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Troublesome Symptoms in Palliative Care

Assoc. prof. Dr.Vladimir Littva, PhD., MPH, Marek Sichman, MSc.
Faculty of Health, Catholic University in Ruzomberok

Background: One of the tasks of palliative nursing care is to identify the occurrence of aggravating symptoms that prevent achieving
a reasonable quality of life. This topic is becoming more and more relevant, as the incidence of patients requiring this type of symptom
care is on the increase.

Methods: In order to provide effective and complex palliative nursing care, we need to assess the presence of symptoms and their se-
verity by using assessment tools that are reliable, validated and grounded in evidence - based practice such as the Memorial Symptom
Assessment Scale (MSAS). To identify particular areas of patients’ lives, we used a specific tool to evaluate quality of life, WHOQOL-BREF,
which we modified to reflect changes in the quality of life of palliative patients. The research sample consisted of 103 participants who
were hospitalized at palliative care departments and hospices in the Slovak Republic.

Results: The results of our research show that the symptom occurrence of patients in palliative nursing care directly correlates with
the quality of their lives. Among the most common symptoms reported were: loss of appetite (n = 102 = 99%), weight loss (n = 101 =
98%) and pain (n = 97 = 94.2%). The least reported symptoms were dizziness (n = 31 = 30.1%), flatulence (n = 27 = 26.2%) and itching
(n=16=15.5 %). There is statistical confirmation of the significant differences in the occurrence of symptoms, their intensity and distress
experienced relating to the type of diagnosis, the treatment chosen, marital status and frequency of visits by relatives/friends. There
is no statistical confirmation of differences in the occurrence of symptoms, their intensity and distress experienced relating to gender,

age and disease length.

Conclusion: It is necessary to minimize symptoms in palliative care so that we ensure the highest quality of life for the patient.

Key words: aggravating symptoms, palliative care, distress, quality of life.

Theoretical background
Death and dying is a theme that resonates in

today’s world in all spheres of human life. Since

the beginning of time people have questioned
the meaning of suffering and death. None of us
readily admits the reality of death until it is faced.

Man as a living creature who lives and dies.
The factors associated with dying need to be

addressed by all: the dying patients themselves,

their relatives and friends. Awareness of one’s de-
ath leads the dying to consider the following areas:

B The patient recognised their helplessness
and weakness. If the feeling of helplessness
is mismanaged, the patient may find themsel-
ves feeling anger against themselves, others,
God and/or the whole world. This can lead
to resentment, bitterness and rejection. An
alternative approach to this is to initiate hope.
This must be done being careful so as not to
arouse false hopes of recovery, thereby being
deceitful and dishonest. We should value the
previous part of the patient’s life, as well as
the remaining part of it. For the believer in
God, it will be necessary to demonstrate the
value of eternity and eternal life.

B The relationship of the patient with close re-
latives and friends. In this area, health profe-
ssionals need to value these realtionships, as
well as observe and assess the relationships
as the proximity of death changes priorities
and points of view/perception.

®  The inner life of the patient. The patient
needs to deal with their conscience and
take stock of their own life and contribution.

If we realize our own mortality, and if we take
this into consideration every day, we will
responsibly handle our ‘precious’ time.

None of us want to die alone and in misery.
(1) Relatives, friends and care givers are an
integral part of the dying patient’s life:

W They are aware of their own mortality, espe-
cially if they have not yet experienced the
death of loved ones. The closer they are to
the age of the person dying, the deeper is
their perception of their own mortality. The
reality is seen that people are already dying
in their midst, at their age.

B They are aware of the impending loss which
will have to be dealt with in the near future.
Their relationships and living conditions will
be changed. The closer a person is to the
dying person, the greater the emotional and
material loss (for example; the difference
between the relationship with a dying uncle
or father).

B They are aware of the need to deal with inter-
personal issues with the dying, or other rela-
tives. It is hospefully a time for reconciliation.
"Palliative care” has been developed as a form

of holistic care which seeks to address these is-

sues. The challenge of palliative care is to provide
care which achieves and maintains the maximum
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level of quality of life for the patient until their
death, when the patient has a life-limiting disease
for which no cure is available. One of the key areas
within palliative nursing care is to identify the oc-
currence of aggravating symptoms that prevent
the patient achieving a reasonable quality of life.
This topic is becoming more and more relevant
as the incidence of patients requiring this type of
care is rising. If we want to provide effective and
complex palliative nursing care, we need to assess
the presence of symptoms, and their severity, us-
ing assessment tools that are reliable, validated
and grounded in evidence - based practice. One
of the tools that meets all these criteria is the
Memorial Symptom Assessment Scale (MSAS).

The trigger for our research has been the
steadily increasing incidence of patients with
active, progressive, and advanced, life-limiting
illness. With an aging population and the as-
sumption that in 2025 more people will die
from chronic diseases than from acute diseases,
together with the fact that now up to 22% of
hospital beds are occupied by people in need of
palliative care, the scale of assessing and treating
these symptoms can be seen.

Objectives of research

The main aim was to assess the occurrence
of symptoms, their severity and distress expe-
riencing by patients requiring palliative care by
using the assessment scale: Memorial Symptom



Table 1. The correlation between duration of symptoms and QOL in different areas (domains)

Hypothesis nr. 1 WHOQOLBREF1 WHOQOLBREF2 WHOQOL BREF Domine
- Pearson Correlation -,636% -,629* ,876*
Sig.(2-tailed) ,000 ,000 ,000
Pearson Correlation -,514* -,540% ,710*
PSYCH
Sig.(2-tailed) ,000 ,000 ,000
Pearson Correlation -492% -420% ,864*
PHYS
Sig.(2-tailed) ,000 ,000 ,000
Pearson Correlation -570% -,505% ,896%
TMSAS
Sig.(2-tailed) ,000 ,000 ,000

Pearson Correlation * significant correlations at the significance level 1% (p < 0,01)

Table 2. Differences in the incidence of symptoms, their intensity, distress experienced and type of

treatment

MSAGDI  MSASPHYS MSAS PSYCH TMSAS
Hypothesis nr. 2 — — — —

X SD X SD X SD X SD
Operational - - - - - - - -
Chemotherapy 257 156 271 155 194 164 222 168
Radiotherapy - - - - - - - -
Operational and Chemotherapy 226 162 207 164 158 146 184 166
Operational and Radiotherapy - - - - - - - -
Operational, Chemotherapy and Radiotherapy 1,84 148 1,73 156 154 146 146 156
Chemotherapy and Radiotherapy 189 148 157 149 155 142 15 1,52
F 4,599 13,754 4,589 9,623
P ,005 ,000 ,005 ,000

ONE WAY ANOVA test - the significance level 5 % (p < 0,05)

Assessment Scale (MSAS) as a part of project
KEGA034KU-4/2013: “Meeting the spiritual needs
of dying patients in terms of health care workers
in terms of practice”. The goal of our research
was to identify the most common troublesome
(aggravating) symptoms experienced by pa-
tients requiring palliative care. We focused on
assessing the differences in how the symptoms
were experienced in relation to gender, type of
cancer, the type of treatments, marital status and
frequency of visits by relatives and friends. We
considered the correlation between experienc-
ing the symptoms and the patients’ age, and the
duration of their disease. Finally, we have tried
to identify if there is a correlation between the
length of the appearance of the symptoms and
individual quality of life of patients.

Research methods

As a method for collection of empirical da-
ta, we used a standardized questionnaire, the
Memorial Symptom Assessment Scale (MSAS).
It is a tool that is used in research and clinical
practice to assess the occurrence of 32 clini-
cal symptoms, their severity and provides and
evaluation of their level of distress in connec-
tion with their symptoms. The tool is valid, reli-

able and based on evidence - based practice.
Cronbach alpha coefficient of the instrument
is 0. 88. The tool assesses the clinical symptoms
individually or as a set of clinical symptoms
arranged in subscales MSAS Global Distress
Index (MSAS-GDI), the MSAS Physical Symptom
Subscale (MSAS-PHYS), the MSAS Psychological
Symptom Subscale (PSYCH-MSAS), and the Total
MSAS Score (TMSAS). (2) A total of 200 question-
naires were distributed and the response rate
was 64%. Of this number, 19.5% of the question-
naires were withdrawn as they were incomplete
or contained errors. To identify particular areas of
patients’ lives, we used a specific tool to evaluate
their quality of life WHOQOL-BREF, which we
modified to reflect changes in the quality of life
of palliative patients. The final research sample
consisted of 103 patients who had been either
admitted to palliative care units, the department
of clinical and radiation therapy or the hospice.
The average age of the respondents was 53.19
years (+ 14.20 years). From the sample, it was
identified that the most numerous active, pro-
gressive and advanced diseases were malignant
tumors of the eye, brain and other parts of the
CNS (16.50%). The second most frequently ac-
tive, progressive and advanced disease were ma-

lignant cancers of the respiratory and thoracic
organs (15.53%) and the third most common
causes were malignant tumors of the diges-
tive organs (14.56%). The most common treat-
ment of the disease had been a combination
of surgical treatment with chemotherapy and
radiotherapy (39.80%). The second most treat-
ment had been a combination of chemotherapy
with radiotherapy (32.04%) and the third most
frequent treatment had been chemotherapy
alone (1747 %). The average length of treatment
was 20.59 months (+ 23.85 months), median
of survival was 12 months. The survey sample
comprised of both women (60.19%) and men
(39.8%). The majority of the respondents stated
they held a religious belief (63.11 %). Most of the
respondents had achieved secondary education
(57.28%). Up to 46.60% of respondents were
married. The most common frequency of visits
to the respondents was once a week (47.58 %).

Results

The results of our research show that the
symptom occurrence of patients in palliative nurs-
ing care directly correlates with the quality of their
lives. Among the most common symptoms report-
ed were: loss of appetite (n = 102 = 99 %), weight
loss (n=101=98%) and pain (n=97=94.2%). The
symptoms that were least reported were: dizziness
(n =31 =30.1%), flatulency (n = 27 = 26.2%) and
itching (pruritus) (n =16 = 15.5%).

Portenoy et al. report that their patients
have described the most common symptoms
as lack of energy (73.4 %), worry (72.4%), sad-
ness (674 9), pain (63.1), and nervousness (62.4 %).
In comparison with our findings, loss of appetite
was placed 11" out of 32 symptoms, weight loss
was in 21¥ place, pain in 4" place, lack of energy
first, and irritability was in 9™ place. In the case
of the least frequently reported symptoms diar-
rhoea ranked 234, numbness, tingling in the legs
and arms was placed 15", dizziness was 20", flatu-
lence 13 and itching 19". McMillan and Rivera
(3) reported that the most prevalent symptoms
among their respondents was firstly fatigue (with
us in 4™ place), followed secondly by pain (with
us in 3" place), in third place having a dry mouth
(we ranked this a 23'9), sleepiness (ranked 21%in
our research) and fifth loss of appetite (which was
first with our sample). The differences in our find-
ings in comparison with the findings from other
authors as discussed here are negligible and are
seemingly caused by the distinguishing feature
of the respondents in our survey sample (age,
disease, undergoing treatment, associated dis-
eases) as well as different socio-cultural contexts.
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In testing our hypotheses, we came to the
following conclusions:

In hypothesis 1, we assumed dependence
between duration of symptoms and QOL in dif-
ferent areas (domains). On the basis of proven
linear dependence and a strong correlation this
dependence was confirmed. The results are
shown in Table 1.

For hypothesis 2, we assumed statistically
significant differences in the incidence of symp-
toms, intensity, distress experienced and type of
treatment. This hypothesis was confirmed. The
results are shown in Table 2.

For hypothesis 3, we assumed statistically
significant differences in the incidence of symp-
toms, intensity, experiencing distress and the
marital status of the patient. This hypothesis
was confirmed. The results are shown in Table 3.

For hypothesis 4 we assumed statistica-
lly significant differences in the incidence of
symptoms, intensity, distress experienced and
frequency of visits by relatives/friends to the
patient. This hypothesis was confirmed. The
results are shown in Table 4.

Within hypothesis 5, we assumed statistically
significant differences in the incidence of symp-
toms, intensity, distress experienced and type of
diagnosis. This hypothesis was confirmed. The
results are shown in Table 5.

A statistically significant correlation between
symptoms and age and disease duration, was
not confirmed. Statistically significant differen-
ces in survival in terms of the symptoms of the
cancer type, was confirmed.

Table 3. Differences in the incidence of symptoms, their intensity, distress experienced and the

marital status of the patient

MSAS GDI MSAS PHYS MSAS PSYCH TMSAS

Hypothesis nr. 3 — — — —

X SD X SD X SD X SD
Single/Unmarried 2,2 1,55 2,05 1,63 1,84 1,48 1,75 1,65
Married 1,89 1,52 1,74 1,5 1,63 147 1,57 1,54
Mate/Civil Partner 2,01 1,53 1,69 1,63 14 13 1,57 1,58
Widower/Widow 2,59 1,52 2,6 1,67 1,72 1,55 2,12 1,71
Divorced 141 1,34 14 148 1,09 1,23 118 144
F 4,028 5,947 4,129 4,355
P ,005 ,000 ,004 ,003

ONE WAY ANOVA test — the significance level 5% (p < 0,05)

Table 4. Differences in the incidence of symptoms, their intensity, distress experienced and frequency

of visits of the patient

MSAS GDI MSAS PHYS MSAS PSYCH TMSAS

Hypothesis nr. 4 — — — —

X SD X SD X SD X SD
5-7/per week 193 144 1,31 1,46 1,81 143 1,21 1.5
2-4/per week 1,49 141 1,46 143 13 1,37 1,29 1,45
1 per week 2,16 1,53 1,94 1,6 1,78 143 1.7 1,61
No 2,67 1.5 2,73 1,59 1,87 1,59 2,22 1,69
F 8,810 11,690 5,214 9,133
P ,000 ,000 ,001 ,000

ONE WAY ANOVA test — the significance level 5% (p < 0,05)

Discussion

The results of our study show that the inci-
dence of symptoms in patients in palliative care
is directly correlated with the level of the quality
of life. Most frequent symptoms in patients in
palliative care are: loss of appetite (99 %), weight
loss (98%), and pain (94,2%). In a similar study,

which was published in May 2014 by Pettersson et
al. highly prevalent symptoms were numbness/
tingling of the hands/feet (64 %), lack of energy
(62 %), feeling sleepy (49%), and nausea (45 %).
(4) The difference between their results and ours
may be due to the fact that the survey was was
carried out at the time chemotherapy was being

Table 5. Differences in the incidence of symptoms, their intensity, distress experienced and type of diagnosis

MSAS GDI MSAS PHYS MSAS PSYCH TMSAS

Hypothesis nr. 5 — — — —

X SD X SD X SD X SD
Malignant tumor of lip, oral cavity and pharynx 1,75 1,63 1,16 148 0,88 1,46 1,16 1,48
Malignant tumors of digestive organs 1,69 1,42 1,3 147 1,55 14 13 147
Malignant tumors of thoracic organs 21 1,53 1,56 1,56 1,74 142 1,56 1,56
Malignant tumors of bones and cartilages 09 137 0,63 1,19 0,17 0,37 0,63 119
Melanom and other tumors of skin 2,5 1,57 2 1,65 1,89 149 2 1,65
Malignant tumor of mesothelium and soft tissue 2,35 1M 2,16 1,65 0,86 1,53 2,16 1,65
Malignant breast tumors 1,83 147 143 1,53 13 114 1,43 1,53
Malignant tumors of female genital organs 1,65 1,22 14 144 1,35 1,06 14 1,44
Malignant tumors of men genital organs 2,46 14 1,92 1,63 173 1,39 1,92 1,63
Malignant tumors of urinary system 09 1,04 1,03 1,35 1,06 113 1,03 1,35
Malignant tumors of the eve, brain and other parts of CNS 2,02 1,54 1,78 1,6 197 1,49 1,78 1,6
Malignant tumors of the thyroid and other endocrine glands 2,38 1,58 2,13 1,73 1,57 1,57 2,13 1,73
Malignant tumors of lymphoid hematopoietic and related tissue 293 1,38 2,45 1,53 2,79 1,21 2,45 1,53
F 3,681 4,099 3,811 4,21
P ,003 ,000 ,000 ,000

ONE WAY ANOVA test — the significance level 5% (p < 0,05)
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undertaken. Conversely, De la Cruz et al. in their
study, published in April 2015, listed the most
frequently occuring troublesome symptoms as
anorexia — [loss of weight] (94 %), fatigue (81 %),
drowsiness (73%), percieved decreased quality
of life (75%) and pain (51 %). (5) Similarly, Labori
in a study in 2006 which used the Edmonton
Symptom Assessment Scale (ESAS) and Quality
of Life Questionnaire (QLQ), patients reported
a significant reduction in their quality of life (p <
0.01) relative to the general population and the
most commonly reported symptoms were loss of
appetite and a feeling of loss related to their qual-
ity of life. (6) Fatigue (25%) and pain (16%) were
also identified by the majority of patients as the
most distressing symptoms in a study conducted
by Hoekstra in 2007 (7). Semionov stated that the
five most frequent symptoms in palliative patients
(up to 70%) are fatigue, pain, reduced quality of
life and loss of appetite (8).

The less frequent symproms in our re-
search were dizziness (30,1 %), swelling (26,2 %)
and itching (15,5%). Wright et al. in their re-
search published in January 2013 stated it-
ching (pruritus) was one of the most frequently
occurring symptoms. 88 % of respondents had
reported pruritus in the preceding four weeks,
46 % indicating that it was often or always
a problem (9). Itis a big difference comparing
to our study.

Similar results like results in our study are
presented also in another surveys (10, 11).

Conclusion

The aim of our research was to identify
the most common troublesome symptoms,
and their severity among patients receiving
palliative care, by using a rating scale Memorial
Symptom Assessment Scale. In addition, it set

out to assess the interdependence between
the duration of physical and psychological
symptoms and quality of life, patient age, di-
sease duration and completion of treatments.
We also considered statistically significant diffe-
rences in the incidence, duration and intensity
of symptoms, distress in the context of gender,
type of diagnosis, disease duration, and type
of graduated treatment, marital status and fre-
quency of visits. We have confirmed statistically
significant differences in the incidence of sym-
ptoms and their intensity, occurrence of distress
and type of diagnosis, type of treatment, mari-
tal status and frequency of visits by relatives/
friends. We have not confirmed the statistical
differences in the incidence, intensity of sym-
ptoms, experiencing distress and gender, age
and disease duration. Finally, we can say that all
stated aims of our research were met.

The limitations of the study

Our aim was to achieve a representative
research sample for patients in palliative care
with a range of life-limiting diseases. However,
this was not possible as most of the participants
were suffering from cancer so it is to possible
to demonstrate a general representativeness.
Therefore, it is only possible to interpret our
results and generate conclusions for our research
sample.

One of the limitations is the size of the
survey sample because out of the original 200
respondents’ data it was possible to use 103
respondents’ questionnaires. Nevertheless, we
can conclude that in similar types of research
there are valid samples that are less numerous
than ours. The limitation in sample size is associ-
ated to the ethical aspects of researching with
patients in palliative care.
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Obtazujice symptomy v paliativnej starostlivosti

doc. PhDr. Mgr. Vladimir Littva, PhD., MPH, PhDr. Marek Sichman
Fakulta zdravotnictva, Katolicka univerzita v Ruzomberku

Uvod: Jednou z uloh paliativnej osetrovatelskej starostlivosti je identifikovat vyskyt obtazujucich symptémov, ktoré brania dosiahnut
primeranu kvalitu Zivota. Tato téma sa stava v sucasnosti ¢oraz aktualnejsou, nakol'ko incidencia pacientov vyzadujlcich tento typ
starostlivosti stipa geometrickou radou.

Metody: Ak chceme poskytovat kvalitni a komplexnu paliativnu osetrovatelsku starostlivost, musime pri posudzovani vyskytu symptomov
a hodnoteniich zdvaznosti pouzivat hodnotiace nastroje, ktoré st reliabilné, validne a zaloZzené na evidence based practice prostrednic-
tvom hodnotiacej $kaly Memorial Symptom Assessment Scale (MSAS). Na identifikaciu jednotlivych oblasti Zivota pacientov sme pouzili
nastroj kvality zivota WHOQOL-BREF, ktory sme modifikovali tak, aby odrazal zmeny kvality Zivota u paliativnych pacientov. Vzorku
vyskumu tvorilo 103 pacientov, ktori boli hospitalizovani na oddeleniach paliativnej starostlivosti a v hospicoch v Slovenskej republike.
Vysledky: Z vysledkov nasho vyskumu vyplyva, Ze vyskyt symptomov u pacientov v paliativnej starostlivosti priamo koreluje s troviiou
ich kvality Zivota. Najc¢astejsie sa vyskytujicimi symptémami u pacientov v paliativnej starostlivosti je nechutenstvo (n = 102 = 99 %),
ubytok na védhe (n = 101 = 98 %) a bolest (n = 97 = 94,2 %). Najmenej ¢asto sa vyskytuju zavraty (n = 31 = 30,1 %), naduvanie (n =27 =
26,2 %) a svrbenie (n = 16 = 15,5 %). Potvrdili sa nam Statisticky vyznamné rozdiely vo vyskyte symptémov, ich intenzitou, prezivanim
distresu a typom diagnézy, typom absolvovanej liecby, rodinnym stavom i frekvenciou navstev. Nepotvrdili sa nam Statistické rozdiely
vo vyskyte intenzite symptoémov, prezivani distresu a pohlavim, vekom i dizkou ochorenia.

Zaver: Je nevyhnutné minimalizovat symptomy v paliativnej starostlivosti, aby sme zabezpecili ¢o najvyssiu kvalitu zivota pacienta.

Klacové slova: obtazujice symptomy, paliativna starostlivost, distress, kvalita zivota.

Teoretické vymedzenie
Umieranie a smrt je téma, ktord v dnesnom
svete rezonuje vo vietkych sférach fudského
bytia, pricom sa s "ou dennodenne stretdvame.
Jetotak uz od zaciatku existencie fudstva. Nikto
Z nas si vsak smrt nepripusta az do chvile, pokial
sa so smrtou nestretne tvarou v tvar. Clovek je
Zivy tvor, ktory prevysuje vietky ostatné zivé
bytosti na Zemi. Je popisovany ako tvor, ktory
Zije a umiera. Problémy spojené s umierajucim
zasahuju a mali by sa s nimi vysporiadat vietci:
umierajuci pacient, jeho pribuznf a priatelia, ako
aj tf, ktorf im poskytuju zdravotnu starostlivost.
Uvedomenie si vlastnej smrtelnosti vedie umie-
rajuceho zvazit nasledujuce oblasti:
B Rozpoznat svoju bezradnost a slabost.
V bezmocnosti sa pacient mdze ocitnut
v stave hnevu na seba, inych, Boha a cely
svet. To vedie k zlosti, horkosti a odmieta-
niu. Alternativou k tomu je vzbudenie na-
deje (nesmie ist o nepravdivé nahovéranie
0 moznosti uzdravenia). Malo by vychadzat
zhodnoty predchadzajucej ¢asti Zivota, rov-
nako ako z poukazania na hodnotu zosta-
vajucej Casti zivota. Pre veriaceho je nutné
preukdzanie hodnoty vec¢nosti a ve¢ného
zZivota.
®  Oblast najblizSich vztahov k pribuznym
a priatefom. V tejto oblasti sa zomierajuci
zvycajne snazia rychlo zhodnotit a analy-
zovat ich vztahy. Blizkost smrti meni priority
a uhol pohladu na hodnoty.

m  Oblastjeho vnutorného zivota. Je potrebné
sa vyrovnat so svojim svedomim, aby zomie-
rajuci mohol dobre zhodnotit jeho vlastny
Zivot a prinos.

Ak si uvedomime svoju smrtefnost a ak si ju
budeme dennodenne pripominat, potom
budeme zodpovednejsie narabat so svojim
drahocennym ¢asom. Nikto z nds by nech-
cel umierat v utrpeni a sém (1). Podobne
pribuzni, priatelia a ti, ktorf poskytuju zo-
mierajucemu starostlivost su ovplyvnenti
zomieranim pacienta:

B SUsivedomi svojej vlastnej smrtelnosti, a to
najma v pripade, Ze sa doteraz nestretli pri-
amo s smrtou blizkej osoby. Cim blizsie su
k veku zomierajucich, tym hlbsie vnimaju
vlastnu smrtefnost. Ludia uz zomieraju v na-
Som okoli, v nasom veku.

B SU si vedomi hroziacej straty, s ktorou sa
budud musiet vyrovnat v blizkej buducnosti.
Ich vztahy a Zivotné podmienky sa zmenia.
Cim blizsi je zomierajuci ¢lovek, emocio-
nélne i materidlne straty su vacsie (je velky
rozdiel, ¢i zomiera stryko alebo otec).

B SUsivedom, Ze je potrebné doriesit mnohé
veci v osobnej oblasti s umierajucimi, alebo
inymi pribuznymi. Staré ucty by mali byt
zaplatené, hnev uz straca svoju silu a je ¢as
na zmierenie. Na tomto zéklade vznikol v ne-
davanej dobe specificky typ starostlivosti
,paliativna starostlivost”. Naplfiou paliativ-
nej starostlivosti je dosiahnutie a udrzanie
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maximalnej moznej Urovne kvality Zivota az
do zéniku organizmu u pacienta, ktory trpf
nevyliec¢itelnym, Zivot limitujucim a skracuj-
Ucim ochorenim. Jednym z hlavnych cielov
paliativnej starostlivosti je posudzovanie vy-
skytu obtazujucich symptomov, ktoré brania
dosiahnut primeranu Uroven kvality Zivota.
Posudzovanie obtazujucich symptémov
v paliativnej starostlivosti musi prebiehat
opakovane, pomocou validnych, reliabil-
nych hodnotiacich néstrojov ¢i $kdl, ktoré
sU zaloZené na evidence based practice.
Ziskané informacie tvoria zaklad, pre efek-
tivny manazment obtaZujlcich symptémov
a dosiahnutie tak primeranej kvality Zivota
pacienta ako i jeho rodiny. Vychodiskom pre
vznik nasho vyskumu bola neustéle stupaj-
Uca incidencia pacientov s aktivnym, pro-
gredujucim, pokrocilym a Zivot limitujucim
ochorenim, starnutie obyvatelstva a pred-
poklad, Zze v roku 2025 bude zomierat na
chronické ochorenia viac pacientov ako na
akutne ochorenia a fakt, Ze v suc¢asnosti je
az 22% nemocni¢nych 16zok obsadenych
ludmi vyZadujucich paliativnu starostlivost.

Ciel’

Cielom nasho vyskumu bolo identifikovat
najcastejsie obtazujuce symptémy, ktoré pre-
Zfvaju pacienti vyzadujuci paliativnu starostli-
vost ako sucast projektu KEGA034KU-4/2013:
Uspokojovanie spiritudlnych potrieb zomieraju-



cich pacientov z pohladu pracovnikov v zdravot-
nictve z hladiska praxe. Zarovern sme sa zamerali
na posudenie rozdielov v prezivani symptomov
z hladiska pohlavia, typu onkologického ochore-
nia, druhu absolvovanej lie¢by, rodinného stavu
a pocetnosti navstev. Posudzovali sme existen-
ciu vztahu v prezivani symptémov z hladiska
veku pacientov, dizky ich ochorenia a pokusili
sme sa identifikovat vztah medzi prezivanim
symptoémov a jednotlivymi oblastami kvality
Zivota pacientov.

Metody

Na zber empirickych udajov sme pouZili
standardizovany dotaznik Memorial Symptom
Assessment Scale (MSAS). Je to ndstroj, ktory sa
vyuziva vo vyskume i v klinickej praxi na posude-
nie vyskytu klinickych symptémov, hodnotenie
ich zavaznosti a hodnotenie Urovne prezivania
distresu v suvislosti s ich vyskytom. Tento na-
stroj je validny, reliabilny, zaloZeny na evidence
based practice. Cronbachov alfa koeficient tohto
nastroja je 0,88. MSAS posudzuje vyskyt 32 kli-
nickych symptémoy, ich zavaznost a Uroven dis-
tres. Nastroj posudzuje klinicky symptéom samo-
statne alebo ako subor klinickych symptémov
zoradenych do subskal: MSAS Global Distress
Index — suhrnny idex distresu (MSAS-GDI), MSAS
The Physical Symptom Subscale — subskala fy-
zickych symptémov(MSAS-PHYS), MSAS The
Psychological Symptom Subscale — subskala
psychologickych symptémov (MSAS-PSYCH),
The Total MSAS score — Uplné skére dotaznika
MSAS (TMSAS) (2). Na identifikdciu jednotlivych
oblasti Zivota pacientov sme pouzili nstroj kvali-
ty zivota WHOQOL-BREF, ktory sme modifikovali
tak, aby odrdzal zmeny kvality Zivota u paliativ-
nych pacientov. Vyber konkrétnych zdravotnic-
kych zariadeni sme realizovali prostrednictvom
systematického vyberu. Celkovo bolo distribu-
ovanych 200 ks dotaznikov, pricom ndvratnost
dotaznikov bola na Urovni 64 %. Z tohto poltu
bolo nésledne vyradenych celkovo 19,5% do-
taznikov pre ich neudplnost a chyby. Vyskumnu
vzorku tvorilo 103 pacientov hospitalizovanych
na oddeleniach paliativnej starostlivosti, oddele-
niach klinickej a radia¢nej terapie a v hospicoch.
Priemerny vek respondentov bol na trovni 53,19
rokov (+ 14,20 roka). Najpocetnejsie aktivne, pro-
gredujuce a pokrocilé ochorenie na zaklade, kto-
rého bol pacient zaradeny do paliativnej starost-
livosti boli zhubné naddory oka, mozgu a inych
Casti CNS (16,509). Druhé najcastejsie aktivne,
progredujuce a pokrocilé ochorenie boli zhubné
nadorové ochorenie dychacich a vnutrohrud-
nikovych orgénov (15,53 %) a tretie najcastejsie

Tabulka 1. Zavislost medzi prezivanim symptémov a jednotlivymi oblastami QOL

Hypotéza ¢. 1 WHOQOLBREF1 WHOQOLBREF2 WHOQOL BREF Doména
PearsonCorrelation -,636% -,629*% ,876%
GDI
Sig.(2-tailed) ,000 ,000 ,000
PearsonCorrelation -514% -,540% 710%
PSYCH
Sig.(2-tailed) ,000 ,000 ,000
PearsonCorrelation -,492% -,420% ,864*
PHYS
Sig.(2-tailed) ,000 ,000 ,000
PearsonCorrelation -,570% -,505% ,896*
TMSAS
Sig.(2-tailed) ,000 ,000 ,000

PearsonCorrelation* signifikantné korelacie na hladine vyznamnosti 1% (p < 0,01)

Tabulka 2. Rozdiely vo vyskyte symptémoy, ich intenzite, prezivani distresu a typom absolvovanej

liecby
MSA GDI MSAS PHYS MSAS PSYCH TMSAS
Hypotéza ¢. 2 — — — —
X SD X SD X SD X SD
Opera¢na - - - - - - - -
Chemoterapia 2,57 156 2,71 1,55 1,94 164 222 1,68
Radioterapia - - - - - - -
operacnd — chemoterapia 2,26 1,62 2,07 1,64 1,58 1,46 1,84 1,66
operac¢nd — radioterapia - - - - - - -
operac¢nd — chemoterapia - rédioterapia 1,84 148 1,73 1,56 1,54 146 1,46 1,56
chemoterapia — rddioterapia 1,89 148 157 1,49 1,55 142 15 1,52
F 4,599 13,754 4,589 9,623
P ,005 ,000 ,005 ,000

ONE WAY ANOVA test na hladine vyznamnosti 5 % (p < 0,05)

ochorenie boli zhubné nadorové ochorenia
trdviacich orgdnov (14,56 %). Naj¢astejsie absol-
vovanou lie¢bou zdkladného ochorenia bola
kombinacia operacnej lie¢by s chemoterapiou
a radioterapiou (39,80), druhou najcastejsie ab-
solvovanou lie¢bou bola kombinacia chemote-
rapie s radioterapiou (32,04 %) a tretou najcastej-
Sie sa vyskytujucou lie¢bou bola len samotna
chemoterapia (1747 %). Priemerna dizka liec¢by
sa u respondentov pohybovala na trovni 20,59
mesiaca (+ 23,85 mesiaca), median preZitia bol
na urovni 12 mesiacov. V nasej vyskumnej vzorke
bolo vacsie zastupenie Zien, az 60,19 %. Vacsina
respondentov sa hlasila k vierovyznaniu (63,11 %).
Najcastejsie ziskané vzdelanie respondentov
bolo stredoskolské 57,28 %. Az 46,60 % respon-
dentov bolo Zenatych/vydatych. Najcastejsia
frekvencia névstev respondentov bola 1x tyz-
denne 47,58 %.

Vysledky

Zo sledovanych 32 symptdmov pacienti
v nasej vyskumnej vzorke (n = 103) najcastej-
Sie popisovali vyskyt nechutenstva 99% (n =
102), Ubytku na véhe 989% (n = 101), bolesti

94,2% (n = 97), nedostatok energie 91,3% (n =
94) a podrdzdenosti 86,4% (n = 89). Najmenej
¢asto pacienti popisovali vyskyt hnacky 35%
(n = 36), necitlivost, brnenie v rukach i nohach
349% (n = 35), zavraty 30,1 % (31), nadUvanie 26,2 %
(n=27) a svrbenie 15,5% (n = 16). Portenoy et al.
uvadzaju, Ze ich pacienti najcastejsie popisovali
vyskyt nedostatok energie (73,4 %), ustrdchanost
(72,4%), pocit smutku (674 %), bolest (63,1) a pocit
nervozity (62,4%). V porovnani s nasimi zistenia
sa symptém nechutenstvo umiestnil zo vietkych
32 symptéomov v ich vysledkoch na 11. mieste
vyskytu, Ubytok na vahe na 21. mieste, bolest
na 4. mieste, nedostatok energie na 1. mieste
a podrézdenost na 9. mieste. V pripade najmenej
¢asto sa vyskytujucich symptémov sa hnacka
vyskytovala v ich vzorke na 23. mieste, necitlivost,
brnenie v nohach, rukach na 15. mieste, zavraty
na 20. mieste, naduvanie na 13. mieste a svrbenie
na 19. mieste. McMillan a Rivera (3) uvadzaju, ze
najcastejsie sa vyskytujucimi symptémami uich
respondentov bola na 1. mieste Unava (u nds na
4. mieste), na druhom mieste bolest (u nas 3.
miesto), na tretom mieste sucho v Ustach (u nas
na 23. mieste), na Stvrtom mieste ospalost (U nas
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Tabulka 3. Rozdiely vo vyskyte symptdmoy, ich intenzite, prezivani distresu a rodinnym stavom

pacienta
MSAS GDI MSAS PHYS MSAS PSYCH TMSAS
Hypotéza¢. 3 — — — —
X SD X SD X SD X SD
slobodny/a 2,2 1,55 2,05 1,63 1,84 1,48 1,75 1,65
Zenaty/vydatd 1,89 1,52 1,74 1,5 1,63 147 1,57 1,54
druh/druzka 2,01 1,53 1,69 1,63 14 13 1,57 1,58
ovdoveny/a 2,59 1,52 2,6 1,67 1,72 1,55 2,12 1,71
rozvedeny/a 141 1,34 14 1,48 1,09 1,23 118 1,44
F 4,028 5,947 4,129 4,355
P ,005 ,000 ,004 ,003

ONE WAY ANOVA test na hladine vyznamnosti 5% (p <0,05)

Tabulka 4. Rozdiely vo vyskyte symptomov, ich intenzite, prezivani distresu a frekvenciou navstev

MSAS GDI MSAS PHYS MSAS PSYCH TMSAS

Hypotéza <. 4 — — = —

X SD X SD X SD X SD
5-7/tyzdenne 193 144 131 146 1,81 143 1,21 15
2-4/tyzdenne 1,49 141 1,46 143 13 137 1,29 145
1tyzdenne 2,16 153 194 16 178 143 17 1,61
Ziadne 2,67 1,5 2,73 1,59 1,87 1,59 2,22 1,69
F 8,810 11,690 5,214 9,133
p ,000 ,000 ,001 ,000

ONE WAY ANOVA test na hladine vyznamnosti 5% (p <0,05)

na 21. mieste) a piatom mieste nechutenstvo
(unds na 1. mieste). Rozdiely v nasich zisteniach
v porovnani so zisteniami od inych autorov su
podla nasho nézoru zanedbatelné a st dané od-
lisnostou respondentov vo vyskumnej vzorke
(vek, ochorenie, absolvovana liecba, pridruzené
ochorenia...) a odlisnym socio-kultdrnym kon-
textom.

Pri testovani hypotéz sme dospeli k nasle-
dovnym zaverom. V ramci hypotézy &. 1 sme
predpokladali sme vzajomnu zavislost medzi
preZivanim symptémov a jednotlivymi oblas-
tami QOL, ¢o sa ndm aj na zaklade preukazanej
linedrnej zavislosti a vzniku silnych korelacii po-
tvrdilo. Viysledky st uvedené v tabulke 1.

V rdmci hypotézy ¢. 2 sme predpokladali
sme Statisticky vyznamné rozdiely vo vyskyte
symptémoy, ich intenzite, prezivani distresu a ty-
pom absolvovanej lie¢by, ¢o sa ndm i potvrdilo.
Viysledky st uvedené v tabulke 2.

V rdmci hypotézy ¢. 3 sme predpokladali
sme Statisticky vyznamné rozdiely vo vyskyte
symptomoyv, ich intenzite, prezivani distresu a ro-
dinnym stavom pacienta, ¢o sa nam i potvrdilo.
Viysledky st uvedené v tabulke 3.

V rdmci hypotézy ¢. 4 sme predpokladali
sme Statisticky vyznamné rozdiely vo vyskyte
symptémoy, ich intenzite, prezivani distresu
a frekvenciou navstev, ¢o sa nam i potvrdilo.
Viysledky su uvedené v tabulke 4.

V rdmci hypotézy ¢. 5 sme predpokladali
Statisticky vyznamné rozdiely medzi vyskytom
symptoémoy, ich intenzitou, prezivanim distre-
su a typom diagndézy, ¢o sa nam aj potvrdilo.
Vysledky su uvedené v tabulke 5.

Statisticky vyznamny vztah v preZivani sym-
ptémov a vekom, dizkou ochorenia sa ndm ne-
potvrdil. Statisticky vyznamné rozdiely v prezi-
vani symptomov z hladiska typu onkologického
ochorenia sa ndm nepotvrdili.

Diskusia

Z vysledkov ndsho vyskumu vyplyva, Ze
vyskyt symptémov u pacientov v paliativnej
starostlivosti priamo koreluje s troviou ich kva-
lity Zivota. Najcastejsie sa vyskytujucimi sym-
ptdbmami u pacientov v paliativnej starostlivosti
je nechutenstvo (99%), ubytok na vahe (98 %)
a bolest (94,2 %). V podobnej studii, ktord v mdji
2014 publikoval Pettersson a kolektiv vysoko
prevladajuce priznaky boli necitlivost/brnenie
v rukdch/nohach (64 %), nedostatok energie
(62 %), pocit ospalosti (49 %), a nevolnost (45 %)
(4). Rozdiel mézZe byt dany skutocnostou, Ze
zistovanie pocas ich studie prebiehalo v nésled-
nosti na chemoterapiu. Naopak De la Cruz a ko-
lektiv vo svojej studii z aprila 2015 uvédza ako
najcastejsie symptémy anorexia — strata na véhe
(94 %) Unavu (81 %), 56 (73 %) ospalost, znizenie
kvality Zivota (75 %) a bolest (51 %) (5). Podobne
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aj Labori v $tudii z roku 2006, v ktorej pouzil ako
nastroje Edmonton Symptom Assessment Scale
(ESAS) a dotaznik kvality Zivota (QLQ) pacienti
uviedli signifikantné znizenie kvality svojho zi-
vota (p <0.01) vzhladom na beznu populéciu
a ako najcastejsie symptomy uviedli Unavu, ne-
chutenstvo a pocit straty kvality svojho Zivota (6).
Unava (25%) a bolesti (16 %), boli tieZ oznacené
vacsinou pacientov ako najviac znepokojujuce
symptomy aj v studii Hoekstra v roku 2007 (7).
Semionov hovori, Zze pat najcastejsich sympto-
mov u paliativnych pacientov, ktoré sa prejavuju
az u70% su Unava, bolest, znizenie kvality Zivota
a nechutenstvo (8).

