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SAMMANFATTANDE SYNPUNKTER
PROBLEMOMRADEN

Nar allméanheten tillfragas om sin instéllning till dodshjalp, staller sig
60 - 70 %, och i vissa undersdkningar annu fler, positiva. Den positiva
installningen &r storst hos yngre, icke- religidsa och vita av urval ur
normalbefolkningen. Detta skall jaAmféras med Chochinov et al (194):s
studie av terminalt sjuka som visar att livsviljan hos denna kategori
fluktuerar med tillstandet, och att majoriteten av dem som uttryckt
dodsonskan visade sig lida av en depression,vilket ocksd Emanuel et al
(51) funnit - depression framstod i hans undersékning som den enda
faktor som signifikant korrelerade med 6nskan att do.

Detta ar ett viktigt fynd.Till symtombilden i en depression hér minskad
livslust, dodstankar och dodsonskningar som s& smaningom kan
overga till sjalvmordstankar. Depression ingar inte som ett led i nor-
malt aldrande. Depression ar ett diagnostiserbart och behandlingsbart
tillstdnd som tyvarr ofta missas hos aldre méanniskor.Tankvard ar ocksa
Potter et al:s undersékning (155), dar aldre manniskor, som akut tagits
in pa en medicinsk akutmottagning, tillfrdgades om de vid behov
onskade bli aterupplivade: det ville ca 95%.

Nar méanniskor alltsa verkligen star ansikte mot ansikte med doden, sa
visar det sig, att de helst véljer livet. Vad ar det da de manga
attitydundersokningarna mater, dar man tillfragat manniskor om deras
installning till dédshjalp? Ar det kanske det abstrakta begreppet ”ddds-
hjalp”, som det inte gar att pa djupet inse inneborden av, férran man
sjalv upplever en valsituation mellan livet och déden?

Fragan om dodshjalp har utgjort en kontinuerlig problematik inom
lakekonsten alltifran Hippokrates 400 f.Kr till dagens situation. Vi talar
i dag om aktiv och passiv eutanasi, om frivillig och ofrivillig, om doktri-
nen med de dubbla effekterna, dar, férutom smartlindring, en ytterli-
gare effekt av en intervention kan bli déden. | verklighetens sjukvard
glider de olika formerna av dédshjalp éver i varandra.

Inom normal medicinsk verksamhet beddmer ldkarna, nér det inte
langre ar meningsfullt att fortsatta med en behandling for en ddéende
patient. Atgarden att d& sétta ut livsuppehallande behandling ingér i
den vardagliga sjukvarden men kan givetvis, ur ett snavt
perspektiv,bendmnas ’passiv eutanasi”.



Den terminala sederingen,att nar slutet narmar sig, en déende patient
kontinuerligt tillfors lugnande medel, vilket ibland kan paskynda
forloppet, har av en del bendmnts ”langsam eutanasi”. Atgarden
forefaller utgora ett relativt vanligt inslag inom den palliativa
medicinen.l en undersdkning av Chater et al (179) sager sig de lakare
och sjukskdterskor, som ibland anvander terminal sedering, inte vilja
kalla den for "eutanasi” och de motsatter sig ocksa kraftfullt legalise-
ring av eutanasi.

Storst diskussion rader kring den “aktiva frivilliga eutanasin”. Har den
enskilde réatt att begara av sjukvarden, att den skall sta till tjanst med
en sadan atgard? Hur undgar man i sa fall risken for godtycke och
missbruk? - Nederlanderna utgor i dag det enda land, dar praxis av
eutanasi regelmassigt tillampas, men déar denna praxis ocksa blivit
genomlyst av forskning. Emellertid ar det uppenbart, att ocksa inom
sjukvarden i andra lander forekommer eutanasi, om an mer i det
fordolda och i betydligt mindre utstrackning.

