Leary, 2010,
42). This study was purely professional and homprparticipating units’ rights in
scientific research; to not participate into thedstat all, to discontinue at any time without
further notice or explanation, to use as much fionenswering as wished for and to allow
answering anonymously. (O Leary, 2010, 41-42). imied consent was attached to the
questionnaire (Attachment 2), as recommended bye@iL (2010, 42). Every length for
an answer was accepted, and unnecessary contdctthevparticipating units were tried to
be avoided; the real participants were the nureethe pediatric units, and any extra
paperwork is taken out from the actual patient careich is especially important for
terminal care. Using more time to paper work thanchring for a real patient is ethically
unacceptable. On the other hand, nursing as anadireegience is constantly developing,
and new studies need to be performed in order t@lde the profession. Using the
valuable time for answering a questionnaire angasrtimg developmental work pays off

by getting a new guideline which will hopefully beeful in practice.

6 Presentation of findings

All the participating units belonged to public hbakare; none were from private or
nonprofit sector. The participating units came ryosbm university hospitals and central
hospitals; none came from regional hospitals, heedtre centers or hospices. The most
common unit types were pediatric wards and diffenetensive care units, although many

answers came also from other types of pediatritsuni

Out of 20 health care districts contacted 15 gaemengssion to conducting the study, one

rejected the research permission application dubabhealth care districts policies, two
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politely refused from participation due to diffitigls in timing and two health care districts
did not respond to any contact attempts. Out oflthdnealth care districts, 14 sent back
answers from 31 different pediatric units. In td8l pages of data from the questionnaire
was analyzed, including the actual answers, but @lsrently used guidelines, protocols,
example photos of equipment used in post mortem @ad leaflets, sent together with the

answers as attachments.

A majority of the pediatric units have 0-2 pediattéerminal care patients in a year, some
even more seldom. However, few intensive care unitsome university hospitals are

exceptions that exceed the average; they talk almoué than ten children in a year, or
even more than that. The location of the pediaitrit has a huge role in this; Southern
Finland’s pediatric units had more terminally iilclren to be taken care of than Northern
Finland’s pediatric units. This could be explained the variation of the amount of

population within different areas in Finland, whichakes variation in patient cases

understandable.

The participating units’ answers reveal that thdigteic terminal care currently given in
Finnish pediatric units follow the literature’s mmomendations. All the participating units
followed, at least partially, Kaypa hoito (2012)coenmendations. The routines for
pediatric terminal care were all similar to eacheot but had some diverse aspects in what
comes to details. The participating units focusedriswer directly to the questions given
in the questionnaire, which made the deductive @ggr in data analysis quite
shorthanded; the main themes were visible fronb#gnning. Therefore the data material
was divided into four main themesursing care actions, supportive caring actions,
culturally competent care andcharacteristics of pediatric terminal care, according to the
topics established by the research questions afidwing the themes set in the
questionnaire. Each theme was split up into maja minor sub-categories, eventually
ending into examples and specific citations. TdbMill present the main themes of the
data material shortly. Moreover, there are manyllemaub-categories that are seen to be
included in the minor sub-categories; Table 1 sheavee of the smallest sub-categories as

examples, however listing them all in a table wdugdmpractical.



37

Table 1. Presentation of the main themes of tha dwiterial.

Examples of the

Themes Major sub-categories Minor sub-categories smallest sub-
categories
Nutrition/Hydration
Basic care Skin care
Nursing care Palliative care Positioning etc.
actions Analgesia
Symptom control Giving supplemental
oxygen etc.
Post mortem care - -
Psychological supporn Support for the child Use of touch
Support for the family  Holding the child
Supportive Professionalism Debriefing etc.
caring actions Paperwork Memories
Social support Continuance of care Sick leave

after the child’s deat Medications for the
parents etc.

Diet Emergency baptism
Special wishes Pastoral care etc.
Culturally Own room
competent care Environment Personal protective
Post mortem care Equipment equipment
Own clothes Exitusset etc.
Holistic care Personal nurse
Characteristics Ideologies Individualistic care Own clothes
of pediatric Family-centered careg etc.
terminal care Caring environment Home care
Practicalities Multi-professionalism| Calm environment
Regular schooling etc.

6.1 Nursing care actions

Palliative nursing care actions were comprehensively featured in the responses Th
theme was divided according to different types afec(major sub-categorigmlliative
care andpost mortem careg, which then consisted of minor sub-categobasic careand
symptom control. It should be noted, thgtost mortem careis categorized under two
main themesnursing care actions andculturally competent care), but is reviewed under
the latter theme since as a nursing care actias gonsidered to be a single procedure,
when as a part of culturally competent care itloamivided into sections and be reviewed

more efficiently.
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Participating units comprised that nursing careoastin pediatric terminal care consist
mainly of “kivun lievittdmisesta, perustarpeiden tyydyttantgsdapsen kuuntelemisesta ja
sylissa pitamisestgtranslation: alleviation of pain, meeting thesbaneeds, listening to
and holding the child], astérminaalihoito tarkoittaa, etta lapsen vointi orudno ja
ladketiede ei kykene endéa pelastamaan lasta, aitéiftyy tietysti helpottddtranslation:
terminal care means that the child’s condition asl land medical care cannot rescue the
child anymore, the symptoms must of course be ialled]. Others saw that the child’'s
rights include Kkivuttomuus, turvallisuus, riittava ravitsemus/mggyminen, vatsan
toiminta, puhtaus ja ihon hoito, asentojen saarinéh vaihtuminen ja naissa
perustoiminnoissa  auttaminén [translation:  analgesia, security, adequate
nutrition/hydration, adequate bowel function, clesss and skin care, regular change of
positioning and helping with these basic function§}verall, adequate pain management
was seen as the most important aspect in pediatmainal care, good basic care being

mentioned almost as many times.

As narrated earliepalliative careis divided intobasic careandsymptom caredue to the
nature and aims of the nursing actioBssic care consists of adequate nutrition and
hydration, skin care, recurrent positioning, ensgifbowel function and so on, and is the
primary care type provided to every pati€eymptom care on the other hand, focuses on
alleviating the symptoms that the child is suffgrinom by giving supplemental oxygen,
ensuring adequate hydration with intravenous flaidg giving palliative radiation therapy,

among other ways.

The participating units brought up many importaspects in pediatric terminal nursing
care actions. In adequate nutrition and hydratiieitien periaate - - on, etté lapsi ottaa
suun kautta sen, minka pystyy ottaniafiranslation: the general principle - - is thaet
child takes orally that which s/he is capable ddfirtg]. Monitoring vital signs was seen
unnecessary, but is left for a physician to deciBesides, mittausarvojen sijaan
kuolevalta potilaalta tulee arvioida s&anndllisedtipua, levottomuutta, hengitysteiden
eritteitd, hengenahdistusta seka oksentelua ja pa&tia’ [translation: instead of
measurements the dying patient should constanthsbessed for pain, anxiety, secretions
in respiratory tract, shortness of breath and &dsovomiting and nausea]. Skin care and
frequent patient positioning with supportive pillews done with prevention in mind, as
well as maintaining normal hygiene. All in altofmenpiteiden sijaan hoitaminen muuttuu
lasnaoloksi, keskusteluksi ja kuunteltlsianslation: instead of nursing care actions the

care transforms into presence, conversation atehirgy].
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6.2 Supportive caring actions

In supportive caring actions and support for the family, grief was named asrthmber
one reason why support was needed from the nuvkasy felt like being responsible for
the child’s loved ones as a part of family-centecade. Nevertheless, it was seen vital
“valittaa tieto siita, etta - - lasta hoidetaan padila mahdollisella tavalla[translation: to
convey information that - - the child is taken cafan the best possible way]. This theme

is roughly divided intgpsychological supportandsocial support

The psychological support was the most prominent part of support mentioned,
underlining ‘aito lasnédolo ja valittdminen[translation: genuine presence and caring].
Listening to the child, holding the child in onglams and use of touch are seen as natural
actions when facing sorrow and trying to comfod thild.Use of touch and holding the
child in one’s arms are used when aiming to supthartchild in the dying process. Other
ways tosupport for the child also exist: one pediatric unit has a list of toy@lated books
available at the municipality’s central library;ethcan be borrowed to help discussing
about the situation with the child or siblings,torprovide the parents more information.
“Lapsen oma kasitys kuolemasta riippuu lapsen ‘adtéanslation: The child’'s
understanding about death depends on the child} el fapsi saa itse valita puhuuko
kuolemasta [translation: the child can him-/herself choo$éda talk about death or not].
"Vuorovaikutus- ja hoitosuhde antavat lapselle mdimden kéasitella tunteitadn
[translation: Interaction and caring relationshipypde the child an opportunity to deal
with feelings]. Enough room should be given to #rsing emotions. The participating
units also reminded that nurses need to be availltiie child wants to talk about death or
other distressing things.

However, grief was not seen only in the family memnsh also nursing staff admitted
having sorrow.Debriefing and discussions with colleagues are seen to laé pairts of
handling nurses’ mental well-being, belonging i@ psychological support Nurses
were encouraged to show own feelings, but remirtdech to maintairprofessionalism
when at presence of the family. According to thaipi@ating units, emotions are allowed
to be shown, but the nurse needs to be able toosughe family, and not the other way

around.
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The participating units also showed their worry wheending the family back to home
after the child’s death; can they survive there?aAgart ofsocial support many units
have a routine of writing sick leave to both of the&rents immediately after the child’s
death. Also medication helping the parents todaleep is prescribed in some health care
districts; some even provide few tablets from tmi’sl dispensary. What is more, one
pediatric unit allows the parents to take the chilcbrpse home;Kuolleen lapsen saa
vieda kotiin, pakko vain hauddtdtranslation: the dead child can be taken home,
compulsory is only to bury]. Nurses consider trhinding the parents about the possible
paperwork is part of their job, although actual helping wcisl workers’ and other

professionals’ job.

Many reminded to collect memories for the familgluding photos, foot and hand prints,
hair ringlet and so on; even though the parentshimigpt want them now, they might
change their minds after time pasd@sllecting the child’s personal things is also sasn
part of the post mortem care process, but alagpéen surutydén kannaltdtranslation:
necessary for mourning process]. One hospital hraftypgift bags for this purpose;
collecting them into regular trash bags is seearwfing and disrespecting for the deceased

and the family.