Najmenej ¢asto sa v nasom vyskume vysky-
tuju zavraty (30,1 %), naduvanie (26,2 %) a svrbe-
nie (15,5 %).Wright vo svojom vyskume publiko-
vanom v januari 2013 uvadza svrbenie ako jeden
z najcastejsie vyskytujucich sa symptémov. Az
88% jeho respondentov uviedlo vyskyt tohto
symptému a 46 % uviedlo, Ze to je Casty, alebo
staly problém (9). Je to rozdielne zistenie ako
v nasej studii. S podobnymi vysledkami, k akym
sme sa dopracovali svojim vyskumom v nasej
Studii sa stretdme aj v dalich vyskumoch (10, 11).

Zaver

Vystupom nédsho vyskumu bolo okrem
identifikovania najcastejsich obtazujucich sym-
ptémov a ich zavaznosti u pacientov v paliativ-
nej starostlivosti pomocou hodnotiacej skély
Memorial Symptom Assessment Scale aj po-
sidenie vzdjomnej zavislosti medzi prezivanim
symptémov fyzickych i psychickych a kvalitou
Zivota, vekom pacientov, dizkou ochorenia i ab-
solvovanou lie¢bou. Zaroven sme posudzovali
Statisticky vyznamné rozdiely vo vyskyte, pre-
Zivani intenzity a distresu symptémov v rdm-
ci pohlavia, typu diagndzy, dizkou ochorenia,
typom absolvovanej lie¢by, rodinnym stavom
a frekvenciou navstev. Potvrdili sa ndm Statisticky
vyznamné rozdiely vo vyskyte symptoémoy, ich
intenzitou, prezivanim distresu a typom diagné-
zy, typom absolvovanej liecby, rodinnym stavom
i frekvenciou navstev. Nepotvrdili sa ndm Statis-
tické rozdiely vo vyskyte, intenzite symptomov,
prezfvani distresu a pohlavim, vekom i dlzkou
ochorenia. Celkovo mozeme konstatovat, ze
vietky nami stanovené ciele nasho vyskumu
sme splnili.

Limitacie studie

Nasou snahou bolo dosiahnut reprezenta-
tivnu vyskumnu vzorku pre pacienta v paliativ-
nej starostlivosti vseobecne, no vzhladom na
Specifické problémy — véacsina pacientov bola



Tabulka 5. Statisticky vyznamné rozdiely medzi vyskytom symptémoy, ich intenzitou, preZivanim distresu a typom diagnézy

MSAS GDI MSAS PHYS MSAS PSYCH TMSAS
Hypotéza¢. 5 — — — —

* SD A SD ES SD Y SD
Zhubny nador pery, Ustnej dutiny a hltana 1,75 1,63 1,16 148 0,88 146 1,16 148
Zhubné nadory traviacich organov 1,69 142 13 1,47 1,55 14 13 1,47
Zhubné nadory dychacich a vnutrohrudnikovych orgédnov 211 1,53 1,56 1,56 1,74 142 1,56 1,56
Zhubné nadory kosti a klbovej chrupky 09 1,37 0,63 119 017 0,37 0,63 1,19
Melaném a iné zhubné nadory koze 2,5 1,57 2 1,65 1,89 1,49 2 1,65
Zhubné nadory mezotelu a makkého tkaniva 2,35 1.1 2,16 1,65 0,86 1,53 2,16 1,65
Zhubné nadory prsnika 1,83 147 143 1,53 1,3 114 143 1,53
Zhubné nadory zenskych pohlavnych orgdnov 1,65 1,22 14 1,44 1,35 1,06 14 144
Zhubné nadory muzskych pohlavnych organov 2,46 14 1,92 1,63 1,73 1,39 1,92 1,63
Zhubné nadory mocovej sustavy 09 1,04 1,03 1,35 1,06 113 1,03 1,35
Zhubné nadory oka, mozgu a inych ¢asti CNS 2,02 1,54 1,78 1,6 197 1,49 1,78 16
Zhubné nadory stitnej Zlazy a inych Zliaz s vnutornou sekréciou 2,38 1,58 2,13 1,73 1,57 157 213 1,73
Zhubné nadory lymfatického, krvotvorného a pribuzného tkaniva 293 1,38 2,45 1,53 2,79 1,21 2,45 1,53
F 3,681 4,099 3,811 4,21
P ,003 ,000 ,000 ,000

ONE WAY ANOVA test na hladine vyznamnosti 5% (p <0,05)

s nddorovymi ochoreniami, nebolo mozné tuto
véeobecnU reprezentativnost dosiahnut. Z tohto
ddévodu je mozné nase vysledky a zavery vysku-
mu interpretovat len na nasu vyskumnu vzorku.

Jednou z limitdcii je velkost vyskumnej
vzorky ked sa z vysledkov od pévodnych 200
respondentov — pacientov mohli validne zapo-
¢itat a vyhodnoatit len vysledky od 103 respon-
dentov. Napriek tomu mdZeme skonstatovat,
Ze v danej oblasti vyskumu su validné aj menej
pocetné vzorky ako je nasa. Tato limitacia je
spojena s etickymi aspektmi prace s paliativnym
pacientom.
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Depression syndrome and demoralization
syndrome in palliative care settings
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This study was conducted as part oftheproject “The Identity of Social Work in the Context of Slovakia [APVV-0524-12]" funded by the
Slovak Research and Development Agency.

Backround: Depression, severe grief reactions and demoralization are common types of disorders in palliative care settings (1). Our
article will specifically focus on the depession syndrome and demoralization syndrome. Globaly, there is wealth of literature focusing
on demoralization syndrome. However, a focused publication dedicated to this point was missing within our local area.

Methods: Initially, we intended to use 155 hospice patients. Over a period of 2 years members of the hospice team, who had been in-
structed in the research methodology and requirements, accurately recorded and evaluated the patients. This included using objective
evaluation scales and clinical diagnostics, apart form the assessment/perception of pain, which the patient assessed subjectively. Out
of the anticipated 155, only 83 patients met our criteria.

Results: Of the 83 respondents who met our criteria, depression was found in 67 patients, and only 16 patients had a mental status wi-
thout pathological findings. In addition to the depression, the syndrome of demoralization was identified in two patients. Significantly
the higher frequency of depression was in women (sig. = 0.01). In relation to age groups we observed a tendency in the 62 and above
age group, which shows that a higher incidence of depression is in people in retirement (sig. = 0.06). In terms of education, we did not
detect any differences (sig. = 0.78). Significantly higher pain was subjectively perceived by patients with depression (average 44.54) as
opposed to patients without depression(sig. = 0.043, p < 0.05), (average 31.38). Other indicators, which were mobility, independence in
hygiene, nutrition and excretion, did not show significant differences between patients (p > 0.05). A group of patients with depression
had a significantly lower frequency of social support (average 44.51) from relatives and close relationships (U = 368, Z = -2.004, sig. =
0.045, p < 0.05) than the group of patients without depression.

Conclusion: Our research shows that theprevention and treatment of depression and demoralization syndrome is important, as is the

need to assess and manage the patient’s pain and the importance of social support is identified.

Key words: depression, demoralization syndrome, palliative care, hospice, social support, pain.

Depression syndrome

We have decided not to define and divi-
de depression in this paper as their theoretical
bases are commonly known. We will focus on
specialities of diagnostics in palliative medici-
ne, differentiate diagnostics of depression and
demoralization and also we will present our
research findings.

One of the key tasks of our multidiscipli-
nary team is to identificate risk factors for the
development of depression in ill patients with
life-limiting diseases (1). There is a risk of delusory
optimism when common diagnostic measures
for depression detection are used. Therefore,
there are specific modifications to the diagnostic
criteria for depression that are recommended
in palliative care (2). The process of diagnosting
an incurably ill patient is hindered by common
presence of somatic symptoms of depression
(for example fatigue, sleep disturbance, loss of
energy, weight loss). Somatic symptoms may
also occur as result of cancer or its treatment
(1,3). Therefore the correct approach is to focus
on the patient’s psychological symptoms in
order to diagnose depression accurately (1, 4).

Ignoring the somatic symptoms could lead
to an underestimation of depression (5). We
were impressed with findings (6) that somatic
symptoms of depression (sleep disturbance,
poor apetite and fatigue) are more suited for
screening of patients with low risk of develo-
ping depression. If the patient does not suffer
from these problems a low risk of developing
depresion is assumed.

Prevalence of depression is alleged seen in
approxiamtelt a quarter of oncological patients
(4). Depression in the terminal phase arises most
frequently, as result of difficulty in adapting to
forthcoming death, lack of a cure and so on.
The presence of depression in the terminatal
phase of illness increases to 77 % of patients (5).
A Major Depressive Disorder occurs in approxi-
mately 15-18 % of patients with advanced illness
(2, 6). Patients with Major Depressive Disorder
are more likely to be male with non — malignant
disease. They were found to be suffering from
pain, experiencing poor performance status and
expressing desire for an early death (6).

We consider that it is a serious issue that
diagnosis of depression among oncological

Proceedings from the 7t" International Conference of Hospice and Palliative Care

patients is insufficient (4). It is caused by the
fact that half of patients in the terminal phase
of their illness are not talking about depression.
They believe that there is no more help available
for them or they think, that such a condition is
a normal part of their disease (5). If the depre-
ssion is not diagnosed in time no treatment is
accessed, despite the fact that the patient can
benefit by treatment even if it is provided 4 to 6
weeks before the death (7). Depression among
terminally ill patients appears quite unstable,
therefore it is necessary to observe separate
symptoms constantly (6).

There are no generally valid criteria for dia-
gnosing depression among terminally ill patients
(7). However, the basic signs and symptoms of
depression in terminally illmen are known: the
patient experiences feelings, emotions and be-
haviors which fulfill the criteria of a psychiatric
disorder. The patient has difficulties in managing
all aspects of their life, suffer from feelings of
helplessness, hopeless, valuelessness, feelings
of fault and suicidal thoughts occur. Nothing
makes the patient happy; the depression is con-
stant; the patients expresses suicide thoughts



conginually and the notion of a positive future
is completly absent (5).

There are many techniques for diagnosing
depression. The fundamental technique is the
personal account by the patient, clinical inter-
view and interview with the family. It is also
possible to use questionnaire techniques such
as Beck Depressive Inventory — BDI, Zung or
Hamilton Self-Rating Depression Scale. The per-
ception of their pain should always be evaluated
at the same time as an assessment for depre-
ssion is made as pain is one of the major risk fac-
tors (5). One of the most elementary, but quick,
methods could be to use a verbal mood rating
scale from 1-10 (8). We were impressed with the
finding that a single item screening interview
including the question, “Are you depressed?”
proved to be valid in palliative care. However, the
authors advise that there are significant cultural
differences which must be taken into account
which means that each diagnostic technique
should be deemed valid for that particular po-
pulation (7). There is a two question version of
the interview available; these questions are “Are
you depressed?” and “Have you lost interest/
pleasure?” (8).

Depression can also be examined with
screening tools aimed at detecting the total
degree of distress; for example, the Hospital
Anxiety and Depression Scale (HADS). This scale
can be used in palliative care and for patients in
advanced phase of oncological disease. This sca-
le does not evaluate somatic symptoms, which
can be seen as an advantage in light of what
has been discussed earlier. The administration
of this scale can be undertaken by medical staff
without being qualified as a doctor for example
by nurses (9). The HADS Scale is the most fre-
quently used tool for detecting depression in
palliative care in Europe, but is used rarely in USA
or Canada. A frequently used method is BDI —
Beck Depression Inventory. In general, there are
numerous methods used in depression research
and many of them are used in research papers.
This fact makes it difficult, or even impossible,
to undertake a comparasion of research findings
in several regions (10). In our opinion the major
e treatment of depression in palliative care are
pharmacological interventions. There needs to
be early detection andtimely psychoterapeutic
interventions.

Demoralization syndrome

The term was first used by American psy-
chiatrist Jerome Frank (1973), who understood
its meaning within the context of psychatric

patients, who were complaining on depression
from their subjective point of view, but he was
convinced, that they suffered from another
iliness (11). A patient, suffering from demoraliza-
tion was characterized, in his understanding, by
failure to cope with stress, isolated, existential
despair, feelings of hopelessness, meaningless,
alienation, rejection and low self-esteem (1, 12).
This concept has expanded recently and is used
in connection to existentialist distress and de-
spair feelings of patients in all field of medicine
(13, 14). The terms "despondency syndrome” (5)
or "holistic suffering” (15) also occur in literature
as complex, dynamic individual phenomenon
characterised by feelings of alienation, helple-
ssness, hopelessness, and meaningless. It is di-
fficult for the patient to describe these feelings
in word and it is multidimensional and usually it
contains an unwanted negative quality.

Demoralization syndrome develops within
the context of a major threat, which causes
massive anxiety and the person does not know
how to solve the situation (16). It combines psy-
chological components of disempowerment
(unability to function a at the same activity rate
as before) and a sense of futility (belief that the
health condition and its consequences will be ne-
verimproved) (17). It also includes demonstrations
of psychological distress (depressive tendency,
anxiety, averse, anger, or their combination) (3).
The main cognitive feature is “giving up” because
of the aforementioned feeling of hopelessness.
The person may feel that their energy was used
to its maximum, but the goal was not reached
(1). The clinical demonstration of demoralization
is a “subjective incompetence” — a subjective
awareness of the inability to perform tasks and
express their feelings, which appears naturally in
a stressful situation. It leads to feelings of perva-
sive uncertainty and worries about the future (3).

Other authors (16, 17, 18) see the demon-
stration of demoralization syndrome as a con-
tinuum.

The presence of illness and urgency to
undergo many medical interventions, often
painful, are a potential for demoralisation in
itself. A certain degree of demonstration of
this phenomena is therefore normal, even if
not expected. The continuum varies between
a normal answer to experienced helplessness
and a pathological form of existential distress.
The medical staff must be alretand recognise
the feelings of hopeless, which are often hidden
behind the request for an earlier death.

The presence of demoralization symptom
opens up many ethical questions. There is a pre-

sumption that people who ask for assisted sui-
cide are in fact suffering from their disease and
can be treated (14). Research (19) which was
concerned with the intensity of the desire to
hasten the death of patients in the terminal
phase of their illness has exposed the impact
of the subjective experience and concern with
physical symptoms and psychological suffering.
The patients (n = 72) were divided into three
groups according to the intensity of their desire
for death; speed up - low (42 %), high (22 %) and
middle (36%). The most frequent reason given
by patients for a theoretical approval of eutha-
nasia was their concern about the disease’s phy-
sical symptom — most of all the pain. The most
significant concern was expressed by the group
with the highest level of desire to speed up their
death. The dominant feelings of psychological
distress were connected with the belief that
they were a burden to their families. In contrast,
in the other two groups, there was the belief in
the ability of the doctor to manage the illness.
The feelings connected with demoralization
(fatalism about the death necessity, future-ori-
entated, hopelessness, frustration caused by the
the loss of independance) occurred in all three
groups, but was highest in the group with the
highest level of desire to die. The most frequent
reason given against potential euthanasia was
the religious/moral beliefs held by the patient.

Demoralization syndrome in palliative care
was described by Kissane (20). It is linked to
chronic illnesses, inability to perfrm everyday
tasks, body deformation, fear of loosing ones
dignity, social isolation and subjective feelings
of unsatisfaction — feelings of impending de-
pendence on others. In conjuction with fee-
lings of hopelessness and helplessness, the
desire for death rises and suicidal thoughts
may occur. It has bee noted that there are five
dimensions of demoralization (21) (loss of mea-
ning, dysphoria, disheartenment, helplessness
and sense of failure) which are part of a demo-
ralization scale.

The prevalence of demoralization syndro-
me is present in one third of all patients (17).
Research findings (22) identified the incidence
of demoralization syndrome in a group of 750
patients (varied illness phases, age range 18-75
years) at the rate of 20.8 %. A predictor for demo-
ralization development was seen to be a higher
amount of physical problems and lower degree
of social support. In terms of age and gender
factors, an increased incidence was noted in
women within palliative care settings who were
aged 61 years or younger. By contrast for men,
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the incidence of demoralization was more less
and occurred in the age group 51 and younger.

In general risk factors for developing de-
moralization are: serious illness appearance in
a younger age, multiple lossess, life stressors
which suddenly change the patient’s under-
standing of life and sense of hope. Factors which
affirm the demoralization syndrome are: dis-
functional family dynamics, unmanaged counter
transference on the part of cliniciansand lack
of social support (1). The importance of social
support is confirmed by research findings, when
the incidence of demoralization and depression
increase in relation to a low degree of social
support and high stress level (3).

Techniques of diagnostics

An effective diagnosis and differential dia-
gnosis is possible as a result of clinicians revie-
wing medical and therapeutic interventions.

The diagnosis of demoralization is contained
in the criteria in the newest version of DCPR
(Diagnostic Criteria for Psychosomatic Research).
The presence of patient’s psychological conditi-
on which is characterised by the belief of failure
at achieving either their own expectations or
other people’s expectations, or the inability to
solve urgent problems, results in experiencing
feelings of own helplessness, hopelessness and
giving up. These symptoms must have been
felt for at least 1 month. These feelings also
occur at the moment the disease is detected
orin the period when symptoms are worsening
symptoms (17). A single tool for examination
of demoralization is a Demoralization scale. It
is a valid method which has enabled potential
research in this area (2, 21).

A separation of demoralization, affective disor-
der (depression) and adjustment disorder is impor-
tant by differential dagnosis (12). Demoralization
syndrome may also occur in a depressed patient, as
well as at a psychotic patient, oncological patient,
and even a patient with a personality disorder. It
may also occur separately (16). The research re-
sults confirm that demoralization syndrome is an
individual clinical category (17). In our opinion it
is important to identify the difference between
depression and demoralization. A depressed per-
son looses the capability to feel good/pleasant
feelings (@anhedony), while a feeling of self-efficacy
is missing within demoralization syndrome and
a feeling of helplessness is also percieved. The
duration of the symptoms may also define the di-
fference. A depressed person cannot be free from
their feelings as itit is impossible to feel differenty
moodwise (23).

In contrast, in demoralization, a mood im-
provement is observable as an alleviation to
causes of stress movers; for, example vacation,
successful pain treatment or visit of an impor-
tant person (12). The patient is able to express
awide spectrum of affections (1). A certain level
of motivation is lost both with depression and
demoralization (11). The difference from the po-
int of ability to act is as following: a depressive
person may be aware of what to do, but the
motivation to undertake the activity is completly
missing (14). In demoralization, the activity of
the person is inhibited by a feeling of disability
and unsureness even if motivation is present at
the moment (11).

Feasible therapeutic interventions

To assist a patient with demoralization
syndrome requires an individual approach as
each case is specific and unique. Clarke and
Kissane (16) have used the concept “ways of
helping”. The concept of “remoralization” can
be also found in the literature — a process of
treating the demoralization (11). The basis of this
is formed by the confirmation and normalizati-
on of the patient’s experience with the illness
(12). Each member of the multidisciplinary team
can provide help for the patient — doctor, social
worker or psychologist (16). The authors Connor
and Walton (11) suggest that it nurses have an
important role in identifying and treating de-
moralization.

The effort to identify and alleviate physical
and mental symptoms of the illness as soon as
possible is of the highest priority; for example,
pain, nausea, depressive mood disorder and/or
anxiety (12). The offer of a specific treatment can
provide new hope to the patient.

Cognitive therapy can be provided, where
the patient receives relevant information and
empathic support (16). A proactive approach by
the nursing staff and ensuring patient’s life be-
liefs, which affect the handling of the life situa-
tion are utilised, can be an asset (12). Sometimes
itis necessary to reframe the negative cognitive
beliefs of the patients. The behavioral appro-
ach can be used, along with goal setting and
planning positive activities. These activities can
assist the to re-estabish their self-confidence and
self-efficacy (6). Cognitive-behavioral approa-
ches in palliative care are appropriate for patients
who are suffering from higher level of psycholo-
gical distress, anxiety, depression, chronic pain,
sleep disorder and/or adjustment disorder. The
main techniques that are used are: relaxation
methods, setting up realistic goals, restructuring
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of daily acitivities to increase the feeling of joy
and satisfaction (24). Narrative therapy can also
be effective as it helps to patient to reformulate
their life experiences of failure and sadness to
feelings of viability and hope (1).

The quality of the patient’s relationship with
doctor, nurses and other medical staff members
might be the key element. That is why it is so
important to think about the emotional aspects
of the treatment as well as the technical (25).
Pringle et al (26) identify the importance of an
approach which respects the human dignity
of the patient. A holistic and tolerant approach
has a key place in palliative care, not only in
hospice care, but also in several departments.
Therefore, the medical staff must ensure that
the patient’s autonomy is upheld and that there
is the possibility of choice at each stage of the
disease where the dignity of the patient is para-
mount which is also maintained when routine
procedures are undertaken. That is why effecti-
ve communication skills by the medical staff
members (verbal and nonverbal section) and
ability to choose appropraite words is important.
Research (27) dealing with perception of dignity
by oncological patients (n = 213) in the terminal
phase has shown that 46 % have undergone at
least one period where they felt they had lost
their dignity. The loss of dignity was perceived
to be a serious problem for 7,5 % of the patients.
Early detection of the existential anxiety from
loosing their dignity and early intervention to
reinforce the feelings of dignity were seen to
prevent the development of demoralization
syndrome in oncological patients (28).

Emphatic presence and time spent with
the patient alleviate the feeling of loneliness
and reconfirm the human value of the patient.
Frank suggests that an honest, gentle relation-
ship between client and therapist is a principal
component of remoralization therapy in his ear-
ly works about demoralization (11). However,
it frequently happens that the patient comes
to hospice quite late and the multidisciplinary
team does not have a chance to build up a trust
relationship with him/her and their family (25).
We have encountered positive reactions even
in case of a short hospitalization (some hours,
days) in the practice at our hospice. We agree
with these theoretical findings and uphold the
positive impact of a dignified and tolerating
approach to the patient.

Pastoral and religious support may also be
helpful. Promoting social relationships with the
patient and their family in the patient’s surroun-
dings is also important (12, 17). The presence



of volunteers might be a significant asset in
cases where there is limited opportunity for
social support (1). A conversation with the pa-
tient might often lead to religious and spiritual
questions and therefore a suitable professional
should be available and feel enough comfor-
table to have these discussions. Issue of forgi-
veness often occur and may need to be dealt
with (16).

Alternatively, pharmacological sedation
maybe introduced in cases when pharmaco-
logical and psychotherapeutic interventions
do not take effect from some reasons and
existential distress is becoming intolerable
for the patient (14). We consider this only as
an alternative for an extreme case based on
our experiences. Our practical experience has
shown the benefit of good effective support
therapy and individually selected combination
of above mentioned therapeutic interven-
tions. Our practical experience corresponds
with findings (26) that the absence of the
understanding of existential distress by me-
dical staff might lead to inappropriately se-
dating a patient, whereby if this alternative
was chosen earlier and there was sufficient
support for the patient and the effort made
to understand the situation the crisis might
be adverted. Therapy that is aimed at sol-
ving spiritual questions, looking for sense and
meaning, dealing with hope and despair has
proved to have the highest level of effectivity
(15). Therefore, logotherapy has an undispu-
table role in palliative care.

Psychosocial support and psychotherapeu-
tic interventions show a higher extent of use in
demoralization. There is often no medication
needed in order to improve the patient’s con-
ditions. We have encountered an idea, that it
is a matter of human experience rather than
a psychiatric diagnosis and the treatment shold
not involve any pharmacological interventions
(11). By contrast, it is usually necessary to use
pharmacological treatment in the case of a de-
pression (1). A situation might even develop that
the patient’s condition does not improve with
pharmacological intervention if the demorali-
zation is not addressed (11).

Pharmacotherapy of a depression
Pharmacotherapy in case of a depression
should take at least 3 to 6 months (19). This peri-
od of treatment is often not realistic in palliative
care. However, as explained in the introduction,
a patien tmight benefit by the treatment even if
itis initiated from four to six weeks before thier

death (21). A combination of antidepressives and
anxiolytics has proveduseful in palliativecare.

A specific type of antidepressive is mostly
chosen based on the clinical picture of the de-
pressive disorder (definition of type — anxious/
inhibitory), tolerability and safety. A type of anti-
depressive which is intentionally degrading the
symptoms of the inhibitory type of depressive
disorder caused by the lack of Noradrenaline
and Dopamine (for example Bupropion) should
be chosen in the case of inhibitory depressive
disorder. In cases of anxious depressive disor-
der medication such as Tranzodon can be used
(29). Anappropriate alternative for arestless and
anxious patient is a medicine with a sedative im-
pact (Dosulepin, Amitriptyline, Trimipraminetc)
(19). There are often patients in which both
anxious and inhibory elements of depression
are present (29).

The mostly prescribed medicaments in
practice are SSRI (selective serotonin reuptake
inhibitors — Citolopram, Fluoxetin, Fluvoxamin,
Paroxetin, Sertralin, Escitalopram). A smaller
amount of tricyclic medication is sufficient for
oncological patients with depression, compared
to healthly people with depression (19). SSRIs
are appropraite for older patients with somatic
comorbidity (30).

A benzodiazepine derivate, Alprazolam, pla-
ysimportant role in palliative care and oncology,
as intreduces anxious and depressive sympto-
matology (19). Depressive disorders which are
connected to a physical disease (,secondary
depression”) respondless effectively to antide-
pressants than compared to primary depressive
disorders (30).

Antidepressives and benzodiazepines also
play a role in adjuvant analgesic treatment (19).
Opiates are not effective for neuropatic pain
and that is why adjuvant medicines are inclu-
ded such as those mentionned previously (31).
Itis known that reuptake inhibitors are impor-
tant for an analgesic effect, as is noradrenaline.
It was found during the somatic symptoms
treatment that Venalfaxin had a stronger im-
pact than SSRIs (29).

Objectives of research

The objectives of our research was to deter-
mine the prevalence of depression and demora-
lization syndrome in patients dying in a hospice.
Furthermre, we wished to identify the socio-
-demographic and physical characteristics that
have an impact on depression and to find out
whether social support from close relationships
was also significantly related.

Research sample and methods

Initially, we intended to use 155 hospice
patients (52.3% women, 47.7 % of men; cancer
diagnoses in 84.5% of patients anddepression
demonstrated in 46 % of patients aged 29-96
years). Over a period of 2 years members of the
hospice team, who had been instructed in the
research methodology and requirements, accu-
rately recorded and evaluated the patients. This
included using objective evaluation scales and
clinical diagnostics, apart form the assessment/
perception of pain, which the patient assessed
subjectively. Out of the anticipated 155, only 83
patients met our criteria.

The criteria is as follows: the patient had
to have been in the hospice for at least 5 days,
orientated and had a lucid consciousness. 38
patients were excluded mainly due to their con-
fusion, dementia or organic psychosyndrome.
A further 22 patients were excluded because
of the reduced state of consciousness (sopor,
coma, agony).

Thefinal research sample consisted of 83
respondents, including 46 women and 37
men, aged from 47 to 96 years — average age
71. The oncological diagnosis was diagnosed
in 77 cases. In terms of education, 42 patients
had completed basic or vocational education,
and 41 patients had secondary level or higher
education.

The results were processed using the stati-
stical program SPSS.

Research results

Of the 83 respondents who met our criteria,
depression was found in 67 patients. Only 16
patients were depressed without pathological
findings. In addition to depression, demora-
lization syndrome was identified in two pati-
ents. A very significant finding was that for35
patients, depression was not identified and
treated before being admitted to the hospice
even though signs and symptoms were present.
The most frequently prescribed were anxiolitics:
Oxazepam, Lexaurin, Neurol. Apaurin (diazepam)
and Midazolam and antidpresives: Citalec (cita-
lopram), Trittico, Mirtazapine, Cymbalta (prescri-
bed the least because of the high price).

We were interested in whether the gen-
der, age and education was related to the in-
cidence of depression in dying patients. Using
Fisher's test, we found that there was a signifi-
cantly higher frequency of depression in women
(sig. = 0.01), with and increased tendency for
those aged 62 and above which suggests that
there is a higher incidence of depression in pe-
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ople in retirement age (sig. = 0.06). In terms of
education, we did not detect any differences
(sig.=0.78).

Regarding physical indicators, we evaluated
the ability of the patient in terms of mobility (from
mobile without problems to being bedridden),
hygiene (from completely independent to com-
pletely reliant), nutrition and excretion. We also
evaluated the degree of subjective perception of
pain, rated by the patient themselves on a scale
from 1 to 10 (with 10 being unbearable pain).

As we observed in all cases (Kolmogorov-
Smirnov test, p < 0.05) there was a non-para-
metric distribution. We used the Mann-Whitney
U test. Based on the findings presented in Table
1, we can conclude that significant difference
(sig.=0.043, p < 0.05) was demonstrated only in
the evaluation of pain, when significantly higher
pain was subjectively perceived by patients with
depression (average 44.54) as opposed to pa-
tients without depression (average 31.38). For
the other indicators, mobility, independence in
hygiene, nutrition and excretion, there was no
significant differences between patients shown
(p > 0.05).

Finally, we wanted to know if there wasa
difference between groups of patients with
depression and without depression in terms
of the frequency of social support provided
by relatives and close persons. Based on the
testing of normality of distribution (Kolmogorov-
Smirnov test, sig. 0.036, p < 0.05), we again used
the Mann-Whitney U test, and we found that
the group of patients with depression (average
44.51) had a significantly lower frequency of
social support (average 44.51) from relatives and
close persons (U = 368, Z =-2.004, sig. = 0.045,

Graph 1. The frequency of social support in terms of depressed patients
and patients withoutdepression (soc. support: 1 often; 5 none)

Table 1. Mann-Whitney U test

Mobility Hygiene Nutrition Excretion Pain
Mann-Whitney U 523 480 470,5 449 366
VA -168 =921 -,847 =118 -2,021
Asymp.sig 0,86 0,35 0,39 0,91 0,043

p <0.05) than the group of patients without de-
pression (average 31.50). The results are shown
in Graph 1 below.

Spearman’s correlation test has shown that
the longer a patient was hospitalized at a hospi-
ce, the less frequent social support from family
and loved ones was received (R =0.365 **,sig. =
0.001, p < 0.05) which can be seenin Graph nr. 2.

In the next section we present a case report
of onepatient’s demoralization syndrome.

Case study Mrs B.

An 82 years old patient, Mrs B, was hospita-
lized at our facility for 5 months with adenoid
cystic carcinoma of sublingual gland, lung, me-
diastinal lymph nodes and liver metastases. She
underwent a oncological treatment (radiation
therapy, chemotherapy) before being admitted
to the hospice. Her condition was aggravated
during the 5th round of palliative chemotherapy
(adhesive ileus, prothrombin-complex defect,
heavy hypoproteinemia and hypoalbuminemia).
No other oncological treatment was indicated
and hospice care was recommended as a result.

These of morphien (as required) had been
recommended to her for pain relief prior to the
arrival to the hospice and a nasogastric tube has
been inserted to her because of nutritional status.
The patient was conscious, oriented, algesic, wee-
py, depressive tendency, worried andnauseous.
She was not communicating very much and only

answered questions with one word. She was
aware of her diagnosis and the prognosis of her
illness. We started a continuous treatment with
opiates, + Oxazepam, in small amounts continu-
ously. We removed the nasogastric tube and we
assumed there was swallowing disorder because
of the radiation therapy to her throat. Hence we
considred inserting a PEG tube, which was appro-
ved by the patient.

Social anamnesis was as follows: Mrs B was
aretired administrative clerk. Her family currently
live out of the district where the hospice is loca-
ted. She was a widow and was living in a nursing
home before she came into the hospice. She had
two children — a daugter and a son. She had no
contact with her son for a long time and he did
not come to see her in hospice. Her daughter
coming came to see her once a week on avarage
and kept contact with her mother everyday by
telephone. Mrs B. had two grandchildren who
rarely visited. She was suffering from social isola-
tion. She started to speak about her family after
her initial apathy. She rationalized the less fre-
quent visits to her because of the long distance
and business of family members. However, the
nonverbal language by the MRs B. suggested
that this was a ensitive topic and that she was
very upset about the current situation. She was
fatalistic and waiting for the death: ,| came he-
re to die”. The family was not coping with the
diagnosis and prognosis of Mre B's. They even

Graph 2. Correlation between length of hospital stay and frequency of
social support(soc. support: 1 often; 5 none)
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asked a doctor appealing for euthanasia. The
family members of Mrs B. have been informed
about the rules of hospice care before the hos-
pitalization and therefore the information was
repeated sensitively. The family members have
been encouraged to actively support Mrs B.

All member of our multidisciplinary team
were involved in providing a holistic approach to
care following the initial assessment. The naso-
gastric tube was removed and a PEG tube was in-
serted. Anxiolytics were administered and antide-
pressive treatment with Trazodon was initiated as
the patient was weepy and dysphoric. Following
4 weeks of the antidepressive treatment the pati-
ent suffered from fuzziness, apathy, a worsened
state of consciousness without sedative, had an-
tipsychotic treatment and an unmodified amount
of opiate and anxiolytics. Medication was redu-
ced and Trazodon was stopped. The state of con-
sciousness improved within a couple days. The
patient became orientated. Antidepressive me-
dication was administered again; Citalopram was
chosen, Xazepam was excluded and Diazepam
was administered for nights. A psychologist has
been visiting Mrs B. 5 times a week and provided
psychotherapy consisting of support, validation
and reminiscence therapy. Cognitive therapy and
elements of logotherapy were applied as well.
The patient has been visited by a medical social
worker, a priest and volunteers. The patient has
been suffering from a heavy nausea due to the
disease. She had experienced anxiety as a result
which she expressed verbally: | cannot drink
enough water because it causes urges to gag. If
I vomit then they will have work with me.”.

The feeling of being a burden dominated
Mrs B.: I only cause you trouble.” ,The daughter
has enough own worries and | add more for
her.". She has expressed her desire to die several
times. The feelings of Mrs B were normalized
and these thoughts were reframed gradually.
She was encouraged frequently to express her
needs. Her needs have been satisfied within
limits. Improvement in her condition appeared
6 weeks after coming to the hospice. She has
started to get out of her bed accompanied by
the psychologist or volunteers. A mood impro-
vement was alsoachieved at the first tome of
being able to go outside; ,The sky is so nice.
I do not even remember when | saw it last time.
I only look on the ceiling all the time.”. She was
joining-in with conversations gradually, remem-
bering and summarizing her life up to now. She
was appreciating the approach of the whole
medical staff: ,They are all so good to me.". It can
be seen that there was an improvement in the

patient s condition as she had an improved mo-
od, more activity in her final days, improved co-
mmunication, verbalization of her dealing with
the illness and relationsships. However, overal
her condidion had worsened somatically, more
complications, reduction in treatment, decrease
in consciousness and cachexia. She passed away
on the 156" day of her hospitalization.

In the case of Mrs B, signs of demoralization
syndrome were present; helplessness, attacks
of psycholigical distress, isolation and the desire
to accelerate death acceleration. In our opinion,
the therapeutic impact of social support and
the creation of an encouraging relationship with
a single member of the hospice team are conside-
red to be key factors in case of Mrs B. Our practical
experience is corresponds to the theoretical basis
which was summarized in the introduction.

Discussion

In our study, we researched the incidence
of depression and demoralization syndrome in
patients dying in a hospice. We also set out to
identify socio-demographic and physical char-
acteristics that have an impact on depression. In
addition, we focused on the issue of social sup-
port from close persons. The research findings
show that in this group of 83 respondents who
met the selection criteria (length of stay at least 5
days, lucid consciousness, orientation), depression
occurred in 80.7 % (67 patients). We can conclude
that the incidence of depression in our sample was
slightly above the average (5) and that our results
are consistent with the findings that the increased
incidence of depression in terminally ill patients is
relatively common (32, 33, 35). We consider s sig-
nificant finding is that that 35 respondents had
proven depressive symptomatology (ie 52.2 %)
and had not been diagnosed before admitting to
hospice. We can therefore regrettably state the fact
according to the knowledge (5) that up to half of
terminally ill patients do not speak of depression,
and therefore it is not often identified in time. The
greatest asset of the effective diagnosis and early
initiation of treatment can be seenin the potential
benefit to the patient and his family, who then
have a chance to live a fuller life at the end-of their
life. Effective diagnosis, in our facility, we attribute
to the existence of a multidisciplinary team and
the provision of holistic care which provides in-
sight into the patient as a whole. Demoralization
syndrome was noticed in two patients, in comor-
bidity with depression. We can conclude that the
incidence of demoralization syndrome was seen
in our hospice to be significantly lower compared
to the reported average prevalence (17, 22). Here

we once again highlight the role of the multidis-
ciplinary team as in hospice, there is the patient
centred care and their holistic needs are being
fulfilled as far as possible. All medical operations
are carried out with maximum emphasis on pre-
serving the patient’s dignity and autonomy. The
environment is conducive to maintain the bonds
between the patients and their families (family sup-
port by the hospice team, visits 24 hours a day and
the possibility of accommodation in the hospice).
Thus, there is guaranteed social support, the lack
of which has been has been demonstrated as an
important factor for the development of demor-
alization syndrome (1, 3, 19, 20, 22).

In terms of socio-demographic indicators
we observe a tendency towards a higher in-
cidence of depression in people in retirement
(over 62 years). Other socio-demographic factors
relating to age, gender or level of education did
not show a significant effect which is consistent
with other research findings (32, 33).

From the physical indicators (mobility, hygiene,
nutrition, secretion, pain) the only significant fac-
tor was the subjective perception of pain, with
significantly higher pain perceived by patients with
depression. Interestingly, pain is also the highest
risk factor for the development of depression (5).
Our finding is consistent with the fact that the
pain and depression have a deeper biological
connection — neurotransmitters serotonin and
norepinephrine affect both of these areas (34).
The research findings of this connection do differ
though. In contrast to our findings, Chinese oncol-
ogy patients in the advanced stage of the cancer
did not show a difference in the impact of the
nature and strength of pain in a comparison to
a group of patients with depression and a group
without symptoms of depression. Similarly, there
was no detected significant effect of perceived
degree of autonomy (32). Our findings are con-
firmed the results of a study (33), which has proven
a close connection between a depressive frame of
mind and perceived physical symptoms — mainly
pain — in oncological patients. The group of de-
pressed patients indicated a higher rate of burden
for each observed symptom (pain, mood, nausea,
shortness of breath, mobility, general quality of
life, fatigue) in comparison with the group with-
out a depressive symptomatology. The authors
also noted the connection between the physical
symptoms of the disease, which improved with the
appropriate treatment for depression. The differ-
ences between the findings of the various studies,
such as the potential culturalimpact as well as the
diversity of the research methods, makes valid
comparisons of results difficult.
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An important proven factor has been the
impact of social support from family and close
persons, as patients in palliative care with depre-
ssion had a significantly lower frequency of social
support. This finding did not surprise us and it
coincides with the theoretical basis, which shows
the significant effect of social support on the de-
velopment of depression as well of demoralization
syndrome (1,3, 19, 20, 22, 35).Effective treatment of
physical symptoms of the disease and adequate
social support is equlally important protective fac-
tors that reduce the risk of a relapse of depression.
Low social support from family and close persons
is the most significant factor. Due to insufficient
social support from family or close persons, it is
therefore very important to ensure the provision
of psychosocial support by professionals involved
in the patient’s treatment (35, 36, 37). Furthermore,
we noted the fact that the frequency of visits dec-
reased significantly with the length of time the
patient stayed in the hospice - the longer the pa-
tient was an inpatient for, the less frequent was the
social support from family and close persons. Our
findings highlight the importance of promoting an
active role for the family in patient care. This could
be achieved by educating family members about
the importance and benefit of social support.