I manga av undersokningarna av lakares och sjukské&terskors erfaren-
heter visar resultaten, att minst 3 - 4 % av de tillfragade ndgon gang
medverkat till aktiv eutanasi. | den enda svenska undersokningen pa
detta omrade (183), uppger ingen lakare att han utfort aktiv eutanasi;
ett unikt resultat. | manga av de nedan relaterade studierna har svars-
frekvensen varit 1ag, och resultaten har darfor begransad generaliser-
barhet. De flesta studierna har utgors av enkatundersdkningar, som ar
enkla att administrera men ocksa ar behaftade med en del problem:
dels ar svarsfrekvensen ibland 1ag, dels kan enkaterna ge svar som inte
alltid ar latta att tolka. Det fragekonstruktoren tanker sig med ett
begrepp, kanske inte &r det som den tillfrdgade svarar pa. Undersok-
ningar som anvander intervjumetodik ger vanligen mer tillférlitlig
information.

Ur den stora mangden av forskningsrapporter fran detta omrade
framgar, att lidande och doende ofta utgér komplicerade problem-
situationer - for den sjukvardande personalen, fér de anhoriga och
givetvis for patienten sjalv. | en studie av sjukskoterskor pa en
intensivvardsenhet (88), t.ex., framkom manga av de svarigheter och
den frustration personalen kan uppleva infér varden av déende patien-
ter. | understkningar av lakare framkommer att deras personliga
bakgrundsforhallanden spelar in i deras handlaggning av patientfallen
- religiositet, arbetsplatsens utformning och dven ekonomiska
ramar,den egna svarigheten att hantera doden - allt detta far betydelse,
liksom egenskaper hos patienten - alder, kén, etnicitet, diagnos, narva-
ron av slaktingar som uttrycker dnskemal. Alla dessa skilda faktorer
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medverkar till att ge lakarens beslut en subjektiv paverkan,vilket ar
viktigt att ha i minnet. Utrymmet for godtycklighet nar det géller att
besluta om ddédshjalp eller ej innebéar en stor fara for patient-
tryggheten.

Andra undersokningar av sjukvardspersonal visar att det ar de
yngre, de som inte hunnit arbeta sa lange inom varden, och aven de
som loper risk att bli utbrdnda - som ter sig mest positivt instéllda
till tanken pa eutanasi. Samtidigt visar Forster och Lynns undersok-
ning (145),liksom den stora SUPPORT-studien (198) att det ar svart
att predicera hur lang tid en patient har kvar att leva.Kanske till-
grips eutanasi nagon gang i otrangt mal - nar naturen anda snart
skulle verkstallt samma atgéard.

De anhoriga spelar ocksa en stor roll for vilken vard deras sjuka far,
och for vilken livskvalitet dessa har intill slutet. De som har ett
socialt natverk, som kanner ett sammanhang och ett stod - de mar
battre och lever langre. Men bilden ar komplicerad. Det framkom-
mer samtidigt i flera undersékningar, att varken de anhdriga eller
deras lakare alla ganger ratt uppfattat de sjukas énskemal om tex
aterupplivning (Sonnenblick et al, 59,Suhl et al, 60; Uhlmann et
al,64). Dessutom visar anhoriga som vardar sina sjuka i hemmet
okad tendens till depressiva symtom och utbrandhet, de far ibland
samre ekonomi och far mindre tid 6ver for sina egna liv.

Anhorigvardare utan socialt natverk att hamta stod fran upplever
vardandet som mest pafrestande (153). | Nederlanderna har det
framkommit att dodshjalp ibland utfors pa anhorigas begaran, for
att dessa inte stod ut” langre (163, 83). |1 30 procent av de 900 fall
1995,déar eutanasi utfordes i Nederlanderna utan att patienten sjalv
begart det, utgjorde anhdrigas 6nskan skélet for eutanasin.

