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Uvodna rijec:
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Ovaj skup ¢lanaka izdvaja nekoliko klju-
¢nih aspekata brige za umiruée, kako bismo
$to bolje razumjeli izazove s kojima se suoéa-
vaju ljudi koji umiru, njihove obitelji, kao i
profesionalci koji im pomaZu. Dobrotvorne,
vladine i nevladine organizacije $irom svijeta,
zauzimaju se za zadovoljavanje potreba svojih
najranjivijih ¢lanova. Da bi se doslo do soci-
jalno-politickog rjesenja, potrebno je pronaéi
dogovor unutar sukobljenih razli¢itih vredno-
ta o kvantiteti i kvaliteti Zivota u medicini,
pravu i religiji, a koje su posljedice bavljenja
sa smréu i umiranjem. Vrednote koje se in-
korporiraju u ta rjefenja trebaju biti zasnova-
ne na socijalnom konsenzusu. Na kraju, pro-
grami i usluge (posebno hospicij i palijativna
skrb) koji proizlaze iz te politike, mogu biti
uspjeSnije primijenjeni ako su ljudski ciljevi
integrirani s ekonomskom i politickom okoli-
nom u kojoj funkcioniraju.

Cak i zemlje u kojima ve¢ dugo postoje
programi brige za umiruée imaju odredene
probleme. David Clark i njegove kolege pisu
o iskustvu hospicijskog pokreta u Ujedinje-
nom Kraljevstvu, te kako su drfavne odluke
oblikovale brigu za umiruce i stvorile institu-
cionalni model. William Finn predstavlja raz-
licitu sliku povijesnog razvoja u SAD-u, §to je
rezultiralo sistemom baziranom na uslugama
koje pruZa zajednica, koriste¢i dobrovoljce i
timove za skrb po ku¢ama. Financiranje je
pritom univerzalan problem, posebno za ho-
spicije i palijativnu skrb u tranzicijskim zem-
ljama, a koje provode reforme financiranja
zdravstvenog sustava. Katalin Hegedus izdva-
ja progres koji je postigao madarski hospicij-
ski pokret, preko aktivnosti poduzetih za vri-
jeme reforme. Ann Dill i Tatjana Fink, izvréna
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This collection of articles highlights sev-
eral key aspects of the landscape of
end-of-life care to provide a richer under-
standing of the challenges facing dying people
and their families as well as professionals who
help them. Charities, non-government organi-
zations and governments, worldwide, are con-
cerned about helping their most vulnerable
members meet these challenges. Central to
finding social policy solutions is negotiating
the conflicting values of quantity and quality
of life among medicine, law and religion that
dealing with death and dying generate. Just as
important is social consensus about what val-
ues are to be incorporated into these solu-
tions. Finally, programs and services (primar-
ily hospice and palliative care) that result
from these policies can only be successfully
implemented if humane aims are integrated
with the economic and political environment
in which they are to function.