For a family the disease of their loved one
has a huge impact at it is both a crisis and a bur-
den. Therefore, not only does the patient need
support, but also the family so it can support
itself and the patient.

Conclusion

Our research findings correspond to the theo-
retical knowledge which was summarised in the
introduction. The prevalence of depression is
quite noteable in our hospice and therefore this
issue requires more research. The prevalence of
demoralization syndrome has been less frequent
in our hospice compared to the average. In our
opinion, this is attributed to the holistic appro-
ach to patient care and the importance of social
support which is provided by the hospice team.
Future research might examine the incidence of
depressive syndrome and develop more detailed
knowledge about demoralization syndrome as
this has not been explored in depth to date. Our
research work, as well as our clinical experience,
has addedd to the body of evidence already avai-
lable in the field of palliative medicine.

Limitations

Our study has also certain limitations. We
have only been monitoring the development of
depression in categories — presence or absence

of depressive symptomatology. We intend to
consider degrees of depression in our future
works. As the social support factor was also pro-
ven to be significant, we would wish to explore
this in more depth than this study allowed. We
consider our work to be limited becuase it only
looked in detail at the quantative aspects and
did not review the qualitative dimension of so-
cial support. We intend to devise a seperate tool
to reveal the degree of social support among
our patients.
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Tato studia bola uskuto¢nena v rdmci projektu ,Identita socialnej prace v kontexte Slovenska [APVV-0524-12]".

Uvod: Depresia, tazké smutkové reakcie a demoralizacia si bezné typy tazkosti pacientov v podmienkach paliativnej mediciny (1). Prave
depresivnemu syndrému a syndromu demoralizacie sa budeme blizsie venovat v nasom ¢lanku. Syndrému demoralizacie sa v zahrani¢nej
odbornej literature venuje znacna pozornost. V nasich podmienkach chybala ucelena praca, ktora by sa tejto problematike venovala.
Metody: Nas vyskum sme planovali realizovat u 155 hospicovych pacientov. V ¢asovom obdobi 2 roky, kedy ¢lenovia hospicového
timu, ktori boli vopred o danych metédach edukovani presne zaznamendvali a hodnotili stav pacientov. I1$lo o objektivne hodnotiace
skaly a klinicku diagnostiku, okrem $kaly na vnimanie bolesti, ktoru pacient hodnotil subjektivne. Z uvedeného poctu nasim kritériam
vyhovovalo len 83 pacientov.

Vysledky: Z 83 respondentov, ktori spiiiali nase kritéria bola zistena depresia u 67 pacientoch len 16 pacientov bolo v psychickom
stave bez patologického nalezu. Popri depresii sa u dvoch pacientoch vyskytol aj demoraliza¢ny syndrom. Signifikantne castejsi vyskyt
depresie je u Zien (sig. = 0,01), z hladiska vekovych skupin do 62 rokov a nad 62 rokov badéame urcitu tendenciu, ktora ukazuje, ze vyssi
vyskyt depresie je u ludi v poproduktivhom veku (sig. = 0,06) a z hladiska vzdelania sme nezaznamenali ziadne rozdiely (sig. = 0,78).
Signifikantne vyssiu bolest subjektivne vnimali pacienti s depresiou (priemer 44,54) nez pacienti bez depresie (sig. = 0,043, p < 0,05),
(priemer 31,38). Pri ostatnych ukazovateloch, ktorymi boli mobilita, sebesta¢nost v hygiene, vyZive a vylu¢ovani sa nepreukazali signifi-
kantné rozdiely medzi pacientmi (p > 0,05). Skupina pacientov s depresiou (priemer 44,51) mala signifikantne nizsiu frekvenciu socialnej
opory od pribuznych a blizkych (U =368, Z =-2,004, sig. = 0,045, p < 0,05), nez skupina pacientov bez depresie.

Zaver: Vysledky nasho vyskumu ukazuju, ze v pripade prevencie a liecby depresie a demoralizacie je dolezité venovat pozornost liecbe

bolesti a socialnej opore pacientov.

Klucové slova: depresia, syndrom demoralizacie, paliativnej starostlivosti, hospic, socialna opora, bolest.

Depresivny syndrom

Definicidm a deleniu depresie sa v rdmci
nasej prace venovat nebudeme. Teoretické vy-
chodiskd povazujeme za vieobecne zndme.
Zameriame sa skor na $pecifikd diagnostiky
v rdamci paliativnej mediciny, diferencidlnej dia-
gnostiky depresie a demoralizacie. Zhrnieme
vyskumné zistenia z danej problematiky.

K primdrnym ulohadm multidisciplindrneho
timu patri identifikcia rizikovych faktorov pre
rozvoj depresie u nevyliec¢itelne chorého pa-
cienta (1). Pri pouziti beznych diagnostickych
metod na zistovanie depresie hrozi riziko falosnej
pozitivity. Preto je v rdmci paliativnej mediciny
odporucana $pecifickd modifikdcia diagnos-
tickych kritérii depresie (2). Diagnostika nevy-
liecitelne chorého pacienta je stazend beznou
pritomnostou somatickych priznakov depresie
(napr. Unava, poruchy spankovych rytmov, stra-
ta energie, strata na véhe). Rovnako sa mézu
vyskytovat somatické priznaky ako nasledok
liecby onkologického ochorenia (1, 3). Preto je
pre spravnu diagnostiku potrebné zacielenie
na psychické priznaky depresie (1, 4). Ak by sme
viak somatické symptomy Uplne opomenuli,
mdbzZe nastat podcenenie depresie (5). Zaujalo

nas zistenie (6), Ze somatické priznaky depre-
sie (poruchy spanku, strata apetitu a Unava) su
vhodnejsie na screening pacientov s nizkym
rizikom rozvoja depresie. Ak nema pacient v uve-
denych oblastiach problémy, predpoklada sa
nizke riziko rozvoja depresie.

Prevalencia depresie sa uvadza asi u Stvrti-
ny onkologickych pacientov (4). Depresia v ter-
mindlnom $tadiu choroby vznikd najcastejsie
ako dosledok adaptacie na neprimerand mieru
zataze (bliziaca sa smrt, naro¢nd lie¢ba atd.).
Viyskyt depresie v termindlnom $tadiu ochorenia
stUpa az na 77 % pacientov (5). Depresivna epi-
z6da tazkého stupna sa vyskytuje asiu 15-18%
paliativnych pacientov (2, 6). Pacienti s tazkou
depresivnou epizddou boli ¢astejsie muzi, ktorf
netrpeli onkologickym ochorenim. Trpeli bo-
lestou, mali znizeny vykon a prejavili tuzbu po
skorej smrti (6).

Za zavazné povazujeme zistenie, Ze depresie
u onkologickych pacientov nie si dostato¢ne
diagnostikované (4). Casto k tomu dochédza pre-
to, e az polovica terminalne chorych pacientov
o depresii nehovori. Domnievaju sa, Ze im uz nie
je mozné poméct, alebo si myslia, Ze takyto stav
jednoducho k ochoreniu patri (5). Ak nie je de-

presia vas diagnostikovana, nie je nasadena ani
lie¢ha. Ato aj napriek tomu, Ze pacient mdze mat
benefit z lie¢by depresie, aj ked je nasadend len
Styri az Sest tyzdrov pred smrtou (7). Depresia
u termindlne chorych pacientov sa javi ako po-
merne nestabilna, preto je potrebné neustale
starostlivo sledovat jednotlivé symptémy (6).

Univerzalne nastavené kritéria pre diagnos-
tiku depresie u termindlne chorych pacientov
nie su (7). No pozndme zakladné charakteristiky
depresie u termindlne chorych: pacient zaziva
pocity, emdcie a spravanie, ktoré spliiaju kritéria
pre psychiatrickd poruchu; tazkosti st zvycajne
generalizované do vsetkych oblasti Zivota; pa-
cient zaZiva pocity bezmocnosti, beznddeje,
bezcennosti, pocity viny a ¢asto sa vyskytuju
aj suiciddlne tendencie; ni¢ ho netesf; depre-
sia je stala; pacient vyjadruje intenzivne a stale
suiciddlne myslienky; Uplne chyba zmysel pre
pozitivnu bududcnost (5).

Existuje viacero metéd na posudenie de-
presie. Zaklad tvori osobnd anamnéza pacienta,
klinicky rozhovor a rozhovor s rodinou. Z do-
taznikovych metdd je mozné pourzit: Beckovu
sebaposudzovaciu $kalu, Zungovu alebo
Hamiltonovu $kélu depresie. Pri posudzovani
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depresie by sme mali vzdy hodnotit aj vnimanie
bolesti. Bolest patri medzi najrizikovejsie faktory
(5). Medzi najjednoduchsie a najrychlejsie meté-
dy zaradujeme hodnotenie nélady na skéle od
1-10(8). Zaujalo nés zistenie, Zze v podmienkach
paliativnej starostlivosti sa ukazalo ako validne
jednopolozkové screeningové interwiev s otaz-
kou ,Ste depresivny?”. Autori vsak upozoriuju
na vyznamny kultdrny vplyv (konotécia pojmu
depresia) a teda potrebu overenia danej metody
na konkrétnu populdciu (7). Existuje aj dvoj-
polozkova verzia interwiev: ,Ste depresivny?”,
LStratili ste zaujem/potesenie?” (8). Depresia sa
mdze sledovat aj pomocou screeningovych
ndstrojov zameranych na zistovanie celkovej
miery distresu. Tu zaradujeme napriklad Skalu
hodnotenia Uzkosti a depresie pri hospitalizacii
HADS, ktoru je mozné vyuzit v paliativnej sta-
rostlivosti a aj u pacientov v pokrocilom stadiu
onkologického ochorenia. Skala neposudzuje
somatické symptémy, o mézeme vzhladom na
uvedené povazovat za vyhodu. Administraciu
tejto skaly mozu zaistit aj pracovnici nelekar-
skych profesif — napr. zdravotné sestry (9). Skala
HADS je najCastejSie pouzivanym nastrojom na
posudzovanie depresie v ramci paliativnej me-
diciny v Eurdpe, no zriedka sa pouziva v USA
a Kanade. Pomerne ¢asto sa pouziva aj BDI -
Beck Depression Inventory. Pri vyskume depresie
je celkovo pouzivané velké mnozstvo réznych
metdd, pricom vela z nich je pouzitych len pri
jednej Studii. Tato skutocnost stazuje, ba priam
znemoznuje moznost porovnania vyskumnych
zisteni v rdmci jednotlivych regiénov (10). V me-
dziach paliativnej starostlivosti vidime najvy-
raznejsi prinos diagnostiky v moznostiach pris-
posobenia lie¢by a odhalenie potreby véasného
zabezpeclenia psychoterapeutickej intervencie.
Za velmi vyznamny povaZujeme pomer ¢o naj-
vyssieho prinosu zisteni v pomere ¢o najnizsej
z4taze pre pacienta.

Demoraliza¢ny syndrom

Pojem demoralizacia pouZil ako prvy ame-
ricky psychiater Jerome Frank (1973), ktory cha-
pal tento pojem v kontexte psychiatrickych
pacientov, ktori sa subjektivne stazovali na de-
presiu, ale on bol presvedceny, Ze sa jednd o iné
ochorenie (11). Pacient trpiaci demoralizaciou
bol v jeho ponimani neschopny zvlddat naroky
Zivota, izolovany, zufaly, odcudzeny, odmietnuty
a s nizkym sebahodnotenim (1, 12). V sic¢asnosti
sa tento pojem rozsiril a pouziva sa v suvislosti
s existencidlnym distresom a pocitom zufalstva
u pacientov vo vsetkych oblastiach mediciny
(13, 14). V literature sa stretdvame aj s oznace-

nim ,syndrom skleslosti” (5) a pomenovanim
holistické utrpenie (15) — komplexny, dynamicky
individuélny fenomén charakterizovany pocitom
odcudzenia, bezmocnosti, beznddeje a absen-
ciou pocitu zmysluplnosti; pre pacienta je tazké
opisat tento pocit slovne; je multidimenzionalny
a zvycajne zahffa nechcenu negativnu kvalitu.
Objavuje sa v kontexte zadvazného ohrozenia,
ktoré spbdsobuje zna¢nu Uzkost a dané osoba
nevie, ako vzniknutu situéciu riesit (16). Syndrém
demoralizacie v sebe kombinuje zakladné
psychické zlozky bezmocnosti (neschopnost
fungovat na rovnakom stupni vykonnosti ako
v minulosti) a pocit marnosti (presvedcenie, Ze
zdravotny stav a jeho ddsledky na fungovanie sa
uz nikdy nezlepsia) (17). Rovnako v sebe zahtnha
prejavy psychického distresu (depresivne lade-
nie, anxieta, odpor, hnev alebo ich kombinaciu)
(3). Dominantnou kognitivnou ¢rtou je ,vzdava-
nie sa” prave pre spominané pocity beznadeje.
Clovek citi, Zze svoju energiu vyuzil na maximum
a ciel nie je naplneny (1). Klinickym prejavom
demoralizécie je ,subjektivna neschopnost” —
subjektivne vnimana neschopnost spliiat Ulohy
a vyjadrovat pocity, ktoré sa v stresovej situdcii
javia ako prirodzené. To vedie k pal¢ivému pocitu
neistoty a k obavdm o buducnost (3).

Viaceri autori (16, 17, 18) charakterizuju
prejavy demoraliza¢ného syndrému ako
kontinuum. Pritomnost choroby a nutnost
podstupovat pocetné, ¢asto krat neprijemné
medicinske zékroky ma v sebe vo svojej pod-
state potencidl demoralizovat - preto je urcity
stupen prejavov normalny, ba priam ocaké-
vany. Kontinuum prejavov sa teda pohybuje
v rozmedzi normalnej odpovede na vnimanu
bezmocnost az k patologickej forme existen-
cidlneho distresu. Zdravotnicky persondl musf
byt velmi citlivy a rozoznat pocity beznadeje,
ktoré sa castokrat skryvaju za poziadavkou
o predcasné ukoncenie zivota. Pritomnost
demoraliza¢ného syndromu otvara mnohé
moralne otazky. M6ézeme sa domnievat, ze
[udia, ktori Ziadaju o asistovanu samovrazdu
mozu v skuto¢nosti trpiet ochorenim a mozu
byt lieceni (14). Vyskum (19), ktory sa zaoberal
intenzitou tUzby terminalne chorych pacientov
urychlit zomieranie odhalil vplyv subjektivne
vnimaného ohrozenia fyzickymi symptémami
ochorenia a psychického utrpenia. Pacienti
(n = 72) boli rozdeleni do troch skupin podla
intenzity priania na urychlenie smrti — nizke
(42 %), vysoké (22 %) a stredné (36 %). Medzi
najcastejsi dovod, ktory uvadzali pacienti pri
teoretickom suhlase s eutandziou, patrilo prave
znepokojenie fyzickymi symptéomami ochore-
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nia — hlavne bolestou. Najvyraznejsie znepoko-
jenie vykazovala skupina s najvy$sou mierou
tuzby na urychlenie zomierania. U tejto skupiny
rovnako prevladali najvyraznejsie pocity psy-
chického distresu spojeného s presvedcenim,
Ze su pre rodinu bremenom. Naopak, u dvoch
dalsich skupin prevladala viera v schopnost
doktora zvladnut prejavy ochorenia. Pocity
spojené s demoralizaciou (rezigndcia na ne-
vyhnutnost smrti, beznddej vzhladom na
buducnost, frustracia zo straty nezévislosti, sa
vyskytovali u vietkych troch skupin, no najpo-
Cetnejsie u skupiny s najvyssou mierou tuzby
po ukonceni Zivota. Ako najcastejsi dévod na
nesuhlas s pripadnou eutanaziou uvédzali pa-
cienti ndbozenské a moralne presvedcenie.

V podmienkach paliativnej mediciny popisal
uvedeny syndrém Kissane (20). Spaja sa s chro-
nickymi ochoreniami, neschopnostou, telesnym
znetvorenim, strachom zo straty dostojnosti,
socidlnou izoldciou a subjektivnym pocitom
neschopnosti — pocit hroziacej zvysenej zavis-
losti od druhych. Spolu s pocitmi bezmocnosti
a bezradnosti stUpa u pacientov tuzba zomriet
amd2u sa objavit aj suicidalne tendencie. Dalsim
vyskumom (21) odhalil spominany autor pat
dimenzif demoralizacie (strata zmyslu, dysféria,
beznadej, bezmocnost a pocit zlyhania), ktoré
su sucastou Demoraliza¢nej $kdly.

Prevalencia demoraliza¢ného syndrému
sa uvadza na Urovni jednej tretiny zo vietkych
skupin pacientov (17). Vyskumné zistenia (22)
uvadzaju vyskyt demoraliza¢ného syndromu
v skupine 750 pacientov (rézny stupen ocho-
renia, vekové rozhranie 18 -75 rokov) na trovni
20,8%. Pricom prediktorom pre rozvoj demo-
ralizacie bol vyssi pocet fyzickych problémov
a nizsia Uroven socidlnej podpory. Z hladiska
faktorov veku a pohlavia bol zvyseny vyskyt
u Zien v paliativnej starostlivosti vo veku 61 rokov
a mladsich. U muzov bol naopak v paliativnej
starostlivosti vyskyt demoralizacie nizsi vo ve-
kovej skupine 51 ro¢nych a mladsich.

Vo vieobecnosti patria medzi rizikové fak-
tory rozvoja demoralizacie: vyskyt zdvazného
ochorenia v mladsom veku; mnohopocetné
straty; zivotné stresory, ktoré nahle zmenia
pacientovo ponimanie zivotnej zmysluplnosti
a pocitovanie nadeje. Faktory, ktoré udrziavaju
syndrém demoralizacie su: dysfunkéné rodinné
prostredie, nezvlddnuty protiprenos niektorych
¢lenov zdravotnickeho persondlu a chybajuca
socialna opora (1). Podstatny vyznam socialnej
opory podporuju aj vyskumné zistenia, kedy pri
nizkej socidlnej opore a vysokej miere stresu na-
rasta riziko vyskytu demoralizécie a depresie (3).



Moznosti diagnostiky

Dobra diagnostika a diferencialna diagnosti-
ka je pre zdravotnicky persondl podstatna prave
pre moznosti spravne posudit moznosti lie¢eb-
nych a terapeutickych zésahov.

V najnovsej verzii DCPR (Diagnostic Criteria
for Psychosomatic Research) je diagndza de-
moralizécie obsiahnutd v troch kritéridch.
Pritomnost psychického stavu charakterizova-
ného pacientovym presvedcenim, ze zlyhdva
v dosahovanf svojich vlastnych ocakavani, pri-
padne ocakavani druhych alebo neschopnost
riesit neodkladné problémy — ¢oho vysledkom
je zazivanie pocitu vlastnej bezmocnosti, bezna-
deje a vzdavania sa. Tento stav ma dlhodoby
charakter, najmenej jeden mesiac. Rovnako sa
tento pocit vyskytol v obdobi diagnostikovania
choroby alebo v obdobi zhorSenia symptomov
ochorenia (17). Samostatnym nastrojom na zis-
tovanie demoralizécie je Demoralizacna skala.
Jednd sa o validnu metddu, vdaka ktorej moéze
napredovat vyskum v tejto problematike (2, 21).

Pri diferencidlnej diagnostike treba rozlisovat
medzi demoralizaciou a afektivnymi psychicky-
mi poruchami (depresivna porucha) a porucha-
mi prisposobenia (12). Syndrém demoralizacie
sa moze vyskytovat aj u depresivneho pacienta,
rovnako ako u psychotika, chorého na rakovinu
a aj ¢loveka s poruchou osobnosti. Rovnako sa
mébze vyskytnut aj samostatne (16). Viyskumy
potvrdzuju, Ze syndrom demoralizécie tvorf sa-
mostatnu klinickd kategériu (17). PovaZzujeme za
potrebné pribliZit rozdiel medzi depresiou a de-
moralizaciou. Depresivna osoba straca kapacitu
citit sa dobre/prijemne (@nheddnia), zatial ¢o pri
demoralizacii absentuje pocit sebaucinnosti
a nastupuje pocit bezmocnosti. Rovnako méze-
me pozorovat diferenciu z hladiska pretrvavania
symptdmov, pricom depresivny ¢lovek sa nedo-
kéze odputat od svojich pocitov — v rdmci svojej
nélady je neodklonitelny (23). Naproti tomu pri
demoralizacii méZeme pozorovat zlepsenie na-
lady pri zmiernenf{ vplyvu stresorov (napr. dovo-
lenka, Uspesna liecba bolesti, ndvsteva niekoho
vyznamného) (12). Clovek je teda schopny uzit
si momentélne prijemny pocit, ak je aktivita pre
neho zmysluplng, ale popiera moznost bud-
Uceho potesenia (anticipacné potesenie). Pri
demoralizacii je teda pacient schopny vyjadrit
Siroké spektrum afektov (1). Ur¢itd miera straty
motivacie sprevadza tak depresiu, ako aj demo-
ralizaciu (11). Diferencia z hladiska schopnosti
konat je nasledovné: depresivny ¢lovek moze
vediet, ¢o treba urobit, ale Uplne chyba motiva-
Cia danu ¢innost uskutocnit (14). Zatial ¢o pri de-
moralizacii je konanie ¢loveka brzdené pocitom

neschopnosti a neistoty aj napriek momentalnej
pritomnosti motivacie (11).

Mozné terapeutické intervencie

Pomoc pacientovi s demoraliza¢nym syn-
dromom je znac¢ne individualna, rovnako ako je
jedinec¢ny kazdy pripad. Autori Clarke a Kissane
(16) poutili aj pojem ,cesty pomoci”. V literature
sa stretdvame aj s pojmom remoralizacia - pro-
ces lie¢enia demoralizacie (11). Zaklad vzdy tvori
potvrdenie a normalizacia pacientovych zaZitkov
s chorobou (12). Pomoc méze pacientovi po-
skytnut kazdy ¢len multidisciplindrneho timu —
lekdr, socidlny pracovnik alebo psycholodg (16).
Autorky Connor a Walton (11) upozorfuju aj na
vyznamnu ulohu zdravotnych sestier v procese
rozpoznania a lie¢by demoralizacie.

Prioritna je snaha o najskor identifikovat
a zmiernit fyzické a mentélne prejavy choroby
(napr. bolest, nausea, depresivne ladenie, Uzkost)
(12). Ponuknutie $pecifickej lie¢by mdze poskyt-
nut pacientovi novu nadej.

Rovnako moze poskytnut Ulavu aj kogni-
tivna terapia, kedy dostéva pacient relevantné
informacie a uistenie (16). Prinosom moze byt
proaktivny pristup osetrovatelského personalu
a snaha zistit pacientove zivotné presvedcenia,
ktoré maju vplyv na zvladdanie Zivotnej situdcie
(12). Niekedy je potrebné negativne kognitiv-
ne presvedcenia pacienta restrukturalizovat.
Behaviorédlny pristup sa snazi o vysvetlenie
zmyslu spolu so stanovenim ciela a pldnovanim
pozitivnych aktivit. Tieto drobné aktivity mézu
byt cestou k znovunadobudnutiu sebadévery
a sebaucinnosti (16). Kognityvno-behaviordlny
pristup je v rdmci paliativnej starostlivosti vhod-
ny pre pacientov trpiacich zvysenou mierou
psychického distresu, anxietou, depresiou, chro-
nickou bolestou, poruchami spanku a poruchou
prispdsobenia. Medzi zakladné techniky patria:
relaxacné metoddy, nastavenie realistickych ci-
elov, restrukturalizacia dennych aktivit s cielom
zvysit pocit radosti a spokojnosti (24). U¢inna
mo&Ze byt aj naratfvna terapia, ktord pomaha
preformulovat pacientove zivotné skisenosti
zlyhania a smutku na pocit zivotaschopnosti
anadeje (1).

Kvalita vztahu s lekdrom, zdravotnymi sestra-
mi a aj daldim zdravotnickym persondlom moéze
mat kltcovu ulohu. Preto je doleZité mysliet
popri technickych zaleZitostiach aj na vztahovy
ramec starostlivosti (25). Autori Pringle a kol. (26)
upozornuju na dolezitost pristupu reSpektujice-
ho ludskd doéstojnost pacienta. V podmienkach
paliativnej mediciny ma holisticky, reSpektujuci
pristup zdsadnu ulohu nie len v podmienkach

hospicovej starostlivosti, ale aj v obdobf samot-
nej hospitalizacie na jednotlivych nemocni¢nych
oddeleniach. Preto sa musi zdravotnicky per-
sonal snazit o zachovanie pacientovej autoné-
mie a moznosti volby v kazdej faze ochorenia.
Pricom nie je dolezité len zachovanie zékladnej
prirodzenej déstojnosti pacienta, ale snaha po-
silnit déstojnost aj pomocou reSpektujuceho
pristupu pocas beznych Ukonov. Je preto vel-
mi doélezité pracovat na dobrych komunikac-
nych schopnostiach zdravotnickeho personélu
(verbdlnej aj neverbalnej zlozke) a schopnosti
vhodne volit slova. Vyskum (27) zaoberajlci
sa vnimanim déstojnosti onkologickych paci-
entov (n = 213) v termindlnom $tadiu ukazal,
Ze 46% prekonalo minimélne jedno obdobie
straty vlastnej dostojnosti a pre 7,5 % bola strata
dostojnosti zavaznym problémom. Rychla de-
tekcia existencidlneho znepokojenia zo straty
dostojnosti a ndslednd v&asna intervencia na
zvysenie pocitu dostojnosti posobi preventiv-
ne proti vyskytu demoraliza¢ného syndrému
u onkologickych pacientov (28).

Empatické pritomnost a ¢as straveny spolu
s pacientom zmiernuju pocit osamelosti a zno-
vupotvrdzuju jeho fudskd hodnotu. Uz v prvych
pracach o demoralizacii pokladd Frank tprimny,
laskavy vztah medzi klientom a terapeutom za
zakladnu zlozku kazdej remoralizacnej terapie
(11). Casto sa viak stane, Ze pacient prichadza do
hospicu neskoro a multidisciplindrny tim nema
sancu vytvorit si s nfm a s jeho rodinou vztah
dovery (25). V praxi sa v3ak stretdvame s po-
zitivnymi reakciami aj pri kratkej hospitalizacii
(niekolko hodin, dni) u nas v hospici. MéZzeme
suihlasit s teoretickymi zisteniami a vyzdvihuje-
me pozitivne pdsobenie déstojného a prijimaj-
Uceho pristupu k pacientovi.

Ndpomocna mdze byt aj duchovna a na-
bozenskd podpora. Nesmieme zabudat ani
na podporu socidlnych vézieb v rdmci rodiny
a okolia pacienta (12, 17). V pripade, ak je na-
rusend socialna podpora z najblizsieho okolia,
mdZe byt vyznamnym prinosom pritomnost
dobrovolnikov (1). Rozhovor s pacientom moze
velmi ¢asto viest k ndbozenskym a spiritudinym
otdzkam, preto by mal byt profesional na tuto
moznost pripraveny a aj v tychto rozhovoroch
by sa mal citit dostato¢ne komfortne. Rovnako
sa Casto objavuje problematika odpustenia (16).

V pripadoch, kedy z réznych dévodov ne-
zaberaju farmakologické a psychoterapeutické
intervencie a exitencialny distres sa stdva pre
pacienta nedinosnym, sa spomina aj moznost
paliativnej farmakologickej sedacie (14). Tuto
moznost povazujeme zo skusenostf za extrémny
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pripad. Nase praktické skusenosti ukazuju dobru
efektivitu podpornej terapie a individualne zvo-
lenej kombindacie vyssie spomenutych terape-
utickych intervencii. Nase praktické skisenosti
sa zhoduju so zisteniami (26), Zze absentovanie
pochopenia pre existencidlny distres u zdra-
votnickeho persondlu méze viest k nevhodne
zvolenej sedacii, kedy je tdto moznost zvolena
skor, ako doslo k dostato¢nej podpore pacien-
ta v snahe porozumiet situacii a znovuziskat
pocit zmysluplnosti a pokoja. Najvyssiu mie-
ru efektivity preukazala terapia zamerana na
rieSenie spiritudlnych otazok, hladanie zmyslu,
zaoberanie sa otazkou naddeje a beznadeje (15).
V podmienkach paliativnej starostlivosti ma pre-
to nezastupitelné miesto logoterapia.

Pri demoralizacii je vy3sia miera indikacie pre
psychosocidlnu podporu a psychoterapeutické
intervencie. Pre zlep3enie stavu pacienta ¢asto-
krat nie je potrebna medikacia psychofarma-
kami. Dokonca sa stretdvame s ndzorom, Ze sa
skor jedna o univerzalnu fudsku skusenost, nez
o psychiatrickd diagndzu a teda by lie¢ba ani ne-
mala obsahovat farmakologické intervencie (11).
Naproti tomu pri depresii je zvycajne potrebné
okrem psychoterapie nasadit aj farmakologicku
liecbu (1). Dokonca moze nastat pri neodhale-
nej demoralizacii situdcia, e sa stav pacienta
po nasadeni farmakologickej liecby depresie
nezlepsuje (11).

Farmakoterapaia depresie

Farmakoterapia pri depresii by mala trvat
aspon 3 az 6 mesiacov (19). Takdto doba lie¢enia
nie je ¢asto v podmienkach paliativnej starost-
livosti mozna. No ako sme uz uviedli v Uvode,
pacient moze mat urcity benefit z liecby de-
presie aj ked je nasadena Styri aZ 3est tyzdriov
pred smrtou (21). V podmienkach hospicovej
starostlivosti sa ndm osvedcila kombindacia an-
tidepresiv a anxiolytik.

Konkrétny druh antidepresiva volime naj-
Castejsie na zéklade klinického obrazu depresie
(vyhranenost formy — Uzkostna/dtimova), zna-
sanlivosti a bezpecnosti. Pri Gtlmovej forme de-
presie mame moznost volit antidepresivum, ktoré
cielene odburava priznaky utimovej depresie
spojované s nedostatkom noradrenalinu a dopa-
minu (napr. bupropion). Pri Uzkostnej depresii je
vhodny napriklad tranzodon (29). Pre agitované-
ho a Uzkostného pacienta je skor vhodny liek so
sedativnym posobenim (dosulepin, amitriptylin,
trimipramin atd) (19). Casto sa stretdvame s pa-
cientmi, u ktorych je pritomna aj Utimova aj Uz-
kostna zlozka depresie (29). V praxi sa najcastejsie
stretdvame s predpisovanim SSRI (slektivne inhi-

bitory spatného vychytavania serotoninu — cita-
lopram, fluoxetin, fluvoxamin, paroxetin, sertralin,
escitalopram). Z doteraz nezndmych dévodov
¢asto staci u onkologickych depresivnych pa-
cientov nizsia davka tricyklickych antiderpesiv
v porovnani so zdravymi depresivnymi osobami
(19). SSRI st vhodné prave pre skupinu pacientov
vyssieho veku so somatickou komorbiditou (30).
V paliativnej starostlivosti a v onkoldgii ma svoje
miesto aj benzodiazepinovy derivét alprazolam,
ktory znizuje Uzkostnu a depresivnu symptoma-
tolégiu (19). Depresie, ktoré slvisia s telesnym
ochorenim (,sekundarne depresie”) reaguju vo
vseobecnosti na lie¢bu antidepresivami menej
v porovnani s primdrnou depresiou (30).
Antidepresiva a benzodiazepiny maju vy-
znam aj v adjuvantnej analgetickej lie¢be (19).
Neuropaticka bolest zle reaguje na liecbu opi-
atmi, preto sa priddvaju adjuvantné lieky, kam
patria aj spominané latky (31). Je zndme, Ze pre
analgeticky efekt su délezité inhibitory spatného
vychytdvania a rovnako noradrenalin. Pri lie¢be
somatickych priznakov sa zistilo, ze venalfaxin
mal na tuto oblast vyraznejsi vplyv ako SSRI (29).

Ciel'vyskumu

Cielom ndsho vyskumu bolo zistit vyskyt
depresivneho a demoraliza¢ného syndrému
u zomierajucich pacientov v hospici, identifiko-
vat socio-demografické a fyzické ukazovatele,
ktoré maju na depresiu vplyv a zistit, ¢i socidlna
opora od blizkych signifikantne suvisi s uvede-
nou problematikou.

Vyskumny subor a metédy

N&s vyskum sme planovali realizovat u 155
hospicovych pacientov (52,3 % Zien, 47,7 % mu-
7ov, onkologické diagndza u 84,5% pacientov
a preukazand depresia az u 46 % pacientov vo
veku od 29 do 96 rokov) v ¢asovom obdobi
2 roky, kedy ¢lenovia hospicového timu, ktorf
boli vopred o danych metédach edukovani
presne zaznamenavali a hodnoatili stav pacien-
tov. I8lo o objektivne hodnotiace skaly a klinicku
diagnostiku, okrem $kély na vnimanie bolesti,
ktord pacient hodnotil subjektivne. Z uvede-
ného poctu nasim kritéridm vyhovovalo len 83
pacientov, pricom stanovené kritéria boli nasle-
dovné: pacient je v hospici minimalne 5 dnlf, je
orientovany a ma lucidne vedomie. 38 pacientov
bolo vyluc¢enych najma v dosledku zmatenosti,
demencie alebo organického psychosyndromu
a 22 pacientov kvoli znizenému stavu vedomia
(sopor, kébma, agonia).

Vyskumnu vzorku teda napokon tvorilo 83
respondentov, z toho 46 Zien a 37 muzov vo
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veku od 47 do 96 rokov — priemerny vek 71.
Onkologicka diagndza bola diagnostikovana v 77
pripadoch. Z hladiska vzdelania 42 pacientov ma-
lo ukoncené zakladné alebo uc¢novské vzdelanie
a 41 pacientov malo vzdelanie s maturitou alebo
vysokoskolské vzdelanie. Vysledky sme spraco-
vavali pomocou Statistického programu SPSS.

Vysledky vyskumu

Z 83 respondentov, ktorf spiiiali nase kritéria
bola zistend depresia u 67 pacientoch a len 16
pacientov bolo v psychickom stave bez patolo-
gického ndlezu.

Popri depresii sa u dvoch pacientoch vyskytol
aj demoraliza¢ny syndrém. Velmi podstatnym
zistenim bolo, ze az u 35 pacientov nebola de-
presia identifikovand a ani lie¢end pred nastupom
do hospicu, hoci pri prijme (pripadne v prvych
dnoch) bola diagnostikovand a musela byt za-
hajena liecba, pricom najcastejsie predpisova-
né anxiolitikd boli: Oxazepam, Lexaurin, Neurol,
Apaurin (diazepam) a Midazolam a z antidpresiv:
Citalec (citalopram), Trittico, Mirzaten, Cymbalta
(predpisuje sa najmenej kvoli vysokej cene).

Zaujimalo nas, ¢&i ma pohlavie, vek a vzdela-
nie suvisi s vyskytom depresie u zomierajucich
pacientov. Na zaklade Fischerovho testu sme
zistili, ze signifikantne castejsi vyskyt depresie
je uzien (sig.=0,01), z hladiska vekovych skupin
do 62 rokov a nad 62 rokov baddme urcitd ten-
denciu, ktord ukazuje, ze vyssi vyskyt depresie
je u fudi v poproduktivnom veku (sig. = 0,06)
az hladiska vzdelania sme nezaznamenali Ziadne
rozdiely (sig. = 0,78).

Co satyka fyzickych ukazovatelov, hodnotili
sme schopnosti pacienta z hladiska, mobility (od
mobilny bez problémov az po Uplne leZiaci),
z hladiska hygieny (od Uplne samostatny aZ po
Uplne odkdzany), z hladiska vyzivy a z hladis-
ka vyluc¢ovania. Taktiez sme vyhodnotili mieru
subjektivneho vnimania bolesti, ktord pacient
hodnotil na stupnici od 1 po 10 (pricom 10 je
neznesitelna bolest).

KedZe sme vo vsetkych pripadoch zistili
(Kolmogorov-Smirnov test, p < 0,05) neparame-
trické rozlozenie, tak sme na testovanie pouzili
Mann-Whitneyho U test. Na zaklade tabulky ¢. 1,
mozeme konstatovat, Ze signifikantne vyznamny
rozdiel (sig. = 0,043, p < 0,05) sa preukazal len
z hladiska hodnotenia bolesti, pricom signifi-
kantne vyssiu bolest subjektivne vnimali pacienti
s depresiou (priemer 44,54) nez pacienti bez
depresie (priemer 31,38). Pri ostatnych ukazo-
vateloch, ktorymi boli mobilita, sebestacnost
v hygiene, vyzive a vylucovani sa nepreukazali
signifikantné rozdiely medzi pacientmi (p>0,05).



Napokon sme chceli vediet, ¢i je rozdiel
medzi skupinami pacientov s depresiou a bez
depresie z hladiska frekvencie poskytovanej so-
cidlnej opory pribuznymi a blizkymi. Na zaklade
testovania normality distribucii (Kolmogorov-
Smirnov test, sig. 0,036, p < 0,05) sme opét po-
uzili Mann-Whitneyho U test, pricom sme zistili,
Ze skupina pacientov s depresiou (priemer 44,51)
mala signifikantne niz3iu frekvenciu socidlnej
opory (priemer 44,51) od pribuznych a blizkych
(U =368, Z=-2,004, sig. = 0,045, p < 0,05), nez
skupina pacientov bez depresie (priemer 31,50).
Uvedené vysledky su zndzornené v grafe 1.

Rovnako sme Spearmanovym korela¢nym
testom zistili, ze ¢im dlhsie bol pacient v hospici
hospitalizovany, tym menej ¢astu socialnu oporu
od pribuznych a blizkych dostaval (R=0,365**,
sig.=0,001, p<0,05). Prehladne v grafe ¢. 2.

V daldej Casti uvadzame kazuistiku pripadu
demoraliza¢ného syndrému.

Kazuistika pani B

82-ro¢na pacientka pani B bola v nasom zari-
aden{ hospitalizovana 5 mesiacov s adenocystic-
kym karcinémom sublinguélnej Zlazy, metasta-
zami v plucach, mediastinalnych lymfatickych
uzlindch, hepare. Pred hospitalizaciou v naSom
zariadeni prekonala pani B naro¢nu onkologic-
ku lie¢bu — RAT, chemoterapiu. Pocas 5. cyklu
paliativnej chemoterapie dochadza k zhorse-
niu stavu (@dhezivny ileus, porucha protrom-
binového komplexu, tazka hypoproteinémia
a hypoalbuminémia). Vzhladom na uvedené
nebola uz dalsia onkologicka lie¢ba indikovana
a odporucana je hospicova starostlivost.