Nar det galler de doende sjalva framgar av flera studier, att de
framsta skalen till att 6nska dédshjalp inte ar av fysisk natur, som
smarta, som inte alls &r korrelerat till dédsdnskan, utan i stallet
utgors av psykologiska forhallanden som radslan att bli till en borda
for de anhoriga, radslan att forlora sin vardighet eller att bli helt
beroende av omgivningen (12, 137). Genom att anféra dessa skél
uttrycker de sjuka och ddende i sjalva verket ett tydligt eftersatt
behov: behovet av ett 6kat psykologiskt omhandertagande, ett
omhé&ndertagande som inbegriper empati, behovet att bli sedd, som
en helhet, ocksa psykiskt och socialt, och behovet av en omgivning
med formagan att stanna kvar i ett dmsesidigt mote med patienten -



som kan acceptera, inte foérneka, hans upplevelser, kénslor och tankar.
Genom att uttrycka detta behov visar patienterna samtidigt pa en stor
brist inom dagens sjukvard - bristen pa helhetssyn och empatisk om-
vardnad som inte bara visat sig forlanga det somatiska tillfrisknandet
utan ocksa utgor en grogrund for depressiva symtom.

Sammanfattningsvis tyder forskningsresultaten i de manga studier,
som aterges nedan, framforallt pa, att déendet och eutanasi-
diskussionen utgor problemomraden, dar sjukvardspersonalen behdver
hjalp, utbildning och handledning,liksom mdjligheter till spegling,
fordjupning och aterkoppling av sin arbetssituation. De beslutsfat-
tande lakarna behover std mindre ensamma med sitt ansvar - rutiner
som skulle underléatta situationen skulle kunna besta i kollegiala
Overlaggningar som en regel infor varje potentiellt eutanasi-fall och ett
etiskt rad vid varje klinik, ett etiskt rad som verkligen fungerade som ett
oppet, tillatande debattforum,dar lakare kan kénna sig trygga att fa
svara fall belysta. Inte minst behdvs en 6kad psykiatrisk kunskap for att
forhindra att manga psykiatriska sjukdomstillstand, som angest- eller
depressionstillstand, inte uppmarksammas och far adekvat behandling.

Framforallt tycks det, som om det finns stora behov av utbildning i
psykologi och bemdtande, samtalsteknik och samarbetsformer med
anhoriga liksom med ett helt behandlingsteam och ocksa behov av en
nyanserad hjélp att se helheten i dodsprocessen utifran olika perspek-
tiv. Det foreligger ocksa stora behov av att utveckla nya organisations-
former inom varden -, organisationsformer som forst och framst speg-
lar en prioriterande uppvéardering av det psykosociala omhandertagan-
det av patienterna, sa att det satts i paritet med den medicinska var-
den. Det &r viktigt att dessa organisationsformer eller nya rutiner
tillforsakrar personalen en kansla av tillhérighet inom vardlaget, liksom
av status inom sjukvardshierarkin. Slutligen, och kanske delvis som en
foljd av hojd utbildningsniva och okad kénsla av trygghet och tillhorig-
het, finns behov av en 6ppenhet i arbetsklimatet, som gor att vard-
personalen pa alla nivaer kan hamta kunskaper och styrka hos varan-
dra.

Dessa behovsomraden, hos saval patienten som vardpersonalen som
hos vardstrukturen i stort, leder tanken till den palliativa medicinen,
som ju utvecklat och tillampat kunskapen inom just dessa omraden.
Det racker inte med att uttrycka generella varderingar som att varden
vid livets slut skall styras av humanistiska och etiskt hallbara ideal. Det
behovs konkreta insatser. Den palliativa medicinen har mycket att
tillféra den somatiska medicinen; ocksa da akutmedicin och intensiv-
vard.



I dagens samhélle utgor de &ldre, och sarskilt de aldre aldre” en allt
storre andel av befolkningen. Med stigande alder foljer en 6kad
sjuklighet och ett storre behov av sjukvard - samtidigt som vi sett, att
de senaste aren samhéllets resurser for sjukvard och hemvard allt
mer skurits ned. Det har ar forhallanden som pa sikt kan innebéara
en risk for en forandring, forst av tiden och omsorgen med varje
patient, sedan av empatin och orken och pa sikt kanske ocksa av de
varderingar och den etik som ytterst styr varden. Vi behdver identi-
fiera de problem, som patienter och personal i dag upplever, och
som kan resultera i att dodshjalp tillgrips som en utvag.