Even countries with long-established
end-of-life care programs still struggle with
these issues. David Clark and his colleagues
write about the UK hospice movement expe-
rience and how a succession of government
planning decisions shaped end-of-life care,
creating an institutional model. William Finn
presents a different picture of historical de-
velopment in the USA that has resulted in a
system of community-based services using vol-
unteers and home care teams. Financing is a
universal problem, especially so for hospice
and palliative care development in transi-
tioning countries engaged in health care fi-
nancing reform. Katalin Hegedus highlights
the progress that the Hungarian hospice
movement has achieved through activism in
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direktorica Slovenskog hospicija, ocjenjuju iz-
glede hospicijskog razvoja unutar kompetitiv-
nog financijskog okoli$a, a koji je nastao zbog
socijalnih restrikcija u Sloveniji, koja je ta-
koder u tranziciji iz socijalizma. Niti jedan od
ovih autora ne navodi da je u njihovim zem-
liama u potpunosti doslo do socijalnog kon-
senzusa. Anica Ju$i¢, predsjednica Hrvatskog
druStva za hospicij i palijativnu  skrb
(HDH/PS), piSe o moZda najteZem i najkon-
troverznijem problemu brige za umiruce - eu-
tanaziji. U svakom drustvu o tome postoje ra-
zli¢ita misljenja. VaZno je postoji li moguénost
informirane diskusije i debate koje bi se pre-
tocile u politiku koju bi gradani podrzali. U
nasem ¢lanku (Coury i Stambuk), pretpostav-
ljamo da postoji Zelja za javnim obrazova-
njem, te argumentiramo da su dobroobrazo-
vani hospicijski profesionalci prirodni “javni
ucitelji”, kako na razini pacijenta i obitelji, ta-
ko i na razini zajednice. Joanne Coury pro-
§iruju ovu ideju izgradnje zajednice u svojoj
diskusiji o dobrovoljcima i dobrovoljnom radu
u hospiciju, izdvajajuci aspekte civilnog dru-
§tva koje oblikuje politiku brige za umiruce.

Znajuéi da neki od na$ih ¢itatelja mozda
nisu upoznati s pokretom za hospicij i palija-
tivnu skrb, ponudit ¢emo definicije hospicija i
palijativne skrbi koje su prihvaéene Sirom svi-
jeta.!

Hospicij je “filozofija skrbi” i program za
terminalno (neizljecivo) bolesne osobe i nji-
hove obitelji, bilo da su kod kuce ili u ustano-
vi, koja pomaZe umiruéima da Zive §to je vise
moguée u punini, u vremenu koje im je jo§
preostalo. Cilj je pomo¢i im da zadrZe stupan;j
mentalne i duhovne pripremljenosti za smrt.
Emocionalna podrska je vazan aspekt hospi-
cijske skrbi i po tome se ona razlikuje od
akutne njege. Hospicijski je pristup usmjeren
na pomaganje odrzavanja dostojanstva i ljud-
skosti u procesu umiranja. On podrzava sofi-
sticiranu medicinsku i palijativou njegu, kori-
steéi multidisciplinarni timski pristup (lije-
¢nik, sestra i drugi zdravstveni radnici, socijal-
ni radnici, duhovni savjetnici i, §to je najvaZni-
je, dobrovoljci) u trazenju nadina da se elimi-
nira patnja koja prati proces umiranja.

Palijativia njega je tretman koji poboljSava
kvalitetu Zivota otklanjanjem simptoma te po-

' Buckingham, R. W. (1996.) The Handbook of Hospice
Care. Amherst, NY: Prometheus.
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the reform process. Ann Dill with the assis-
tance of Tatjana Fink, executive director of
Slovenian Hospice assess the prospects for
hospice development in the competitive fund-
ing environment created by welfare retrench-
ment in Slovenia in the transition from state
socialism. None of these authors suggest that
social consensus has been completely
achieved in their countries. Anica Ju3i¢, presi-
dent of Croatian Society for Hospice/Pallia-
tive Care, addresses one of the most difficult
and controversial issues in end-of-life care,
euthanasia. Many different views exist within
any society. What is important is whether or
not there is the possibility of informed discus-
sion and debate that translates into policies
that citizens, will support. In our article
(Coury and Stambuk), we assume the desir-
ability of public education and argue that hos-
pice professionals, properly trained, are natu-
ral “public educators” both at the level of pa-
tients and families and in the community, as
well. Joanne Coury expands on this commu-
nity building idea in their discussion of volun-
tarism and hospice volunteering, highlighting
the civil society aspects that shape policy de-
sign of end-of-life care.

Knowing that some of our readers might
be unfamiliar with the details of the hospice
and palliative care movement we offer some
definitions of hospice and palliative care that
have gained worldwide acceptance.'