Pri prijati do hospicu ma od bolesti odpor-
Ucany morphin p.p. a ma zavedenu nazogast-

Graf 1. Frekvencia socidlnej opory z hladiska pacientov s depresiou a bez

depresie (Soc. opora: 1 ¢astd; 5 ziadna)

Tabulka 1. Mann-Whitney U test

Mobilita Hygiena Vyziva Vylucovanie Bolest
Mann-Whitney U 523 480 470,5 449 366
VA -168 -921 -,847 -118 -2,021
Asymp.sig 0,86 0,35 0,39 091 0,043

rickd sondu kvoli vyzive. Pri prijme je pacientka
pri vedom(, orientovana, algicka, placliva, depre-
sivne ladend, ustrdchand, s nauzeou, NGS sonda.
Komunikuje malo. Na polozené otazky odpo-
veda zvycajne jednoslovne. O svojej diagndze
a prognéze ochorenia je informovana. Zac¢iname
pravidelnu lie¢bu opidtom + oxazepam v ma-
lych davkach pravidelne. Nazogastrickd sondu
vyberdme, vzhladom na RAT na oblast krku
predpokladdme poruchu prehitania na minim.
per os prijme, preto zvazujeme zavedenie PEGu,
s ¢im pacientka suhlasf.

Socidlna anamnéza bola nasledovna: pani B
toho ¢asu na doéchodku, predtym pracovala ako
administrativna pracovnicka. Pochadza, diho-
dobo 7Zila a v su¢asnosti Zije aj jej rodina mimo
okres nasho zariadenia. Z toho plynu aj menej
Casté navstevy rodiny. Je vdova a pred hospi-
talizdciou u nds Zila v domove opatrovatelskej
sluzby. Ma dve deti — syna a dcéru. So synom
sa dlhodobo nestyka — ani u nas v zariadent
nebol na ndvstevu. Dcéra prichddza na ndvstevu
v priemere raz tyzdenne, kazdodenne udrzuje
s matkou telefonicky kontakt. Pani B. ma dve
vnucatd, ktoré prichddzaju na navstevu len
zriedka. Pacientka trpf socidlnou izolaciou. Po
prekonanf pociato¢nej apatie zacina o svojej
rodine rozpravat, racionalizuje si menej ¢asté
navstevy vacsou vzdialenostou a zaneprazd-
nenostou rodiny. Neverbalita pacientky vsak
prezradza, Ze sa jedna o citlivd tému a sucasny

stav ju trapi. Svojmu osudu je odovzdang, Ca-
kad na smrt — ,Tu som prisla zomriet”. Rodina
zndasa ochorenie pani B velmi tazko. Dokonca
sa na lekara obracia so Ziadostou o eutanaziu.
Uz pred samotnou hospitalizaciou bola rodina
oboznamena s moznostami hospicovej starost-
livosti, preto su jej naSe moznosti citlivo zopa-
kované. Rodina je podporena v aktivnej ucasti
pri podpore pani B. Po komplexnom zvéazeni
stavu pani B a vyhodnotenf jej potrieb sa do
lieCby zapdjaju vietci ¢lenovia nasho multidis-
ciplindrneho timu a v starostlivosti uplatfiujeme
holisticky princip. Samozrejme lekar, zdravotné
sestry a opatrovatelia. Nastavena je sympto-
maticka lie¢ba. NGS sonda bola odstrdneng,
zavedeny bol PEG. Nasadené su anxiolytika, no
pacientka je placlivd, dysforick, preto zacina-
me antidepresivnu lie¢bu- trazodon. V $tvrtom
tyzdni od zacatia antidepresivnej liecby- stavy
zmétenosti, apatia, chce zomriet, zhorsenie stavu
vedomia bez sedativnej, antipsychotickej liec¢-
by, pri nezmenenej davky opidtu a anxiolytika.
Redukovand medikécia, ukoncené podavanie
trazodonu. Po niekolkych drioch sa stav vedo-
mia zlepsil. Pacientka orientovana. Znova zacata
antidepresivna medikdacia — volime citalopram,
oxazepam vynechany, podavany diazepam na
noc. Psycholég navstevuje pani B. 5x tyzdenne.
Psychoterapia pozostava z podpornej, validacnej
a reminiscencnej terapie. Rovnako je aplikova-
nd aj kognitivna terapia a prvky logoterapie.

Graf 2. Korelacia medzi dizkou hospitalizécie a frekvenciou socialnej opory

(Soc. opora: 1 ¢astd; 5 ziadna)
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Pacientku navstevuje aj socialny pracovnik,
duchovny a dobrovolnici. Pacientka trpi vply-
vom choroby silnou nauzeou. V tejto suvislosti
pocituje Uzkost, v myslenf sa prejavuje obse-
dantnymi obsahmi. Konkrétne ich verbalizuje:
,Nemdzem sa napit poriadne vody, potom mi
je na zvracanie. Ak sa povraciam, budd mat so
mnou robotu”. Celkovo prevldda u pani B. pocit,
Ze je na pritaz: ,Len Vdm robim robotu®, ,Dcéra
ma dost svojich starosti a ja jej este priddvam.”.
Opakovane vyjadruje tuzbu zomriet. Pocity
pacientky sU normalizované a tieto kognitiv-
ne obsahy suU postupne restrukturalizované.
Pani B. je opakovane podporovana v tom, aby
svoje potreby vyjadrovala. Jej potreby st podla
moznosti sanované. Zlepsenie stavu nastava
po cca. 6 tyzdnoch hospitalizacie. Pacientka
zacina chodit v sprievode psycholéga alebo
dobrovolnikov aj s 16zkom von. UZ pri prvom
pobyte vonku nastdva zlepsenie nédlady ,Aké je
to nebo krasne, uz ani nepamatam, kedy som ho
naposledy videla. Stale len pozerdm do stropu.”
Postupne sa zapaja do rozhovoru, spomina, re-
celého zdravotnickeho timu ,VSetci st to na mna
taki dobri”. M&Zeme teda konstatovat zlepsenie
stavu pacientky — zlep$ena nélada, aktivnejsie
prezivanie dia, lepsia komunikacia, verbalizécia
prezivania svojej choroby, vztahov. Somaticky
ale postupne zhorSovanie celkového stavu, re-
tazenie komplikacii, redukcia liecby, zhorSovanie
stavu vedomia, kachexia. Exitus letalis na 156.
den hospitalizécie.

V pripade pani B. mézeme rozoznat viacero
symptémov demoraliza¢ného syndrému (bez-
mocnost, prejavy psychického distresu, izolova-
nost, tuzba po urychlenf smrti). V pripade pani B.
hodnotime ako kltcovy terapeuticky vplyv so-
cidlnej opory a vytvorenie podporného vztahu
s jednotlivymi ¢lenmi hospicového timu. Nase
praktické skdsenosti sa tak zhoduju s teoretic-
kymi vychodiskami, ktoré sme zhrnuli v Uvode.

Diskusia

V nasej studii sme skumali incidenciu de-
presivneho a demoralizac¢ného syndrému u zo-
mierajucich pacientov v hospici. Rovnako sme si
stanovili za ciel identifikovat socio-demografické
a fyzické ukazovatele, ktoré maju na depresiu
vplyv. Zamerali sme sa aj na faktor socidlnej
opory od blizkych. Vyskumné zistenia ukaza-
li, Ze zo skupiny 83 respondentov, ktori splnili
kritéria vyberu (dfzka hospitalizacia minimélne
5 dni, lucidne vedomie, orientovanost) sa de-
presia vyskytovala az u 80,7 % (t.j. 67 pacientov).
MbZeme teda konstatovat, Ze vyskyt depresie

v nasej vzorke bol mierne nad priemer (5). Nase
vysledky sa zhoduju so zisteniami, Ze zvyseny
vyskyt depresie u termindlne chorych pacientov
je pomerne bezny (32, 33, 35). Za vyznamné
povazujeme zistenie, Ze az u 35 respondentov
s preukazanou depresfvnou symptomatoldgiou,
(tj. 52,2%) nebola depresia pred nastupom do
nasho zariadenia diagnostikovana. MéZzeme teda
s [Utostou konstatovat sulad s poznatkom (5),
Ze az polovica terminélne chorych pacientov
o depresii nehovori a preto ¢asto nie je vcas
identifikovana. Najvacsi prinos efektivnej dia-
gnostiky a v¢asného nasadenia lie¢by vidime
v moznom prinose pre pacienta a jeho rodinu,
ktori tak maju Sancu plnohodnotnejsie prezit
posledné obdobie zivota. Efektivnu diagnostiku
v nasom zariadenti pripisujeme existencii mul-
tidisciplindrneho timu a nédhlade na pacienta
v jeho celistvosti. Syndrom demoralizacie sme
zaznamenali u dvoch pacientov, v komorbidite
s depresiou. MdZeme konstatovat, Ze vyskyt
demoraliza¢ného syndrému bol u nés v hos-
pici vyrazne nizsi v porovnani s uvddzanou
priemernou prevalenciou (17, 22). Tu by sme
opdt vyzdvihli dlohu multidisciplindrneho timu.
V hospici je pacient v centre pozornosti a jeho
potreby st napliané v najvysiej moznej miere.
Vetky zdravotnicke Ukony su vykondvané s ma-
ximalnym dérazom na zachovanie dostojnosti
a autonomie. Rovnako su vytvorené idedlne
podmienky pre zachovanie spojenia pacienta
a rodiny (podpora rodiny hospicovym timom,
navstevy 24 hodin denne, moznost ubytovania
priamo v hospici). Je teda zabezpecend primera-
na socialna opora, ktorej absencia sa preukazala
ako vyznamny faktor rozvoja demoralizacného
syndromu (1, 3, 19, 20, 22).

Z hladiska socio-demografickych ukazova-
telov baddme aj urcitl tendenciu na vy3si vyskyt
depresie u ludi v postporduktivnom veku (nad
62 rokov). Iné socio-demografické faktory nepre-
ukazali signifikantny vplyv, ¢o je v zhode s inymi
vyskumnymi zisteniami (32, 33). Autori rovnako
nezistili signifikantny vplyv veku, pohlavia a ani
stupna vzdelania.

Z fyzickych ukazovatelov (mobilita, hygiena,
vyZziva, vylucovanie, bolest) sa ako signifikanty
ukdzal len faktor vnimania bolesti, pricom signifi-
kantne vyssiu bolest vnimali pacienti s depresiou.
Je zaujimavé, Ze bolest je zaroven aj najrizikovej-
sim faktorom pre rozvoj depresie (5). Nase Zistenie
sa zhoduje s faktom, Ze bolest a depresia maju
hibsiu biologicku spojitost — neurotransmitery
serotonin a norepinefrin maju vplyv na obe uve-
dené oblasti (34). Vyskumné zistenia uvedenej
spojitosti sa vsak rozchddzaju. Kontrastne k nasim
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zisteniam sa u ¢inskych onkologickych pacientov
v pokrocilom stadiu onkologického ochorenia
nepreukdzal vplyv povahy a sily bolesti v po-
rovnani skupiny depresivnych pacientov a sku-
piny bez priznakov depresie. Rovnako ako my
nezistili ani signifikantny vplyv miery vnimanej
samostatnosti (32). S nasimi zisteniami sa zho-
duju vysledky studie (33), kde bola preukdzana
blizka suvislost medzi depresivnym ladenim
a vnimanymi fyzickymi symptémami — hlavne
bolestou — u onkologickych pacientov. Skupina
depresivnych pacientov uvadzala vyssiu mieru
zataze z kazdého sledovaného symptému (bo-
lest, ndlada, nausea, dusnost, mobilita, celkova
kvalita Zivota, Unava) v porovnani so skupinou
bez depresivnej symptomatoldgie. Autori tiez
videli svislost medzi tazko zvlddnutelnymi fy-
zickymi symptémami ochorenia, ktoré sa upra-
vili pri nastaveni vhodnej antidepresivnej liecby.
v moznom kultdrnom vplyve a rovnako v rézno-
rodosti pouzitych vyskumnych metéd, ¢o stazuje
moznost validneho porovnania vysledkov.

Ako vyznamny sa ukazal aj faktor socidlnej
opory od pribuznych a blizkych, pricom pacienti
s depresiou mali signifikantne nizsiu frekvenciu
socialnej opory. Toto zistenie nas neprekvapilo
azhoduje sa s teoretickymi vychodiskami, ktoré
poukazuju na vyrazny vplyv socidlnej opory
na rozvoj depresivneho syndrému a rovnako
demoraliza¢ného syndréomu (1, 3, 19, 20, 22, 35).
Efektivna lie¢ba fyzickych symptémov ocho-
renia a primerand socidlna opora je rovnako
délezitym protektivnym faktorom, ktory znizuje
riziko relapsu depresie. Zaroven je nizka soci-
alna opora od rodiny a blizkych najvyraznej-
$im faktorom, ktory zniZuje moznost remisie
depresie u termindlne chorych pacientov. Pri
nedostatocnej socidlnej opore zo strany rodiny
je preto velmi dolezité zaradit do lie¢by paci-
enta aj psychosocidlnu podporu profesionélov
(35, 36, 37). Rovnako néas zaujal fakt, Ze pocetnost
névétev klesala signifikantne s dlzkou hospitali-
zacie u nas v zariadeni — ¢im dlhsie bol pacient
u nds hospitalizovany, tym menej ¢astu socidlnu
oporu od pribuznych a blizkych dostéval. Nase
zistenia poukazuju na délezitost podpory ak-
tivnej Ulohy rodiny v starostlivosti o pacienta.
Prinosom by mohlo byt edukovanie rodinnych
prisludnikov o déleZitosti socidlnej podpory. Zo
skdsenosti povazujeme za velmi potrebnd aj
podpornu terapiu rodinnych prislusnikov. Pre
rodinu je ochorenie pacienta rovnako zatazovovu,
krizovou situdciou a preto potrebuje vyraznu
podporu, aby mohla byt rodina sama podporna
pre pacienta.
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The Moral-Theological View of the End-of-Life Care

ThDr. Ing. Vladimir Thurzo, PhD.!
'Comenius University in Bratislava, Faculty of Roman Catholic Theology of Cyril and Methodius

Background: Patients in the terminal stage of iliness are confronted with suffering and death, and are the most difficult questions faced
by man. Patients’ lives become very challenging, and physical suffering is accompanied by psychological and spiritual crises induced by
theirimpending death. The care of relatives, doctors, nursing staff, or clerics exposes several moral-theological questions. The rights of
patients at the end-of-life, resulting from their specific individual situations must be respected and protected.

Objective: The objective of this study was to examine, summarize, and introduce the teachings of the Catholic moral theology relating
to death, suffering, and end-of-life care, based on the analysis of Holy Scripture texts and of Magisterium documents.

Methods: The scientific method used was a moral-theological view of end-of-life care using a theological methodology, based on the
biblical concept of man in Catholic theology. Sacred Scripture, the documents of the Magisterium and European theological literature
have been reviewed. The presented discussion is based on the cultural context of Europe and North America where end-of life care is
the most developed and institutionalized.

Results: The teachings of the Holy Scripture about suffering and death show a development from the Old Testament to the New Testa-
ment. Satisfactory answers to the question of suffering and death can be found only in the light of the Paschal sacrifice of Jesus Christ.
The biblical teachings, completed with the knowledge gained from the study of the Magisterium documents, offer several principles
constituting the basis of end-of-life rights: inalienable right for life, right for a dignified death in a human and Christian way and the right
for information. At the same time, they create a moral-theological framework of principles to be followed in end-of-life care.
Conclusion: Patients who are terminally ill are very vulnerable because of their specific situation. The most important principle is to
respect the “hour” of their transition to eternity, according to the example of Jesus Christ. This fundamental attitude prevents the end-
-of-life by euthanasia and strenuous therapy. For doctors and nursing staff, the moral-theological conclusions can bring illuminating
answers to some questions related to end-of-life care and patients and, subsequently, an improvement of attitudes towards these patients.

Key words: suffering, death, euthanasia, moral theology, terminal patient’s rights, end-of-life care.

Confronted face to face with death, it is im-
possible not to ask the question about the me-
aning of one’s own existence for that individual.
Literature, philosophy, sociology, and ethics ask,
and seek to answere, these same question about
the purpose of life when confrontation with de-
ath. The answers are often uncertain, contradic-
tory and even hopeless. One may primarily look
at material prosperity, but inevitably experiences
that are unsurmountable in suffering and death
are accompanied by doubts, restlessness, and
anxiety. Death is a mystery for man, in the face
of which all human certainties, such as material
prosperity, collapse. However, in the Christian
faith, it is exactly the mystery of death which of-
fers a source of peace. In the light of the Gospel,
human life gains a new and supernatural dimen-
sion, value and meaning. Suffering and death
are the most difficult questions man asks. From
a purely human perspective, it is very difficult,
if not impossible, to offer answers that are able
to dispel doubts and anxiety, naturally arising
from death and suffering.

Suffering

Suffering is part of everyday human life,
but for many suffering is excessive. Suffering
can be seen as an ontological evil, something

undesired, that would be desirous to eliminate
from human society. It is an earthly reality, de-
eply human, but at the same time substantially
transcendental, and as such it is not possible
to answer thoroughly of one’s own accord.
Suffering is something more widespead than
sickness. There is a distinction between physical
suffering and moral suffering. The words “suffe-
ring” and “pain” can, up to a certain degree, be
used as synonyms. Pain, which refers to a form of
physical suffering, is a sensation of discomfort or
distress, due to stimulation of specialized nerve
endings. Suffering is of a spiritual nature, and is
more than the “psychological” dimension of pain
which accompanies both moral and physical
suffering (1).

The biblical view on suffering is not straight
forward either. The Old Testament deals with
this, especially in the Book of Job, but it does
not offer a satisfactory answer. A more complex
picture can be only be seen by the integration
of the Old and the New Testament. In the Old
Testament man suffers when he experiences
any kind of evil. Suffering and evil are identified,
and therefore synonymous, with each other. The
Old Testament answers the difficult question —
"Why does evil exist?” — with a direct causal
connection with sin and its consequences. The
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established moral order requires justice, and
justice demands a punishment for transgression.
From this point of view, suffering is perceived as
a punishment for sin and therefore its existence
is “justified” by the existence of evil. Such an
explanation sounds logical if justice is taken into
consideration. The Book of Job advocates a si-
milar explanation, but expands it further. When
Job's friends doubt him, it is God himself who
stands up for Job and declares him not guilty.
Suffering of an innocent is a mystery and the
Book of Job states. “While it is true that suffering
has a meaning as punishment, when it is conne-
cted with a fault, it is not true that all suffering
is a consequence of a fault and has the nature
of a punishment.(1) The Old Testament gives
some more partial answers to the problem of
suffering: suffering can be perceived as a test to
demonstrate and prove the righteousness of the
suffering man; or it is a way which ought to lead
to conversion, that is, to the rebirth of goodness
in man, who can recognize the divine mercy in
this call to repentance. However, none of these
partial responses is sufficient. The Revelation
of God’s love, as the last reason of everything
existing, can offer the only correct perspective.

The correct view on suffering is offered by
the faith in Jesus Christ and his Paschal mystery



of suffering, death, and resurrection by means of
which he was a redeemed man. The idea of John
Paul Il may be considered crucial: “At one and the
same time Christ has taught man to do good by
his suffering and to do good to those who suffer.
In this double aspect he has completely revealed
the meaning of suffering”(1). Suffering is evil but
it has the potential to be transformed into the
source of good whether in those who suffer, or
in those who approach the suffering man with
love. The suffering of Christ has become a source
of good because he accepted human suffering
in obedience to the Father and therefore he
saved man from the definitive suffering which
would be his eternal damnation. He gave salvific
power and value to his own suffering by making
it the price of our Redemption; Christ’s suffering
brought Redemption to the world. Thanks to
this fact that suffering was chosen as the way
to fullness of life in God's love, every human
suffering can be seen as a way of achieving the
same goal. However, this is not the case in all
suffering, only when suffering takes place in the
context of love and becomes a manifestation of
love. Nevertheless, Redemption resulting from
Christ and achieved by the strength of love, is
still open to all in human suffering. Christ did
not look away from suffering, He did not even
wish to unveil its mystery to us entirely; He took
suffering upon Himself and this is enough to
make us understand its value (2).

Thanks to Christ’s suffering and Redemption
in love, man is capable of understanding the
real value of suffering. In spite of the fact that
the culture of indifferentism is developing in
contemporary affluent society, it is not difficult
to imagine what would happen if those living
in poverty and suffering did not exist at all. The
result would be a hedonistice lifestyle, with
uncontrolled cynical egoism and a focus on
individualism, which would lead to everyone
having a good time without the need for some-
one else. This imaginary heaven on earth would
change very quickly to hell because basic forms
of solidarity, connection and love would totally
disappear among people. “.. .suffering, which
is present under so many different forms in our
human world, is also present in order to unleash
love in the human person, that unselfish gift of
one's “I" on behalf of other people, especially
those who suffer. The world of human suffering
unceasingly calls for, so to speak, another world:
the world of human love; and in a certain sense

ulu

man owes to suffering that unselfish love which
stirs in his heart and actions” (1). Two important
conclusions arise together, and inseparably, from

the Christian understanding of suffering: the
huge value of suffering and the need to live in
love together with the common task to fight
against sufferring. The second one is that help
provided for the suffering is actually the conti-
nuation of Jesus’ work on earth when he healed
the sick and relieved the suffering.

Death - Acceptance of Father’s Hour
In the materialistic culture, death is the end
of one’s existence. An unwanted end, if man
enjoys his life, or contrarily, a desired one if it is
permeated by pain and suffering. In the light of
faith, death is a transition to the fullness of life
through the participation in Christ's redemptive
suffering. Christ's death is primarily a supreme
manifestation of obedience to God the Father
and, together with the resurrection, it is the most
important moment of ones entire life. Death is
the acceptance of the "hour” set by the Father.
Looking at the example of Jesus Christ, the
acceptance of the hour of transition appointed
by the Heavenly Father is a manifestation of an
authentic and mature attitude to life. Embracing
with open arms, death is the highest expression
of human freedom because it demonstrates the
application of freedom in the most exalted way
possible: to entrust themselves into the hands
of God the Father, voluntarily and completely.
In contrast, it is unacceptable and anti-Christian
to want to autonomously set the moment of
one’s own death. According to the classics, de-
athis the “momentum a quo pendet aeternitas’,
thus the moment in which eternal happiness or
eternal damnation of man is decided.
Teaching about death being the acceptance
of Father's Hour, as offered by the Gospel of
John, is crucial. Several times and in different
situations, Jesus uses the word “hour” to indicate
the moment determined by the Father for the
fulfilment of the work of salvation. He speaks of
it at the beginning of his public ministry, at the
miracle in Cana of Galilee an when announcing
the beginning of a new cult. The term of Jesus’
“hour” acquires the greatest significance when
he gives his life for the salvation of the world. It
is the “hour” of Redemption. All of Jesus’ life is
directed to it and cumulates in it. At an agoni-
sing moment shortly before his passion, Jesus
says: “Now my soul is troubled. What shall | say:
Father, save me from this hour? But it is for this
very reason that | have come to this hour.” (Jn
12:27) With these words Jesus reveals the inner
drama that is oppressing his soul in view of his
approaching sacrifice (3). He has the possibility
of asking the Father that this terrible trial might

pass. On the other hand, he does not wish to flee
from this painful destiny, as it is for this hour he
has come; the purpose of his life.

St. John puts emphasis on an important
dimension of the “hour” — the decision of the
Father. Before the Father allows it, not even
Jesus’ enemies can touch him. Several attempts
were made to stop Jesus or even to kill him,
but they did not succeed (Jn 7:30). When the
"hour” determined by the Father comes, the
enemies throw themselves upon Jesus, to the
point that it seems they dominate the situation,
but he remains under the Father's power. Jesus’
"hour” is the hour of passion, and also the hour
of glorification. It is the moment when the Son
of man is lifted up from the earth (Jn 12:32); that
is the symbol of lifting up to heavenly glory.
The culminating moment of this “hour” comes
when Jesus ascends to the Father, and thereby
its immense value for the whole humanity is
revealed and emphasised (4).

The End-of-Life Care

Formerly, death was a part of everyday life.
The picture of a family gathered round the bed
of the dying belonged to the natural order of life.
Death was a reality helping the relatives to ma-
ture, and not something to be ashamed about
or to hide from. It was natural to bring children
to the bedside at the end-of-life because death
was considered an integral part of life and the
dying person enjoyed their presence. Death was
"domesticated” and accepted as a natural and
inevitable part of human life.

In bioethics, the term terminally ill refers to
a person who is suffering from a disease that
is irreversible and uncurable, moving relatively
quickly to death within 6 months from a specific
condition, and thus may need hospice care (5).

Definitely, the terminal stage must be seen
as the final phase of illness when the patient’siill-
ness does not respond to treatment and his/
her state of health deteriorates until death (6).

In the last decades, death is presented as
something unseemly and that ought to be ban-
ished to the margins of family and social life. It
is considered to be appropriate to move the
end-of-life away from the family and to make
death an issue of medicine and technology,
exclusively entrusting the dying person to the
hands of physicians. The dying person becomes
almost an object without their own will as they
are handed over to the unknown surroundings
of a hospital or hospice, to the world of illness
and death. In less developed nations, the dy-
ing are still surrounded by their closest family
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members as it is considered to be basic right.
The social essence of man requires, in crucial
moments of life, not to be left in solitude and
isolation, with just the presence of cold devices
in the form of technology.

When faced with the mystery of death, hu-
man nature assumes the position of fear and
anxiety because it has to confront omething
absolutely unknown, sometimes accompanied
by the sense of one’s own helplessness, of guilt
and/or weakness. Dr. Elizabeth Kibler-Ross psy-
chological stages of terminally ill patient are
well known: negation — denial to accept factual
reality; rebellion — characterized by anger and
fear, caused mainly by the fact that the others
surrounding the sick are healthy, while he/she
has to die; bargaining — partial acceptance of
reality, accompanied by the tendency to bar-
gain with God, or doctors; depression — stage
of dejection; acceptance of death in appropriate
time (7). Not everyone passes through these
stages, and not in the same order. However,
it is useful to be acquainted with them so that
the medical staff are aware of patient’s state.
Keeping company (accompanying) in the final
days of life is the greatest, most important, and
most precious gift to be given, regardless of
whether the accompanying person is a relative,
a physician or a cleric.

Right for life

[t may sound strange to emphasise the in-
alienable and inviolable right for life of the dying
person. Itis the basic right of man and is imme-
diately related to the Sovereignty of God. “Life is
a gift of the Creator to be spent in the service of
brothers to whom in the present plan of salva-
tion can always bring benefit” (8) Therefore, it
is not allowed to disrupt life’s course from the
beginning to its natural conclusion. Life is to be
accepted, respected, supported, and protected
from every threat. “Nothing and no one can in
any way permit the killing of an innocent human
being, whether a fetus or an embryo, an infant
oran adult, an old person, or one suffering from
an incurable disease, or a person who is dying.
Furthermore, no one is permitted to ask for this
act of killing, either for himself or herself or for
another person entrusted to his or her care, nor
can he or she consent to it, either explicitly or
implicitly. Nor can any authority legitimately
recommend or permit such an action” (9). The
dying person must be sure that their basic right
for life will be fully respected, and no author-
ity will challenge it or promote an early death
before the ‘hour.

Right to live humanly

The right to live humanely is set within the
sanctity of life ethics, which proclaims every hu-
man life is sacred, and hence worthy of protection
from conception to natural death, and is the only
one to guarantee the real right for life. This right
can be disputed if explained in the context of
using alternative moral or ethical values. The root
of this controversy emerges from confrontation
with the quality of life ethics where life is declared
invaluable if it does not correspond with utilita-
rian consensually set standards. If the argument
is formulated in this way, the right that may be
declared is that of justifiable active euthanasia,
thus legitimizing it, which is contentious subject
and not acceptable form a biblical perspective.

The right to live humanely means that the
patient has the right to live with their human
dignity preserved. As such, to uphold this right,
those who take care of a sick or dying person
must try in every possible way to create con-
ditions for life that achieve and maintain the
indivdual’s personal dignity.

Right for Dignified Death Passed
in Human and Christian Way

The right for life, paradoxically, in the case of
terminally ill patients has a specific manifestati-
on in the right to die peacefully and in dignity.
This right does not mean the power to procure
death either by one’s own hand or by means of
someone else, nor to ignore it.

The appropriate attitude towards death and
end-of-life care for a patient focuses on respecti-
ng the "hour” of his or her leaving, according to
the example of Jesus Christ. It is not permitted
to change the natural course of life; neither to
speed up nor to illegitimately delay his or her
leaving. Inducing death in an illegitimate mann-
ermeans euthanasia, thus “an action or omission
which of itself and by intention causes death,
with the purpose of eliminating all suffering”
(10). Euthanasia’s terms of reference, are to be
found in the intention of the will and in the
methods used. If a patient who is competent
refuses treatment this is not defined as eutha-
nasia at all; it might be considered as suicide if
doctor is against this decision.

Some authors speak of “active” and “passive”
euthanasia. By passive euthanasia they mean the
withdrawal of life support from patients when
such support is no longer beneficial but can be
considered to be harmful. It is suggested here
that it it more appropriate to avoid this type
of language and follow the definition used by
Evangelium vitae (11).
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On the other side, aggressive medical
treatment may be enacted, in other words,
“medical procedures which no longer corre-
spond to the real situation of the patient, either
because they are by now disproportionate to
any expected results or because they impose
an excessive burden on the patient and his
family” (10). In this case, these actions could be
seen as an illegitimate act that does not respect
the natural progression at the end-of-life and
seeks to postpone death at all costs.

The physician needs to be aware of the
fact that he is not the lord/master of life and
neither is he the conqueror of death. Death is
an inevitable fact of human life, and the use of
means for avoiding it must take into account
the human condition (12). In such situations,
when death is clearly imminent and inevitable,
one can consciously decide to refuse forms
of treatment that would prolonge life but
not enhance the quality of their lives, so long
as dignity is maintained and ‘normal care’
(essential care) is provided (9). This includes
nutrition and hydration, also artificial nutrition;
these are obligatory treatments and their illeg-
itimate withdrawal, if it is not too burdensome
to the patient, might mean that euthanasia is
taking place.

It is necessary to ensure that the patient
dies with dignity, respect, and deep humanity,
and to control and relieve their pain as far as
possible. Nowadays, palliative care is of great
significance; its aim is to reduce the suffering
of end-of-life patients, and to provide the
necessary holistic care (physical, mental, psy-
chological and spiritual). The moral principles
applied to pain need to be enacted. On the
one hand, the suffering patient may assume
a heroic attitude towards pain; on the other
hand, pain can weaken an indvidual's mo-
ral power and worsen their weakness and
physical exhaustion; pain can obstruct the
determination of the spirit. In palliative care,
the issue of moral permission to prescribe
some narcotics and pain-killers which are used
to relieve suffering emerges, if it is related to
the risk of shortening an indovidual’s life. Pain
therapy leading to decreased consciousness
and a shortening of life are allowed if no other
means exist, and if, in the given circumstan-
ces, this does not prevent the carrying out of
other religious and moral duties (10). In this
case, according to the principle of double
effect, acceleration of the dying process is
not directly wanted but tolerated. The relief
of pain is directly wanted.



Right for Consciously
Lived Dying Process

It is not right to deprive the dying person
of their consciousness without a serious reason;
this adheres to the right to live and to be con-
sciously aware of the terminal period of their
life and the dying process. At the end of earth-
ly journey, patients need to be able to satisfy
their moral and family duties, and above all they
should be able to prepare in a fully conscious
way for their definitive meeting with God (10).
The dying person should have the choice to
experience the positive emotions of his or her
relatives and friends, to express last desires, and
to confide frankly his/her worries and anxiety.
It provides an important opportunity to settle
relationships that may have broken down or
become difficult; to see the barriers clearly that
have previously obstructed communication and
comprehension; to restore the dialogue and to
intensify friendship and love with close ones.
Dying within the family setting, which was seen
as completely natural and part of every day life,
used to be the accepted context. In the hour
of death, one ideally should be embraced by
respect and, above all, by loving presence from
family. Prior to the medicalization of dying, relati-
ves used to accompany this terminal phase of life
by their presence in an atmosphere of peace and
Christian hope. Nowadays, there is the growing
risk of moving death completely away from the
family and the home to the overcrowded and
busy surroundings in a hospital, under the con-
trol of physicians and nursing staff taking care
but only caring for the biophysical dimensions
of a person; this does not sufficiently respect
the complexity of care needed for the suffering/
dying patient. The consciousness of preparing
oneself to the eternal appointment with God
should ideally bring relatives, physicians, nur-
sing staff and priests to accompany him or her
in this decisive time of life with attentive and
holistic care, respecting each aspect of his/her
personality, including the spiritual dimension.
The experience should show the essential im-
portance of help provided by faith in God and
by the hope of eternal life.

The Accompaniment of the Dying

In bioethics, the accompaniment of the
dying is related to the company of close pe-
ople, such as relatives, friends, volunteers and
hospital staff who are present with the sick or
the dying. In the first place, it acknowledges the
presence of suffering and deep solitude that
might overwhelm the soul of a person feeling

the imminence of death. To accompany the sick
means, first of all, to understand the situation he
or she is experincing, to stay close to him/her,
to sympathize and to face together his/her pro-
blems. Itis not just a simple distraction aimed at
making one forget the difficulty of the situation.
On the contrary, it offers a reciprocal understan-
ding, helping an individual to accept not only
the present, but also the past, and acceptance
that some issues were not addressed or dealt
with approriately, and develop new hope for the
final phase of life. For the doctor, the accompa-
niment of the patient means the continuation
of treatment in potentially different ways other
using pharmacological and surgical approaches
which can become a source of new strength and
hope for him/her.

The accompaniment of a terminally ill pati-
ent is a manifestation of fidelity and faith in life
itself beyond transversing poverty, suffering
and death. Fidelity is a particularly significant
aspect because it demonstrates generosity
and gratuitousness which are so important for
a patient’s peace. Fidelity manifests itself in so-
lidarity, stability, support, and encouragement,
supported by the hierarchy of human values.
The dying person is scared of not only pain and
death, but also of being a burden on others.
Therefore, it is very important that the accom-
panier is capable of decoding messages sent by
the dying patient. Sometimes what the apatient
is saying is encrypted, especially if he or she is
not able to verbalize them correctly. It can be
said that the most important issue concerning
the accompaniment of patients who are dying
is the abilty to understand their signs, messages,
and intuitions (6).

Right for Information:
Communication
with the Dying Person

This rightis integral to maintaining a patien-
t's human dignity. The process of communica-
ting with a patient must be adapted in relation
to the patient’s receptive capability and has
ensure that the information is suitable from the
therapeutic point of view. It does not need to
be exclusively the role of the physician to co-
mmunicate; it may be relatives or a priest who
can fulfil this role. If a person who is dying has
been told and is calm, the easier it is to commu-
nicate effectively. On the contrary, if the patient
denies they are dying, this may be an obstacle.
Information giving may be particularly difficult if
the patient has not lived their life with an aware-
ness of the fragility of their own existence. The

absence of this kind of existential humility which
can help individuals to accept their death as
a natural human destiny, may constitute a se-
rious problem. In these circumstances, death
seems to be the final defeat which must be
avoided at any price and also the associated
anxiety. This can fuel the idea of euthanasia.
On the other side, a peaceful acceptance of
the reality of death provides the foundation for
sincere and truthful communication. Truthful
communication often brings relief. Revealing
the truth does have to respect basic moral rules.
Sincerity is required; the person communica-
ting should not resort to lies or use so-called
‘simple conscientious objection” which can be
seen as misrepresentation. With ‘extended con-
scientious objection’, which is seen as morally
legitimate, unambiguous speech is used with
the intention that the listener does not directly
know the content of speaker’s thoughts (13).
Communication with terminally ill patients
presents a problem regarding their right to truth.
Those at the end of their life and incurably ill, have
the right for the truth about their state. Their
approaching death is too significant an issue to be
withheld. Communication needs to be held with
peace and tact. The physician, aware of current
limits of medicine, without raising false hopes,
is obliged, as calmly as possible, to disclose to
the patient information about their diagnosis,
prognosis of illness, therapeutic perspectives
and their consequences, taking in considerati-
on patient’s culture level and cognitive ability.
It is necessary to answer each patient’s specific
question. However, the doctor whilst taking into
consideration the patient’s possible reaction, has
to also think whether to inform them of the full
prognosis. In such a case, the relatives ought to be
informed about it. Definitely the patient’s wishes,
if he or she is able to express him/herself freely,
need to be the criteria by which the physician
informs his decision-making. The physician must
inform the patient about the intended steps in
both diagnostics and therapy. The information
provided failittates informed consent whereby
the patient is able to participate in decision-
-making. It is important to use clear language
which is jargon-free in communication. The use
of the technical language of medicine needs to
be avoided where possible as the patient may
not understand it, and it might cause him/her
agitation. An informed and calm patient is able
participate in crucial decisions regardingtheir
care at such an important period of his/her life.
In communication, a certain law of gradua-
lity, depending on the readiness of the patient,
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ought to be observed. Their readiness is based
on their experience of their life. It is also advi-
sed that the patient’s relatives are sensitively
prepared so they can accept the truth, and are
in position to help with communicating effecti-
vely in order not to cause anxiety. Complex and
superficial relationships may be the reason that
relatives cannot accept that the patient is dy-
ing. Escalated existential situations, to which
approaching death undoubtedly belongs, are
a distinguishing criterion of the quality the life
that has been led by the patient. Successful
communication is key to co-operation between
the physician, the dying patient and their family.
Abstract ways of acting and communicating
between the relatives and the patient at the
end of their life, may contribute towards him/her
becoming even more depressed and/or lonely
than they may have been already.

The right for informationis not only related
to the patient and their care as a whole, but
also to other areas; for example, justified hope
for successful treatment, risks of experimen-
tal treatment and so on. When the patient is
made aware of all the options and information,
they are able to express their opinion and agree
or disagree with treatment and care options.
Furthermore, this right is closely related to the
respect of their liberty (autonomy). The well-
-known axiom is valid here: Non salus sed vo-
luntas aegroti suprema lex (It is not health, but
the will of the patient that is the highest law).

There is risk that needs to be considered.
The dying person may overestimate the com-
petency of the physician, and he/she asks the
physician to perform or omit teartment which
might be oppose the doctor's ethics or pro-
fessional honour. In this case, there is conflict
between two expressions of freedom because
the patient and the physician must have the
right to act freely. The physician cannot be con-
sidered the tool of patient’s will. Thus it would
seem that the right to freedom to choose by
the dying person has its limits. For example,
the doctor cannot agree with any wish that
would be unethical relating to the end-of-life of
a patient or would violate his or her most basic
rights. In this case, the physician’s cooperation
with the patient’s request would be morally
unacceptable. Nevertheless, in some cases, the
situation is difficult and the solutions are not
simple and unequivocal. This ambiguity opens
up opportunities for different solutions but still
to act morally. Within these moral limits, the
patient’s will takes preference, especially what
continuation or interruption of treatement is

concerned. This is especially true in situations
where the risk of prolonging suffering without
reasonable hope of improvement predominates
and the guarantee of at least maintaining the
dignity of the patient prevails.

Desire to Die

The terminally ill patient might express the
desire to die and this cannot be ignored. This
does not mean it is accepted passively or the
request given way too. A patient may articulate
this wish but it does not mean that this is what
the patient desires. The invocation of death may
be a manifestation of reproach to the relatives
or the nursing staff because the patient feels
abandoned, or is a desperate reposnse to their
situation and symptoms: physical pain, physical
anxiety or a feeling of uselessness which have
not yet been dealt with. In these cases, treatinf
the symptom/situation may be sufficient (for
example, provision of appropriate pain therapy),
and the patient no longer expresses the desire
to die anymore. The desire for can be seen as
the call of a patient regaining the human quality
of their own life (14).