Some pediatric units confirm to have a routinecoitinuance of care after the child’'s
death also after the child's death; some even participatéhe child’s funerals if being
invited to. Many pediatric units call the parerite next day after the death and ask how
the night went. Some units send a card with theirdolences after few weeks of time.
Usually the professionals meet the parents aft2rmenths from the child’s death for
summarizing discussions about the child’s care. @ime is to find ‘perheelle sopiva
yhteydenpito kuoleman jalkéetranslation: a suitable way for contacting ttzemily after

the death]. All in all, bn osoitettu olevan erittain tarkedd, ettd vanhemrkayvat
tapaamassa hoitohenkilokuntaa, jotta saataisiirvisettyd kaikki hoitoon liittyvat mielta
painavat asidt [translation: it has been shown to be importdwat the parents go and meet
with the professionals, in order to clarify all ttiengs about the care that are distressing

the parents].
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6.3 Culturally competent care

Culturally competent care was only shortly described in the responses.nthm grouped
with both nursing care actions and culturally competent care, as narrated earlier in
chapter 6.1, but under the latter theme it canelvéewed in more detail. After alpost

mortem care is often a situation where one’s cultural tragisoand religious beliefs

appear. Therefore the theme can be dividedspézial wishesandpost mortem care.

Almost all of the participating units named listegito the family’sspecial wishess their
primary way to take into account cultural beliefelgractices in what comes to pediatric
terminal and post mortem care, not to mentionrisig to the child’ wishes. Health care
professionals listened and honogekcial wishedsf they were not contradicting the law.
Nurses also try to arrange reasonable requestevavacknowledging thausein toiveet
ovat pienid ja ne on helppo toteuttgéranslation: mostly the wishes are small andlgas
arranged]. Some wishes, likevn room, are already included into the care plan, and do
not require any additional effort from the nurs&he participating units underlined that
“uskonnollisten - - rituaalien tulisi olla lapsenrpeita tukevia, eika saisi aiheuttaa - -
lapselle rasitusta[translation: the religious - - rituals need te bupporting the child’'s
needs, and may not cause - - discomfort for thielchor the hospital or other patients. For
example, one central hospital has a quiet room evheryone can go to calm down, no
matter of the person’s religion or culture. Thermoig open night and day.

Talking about the possible culture-related wisimeadvance was mentioned to be vital; in
emergency situations respecting cultural beliefss vemly done if remembered, one
intensive care unit admitted. Units gladly inviteegts if the family wishes sqastoral

care is an important part of culturally competent cdrewever not usually being part of a
nurses’ job. Emergency baptism can however be paedd by a nurse, if a priest is not
available or not coming in time. Especially in imséve care units this is a rather common

situation.

Respecting the family’s routines, beliefs and aaltwishes is justified; the child feels safe
when the daily routines stay the same also in tdspital environment. The easiest ways to
honor special wishesmight include following the child’'s bedtime rouéis; ‘ennen
nukkumaanmenoa luetaan iltasatu tai iltarukbliganslation: a bedtime story or prayer is
read before going to bed], ohditaja voi ehdottaa esim. sairaalapastorin kaynj#

laulujen tai virsien veisaamistdtranslation: the nurse can suggest e.g. meaeiiitly the
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hospital’'s pastor and singing songs or hymns]. dhikel can also wish for special meals or

follow a specialiet.

Many participating units felt thgiost mortem carestarts by arranging and cleaning the
environment making it as beautiful as possible. @ibeeased child is still handled like a
living person; carefully and honorably. Some reddrto the golden rule “one should treat
others as one would like others to treat oneséltherwise the post mortem care procedure
was described similarly to the literature; the euh®s personal protective equipment on
and all recommended to ask parents to come andvigipthe ritual. Some used the

existing adult'sexitussets for older children, some used only partst&nd some had

created own sets for children. Those who take oateabies use so called white boxes,
which can be ordered to the hospital. The chilghseris taken care of like an adult corpse,
but some units have special tricks for child cosp$er example, if the mouth does not stay
closed, a pacifier can help to close it. The chilolvn clothesor the unit's clothes are

being used.

Many mentioned flowers as decorations on top of whete linen. In one university
hospital, a small bouquet can be picked up for frem the nearby florist when a child
patient has died. Others buy them in a normal nrawita the unit’'s funds. One pediatric
unit has a crocheted cross for Christian patiemtset put on top of the white linen and a
crocheted rose for patients with other religionsother unit uses children’s bed linen with
pretty patterns in it. Others use quiet music i lackground when performing the post
mortem care, and others light (rechargeable) can@lae unit has spotlights in one of their
room’s roof, imitating starry sky.Virsikirjan lopussa on ohje saattohetkeen sairaalan
kappelissa[translation: In the end of hymnal there is adgline for paying respects to the
deceased when arranged in the hospital’s chapetinaspediatric unit reminded.he
nurses should remember to enablaybs muiden sukulaisten osallistuminen hyvasti

jattoéon’ [translation: also the other relatives’ partidipa to the farewells].

Some pediatric units have own guidelines aboutgtediterminal and post mortem care
available either in the unit or in the health cdigrict. Almost all of those pediatric units
who have guidelines also have created an own posiem care set for children. On the
other hand, some acknowledged that they do not lamyepost mortem care sets for
children, and one unit admitted that they do notehany guidelines available about the
phenomenon. Participating units presume that krasis will most likely be useful to them,
but few pediatric units (belonging to the ones vaheady have their own guidelines and
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pediatric post mortem care sets) doubted if thiglystwill gain them more knowledge
about the topic. Others were more or less doulahdut gaining new information, but
eager to compare practicalities in different healihe districts. Additionally, although one
health care district refused from participationtioé¢ study, they announced to be waiting

for the study’s results with interest.

6.4 Characteristics of pediatric terminal care

Characteristics of pediatric terminal care are divided intadeologiesand practicalities.
Pediatric terminal care is described to have faodamily-centered care individualistic
care andholistic care in its ideological aspect. On the other hand, firalities are often
concentrating onmulti-professionalism, regular schooling and choosing the most
suitable caring environment Overall, the aim of pediatric terminal care caa b
summarized in one sentencd;apsella on oikeus olla elavad, kokeva ja tuntevpsia
loppuun asti [translation: The child has a right to be a ligjrexperiencing and sensing
child until the end].

The participating units sdamily-centered care as natural focus of the pediatric terminal
care. Howeverholistic care for the whole family as part of ideal pediatricnenal care
was nhot often mentioned separately from family-eesd care. Majority of the pediatric
units particularly mentioned the use of personakesl for each child and family, since
“hoidon jatkuvuus luo perheelle turvallisulitfagranslation: continuance of care provides
sense of safety for the family]. No other patiestteuld be on that nurse’s responsibility,
or at least it is strongly avoidefiny additional paperwork and such is left to waitilthe
crisis is overSome units told that the whole unit is taking cair¢he family and not just
one specific nurse, even though personal nursesnaiely used.Kindness and caring
shows in many ways in the health care districtspme university hospital’'s area some
places are not belonging to the same municipdlifiessystem as others are. If the family
lives in those areas, where the municipality dosspay for the home aid, the university
hospital pays the bill for the parents. Moreovke thild can wear own clothes, or use the
hospital clothing if preferred. The child’s life @med to continue as normally as possible,
one unit reminds, but in terminal care phase thkl ¢b usually already so tired that the

difference to the previous, more active life peri®ghown.
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In practice, some characteristics make the pedidagirminal care so special. Many
mentioned multi-professionalism and cooperation with for example pharmacists and
physiotherapists (even though not mentionmglti-professionalism) as one of the key
aspects in pediatrics. The participating units alsderlined the need for peaceful and calm
environment for pediatric terminal care and the ifgs participation to the care,
emphasizing home care. Visits are regularly madbedamily’s home if necessary, and in
one unit the family could have contacted the persbat any time of the day, even though
normally they would not have answered their phaméng night time.

The child and the family usually get an own roonheve ‘perheen ympéarivuorokautinen
lasnaold [translation: the family’s round-the-clock presef is possible. This was the aim
in almost all participating units. However, there aome units who cannot accommodate
parents in their small premises. Many offer magiessfor the parents to sleep on the floor,
because no extra beds are available. No matter, vahatlm environmenis aimed to
provide for the family to be in;tarkeatd tuolloin on muistaa, ettei enda ole kiire
mihink&an [translation: at that point it is important tornember, that there is no hurry

anymore].

The knowledge and skills in pediatric terminal care seen to be passed forward as tacit
knowledge Regular schoolingabout subject was seen beneficial, especially tatadtural
competence within pediatric terminal and post muortare. Usually only few people have
access to these schoolings from the pediatric ,uand are then supposed to share their
knowledge to the others. This is an area of exgeesiihich is thought to be mastered only
with time, after years of work experience. Howeweme feel that practical exercises with
a doll could help to feel more secure when perfagnpost mortem care to a deceased
baby.

7 Interpretation of findings

As discussed above, comfort care is practicablecaggp for pediatric terminal and post
mortem care, endeavoring for peaceful death. Cdndosupposed to be estimated in a
holistic manner, including physical, psycho-spaitisocial and environmental dimensions.
(Kolcaba, 1995, 288). In practice, the participgtimits demonstrated their understanding

of the importance of holistic and individualistiare in pediatrics by planning the care in
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the child’s terms, not the hospital’'s. Participgtimnits also thrived to give the child an
opportunity to live as normal life as possible ewerthe hospital settings, like Eho et al.
(2003, 13) recommended. Pediatric patients are geerarily as children, not terminally
ill patients, as Perkin et al. (2005, 10) undedineot forgetting the child’s need for

structured daily life.

Kolcaba (1994, 1183) sees comfort as a desiralileome of nursing care actions. So did
the participating units; no unnecessary care iedbuat alleviating the child’s suffering is
seen worth effort. Heikkinen et al. (2004, 21) eaghed the child’s right to die with
dignity in a safe environment, with adequate armafgand with presence of the family.
Participating units agreed that the best caregif@rshildren are the parents, and the best
environment for the care is almost always the &hiltbme, especially in terminal care
period. Family-centered care is in the center atif not forgetting the siblings. Pediatric
terminal care is provided by multi-professionalnbsaincluding variety of professions,
depending on the child’s needs and the health datict's resources. Beside from
encouraging to home care, the pediatric units acunaed on making the hospital
environment more home-like, for example by simmljdwing the same routines that the
child has at home. The family is allowed to chotbeecaring environment, and health care

districts explore different ways to support forsadamilies.

Nurses acknowledged that the child understand$ aedy according to the developmental
stage s/he is in, and that reaction to it can bg weividual. Literature reminded, that

children need to be included in their own care, shduld be given information according
to their age. (Kubler-Ross, 1976, 117). The paating units respected the parents’
wishes as supposed to, but also honored the chitdnghts. Balancing between these two
aspects was not apparently seen problematic, becauparticipating unit brought that up
in questionnaires. Maybe the focus is more on thdtsi point of view in this case, when

the child’s opinions are taken into account in ottypes of situations, for example when

discussing about nutrition.