Hospice is a “philosophy of care” and a
program for the terminally ill and their fami-
lics, whether at home or in an institutional
setting, that helps the dying to live as fully as
possible in the time that remains. The goal is
to help them attain a degree of mental and
spiritual preparedness for death. Emotional
support is an important aspect of hospice care
that differentiates it from acute care. The
hospice approach centers on helping to main-
tain the dignity and humaness of the dying
process and on providing sophisticated medi-
cal and nursing palliative care using a
multidisciplinary team approach — doctors,
nurses, other health professionals, social
workers, spiritual advisors and, most impor-
tantly, volunteers — that seeks to eliminate the
suffering that accompanies the dying process.

! Buckingham, R. W. (1996.) The Handbook of Hospice
Care. Amherst, NY: Prometheus Books.
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maganjem pacijentima i obiteljima kako da
upotrijebe preostalo vrijeme na najbolji mo-
gudi nacin. Ciljevi palijativne njege se razliku-
ju od lijecenja (istrazivanje, dijagnoza, lijede-
nje i produljenje Zivota). Dok se ciljevi lije-
¢enja postizu kumulacijom, ciljevi palijativne
njege — npr. oslobadanje od stresnih simpto-
ma bolesti, podrzavanje stru¢ne njege, sigur-
nost okoline u kojoj ¢e se izvoditi njega kao i
sigurnost da pacijent i njegova obitelj nece bi-
ti odbaceni — mogu biti postignuti nezavisno
jedan o drugome.

U Hrvatskoj ¢e se ove definicije razviti na
nacin da ¢e uzeti u obzir hrvatske kulturne
vrijednosti, koje se mogu razlikovati od zema-
lja s uspostavljenim hospicijskim sistemom, a
iz kojih su definicije preuzete. Skrb na kraju
Zivota po€inje zauzimati vaZnije mjesto u pro-
gramu zdravstvene reforme s osnivanjem Pov-
jerenstva za palijativou skrb pri Ministarstvu
zdravstva RH, osnovano u sije¢nju 2002. Naj-
noviji izvjeStaj Svjetske banke i Vlade RH2
govori da faktori koji utjecu na poveéanje po-
treba za hospicijskom/palijativnom skrbi u
svjetskim razmjerima, jesu faktori koji postoje
i u Hrvatskoj.

* Starenje populacije prati i povecanje
oboljelih od raka, kroni¢nih sréanih i respira-
tornih bolesti, uvecanih stresom zbog Domo-
vinskog rata, te smanjenjem mirovina i opée-
nite ekonomske situacije, a Sto utjeCe na obi-
telj koja je tradicionalno pruzala njegu umi-
ruéima.

* Povecanje pritiska na akutne bolnitke
usluge, kako s aspekta financija tako i osoblja,
definirano je loSom ekonomskom situacijom i
potrebom za ozbiljnom zdravstvenom refor-
mom u Hrvatskoj s ciljem ograni¢avanja tro-
Skova.

* Poveéana potraznja za uslugama u za-
jednici rezultat je aktualne racionalizacije u
podrudju socijalne skrbi u Hrvatskoj, kao i
sporog razvoja usluga koje nisu postojale u
socijalizmu. Ovo je klju¢na tocka za razvoj pa-
lijativne skrbi i hospicijskih usluga u zajednici.

* Humani odgovor na o€itu potrebu za
specijalistickim uslugama, u situacijama nedo-
voljnih medicinskih resursa.

? Business Intelligence Service Healtheare Group
(s.a.) Integration of Healtheare Services in Koprivnica-Kri-
Zevci County, Report 3, Appendix 10, Palliative Care and
Hospice Functions. London.

Palliative care is treatment that improves
quality of life through symptom relief and
through helping the patient and the family
make the best use of the time they have left to
share. The goals of palliative care are differ-
ent than those of curative care (investigation,
diagnosis, cure and the prolongation of life).
While curative care goals are reached cumu-
latively, palliative care goals — relief from dis-
tressing symptoms of the disease, sustained
expert care, the security of a caring environ-
ment and assurance that the patients and
their families will not be abandoned — can be
reached independently of each other.