However, it may happen that the desire is
not seen as a manifestation of protest, or a call-
ing for the change of existential conditions. In
this moment, the second phase of assessment
begins which evaluates whether it is a healthy or
a pathological manifestation of the patient’s will.
A general acceptance that the patient'sdesire to
die might be a healthy manifestation of the hu-
man will is not probable. Historically, the attitude
expressing the desire to die was considered to be
wrong and even perverted. Possibly this is a result
of conditioning by ecclesial practice where suicide
victims were refused a religious funeral because
they were considered to be individuals who delib-
erately refused the gift of life and died in mortal sin.
Later, under the influence of psychology, this praxis
changed, and it now percieved that the victim of
suicide was not fully responsible for their actions.
Today, it can be said that the attitude is exactly
opposite to the past. Suicide, is no longer seen
objectively as a serious existential attitude of revolt
against God and life. In this case, the temptation
to consider the desire of death as an unhealthy
manifestation of will is even greater. The natural
self-preservation instinct and the moral duty to
keep and protect life are undoubtedly the basis of
ethics for life. However, the will to die cannot be
totally eliminated from life as a peverse feeling; it
needs to be acknowldged.

The real desire for death may express the
acceptance of one’s own humanity and frailty,
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which is time restricted. In this case, not only the
legitimacy of the desire, but also the maturity of
their perspectiveon life is stated. If considered in
the light of theology, it may be a manifestation
of their implicit desire for eternal life and for
immortality that everyone has written into his
or her soul.

The desire for death may be legitimate, al-
though not the ideal one, manifestation of re-
bellion against the idolatric concept of physical
life. The culture of deification of earthly life is an
indubitable fact. Contemporary culture consi-
ders physical life to be supreme and definitively
good but denying the concepts of liberty and
dignity. It is an exaggerated hedonistic approach
to physical life. It is an expression of a typically
immanentistic culture denying any transcen-
dental principal of existence and truth. Medical
science, perhaps unconsciously, supports this
concept of life, and changes the final phase
of illness into a desperate fight against death.
The dying patient, as if deprived of liberty, may
really feel like an object in the hands of physi-
cians. Given this situation, he/she may express
the desire for death as a symptom of rebellion
and disobedience against the loss of freedom
(and dignity). This cannot be considered as an
acceptable response but may be seen as a le-
gitimate request as a last resort by the patient
to regain their freedom of choice and dignity.
Hope and desire for eternity may help those
who believe reduce their natural fear of death,
as their death will end in their victory.

Conclusion

The observance of rights and principals with
patients who have life limiting diseases or ter-
minally ill intends to make them feel peace and
certainty in this crucial phase of their life. When
the relationship to the salvific message of faith,
hope and love gets weakened, the scene is open
to pragmatic and utilitarian principles suppor-
ting the idea that euthanasia/life termination
is seemingly logical and justifiable, if dying is
considered to be a burden for the patient or to
others. If these ideas gradual acquire a form of
systematic theories, supported by some ideo-
logies, reinforced by media and become ‘do-
mesticated’, the risk arises that public opinion
begins to agree which is in in sharp contrast to
the dignity of the human person and the sancti-
ty of life. The faithful, facing some difficult and
dramatic cases at times, may remain uncertain,
mostly because they do not have convincing ar-
guments. Therefore it is very important to inform
them according to Christian moral teaching, and



to solve problems constantly referring to Christ
and the Magisterium.

Limitation of the study

The present paper on a moral-theological
view of the end-of-life care uses a theological
methodology, based on the biblical concept
of man. The main limitation concerns the sour-
ces as they are based mainly on the Sacred
Scripture, the documents of the Magisterium
and European theological literature. However,
this is congruent with theological methodo-
logy. The presented results are based on the
cultural context of Europe and North America
where end-of life care is the most developed
and institutionalized.

The ethical system, which is the basis of this
paper, could be perceived as another limitation.
[tis an ethical concept based on the promotion
of life and dignity of the person (ethics of life),
based on the biblical concept of man. The scope
of the paper was not practical research but an
effort to offer a theoretical basis for the end-
-of-life rights based on the ethics of life which
are elaborated in Christianity. A challenge for

the future may be a study which would offer
a comparison of the principles of end-of-life care
based on various ethical concepts. The problem,
however, is that many ethical systems there are
sets of concepts which are different and often
have a conflicting philosophical basis.
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Mordlno-teologicky pohlad na starostlivost
o zomierajucich

ThDr. Ing. Vladimir Thurzo, PhD.!
'Univerzita Komenského v Bratislave, Rimskokatolicka cyrilometodska bohoslovecka fakulta

Uvod: Pacienti v terminalnom $tadiu choroby st konfrontovani s utrpenim a smrtou, ktoré patria medzi najtazsie otazky ¢loveka. Zivot
sa pre nich stava zvlast tazky a k fyzickému utrpeniu sa pridava psychologicka a duchovna drama vyvolana bliZziacou sa smrtou. Starost-
livost pribuznych, lekarov, osetrujticeho personalu alebo duchovnych otvara viacero moralno-teologickych otazok. Prava zomierajucich
vyplyvajuce z ich Specifickej situacie musia byt zvlast dodrziavané a chranené.

Ciel: Cielom studie bol vyskum, sumarizacia a predstavenie nauky katolickej moralnej teolégie v otazke smrti, utrpenia a starostlivosti
o zomierajucich, na zaklade analyzy textov Sviatého pisma a dokumentov Ucitelského uradu Cirkvi.

Metoédy: Pri tvorbe prispevku bola pouzita vedecka metdda vlastna katolickej teoldgii. Tato metoda s vedecky presnou starostlivostou
éerpa nauku zo Svitého pisma, dopliia z Tradicie a systematicky ju vysvetluje opierajtic sa o historicky sa vyvijajtce u¢enie U¢itelského
aradu Cirkvi.

Vysledky: V nauke Svatého pisma k utrpeniu a smrti je pozorovatelny vyvoj od Starého zdkona k Novému zakonu. Iba vo svetle vel-
konocnej obety Jezisa Krista je mozné najst dostatocné odpovede na otazku utrpenia a smrti. Z biblickej nduky doplnenej o poznatky
ziskané studiom dokumentov Magistéria vyplyvaju niektoré principy, ktoré tvoria zaklad pre prava zomierajucich pacientov: neodnatelné
pravo na zivot, pravo na ludsky a krestansky preziti a déstojnt smrt, pravo na informacie. Zaroven vytvaraju moralno-teologicky ramec
principov, ktoré je potrebné dodrziavat pri starostlivosti o zomierajucich.

Zaver: Terminalni pacienti su velmi zranitelni kvoli Specifickej situacii, ktoru prezivaju. Najdolezitejsi je princip reSpektovania ,hodiny”
ich prechodu do vec¢nosti, podla vzoru JezZisa Krista. Tento zakladny postoj zomierajtcich chrani pred eutanaziou i tipornou terapiou.
Formdcia lekarov a oSetrovatelského persondlu na zdklade moralno-teologickych zaverov, moéze priniest dolezité svetlo do niektorych

otazok suvisiacich so zomierajlcimi pacientmi a nasledne aj zlepSenie pristupu k nim.

Klucové slova: utrpenie, smrt, eutanazia, moralna teoldgia, prava terminalnych pacientov, starostlivost o zomierajucich.

Dréma cloveka najviac vystupuje do po-
predia na pozadi smrti. Tvdrou v tvar smrti si
Clovek nemdze nepoloZit otdzku o zmysle viast-
nej existencie. Aj literatura, filozofia, socioldgia
a etika si kladu otdzku o zmysle zivota prave
v konfrontacii so smrtou. Odpovede su ¢asto
neisté, protichodné az beznadejné. Clovek méze
hladat hlavne materidlny blahobyt, ale nevy-
hnutne zakusuje neprekonatelné ohranicenie
v utrpenf a smrti, ktoré su sprevadzané neisto-
tou, nepokojom a Uzkostou. Smrt je pre ¢loveka
tajomstvom, pred ktorym padaju vietky ludské
istoty. Avsak prave v tajomstve smrti krestanska
viera ponuka zdroj pokoja. Vo svetle evanjelia
Zivot ¢loveka nadobuda novy a nadprirodzeny
rozmer, hodnotu a zmysel. Utrpenie a smrt su
najtazsie otazky, ktoré si ¢lovek kladie. V ¢isto
ludskej optike je velmi tazké, ak nie nemozné
ponuknut odpovede, ktoré by rozptylili neistotu,
ktord smrt a utrpenie prirodzene vyvoldvaju.

Utrpenie

Utrpenie, i ked'je sucastou kazdodenného
[udského Zivota, je zaroveri tym, ¢o ho vysoko
presahuje. Utrpenie je ontologické zlo, niec¢o
nezelané, o sa prirodzene Ziada odstranit spo-
medzi [udskej spolo¢nosti. Je to skuto¢nost po-

zemska, hlboko ludskd, ale zaroven podstatne
transcendentnd, na ktorl ¢lovek sdm od seba
nevie dat vycerpavajucu odpoved. Utrpenie
zasahuje ¢loveka hlbsie, ako choroba. Je roz-
diel medzi telesnym a duchovnym utrpenim.
Bolest, i ked sa niekedy pouZiva ako synonymum
k utrpeniu, sa vztahuje na telesnu stranku a je
vyvolana stimulaciou Specifickych nervovych
zakonceni. Utrpenie je duchovnej povahy a nie
iba psychologicky aspekt bolesti, ktory spre-
védza duchovnu i telesnt stranku utrpenia (1).

Biblicky pohlad na utrpenie nie je jednodu-
chy. Stary zékon sa téme venuje hlavne v knihe
Job, ale vonkoncom neddva dostato¢nu od-
poved. Komplexnejsi obraz mozno ziskat iba
integraciou nduky Starého a Nového zakona.
Starozadkonny ¢lovek trpf vtedy, ked preziva neja-
ké zlo. Utrpenie a zlo sa jednoducho stotozruju.
Stary zékon na tazku otézku: ,Preco existuje zlo?”,
odpoveda priamym kauzalnym prepojenim
s hriechom a jeho nésledkami. Nastoleny mravny
poriadok si vyZaduje spravodlivost a td poZaduje
za priestupok trest. Z tohto hladiska sa utrpenie
vnima ako trest za hriech a teda jeho existen-
cia je ,ospravedlnend” existenciou zla. Takéto
vysvetlenie znie logicky, ak sa berie do Uvahy
spravodlivost. Samotnéa kniha Job vsak uvédza
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zastancov podobného vysvetlenia, ktorymi su
Jébovi priatelia, do pochybnosti. Boh sém sa
totiZ stavia na Jébovu obranu a prehlasuje ho
za nevinného. Utrpenie nevinného je tajom-
stvo, pred ktorym kniha Job kapituluje. ,Ak je
pravda, Ze utrpenie ma zmysel ako trest vtedy,
ked je viazané na vinu, naopak, nie je pravda,
Ze kazdé utrpenie je dosledkom viny a Zze ma
povahu trestu” (1). Stary zékon ddva aj niektoré
dalsie parcidlne odpovede na problém utrpenia:
utrpenie mozno vnimat ako skusku, ktorou sa
preukazuje a dokazuje spravodlivost trpiaceho
alebo je to cesta, ktord ma viest k obrateniu,
teda k znovuzrodeniu dobra v ¢loveku, ktory
Vv tejto vyzve na pokdnie mbze spoznat BoZie
milosrdenstvo. Ani jedna z tychto parcidlnych
odpovedi viak nie je dostacujuca. Jediny sprav-
ny pohlad dokéZe ponuknut zjavenie BoZej lasky,
ako posledny dovod vietkého, o existuje.
Spravny pohlad na utrpenie ponuka viera
v JeZisa Krista a jeho velkono¢né tajomstvo utr-
penia, smrti a zmrtvychvstania, ktorym vykupil
¢loveka. Za klu¢ovd mbdzeme povazovat mysli-
enku Jana Pavla Il.; Kristus stc¢asne naucil fudi,
aby utrpenim robili dobro a robili dobro tomu,
Co trpi. V tomto dvojndsobnom aspekte nam do
zakladov odhalil zmysel utrpenia” (1). Utrpenie



je zlo, ktoré viak ma potencidl byt premenené
na zdroj dobra, bud u toho, kto trpf alebo kto sa
s laskou pribliZi k trpiacemu. Kristovo utrpenie
sa stalo zdrojom dobra preto, Ze prijal fudské
utrpenie v poslusnosti Otcovi a tym uskutocnil
zachranu ¢loveka pred definitivnym utrpenim,
ktorym by bolo jeho ve¢né zatratenie. Dal spa-
sonosnU moc a hodnotu svojmu vlastnému
utrpeniu tym, Ze sa stalo cenou nasej spasy.
Kristovo utrpenie prinieslo svetu vykupenie.
Vdaka tomu, Ze si zvolil utrpenie ako cestu, ktora
viedla jeho ludsku prirodzenost k pInosti zivota
v ocedne Bozej lasky, utrpenie moze byt pre
¢loveka cestou, ktord vedie k tomu istému cielu.
Nie vsak akékolvek utrpenie, ale iba to, ktoré sa
odohrava v kontexte lasky a stane sa vyrazom
lasky. Vykupenie uskuto¢nené Kristom, dokona-
né silou lasky, je ustavicne otvorené pre kazdu
ldsku prejavenu v utrpent. Kristus neodstranil
utrpenie, ani plne neodhalil jeho tajomstvo, vzal
ho vsak na seba a to staci, aby sme pochopili
celd jeho hodnotu (2).

Vdaka Kristovmu utrpeniu a vykUpeniu v 1as-
ke, dokéze ¢lovek pochopit skuto¢nu hodnotu
utrpenia. Napriek tomu, Ze sa v sUcasnej blaho-
bytnej spoloc¢nosti rozvija kultdra indiferentiz-
mu, nie je tazké si predstavit, o by sa dialo, keby
vobec neexistovali nidzni a trpiaci. Postupne by
sa vytvorila podda pre rozvoj neriadeného cynic-
kého egoizmu, v ktorom by si vietci mohli uzivat
bez toho, Ze by niekto niekoho potreboval. Tento
pomyselny raj na zemi by sa velmi rychlo preme-
nil na peklo, pretoZe by medzi fudmi Uplne vy-
mizli zakladné formy solidarity a lasky. ,Utrpenie,
ktoré sa medzi ludmi nachddza v najrozli¢nejsich
formach, je preto medzi nami, aby vzbudzovalo
v ¢lovekovi lasku, ten nezistny dar seba samého
inym trpiacim fudom, nestarajuc sa o vlastné
pohodlie. Svet ludského utrpenia bez prestania
takreceno vyvoldva iny svet, svet [udskej lasky.
Bolest do urcitej miery posobi, ze ¢lovek zabuda
na seba, vnutorne sa podnieti laskou a prejavi ju
skutkami” (1). Z krestanského pohladu na utrpe-
nie vyplyvaju spolu a neoddelitelne dva dolezité
zavery: velkd hodnota utrpenia preZitého v laske
a zaroven Uloha bojovat proti nemu. To druhé,
¢ize pomoc tomu, kto trpi, je vlastne pokraco-
vanim JeziSovho diela na zemi, ked uzdravoval
chorych a tfsil trpiacich.

Smrt - prijatie Otcovej hodiny

V materialistickej kulture je smrt koncom
existencie ¢loveka. Koniec neziaduci, ak si ¢lo-
vek Zivot uziva, alebo naopak Zelatelny, ak je
prili$ presiaknuty bolestou a utrpenim. Vo svetle
viery je viak smrt prechodom k plnosti Zivota,

skrze Ucast na Kristovom vykupitelskom utrpe-
ni. Kristova smrt je predovsetkym vrcholnym
prejavom poslusnosti voci Bohu Otcovi, prijatie
,hodiny”, ktoru stanovil Otec. Pozerajuc sa na
vzor Jezisa Krista, je prijatie ,hodiny” prechodu
vyrazom autentického a zrelého postoja k Zivotu.
Slobodna akceptdcia momentu smrti je najvys-
$im prejavom [udskej slobody, pretoze zname-
nd pouZit slobodu najvznesenejsim moznym
spdsobom: odovzdat ju dobrovolne a Uplne do
ruk Boha Otca. Na druhej strane je neprijatelné
a protikrestanské chciet autonémne stanovit
tento okamih. Podla vyjadrenia klasikov smrt
je ,momentum a quopendetaeternitas’, ¢ize
¢as, kedy sa rozhoduje o ve¢nom Stasti alebo
zatratenfi ¢loveka.

Klucova je nduka o smrti, ako prijati Otcovej
,hodiny”, v podanf Janovo evanjelia. Jezi$ viac-
krat a v roznych situdciach pouziva termin ,ho-
dina’, aby poukazal na &as, ktory stanovil Otec
na uskutoc¢nenie diela vykupenia. Hovorf o tom
na zaciatku verejného Ucinkovania pri zazraku
v Kéne Galilejskej (Jn 2,4) alebo ked oznamuje
zaCiatok nového kultu (Jn 4,23). Najvacsi vyznam
viak nadobuda pojem JeZisovej ,hodiny” vtedy,
ked ddva Zivot za spasu sveta. Je to ,hodina” vy-
kupenia. Cely JeZisov Zivot k nej smeruje a v nej
vrcholi. Kratko pred smrtou, vo chvili Uzkosti,
hovort: ,Teraz je moja duga vzruiena. Co mam
povedat? Ot¢e, zachran ma pred touto hodinou?
Ved prave pre tuto hodinu som prisiel” (Jn 12,27).
Tymito slovami odkryva dramu nadchadzajucej
obety, ktord na neho dolieha a odohrava sa
v jeho vnutri (3). M& moznost poziadat Otca,
aby ho uchrénil od tejto hroznej skisky. Na dru-
hej strane, nechce ujst pred tymto bolestnym
okamihom, ved prave pre tuto hodinu prisiel.

Sv. Jan podciarkuje dolezity rozmer ,hodi-
ny" - rozhodnutie Otca. Ani JeZiSovi nepriatelia
sa ho nemoézu dotknut pred tym, nez to Otec
dovoli. Viackrat s pokusali JeZisa zastavit ale-
bo dokonca zabit, ale nemohli (Jn 7,30). Ked sa
priblizi Otcom stanovena ,hodina”, nepriatelia
savrhnu na JeZisa, az sa zd3, akoby tuto situaciu
ovladli, ale on zostava Uplne v moci Otcovej.
JeziSova ,hodina” je tak hodinou umucenia, ako
aj oslavenia. Je to moment, kedy Syn ¢loveka
bude vyzdvihnuty od zeme (Jn 12,32), ¢o je sym-
bolom vyvysenia do nebeskej slavy. Vrcholny
bod tejto ,hodiny” nastava, ked JeZis vystupi
k Otcovi a tym sa ukaze a zdérazni jej nesmierna
hodnota pre celé ludstvo (4).

Starostlivost o zomierajaceho
Kedysi bola smrt suc¢astou Zivota. Obraz
rodiny, ktord je zhromazdend okolo postele

zomierajuceho, patril k samozrejmostiam Zi-
vota. Smrt bola skuto¢nostou, ktord pomahala
pribuznym dozrievat a nie nieco, za ¢o sa tre-
ba hanbit alebo to schovavat. Bolo normélne
privadzat deti k 16zku zomierajuceho, pretoze
smrt sa povazovala za integrélnu sucast Zivota
a zomierajuci sa tesil z ich pritomnosti. Smrt
bola udomdacnena a akceptovana ako neod-
vratnd sucast fudského Zivota.

V bioetike sa za terminalne chorého povazu-
je ten, kto trpi nezvratne a negativne sa vyvijaj-
Ucou chorobou a speje relativne rychlo k smrti.
Z pohladu mediciny je termindlne chory, kto
ma progndzu Zivota kratsiu ako 6 a preto moze
potrebovat hospicovu starostlivost (5).

Kazdopadne, termindlnym stddiom treba
rozumiet zévere¢nu fazu choroby, v ktorej or-
ganizmus chorého uz neodpoveda na liecbu,
jeho stav sa zhorsuje a nezadrzatelne napreduje
v Ustrety smrti (6).

V poslednych desatrociach sa smrt vykreslu-
je ako nieco nevhodné, ¢o je potrebné vytesnit
na okraj rodinného a spolocenského Zivota.
PovaZuje sa za spravne zomierajuceho vzdialit
od rodiny, ¢im sa zverf vylu¢ne do ruk lekarov
a zo smrti sa stane zaleZitost mediciny a tech-
niky. Zomierajuci sa takmer stdva objektom bez
vlastnej véle, v cudzom prostredi nemocnice,
vo svete choroby a smrti. V. menej rozvinutych
narodoch je zomierajuci este stale obklopeny
svojimi najblizéimi, ¢o sa vnima ako jeho potreba
a zékladné pravo. Spolocenskd podstata ¢loveka
vyZaduje, aby v kltcovych chvilach Zivota nebol
ponechany osamote a v izolacii, iba v pritomnos-
ti chladnych pristrojov.

Pred tajomstvom smrti sa fudska prirodze-
nost stavia do pozicie strachu a Uzkosti, pretoze
ma Celit nieCcomu absolUtne nezndmemu, ¢o
niekedy sprevéddza aj pocit vlastnej bezmoc-
nosti, viny alebo slabosti. Dobre zndme su psy-
chologické fazy terminalne chorého pacienta
podla Dr. Elizabeth Kibler-Rossovej: negacia —
odmietnutie prijat faktickd skuto¢nost; rebélia —
charakterizovana hnevom a strachom, vyvolana
najma tym, Ze okolo chorého su fudia zdravi,
kym on musi zomriet; vyjednavanie — ¢iastocné
prijatie reality, sprevadzané tendenciou vyjed-
navat s Bohom alebo lekdrmi; depresia — faza
sklucenosti; prijatie smrti v Case (7). Nie vietci
prejdu tymito fédzami a nie v rovnakom poradi.
Je v3ak dobré ich poznat, aby asistujuci vede-
li, ¢im chory prave prechddza. Sprevadzanie
¢loveka v poslednych drioch Zivota je najvacsi,
najdolezitejsf a najhodnotnejsf dar, aky mozno
niekomu dat, bez ohladu na to, ¢i asistujuci je
pribuzny, lekér alebo duchovny.
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Pravo na zivot

Méze vyznievat zvlastne, zdodrazrovat
v pripade zomierajuceho, Ze ma neodnatelné
a nedotknutelné pravo na zivot. Je to zakladné
pravo ¢loveka, ktoré bezprostredne suvisi so zvr-
chovanostou Boha. ,Zivot je dar Stvoritela, ktory
straveny v sluzbe bratom v pritomnom plane
spasy moze vzdy priniest Uzitok” (8). Nie je preto
dovolené narusit jeho priebeh od pociatku az po
prirodzeny koniec. Zivot treba prijat, repektovat,
podporovat a ochrarovat pred kazdou hrozbou.
,Ni¢ a nikto nemdze opravnit na zabitie nevinnej
[udskej bytosti, ¢i je to plod, alebo embryo, dieta,
alebo dospely, stary, nevyliecitelne chory, alebo
zomierajuci. Okrem toho nikto neméze vyZzado-
vat tento vrazedny ¢in pre seba alebo pre iného,
ktory je zvereny jeho zodpovednosti, ani priamo
alebo nepriamo s nim suhlasit. Ziadna autorita
ho nemd&ze legitimne nanutit ani dovolit” (9).
Zomierajuci si musi byt isty, Ze toto jeho za-
kladné pravo bude plne respektované a Ziadna
indtancia si nebude narokovat ho spochybrnovat
a podmienovat. Dodrziavanie tohto prava ho
chrani pred eutanaziou.

Pravo zit ludsky

Toto pravo sa méze stat spornym, ak sa za-
¢ne vysvetlovat na zéklade nespravnej etiky.
Spor méze vzniknut z konfrontécie etiky posvat-
nosti Zivota, ktord vyhlasuje za posvatny a teda
hodny ochrany kazdy ludsky Zivot od pocatia az
po prirodzeny smrt a jediné garantuje skuto¢né
prdvo na Zivot, s etikou kvality Zivota, ktord za
nehodnotny vyhldsi Zivot, ktory uz nezodpo-
veda utilitaristicky konsenzudlne nastavenym
kritéridm. Etika kvality Zivota nevédha vyhlasit
za opravnenu aktivnu eutanaziu. Ludsky Zivota
zZnamena, Ze pacient ho mbze prezivat v sulade
s ludskou doéstojnostou. Je zrejmé, Ze toto kritéri-
um predovietkym vytvdra tlohy pre tych, ktorf
sa 0 zomierajuceho staraju, aby sa viemozne
snazili vytvorit podmienky pre Zivot v sulade
s dostojnostou fudskej osoby.

Pravo na ludsky a krestansky
doéstojnu smrt

Pravo na zivot ma paradoxne v pripade
termindlnych pacientov Specifické vyjadrenie
v prave zomriet pokojne a dostojne. Toto pravo
neznamend moc privodit si alebo nechat si pri-
vodit smrt, ani utekat pred fou za kazdu cenu.

Spravny postoj k smrti a zomierajucemu pa-
cientovi vychddza z reSpektovania ,hodiny” jeho
odchodu, podla vzoru Jezisa Krista. Nie je dovo-
lené menit prirodzeny beh Zivota, ani urychlovat,
ani nedovolene zdrziavat jeho odchod. Privodit

smrt nedovolenym spésobom znamena euta-
naziu, ¢ize ,Cin alebo zanedbanie, ktoré zo svojej
povahy alebo v umysle konajliceho spdésobuje
smrt kvoli odstraneniu akéhokolvek utrpenia”
(10). Eutandzia, ako uvadza Evangelium vitae,
zavisi od Umyslu a pouzitych prostriedkov. Ak
by pacient, schopny konat, odmietol primeranu
lie¢bu, neslo by o eutandziu. V pripade, Ze by
s takymto konanim lekdr nesuhlasil, mohlo by
byt povazované za samovrazdu.

Niektori autori rozlisuju medzi aktivhou
a pasfvnou eutanaziou, kde pod pasivnou eu-
tanaziou myslia zrieknutie sa terapie u pacientov,
u ktorych prestala byt prospesna. Je lepsie ne-
pouZivat toto pomenovanie a drzat sa definicie,
ktoru pouziva Evangelium vitae (11).

Na druhej strane moze ist o Upornu terapiu,
Cize ,lekarske zasahy, ktoré prestali byt primera-
né redlnej situacii chorého, lebo uz nie su Umer-
né vysledkom, aké moZno ocakavat, alebo su aj
prili§ zataZujuce pre samého chorého a pre jeho
rodinu” (10). Aj v tomto pripade ide o nedovole-
né konanie, ktoré nereSpektuje prirodzeny vyvoj
a snazf sa oddialit smrt za kazdu cenu.

Lekar si ma byt vedomy, Ze nie je ani pdnom
Zivota, ani dobyvatel smrti. Smrt je nevyhnutna
skutocnost Zivota a pouZitie prostriedkov na jej
odvrétenie musi brat do Uvahy fudsky udel (12).
V pripade blizkej a neodvratnej smrti, je dovo-
lené v zhode so svedomim zriect sa zakrokov,
ktorymi by sa dosiahlo len do¢asné a bolestné
prediZenie Zivota, nemé sa viak prerusovat nor-
malna terapia, akéd sa v podobnych pripadoch
vyzaduje (9). Poddvanie potravy a tekutin, aj
v pripade, e ide o umelU vyzivu, patri k normal-
nej povinnej lieCbe a jej nedovolené ukoncenie,
pokial nie je pre pacienta prili$ zataZujuca, méze
znamenat pravud a skuto¢nud eutandziu.

Pacientovi treba umoznit zomriet s d6stoj-
nostou, respektom a hlbokou ludskostou a v ma-
ximalnej moznej miere mat pod kontrolou a tisit
jeho bolest a utrpenie. V sic¢asnej dobe ma velky
vyznam tzv. paliativna starostlivost, cielom ktorej
je zmiernenie utrpenia terminalnych pacientov
a zabezpecenie potrebnej ludskej pomoci. Tu
sa otvara celd obsiahla kapitola terapie bolesti,
ktorej zakladné mravné principy médzeme len
schematicky nacrtnut. Na jednej strane méze
byt u trpiaceho pacienta obdivuhodny hrdinsky
postoj k bolesti, na druhej strane bolest oslabuje
moralne sily, zhorSuje stav slabosti a fyzickej
vycerpanosti, brani odhodlaniu duse a oslabuje
morélne sily namiesto aby ich povzbudila. V pri-
pade paliativnej starostlivosti sa vynara problém
mravnej dovolenosti niektorych upokojujtcich
a bolest timiacich prostriedkov, ktorymi sa ma
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ulahcit utrpenie chorého, ak je to spojené s rizi-
kom skratenia Zivota. SU dovolené prostriedky
terapie bolesti, ktoré vedu k obmedzeniu ve-
domia a skrateniu Zivota, ak nie su k dispozicii
iné a za danych okolnosti to neprekéza plneniu
inych nabozenskych a moralnych povinnostf
pacienta (10). V tomto pripade podla principu
skutku s dvojitym ucinkom urychlenie smrti nie
je priamo chcené, ale iba tolerované. Priamo
chcené je zmiernenie bolesti.

Pravo vedome prezivat zomieranie
Bez skutocne vézneho dévodu nie je viak
dovolené zbavovat zomierajuceho vedomia.
Vyplyva to z prava vedome preZivat zavere¢nu
etapu zivota a zomieranie. Na konci pozemskej
pute maju mat pacienti moznost splnit si svo-
je morélne a rodinné zavazky, najma pripravit
sa pri plnom vedomi na konec¢né stretnutie
s Bohom (10). Zomierajuci by mal mat moznost
zazit pozitivne city svojich rodinnych prislusni-
kov a priatelov, vyjadrit posledné tuzby a zverit
sa otvorene so svojimi strachmi a Uzkostami.
Najdolezitejsia zo vietkych viak moze byt tuzba
usporiadat roky narusené vztahy, vidiet, ako sa
buraju bariéry, ktoré dovtedy branili v komuni-
kacii a porozumeni, obnovenie dialégu, ktory
dlhodobo nebol mozny a prehibenie priatelstva
a lasky s blizkymi osobami. Zomieranie v rodine,
ktoré sa kedysi povazovalo za Uplne prirodzené
a patrilo k normalnej sucasti rodinného Zivota,
vytvaralo k tomu najlepsie podmienky. V hodine
smrti treba ¢loveka zahrnut respektom a hlavne
laskyplnou pritomnostou. Tuto zdverecnu fazu
Zivota zvykli sprevadzat svojou pritomnostou
rodinni prislusnici v ovzdusi pokojného stisenia
a krestanskej nadeje. Dnes je stale vacsie riziko,
Ze sa smrt prenesie Uplne do preplneného a rus-
ného prostredia, pod kontrolu lekérov a osetro-
vateliek, ktori sa staraju prevazne iba o biofyzicky
rozmer ¢loveka, ¢o nedostato¢ne respektuje
zlozitost situécie trpiacej osoby. Vedomie, Ze ¢lo-
vek sa pripravuje na vecné stretnutie s Bohom,
by malo viest pribuznych, lekarov, osetrovatelov
a knazov, aby ho sprevadzali v tomto rozhoduj-
ucom Useku jeho zivota s pozornou starostli-
vostou, respektujuc vietky stranky jeho osoby,
vratane duchovnej. Skisenost ukazuje, ze zasad-
nu doleZitost ma pomoc, ktord zomierajucemu
poskytuje viera v Boha a nddej na vecny zivot.

Sprevadzanie zomierajuceho

V bioetike sa sprevadzanie vztahuje na spo-
lo¢nost blizkych oséb, ako s rodinni prislusnici,
priatelia, dobrovolnicia nemocnic¢ny persondl, ktorf
sU pri chorom alebo zomierajicom. Ide predovset-



kym o pritomnost v utrpeni a hlbokej samote, ktora
moZe zachvatit dusu ¢loveka citiaceho blizkost
smrti. Sprevadzat chorého znamena predovset-
kym porozumiet stavu, v ktorom sa nachadza, byt
mu blizko, spolucitit a ¢elit spolu s nim tazkostiam,
ktoré preziva. Nie je to len jednoduché rozptylenie
s ciefom zabudnut na zloZitost situdcie. Naopak,
ide 0 vzdjomné porozumenie, ktoré pomaha prijat
nielen pritomnost, ale i minulost, vo vedom, ze
mnohé veci neboli sprédvne a pomdct vzbudit si
novu nadej do zaverecnej fazy zivota. Pre lekara
sprevadzanie pacienta znamend pokracovanie
terapie inymi cestami nez farmakoldgia alebo chi-
rurgia, €o je aj pre neho zdrojom novej sily a nadeje
pre stretnutia s pacientom.

Sprevéadzanie termindlneho pacienta je
prejavom vernosti a viery v zivot ako taky, za hra-
nicu choroby, utrpenia a smrti. ZvI&st vyznamna
je vernost, pretoZze odovzdava posolstvo vel-
kodusnosti a bezplatnosti, velmi doéleZitej pre
vnutorny pokoj pacienta. Vernost sa prejavuje
v solidarite, stabilite, podpore a povzbudeni,
podloZzené zakorenenim v hierarchii pravych
ludskych hodnot. Zomierajlci mé velky strach
nielen z bolesti a smrti, ale aj z toho, Ze bude
pre druhych bremenom, ktoré mézu odmietnut.
Preto je velmi doleZité, aby sprevadzajici mal
vyvinutl schopnost dekédovat posolstva, ktoré
bude chory vysielat, niekedy velmi zlozito zakd-
dované, zvlast ak ich nevie spravne verbalizovat.
MoZno povedat, pri sprevadzani terminélnych
pacientov najdoleZitejsia zo vietkého je prave
schopnost pochopit znaky, posolstvé a intuicie
ktoré chcl odovzdat (6).

Pravo na informacie
a komunikacia so zomierajucim

Toto pravo vychadza z ludskej dostojnosti
pacienta. Proces informovania musf zodpovedat
recepcnym schopnostiam pacienta a reSpektovat
vhodnost informdcie z terapeutického hladiska.
Nemusi spocivat vylu¢ne na pleciach lekdra, moze
byt vhodné obrdtit sa aj na pribuznych alebo
vyuzit spolupracu knaza. Cim lepsie je zomierajuci
pripraveny a pokojny, tym lah3ie bude spinenie
tejto delikdtnej tlohy, naopak jeho tvrdosijny od-
por voci smrti méze znamenat velku prekazku.
ZvI&st narocné to moze byt u tych, ktorf Zili skor
povrchne aZ nezodpovedne, nikdy sa nenauci-
li prindsat obetu a neuvedomovali si krehkost
vlastnej existencie. Absencia istej existencidlnej
pokory, ktord pomdaha prijat smrt ako prirodze-
ny udel ¢loveka, méze byt véznym problémom.
Smrt sa potom bude zdat ako definitivna pordzka,
pred ktorou je treba stoj ¢o stoj utiect a vyhnut
sa Uzkosti, ktoru spdsobuje unikajuci zivot. Tak

sa vytvara Zivna poda pre myslienky na eutana-
ziu. Naopak, pokojné prijatie skutocnosti smrti
je dobrym predpokladom Uprimnej a pravdivej
komunikacie. Komunikovanie pravdy ¢asto pri-
nésa ulavu. Vyjavenie pravdy musi reSpektovat
zakladné mordlne pravidl. Uprimnost sivyzadu-
je, aby sa komunikujuci neuchylil k IZi alebo k tzv.
jednoduchej slovnej vyhrade, ktord sa s klam-
stvom prakticky stotoznuje. Pri rozsirenej slovnej
vyhrade, ktord je z hladiska mordlky dovolend,
ide o pourzitie nie Uplne jednoznacnej reci, aby
sa posluchac¢ nemohol priamo dozvediet obsah
myslienok hovoriaceho (13).

Komunikécia s nevyliecitelne chorymi oso-
bami predstavuje isty problém v suvislosti s ich
pravom na pravdu. Zomierajuci a nevyliecitelne
chori vieobecne maju pravo na pravdu o svojom
stave. Bliziaca sa smrt je prilis vazna vec na to, aby
sa zamlcala. Komunikaciu treba viest s pokojom
a taktom. Je vhodné nechat pacientovi lU¢ nadeje
a nepredstavit perspektivu smrti ako neodkladnu.
Lekar, vedomy si siicasnych obmedzeni mediciny,
bez vzbudzovania falosnych nadeji, ma povinnost
odovzdat pacientovi ¢o najpokojnejsie informéaciu
o diagndze, progndze ochorenia, terapeutickych
perspektivach a ich désledkoch, zvIast dbajuc na
kultdrnu Uroven a rozliSovacie schopnosti pa-
cienta. Na kazdu Specifickt otdzku pacienta je
potrebné odpovedat. Avsak lekér, bertic do Uvahy
reakcie schopnost pacienta, musi zvazit aj mozno-
st, Ze mu neozndmi infaustnu prognodzu. V takom
pripade by o nej mali byt informovani pribuznf.
Kazdopédne, vola pacienta, ak je schopny slo-
bodne sa vyjadrit, by mala byt kritériom, ktorému
prisposobi lekér svoje rozhodovanie. Lekdr by mal
pacienta informovat o tom, ¢o zamysla robit tak
z hladiska diagnostiky, ako aj terapie. Informéacie
by mali pacientovi pomoct, aby bol schopny
podielat sa na rozhodnuti. V komunikacii je ne-
vyhnutné pouzivat zrozumitelny jazyk. Pri vacsine
pacientov tuto podmienku tazko spini technicky
lekdrsky jazyk. Odborny sposob vyjadrovania, kto-
rému pacient nerozumie, mdze sposobit skor jeho
rozrusenie. Iba informovany a upokojeny pacient
je schopny zobrat na seba tarchu participovat
na dolezitych rozhodnutiach, ktoré sa tykaju tak
délezitej etapy jeho Zivota.

V komunikécii ma byt dodrzany urcity zdkon
postupnosti, ktory zavisi od pripravenosti pacien-
ta. Ta byva vysledkom celého predchadzajuceho
Zivota. MozZno iba odporucat, aby aj pribuzni boli
citlivo pripraveni jednak na prijatie pravdy a tak-
tiez, aby mohli poskytnut, ak to bude potrebné,
Ucinnu pomoc v komunikdcii, aby pravda posobi-
la oslobodzujuco a nevyvolavala Uzkost. Povrchné
vztahy z minulosti mézu byt pri¢inou, Ze pribuzni

nebudu Ucinne vediet zomierajucemu ulahcit
v suc¢asnom stave. Vyhrotené existencidlne situa-
cie, akou je bezpochyby aj bliziaca sa smrt, byvaju
zaroven rozlisovacim kritériom kvality predchad-
zajuceho spolo¢ného Zivota. Od toho bude zavi-
siet, ako sa bude darit lekdrovi spolupracovat so
zomierajucim a jeho rodinou. Vyhybavy sposob
konania a komunikacie pribuznych so zomieraj-
ucim ho méze este viac vrhnut do sklucujicej
samoty, ktorej uz tak ¢i tak celf.

Pravo na informéciu sa tyka nielen celkového
stavu ¢loveka, ale aj doleZitych detailov, ako napri-
klad odovodnend nadej na Uspesnu liecbu, rizika
experimentalnej liecby a podobne. Iba pokialich
pacient poznd, méze vyjadrit slobodny a zrely
suhlas alebo nesuhlas. S tym suvisi dalie pravo
pacienta: reSpektovanie jeho slobody v najvyssej
moznej miere. Platl tu zndma axiéma: Non salus
sed voluntasaegrotisupremalex (Najvyssim impe-
rativom nie je zdravie, ale vola chorého).