It seems that pediatric terminal care in practisevery similar to that is described in
literature. It might be because of the earliestigteid palliative care guidelines; the best
type of care has been announced and availablentwishi nurses since 1985. (Hovi &
Sirkid, 2010, 3028). Presumably all nurses workiogvadays have therefore been taught
some aspects of pediatric terminal care, and tlvosemon routines and protocols are
therefore self-evident and maybe not considerdeseteomehow special characteristics for
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pediatric care. For example, is encouraging th&ldbi play or take a nap during the day
seen obvious parts of child’s life or parts of mogscare plan? The difference is sometimes
imperceptible. The same goes with overall nursiage actions; when there is not much
left to do to help the terminally ill patient, tliecus automatically goes into alleviating
suffering, making the life quality even a bit bettPerhaps due to the human’s long-
standing experience about dying, these aspectpam®sed with not much thought put in
them; this is how we are supposed to do when apessdying, even common sense tells
us to. Nevertheless, it does not mean that thesbarabvious aspects and routines should
not be mentioned separately in studies. This niightne reason why some pediatric units
did not mention by a word that they supported fgroéntered care, or that the care is
provided by multi-professional teams; are thes€add’ routines in pediatric care, that
they are taken for granted?

With no doubt, pediatric units see memories as maob parts of a mourning process and
healing. Taking pictures of the child was namedé¢othe most used way to save these
memories, but also crafts like handprints were meetd many times. This is yet another
typical characteristic of pediatric terminal casedetail that is not used in for example
geriatrics. Collecting the personal belongings lvé tleceased and giving them to the
mourning family is a natural thing to do in any gomment, but seeing the collected item
(for example pacifier or favorite toy) as rememlzeanf the child is more characteristic to

pediatric care.

Cultural competence in pediatric care is nowadayert more and more into account due
to multiculturalism. Religious beliefs are typigaBeen as something personal that is not
shared with other people. As the patient group®imecmore heterogeneous, also cultural
and religious aspects in nursing care are broughtt@ discussion. When in the past
“taking religious factors into consideration in egrlans” could have meant a visit by a
priest on Sundays, nowadays it might mean morestiolapproach to the patient’'s care.
For example, many pediatric units announced tregt llave a (Christian) Bible in the book
shelf, if someone would like to read it, but noa@gghe same about Quran or Torah. The
participating units also suggested lighting a candED or regular candle depending on
the unit’s policies) into the room, but this canveey offending for Muslims or atheists,
who might see that kind of religious symbols defamg depending on the individual
opinions. (Laukkanen, 2001).
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Simply asking about the family’s wishes provides best information about that particular
family. This is already used when asking about dady rhythms, the child’s favorite
meals, medicinal needs and so on, but can easigxpanded to reveal religious beliefs
and cultural behaviors. After all, the family memb¢hemselves are the experts in what
comes to their own traditions. Collisions might wcd professionals do not have basic
knowledge about most common differences and spéealres, as Laukkanen (2001)
mentioned. Fortunately pediatric care is nowadaygsiging on the family-centered care,
which makes the broadening of attention into caltaspects easier, as the foundation for
individual care already exists. Moreover, the peitiaunits already have free visiting
hours; it would not take much effort to officialjkpand them to concern also the relatives,
and not just the closest family members, as irfihae the perception of a family will be
different for everyone.

Post mortem care is a situation where culturaliticags are clearly visible. (Hanninen,
2006a, 21). Most of the participating units saidttthey do not have any special post
mortem care sets in use, mainly because there senhaade for children. Adult’'s post
mortem care sets were used partially, or not aMahy mentioned white boxes, which are
used for deceased babies. Apart from the equipnneed, hesitation arose in what came
into clothing; sometimes the child’s own clotheg @&ncouraged to be used, but some
doubt that the clothes will disappear along the Wagn possible autopsy to the funerals.
Some use the unit’s clothing, usually white in c¢ddat also pretty and colorful children’s
clothing is used, and some let the parents degidavorite toy or pacifier can be put onto
the child’s chest together with flowers. These iroeg varied a lot between pediatric units,
especially in details. The one to perform post erricare varied also within health care
districts and pediatric units; usually the parearts allowed to participate, but sometimes it
Is not possible, depending on the unit type, ovgnamises or the fact that the child’'s
corpse might be injured; seeing a possibly mutlaterpse might not help the parents in
mourning process, and some parents do not wanedoits either. Nevertheless, some
hospitals have special rooms for the purpose, anteshospitals recommend using any
peaceful room that is available. Privacy and caksngas appreciated and cherished by
every pediatric unit.

Supporting the mourning family shows another charastic of pediatric care; the terminal
care period does not end in the child’s death,hencdontrary it includes support for the
parents and the family also after the child’s dd#tiibler-Ross, 1976, 122; Ivanoff et al.,

2001, 298). The family-centered care is part ofsticl pediatric care, and it includes the
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time after the child’'s death. Some participatingtauriook this into consideration by
sending their condolences after a month has passetk participate in the funerals and
some can only arrange a meeting with the paretgs affew months. Here we can see the
differences between health care districts; somentdyp the actions which are considered to
be necessary, such as the final meeting with thenpg and some use resources to support
the family also in more creative ways. Each peutiatmit should investigate their
possibilities and willingness to support for the urmmong family in different ways,
continuing the individual care until the very endtlee caring relationship. For example,
one unit calls to the parents six months afterdibgth and simply asks how they are doing.
The phone call may sound as a tiny thing to do, ibmtay have a huge effect to the
family's memories. As we know, the time phase atbuhe child’'s death is best
remembered by the parents; all the gestures, samiésnost importantly words stick in the
parents minds for the rest of their lives. Therefattention should be paid also to the small
details, and determine what kind of image the gadianit wants to give to the family

during these hard times.

Similarity of recommendations about pediatric terahicare in literature showed well in
this thesis, as many different writers from differalecades say almost exactly same
things. The same happened with the participatingsuall health care districts provide
similar pediatric terminal care, varying only intaiés. Not only are they similar with each
other, the similarity is also seen between theditee’s recommendations and the pediatric
terminal care provided in practice. This indicatest pediatric terminal care in Finland is
congruent, competent and follows the publishedrmenendations. Deliberately or not, the
main aspects of pediatric terminal care are obthibg the pediatric units just as the
literature says they should. Regular schooling abmitopic may be praised, as during the
last years more attention is put to the phenomebah,this common trend of holistic
pediatric care has its roots in deeper than thia¢. rBason might be the tacit knowledge
progressing from the most experienced nurses ifiglte passing the best instructions to
younger generations and therefore influencing tlteelem care recommendations. The
instructions and recommendations might be imprdirad to time when scientific research
validates the old know-how, but they can never lt@eraatically used as care plans; they
are missing the individualistic touch nurses nemcmbrace in their work. This is the
stumbling block that every guideline meets; beingversal while focusing on individuals

is indecisive battle.
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8 Critical examination

For examining the quality of this thesis Lincolnda@uba’s framework for quality criteria
from 1985 is used. (Polit & Beck, 2012, 584). Twmstthiness overall is built from
credibility, transferability, dependability, confiability and authenticity (Polit & Beck,
2012, 175, 584), each one of them supporting theraspects in reliability. The aim of
this study was to find out how pediatric terminatecand post mortem care for up to 12-
year-old children in Finland is performed. Inforimoat was collected from participating
health care districts and their pediatric units &yquestionnaire. To have these
questionnaires’ answers to be reliable and abbetoompared to the literature, objectivity
was required from the participating units; that fmediatric unit would give the same
answer about their current care practices evemniesother professional from the unit
would have answered the questions. Own subjeatidggments were asked to be left out,
as Polit and Beck (2012, 191) guide about objdagtiwhich leads to confirmability or the
study. Credibility and reliability are ensured bsing several references, which are from
different decades with still consistent informatidrhe participating units’ answers from
the health care districts were also similar andsstent to the literature and the opposite,
supporting the reliability of information gained darwitnessing against researcher’s

interpretations or bias.

Objectivity in the participating units’ answers agxhmining numerous books, articles and
other reliable sources were aiming towards traabiéty; that these care practices can be
transferred also into other settings. (Polit & Be2R12, 180). Qualitative studies do not
typically aim to generalizability (Polit & Beck, 2@, 180) because it requires extrapolation
which is not reasoned in qualitative studies whhbegr findings are never free from their

context. (Polit & Beck, 2012, 524). However, thisrgcular study does also have

characteristics of analytic generalization, wheneihgs from particulars are strived to be
generalized into a broader theory. (Polit & Beckl12, 525). Almost all health care

districts did participate in the study, many ofrtheent answers from different pediatric
units and therefore the results of the survey epeesenting the current pediatric terminal
and post mortem care practices in Finland. The arswo also serve as a qualitative
sample being generalized into a theory about a ghenon, being strengthened by
maximum variation sampling. No matter what word wee, the results represent general

practices throughout the country.
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Moreover, hand-picking the participants can edsiad to unwitting bias (O Leary, 2010,
168), meaning only choosing participants who arevkm to support the hypothesis.
However, in this study this was avoided by selgctiomerous participating units to ensure
that the variety of answers would be as high assiptess This means that all the
participating units were as different from eacheoths possible in this narrow field. By
choosing only few representatives the chancesiridinfg the specific information sought
with this study increased, as contacting profesd®owho do not provide care for these
patients would not give applicable answers. Thishime is called sample selection, as this
sample is broad enough to be a representativeg langugh to be analyzed and small
enough to be managed. (O'Leary, 2010, 162). Thispbag type suited well for this
thesis, and openly narrating about the methodeenname of transparency increases the
level of credibility.

The reference literature is comprehensive, congrumnd using sources from recently
published books to few-decades-old theories. Evewugh some literature may be

questioned due to the publishing year, the infolomain them is not outdated. The books
and articles are classics in their area of experti€ibler-Ross, 1987; Kolcaba, 1994;
Kaypa hoito 2012), and used as references in furdsearches about the topics. Newer
publications also agree with the older literatutedy points; especially in terminal care the
guidelines have been quite the same for decadesnilitiplicity of textbooks, although

from different times, and similarity in their conts establish the reliability of the study.

Offering the thesis to be used in different pediatmits across Finland creates certain
expectations to the work; only properly performeudl avould be taken seriously in the

health care districts. Therefore every action t&enhe study reliable was aimed to make.
Fear of sample quality being jeopardized by smathgling was noted, but according to
Polit and Beck (2012, 515) small, non-random sam@es often used in qualitative

studies, as they are aiming to different resulés tQuantitative studies. The sample quality
was therefore not seen as jeopardized, and using-iaking strategy was acceptable
under these circumstances. Using methods provithegbest possible results without

letting the scientific research process suffer e tprocess was well accomplished.
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9 Discussion

The aim of this study was to disclose the curreattices in pediatric terminal care and
post mortem care for up to 12-year-old childrerrinland; including narration about how
nursing professionals can support and care forctiiel and the family in culturally
competent way in variety of different nursing eoviments. The intention was to clarify
what nurses need to think, ask and observe whaemgcfar a child in terminal care. Focus
was also on determining how nurses can take intouat different cultures and religions
while giving this care, because beliefs will with question affect the child and the family.
The study examined how literature describes themgpractice guidelines that should be
used in children’s terminal and post mortem care laow the pediatric units really take
care of these children in real life situations. Tdeal was to create comprehensive and
public recommendations for nursing care actionspédiatric terminal care and post
mortem care to be used in Finnish pediatric cargs,ubecause there seems to be no
profound general guidelines available about théctofhe research questions for this thesis

were:

1. What nursing actions are included in pediatric teahcare and why?

2. How do nurses in pediatric terminal care suppatdiing child and his/her
family?

3. What do nurses need to acknowledge when givingiaily competent care

in pediatric terminal care?