In Croatia, these definition will evolve to
take into account Croatian cultural values that
may differ from countries with established hos-
pice systems from which these definitions are
drawn. Meanwhile, end-of-life care is taking a
more prominent place on the healthcare re-
form agenda with the establishment of the
Ministry of Health’s committee on palliative
care in January, 2002. A recent report commis-
sioned by the World Bank and the Croatian
government? finds that factors that influence
the increasing need for hospice and palliative
care worldwide are shared by Croatia:

* an aging population with accompanying
increasing rates of cancer and chronic cardiac
and respiratory disease exacerbated by stres-
ses from the recent war and decline in pen-
sion income and general economic situation
that impacts the family support networks
where end-of-life care was traditionally pro-
vided.

* increasing pressure on acute hospital
services both in terms of finance and person-
nel compounded by the poor economic situa-
tion and need for intensive health reform
based on cost containment in Croatia.

* increasing pressure on community ser-
vices as a result of social welfare rationaliza-
tion which in the Croatian case is magnified
by the nascent and slow development of such
services as they did not exist under socialism.
This is a key point in being able to provide
community palliative care and hospice ser-
VICES.

% Business Intelligence Service Healthcare Group.
(s.a.) Integration of Healthcare Services in Koprivnica-Kri-
Zevei County, Report 3, Appendix 10, Palliative Care and
Hospice Functions. London.
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* UblaZavanje depersonalizirane i visoko-
specijalizirane tehnologije i birokracije u mo-
dernim bolnicama. Postoje &etiri primarna
razloga neadekvatnoj brizi o terminalnim (ne-
izljecivim) pacijentima:

1. pacijent se promatra kao bolest, a ne
licnost;

2. pacijent se tretira u neadekvatnom ok-
ruzenju i na neadekvatan nacin, umjesto da
mu se olakSa patnja;

3. osoblje koje pruza zdravstvene usluge
je neadekvatno obucéeno s obzirom na strah
od smrti, §to vodi dehumaniziranom pristupu
pacijentu, ukljucujudi i osjecaje podvojenosti,
neprijateljstva, nezainteresiranosti i birokrat-
skog odnosa, a to sve povedava pacijentovu
usamljenost, depresiju i povlacenje u samoga
sebe;

4. sustav zdravstvene zaStite fokusiran je
na ograniCavanje troSkova, a to znadi da se sa-
mo vremenski ogranifen i agresivan tretman
odvija u bolnicama koje pruzaju akutne zdrav-
stvene usluge. Naime, potrebe terminalno
oboljelih pacijenata nisu prepoznate ni finan-
cirane od javnih fondova ili privatnih osigura-
vatelja koji su usmjereni na mehanizme sma-
njenja troskova.
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* responding in a humanitarian way to a
demonstrable need albeit a speciality when
there are insufficient mainstream medical/
nursing resources.

* mitigating the impersonal, highly spe-
cialized technology and bureaucracy of the
modern acute-care hospital. There are four
primary reasons for the pervasive inadequacy
of terminal care in acute care settings:

1. the patient is regarded as a disease en-
tity and not as a whole person

2. the patient is treated in an inappropri-
ate environment of orientation toward cure
rather than to alleviation of suffering.

3. the health-care staff is inadequately
trained to confront their own fear of death
and this leads to dehumanizing approaches to
patient care including detachment, hostility,
indifference and reliance on bureaucratic pro-
cedures that increase patient loneliness, de-
pression and withdrawal.

4. the health care system focus on cost
containment means that only time-limited ag-
gressive trecatment takes place in acute care
hospitals because treatment plans appropriate
for terminally-ill patients in acute facilities
are not recognized for reimbursement with
public funds or by private insurers that em-
ploy cost containment mechanisms.