Treba pocitat aj s rizikom, Ze zomierajuci pre-
ceni kompetencie lekdra a bude od neho ziadat
skutok alebo naopak zanedbanie, ktoré by mohli
byt v protiklade so svedomim alebo profesio-
nélnou ctou lekdra. V tomto pripade by vlastne
doslo ku konfliktu dvoch slobdd, pretoze aj lekar
musi mat pravo konat slobodne. Vonkoncom
ho nemozno povazovat za nastroj pacientovej
vole. Sloboda zomierajuceho mé teda svoje li-
mity. Lekdr nemoze napriklad suhlasit so zelanim
zomierajuceho, ktoré by bolo neetické alebo by
prinieslo porusenie jeho najzakladnejsich prav.
V tom pripade by spolupraca lekdra bola mravne
neprijatelnd. vV konkrétnych pripadoch méze byt
situdcia zlozitd a rieSenia nebyvaju jednoduché
a jednoznacné. Tato nejednoznacnost otvara
priestor pre rézne riesenia a vytvara skor hranice
oblasti, v ktorej bude mozné konat moralne.
V rdmci tychto mordlnych hranic ma prednost
vOla pacienta, hlavne ¢o sa tyka pokracovania
alebo prerusenia terapie. ZvIast to bude platit pri
hrani¢nych situaciach, kedy zacina prevazovat
riziko predlzovat utrpenie bez odbévodnenej
nadeje na zlep3enie, ktoré by zabezpecilo aspon
minimum fudsky déstojného Zivota.

Tazba zomriet

Chory v termindlnom stadiu mdze vyja-
Vit tuzbu zomriet, ktord nemozno ignorovat.
Neznamena to vsak jej apriérne pasivne prijatie
alebo povolny suhlas. Primarna fudskd pomoc ne-
vyliecitelne chorému, ktory vyjadri takuto tuzbu,
spociva v tom, Ze sa redlnost tuzby rozumne vy-
hodnoti. Nie vzdy totiz pacient zamysla skutocne
to, €o vyjadruje slovami. Vzyvanie smrti méze byt
vyrazom vycitky voci pribuznym alebo osetro-
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vatelom, ktorymi sa cfti opusteny alebo moze ist
0 zufalé upozornenie na niektory aspekt vlastnej
situdcie: fyzickd bolest, psychicku tzkost alebo
pocit zbytoc¢nosti, s ktorymi sa dovtedy nikto vaz-
ne nezaoberal. V tychto pripadoch méze stacit,
Ze sa vyplni opravnend poziadavka (napriklad sa
poskytne prislusnu terapia bolesti) a pacient viac
nevyjadri tuZbu zomriet. Tuzba po smrti teda
mé&Ze byt iba zasterkou Usudku nad vlastnou
Zivotnou situaciou, ktord sa zda neprekonatelna
amozno ju pretimocit do volania po znovunado-
budnuti fudskej kvality vlastného Zivota (14).

MbZe sa viak stat, Ze sa tuzba nevyhodnotf
ako vyraz protestu alebo volanie po zmene exis-
tencidlnych podmienok. V tomto momente na-
stupuje druhd faza rozliSovania, ktord by mala vy-
hodnatit, ¢i ide o zdravy alebo patologicky prejav
vOle zomierajuceho. Pravdepodobne nemozno
ocakavat vseobecné akceptovanie nazoru, Ze tuz-
ba zomriet méZze byt zdravym prejavom ludskej
vole.V minulosti sa postoj, ktory vyjadroval tuzbu
zomriet, povazoval za nespravny, az zvrateny. Bolo
to zrejme podmienené aj cirkevnou praxou, ktora
odopierala cirkevny pohreb samovrahom, preto-
Ze boli povaZovani za tych, ktorf vedome odmietli
dar Zivota a zomreli v tazkom hriechu. Neskér, pod
vplyvom psycholégie sa prax zmenila a zacalo sa
brat do Uvahy, Ze samovrah nemusel byt Uplne
zodpovedny za svoje konanie. Dnes mdzeme
povedat, Ze postoj je presne opacny ako v minu-
losti. Pokial sa nepreukaze opak, predpoklada sa,
Ze Clovek, ktory si vzal Zivot, nebol zodpovedny
za svoje rozhodnutie. Samovrazda, objektivne
vazny existencidlny postoj vzbury proti Bohu
a Zivotu, mu potom nie je pripocitatelnd vébec
alebo len v obmedzenej miere. V tomto pripa-
de je viak pokusenie povazovat tuzbu po smrti
ako nezdravy prejav vole este vacsie. Prirodzeny
pud sebazidchovy a moralna povinnost udrziavat
a ochranovat zZivot, st bezpochyby vychodiskom
celej etickej nduky o Zivote. Aviak ani volu zomriet
nemozno absoldtnym spdsobom vylucit zo Zivo-
ta ako nieco perverzné.

Skutocna tuzba po smrti modze byt prejavom
prijatia podstatného rozmeru vlastnej fudskosti,
ktorym je ¢asova ohranic¢enost. V tom pripade
by sme mohli konstatovat nielen opravnenost
tuzby, ale aj zrelost pohladu na viastny Zivot. Ak
ju budeme vnimat vo svetle teoldgie méze byt
prejavom implicitnej tuzby po ve¢nom Zivote a po
nesmrtelnosti, ktord ma kazdy vpisant do duse.

Opravnenym, i ked nie idedlnym prejavom,
moze byt tizba po smrti ako vyjadrenie rebélie
proti idolatrickej koncepcii fyzického Zivota. Kultdra
zbozstvenia pozemského Zivota je nespochybni-
telny fakt. Fyzicky Zivot dnesna kultira povazuje za

najvyssie a absolttne dobro, ktoré stoji nad slobo-
dou a dostojnostou. Ide o prehnant az prevratenu
prirodzenu ndklonnost k Zivotu, ktord nadobuda
kontury skuto¢nej idolatrie fyzického Zivota. Je to
prejav typicky imanentistickej kultury, ktord po-
piera akykolvek transcendentny princip existencie
a pravdy. Medicina snad’ nevedomky podporuje
tuto koncepciu Zivota a zavere¢nu fazu choroby
premiena na zufaly boj proti smrti. Terminalny pa-
cient, staby zbaveny vlastnej slobody, sa méze sku-
to¢ne citit ako predmet v rukéch lekarov. V takomto
rozpolozeni méze vyjavit tizbu po smrti ako prejav
rebélie a neposlusnosti voci tejto koncepcii, ktord
naozaj Nnemozno povazovat za spravnu, pretoze
nezodpoveda pravde o ¢loveku. Jej odmietnutie,
i ked sa javi ako zufaly posledny vykrik, naopak
mozno povazovat za opravnené. Nadej a tuzba
po vec¢nosti mozu veriacemu pomoct prekonat
prirodzeny strach zo smrti, aZ po UpIné vitazstvo.

Zaver

Dodrziavanie predstavenych prav a princi-
pov u nevyliecitelne chorych alebo zomieraju-
cich je predpokladom, aby ¢lovek v kli¢ovych
fazach svojho Zivota mohol citit pokoj a istotu.
Ked'sa oslabi vztah k spdsonosnému posolstvu
viery, nddeje a lasky, vstupia na scénu prag-
matické a utilitaristické principy, ktoré podpo-
ruju myslienku, v tejto optike zdanlivo logicku
aopravnend, ukoncenia Zivota, ak je povazovany
za tarchu pre seba samych alebo pre druhych.
Ak sa udomécnia tieto myslienky, ktoré postup-
ne nadobudaju formu systematickych tedrif, su
podporované niektorymi ideoldgiami, posil-
nované masmédiami, vznika riziko, Ze verejna
mienka sa zacne priklanat ku spésobom spra-
vania, ktoré su v ostrom protiklade s doéstojnos-
tou ludskej osoby. Tvarou v tvér voci niektorym
zlozitym a dramatickym pripadom, aj veriaci
mozu zostat neisti, vac¢sinou preto, Ze im chy-
baju presvedcivé a pevné oporné body. Preto
je dolezité formovat svedomie veriacich podla
krestanskej nduky a riesit problémy odkazujuc
na Krista a Ucitelsky drad Cirkvi.

Limity studie

Prezentovana $tudia o moralno-teologic-
kom pohlade na zomierajlcich pouziva typickd
teologickd metodoldgiu, ktora vychadza z bib-
lickej koncepcie ¢loveka. Hlavna limitacia spociva
v zUZeni prameriov na Svaté pismo, dokumenty
Ucitelského uradu Cirkvia na eurdpsku teologicku
literaturu. To vSak zodpoveda vlastnostiam teolo-
gickej metodoldgie. Prezentované vysledky vy-
chadzaju z kultdrneho kontextu Eurépy a Severnej
Ameriky, ktory ponuka najrozvinutejdiu a najlepsie
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institucionalizovanu starostlivost o zomierajucich.
Ako obmedzenie by mohol byt vnimany eticky
systém, ktory je zakladom tejto Studie. Ide o etiku
zaloZenu na ochrane Zivota a déstojnosti fudskej
osoby, bezprostredne vychadzajucej z biblickej
koncepcie ¢loveka. Cielom studie nebol prakticky
vyskum, ale snaha ponuknut teoreticky zaklad
prav zomierajuceho na zéklade etiky Zivota, ktora

do buducnosti méze byt studia, ktord by ponukla
porovnanie principov starostlivosti o zomierajucich
vychadzajlcich z rozli¢nych etickych koncepcil.
Problémom by viak bola skutocnost, Ze viaceré
etické systémy predstavuju skér mnozinu réznych
koncepcif, pretoZe stoja na rozli¢nych, ¢asto nezlu-
Citelnych filozofickych zékladoch.
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A comprehensive approach to the grieving
process over the loss of a significant loved one
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This study was conductedas part of the project “The Identity of Social Work in the Context of Slovakia [APVV-0524-12]" funded by the
Slovak Research and Development Agency.

Background: Grieving is a demanding process that affects the personality of a human being as a whole. In Slovakia, the topic of grief
support groups is very new and not yet very well introduced to the majority of Slovak society. However, it is a unique model offering
a comprehensive approach to the bereaved people. So far, such groups are regularly offered and facilitated only at one place, at Lutheran
congregation in Martin, Slovakia, since 2009.

Objective: The objective of our research was to examine the level of social support and grief of mourners at the time of attending the
support groups in Martin. Mourners who have attended support groups in Martin filled in a questionnaire, in which we were interested
in an subjective amount of their grief at the time of their arrival to the group and after its completion, as well as the level of social support
and applying Christian principles in their lives (at the time of attending the groups).

Methods: Our research was based on the participation of 38 participants (100 percent of participants) of grief support groups. Supp-
ort groups were held in the Lutheran congregation in Martin from 2009 to 2014. Participants were given a questionnaire, focusing on
socio-demographic indicators for subjective evaluation of their grief on a scale of 1 to 5 (at the beginning and the end of the group),
evaluation of their satisfaction with social support from loved ones and evaluation of Christian principles applying rate in their lives,
since all participants reported Christian religious beliefs (though they were from different Christian settings).

Results: Based on the results of the Spearman correlation test, we can claim that higher satisfaction with a social support means signi-
ficantly lower rate of experienced grief (among the bereaved people who has participated in the groups, R = -, 468 **, sig. = 0.003). The
same test demonstrated that the more the participant applies Christian principles in his/her life, his/her grief rate is significantly lower
(R=-,362*,sig.=0.026). Based on the results of the Wilcoxon test, which confirmed that in all cases, the subjectively experienced grief,
indicated by mourners, was significantly lower after the completion of participation in grief support groups (Z = -5,479, sig. = 0.000).
Conclusion: Based on the research, with all the bereaved people that has gone through the process of grief support groups in Slovakia,
we have found out that such a group may also be a place where the bereaved find functioning social system and his/her community
of faith as well. It is also a model of support that offers a comprehensive approach to the grieving process of a mourner who has lost
a significant loved one.

Key words: grieving process, social support, grief support groups.

Introduction

Grieving, as a natural reaction to the loss
of a loved one, affects the personality of a hu-
man being as a whole: its physical, psycho-
logical, cognitive, behavioural and spiritual
side (1). Dealing with grief and the emotions
associated with it (illustrated by different
symptoms) requires the comprehensive app-
roach to a grieving person. Accompanying
mourners through their grief in a form of
support groups includes covering a number
of needs which appear in the grieving process
of mourners — e.g. the need to have someone
who understands me (physical need), to have
the opportunity to share true and authentic
feelings (psychological need), to know that
I will not be judged for expressing my fee-
lings (cognitive need), to be myself within the
safe space of a support group (behavioural
need), as a believer, to have the opportunity

to express negative emotions and not to be
ashamed of them (spiritual need).

The congregation of the Evangelical Church
of the Augsburg Confession in Slovakia has
intensively paid attention to accompanying
mourners in their grief since 2009. The congre-
gation with a number of about 2,800 members
(as of May 2015) has on average about 45 fune-
rals a year. If we only count one immediate family
member, we have the opportunity to contact
annually about 45 people who have recently
lost a significant other. Since expressing grief is
still a taboo in our society, in our congregation
we contact mourners in person and offer them
companionship in their grief — either in a form
of anindividual meeting or in a form of support
groups for mourners.

This article will discuss a particular possibi-
lity of accompanying in grief, offering the com-
prehensive approach to the grieving process of

amourner who has lost a significant loved one.
Support groups, as a concept of accompanying
people in grief, will be closely introduced. We
will describe the way they function in Slovakia
and how they comprehensively relate towards
the uniqueness of a mourner’s sorrow. The
main concern of the following part will be the
specific focus on the grief support groups in
Martin, which have been present in the con-
gregation since 2009. Mourners who have
attended support groups in Martin filled in
a questionnaire, in which we were interested
in an subjective amount of their grief at the
time of their arrival to the group and after its
completion, as well as the level of social supp-
ort and applying Christian principles in their
lives (at the time of attending the groups). In
the conclusion, above mentioned results will
be evaluated and compared with the results of
studies from other European countries.
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The comprehensive approach
to the grieving process

Grieving is characterized as a process
in which we are trying to cope with a new
situation and consciously accept it. This pro-
cess can be intrapsychical (grief work) or so-
cial (mourning). An intrapsychical process is
performed inside a mourner who is making
an effort to cope with his/her loss cognitively
and emotionally. Social process implies norms
and rituals, according to which a person is re-
cognized as a mourner (1).

Grief reactions, which are considered as nor-
mal in the early stages, may acquire pathologic
dimensions in certain cases. Then we talk about
so called complicated grief, which may have
aform of an absent, delayed or chronic grief (2).
On the contrary, grieving as a normal reaction
to the loss of a loved one is not a disease or
a symptom of the mental or character weakness
(3). Grieving is a natural human process that
we need to experience. It is not a disease to be
healed (4).

According to D. H. Lamb (In: 5), grieving as
a normal and natural process, has four types
of symptoms: physical (vegetative), emotional,
cognitive and behavioural (associated with ea-
ting disorder). Doka (1) divides these symptoms
into five categories: physical, emotional, cogni-
tive, behavioural and even spiritual symptoms
appear in the grieving process (1). The physical
manifestation of griefincludes, for example, hea-
dache, dizziness, stomach aches, tiredness, etc.
The emotional reaction to the death of a loved
one can be anger, sadness, helplessness, self-
-blame or jealousy. Cognitive symptoms include,
for example, an inability to accept what happe-
ned and an inability to concentrate. Behavioural
symptoms of grieving include crying, avoiding
a company, the desire to find the deceased one
and hyperactivity. The spiritual reaction to the
grief may be the inner struggle to find a reason
in suffering, anger against God or re-evaluating
faith. Therese Rando also mentions social ma-
nifestations of grief including, for example, an
inability to organize daily activities or search for
solitude (6).

Stages that occur in the process of dying
were originally described by E. Kubler-Ross (7).
According to her further findings, the family
of a dying experiences the same stages: the
stage of denial, anger, negotiation, depression
and acceptance (8). The course of grief in the
sense of stages is also characterised by Colin
Murray Parkes (9), who defines these four stages
of grief: emptiness, desire to find the deceased

one, depression and acceptance. Worden (10),
instead of stages, talks about mastering these
four tasks: recognizing the reality of loss, dealing
with own feelings, adapting to life without the
deceased one and final emotional detachment.

Grieving is thus a natural process (involving
many stages, tasks, symptoms), which affects
various sides of a human personality. According
to Worden, the role of the counselling for the
bereaved is to help them to accept their loss and
identify and express their feelings. Furthermore,
it provides space and time for grieving, informs
them about the grief as a natural and normal
process, respects their individual differences and
offers them continuous support (10). The role of
grief support groups is very similar to the roles
described by Worden (10) (where it deals with
multiple dimensions of a human life): conne-
cting people with similar experiences, creating
safe environment for expressing their feelings,
providing valuable information about the grie-
ving process, allowing mourners to live through
their grief individually, helping them to accept
themselves and theirloss, and giving them more
time for continuous support (11). A support group
for mourners approaches the grieving process
comprehensively. It notices different needs and
manifestations of grieving process and, thanks
to the way it works, could be able to cover them.

The concept of grief support groups

A grief support group creates space for
mutual sharing and overcoming grief. It is
a form of an organized group therapy for
mourners, led by a facilitator who realizes that
the quality and quantity of human understan-
ding may have a major impact on the course of
grief and level of final healing through his/her
own experience. The concept of support groups
is based on the assumption that “to have the
opportunity to experience the encouragement
of friends and fellow grievers is not a weakness,
but a healthy human need” (11).

The concept of support groups includes
various dimensions of a human being, which
reflects the need to grieve. The role of a support
group is to inspire a person to cope with grief, to
be able to express it, to share it and find its place
in the story of his/her life (12). However, people
frequently expect much more from support
groups. Therefore, it is very important to em-
phasize immediately at the beginning that the
role of a support group is not to overcome grief
completely. Group work is based on providing
support and hope, not advice and manuals how
to get rid of grief as quickly as possible (13).
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Meetings of support groups are preceded
by the mourners’ acceptance to respect so
called group ground rules. Defining the rules
gives participants a sense of trust and safety.
Moreover, these rules are the first signs of mu-
tual communication, and it is necessary that
everybody respect them. Rules of a support
group, as they have been tested in practice, are
the following (14, compare with 11):

1. The uniqueness of grief. Despite the fact
that we may share a similar experience, none
of us experiences grief the same way. We
respect and embrace what is common and
also what is unique.

2. A safe space for sharing. A support group
provides a safe space for sharing of any kind
of feelings.

3. Active listening. We do not interrupt or ask
questions while a person shares his/her
grief.

4. Trust. Everything said within the group will
stay confidential. We do not discuss any mat-
ter outside the group with anyone.

5. Equal time for everyone to express his/her
grief. Participants can decide if they will use
the time for sharing or silence.

6. The punctual arrival and regular attendance.
We respect the time limit for duration of
group meetings, each meeting starts and
ends precisely as scheduled.

7. Accepting others for who they are and re-
specting their opinions. We try to under-
stand thoughts and feelings of other partici-
pants without criticizing, judging or giving
advices. Our aim is to support and express
empathy.

8. The right to be mistaken and to remain si-
lent. Together, we will create atmosphere
in which we will feel accepted and under-
stood.

A trained facilitator is in charge of esta-
blishing, organizing and leading a support group
and guarantees its program and development.
The facilitator or an accompanying person arran-
ges a safe space for a mourner, provides him/her
with necessary information, is able to support,
or if necessary, is able to suggest other forms of
assistance (15). His role is to prepare the room,
lead openings and closings of meetings and
arrange refreshments. The facilitator encourages
participants to share their inner life and to find
their own solutions. He decides the chronology
of sharing, reflects what was said, makes efforts
to keep the healthy atmosphere. He does not
offer correct answers, does not try to persuade,



does not act authoritatively, and avoids exce-
ssive compassion and reassurance. He does not
use clichés, does not ask unnecessary questions,
and is able to accept silence. He accompanies
a grieving person through a confusion of grief
and, finally, helps a mourner to name and accept
his feelings (14).

According to Worden, the facilitator helps
people facilitate uncomplicated or natural grief
in a certain timeframe (10). A support group
has a particular timetable according to which
mourners are meeting within six weeks, once
a week in early evening hours. The duration
of a meeting is about two hours. A meeting
structure is composed of a greeting, a short sto-
ry (reflection, poem or prayer), theme of a week
and participants' reflections on the given topic.
All themes are thoroughly prepared and han-
ded out to participants in a printed form. The
firstand last meeting are thematically different,
depending on the number of participants (the
ideal number is six participants per facilitator)
and the time of a year (whether a meeting is
before Easter, Christmas, etc.). Themes of indi-
vidual meetings, in the time of duration of one
support group, may be designed as follows:
1. Sharing stories 2. The characteristics of the
grieving process 3. Primary and secondary losses
4. Healing through faith 5. Reconciliation with
the loss 6. Experiencing grief during holidays
(e.g., before Christmas), final remembrance wor-
ship service (14).

The research

Our research is based on the participation
of 38 participants of grief support groups, inclu-
ding 36 women and 2 men. The average age
was 65, while the youngest participant was 32
years old and the oldest 85 years old. In terms
of age groups, we divided participants into wor-
king age, up to 62 years (12 participants) and
over 62 years (26 participants). Regarding the pe-
riod after death, requirement to be accepted to
a support group was a period of at least 6 mon-
ths after the death of a close relative. Regarding
the circumstances of death, 19 relatives died
suddenly, as well as 19 died after a long-term
illness. Most frequently, it was a spouse (24), then
a child (7), a sibling (6) and 1 parent. Seven par-
ticipants came from countryside environment
and 31 came from city environment. All parti-
cipants had at least one child. 27 participants
were without a spouse (a widow, a widower
or a divorced participant) and 11 were married.

Support groups were held in the Lutheran
congregation in Martin from 2009 to 2014.

Participants were given a questionnaire at the
first meeting, focusing on socio-demographic
indicators for subjective evaluation of their grief
on a scale of 1 to 5, evaluation of their satis-
faction with social support from loved ones
and evaluation of Christian principles applying
rate in their lives, since all participants reported
Christian religious beliefs (though they were
from different Christian settings).

Results

We were also interested, if there exist any
significant differences in the intensity of ex-
periencing grief, in terms of circumstances of
the close relative death - i.e, whether he or
she died suddenly or after a long-term illness.
Due to the fact, that we have found out the
non-parametric configuration (sig. = 0.001) in
testing homogeneity of distributions using
Shapiro-Wilk test, as the replacement we used
Mann Whitney U test that proved the signifi-
cant difference (see table No. 1)

Table 1. The intensity of experiencing grief in
terms of circumstances of the close relative death

Mann Whitney U 105.500
z -2.339
Asymp.sig. 0.019

The bereaved, whose relatives died sud-
denly, experienced significantly greater grief
(average rate 23.45), than those whose relatives
died after illness with longer duration (average
rate 15.55).

Regarding the socio-demographic indica-
tors, we wanted to find out, if the age and edu-
cation of mourners influenced the intensity of
experienced grief during the first participation
in a support group. According to the value of the
Shapiro-Wilk test, that was lower than 0.05 for
both variables, we used a Mann Whitney U test,
which results confirmed no significant difference
in either case (see table No. 2).

Table 2. The intensity of experienced grief in
terms of age and education

Age groups Education
Mann Whitney U 146.000 149.000
z -335 -614
Asymp.sig. 0.737 0.539

Table 3. Grieving in terms of age and education

Table No. 3 enables us to see that people
who are up to 62 years old (up to working age
population in Slovakia) experienced slightly lo-
wer grief for a loved one than people in the
post-working age. Likewise, people with lower
education did not experience such intense grief
as people with higher education. Although no
significant differences were confirmed, we con-
sider it as an interesting finding (table No. 3 in
details).

Another aspect that is very essential in the
grieving of a mourner is the social support pro-
vided by family relatives and friends. We were
willing to find out whether satisfaction with social
support has an effect on the intensity of sub-
jectively experienced grief. Based on the results
of the Spearman correlation test, we can claim
that higher satisfaction with a social support me-
ans significantly lower rate of experienced grief
among the bereaved (R = -, 468 ** sig. = 0.003).

We observed a similar result in investi-
gating the relationship between the level of
subjectively experienced religiosity (the rate of
applying Christian principles in their lives) and
the intensity of experienced grief. The result
of a Spearman correlation test demonstrated
that the more the participant applies Christian
principles in his/her life, his/her grief rate is
significantly lower (R = -, 362 *, sig. = 0.026).

At the end, we wanted to review the effecti-
veness of support groups for the bereaved and
we were interested in the fact whether there
occurs any change in the process of experien-
cing grief after participating in all the meetings.
Since the value of significance in the Shapiro
Wilko test was 0.0001 (p < 0.05), we used the
Wilcoxon test, which confirmed that in all cases,
the subjectively experienced grief, indicated by
mourners, was significantly lower after the com-
pletion of participation in grief support groups
(Z=-5/479, sig. = 0.000).

Comparison

For comparison of provided care in the
field of accompanying the grieving families, in
consideration to the aspect of social support
and religiosity of mourners, we confronted the
result of our research with the results of studies
in England and Sweden. The opportunity to
participate in commemorative church servi-

Age Number Average Education Number  Average
Intensity Till 62 12 18.67 Intensity Lower educ. 14 18.14
ofgrieving o er60 26 1988 ofgrieving \jiohereduc. 24 2029
Total 38 Total 38
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Graph 1. The relationship between sadness (grief) and social support

Graph 2. The relationship between sadness (grief) and practising religion
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ces, as well as other meetings for the grieving
with the aim to remember those who died, is
included in programmes for mourners in most
hospices in England. The author of an article We
Will Remember Them (16) wonders why such an
optionis chosen only by 20 percent of mourners.
In his research, he identifies several rituals that
help mourners cope with the loss of a significant
other, especially in the USA, and considers the
possibility to adapt them into his environment.
The authors of the article Family and friends pro-
vide most social support (17) investigate the rate
of social support of an immediate family and
friends towards a grieving person during the first
year of loss of a loved one in Sweden.
Vale-Taylor (16) mentions 24 rituals which
grieving people consider as important. These
include an opportunity to talk about the dece-
ased person with other people, an opportunity
to share memories and photographs with them,
and an opportunity to participate in a supp-
ort group or church services where a grieving
person remembers his/her beloved and lights
a candle in his/her memory. His research proves
that a participants’ opportunity to talk openly
about the deceased helps them in the grieving
process. On the other hand, Vale-Taylor (16) sta-
tes that grieving people often feel unwilling-
ness and confusion of others, and it is very hard
for them to find understanding of those who
have never experienced such a loss on their
own. Memorial church services were rated very
positively by participants in consideration of
an aspect of a possibility to be in contact
with others who themselves are undergoing
a process of grieving (as well as the possibili-

Grief (sadness): 1 none, 5 unbearable
Christian principles applying: 1 never 5 always

ty of sharing). His research also points out to
the great need, which was named by the be-
reaved as a form of keeping in touch with the
deceased, that one day they will be somehow
reconnected.

Benkel with a team (17) used a method of
qualitative and quantitative research. They de-
termined how the needs of the bereaved were
fulfilled in terms of social support within the first
year after the death of a loved one. The parti-
cipants differentiated practical support (which
they received mainly from the immediate family)
and psychological and social support (which
they received from close friends and communi-
ty). Regarding sharing their feelings, they often
chose a person out of the immediate family. The
condition was acquired trust and awareness that
the person would not be willing to influence
them and give them advice. An opportunity to
share their feelings with others, who had had
similar experiences, was considered enriching.
Besides sharing their feelings, gained informa-
tion helped them clarify the grieving process
more clearly and helped them adapt to the new
living situation.

While comparing the results of our research,
we came up with several interesting findings.
Grieving people need more than just practical
assistance in coping with their grief. They ex-
pect psychological and social support from their
community, an opportunity to talk about the
deceased with other people, an opportunity to
remember their deceased, for example, in a form
of sharing or a memorial church service in which
they feel solidarity with those who themselves
have lost a loved one. For example, in Spain,
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there are support programmes for grieving pe-
ople based mainly on individual guidance or
telephone contact. Support groups and other
social assistance programmes are not spread in
this country very much (18). On the other hand,
in Japan, they are more open-minded to a group
form of guiding and supporting. (19).

Our research, among other things, confir-
med that the higher the satisfaction with social
support is, the lower the rate of experienced
griefis. Support groups for grieving people may
also represent a form of social support, mainly
for those whose support system in the family
and the closest community is not sufficient. Yi
and a team (18) claim that in Spain, the need
for self-help groups, especially in cases when
mourners do not have their own support sys-
tem, arises. In other countries, particularly in
the USA, grief support groups are wide-spread.
(11). Participants of support groups in Slovakia
subjectively indicated that their grief was signi-
ficantly lower after they have attended the grief
support group program.

Conclusion

Currently, according to the most widely used
definition of the World Health Organization
(WHO), a palliative care is an approach that im-
proves the quality of life of patients and their
families. According to the above mentioned
definition, the palliative care provides support to
a family to be able to cope with the patient’s ill-
ness and their own sorrow and, if necessary, it
includes counselling for the time of grieving
(20). Quality interpersonal relationships are an
important condition of holistic care. However,



the attention paid to a family palliative care is
a relatively new concept and many of the help-
ing professions are not prepared to work with
grieving families (21, 22, 23).

Based on personal experience and sub-
sequent training opportunities in the area of
accompanying grieving families, we had an op-
portunity to facilitate grief support groups in the
Lutheran congregation in Martin in the years
2009-2014. The experience with support groups
and coordinating the study program SLZA at
the same time allowed me to spread the idea of
grief support groups in neighbouring countries
as well, namely the Czech Republic and Poland
(compare 24). In this article, we pointed out how
a grief support group works and how it meets
the different needs of a grieving person.

At the same time, we processed some data,
which we have received from a questionnaire
given to the bereaved who attended a support
group for the grieving in Martin. The most im-
portant finding was the fact that a grief support
group is beneficial in the grieving process, which
enables the grieving ones to mutually provide
physical, psychological, cognitive, behavioural
and spiritual support. Among the aspects that
complicate the grieving process we include, for
example, the lack of social support, low family
cohesion, poor communication within a family
and the absence of a person whom the grieving
person may share his/her worries with. A support
group for mourners who are without the support
of their own family may also be a place where the
bereaved find functioning social system and his/
her community of faith as well (21, 25, 26).

Grief support groups are far from the only
way of providing a comprehensive support for
a grieving person. However, they create a space
for mutual sharing, offer an opportunity to ex-
perience support from those who grieve them-
selves, as well as an opportunity to remember
their deceased in many ways, for example, in
a remembrance service at the end of the group
(27,28). They fulfil a number of needs of mourners,
and gradually find their place in the field of com-
panionship (in other European countries as well).

Limitations of study

The research suffers from the quality of the
composition of the sample. The majority of the
participants were bereaved women, the sample
was not sufficiently heterogeneous. We did ask
several men to participate, but they were notin-
terested in a group process. In the future, we can
try to include more family members and try to
invite other members of the bereaved families.

The majority of women were coming out
of the Lutheran community, having a Lutheran
religion background. The rest of the partici-
pants were also having some kind of a religion
background. Our limitation is a lack of variety of
religious views, even non religious at all. In the
future, we can make greater effort to open the
group for the people from various religious or
non religious backgrounds.

This type of a research is also complicated
by finding a right way of approaching grieving
individuals. We do not want to make mourners
feel that they are some kind of a sample we
need to examine. In the future, we can try other
ways — not just the quantitative research — that
would give mourners more freedom to express
their feelings and attitudes.
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Komplexny pristup k procesu smitenia
pri strate blizkej osoby
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Tato studia bola uskuto¢nena v ramci projektu ,Identita socialnej prace v kontexte Slovenska [APVV-0524-12]".

Uvod: Smutok ako prirodzena reakcia na stratu blizkej osoby sa dotyka celej osobnosti éloveka, vietkych dimenzii a oblasti jeho zivo-
ta. Na Slovensku je sprevadzanie v smttku formou podpornych skupiniek novy a malo prezentovany ¢i vyuzivany spésob podpory.
V cirkevnom zbore Evanjelickej cirkvi augsburského vyznania na Slovensku sa sprevadzaniu smutiacich - ¢i uz vo forme individualneho
stretnutia alebo formou podpornych skupiniek pre smutiacich, venuje intenzivnejSia pozornost od roku 2009.

Ciel: V nasom vyskume budeme zistovat prinos socialnej opory a sprevadzania v smutku pre smutiacich v podpornych skupinach
v Martine. Smutiaci, ktori podporné skupinky v Martine navitevovali, nam vypinali dotaznik, na zaklade ktorého sme zistovali mieru
ich zarmutku v ¢ase prichodu na skupinku a po jej ukonceni, rovnako ako aj mieru socidlnej opory a aplikovania krestanskych principov
v ich Zivote (v ¢ase navstevovania skupinky).

Metody: V nasom vyskume participovalo 38 ucastnikov podpornych skupiniek pre smutiacich. Podporné skupinky prebiehali v cirkevnom
zbore ev. a. v.v Martine v rokoch 2009 az 2014. Participanti dostali na prvom stretnuti dotaznik, ktory sa zameriaval okrem socio-demo-
grafickych ukazovatelov na subjektivne hodnotenie ich zarmutku na skale od 1 po 5, hodnotenie ich spokojnosti so socialnou oporou
od blizkych a hodnotenie miery ich aplikacie krestanskych principov vo svojom Zivote, kedze vietci uvadzali krestanské nabozenské
vierovyznanie.

Vysledky: Na zaklade vysledkov Spearmanovho korela¢ného testu mézeme konstatovat, Ze ¢im je vyssia spokojnost so socialnou oporou,
tym je u pozostalych signifikantne nizsia miera prezivaného zarmutku (R = -,468**, sig. = 0,003). Podobny vysledok sme zaznamenali
pri zistovani vztahu medzi mierou subjektivne prezivanej religiozity. Vysledok preukazal, Zze ¢im viac respondent aplikuje krestanské
principy vo svojom Zivote, tym je u neho signifikantne nizsia miera prezivaného zarmutku (R = -,362%, sig. = 0,026). Na zaklade vysledku
Wilcoxonovho testu mézeme potvrdit, Ze vo vsetkych pripadoch bol subjektivne udavany prezivany smutok po skonceni podpornych
skupin signifikantne nizsi (Z = -5.479, sig. = 0.000).

Zaver: Z vyskumu sme zistili, Zze podporna skupinka pre smutiacich znamena prinos pre proces ich smutenia, v rdmci ktorého si
smutiaci navzajom poskytuju fyzicka, psychicku, kognitivnu, behavioralnu aj spiritualnu podporu, méze byt aj miestom, kde po-
zostaly nachadza funkény socialny systém a zaroven aj svoju komunitu viery. Vytvaraju priestor na vzajomné zdielanie sa, ponukaju
moznost zazit podporu tych, ktori sami smutia, rovnako ako aj moznost pripominat si svojich zosnulych mnohymi sposobmi, napr.
aj spomienkovou bohosluzbou.

Klucové slova: proces smutenia, socidlna opora, podpora v smuteni, podporné skupiny pre smutiacich.

Uvod

Smutok ako prirodzend reakcia na stra-
tu blizkej osoby sa dotyka celej osobnosti
¢loveka, vietkych dimenzii a oblasti jeho Zzi-
vota: fyzickej, psychickej, kognitivnej, behavi-
ordlnej a spiritudlnej (1). Zvlddanie smutku
a emocii s nim spojenych (prejavujucich sa
rdznymi symptomami) si vyzaduje komplexny
pristup k smutiacemu ¢loveku. Sprevéadzanie
v smutku formou podpornych skupiniek pre
smutiacich v sebe zahffha pokryvanie viace-
rych potrieb, ktoré sa u smutiacich v procese
Zialu objavuju - napr. potrebu mat niekoho,
kto mi v smutku porozumie (fyzickad potre-
ba), moct s nim zdielat svoje skutocné pocity
(psychicka potreba), vediet, Ze za svoje spra-
vanie nebudem odsudzovany/a (kognitivna
potreba), Ze v ramci bezpetného priestoru
podpornej skupinky mézem byt sdm (sama)

sebou (behaviordlna potreba), Ze ako veriaci
¢lovek mdm moznost prejavit aj negativne
emécie a nebudem sa za ne musiet hanbit
(spiritudlna potreba).

V cirkevnom zbore Evanjelickej cirkvi augs-
burského vyznania na Slovensku sa sprevadza-
niu smutiacich venuje intenzivnejsia pozornost
od roku 2009. Cirkevny zbor s po¢tom okolo
2800 ¢lenov (k maju 2015) ma v priemere oko-
lo 45 pohrebov ro¢ne. Ak pocitame len s jed-
nym najblizsim rodinnym prislusnikom, mame
moznost ro¢ne kontaktovat okolo 45 ludi, ktorf
v neddvnej minulosti stratili blizku osobu. Kedze
preZivanie smutku je v nadej spolo¢nosti este
stale tabu, smutiacich v nasom cirkevnom zbore
kontaktujeme osobne a pontkame im moznost
sprevadzania — ¢i uz vo forme individudlneho
stretnutia alebo formou podpornych skupiniek
pre smutiacich.
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V tomto ¢lanku sa budeme zaoberat konkrét-
nou moznostou sprevadzania v smutku, ktora
ponuka komplexny pristup k procesu smutenia
u ¢loveka, ktory stratil niekoho blizkeho. Podporné
skupinky ako koncept sprevadzania v smutku bliz-
Sie predstavime, popiseme ich priebeh a poukaze-
me na to, ako sa v rdamci nich komplexne pristupuje
k jedine¢nosti Zialu pozostalého cloveka. V dal3ej
Casti sa konkrétne zameriame na podporné sku-
pinky v Martine, ktoré na pdde cirkevného zboru
prebiehaju od roku 2009. Smutiaci, ktorf podpor-
né skupinky v Martine navitevovali, ndm vyplhali
dotaznik, na zaklade ktorého sme zistovali mieru
ich zérmutku v ¢ase prichodu na skupinku a po
jej ukoncent, rovnako ako aj mieru sociélnej opory
a aplikovania krestanskych principov v ich Zivote
(v Case navstevovania skupinky). V zavere spomi-
nané vysledky zhodnotime a porovname s vy-
sledkami vyskumov v inych eurdpskych krajinach.



Komplexny pristup k procesu
smutenia

Smutenie (grieving) charakterizujeme ako
proces, v ktorom sa s novou situaciou snazime
vyrovnat a vedome ju akceptovat. Tento pro-
ces moze byt intrapsychicky (griefwork), alebo
spoloc¢ensky (mourning). Intrapsychicky proces
prebieha vnutri pozostalého ¢loveka, ktory sa so
svojou stratou snazi kognitivne a citovo vyrov-
nat. Spolocensky proces v sebe zahfra normy
a ritudly, na zéklade ktorych je ¢lovek spolo¢no-
stou rozpoznany ako pozostaly (1).

Prejavy zialu (grief reactions), ktoré sa v zaci-
atkoch akceptuju ako normélne, mézu v urcitych
pripadoch nadobudnut patologické rozmery.
Vtedy hovorime o tzv. komplikovanom prie-
behu Zialu (complicated grief), ktory méze mat
podobu zialu absentujiceho, oneskoreného
alebo chronického (2). Naopak, smutenie ako
normalna reakcia na stratu milovanej osoby nie
je chorobou, ani prejavom psychickej alebo cha-
rakterovej slabosti (3). Smutenie je prirodzeny
ludsky proces, ktory musime prezit. Nie je to
choroba, ktoru je potrebné liecit (4).

Smutenie ako normalny a prirodzeny pro-
ces sa podla D. H. Lamba (5) prejavuje Styrmi
typmi symptomov: fyzickymi (vegetativnymi),
emocionalnymi, kognitivnymi a behavioral-
nymi (spojenymi s poruchami Zivotospravy).
Doka (1) tieto symptémy rozdeluje az na pat
kategorif. V procese Zialu nachadza symptémy
fyzické, emocionalne, kognitivne, behaviorélne,
ale aj spiritudlne (1). K fyzickym prejavom zialu
patria napriklad bolesti hlavy, zavraty, zvieranie
zaludka, Unava, triasky. Emociondlnou reakciou
na smrt blizkej osoby mdze byt hnev, smutok,
bezmocnost, sebaobvifovanie, Ziarlivost. Medzi
kognitivne prejavy patrf napriklad neschopnost
uverit tomu, ¢o sa stalo, neschopnost koncen-
tracie. Behavioralne prejavy zialu zahfiaju plac,
vyhybanie sa spolo¢nosti, tizbu zosnulého najst,
hyperaktivitu. Spiritudinou reakciou na zial méze
byt vnutorny zapas pozostalého najst zmysel
v utrpeni, hnev voci Bohu, prehodnocovanie
viery. Therese Rando spomina aj socidlne prejavy
Zialu, medzi ktoré patri napriklad neschopnost
organizovat bezné aktivity, utahovanie sa od
spoloc¢nosti, vyhladavanie samoty (6).