The research questions in this thesis examinecelgiabe present status on pediatric
terminal and post mortem care in Finland. The fosas on what kind of nursing care

actions are included to the pediatric terminal @areé why, how can nurses support for the
dying child and his/her family but also what thesas need to acknowledge when aiming
for culturally competent pediatric terminal and fposrtem care. A whole phenomenon
was inspected. The study provided an answer fdr esgearch question. On the downside,
all the different aspects and details in the pediatnits’ terminal care plans cannot be
seen when summarizing the results into a guidelihdortunately also the length of the

thesis set some limits to the examining of the ltesit was not suitable to present all the
differences, all the smallest details and all theegience and knowledge the participating

units have in a thesis.
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The weakness in the results was the fact thatrieeers were so similar to each other and
to the literature; it of course makes the reseatsheork easier, but does not really bring
up something new about the topic. However, nowhalldifferent, particular caring actions
and know-hows that are the some pediatric unitecity are now spread to everyone.
Hearing hints and different protocols from otherallte care districts is likely to be
interesting for the participating units, as comgaini in methods to give care is not usually
done as extensively. It sets wonderful possibditie brainstorming and improvements.
This thesis will hopefully inspire the professiom&b improve the nursing care provided in
future and to modify the current protocols abow thpic (as already known, some units
have already made their own guidelines about peclisgrminal and post mortem care).
Developmental processes continue in the backgroamding to elaborate the current
protocols.

The pediatric terminal care in practice is simtlahow it's presented at literature; know-
how and tacit knowledge goes hand in hand withatttieles, study books and guidelines.
Does this imply, that the care provided is adaptethe literature’s recommendations or
that the literature is actually just narrating tharacteristics of the pediatric terminal care
given in the field, without any proofs to be ewvide-based practice? Or does it mean that
the health care professionals are caring for thmilyawith common sense; are the
characteristics of pediatric terminal so prediaalthat the adequate care is given naturally
without deeper thinking? | wonder, does a nurseaacbrding to the thought of “this
method is recommended in the literature” or “thistinod is proven to be good by the
senior nurses”, or which thought comes first? Iiftla¢ experts say the same, does it mean
that the public opinion is scientifically proofedde main thing of course is that we use
evidence-based practices in nursing sciences. Ulilgng field has an eagerness to create
different recommendations that are easy to follauning to help nurses at their work.
Sense of security after following orders is onaghibut also the feeling that the nurse has
done “everything needed” is a major part of thesoea why these guidelines are used.
Helpful tools are generally accepted, and so afferdnt check-lists in other areas. They

also help new nurses to master their profession.

Nurses are constantly studying and refreshing theimory about diseases, medicines and
operations; pediatric terminal care does not diffem them one bit. Therefore, care for
terminally ill children can be given in differene&lth care districts, in every pediatric unit
there is; there is no need for centralizing the ¢gato some special are@sother question

is that when the focus in pediatric terminal caremihome care, can the municipalities and
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health care districts provide it to the familied®eTsupport measures that they offer differ
significantly, depending where the family lives @ndvhich health care district the child is

taken care of. This makes the families in unequoaltns; the distance from the family’s

home to the hospital should not affect to the care should it force the families move

from their home. The municipalities should not decthe forms of support, the hospital
should. Now, two families can receive a whole kofdlifferent supportive actions when

their child is dying, the only difference betwedrem being the fact that they live in

different municipalities, although just as far freéhe hospital.

There are differences also in the nurses’ jobsaas provided in multi-professional teams
set limits to where each profession focuses on.s@lurare taught to see the patients
holistically, including all the aspects of a pers@hysical, mental, social, emotional,
spiritual and environmental). Many of these collisdth the specialties of other
professions in the team; physiotherapist focusephysical part, priest or other religious
mentor on the spiritual issues, psychologist with mental resources and so on. What is
left for the nurse is maybe controlling and sutegite of the patient’s care. If some of the
aspects are not taken care of, the nurse’s redpliysis to work with that. If some other
professional is already covering one need, theenun@inly observes and evaluates if more
actions are needed. In pediatric terminal cars @n every single nurse’s conscience that
the recommendations are followed and the bestmassible is given to the child. The care
is already greatly affected by the type of waris ibffered in. Still, family-centered care is
in focus in almost every pediatric unit, even iteirsive care units, where it is usually not
considered to be the most important aspect in #re.dHurry and possible emergency
situations tend to take attention away from hdlistiaring and support, which is
understandable. The nature of an intensive careisudifferent from a regular ward, as it
should be, and therefore also the ideologies betnaccare differ. On the other hand, in
different types of caring environments providingmfly-centered care by multi-
professional teams seems to be considered self@vid pediatric units; so obvious that it

might not even be separately mentioned.

Other thing that affects to the pediatric terminate is that not all pediatric units have
many of terminally ill children in a year. As und&andable, this can effect to the nurses’
skills and knowledge about the topic; if a nurssuseitates a patient many times a week
versus once in five years, it certainly affectstie nurse’s skills in resuscitation. Same
happens with pediatric terminal care; nurses cahawée as good knowledge and skills if

they do not care for these children as those whib eeery day. It is only understandable!
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Not everything in nursing can be learned from éitare, some things you must do by hand
yourself. However, new nurses are not usually béwegpersonal nurses for these children
due to required level of experience. Interestinghat new nurses should somehow gain
the experience without taking care of these cales; can a nurse learn these highly
important things without any practice? When does ribw nurse become skilled? | see
high contradiction in the requirements, as everyisngorking with their own personality;
if under guidance from fellow nurses, how can newsas care for these children
“wrong”? Jokes are made from the superiors in thesing field who have not actually
worked in the field, but are still able to guiddets. Are we going to the same direction
when not letting the new nurses take care of thds&ren? | advise for careful
observation of contradiction. However, how can asrgain experience without making
the family suffer from unexperienced care? Workingsenior-junior nurse pairs could

solve this problem without causing ethical dilemmas

After the child’s death, the length of support stedtmined by the family’s needs and
wishes but also by the pediatric unit’s policied a@sources. Recommendations talk about
1-2 months, some even about six months, and soghatpe units may struggle to have
resources for even one month. All this makes ifiaift for the nurse to maintain
professionalism and on the other hand care forfénaly in a way they want. Some
emphatic nurses after a long therapeutic relatipnafith the family cannot say farewells
to the family immediately after the child’s dea#md does not even make sense. But for
the longer the relationship continues, the hardisrto end. After the final official meeting
with the parents the hospital ends the interactiot,can a nurse who has become friends
with the family do that? It requires mental strémgbaturally, but can the work place
determine what relationships nurses have on the& fime? No matter what, the type of
relationship changes into friendship where evenyypa equal to each other, without any
protection of privacy from being a professional.pPeding on the person, this might be
even a wanted result; now s/he can be an actwaidfrwithout the limitations set by the

workplace.

Can the nurse’s own belief and cultural traditiaffect to the care provided? Yes. Can the
nurse wittingly work towards cultural competencel ajive the family a chance to break
the traditions and perform them in their own way® Ahe nurses really culturally
competent if they wonder and question the famibetiefs? Nurses, too, are just humans,
and sometimes differences and special wishes ae a& extra effort, affecting to the

nurses’ attitudes towards the families (althoughses should always, always keep their
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professionality). Education can ease the colliddietween Western medicine and cultural
traditions, as might simple conversation; motivgtand reasoning the wishes make them
seem more understandable than just demanding engfdr treatment. The only tool
against ignorance is education. We all know thas ikasier to respect someone actions
when we know the reason behind it. On the othedhauarse’s task is not to be an expert
in what comes to cultures, it is just additionalyvia respect individuality. Nurse is not a
spokesman for different religions, but is only thatient’'s guardian in what comes to
making the patient’'s wishes come true. To be thetrdjan, some basic knowledge is
required about different cultures, but there isneed for higher education about the topic,

unless of course if the nurse is interested in it.

The person’s responsibility of own life covers sométural wishes. The health care
districts’ purpose is not to offer different cultilly competent services, but to show a place
where the family can arrange wished services.nbisexpedient for the hospital to provide
shrouds or religious items. Being culturally persiie on the other hand is what we are
aiming for, but no more. Of course equality is fieggi nurses cannot say they are
culturally permissive if they only do that when tpatient is Christian. In my opinion, if
the hospital has a Bible they should also have eiQuo be really culturally competent
and permissive. To be permissive to some, andergot to some, shows only the person’s

immature and ignorance.

A child’s death does not have to be a taboo, amhsfic research is required also in this
area of nursing. In future studies, researcherddctmcus on developing official Kaypa
hoito recommendations or other official nationwmgl@deline for pediatric terminal care.
Improving our work is the only way to get betteritatand as a saying in nursing says,
“hoitaja ei ole koskaan valmiifiranslation: a nurse will never be finished (wlearning)].
Therefore recommendations should neither be figishat constantly updated. This thesis
examined pediatric terminal and post mortem careadiy. Future studies could
concentrate on particular areas mentioned in thysct analgesia for children, cultural
competence in post mortem care procedures with pbesmof religions or supportive
actions that should be offered to every mourninmilfia after loss of a child. The
opportunities are endless. Also comparison to thdts can be done: how does pediatric
terminal care differ from the care adults get? Hiwes the pediatric post mortem care
differ from the adult’'s? Or should the guidelinesant for adults be updated and changed
to concentrate on similar things that pediatricsufy multi-professionalism that is truly

visible in the person’s final moments, supportirgnily-centered care and home-like
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environment, respecting individualism and suppgrtihe patient’'s personality until the
end? And even investigating how does the holistre show with adult patients. There are

many questions yet to be answered.

Further interest could also be guided into develepnof pediatric post mortem care sets.
Nowadays there is only one set available, for aduwihich does not serve all cases. We
have other equipment adjusted for the childrenryking from beds and clothes to
smaller masks and intravenous cannulas, but norpogem care set for children. Some
pediatric units have solved this problem by creptmvn sets for children. It shows that
there is an actual need for the sets, althoughimthe same way like adults’ sets are
needed. Some differences are required, thoughhiotptfor children’s corpses is not
maybe needed, as the parents might want to dresshild in own clothes. Choosing the
child’s clothing is an important part of the fardlseand no parents will want their child to
be treated “as anyone else”. White clothing cowddatailable in the units just in case, but

maybe not in the sets.

In the future, pediatric terminal care will hopéyube even more carefully and holistically
performed, with greater multicultural understandargl experience. Inspiring the nursing
professionals to critically observe their own astiand improving their quality of nursing
care is the best thing that a thesis can do. Eustudies about the topic are expected with
great interest.

