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PHYSICAL CHANGES IN
DYING PATIENTS

PHYSICAL CHANGES

As the strength fades, the body changes in
a number of ways:

* Blood pressure

e Heart rate

e Body temperature
e Skin

Good skincare and bed positioning practices
will help keep your child comfortable. Here,
less is sometimes more: We've had good
experiences with »five-star« washing and
micro-positioning. Don’t hesitate to ask your
care team about these topics.

The skin on the arms and legs becomes
mottled as the body’s activity centralizes.

¢ Reduced urinary excretion
* Weakness and fatigue

« Changes in sleeping patterns

e Changes in digestion and continence

» Changes in consciousness (patient
may be somnolent or even comatose)

In their final days, some children fall into a
coma. In such cases, it is important to know
that hearing is the last sense to fade. This
means you can still tell your child all the
important things you want to say.

CHANGES IN BREATHING

Your child’s breathing patterns will likely
change. They may breathe much more slowly
or irregularly and take long pauses between
breaths. Their throat might also start to
make a rattling our gurgling sound, which
you may find very difficult or nerve-wracking
to hear. The sound comes from the fact that
your child’s body no longer has the strength

to clear their throat. In such cases, it helps
if their head can be positioned higher than
their upper body. Rest assured that this rattled
breathing is not causing your child to suffer
(Streuli et al., 2018, p. 130).

POSSIBLE SIGNS
OF IMMINENT DEATH

¢ Eyes remain open and gaze
into the distance
* Mouth remains open
¢ Pulse weakens
e Pupils respond less and less to light

Death occurs when the heartbeat and bre-
athing stop (Tausch & Bickel, 2017, p. 14).

13



THE FIRST
MOMENTS AFTER

AFTER DEATH
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WHAT NOW?

Notify the Pediatric Palliative Care team
if they have not already been informed.
The physician responsible will issue the
necessary death certificate. If it happens
to be the middle of the night and you feel
comfortable doing so,you can also wait until
the following morning.

You can spend this time with your child
however you wish. You might want to lie
next to them in bed and take them in your
arms one last time. Maybe you'd like to light
a candle,open a window, and recite a poem
or prayer. You can also wash your child, apply
some lotion,and dress them in fresh clothes.

CARING FOR YOUR CHILD
AFTER DEATH

» Position them on their back with their
legs straight and their arms at their
sides or on their abdomen

¢ Keep their mouth closed by placing
a rolled-up towel or a stuffed animal
underneath their chin

« If you have difficulty closing their
eyes, cover them with damp tissue
swabs

» Feel free to place flowers or toys in
your child’s hands

This time is just for you. Try to get a sense
of what feels right and what your needs
are. Let your feelings come. The child you
will always love is now free and no longer
has to suffer.

Take all the time you need.

* You can also decorate their bed with
stuffed animals or other symbolic
objects

» Rigor mortis sets in approx. 2-3 hours
after death, or 8-12 hours at the
latest (Streuli et al., 2018, p. 132)

Invite your relatives and friends to say good-
bye to your child if they wish. An experienced
funeral home can also offer valuable assis-
tance with any questions you may have. The
rules vary from state to state, but you will
normally be able to keep your child at home
for several days if you so choose.

JUST A FEW WAYS TO CREATE
LASTING MEMORIES:

e Alock of your child’s hair

» Photos with your whole family and
your child

» Hand- and footprints in paint
or plaster

e Fingerprints you can have turned
into jewelry
(Rellensmann et al., 2021, p. 143)
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ATIME OF SORROW

After a phase of feeling nothing at all, you
will likely experience waves of pain crashing
over you like a tsunami.You will learn how to
accept, live with,and get through your grief.

Remember, you don’t have to go through it
alone - take advantage of the support ser-
vices and self-help groups that are available.
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NETWORKS
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Bundesverband Trauerbegleitung e. V. -
On-site support for those in mourning
bv-trauerbegleitung.de/angebote-fuer-trauern/
hier-finden-sie-unsere-trauerbegleiterinnen/

Bundesverband Verwaiste Eltern und
trauernde Geschwister in Deutschland e. V.
veid.de

Deutscher Hospiz und PalliativVerband e. V.
dhpv.de/themen_kinder-jugend-hospiz-
arbeit.html

Deutscher Kinderhospizverein e. V. -
Outpatient hospice services for young
people
deutscher-kinderhospizverein.de/wie-wir-un-
terstuetzen/ambulante-kinder-und-jugend-
hospizarbeit/#c125

Frag Oskar - support portal run by
Bundesverband Kinderhospiz e. V.
frag-oskar.de

Baden-Wurttemberg state support agency
for families with severely ill children
landesstelle-bw-wegbegleiter.de

Nachsorgeklinik Tannheim
tannheim.de

Guide to hospice and palliative care

in Germany
wegweiser-hospiz-palliativmedizin.de/de/
angebote/kinder_jugendliche

Regional self-help groups:
KISS Stuttgart - contact center for self-help
kiss-stuttgart.de

Regional network for those in mourning:
Trauernetzwerk Stuttgart
trauernetzwerk-stuttgart.de/angebot



PREPARATIONS

MAKING ARRANGEMENTS DURING
ONGOING CARE

]

Find/establish contact persons for
siblings for crisis situations

For older children:

Decide whether/how bank accounts
are to be maintained (notify bank of
corresponding mandate if necessa-
ry); settle matters related to posses-
sions and other assets (with a nota-
ry’s assistance, if necessary); obtain/
save passwords for smartphone, PC,
social media, e-mail accounts, etc.
(if desired)

Choose a funeral home and estab-
lish contact in advance (if neces-
sary) regarding funeral service, type
of burial, obituary, etc.

Make a list of important people
who should be notified in
emergencies/crisis situations

Determine who should be notified
upon death and when/how

REQUIRED DOCUMENTS
AFTER DEATH

[

Birth certificate

Identity card/child ID (if available)

Registration of child’s place
of residence

Proof of child/parental allowance
(required for deregistration)

Physician’s death certificate
(issued following postmortem
examination)

FURTHER REQUIREMENTS

[

Postmortem examination
by physician

Assignment of a funeral home

Application for death record from
civil registry office

Deregistration from health
insurance company

Notification of pediatrician,
therapists, and other caregivers
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