Stadia, ktoré sa objavuju v procese zomie-
rania, ako prvéa popisala E. Kubler-Rossova (7).
Podla jej dalsich zisteni, rovnakymi $tadiami
ako zomierajuci prechddza aj jeho rodina: ide
o stadium popierania, hnevu, vyjednévania, de-
presie a prijatia (8). Priebeh Zialu formou $tadif
charakterizuje napr. aj Colin Murray Parkes (9),
ktory opisuje Styri takéto $tadid Zialu: prazdnotu,

tuzbu zosnulého ndjst, depresiu a zmierenie sa.
Worden (10) namiesto o $tadidch hovori o zvla-
dani Styroch nasledovnych uloh: rozpoznanie
reality straty, zaoberanie sa svojimi pocitmi, pris-
pbsobenie sa zivotu bez zosnulého a konecné
citové odputanie sa.

Smutenie je teda prirodzeny proces (zahf-
Majuci mnohé 3tadia, ulohy, symptémy), ktory
ovplyviuje viaceré oblasti ludskej osobnosti.
Podla Wordena je Ulohou poradenstva pre po-
zostalych pomoct pozostalym akceptovat ich
stratu, pomoct im identifikovat a vyjadrit svoje
pocity, vytvorit im priestor a ¢as pre smutenie,
informovat ich o normalnosti zialu, reSpektovat
ich individudlne rozdiely a poskytnut im konti-
nualnu podporu (10). Uloha podpornej skupin-
ky pre smutiacich je velmi podobnéd uloham,
ktoré popisuje Worden(10) (pricom sa dotyka
viacerych dimenzif ludského Zivota): spdja fudf
s podobnymi zazitkami, vytvara bezpecné pro-
stredie na vyjadrenie svojich pocitov, poskytuje
cenné informacie ohladom procesu zialu, umoz-
nuje smutiacim prezivat svoj zial individudlnym
sposobom, pomaha im akceptovat seba samych
a svoju stratu a poskytuje im dlhsi ¢as na kon-
tinudlnu podporu (11). Podpornd skupinka pre
smutiacich pristupuje k procesu smutenia naozaj
komplexne: viima si rézne potreby a prejavy
smutenia a vdaka sposobu, akym funguje, ich
v mnohych smeroch dokéze aj pokryt.

Koncept podpornych skupiniek
pre smutiacich

Podporné skupinka pre smutiacich vytvéra
priestor k vzdjomnému zdielaniu sa a spolo¢-
nému prekondvaniu zialu. Je to forma organi-
zovanej, skupinovej terapie smutiacich, pod
vedenim facilitdtora, ktory na zaklade vlastnej
skusenosti vie, Ze kvalita a kvantita fudského
pochopenia mdze mat zasadny vplyv na priebeh
Zialu a mieru kone¢ného uzdravenia. Koncept
podpornej skupinky vychadza z predpokladu, ze
,mat moznost zaZit pochopenie priatelov a tych,
ktorf sami smdutia, nie je slabost, ale prirodzena
(zdrava) ludska potreba” (11).

Koncept podpornej skupinky v sebe zaht-
na rozne dimenzie ¢loveka, v ramci ktorych sa
prejavuje jeho potreba smutit. Uloha podpornej
skupinky spociva v inspirovani ¢loveka k boju so
Zialom, k tomu, aby ho dokézal prejavit, zdielat
a ndjst jeho miesto v pribehu svojho Zivota (12).
Mnohokrét ale [udia od podpornych skupiniek
ocakavaju ovela viac. Preto je velmi dolezité
hned na zaciatku smutiacim zdéraznit, Zze Ulo-
hou podpornej skupinky nie je smutiacich od
Zialu Uplne oslobodit. Skupinova pomoc spociva

iba v poskytnuti podpory a nddeje, nie rad a re-

ceptov, ako sa Zialu ¢o najrychlejsie zbavit (13).
Stretdvaniu sa podpornych skupiniek pred-

chadza suhlas smutiacich s respektovanim tzv.

pravidiel skupinky. Stanovenie si pravidiel do-
ddva Ucastnikom skupinky pocit dovery a bez-
pecia. Tieto pravidla su zaroven prvou zndmkou
vzajomnej komunikacie a je potrebné, aby ich
vietci reSpektovali. Pravidld podpornej skupinky,
tak ako sa ndm osved(cili v praxi, su nasledovné

(14, porovnaj 11):

1. Jedine¢nost zialu. | napriek tomu, zZe
mdbzeme mat podobné skusenosti, nikto
z nas nepreziva Zial rovnakym spdso-
bom. ReSpektujeme a prijimame to, o je
spoloc¢né, aj to, ¢o je pre nds jedinecné.

2. Bezpecny priestor na zdielanie sa. Podpornd
skupinka poskytuje bezpecny priestor na
zdielanie akychkolvek pocitov.

3. Aktivne pocuvanie. Cloveka, ktory zdiela svoj
Zial, neprerusujeme a nekladieme mu otézky.

4. Dovera. Vietko vypovedané v rdmci skupinky
sa zachova v dovere. Mimo skupinky o vy-
povedanych veciach s nikym nediskutujeme.

5. Rovnaky casovy priestor na zdielanie sa.
Ucastnici skupinky si sami ur¢ia mieru
zdielania alebo ml¢ania.

6. Presny prichod a pravidelnd ucast.
Respektujeme casovy limit trvania skupinky,
skupinka zacina a koncf o presne stanovenej
hodine.

7. Prijimanie druhych takych, aki su
a reSpektovanie ich nézorov. Pokusame sa
pochopit myslienky a pocity tcastnikov
bez toho, aby sme ich posudzovali, odsud-
zovali alebo menili. Nasim cielom je podpora
a prejavenie pochopenia.

8. Pravo mylit sa a mi¢at. Spolo¢ne vytvorime
atmosféru, v ktorej sa budeme citit prijati
a pochopeni.

Podpornu skupinku zaklada, organizuje, ve-
die a zabezpecuje jej program a priebeh skole-
ny facilitator. Facilitdtor alebo doprevadzajuci
smutiacemu zabezpecuje bezpecny priestor, po-
skytuje mu potrebné informécie, dokéze ho po-
vzbudit, popripade doporucit iné formy pomoci
(15). Jeho uloha spociva v priprave miestnosti,
otvorenia a ukoncenia stretnutia, v zabezpecenti
obcerstvenia. Facilitdtor motivuje Ucastnikov
k otvoreniu svojho vnutra a k nachadzaniu vlast-
nych rieseni. Usmernuje postupnost zdielania,
reflektuje povedané, snazi sa o udrzanie zdravej
atmosféry. Neponuka spravne odpovede, ne-
presviedca, nepdsobf autoritativne, vyhyba sa
prehnanej [Utosti a uistovaniu. NepouZiva klisé,
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nekladie zbytocné otazky, dokaze prijat micanie.
Pre smutiaceho ¢loveka je sprievodcom v spleti
jeho pocitov, ktoré pomentva a v kone¢nom
désledku pomaha prijat (14).

Podla Wordena ma sprevédzajuci pomoct
[udom facilitovat nekomplikovany alebo nor-
malny smutok a to v ur¢itom ¢asovom rdmci (10).
Podpornd skupinka ma urcity ¢asovy harmo-
nogram, v rdmci ktorého sa smutiaci stretdvaju
pocas Siestich tyzdnoyv, raz do tyzdna v pod-
veternych hodinach. Dizka trvania stretnuti
je maximalne dve hodiny. Struktura stretnutf
pozostava z privitania, kratkeho pribehu (Uva-
hy, basne, modlitby), témy tyzdna a zdielania
Ucastnikov k danej téme. Témy stretnuti su vzdy
dokladne pripravené a Ucastnikom sa rozdavaju
v tlacenej forme. Prvé a posledné stretnutie je
tematicky vynimocné, v zavislosti od mnozstva
Ucastnikov (idedlny pocet je Sest Ucastnikov
na jedného facilitdtora) a obdobia v roku (¢i sa
skupinka stretdva pred Velkou nocou, Vianocami
atd’). Témy jednotlivych stretnuti pocas trvania
jednej podpornej skupinky mozu vyzerat nasle-
dovne: 1. Zdielanie pribehov 2. Charakteristika
a proces zialu 3. Primarne a sekundérne stra-
ty 4. Uzdravenie skrze vieru 5. Zmierenie sa so
stratou 6. PreZivanie Zialu pocas sviatkov (napr.
pred Vianocami), zavere¢na spomienkova bo-
hosluzba (14).

Vyskumna vzorka

V nasom vyskume participovalo 38 Ucast-
nikov podpornych skupiniek pre smutiacich,
z toho 36 zien a 2 muzi. Priemerny vek bol 65
rokov, pri¢com najmladsi Ucastnik mal 32 rokov
a najstarsi 85. Z hladiska vekovych skupin sme
respondentov rozdelili na produktivny vek —
do 62 rokov (12 participantov) a nad 62 rokov
(26 participantov). Co sa tyka obdobia po umrti,
podmienkou na prijatie do podpornej skupiny
bolo obdobie minimélne 6 mesiacov od umr-
tia blizkeho pribuzného. Co sa tyka okolnosti
umrtia, ndhle zomrelo 19 pribuznych, rovnako
aj 19 zomrelo po dlhej chorobe. Najcastejsie iSlo
0 manzelského partnera (24), potom to bolo
dieta (7), sirodenec (6) a 1 rodi¢. 7 respondentov
bolo z dediny a 31 z mesta a vsetci respondenti
mali aspon jedno dieta. Bez manzelského part-
nera bolo 27 participantov (vdova, vdovec alebo
rozvedend) a 11 bolo vydatych.

Podporné skupinky prebiehali v cirkevnom
zbore ev.av. v Martine v rokoch 2009 az 2014.
Participanti dostali na prvom stretnuti dotaznik,
ktory sa zameriaval okrem socio-demografic-
kych ukazovatelov na subjektivne hodnotenie
ich zarmutku na Skéle od 1 po 5, hodnotenie

ich spokojnosti so socidlnou oporou od blizkych
a hodnotenie miery ich aplikécie krestanskych
principov vo svojom Zivote, kedZe vietci uvadzali
krestanské ndbozenské vierovyznanie.

Vysledky

Taktiez nas zaujimalo, ¢i existuje signifikant-
ny rozdiel v preZivani intenzity smutku z hladiska
okolnosti Umrtia blizkeho pribuzného - t.j. ¢i
zomrel nahle alebo po dlhej chorobe. Kedze
na zéklade testovania homogenity distribucif
Shapiro-Wilkovym testom sme Zzistili nepara-
metrické rozloZenie (sig. = 0,001), pouZili sme
na testovanie MannWhitneyho U test, ktorého
vysledky potvrdili signifikantny rozdiel (pozri
tabufku 1).

Tabulka 1. Intenzita prezivaného smutku z hladiska
okolnosti umrtia blizkeho

MannWhitney U 105.500
z -2.339
Asymp. sig. 0.019

Pozostali, ktorych pribuzny zomrel nahle,
prezivali signifikantne vyssi zarmutok (priemerna
hodnota 23,45), nez ti, ktorych pribuzny zomrel
po dlhsie trvajucej chorobe (priemernd hodnota
15,55).

Co sa tyka socio-demografickych ukazo-
vatelov, chceli sme vediet, ¢i vek a vzdelanie
vplyvaju na intenzitu prezivaného smutku u po-
zostalych pri prvej ndvsteve podpornej skupiny.
Na zédklade hodnoty Shapiro-Wilkovho testu,
ktord bola nizsia nez 0,05 pre obe premenné,
sme pouzili na testovanie MannWhitneyho
U test, ktorého vysledky ani v jednom pripade
nepotvrdili signifikantny rozdiel (pozri tabulku 2).

Tabulka 2. Intenzita prezivaného smutku z hladiska
veku a vzdelania

Vekové skupiny Vzdelanie
MannWhitney U 146.000 149.000
z -335 -614
Asymp.sig. 0.737 0.539

V tabulke ¢.3 si mdZzeme viimnut, Ze osoby
do 62 rokov (teda na Slovensku do produktivne-
ho veku) prezivali o nie¢o miernejsi smutok za
blizkou osobou, nez osoby v poproduktivnom
veku. Rovnako osoby s niz$im vzdelanim nepre-
Zivali tak vysoky zarmutok ako osoby s vy3$sim

Tabulka 3. Smutenie z hladiska veku a vzdelania

vzdelanim. Hoci sa nepotvrdili signifikantné
rozdiely, povazujeme to za zaujimavé zistenie
(podrobne v tabulke 3)

Dalgim faktorom, ktory je pri smuteni vel-
mi podstatny, je socidlna opora, ktord blizke-
mu poskytuju rodinni prislusnici a priatelia.
Chceli sme zistit, ¢i ma spokojnost so social-
nou oporou vplyv na subjektivne preZivanu
intenzitu zarmutku. Na zaklade vysledkov
Spearmanovho korela¢ného testu mdzeme
konstatovat, Zze ¢im je vyssia spokojnost so
socialnou oporou, tym je u pozostalych sig-
nifikantne nizsia miera prezivaného zarmutku
(R =-468** sig.=0,003).

Podobny vysledok sme zaznamenali pri zis-
tovani vztahu medzi mierou subjektivne preziva-
nej religiozity (miera aplikacie krestanskych prin-
cipov vo svojom Zivote) a intenzitou prezivaného
zérmutku. Vysledok Spearmanovho korela¢ného
testu preukazal, Ze ¢im viac respondent aplikuje
krestanské principy vo svojom Zivote, tym je
u neho signifikantne nizsia miera prezivaného
zarmutku (R = -,362%, sig. = 0,026).

Napokon sme chceli posudit efektivitu pod-
pornych skupin pre pozostalych a zaujimalo nas,
¢i po absolvovani vietkych stretnuti nastane
u pozostalych signifikantna zmena v prezivani
ich zarmutku. KedZe signifikancia v Shapiro-
Wilko teste mala hodnotu 0,0001 (p < 0,05),
pouzili sme Wilcoxonov test, ktory preukazal, ze
vo vsetkych pripadoch bol subjektivne udavany
prezivany smutok po skonceni podpornych sku-
pin signifikantne niz3i (Z = -5.479, sig. = 0.000).

Porovnanie

Pre porovnanie poskytovanej starostlivosti
v oblasti sprevddzania smutiacich rodin, s prih-
liadanim na faktor socidlnej podpory a religio-
zity smutiacich sme nas vyskum konfrontovali
s vysledkami vyskumov v Anglicku a Svédsku.
V Anglicku ma vacsina hospicov v svojom pro-
grame pre smutiacich moznost zucastnit sa spo-
mienkovych bohosluZieb ako aj inych stretnuti
pre smutiacich s ciefom pripomenut si tych, ktorf
zomreli. Autor ¢lanku We will remember them (16)
si kladie otézku, preco takito moznost v prieme-
re vyuziva iba 20 percent smutiacich. V svojom
vyskume identifikuje niekolko ritualov, ktoré
smutiacim pomahaju vyrovnat sa so stratou
blizkej osoby — predovietkym v USA a zamysla

Vek Pocet Priemer Vzdelanie Pocet Priemer
Intenzita Do 62 12 18.67 Intenzita ZS, SOU 14 18.14
MUY \ade2 26 19.88 SMAtU g g 2 2029
Spolu 38 Spolu 38
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Graf 1. \Vztah medzi smutkom a socidlnou oporou

Graf 2. \/ztah medzi smutkom a praktizovanim krestanskych principov
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sa nad moznostou ich prenosu do svojho pro-
stredia. Autori ¢lanku Family and friends provide
most social support (17) skimaju, aka je miera
socidlnej podpory najbliziej rodiny a priatefov
smutiacemu ¢loveku pocas trvania prvého roka
od straty blizkej osoby v Svédsku.

Vale-Taylor (16) uvadza 24 ritudloy, ktoré
smutiaci ludia povazuju za délezité. Patri k nim
napr. moznost rozpravat sa o zosnulej osobe
s inymi fudmi, moznost zdielat s nimi spomienky
a fotografie, moznost zUcastnit sa podpornej
skupiny alebo bohosluzby, v rdmci ktorej si do-
ty¢ny na svojho blizkeho spomina a na jeho pa-
miatku zapaluje sviecku. Jeho vyskum dokazuje,
Ze respondentom v procese zialu pomaha, ked
0 svojom zosnulom mdzu otvorene hovorit. Na
druhej strane Vale-Taylor (16) uvadza, Ze smutiaci
mnohokrat pocituju zo strany druhych neo-
chotu a zmétok, a iba velmi tazko nachadzaju
pochopenie u tych, ktorf podobnu stratu sami
nikdy nezazili. Spomienkové bohosluzby boli
respondentmi hodnotené velmi pozitivne prave
vzhladom na aspekt moznosti kontaktu s iny-
mi, ktorf sami prechadzaju procesom smutenia
(@ mozZnosti zdielania sa). Jeho vyskum taktiez
poukazuje na velkud potrebu, ktord smutiaci po-
menovali ako udrzanie si kontaktu so zosnulymi
a vieru, ze raz budu nejakym spésobom opat
spojeni.

Benkel s kolektivom (17) pouZili metddu kva-
litativneho a kvantitativneho vyskumu a zisto-
vali, nakolko boli potreby smdutiacich z hladiska
socialnej opory a podpory v ¢ase prvého roku
po smrti blizkej osoby naplnené. Respondenti
rozlisovali medzi praktickou podporou (ktorej sa
im dostavalo hlavne zo strany najblizsej rodiny)

Smutok: 1 ziadny, 5 neznesitelny
Aplikdcia krest. principov: 1 nikdy, 5 vzdy

a psychologicko-socidlnou oporou (ktorej saim
dostdvalo zo strany blizkych priatelov a komu-
nity). Co sa tyka zdielania svojich pocitov, volili
radsej ¢loveka, nie z okruhu najbliz3ej rodiny.
Podmienkou bola vybudovana dévera a vedo-
mie toho, Ze doty¢nd osoba ich nebude chciet
ovplyvhovat a davat im rady. MoZznost zdielat
svoje pocity s inymi, ktorf mali podobnt skise-
nost, pokladali za velmi oslobodzujuce. Okrem
zdielania svojich pocitov im pomahali informé-
cie, ktoré im lepsie objasnili proces Zialu a po-
mohli im prispdsobit sa novej Zivotnej situdcii.

Pre porovnanie s vysledkami ndsho vysku-
mu nachadzame niekolko zaujimavych zisteni.
Smutiaci fudia pre zvladanie svojho Zialu potre-
buju viac ako iba praktickd pomoc. Od svojho
okolia o¢akavaju predovietkym psychologicko-
-socidlnu podporu, moznost rozpravat o zosnu-
lej osobe s inymi fludmi, moznost pripominat
si svojich zosnulych napr. formou zdielania i
spomienkovej bohosluzby, v rdmci ktorej citia
spolupatri¢nost tych, ktori sami stratili blizkeho
¢loveka. Napr. v Spanielsku si podporné pro-
gramy pre smdutiacich zaloZzené na individual-
nom sprevadzani alebo telefonickom kontakte.
Podporné skupiny a iné socidlne podporné pro-
gramy sa v tejto krajine zatial velmi nerozsirili
(18). Na druhej strane, v Japonsku, su smutiaci
otvorenejsi voci skupinovej forme sprevadzania
a podpory (19).

N&s vyskum okrem iného potvrdzuje, Ze
¢im je vyssia spokojnost so socidlnou oporou,
tym je u pozostalych nizsia miera prezivané-
ho zédrmutku. Podporné skupinky pre smutia-
cich mézu byt taktiez urcitou formou socidlnej
opory, hlavne pre tych smutiacich, u ktorych je

podporny systém v rdmci rodiny a najblizsieho
okolia nepostacujuci. Yi a kol. (18) uvadza, ze
v Spanielsku sa ukazuje potreba svojpomocnych
skupfn, predovsetkym v pripadoch, kedy smuti-
aci nemaju vlastny podporny systém. V inych
krajindch, predovsetkym v USA, si podporné
skupinky rozsirené (11). U¢astnici podpornych
skupiniek na Slovensku subjektivne udavaju, ze
ich smutok bol po ukonceni podpornej skupinky
signifikantne nizsi,

Zaver

V si¢asnosti, podla najviac pouzivanej defi-
nicie svetovej zdravotnickej organizécie (WHO)
je paliativna starostlivost pristup, ktory zvysuje
kvalitu Zivota pacientov a ich rodin. Podla spomi-
nanej definicie, paliativna starostlivost poskytuje
podporu rodine, aby sa vyrovnala s pacientovym
ochorenim a vlastnym smutkom, a ak je po-
trebné, zahfna aj poradenstvo pocas obdobia
smutenia (20). Kvalitné medziludské vztahy su
dodlezitou podmienkou holistickej starostlivosti,
avsak pozornost venovana rodinnej paliativnej
starostlivosti je pomerne novy koncept a mnoht
z pomahajucich profesif nie st na pracu s rodi-
nou pripraveni (21, 22, 23).

Na zaklade osobnej skisenosti a néslednej
moznosti vzdeldvania v oblasti sprevadzania
smutiacich rodin som mala moznost v rokoch
2009-2014 facilitovat podporné skupinky pre
smutiacich v cirkevnom zbore ev.a.v. v Martine.
Skusenost s podpornymi skupinkami a zéro-
ven koordinovanie $tudijného programu SLZA
(Sluzba sprevadzania) mi umoznilo sirit mys-
lienku podpornych skupin pre smutiacich aj
v susednych $tatoch, v Ceskej republike a Polsku
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(porovnaj 24). V ramci tohto prispevku som
poukdzala na to, ako podporna skupinka pre
smutiacich funguje a ako naplifia rézne potreby
smutiaceho ¢loveka.

Zéroven sme spracovali niektoré Udaje,
ktoré sme formou dotaznika ziskali od pozost-
alych, ktorf navstevovali podpornu skupinku pre
smutiacich v Martine. NajdoleZitejSim zistenim
bol fakt, Ze podporna skupinka pre smutiacich
znamena prinos pre proces ich smutenia, v rdmci
ktorého si smutiaci navzdjom poskytuju fyzicky,
psychickd, kognitivnu, behavioralnu aj spiritu-
alnu podporu. Medzi faktory, ktoré komplikuju
proces smutenia patri napr. aj nedostatok soci-
alnej podpory, nizka sudrznost rodiny, zI4 komu-
nikdcia v rodine a absencia ¢loveka, s ktorym by
sa smutiaci ¢lovek mohol podelit o svoje obavy
(21, 25, 26). Podporna skupinka pre smutiacich
bez podpory v rodine moéZze byt aj miestom, kde
pozostaly nachadza funkeny socidlny systém
a zaroven aj svoju komunitu viery.

Podporné skupinky pre smutiacich ani zda-
leka nie su jedinym spésobom poskytovania
podpory smutiacemu ¢loveku. Vytvaraju viak
priestor na vzdjomné zdielanie sa, ponukaju
moznost zazit podporu tych, ktorf sami smdtia,
rovnako ako aj moznost pripominat si svojich
zosnulych mnohymi sp&sobmi, napr. aj spom-
ienkovou bohosluzbou (27, 28). Naplfiaju viaceré
potreby smutiacich, a postupne si nachadzaju
svoje miesto v oblasti sprevadzania (aj v inych
krajinach Europy).

Limitacie

N&s vyskum mé obmedzenie, ¢o sa tyka zlo-
Zenia vyskumného suboru. Vac¢sina pozostalych
Ucastnikov boli zeny, takZe vzorka nie je hetero-
génna. Na druhej strane, osloveni muzi nemali
zaujem zUcastriovat sa stretnuti. V buduicnosti
sa pokusime pozvat a zahrnut viac pozostalych
rodinnych prislusnikov do skupinovych stretnutf.

Vacsina zien bola z komunity evanjelikov
a aj vietci ostatni boli veriaci. Nasim obmed-
zenim teda je aj nedostato¢nd ndboZenska
roznorodost a Uplne chybajuci pohlad ludi
bez vierovyznania. V buducnosti vynalozime
vacsie Usilie, aby sme boli otvorenejsi aj pre
[udf z iného ndbozenského, resp. aj nendbo-
Zenského prostredia.

Vyskum je taktiez komplikovany tym, ze
je potrebné hladat spravny spdsob pristupu
k smutiacim, kedZe nechceme, aby sa citili ako
vzorka, ktoru niekto skiima. V dalsom vyskume
by sme skusili aj iny nez kvantitativny pristup,
v ktorom by smutiaci mali vacsi priestor na slo-
bodné vyjadrenie ich pocitov a postojov.
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Background: Despite the fact that health insurance companies, since 2005, have gradually increased the amount of money for patient
day care in hospice, from 37 € to 39 € this still does not cover the cost of health care, which is at least 45 €, with a total cost of care from
60€to 70 €. In a system where there is no payment from a social system and a lack of state supported sponsorship, hospices must compel
patients to pay for their care and this means that hospice health care is not accessible to all those who are in need.

Objectives: The objective of this study was to determine the acceptable amount of money that the patients would pay for hospice care.
Different groups of respondents were questioned and their willingness to support the hospices was assessed as to whether it would
be preferable by direct financial gift, assigning 2% of paid taxes or indirectly by buying goods from hospice shops or hospice lottery.
Methods: In April 2015 the quantitative study was put on-line using the system SURVIO. 397 participants from the higher educated po-
pulation of Slovak citizens answered the questionnaire (sample size needed within confidence interval 5% was 384). Study results were
generated by using the system MsExcel following processing by contingency tables and evaluated by selecting appropriate statistical
test methods.

Results: From 397 respondents more than half (59%) did not have any personal experience of the hospice, 41% had had experience and
10% of them worked in the hospice. Nearly 93% of respondents believe that client should not pay more than 10 € per day. 32% thought
that hospice care should be free. There was a significant difference between the answers from men and women and between the higher
and less educated population in relation to the question about the total sum needed to be paid for hospice care. 90% of respondents
were willing to assign their 2% paid taxes, more than 97% would buy occasionally or regularly in hospice shop and 60% of them were
able to sponsor the hospice by financial gift every so often.

Conclusion: Financing the hospice care in Slovakia is still underestimated by the health insurance companies and therefore the client
is forced to pay for the care, on average 17 € per day. Not everyone in the Slovak population is able to pay such sum and this means
that not everyone who needs this type of care will receive. This study demonstrates a very high level of respondents who are willing to

support hospices financially.

Key words: hospice, health care, financial resources, health insurance company, sponsoring.

Background

The hospice is a self-operating specialized
health care facility which provides palliative
care for incurable and terminally ill patients.
The main mission of the hospice is to maximize
the quality of the patient’s remaining life. The
hospice guarantees that, as far as it is medically
possible, patients will not suffer in pain, his/
her human dignity will be respected under all
circumstances and in the last moments of his
life he/she will not be alone.

The foundation of the modern hospices
was influenced by the new holistic appro-
ach to the needs of the terminally ill patients,
which were defined in the second half of the
last century by Dame Cicely Saunders. She
founded the first hospice, St. Christopher’s, in
London England. Gradually, the hospice phi-
losophy of holistic care of the client (patient
and his/ her family) spread all over the world.
In Europe, there are currently 5,029 services
for adults, providing hospice and palliative

care (1) with most of them being in the United
Kingdom (a total of 969 services, which is 15,43
per million inhabitants), the birthplace of the
modern hospices (as shown in Table 1).

Slovakia, in the research that was pub-
lished in the EAPC Atlas of Palliative Care in
Europe 2013, and as shown in the table above,
has only 11 palliative and hospice care services
and compared to other EU countries has only
2.01 services per million inhabitants. In the
number of hospice services per million inhabi-
tants, Slovakia ranks in 34th place, well below
the average of 7.15 services per million inha-
bitants. Published statistics, however, failed
to mention palliative beds in hospitals; they
only referred to inpatients in hospices and
did not take into account ‘mobile hospices’, as
well as the home care services. These services
are few and are not adequately supported by
Health Insurance Companies either, and their
job is often substituted by nursing home care
agencies (ADOS).

The Current Situation
in Hospice Health Care in Slovakia

At present, for the whole of Slovakia, there
are 11 inpatient hospices and hospice beds are
also provided in hospitals (2), with a total of 194
beds (3). This is just over a third compared with
the real need which is for 542 beds for the total
population (4), as per the recommendation by
the World Health Organisation (WHO) which
is 10 beds per 100 thousands inhabitants. The
number of Slovakia inhabitants on 31 December
2014, according to published statistics by the
Statistical Office of the Slovak Republic, is
5421349,

The provision of palliative care not only re-
quires medical and nursing care, but also the
psychological, social and spiritual care as well.
This requires professional staff from different
specializations working together as the multi-
disciplinary team. The average costs of 1 day
of care in hospices in Slovakia ranges from 60 €
to70 € (updated for the year 2014) (2). At least
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Table 1. Provision of specific PC resources in Europe (selection)

COUNTRY Inpatient Hospices Home Careteams Hospital services Mixedteams TOTAL services TOTAL per million inhabitants Rank
ISLAND 0 4 3 0 7 21,32 1
LUXEMBURG 1 2 5 2 10 1911 2
IRELAND 9 35 39 0 83 18,12 3
BELGIUM 2 28 165 0 195 18,08 4
SVEDSKO 1 94 27 26 158 16,64 5
UNITED KINGDOM 189 337 339 104 969 1543 6
HOLANDSKO 55 44 157 0 256 15,32 7
AUSTRIA 8 40 49 18 115 13,64 8
POLAND 137 321 16 2 476 12,42 9
HUNGARY 1 69 15 0 85 8,54 17
SPAIN 1 166 170 38 375 8,02 18
ITALY 175 312 0 0 487 799 19
SWITZERLAND 6 19 33 3 61 7,89 20
FRANCE 0 118 367 0 485 764 21
GERMANY 179 180 241 0 600 7,32 22
REPUBLIC OF MOLDOVA 1 5 2 0 8 2,27 31
CESKA REPUBLIKA 15 4 4 0 23 2,18 32
BELARUS 2 5 13 0 20 2,10 33
SLOVAKIA 10 0 1 0 11 2,01 34
ROMANIA 1 15 16 0 42 1,96 35
TOTAL 902 1918 1920 289 5029
ARITHMETIC MEAN: 19,61 41,70 41,74 6,28 109,33 715
MAX. IN THE FIELD: 189 337 367 104 969 21,32
COUNTRY: UNITED UNITED FRANCE UNITED UNITED ISLAND

KINGDOM KINGDOM KINGDOM KINGDOM

Source: EAPC Atlas of Palliative Care in Europe 2013. Tab. 3 (own layout) page 28

60% of this cost is for staff. Hospice care is prima-
ry financed by the Health Insurance Company
and currently this ranges from 37 € to 39 € for
1 day of treatment (day care). Although such
level of payment has increased since 2005, it is
growing very slowly and still does not cover at
the costs of the health care provided, which is
a minimum of 45 € per day for care (medical/
nursing staff, drugs and medical supplies). The
cost of the medical staff alone is at least 36 € per
day (5), with the minimum wage being applied
under the Laws of the Slovak Republic and the
necessary number of health personnel provided
(doctors, nurses, and medical assistants or care-
givers) according to the Act No. 09812/2008-OL
released by the Slovak Ministry of Health. The
cost of drugs and medical supplies are at least
5-10 € per day, according to the complexities of
the medical and nursing care.

In addition to the low level of payment per
day for hospice health care, Health Insurance
Companies in their contracts with the hospice
care organizations have introduced limits (the
maximum financial range of the health care to

be provided per month). Individually, this could
have a negative impact on patients who need
this type of care because the cost of their care is
not financially covered. If there were more hospi-
ce services, the patient (and his or her relatives)
could go to another hospice without having
exhausted their financial cover. However, the
patient does not have very much choice and
palliative care cannot be postponed for another
time, as some other medical procedures could
potentially be. Nevertheless, hospices are not
refusing patients because the cost of their care
exceeds the monthly limits; they are only refused
when there is a lack of bed capacity. In contrast
to many other countries, in Slovakia, there is no
extra funding for hospice care from the social
system, although hospice care includes the so-
cial aspect of the care as well.

The lack of financial cover for complex hos-
pice care, is forcing hospices to retrieve pay-
ments (fee for service) from patients or contri-
butions (donations), amounting to an average
of 17 € per day (range from 12 € to 20 €). This
sum, however, excludes patients who have a low
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income and are living on the border of the subsi-
stence minimum. The Constitution of the Slovak
Republic guarantees citizens free health care
(strengthened by the Act No. 577/2004 of Health
Care effective from 1. 4. 2015) and the Charter
of Patients’ Rights (currently SR not guaranteed
by law) declares the right to palliative care. The
social aspect of the care is the basic principle of
the multidisciplinary hospice care and the need
for social support in stressful situations has been
investigated in several studies (6, 7).

From studying internal secondary data from
70% of the hospices in Slovakia from their re-
ported financial figures for the year ended 31
December 2013, we have found that on average
the health insurance companies financed hos-
pices by 57.8%, patients by 26.6%, sponsors by
7.8% (including hospice founders), 2% assigned
taxes, 3.1% by their own activities and other
sources by 4.7%, as shown in Table 2.

Financing Hospice Care Abroad
By the studying other countries data we
have found that, for example, in United Kingdom



Table 2. Today's situation in financing hospices

Chart 1. Today's situation in financing hospices

PRISPIEVATEL ABRE-VIATION SUM PER BED PER DAY %
Insurance Company /P 3700 € 57,8%
Social system SS - € 0,0%
CLIENT K 1700 € 26,6%
Sponsor/ donor S 500€ 7,8%
2% taxed paid /D 2,00 € 3,1%
own activities/other sources vC/1Z 300€ 4,7%
TOTAL 64,00 € 100,00%

Source: own figure

(UK) the contribution by the Government to
the Hospices is very low (average 32%). The
outstanding 68% of funding must be found by
hospices though such activities as fundraising
and legacies. Private Health Insurance is also
available for individuals. Nevertheless, for pati-
ents in the UK, hospice care is free at the point
of delivery; that is to say, palliative care is free to
all patients. The financing of hospice care servi-
ces in the UK therefore has a well-developed
system of donation, whether direct donations,
legacies, hospice shops or hospice lotteries. The
existing system covers hospice care, but does
not create enough resources for development
existing and founding new hospice services. The
Australian system is based on the system of DRG
(Diagnosis Related Groups). Similarly, the same
system of hospice health insurance payment is
used in the United States of. America (USA) and
in Germany. In the USA, according to published
studies by NHPCO (National Organization for
Hospice and Palliative Care) only 0.5% financial
resources comes from hospice patients, 94.3
are covered by health insurance companies, 4%
from private insurance system and 1.2% from
charitable donations.

The Objectives
and Research Methods

The main objective of this research was to
find a multi-resource effective model applicable
and sustainable for hospice care financing in
Slovakia, so that the payment by the patient for
their care could be minimized and so ensuring
that palliative care is accessible to everyone who
needs it. To achieve the desired objective, in
addition to the study of external and internal
secondary data, we have undertaken quantita-
tive research on the sample of ‘higher educated’
respondents that have direct experience (either
hospice employees or volunteers), or indirect
experience with hospice care (visiting relatives
or excursion) or do not have experience with
hospices at all. The basic population has been

determined from available statistics from the
last Population Census taken in 2011 (SOBD)
by the Statistical Office of the Slovak Republic
which found that those inhabitants with middle
and higher education were, in total, 2344980
Slovak citizens. A sample size of 384 respondents
was determined by using an on-line sample
size calculator (www.surveysystem.com/sscalc.
htm#one), within Confidence Level 95% and
Confidence Interval + 5% (8). The questionnaire
devised comprised of 16 questions, from which
6 were nominal variables (experience with
hospice, sex, age, region — address, education
and religion). We asked respondents about what
they believed would be an acceptable sum for
hospice care per day that the patient should pay,
who should pay for hospice care, the willing-
ness to support the hospice by assigning paid
taxes, direct gifts, purchasing hospice lottery
or goods in hospice shops, if such existed. The
questionnaire was designed in system SURVIO
(www.survio.com). The selection of respondents
was carried out by snowball sampling method
(8). We firstly addressed respondents in hospices
with those who had direct experience with hos-
pice care (employees and volunteers). We sent
an email to employees working in social care as
they have experience with palliative care and
co-operating/work with existing hospices. In
our email correspondence we asked participants
to forward our questionnaire request to their
friends and colleagues. In the introduction to the
questionnaire, we described briefly the current
situation in hospice care and its financing and
we stated the main aim of the research. Within
the questions we described the situation in de-
tails, so the respondent was able to understand
and make a relevant decision since the questi-
onnaire was complex, although we are aware
that sometimes respondents can be influenced
by explanations. We tested the questionnaire on
a pilot group of 10 respondents.

The research results were processed in
MsExcel using pivot tables and graphs and in-

Ve/Z;
300€
7D: 2,00€
S; 5,00 €
K; 17,00 € ZP;
37,00€
SS; - €

-built analysis tools (Data Analysis). We have used
the software program Real Statistics Using Excel
(www.real-statistics.com) as well. We have tested
the statistical hypotheses by relevant statistical
tests (Means, Correlation, ANOVA, t-Test, Chi-
Square Test). Statistical test ANOVA was applied
to secondary data to determine the statistical
difference between 2 or more groups of respon-
dents. We have verified the statistical significant
difference between 2 concrete groups by t-Test.

Results

This quantitative research was undertaken
in April 2015 over 15 days. We obtained 397 va-
lid answers (402 in total, 5 were rejected). The
questionnaire web page was visited by 693 re-
spondents and completed by 402. The number
of unfinished questionnaires was 134 (161 were
opened or only viewed by the respondent).
In the first 7 days we had answers from 87 %
respondents. Most of respondents, 77.6 % com-
pleted the questionnaire in 10 minutes. Most of
the respondents answered the questionnaire
on the 4" day (106) and on the 7th day (72). The
number of valid answers, 397, was above the set
sample number of 384 respondents.

From total number 397 respondents 41
(10.3%) worked for hospices, 122 (30.7%) did
not work in a hospice, but did have personal
experience in visiting relatives and 234 (58.9%)
had no experience of hospice care at all.

We received 102 (25.7%) answers from ma-
le respondents and 295 (74.3%) from female
ones. This proportion was expected because
in hospice care more women work there and
support hospice than men. The highest number
of respondents were in age range 50-59 years —
108 (27.2%), 97 (24.4%) in age 40-49 years. In the
category under 20 there was only 1 respon-
dent. In the oldest age group (above 80 years)
there were 2 respondents. In the productive
age (20-59 years) we had in total 332 (83.6%)
respondents. Most of respondents 177 (44.6%)
were from the Bratislava region, t63 (15,9%) from

Proceedings from the 7t" International Conference of Hospice and Palliative Care




Table 3. Statistical data of responses — variables

Sex
Experience with hospice care male female Grand Total
I have no personal experience 62 172 234
I(\jjlztrlw:gt \r/éT;rtl?\jzsflei?Lc;:nL;t I have personal experience 37 85 122
| work in hospice (employee, volunteer) 3 38 41
Grand Total 102 295 397

Presov region. Other regions were represented
(from 3.3% till 8.3%), while in Trnava region we
only had 13 (3.3%) respondents. Most of respon-
dents 329 (82.9%) obtained higher education
and 325 (83.8%) respondents stated they held
religious beliefs. Some statistical numbers are
shown in Table 3.