10 Conclusion

Pediatric terminal care is all about quality oélifi the terminally ill child’s final days. The
child’s family is closely attached to the care, ahd caring environment is often the
child’s home. Nursing professionals’ work is highdgtermined by the child’s and the
family’'s needs and wishes. This mentally challeggjob is not for everyone; only
experience will make a person become better ahdaai dying child and comforting the
mourning family. This thesis aimed to clarify diféat aspects of pediatric terminal and
post mortem care, and provides recommendationpddratric terminal care and post
mortem care (Appendix 4) for the use of profesdmmapediatric units all across Finland.
The study found out that the recommendations @ndture and the current caring methods

in practice are very similar, but that both canegadditional suggestions to one another,
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aiming to increase the amount of ideas and tooksetased when caring for these children.
Awareness of cultural collisions in terminal carasvalso increased, as time of death is one
of the rare moments where the person’s own beliafg become visible. Verification for
the caring methods now used in the field was obthinindicating that nursing
professionals truly strive towards good qualitypediatrics but especially in pediatric

terminal and post mortem care.
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LUPAHAKEMUS

Allekirj oittanut pyytii ystavillisesti lupaa suorittaa opinnivtetydn aineiston kerdiminen
Teidin tydyhteissnne avustuksella. Opiskelen englanninkielisessi Nursing-
koulutusohjelmassa Yrkeshogskolan Nowviassa Vaasassa ja tulen valmistumaan
sairaanhoitajaks joulukuussa 2015. Opmniytetyd (15 op) on osa sawaanhoitajan
koulutustars ja sen atheena on pediatrinen teminaalihoito ja lapsivainajan hoito rajaten
lapseniin 12 ikivuoteen asti. Opinnaytetyon ohjaajinatoimivat Ann-Helén Sandvik seki
Anita Stihl-Levon. Athevalintani pohjautuu yleisten toimintamallien puutteeseen
pediatnisessa terminaabhoidossa; tilld hetkelld yleisessd kivtossd on vain Kiypi hoito -
suositus kuolevan potilaan oireiden hoidosta, joka valitettavasti keskittyy lahinni
atkuispotilaisun etki ota huomioon lapsipotilaiden entyistarpeita. Tarkastelenkin
opinniytetydssini lapsipotilaiden terminaalihoidon nykytilaa Suomessa.

Tarkoituksenani on tehdi kysdytutlimus sihképostin vilityksdld, johon saa vastata kuka
tahansa sosiaali- ja terveysalan ammattilainen, joka on hoitanut'hoitaa/voisi teonassa
hoitaa terminaalihoitovatheessa olevia lapsia. Kysely koskee vksikon toimintatapoja ja -
malleja lapsipotilaan terminaalihoidosta seki lapsivainajan hoidosta. Vastaus annetaan
tyoyhteisonyhtesenijasitd edustavana, vaikka vastaaja voikin olla yksittimen henkils.
Alkeeri on analysoida ja vertailla en tydyhteisdjen toimintatapoja sekid koostaa
vhtenimen toimintamall kivttien apuna kyseisid vastauksia seki kinallisuutta. Valmis
opinniytetyd tulee olemaan nihtivilli ammattikorkeakoulujen opinniytetdiden
tietokannassa Theseuksessa (www.theseus. fi) loppuvuodesta 2015.

Haluaisin saada aineistoni kerattya hemikuun loppuun mennessi, jos se vain on Teidin
puolestanne mahdollista. Vastausatkaa voidaan pidentii kesilomien ja muiden
yhtsepaisemittémien syiden takia. Vastaaminen on tiysin vapaaehtoista ja sitid voi
perdintyi koska tahansa, ilman syyn ilmoittamista. Vastauksia tullaan kisittelemiin
nimettdming, eiki yksittdisen tydyhteisdn vastauksia voida tunnistaa. Lihetin enllisen
muistutuksen kyselystd noin vikkko ennen hemnikuun loppua. Kyselyyn voi vastata
lihettimailld litteeni olevan kyselyn seki suostumuslomakkeen sihképostilla kirjeeni
johonkin alleolevaan osoitteeseen. Jos Teilli on kysyttivii atheesta, pyvdin ottamaan
rohkeasti yhteytti allekirjoittaneeseen tai opinniytetyén ohjaajaani.

Ystivilisin terveisin,

Ann-Helén Sandvik (ohjaava opettaja)
Yrkeshégskolan Novia

Lutteet: kysely
suostumuslomake
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KYSELYLOMAKE

TRLEEMOGICDLAN

Allekijoittanut pyytid ystivilhsest lupaa suonttaa opmniytetydn ameiston
keriimmen Teidin tyoyhteisdnne avustuksella. Opiskelen englanninkielisessi
Nursing-koulutusohjelmassa Yrkeshdgskolan Nowviassa Vaasassa ja tulen
valmistumaan sairaanhoitajaksi joulukuussa 2015. Tima yhteydenottoni koskee
opintothini kuuluvaa opmnaytetydn suonttamista, joka kasittaa 15 opintopistetta.
Opinniytetyéri atheema on pedatrinen teminaalihoito ja lapsivainajan hoito rajaten
lapseniin 12 ikdvuoteen asti. Opinnaytetyoni ohjaajina toimivat Ann-Helén Sandvik
seki Anita Stihl-Levon Athevalintani pohjautuuyleisten toimintamallien puutte eseen
pediatnsessa terminaabhoidossa; tilld hetkelld yleisessa kiytdssd on vain Kiypihoto
- suositus kuolevanpotilaan oireiden hoidosta, joka valitettavasti keskittyy lihinni
atkuispotilaisin eikd ota huomioon lapsipotilaiden entyistarpeita. Tarkastelenkin
omassa opinnaytetydssini lapsipotilaiden terminaabhoidon nykytilaa Suomessa.

Tarkoituksenani on tehdi kysdytuthimus sihkopostin vilityksdli, johon saa vastata
kuka tahansa sosiaali- ja terveysalan ammattilainen, joka on hoitanut‘hoitaa/voisi
teoniassa hoitaa terminaabhoitovaiheessa olevia lapsia. Kysely koskee yksikon
toimintatapoja ja —malleja lapsipotilaan terminaalihoidosta seki lapsivainajan
hoidosta. Vastaus ametaan ty dyhteisén yhteisend ja sitd edustavana, vaikka vastaaja
voikin olla yksittiinen henkilo. Aikeeni on analysoida ja vertailla en tydyhteisojen
toimintatapoja sekd koostaa yhteniinen toimintamalh kayttien apuna kyseisid
vastauksia sekd kipalhsuutta. Valmis opinniytetyém tulee olemaan nihtavilla
ammattikorkeakoulujen  opmnidytetdiden  tietokannassa Theseuksessa
(www.theseus.fi) loppuvuodesta 2015,

Pyydinkin Teitd kiyttimiinaikaaja vastaamaan kyselyyn, jostunnette kuuluvanne
kohdervhmiin Vastaaminen on tiysin vapaaehtoista ja suti voi perdintyi koska
tahansa ilmansyynilmoittamista. Vastauksia tullaan kisittedemian nimettomini, eki
yksittdisen tySyhteisdnvastauksia voida turmistaa. Haluaisin saada aineistonkerittyi
heindkuun loppun memessi, jos se on vain suinkin Teidin puolestarme mahdolhista.
Vastausaikaa voidam kuitenkin tarvittaessa pidentii esim. kesilomientakia. Lihetin
enlbisen muistutuksenkyselystinom vitkko ennen hemikuun loppua. Kyselyyn voi
vastata lihettimilli Intteenid olevan kyselyn sekd suostumuslomakkeen
sihkopostilla/kirjeeni johonkin alleolevaan osoitteeseen. Jos Teilld on kysyttavai
atheesta, pyydan ottamaa rohkeasti yhteyttd allekinoittaneeseen tai opmnaytetyon

ohjaajaam.
Ystavillisin terveisin,

Ann-Helén Sandvik
‘ukeshégskolan Novia Yikeshdgskolan Novia
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YAKESHOOSNOLAN

Hyvi vastaaja!

Ole hyvi javastaamahdolhisimmanmoneen kysymykseen Vastaukset saa kijoittaa joko
tietokonedla taikasin enlhiselle papenlle. Vastaus saaolla kuinka pitki tai lyhyt tahansa,
muttatoivonmiti kohtehaimmin kattavia seki kuvailevia vastauksia. Kiytithin myés
selkedi kisialaa Oheen saalnttii kuvia, toimintamalleja seki muita kaytéssinne olevia
ohjeistuksia, jos haluat. Lapsella tissi kyselyssi tarkoitetaan 0-12-vuotiasta ja
terminaahhoidolla lapsen viimeisii elinviikkoja/-pdivii.

1. Miinttele ensin tydyksikkénne (valitse kaikki sopivat vaihtoehdot).
a) [Jjulkinen sektori [Jyksityinen sektori [Jkolmas sektoni
b) O yhopistosaraala [0 keskussairaala (3 aluesairaala O terveyskeskus

[ hoitokoti Omuu;
¢) [Jteho-osasto  [Ovuodeosasto  [Jpoliklinikka [ kotisairaala
O muy;

2. Kuinka usein hoidatte tenminaalhoidossa olevaalasta? Ketki hoitavat hini; kaikki vai
vain osa henkildkunnasta? Kemrottehan myés ammattinimikkeet.

3. Miten lapsen terminaalihoito toteutetaan vksikdssinne? Miti lapsen terminaalihoito
teille tarkoittaa? Kertokaa toimintamalleistanne.

4. Miten yksikkénne huomioi perheen uskontoon seki kulttuunin littyvit toiveet?

5. Miten hoidatte lapsivainajan? Kiytitteko valmista (aikuisten) exitus-settia? Onko
vksikdllinne omia tapoja'traditioita? Kuka hoitaa vainajan laiton; saako perhe osallistua?

6. Koetteko tarvitsevanne hisikoulutusta tai —ohjeistusta lapsen terminaalihoidosta tai

lapsivainajan laitosta? Jos kylld, minkilaista? Oletteko jo saaneet koulutusta aiheesta?
Voisiko tistd opinnaytetydsti olla hydtya vksikollenne?

Meilti saa tarvittaessa kysyi hisitietoja yksikkdmme toimintatavoista:
Ei O kyns Opun.