Regarding the question who should pay for
hospice care, 371 (93.45%) highlighted the Health
Insurance Company, 326 (82.12%) thought it
should be the social system (dependency fi-
nancial support) and 216 (54.41%) respondents
were persuaded that the patient and his/ her
family should contribute to the financing. Only
23 (5.79%) respondents highlighted the hospi-
ce founder as the financial supporter and 117
(29.47%) identified that a portion should be
paid by sponsors. Proportion in financing by the
Health Care companies was set to 59.6%, portion
of the social system to 24.8% with the patient

Chart 2. Personal experience and payment per day

paying 10%. Other financial sources (sponsor,
founder and other sources) should be in 5.6%.

In answer to the question about how much
should the client pay, 127 (32%) respondents
stated that client should pay nothing for hos-
pice care. The same amount of respondents
thought that the amount should be below
5 € per day for hospice care. 114 respondents
(28.7%) said yes to amount being 6-10 € per
day. Only 29 (7.3%) respondents agreed with
sum being more than 10 € per day. In summary
368 (92.7%) respondents answered that the
patient and his/her family should not pay more
than 10 € per day for hospice care. In total, for
hospitalization in the hospice only, 101 (25.4%)
respondents would pay 400 €, 89 (22.4%) 200 €
and 67 (16.9%) 100 €. Up to 257 (64,7%) respon-
dents were able to pay only maximum 400 €.
This sum correspondents with 10 € per day
during 6 weeks that is average length of the

hospitalization. This answer only partly corre-
sponds with the answer to the previous one,
as 90.9% respondents would pay from 100 € to
2000 € per hospitalization, where the total of
2000 € approximately equates to 47,6 € per day
during 6 weeks of hospitalization. Up to 9.1%
respondents answered that they are able to
pay more than 2000 € according to the need.

359 (90,4%) respondents indicated that they
would be willing to support hospices care by
assigning their taxes to the hospice. 231 (58.2%)
respondents were willing to support the hospi-
ce, regardless of the fact whether the hospice
was taking care of their relative or not, while 128
respondents (32.2%) were willing to support the
hospice only if there is somebody they know
had been cared for. Only 38 (9.6%) respondents
stated that they would not assign their taxes
paid to hospice. This answer seemed to be in-
fluenced by respondents who were retired and
this is one of the limitations of our research. We
did not know why respondents answered in
this way overall.

If an insurance product was made available
for future hospice care, 104 (26.2%) respondents
stated, that would never pay for such insurance.
If a hospice charity shop existed, up to 379 (97.4%)
respondents would buy something there, with
113 (28.5%) saying they would do this regularly.
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If there was a hospice lottery, up to 320
(80.6%) respondents would buy a ticket, with
44 (11.19%) indicating they would do so regularly,
despite the many negative reactions to lotteries
as gambling games and as such not seen as an
appropriate source for raising money for hospices.

Up to 178 (59.9%) respondents were willing
to give financial donation to hospice on a re-
gular basis.

Secondary Data Analysis
and Discussion

Results of the research indicate a very high
level of willingness to support hospices either
directly by financial gift or 2% tax assignation
or by buying products in hospice shops, tickets
from hospice lotteries or paying for insurance
products.

It is obvious that we have confirmed our
statement that the payment by the patient for
their hospice care of more than 10 € per day is
disproportionately high, and excludes from this
care provision those who cannot pay for it. Up to
92.7% respondents expressed that the amount
should be up to 10 €, of which 32% are convin-
ced that the patient should not pay anything.

There is a statistically significant difference
in opinion as to the amount to be paid by the

Chart 3. Payment per day

client between the group of hospice employ-
ees and respondents who do not have hospice
experience (t-Test, P = 0,00964). This finding is
probably influenced by the fact that employees
are aware from patients and their relatives that
they cannot pay for the care. Employees have
real problems in negotiating with patients about
the price when they are motivated to help pe-
ople, support and respect every human till the
end of their life whether poor or rich. Results are
depicted in Chart 2.

There is a statistically significant difference in
the amount of payment for care per day between
men and women (ANOVA, P =0,02435),and in the
lower and higher educated population as well
(t-Test, P = 0,01386). Men prefer a payment from
6-10€, while women think that patient hould pay
nothing. Respondents with higher education pre-
ferred a higher payment than respondents with
lower education. We assume that the difference is
influenced by the economic power of the appro-
priate group (higher average wage in the higher
educated). We have found significant difference
in paying for hospitalization between male and
female respondents (ANOVA, P = 0,03965). While
men preferred a sum of 200 €, women stated
400 €. This finding does not correspond with
the above one relating to the payment of care

per day, where men stated a higher sum than
women. Our opinion is that men see the whole
sum of money as the whole picture, but women
see more detail and in the total amount are wi-
lling to pay more because it is worth it. Results
are depicted in Chart 3.

Based on our findings we have constructed
that there are more financial models available that
could secure better financing of hospice health
care, eliminating the need for payment by client.

The best model that would seem to fit with
the Slovak situation is the model with 45 € from
the Health Insurance Company, 10 € from social
system and the rest for donors and with a very
small portion being paid by the patients/re-
latives themselves. The limitation is the unwi-
llingness of the Health Insurance company to
increase the payment and the social system to
contribute to financing the social part of hospice
care. An improved donation system in Slovakia
would help as well.

Conclusion

The findings of this research confirm that the
payment by the patient of more than 10 € for the
majority of the respondents is disproportion-
ately high. The majority of respondents believe
that the main contributor to the hospice care
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should be Health Insurance company. With re-
gard to the social aspect of this care, it should be
funded as part of the social system. The patient
should only contribute a minimum amount, if
anything at all. Men consider the amount a pa-
tient should pay for their hospice care to be
higher than women and those who are higher
educated would have been willing to pay more
than those with a middle education. Hospice
workers indicted they would like patients not
to pay anything, which was in comparison with
respondents who do not have experience with
hospice who said they should.

Currently, for Slovakia the most realistic
modelis anincrease in payments by the Health
Insurance companies to a level of 45 €, finan-
cial dependency contribution from the social
system, and a higher proportion of donations.

In the field of private and corporate sponsor-
ship, hospice management has higher potential
in Slovak population as there is willingness to
support hospice care directly or indirectly, re-
gardless of age, gender or personal experience.

We recommend to Hospice Management,
and their supporters, to pay more attention to
promoting the philosophy of hospice care and

communicating with the media, private persons
and organizations as well, as well as seeking to
gain financial support for hospice care from them.

Limitation of study

In the study we have included hospice em-
ployees and since they are involved in hospices
personally, this could bias the results, especially
in relation to the discussion relating to payments
for hospice day care or hospice services in total.
The results confirmed their different view of the
financing problem.

Another limitation of the results was in iden-
tification those who would like to assign their
2 % of paid taxes, but cannot do that because
they have low or no income.

Since most of the respondents were
women, rather than men and from Bratislava
region, the study was does not accurately
represent the whole Slovak population and
all its regions.
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Aktudlne vyzvy pre manazment hospicov
na Slovensku
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Fakulta Managementu UK, Bratislava; Lekdrska fakulta UK v Bratislave

Uvod: Napriek tomu, Ze zdravotné poistovne od roku 2005 postupne zvysuju cenu lozkodia za pobyt pacienta v hospici, si¢asne hradena
suma 37 -39 € stale nepokryva ani ndklady na zdravotnu starostlivost, ktoré s minimalne 45 € pri celkovych nédkladoch 60 -70 € na deid
a pacienta. Pri neexistujucom finanénom zabezpeceni zo socialneho systému a nedostato¢nej podpore sponzorstva zo strany Statu, su
hospice nttené zataZzovat platbou klienta, ¢im nie je hospicova starostlivost dostupna pre kazdého, kto ju potrebuje.

Ciel: Cielom vyskumu bolo zistit akceptovatelnu vysku uhrady klienta za hospicovu starostlivost pre r6zne skupiny respondentov a ich
ochotu podporovat hospice, ¢i uz priamym darom, poukazanim 2% zaplatenych dani, alebo nepriamo zaktpenim si lotérie alebo na-
kupom tovaru v obchode zriadenom hospicom.

Metody: V aprili v roku 2015 bol realizovany kvantitativny vyskum prostrednictvom on-line SURVIO systému. Prieskumu sa ztcastnilo 397
respondentov, pricom vyberova vzorka pri hladine vyznamnosti 5 % z populacie vysokoskolsky a stredoskolsky vzdelanych ob¢anov SR
bola 384 respondentov. Vysledky prieskumu vygenerované v Ms Excel boli spracované formou kontingencnych tabuliek a vyhodnotené
vhodne zvolenymi Statistickymi testami.

Vysledky: Z 397 respondentov viac ako polovica (59 %) nema osobnu skusenost s hospicom, 41 % tuto skiisenost ma, pricom 10 % z nich
v hospici pracuje. Takmer 93 % respondentov si mysli, Ze by klient nemal doplacat viac ako 10 € na den, z nich 32 % je presvedcenych, ze
by za hospicovu starostlivost nemal platit ni¢, pricom bol zisteny signifikantny rozdiel medzi odpovedami muzov a Zien a medzi stredo-
Skolsky a vysokoskolsky vzdelanou populaciou v platbe za pobyt v hospici. Az 90 % respondentov by asignovalo svoje dane hospicu, viac
ako 97 % by si prilezitostne, alebo pravidelne nakupilo v hospicovom obchode a takmer 60 % opytanych by pravidelne alebo sporadicky
hospicu prispievalo finanénym darom.

Zaver: Financovanie hospicovej starostlivosti na Slovensku je stale vyrazne poddimenzované zo strany zdravotnych poistovni, preto
musi klient za tito starostlivost v priemere doplacat sumou 17 € na den, pricom je pre vacsinu slovenskej populdcie tato suma neakcep-
tovatelna a hospicova starostlivost nie je dostupna pre vsetkych. Realizovany vyskum preukazal vysoku mieru ochoty respondentov
podporovat hospice, ¢i uz priamym darom alebo nepriamou podporou hospicovych aktivit. Vedenie hospicov tento potencial darcov
a sponzorov nevyuziva v dostatocnej miere, i uz vyraznejsou osvetou a lepsim marketingom, k ¢omu prispieva tiez minimalna podpora

sponzoringu zo strany Statu.

Klaéové slova: hospic, zdravotna starostlivost, zdroje financovania, zdravotna poistoviia, sponzoring.

Uvod

Hospic je samostatné Specializované zdra-
votnicke zariadenie, ktoré poskytuje paliativnu
starostlivost pacientom s nevyliecitelnym ocho-
renim a zomierajucim pacientom. Hlavnym po-
slanfm hospicu je kvalita Zivota do poslednych
chvil. Hospic pacientovi garantuje, ze pokial to
bude z medicinskeho hladiska mozné, nebude
trpiet bolestou, za kazdych okolnosti bude re-
$pektovand jeho ludskd déstojnost a v posled-
nych chvilach Zivota neostane sam.

Vznik hospicov moderného typu ovplyvnil
novy holisticky pristup k potrebam umieraju-
ceho termindlne chorého pacienta, ktory za-
definovala v druhej polovici minulého storocia
Dame Cicely Saunders, zakladatelka prvého
hospicu St. Christopher v Anglicku. Postupne
sa hospicovd myslienka komplexnej starostli-
vosti o klienta (pacienta a jeho rodiny) rozsirila
do celého sveta a v suc¢asnosti len v Eurdpe
existuje spolu 5029 zariadeni pre dospelych

poskytujucich hospicovu a paliativnu starost-
livost (1), z toho najviac (spolu 969 zariadent,
¢o je 15,43 zariadeni na milién obyvatelov) sa
vyskytuje vo Velkej Britanii, koliske hospicov,
ako to zobrazuje tabulka 1.

Slovensko ma podla vyssie uvedenej ta-
bulky, spracovanej na zaklade realizovaného
vyskumu a zverejnenej v EAPC Atlase paliativ-
nej starostlivosti z roku 2013, len 11 zariadeni
paliativnej a hospicovej starostlivosti, pricom
v porovnani s ostatnymi EU krajinami ma len
2,01 zariadeni na milién obyvatelov. V mnozstve
hospicovych zariadeni na milién obyvatelov sa
tak Slovensko radi aZ na 34 miesto, hlboko pod
priemerom 7,15 zariadeni na milion obyvatelov.
Spominana Statistika vsak vobec nezohladnila
paliativne 16zka v nemocniciach SR (len hospi-
cové 16zka) a vobec nevzala do uvahy mobilné
hospice, ktorych vsak tiez nie je na Slovensku
dostatok a zvdcsa ich pracu supluju agentiry
domacej osetrovatelskej starostlivosti (ADOS).

Sucasna situacia hospicovej
starostlivosti na Slovensku

V sU¢asnosti existujucich 11 ,kamennych”
hospicov a hospicovych [6Zok na nemocni¢nych
oddeleniach (2) spolu disponuje 194-mi po-
stefami (3), Co je len viac ako tretina v porovnanf
s potrebou 542 1620k (4) (odporucanie WHO: 10
|6Zok na 100 tis. obyvatelov; pocet obyvatelov
SRk 31.12. 2014 je podla Statistického uradu SR
5421 349).

Naplnanie nielen medicinskych a osetrova-
telskych potrieb, ale aj psychologickych, socidl-
nych a spiritudlnych, vyZaduje odborny personal
z roznych profesii, ktorf spolu tvoria multidiscipli-
narny tim. Priemerné ndklady na 1 16zkoden sa
v hospicoch na Slovensku pohybuju na Urovni
60— 70 € (aktualizované pre rok 2014) (2), pricom
ztoho minimélne 60 % tvoria ndklady na priamy
personal. Z hladiska financovania hospicovej
starostlivosti zdravotné poistovne platia dnes od
37 €do39 € za 1 oSetrovaci den (I6Zkoder), pri-
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Tabulka 1. Prehlad zdravotnickych zariadenf paliativnej starostlivosti v Eurépe (vyber)

KRAJINA Lozkové Mobilné Nemocni¢né ZmieSané SPOLU SPOLU na milién Por.
hospice hospicové timy 16zka timy zariadenia obyvatelov

ISLAND 0 4 3 0 7 21,32 1
LUXEMBURG 1 2 5 2 10 1911 2
[RSKO 9 35 39 0 83 18,12 3
BELGICKO 2 28 165 0 195 18,08 4
SVEDSKO 11 94 27 26 158 16,64 5
SPOJENE KRALOVSTVO 189 337 339 104 969 1543 6
HOLANDSKO 55 44 157 0 256 15,32 7
RAKUSKO 8 40 49 18 115 13,64 8
POLSKO 137 321 16 2 476 12,42 9
MADARSKO 1 69 15 0 85 8,54 17
SPANIELSKO 1 166 170 38 375 8,02 18
TALIANSKO 175 312 0 0 487 799 19
SVAJCIARSKO 6 19 33 3 61 7,89 20
FRANCUZSKO 0 118 367 0 485 764 21
NEMECKO 179 180 241 0 600 732 22
MOLDAVSKO 1 5 2 0 8 2,27 31
CESKA REPUBLIKA 15 4 4 0 23 2,18 32
BIELORUSKO 2 5 13 0 20 2,10 33
SLOVENSKO 10 0 1 0 11 2,01 34
RUMUNSKO 11 15 16 0 42 196 35
SPOLU 902 1918 1920 289 5029
PRIEMER (aritmeticky): 19,61 41,70 41,74 6,28 109,33 715
MAX.V DANEJ OB- 189 337 367 104 969 21,32
LASTI:
KRAJINA: S'POJENE' S,POJENE FRANCUZSKO SPOJENE' SlPOJENE ISLAND

KRALOVSTVO KRALOVSTVO KRALOVSTVO ~ KRALOVSTVO

Zdroj: EAPC Atlas Paliativnej starostlivosti v Europe 2013. Tab. 3 (vlastna Uprava) str. 28

¢om tato cena od roku 2005 rastie velmi pomaly
a stéle nekryje minimalne néklady na zdravotnu
Cast poskytovanej starostlivosti, ktoré su mini-
malne vo vyske 45 € na I6zkoden (zdravotnicky
personal, lieky a zdravotnicky material). Naklady
na zdravotnicky persondl st minimélne 36 € na
deni (5), pri minimalnej mzde podla platnych
zakonov SR a potrebného poctu zdravotnicke-
ho personalu (lekdrov, sestier a zdravotnickych
asistentov, sanitarov alebo opatrovatelov) podla
prislusného Vynosu MZSR ¢. 09812/2008-OL.
Néklady na lieky a zdravotnicky materidl st mini-
malne vo vyske 5-10€ na den podla ndro¢nosti
medicinskej a oSetrovatelskej starostlivosti.
Okrem nedostatocnej vysky Uhrady za zdra-
votnu starostlivost, zdravotné poistovne v zmluve
so zdravotnickym zariadenim zaviedli tzv. limity
(maximalny rozsah poskytnutej zdravotnej sta-
rostlivosti), ¢o individudlne méze poskodit kon-
krétneho pacienta neposkytnutim potrebnej
zdravotnej starostlivosti z dovodu prekrocenia
poctu hospitalizovanych pacientov v danom me-
siaci. Pokial by bolo viac hospicovych zariadent,

mohol by sa klient (pacient a jeho blizki) obréatit
na iny hospic, ale tento klient neméa velmi na
vyber a paliativna starostlivost sa neda odlozit
na neskorsie obdobie, ako niektoré iné zdravotné
vykony. Hospice viak nezvyknu pacientov od-
mietat z dovodu prekroc¢enia mesac¢ného limitu,
ale len pre nedostatok volnych miest. Na rozdiel
od mnohych zahrani¢nych krajin, na Slovensku
neexistuje financovanie tejto starostlivosti zo
strany socidlneho systému, pricom komplexna
hospicova starostlivost zahriiuje aj socidlny aspekt
a pacienti su na tuto starostlivost odkazanf.
Nedostatocné finan¢né krytie ndkladov na
komplexnu starostlivost nuti hospice zatazovat
klientov platbami (poplatok za poskytovanu
sluzbu) alebo prispevkami (darmi) vo vyske
v priemere 17 € na den (platby sa pohybujt od
12 € do 20 €). Tato suma vsak vycleriuje zo sta-
rostlivosti klientov, ktorf maju nizke prijmy a ziju
na hranici zivotného minima. Ustava SR pritom
zarucuje obcanom bezplatnu zdravotnu starost-
livost (posilnenud novelou zékona ¢. 577/2004
0 rozsahu zdravotnej starostlivosti U¢innou od

Proceedings from the 7t" International Conference of Hospice and Palliative Care

1.4.2015) a Charta prav pacientov (v su¢asnosti
v SR negarantovana zékonom) deklaruje pravo
na paliativnu starostlivost.

Specifikum slovenského problému je v ne-
existencii finan¢nej podpory zo strany socidineho
systému, hlavne z dévodu existencie dvoch sa-
mostatne hospodariacich ministerstiev. Socidlny
aspekt starostlivosti je zakladnym principom multi-
disciplindrnej hospicovej starostlivosti a potreba so-
cidlnej podpory v stresujucich Zivotnych situacidch
bola potvrdena viacerymi stidiami (6, 7).

Stadiom internych sekundarnych udajov zo
70% hospicov v SR sme zistili, Ze v priemere sa
v roku 2013 zdravotné poistovne podielali na
financovani hospicov 57,8 %, klienti 26,6 %, spon-
zori 7,8 % (vratane zriadovatelov hospicov), 2%
podiel zaplatenych dani 3,1 % a vlastna ¢innost
a iné zdroje 4,7 %, ako to zobrazuje tabulka 2.

Financovanie hospicovej
starostlivosti v zahranici

Stidiom zahrani¢nych zdrojov sme zistili,
7e napriklad vo Velkej Britanii je podiel na fi-



Tabulka 2. Sicasna situacia vo financovani hospicov

Graf 1. Sucasna situacia vo financovani hospicov

PRISPIEVATEL SKRATKA SUMA ZA L6ZKODEN %
Zdravotna poistovna ZP 3700 € 57,8%
Socidlny systém SS - € 0,0%
KLIENT K 1700 € 26,6%
Sponzor / darca S 500€ 7,8%
2% zaplatenych danf /D 2,00€ 3,1%
Vlastna ¢innost / iné zdroje VC/IZ 3,00€ 4,7%
SPOLU 64,00 € 100,00%

Zdoj: vlastné spracovanie

nancovani hospicov zo strany $tatu velmi niz-
ky (32%), pricom Uhrady za predpfsané lieky
a Specializovanu zdravotnu starostlivost uhra-
dza individualne pacientom prislusna zdravot-
na poistovna. Napriek tomu pacient v hospici
vo Velkej Britanii za poskytovanu starostlivost
ni¢ nehradi. Financovanie prevadzky hospicov
viak zabezpecuje velmi dobre rozvinuty systém
darcovstva, ¢i uz priamych darov, dedicstiey,
alebo podpory hospicovych obchodov alebo
hospicovych lotérif. Existujuci systém relativne
pokryva sucasnu hospicovu starostlivost, ale
nevytvara zdroje pre vznik dalsich potrebnych
zariadeni. Prave preto sa anglickd vldda rozhodla
zmenit systém financovania paliativnej starost-
livosti a pripravila a realizuje pldn zavedenia
systému DRG (Skupiny suvisiacich diagnéz) po
vzore Austrélie a plnohodnotnym financova-
nim tejto starostlivosti zo strany zdravotného
zabezpecenia. Obdobne funguje systém pl-
nej Uhrady zdravotnych poistovni v hospicov
v Statoch USA alebo v Nemecku. V USA podla
publikovanych studii NHPCO (N&rodna organi-
zacia pre paliativnu a hospicovu starostlivost)
len 0,5 % finan¢nych zdrojov hospicov pochadza
od pacientov, 94,3 % hradia zdravotné poistov-
ne, 4% sukromné pripoistenie a 1,2% ziskané
prostriedky z charitativnych darov.

Ciele a metody vyskumu

Hlavnym cielom vyskumu bolo hladanie
rieseni efektivneho modelu viaczdrojového
financovania hospicovej starostlivosti aplikova-
telného a udrzatelného na Slovensku tak, aby
mohla byt platba klienta za tuto starostlivost
minimalizovana a tak pristupna kazdému, kto
ju potrebuje. K dosiahnutiu stanoveného ciela
sme okrem $tudia externych a internych sekun-
darnych dat zrealizovali aj kvantitativny prieskum
na vzorke zainteresovanej a nezainteresovanej
verejnosti s minimalne stredoskolskou Urovriou
vzdelania (kvoli ndro¢nosti dotazniku). Zakladny
subor (populécia) bol stanoveny z dostupnych
Statistickych udajov z posledného S¢itania oby-

vatelov, bytov a domov (SOBD) realizovaného
v roku 2011 Statistickym Gradom SR o velkosti
2344980 obyvatelov SR so strednym a vy3sim
vzdelanim. Velkost vyberovej skupiny napoci-
tany prostrednictvom on-line kalkulatora vel-
kosti vzorky (www.surveysystem.com/sscalc.
htm#one), pri hladine vyznamnosti 95% a pre
interval spolahlivosti + 5% bol stanoveny na 384
respondentov (8). Dotaznik obsahoval 16 otdzok,
pricom 6 z nich tvorili nominalne premenné
(skiisenost s hospicom, pohlavie, vek, kraj — by-
dlisko, vzdelanie a vyznanie). Respondentov sme
sa pytali na akceptovatelné sumy za den a pobyt
v hospici, na nazor, kto by mal na pobyt v hospici
prispievat a podiel tohto prispevku, na ochotu
podporovat hospic priamym darom, asignova-
nim 2 % dani, zakipenim si lotérie, pripoistenim
a ndkupom v hospicovom obchode, keby taky
existoval. Dotaznik bol vytvoreny v systéme
SURVIO (www.survio.com). Vyber responden-
tov sa uskutocnil metédou snowball sampling
(8) (vyber na principe vélania snehovej gule).
Viyber sme zacali u respondentov v hospicoch,
ktori maju vedomost a praktickd skdsenost s fi-
nancovanim hospicovej starostlivosti. Priamo
boli tieZ osloven( respondenti z oblasti socidlnej
starostlivosti, kedZe sa s obdobnym problémom
stretavaju vo svojej praci. V sprievodnom emaily
k dotazniku sme uviedli prosbu o rozposlanie
dalej, preto dalsi respondenti boli oslovovani
postupne preposielanou emailovou postou.
V Uvode dotaznika bola stru¢ne popisana exis-
tujuca situdcia vo financovani hospicov a uvede-
ny ciel vyskumu. Pri jednotlivych otdzkach boli
este niektoré skutoc¢nosti viac vysvetlené, aby
sa respondent mohol relevantnejSie vyjadrit.
KedZe ide o pomerne zloZitd tému, bolo toto
vysvetlenie potrebné, aj ked ndzor niektorych
respondentov mohol byt tymto vysvetlenim
ovplyvneny. Dotaznik bol testovany na vzorke
10 respondentov.

Vysledky vyskumu sme spracovali kontin-
gen¢nymi tabulkami Ms Excela pomocou za-
budovanych moZnostf statistickych analyz (Data

Ve/Z;
300€
7D: 2,00€
S; 5,00 €
K; 17,00 € ZP;
37,00€
SS; - €

Analysis). Tiez sme pouZili programovy balik Real
Statistics Using Excel (www.real-statistics.com).
Na testovanie stanovenych Statistickych hypotéz
sme pouzili rad $tatistickych nastrojov a testov,
zvolenych podlfa vhodnosti, ¢i nevhodnosti ich
pouzitia pre analyzovany stbor dat. Statisticky
test ANOVA bol aplikovany na druhostupriové
data pre 2 a viac suborov odpovedi réznych
skupin respondentov. V pripade signifikantného
rozdielu (P > 0,05) sme pouzili t-Test pre konkrét-
ne 2 sledované skupiny odpoved.

Vysledky vyskumu

Kvantitativny prieskum bol realizovany v me-
siaci april 2015 v priebehu 15 dnf a ziskali sme 397
platnych odpovedi (402 celkom, z toho 5 bolo
vyradenych), pricom celkom dotaznik bol navsti-
veny 693-timi respondentmi a vyplnilo ho z nich
402. Pocet nedokoncenych dotaznikov bol 134,
161-krat bol dotaznik adresétovi len zobrazeny.
Celkova uspesnost vyplnenych a dokoncenych
dotaznikov k poctu navstev bola 57,3%. V prie-
behu prvych 7 dni odpovedalo 87 % respon-
dentov. Vacsina respondentov (77,6 %) vyplnila
dotaznik do 10 minut. Najviac respondentov
bolo zaznamenanych 4-ty den (106) a 7-my den
(72). Pocet platnych odpovedi 397 prevysil nami
stanovenu vzorku 384 respondentov.

Z celkového poctu 397 respondentov 41
(10,3 %) pracuje v hospici, 122 (30,7 %) v hospici
nepracuje, ale mé s hospicom osobnu skusenost,
¢iuz prindvsteve blizkeho alebo v rdmci exkurzie
a 234 (58,9%) tuto osobnu skusenost nema.

Na dotaznik ndm odpovedalo 102 (25,7 %)
respondentov muzského pohlavia a 295 (74,3 %)
zenského pohlavia. Toto rozdelenie bolo oca-
kdvané, kedZe hospicovej starostlivosti sa ve-
nuju viac Zeny ako muzi. Najviac respondentov
108 (27,2 %) bolo vo veku 50-59 rokov, o nie¢o
menej 97 (24,4 %) vo veku 40-49 rokov. V naj-
nizsej kategdrii do 20 rokov sa vyskytol len 1 re-
spondent a v najvyssej (nad 80 rokov) dvaja.
V produktivnom veku (20 aZ 59 rokov) sa celkom
nachddza 332 (83,6 %) respondentov. Najviac
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Tabulka 3. Statistické Gdaje — premenné

Pohlavie

Osobnd skusenost s hospicom Zena muz SPOLU
Nemam osobnu skisenost 62 172 234
Nepracujem v hospici, ale mdm osobnu skudsenost

. (o . ) 37 85 122
s hospicom (navsteva blizkeho, exkurzia)
Pracujem v hospici (pracovnik, dobrovolnik) 3 38 41
Spolu 102 295 397

respondentov 177 (44,6 %) bolo z Bratislavského
kraja, potom 63 (15,9%) bolo z Presovského kraja.
Ostatné kraje si pomerne rovnomerne zastUpe-
né (od 3,3 % do 8,3%), pricom z nich Trnavsky
kraj iba 13-timi (3,3 %) respondentmi. Najviac re-
spondentov 329 (82,9 %) dosiahlo vysokoskolské
vzdelanie a az 325 (83,8 %) respondentov uviedlo
nabozenské vyznanie. Niektoré Statistické udaje
zobrazuje tabulka 3.

Pri otazke, kto by mal uhrddzat naklady
spojené s hospicovou starostlivostou, az 371
(93,45 %) vyznacilo zdravotnu poistovnu, 326
(82,12%) si mysli, Ze by sa mal na financovani
podielat socialny systém (prispevok na odkaza-
nost) a spolu 216 (54,41 %) respondentov si mysli,
Ze aj klient (pacient a jeho rodina) sa ma na tejto
Uhrade podielat. Len 23 (5,79 %) respondentov
oznacilo zriadovatela hospicu ako mozného pris-
pievatela a 117 (29,47 %) identifikovalo podiel
sponzora. Podiel zdravotnej poistovne na finan-

Graf 2. Osobnd skusenost a platba na den

covani hospicu bol respondentmi stanoveny
na 59,6 %, podiel socidlneho systému na 24,8 %
a podiel klienta na 10%. Ostatné financovanie
(sponzor, zriadovatel a iny zdroj) by malo byt
vo vyske 5,6 %.

Pri otdzke, kofko by mal klient doplécat za
den starostlivosti v hospici, az 127 (32 %) respon-
dentov ma nazor, Ze klient by nemal ni¢ doplacat
za starostlivost v hospici. Rovnaké mnozstvo
respondentov vyznacilo odpoved do 5 € na
denr hospicovej starostlivosti. O nie¢o menej
respondentov 114 (28,7 %) by suhlasilo s Uhradou
od 6-10 € na den. Iba 29 (7,3 %) respondentov
by suhlasilo s Uhradou na den vyssou ako 10 €.
Naopak 368 (92,7 %) respondentov si mysli, ze
klient (pacient a jeho rodina) by nemali za sta-
rostlivost v hospici dopldcat viac ako 10 €. Za
pobyt v hospici by iba 101 (25,4 %) responden-
tov bolo ochotnych zaplatit 400 €, 89 (22,4 %)
200 € a 67 (169%) iba 100 €. Az 257 (64,7 %) by

bolo ochotnych uhradit maximéalne ¢iastku do
400 €. Tato suma zodpoveda sume 10 € na den
pocas 6 tyzdriov hospitalizécie. Tato odpoved
len ¢iastocne koresponduje s odpovedami na
predchadzajucu otazkuy, lebo az 90,9 % respon-
dentov by bolo ochotnych uhradit sumu od
100 € do 2000 € za hospitalizaciu, pri¢om suma
2000 € zodpoveda platbe 47,6 € na den pocas
6 tyzdnov. AZ 9,1 % respondentov odpovedalo,
Ze by boli ochotni uhradit aj vy3$siu sumu ako
2000 € podla potreby.

Pre sledovani ochoty podpory hospicu, by
az 359 (90,4 %) respondentov asignovali svoje
dane hospicu, z toho 231 (58,2 %) responden-
tov bez ohladu na to, ¢i by priamo poskytoval
starostlivost niekomu z ich blizkych, pricom 128
respondentov (32,2 %) sa k tejto podmienke
priklonilo. Iba 38 (9,6 %) respondentov sa vyja-
drilo, Ze by svoje 2% dane hospicu nevenovali.

V pripade existencie produktu komeré¢ného
pripoistenia na pripadnu hospicovu starostlivo-
st, iba 104 (26,2 %) respondentov sa vyjadrilo,
Ze by si takéto pripoistenie nebolo ochotnych
doplacat. Pokial by existoval obchod na pod-
poru hospicu, az 379 (974 %) respondentov by
si v takomto obchode nieco kupilo, pricom 113
(28,5 %) z nich pravidelne.

V pripade existencie charitativnej hospicovej
lotérie, az 320 (80,6 %) respondentov by si los
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zakupilo, pricom 44 (11,1 %) pravidelne napriek
velkému poctu zapornych odpovedi a nega-
tivnych reakcif k lotéridm ako hazardnym hram.

Az 178 (59,9 %) respondentov by bolo ochot-
nych na hospic prispievat pravidelnym darom.

Analyza druhostupnovych
dat a diskusia

Vysledky prieskumu naznacuju vysoku
ochotu respondentov podporovat hospic, ¢i uz
priamym darom, poukazovanim 2% zaplatenych
dani alebo nepriamou podporou prostrednic-
tvom nakupu v obchode na podporu hospicu,
¢i zakupenim silésu hospicovej lotérie.

Je zrejmé, Ze sme vyskumom potvrdili na-
mi sformulované tvrdenie, ze platba klienta na
|67koden viac ako 10 € je neprimerane vysoka
a vylucuje z tejto starostlivosti tych, ktori si ju
nemozu dovolit. Az 92,7 % respondentov sa vyja-
drilo za sumu maximalne do 10 €, ztoho 32% je
presvedcenych, Ze by klient nemal ni¢ doplacat.

Statisticky signifikantny rozdiel v nédzoroch
na vysku sumy hradenej klientom sme zistili
medzi skupinou pracovnikov hospicov a sku-
pinou respondentov, ktori nemaju skisenost
s hospicom (t-Test, P = 0,00964). Tato skuto¢nost
je ovplyvnend praktickou skusenostou pracov-
nikov hospicu s komunikéciou s klientmi, ktorf
si hospicovu starostlivost nemoézu dovolit. Tiez

Graf 3. Platba na den podla pohlavia

je pre nich velmi tazké vyjedndvat o cene, ako
o sluzbe za Uhradu, ked ich vlastna motivacia
vykonavat toto povolanie (poslanie) je sluzit
kazdému ¢loveku v poslednych chvilach jeho
Zivota bez rozdielu. Niektoré analyzované vy-
sledky zobrazuje graf 2.

Statisticky vyznamny rozdiel v nézoroch
na Uhradu klienta sme zistili u muzov a Zien
(ANOVA, P = 0,02435), ako aj u skupin s réznym
stupnom dosiahnutého vzdelania (t-Test, P =
0,01386). Muzi preferovali Uhradu od 6-10 €,
kym Zeny si myslia, ze klient by nemal uhradzat
ni¢. Vysokoskolsky vzdelanfrespondenti tiez pre-
ferovali vyssiu platbu ako respondenti so stredo-
skolskym vzdelanim. Predpokladame, Ze tento
rozdiel je spésobeny rozdielnou ekonomickou
silou prislusnej skupiny (vys3sia priemernd mzda).
Tiez v pripade celkovej vysky Uhrady za pobyt
pacienta v hospici sme zistili signifikantny roz-
diel medzi vyjadreniami muzov a Zien (xx). Kym
muzi preferuju sumu 200 €, Zeny preferuji 400 €.
Tento ndzor nekoreSponduje s vyskou Uhrady za
|6zkodert u muzov, ktori oznacili vyssiu sumu
ako zeny. Predpokladédme, Ze tento vysledok
je ovplyvneny ich réznym vnimanim celkovej
sumy a jej hodnoty. Kym Zeny sa zameriavaju
viac na detaily, muzi vidia viac celkovy obraz
Je tiez mozné, Ze Zeny su horsie v matematike
a vyslednd odpoved bola skreslend nespravnym

pochopenim otazky vzhladom na jej ndro¢nost.
Niektoré vysledky zobrazuje graf 3.

Na zéklade ziskanych vysledkov sme spraco-
vali niekolko finan¢nych modelov, ktoré by mohli
zabezpecit spravodlivé a udrzatelné financova-
nie hospicovej starostlivosti s elimindciou platieb
zo strany klientov a finan¢nym zatazovanim zri-
adovatelov hospicov.

Najlepsim modelom aplikovatelnym na
slovenské podmienky je model s navysenim
platby na 45 €/ 16zkoder zo strany zdravotnych
poistovni (Uhrada za zdravotnu starostlivost),
finan¢nym prispevkom na odkézanost vo vyske
10 €/den zo strany socidlneho systému thradou
a0-10€zo strany klienta a zostatok financovany
z darov a vlastnej ¢innosti.

Lepsi systém podpory sponzoringu a dar-
covstva zo strany Statu by pomohol tuto starost-
livost pomoct prevadzkovat a rozvijat.

Zaver

Zistenia realizovaného vyskumu potvrdili, ze
vyska sumy platby klienta nad 10 € je pre vacsi-
nu respondentov neprimerane vysoka. Vacsina
respondentov je presvedcena, Ze hlavnym pris-
pievatelom na hospicovu starostlivost by mala
byt zdravotna poistovia. Vzhladom na socidlny
aspekt tejto starostlivosti, mal by sa na jej finan-
covani podielat aj socidlny systém. Klient by mal

120
100
80
>
]
c
[
2
H 60
o
wv
o
@
8
o 40
20
0
zena
B 20-30€ na den 3 0
W 11-20€ na den 7 19
1 6-10€ na den 39 75
B do 5€ naden 31 9%
I pacient by nemal uhradzat ni¢ 22 105

Proceedings from the 7t" International Conference of Hospice and Palliative Care




prispievat minimalnou ciastkou, ak vébec. Vo
vyske Uhrady klientom za hospitalizaciu by boli
muzi naklonenf{ vyssej Ciastke ako Zeny a obdob-
ne vysokoskolsky vzdelani by boli ochotni zapla-
tit viac ako stredoskolsky vzdelani. Pracovnici
hospice by sa tiez viac priklonili k tomu, aby
klient neplatil ni¢ v porovnani s respondentmi,
ktorf nemaju skusenost s hospicom.

V stcasnosti by pre Slovensko bol najredl-
nejsi model s navysenim platby zo strany zdra-
votnych poistovni na Uroven 45 €, finan¢nym
prispevkom na odkazanost zo strany socialneho
systému a vyssim podielom darov.

Prave v oblasti sponzoringu ma vedenie
hospicov nevyuZity potencidl v ochote sloven-
skej populdcie bez rozdielu osobnej skiisenosti,
pohlavia ¢i veku prispievat na hospic priamym
darom alebo inou formou podpory.

Odporuc¢ame vedeniu hospicov a ich pri-
vrzencom, aby venovali viac pozornosti me-
dializacii hospicovej myslienky a oslovovaniu
tak fyzickych, ako aj prévnickych oséb, ako aj
dobrovolnikov ohladne nielen finan¢nej pod-
pory hospicov.

Obmedzenia vysledkov vyskumu

V realizovanom vyskume sme medzi re-
spondentov zahrnuli pracovnikov hospicu.
KedZe su v hospicovej starostlivosti priamo
zainteresovani, ich odpovede mobhli skreslit
vysledky, najma v oblasti vysky platieb klien-
ta na den alebo celkovej sumy za hospicovu
starostlivost. Vysledky potvrdili ich rozdielny
pohlad (pozri graf 2).

Dalsim obmedzenim interpretécie vysled-
kov je v odpovediach na otdzku asignécie 2%
zaplatenych dani, kde otdzka v dotaznik u nezo-
hladriuje skuto¢nost, Ze niekto neasignuje dane
lebo ma maly alebo Ziadny prijem.

Tiez vacsi pocet respondentov zenského
pohlavia a vacsie zastUpenie respondentov
Bratislavského kraja indikuje, Ze vo vyskume
nie je reprezentativne zastipenie slovenskej
populacie.
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