Kutos vastauksistanne!
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PRKESHOGE AN SUOSTUMUSLOMAKE

Pyydin mitd ystavilisimmin Teitd osallistumaan opinniytetyémi ameiston
keriimiseen vastaamalla ohessa olevaan kyselyyn. Opinniytetyd (15 op) on osa
sairaanhoitajan koulutustani ja atheenam on pediatnnen terminaabhoito ja
lapsivainajan hoito rajatenlapseniin 12 ikdvuoteen asti. Opinnaytetyéni ohjaajina
toimivat Ann-Helén Sandvik seki Anita Stihl-Levon. Alkeeni on analysoida ja
vertailla en tydyhteisdjentoimintatapojalapsen terminaabhoidossa ja lapm ainajan
hoidossa sekikoostaa yhteniinentounmntamalli pediatnisille hoitoyksikaulle kayttien
apuna kyseisnia vastauksia seki kinallisuutta. Athevalintani po!’gam }lmteu
toimintamallien puutteeseenpediatrisessa terminaalihoidossa; tilli hetkelld yleisessi
kiytdssd on vain Kiypi hoito - suositus kuolevan potilaan oireiden hoidosta, joka
valitettavasti keskittyy lihinni aikuispotilaisiin eiki ota huomioon lapsipotilaiden
entyistarpeita. Tarkastelenkin opmniytetydssani lapsipotilaiden termnaakhoidon
nvkytilaa Suomessa. Pyytiisinkin nutd néynmmin Teitd kiyttimiin aikaa ja
vastaamaan kyselyyni, jos tunnette kuuluvanne kohderyhmiini.

Kyselytutkimus tehdiin sihkopostin/kirj een vilitykselld, ja sithen saa vastata kuka
tahansa sosiaali-ja terveysalan ammattlainen joka on hoitamithoitaa voisi teoriassa
hoitaa terminaalihoitovaiheessa olevia lapsia. Kysely koskee yksikdn toimintatapoja
ja-malleja lapsipotilaan terminaabhoidosta seka lapsivainajan hoidosta. Vastaus
annetaan tyoyhteison vhteiseni ja sitd edustavana, vaikka kirjoittaja voikin olla
vksittinen herkils. Vastaammmenontiysin vapaashtoistaja sutd voiperdintyi koska
tahansa ilmansyynilmoittamista. Vastauksia tullaan kisittdemiin nimettdming, eka
vksittdisen tydyhteisdnvastauksia voida tumnistaa. Kyselyyn voi vastatalihettamalla
Intteeni olevankyselynseki suostumuslomakkeen sahkopostilla kirjeena johonkin
alleolevaan osoitteeseen. Vastausaikaa on heinikuun loppuun asti. Vastausaikaa
on kuitenkin mahdollista pidentii kesilomien ja muiden ympanpiisemittdmien
esteidentakia Joshaluatte kysyilisii atheesta, pyydin ottamaan rohkeasti yhteytta
allekirjoittaneeseen tai opinnaytetydn ohjaajaani.

Julia Kallinki Ann-Helén Sandvik (ohjaava opettaja)
Yikeshogskolan Novia Yikeshégskolan Novia

Suostun yksikkéni puolesta vastaamaan vili mamittuun kyselyyn, jossa tarkastellaan
vksikkomme kiyttimailapsenterminaaihoidonsekilapsivainajanhoidontoimintamalleja.
Olen tietoinen opinniytetydstd, sen tarkoituksesta ja tavoitteista. Vastaan kyselyyn
vapaaehtoisesti, ja minulla on milloin tahansa mahdollisuus keskeyttid vastaaminen
syytd tartkemmin ilmoittamatta.

Paivays Kyselyyn vastaajanalleki) oitus
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Terminaalihoito

Yleista

Pediatrisella terminaalihoidolla tarkoitetaan lapseéimeisia elinviikkoja ja —péaivia. Se
eroaa kestoltaan saattohoidosta, joka voi kest&itaukuukausia. Terminaalihoidossa
perheen tukipalvelut ovat olleet jo jonkin aikagdissa ja mahdollinen apuvalineistd on
hankittuna. Perhe on saanut jo kasitella ajatagptsen kuolemasta ja luopumisprosessi on
alkanut. Lapsen aktiivisuus on vahentynyt, eikd kghksa en&& samalla tavalla kuin

aikaisemmin.

Pediatrisen terminaalihoidon periaatteet

Pediatrisella terminaalihoidolla on muutamia esgpyirteitd, jotka erottavat sen aikuisten
terminaalihoidosta. Lapsi on lapsi loppuun saakjea,hdnen maailmaansa kuuluu
olennaisesti leikkiminen. Lapsi nahdaankin engsgsti aina omana itsenaan, ei
kuolemansairaana potilaana. Toiseksi, lapsi on perieensa jasen, jolloin huolenpito
ulottuu aina myds perheenjaseniferhekeskeinen hoitarkoittaa usein vierailuaikojen

puuttumista, perheenjasenten huomioimista sek&@heitkemistaan lapsen sairastaessa.

Kuten sanottu, lapsi on aina yksil&ksilollinen hoitotyé koostuu lapselle tehdysta
yksilollisestd hoitosuunnitelmasta seka lapsen jarh@en toiveiden kuuntelusta.
Tavoitteena on tehda terminaalihoidosta lapselia elamanmakuinen, turvallinen ja
kodinomainen kuin mahdollista. Aikuisten tulee t&@Hdikkensa, etta lapsi saa olla oma
itsensa, sairaudesta huolimatta. Lapsen omia ni@tgp tulee kuunnella ja

itsemaaraamisoikeutta kunnioittaa. Tarvittaessa lapsen huoltaja toimiapsen

edunvalvojana, jos lapsen mielipidetta ei voidalleutai lapsi on lilan nuori paattamaan

hoidostaan.

Terminaalihoito  keskittyy lapsen voinnin  kohentapeis sekd elamanlaadun
yllapitamiseen juuri ennen kuolemaRalliatiivisesta eli oireita lievittdvastd hoidosta
jaljelle ovat usein jdaneet vain hyva perushoit@ds&ivun hoito. Hoidon jatkuvuus

pyritddn turvaamaamwmahoitajuudellasekatutulla hoitoymparistolla Perhe saa valita

hoitoymparistdn, jolloin vaihtoehdot ovat kotihqittaitoshoito tai naiden yhdistelma.
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Hoitoympariston saa vaihtaa milloin vain, ja vaningifa on oltava mahdollisuus olla
yhteydesséd sairaalaan ymparivuorokautisesti. Vaikiggsen ensisijaiset hoitajat
kotihoidossa ovatkin vanhemmat, on hoitovastuu amieaalalla. Monien mielesta paras

paikka lapselle on koti.

Saattohoitovaiheessa lapsesta huolghthiammatillinen tiimi Tiimityd voi jatkua niin
kauan terminaalihoidon edetessa, kunnes ammatilbekékee, ettei voi endaa parantaa
lapsen elamanlaatua. Lapsen vasyessa ja erilaisiesiden ilmaantuessa tulee
terminaalihoidon muokkautua lapsen senhetkisete&drpuomioivaksi; todennakoisesti
lapsen tila ei endaa kohennu, ja hdnen osaamistagarjaksamisensa taantuu vasymisen
mukaan. Silti esimerkiksi ravitsemusterapeutin é&w®i olla suunnatonta hyétya lapsen
viimeisten elinpaivien aikana, kun mietitddn lafesefnaistuvaa ruokavaliota ja sen
toteuttamista. Myds muut tukimuodot voivat olla deffe hyddyksi jatkuessaan
mahdollisimman pitkaan, tietenkin lapsen yksil@intilanne ja yleisten hoitotarpeiden

luonne huomioonottaen.

Psykologinen tukon olennainen osa pediatrista terminaalihoito&&Seioleva lapsi etta
perheenjasenet, sisaruksia ja myos isovanhempihtamatta, tarvitsevat ammattilaisten
tukea tunteiden seka ajatusten lapikdymisganhempien surun osoittaminen auttaa myos
lasta ilmaisemaan omia tunteitaan. Lapsen ymmatkysleman luonteesta seké
lopullisuudesta kehittyy lapsen kasvaessa, mutt&isesta aikuisia kertomasta lapselle
hanen tulevaisuudestaan, tietenkin hénen ikatasgasakehityksensa mukaisesti.
Rehellisyys on tarkeaa, silla lapsi vaistoaa satajé valehtelun, jolloin luottamus lapsen
ja aikuisten valilla karsii, ja lapsi voi jaada wkgpohtimaan vaikeita asioita. Tutkimukset
sanovat, ettd jo pienet lapset aistivat kuolemdreigyyden, ja he tarvitsevat silloin
luotettavan aikuisen turvaa. Lapset saattavataésisuoria kysymyksia kuolemasta, ja
aikuisten tulee olla valmiita naihin kysymyksiinerminaalihoitoon kuuluu aina perheen
kunnioittava kohtelu, kuunteleminen sekéa aito lagmaYleisesti ottaen seka lapsi etta
perhe tarvitsevat paljon tukea, ja hoitohenkilogidlisikin selvittdd alueellansa tarjottavat
mahdollisettukimuodotnéille perheille ja kannustaa perhetta kayttanmda. Suru ja sen
kasittely on jokaiselle yksilollista, eivatka peemggsenet ikina toivu taysin ennalleen
lapsen kuoleman jalkeen. Eldm&n on kuitenkin jatkaat, ja jotkut perheet tarvitsevat

tahan enemman tukea kuin toiset.

Kulttuurien huomiointi kuuluu laheisesti terminaalihoitoon, silla harvaiaaon niin
kulttuurisidonnainen kuin kuolema. Kuolemaan Iwy traditiot ja valmistelut, seka

erityisesti vainajan laitossa esiintyvat kulttuetis erityispiirteet nakyvat myos
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lapsipotilaiden hoidossa. Lisdksi, kuolevalla ihefiis on monia henkisia kysymyksia
alkaen kuoleman kivuliaisuudesta jatkuen olemassatdrkoitukseen. Vaikka henkil6 ei
olisi ikind ennen eldessaan ollut uskonnollinenvabtoiveet muuttua kuolinvuoteella.
Naita toiveita ja pyyntdja tulee kunnioittaa, jaitbbenkiloston tulee tehda osansa naiden
toiveiden toteuttamisessa. Pediatrinen hoitotytptaakokonaisvaltaiseen hoitopjohon
kuuluu myds henkisista tarpeista huomioiminen. lualla on oikeus sairaalapastorin
tapaamiseen mihin kellonaikaan tahansa, ja taedsia hoitohenkiloston tulee tukea
kuolevaa hengellisen tukihenkilon poissaollessaki@elasnaolo sekd kuunteleminen
riittdvat, henkilon ei tarvitse osata yksityisk@héri uskonnoista. Hengellisten kirjojen
tarjoaminen tai kynttilan sytyttdminen sallittaesset pienid tekoja, jotka voivat merkita
kuolevalle paljon. Jos tukihenkilé on itse uskohineh ja jakaa saman uskon kuolevan
kanssa, voi tuntua luonnolliselta esimerkiksi rlleoyhdessa. Suomessa hengellisyys on
perinteisesti nahty yksilon omana asiana, mihitmauta puuttua, mutta kuolinvuoteella

pienikin uskon tarjoama lohtu tulisi taata.

Erilaiset kulttuurit voivat ndkyd myods lahisukul@s maarédssd, puhutussa kielessa,
vaatetuksessa, huoneen sisustuksessa, hoitotaveedsa kuolevan lapsen tarpeissa.
Vainajan laitto on viimeinen mahdollisuus (hautsigi lukuunottamatta) kunnioittaa
yksilon uskoa, jolloin siihen yleensa panostetaatyisella halulla. Myos henkil6t, jotka
eivat ole uskonnollisia tai eivat esita erityisi@iveita vainajan laitosta haluavat
toimituksen olevan mahdollisimman kaunis ja erigyin Lapsi voidaan pukea omiin
juhlavaatteisiin tai muuten erityisiin vaatteisiidunnioitus kuolemaa ja vainajaa kohtaan
nakyy rauhallisuutena seka asiallisuutena. Lisa#ayan laitosta myohemmin tassa

suosituksessa.

Terminaalivaiheen hoidot

Terminaalivaiheessa  keskitytddn hyvaan perushoitoseka kivunlievitykseen.
Perushoitoon kuuluu ravitsemuksesta seka nestagtksuolehtiminen, ihonhoito seka
mahdollinen haavanhoito, yleisestd hygieniasta seddtyisesti suuhygieniasta
huolehtiminen, eritystoimintojen yllapitaminen, w#tavasta ladkehoidosta huolehtiminen
sekd muista erilaisista tarpeista huolehtiminenpse#la on lapsen toiveet, ja hanen
yksil6llisyyttdén tulee tukea viimeiseen asti. Tdlg®na on parantaa elamanlaatua kaikin

mahdollisin keinoin; myds haavanhoidolla on mertidymm. hajujen eliminoimisessa ja
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kivun ennaltaehkéisyssa. Vaikkei haavan mahdollinparantuminen elinaikaan

vaikuttaisikaan, lapsen yleinen kokemus omastanisia paranee.

Mainitsen kivun hoidon erikseen sen térkeyden vuokssten kivunhoitoa ja sen
tarpeellisuutta on pitkdan vahatelty, mutta nykyisimmarretdaan sen tarkeys lasten
hoidossa. Lapset tuntevat kipua samoin kuin aikkiise jopa herkemmin, joten kivun
ennaltaehkaisy ja asiallinen hoito on terminaatin@iheessakin perusteltua ja vaadittua.
Eri 1adkemuodot sopivat eri lapsille, ja parhaamigtelman loytaminen on avainasia.
Terminaalihoitovaiheessa ei enaa huolestuta sigfokitasvamisesta samoin verroin kuin
palliativisen hoidon aikana; p&dasia on saada elapgkiputuntemus katoamaan.
Vanhemmat saattavat peléatd lapsen tajunnantasorioksiay mutta tavoite tulisi olla
tehokkaassa kivunlievityksessa niilla annoksiltakg lapsi tarvitsee. Aluksi lapsi voi itse
rajoitetusti annostella boluksia, mutta lapsen miirheikentyessa tulee lapsen kehonkielta
tarkastella sééanndllisesti. Jokaisella kuolevallfa akeus turvalliseen ja kivuttomaan

kuolemaan, vaikkeivat he tahtoaan osaisikaan kertoa

Muut mahdolliset hoidot, kuten antibioottien, velwisteiden seka erilaisten
toimenpiteiden ja operaatioiden kayttd, ovat hataviddkarin paatettavissa. Turhia
toimenpiteitd valtella&n, ja ainoastaan lasta hitdsha hoitoja harkitaan. Monitorointi ja
laboratoriokokeiden otto on yleensa turhaa; aira@astoireita ja niiden hoitoa tulee
arvioida jatkuvasti. Loppuvaiheessa perushoito etuledlttamatta paaosaan, ja
elintoimintojen heikentyessad hygieniasta huolehteni nousee fyysisista tehtavista

tarkeimmaksi.

Oireet

Kuolevalla lapsella voi ilmetd monia oireita. Ylidr@isia seka turhia hoitoja ei enada tulisi
tehda, mutta oireiden lievittdminen parantaa lapsentia sekd elaménlaatua. Tavoitteena
ei ole pidentda lapsen elaméaa, vaan tehda viingibetkista mahdollisimman siedettavia

seka lapselle ettd hanen perheelleen.



Yleisia oireita ovat:

e Kkipu e limaisuus
e ruokahaluttomuus * hengenahdistus
e pahoinvointi * heikkous
e oksentelu * levottomuus
* ummetus * masennus
« ripuli e unettomuus
* hourailu

Lapsi voi oireilla myds muilla tavoin. Taantuminéehistyksessad on yleistd, samoin
kayttaytymisen muutokset; ennen varsin itsenaingteiai kaipaakin vanhempien sylia,
kuivaksi oppinut taantuu vaippoja tarvitsevaksi émnen niin rauhallinen lapsi onkin
yhtakkid aggressiivinen ja &kkipikainen. Oireet na§tyvat suurilta osin sairauden
laadusta ja sen etenemisnopeudesta, mutta myos kelmintojen hidastumisesta ja
lopulta pysahtymisestd, samoin lapsen luonteestaldfhan lahestyessa oireet pahentuvat,
mika voi jarkyttaa seka lasta etta h&nen perhett@ieiden suunnitelmallinen hoito on
perusteltua, eikd esimerkiksi kivunhoitoa tule s&Hda”. Hyvaan perushoitoon kuuluu

oireista huolehtiminen, niiden ehkaiseminen sekdgam voinnin parantaminen.

Oireiden hoito on tavoitteellista, tehokasta sekéagoivaa. Kivun ladkehoitoa voidaan
tukea vaihtoehtohoidoilla ja ruokahalua tuetaanjosamnalla mieliruokia helposti

nieltdvassd muodossa. Usein raikkaat maut maista@evalle parhaiten. Pahoinvointia
ehkaistaan ladkehoidolla sekd ruokailun rutiineillutta sairauden edetessa voi
pahoinvointi vaikuttaa suuresti ruokahaluun: milksgiodd, kun pian taas oksettaa?
Kuitenkin kuihtuminen laskee eldménlaatua nopegatisyomisella on monia, myds
mielenterveydellisia, vaikutuksia. Elintoimintojemdastuessa ummetus ja my6hemmin
ripuli ovat haaste vuodelevossa olevalle kuoleyaje mahdollisten makuuhaavojen
iimantuminen ei paranna lapsen oloa. Esiteini-gdéesvoi vaippojen kayttd aiheuttaa

suurta hapeaa ja epamukavuutta.

Hengitysteiden oireet voivat aiheuttaa ylimaarasti@ssia seka kuolevalle lapselle etta
l&heisille. Limarohina voi kuulostaa pelottavaltmaisten korvissa, kun taas lapsi itse ei
valttaméatta hairiinny tasta. Yska voi taasen vditeau unta, ja sattua kylkiin vaivan

pitkittyessa. Liman imemista, hoyryhengitysta sekdita ladkkeettomia tapoja kannattaa

hyodyntaa, muttei unohtaa laakkeiden apua vaivoihin
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Terminaalivaiheen oireiden hoidossa lopputulosaigde enemman kuin tapa, jolla siihen
paastaan. Lasnaololla ja kuuntelulla voi olla yHigé vaikutus sarkyihin, ja mieliruualla

voi joskus paha olokin haihtua. Jos lapsi haluakkstella, tulee aikuisten olla valmiita
siihen. Lapsi ei valttdmatta halua uskoutua vanhilesn, vaan ajautua keskusteluun
my06s muiden aikuisten ja jopa lasten kanssa. Eldar&oitus ja muut suuret kysymykset
mietityttdvat myos lapsia, ja he rakastavat kuudanoita siitd, miten he vaikuttivat

muiden elamaan taalla ollessaan, ja miten heilaamlkaipaamaan. Pienikin lapsi etsii
syyta elamalleen, vaikkei sen tarvitsekaan olla tamimen. Joskus tieto siitd, etta aiti ja isa
rakastavat juuri heiddn omaa pienta lastaan jahettdvat onnellisia siitd kun saivat hanen

kanssaan leikkia, riittaa.

Pelko ja ahdistuneisuus tuntemattomasta on ylemiem kuolevalla. Ymmarrettavasti;
varmaankin jokainen tuntee pelkoa elaman paattwtisgossain kohdin elamaansa.
Jaljella olevan elamén takia ahdistuneisuuttaitblistaa ja pelkoja héalventaa; ei kannata
etukateen uhrata koko ajatusmaailmaansa asialle, g0 voi mitaan. Asia on tietysti
helpompi sanoa, jos ei ole itse kuolemaisillaanitd\#unteita ei siis tule missdan nimessa
vaheksya, vaan ymmartdd ajatusten kumpuaminen elimikiontaisena toimintana. On
osoitettu, ettd jopa pieni lapsi ymmartaa kuoleaanaikkei sitd osaa erikseen nimeta.
Suurin pelko voi hyvinkin olla yksin jadmisen pelkomutta kuoleman mahdollinen
kivuliaisuus aiheuttaa myo6s pelkoa. Omien ajatugipikayminen onkin kuolevan suurin
voimia kuluttuva taakka, jota ilman héan ei saa emulLapsen tukeminen tassa aikuisiakin
jarkyttavassa pohdinnassa ja oman elamansa hyvéesysa on erityisen haastavaa, mutta

mya0s erittain tarkeaa.

Kuolema

Kun kuolema on l|&hestymassé, luota pelkan lasnaoiittdvyyteen ja kosketuksen
voimaan. Perhe saa olla keskenaan, jos he niirahaiumutta omahoitajan lasnéolo voi
olla myds tervetullutta. Tarjoa koko perheelle mka&os perheenjasenet eivat ole paikalla,
kun lapsen olo huononee, tulee heille ilmoittaantéesta mihin vuorokaudenaikaan
tahansa. Tarkeintd tasséa vaiheessa on hoitaa l&ysea; yliannostusta tai laakkeiden
vaikutusta lapsen tajunnantasoon ei ole enda asiaista pohtia, jos lapsella selvasti on
Kipuja. Muistakaa kysya hatakasteen antamisestdukéteen, jos lapselle ei ole annettu

viela nimea.
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Laheisille tulee antaa riittavasti aikaa jaahyvbisiViimeiset hetket perheena ovat
kallisarvoisia ja ne tullaan muistamaan koko lopgaoein ajan. Enad ei ole Kkiire,
kenellakdan. Viimeistddn tadssd vaiheessa vanhekgii@tetaan taltioimaan muistoja
lapsesta; videoita ja kuvia otetaan tarvittaesgaaan kameralla, hiustupsuja leikataan ja
tehdaan kaden- ja jalankuvat paperiarkille. Lasda pitda sylissd vaikka koko ajan.
Taustalle voidaan halutessa laittaa rauhallista iikiis soimaan, tai lapsen omaa
lempimusiikkia. Tilanteesta tehddan mahdollisimmiaaunis, rauhallinen seka lapsen
itsensd nakdinen. Perheelle voidaan tarjota kajaviteeta seka pientd syotavad hyvien

kaytostapojen mukaisesti.

Ammattilaisten tehtdvand on toimia perheiden k&yb@napuna kuolemaa koskevissa
kysymyksissa. Paras vaihtoehto on kayda asiatjtdennen lapsen kuolemaa, aloittaen
kuoleman toteamisesta ja paattyen vainajan laitt@orsiihen mahdollisesti liittyviin

tulisi kayttaa. Ylimaaraista informaatiota ei katmaantaa samasta syysta. Yksikolla
voisikin olla lista rutiineista, jotka perheen ailihuomioida, sisaltdéen hautauslupien
saamisen ja lapsen tavaroiden kerddmisen. Lisdksetaan puhelinnumero, johon saa
ottaa yhteytta kuoleman sattuessa (jos hoito aehdp sairaalassa). Myos hautaustoimistot

auttavat hautaamiseen liittyvissa kaytannon asoiss

Jos lapsi kuolee kotona, ei ruumista tarvitse heida sairaalaan. Jos kuolema tapahtuu
illalla/y6lld, voi ruumiin kuljettaminen odottaa rmaun. Kotona ollessa taytyy ottaa
huomioon asiat ruumiin sailytyksesta, hautaustdiosia saa lisatietoja. Lapsen ruumiin
saa myos ottaa kotiin; ruumiin kasittelylle ei ofaiita sdantdja kuin ettd sen tulee olla
vainajaa kunnioittavaa ja ruumis on pakko haudatsrt ajan kuluessa. Hoitohenkildston

taytyy muistaa eri kulttuurien tavat esimerkiksimiinvalvojaisista.

Henkilokunnan yhteydenpito perheen kanssa ei patya lapsen kuolemaan, vaan tulisi
jatkua myods sen jalkeen, perheen tarpeiden sekantoisten mukaan. Yhteydenpito on
valiaikaista ja tapahtuu ammatillisuuden rajoissaytta hoitoyksikot voivat itsendisesti
paattada, miten tukevat perheitd ja kuinka kauanrkeidtéd on, ettd perhe kokee
ammattilaisten olevan kiinnostuneita heiddn hyvinastaan myds lapsen kuoleman
jalkeen. Ensimmainen tapaaminen on yleensa jatjgstenalaakéarin sekd omahoitajan
kanssa pian kuoleman jalkeen. Silloin tulisi kayd@i l&ahinnd konkreettisia asioita.
Yleisesti suositellaan toista tapaamista muutamark&uden kuluttua, jossa kaydaan lapi
tarkemmin lapsen hoitoa, mahdollisen ruumiinavaok&estauksia tai vanhempien mielta

vaivaavia asioita. Heidan kuulumisiaan sekéa arjgarsista tulee arvioida, ja tarvittaessa
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ohjata lisdavun piiriin. Naiden tapaamisten lis&kaihtelevia tapoja on soittaa perheelle
lapsen kuolemaa seuraavana paivanad ja kysya vtaneissimmaisen yon jalkeen, tai
lahettd& osanotto-kortti muutaman viikon paastaléwmasta. Jotkut yksikot osallistuvat
hautajaisiin kutsuttaessa, ja jotkut lahettavaheelle kortin tai soittavat lapsen kuoleman
vuosipaivan aikoihin. Myds haudalle on viety kidité. Riippuu taysin sairaalan

resursseista seka yksikon luonteesta, milla tavoidaan perhettd muistaa surun keskella.

Lapsen kuolema koetaan erityisen raskaaksi myowhenkilostossa. On sanottu, ettei
kukaan kykene hoitamaan ainoastaan kuolevia, jadat&morostuu lasten kanssa
tyoskennellessa. Omien lasten olemassaolo muuttagds mhoitajan asennetta
terminaalihoidossa oleviin lapsipotilaisiin. Loppyalamisen estamiseksi sekd omien
tunteiden purkamiseksi tarvitaan tyoyhteisossa rdaaoiilmapiirid, sallivuutta seka
suunniteltuja tyonohjauksia. Hoitajan omat kasigtkskuolemasta joutuvat myos
koetukselle, eika ihminen ikina taysin hyvaksy omlaaolevaisuuttaan. Pysyakseen
tyokuntoisena tulee jokaisen kuolevia tapaavan ih@mKkietoisesti pyrkia kasittelemaan
tunteensa ja ajatuksensa seké tarvittaessa ryhtpudain henkista kuormitusta vastaan.
Tunteiden ilmaiseminen on aina sallittua, mutta atifisena pysyminen kuuluu
tyontekoon; lapsen kuollessa henkilékunnan tuléellttaa vanhempia, eiké toisin pain.

Oman esimiehen puoleen saa kaantya, jos kokee @ksamisensa horjuvan.

Vainajan laitto

Ennen varsinaista vainajan laittoa tulee ruumiinkgan tarpeellisuus selvittdd. Jos
ruumiinavaus tehdaan, tulee kaikki hoitovalineigéftaa ruumiiseen (esim. kanyylit,
dreenit, katetrit) niin kuin ne lapsen kuollessa dbs asiasta ollaan epavarmoja, on ne
parasta jattda koskematta. Jos lapsi on kuollkalligen sairauden uuvuttamana ja
kuolinsyy on selva, ei ruumiinavausta valttamagfidé. Talloin kaikki ylimaarainen

poistetaan ruumiista, ja vainaja saa olla niin hahnen kuin mahdollista.

Myds vainajalla on oikeus omaan vakaumukseensa, @kella oli ennen kuolemaansa.
Kulttuurinen patevyys on osa myds vainajan laiteakkia eri kulttuurien tai uskontojen
erityistoiveita ei tarvitse tietdd, mutta niistatidy osata kysya. Vanhemmat tai tarvittaessa

heidan uskonnollinen tukihenkilénsé& osaavat ketéwaittavista kaytannoista ja tavoista.



Esimerkkikysymyksia perheille kulttuurista riipputteavoivat olla:

e Haluavatko perheenjasenet olla lAsna vainajansksat® Haluavatko vanhemmat
hoitaa siistimisen, vai ovatko hoitajat mukana?/@ta hoitajat olla lasna
tilanteessa? Onko hoitajien sukupuolella valia?

» Millaisia tapoja teidan kulttuuriinne/uskontooniiéyy vainajan laitosta? Tulisiko
tiettyja rituaaleja ehdottomasti noudattaa? Taetieko mitaan erityista sairaalalta
asiaan liittyen? (Esim. erillinen pesuhuone, suagdieita, hoitajien apua yms).

* Mita perheenne arvoja toivotte hoitohenkilékunnanrkoittavan?

» Saako huoneessa olla uskonnollisia tunnuksia? Heakoa
musiikkia/kynttilan/Raamatun tai Koraanin/jotain ata?

» Kutsunko sairaalapapin tai jonkun muun henkilérkake teidan puolestanne? Jos
perheen oman uskonnon edustajaa ei ole saatas@sday ev.lut. pappi tulla
paikalle? Saako lapsen siunata? Haluatteko hag#@iSallitaanko huoneessa
rukoilu/laulaminen?

» Pestaanko lapsen keho kokonaan vai siistitdank@vaiuluuko vainajan pesu
osaksi sakramenttia/saako hoitohenkilokunta pestijan?

» Puetaanko lapsi omiin vai sairaalan vaatteisiin@af@daanko pieni vauva?

» Haluatteko laittaa lapsen mukaan hanen tuttinsgfletansa/piirustuksen/jotain
muuta? (Muistuta, ettd on olemassa riski naidemegden katoamisesta!)

* Onko lapsella itsellaan tiettyja toiveita? Mitemii@mmat toivovat, ettd hoitajat
kayttaytyvat tilanteessa; haluaako perhe hoitagandoloa?

» Saako sairaala tarjota kahvia/teeta perheelle? @ratalollisille tarjottaville
rajoituksia?

» Saako ikkunan avata kuoleman jalkeen (jotkut usksidun poistuvan sita
kautta)? Saako huoneessa olla peileja/tulisikatgmittaa (jotkut uskovat sielun

jadévan sinne jumiin)?

Vanhemmille tulee tdsmentaa, ettei vastauksiatsietdd nyt, vaan vanhemmat voivat
jatkuvasti kertoa toiveistaan niiden ilmaantueskgsymykset ovat lahinnd hoitajan
tietoisuuden lisddmiseen ja apuvdalineend takaamasgainkasitysten valttamisen.

Tavoitteena on hyva hoito loppuun asti.

Kuollutta kunnioitetaan, muttei pelata. Vainajarsiki@ly pyritaan pitamaan ulkopuolisten
silmien ulottumattomissa, myds esimerkiksi siidiedsa vainajaa patologian osastolle.

Vainajaa kohdellaan yhta kunnioittavasti kuin harfiessaan, ja lyhyt hiljainen hetki
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pidetddn aina ennen kuin aloitetaan vainajan laittenotunteisuutta noudatetaan, vaikkei

omaisia olisi paikalla.

Vainaja asetetaan selélleen ja raajat suoristethdat sidotaan yhteen (paitsi vauvoilla).
Kaikki ylimaaraiset letkut, haavasidokset ja muattdtarvikkeet poistetaan, jos siihen on
saatu lupa. Jos vainaja pestddn kokonaan, tehdaa&mitgisella pesulaverilla; muutoin
ruumis siistitddn pesulapuilla. Erittaville haal®voidaan laittaa uudet haavalaput. Silmat
suljetaan, ja silmaluomien paalle laitetaan kostmiteanut. Vaipan kayttéa lapsipotilailla
suositellaan, silla usein heidat puetaan omiin tegin. Jos kaytetaan exitus-setin
valkoista kuolinpaitaa, voi vuodesuojakin riittddiukset kammataan. Vainaja tehdaan
mahdollisimman luonnollisen nakoéiseksi, mutta tdavekunnioittaen: jos esim. esiteini
haluaa ehdottomasti huulikiiltoa tai kynsilakka@jdaan toive tayttda (edellyttéaen, ettei

ruumiinavaus aseta sille estettd). Tunnistelapohketaan lapsen jalkoihin.

Vauva kapaloidaan valkoiseen lakanaan. Isompi laypsidaan peitella nukkuvan
nakoiseksi nattien lakanoiden alle, ja peitta&sittalkoisella lakanalla. Lakanasta voidaan
muotoilla risti, jos lapsen uskonto sen sallii. IR&Goidaan asettaa oikeita kukkia/muovisia
tekokukkia/virkattuja kukkia. Hoitovalineet siiv@a huoneesta pois ja huone tuuletetaan
jos perhe niin tahtoo/jos mahdollista. Ymparistastddaan niin kaunis kuin mahdollista,
olosuhteet huomioon ottaen. Huoneeseen voidaartta&ytkynttila, jos se ei loukkaa
perheen uskontoa. Taustalle voidaan myds halutagtsa musiikkia soimaan. Perheelle

annetaan tarpeeksi aikaa hyvastelyihin, juuri kénan kuin he tarvitsevat.