Vi behdver mer kunskap om hur dessa dodshjalpssituationer ser ut.
Ur kunskapen om de problemsituationerna kan vi skapa andra
alternativ an dodshjalp.



SUMMARY AND DISCUSSION

When the public is asked about its attitude towards euthanasia, 60-70
percent, and in some studies an even greater percentage, show a
positive disposition. This is to be compared to the investigation of
Chochinov et al (194) which shows that the will to live in the
terminally ill is fluctuating with the somatic condition. The majority of
those who expressed a wish to die proved to be clinically depressed,
which also Emanuel et al (51) found - in Emanuel’s study, depression
proved to be the only factor significantly correlated with the wish for
death. Thoughts should also be given to Potter et al’s investigation
(155) in which elderly people admitted to an emergency ward were
asked whether they wished to be resuscitated: this was the wish of 95
percent.

When a human being is really facing death it appears that he or she
prefers to go on living. Then what it is that the host of attitudes surveys
measure, asking people about their position on the issue of euthanasia?
Is it perhaps the abstract concept of helping someone to die”;
something you cannot really fathom until you actually experiency the
choice between life and death?

This issue of euthanasia has been a continuing problem within medi-
cine from Hippokrates 400 BC up until the situation today. Today we
speak of active and passive, voluntary and involuntary euthanasia,
about the doctrine of double effects, where one of the effects of an
intervention may be death. In the medical service of everyday reality,
however, the different types of euthanasia mix and interwine. Within
the context of normal medical care, the physicians estimate when it no
longer is meaningful to continue treatment of a dying patient. The step
to then cease life-sustaining treatment is part of everyday medical care
but might, of course, out of a limited perspective, be looked upon as
“euthanasia”.

The terminal sedation, i.e. when the end approaches to continually
supply a dying patient with sedation drugs, which sometimes might
hasten the development, has by some writers been named ’slow
euthanasia”. This intervention seems to be a rather common feature
within the context of palliative care. In a study by Chater et al (179)
those physicians and nurses who sometimes use terminal sedation do
not want to name this step ”euthanasia”. They also forcefully oppose
the idea of leaglizing euthanasia.



The major debate has been around active voluntary euthanasia”. Is
the individual entitled to demand from the medical care to offer such a
measure? In that case, how are the risks of arbitrariness and abuse
avoided?

For the time being, the Netherlands is the only country where the
practice of euthanasia is regularly applied, but also where this practice
has been thourougly looked into by research. It is evident, however,
that also within medical care in other countries euthanasia occurs,
albeit not so openly. Many of the studies investigating the experiences
of physicians and nurses show at least 3-4 percent of those asked to
have participated, at least once, in active euthanasia. The only Swedish
investigation in this field (183), however, did not find any physician
who claimed to have performed active euthanasia; a unique result.

Many of the studies described further on have a low answering
frequency, and the results therefore cannot but in a limited sense be
generalized. Most of these studies use the method of questionnaires
which are easy to administrate but also do contain some problems: as
mentioned, before the answering frequency might be low, but also, the
answers given are not always easy to interpret. The constructor of the
guestions has in mind a special meaning of a concept - this might not
always be the same meaning that the interviewee is responding to.
Regular interview investigations tend to give more reliable information.

The great amount of reports emanating from the area of euthanasia
indicate that suffering and dying often constitute complicated
dilemmas - to the nursing staff, to the relatives and of course to the
patient himself. An investigation of intensive care unit nurses, e.g. (88),
revealed many difficulties and also the frustration the personnel
sometimes feel in facing the care of a dying patient. Investigations of
physicians show their personal background situation to be of great
importance for the way they deal with these cases - religious affiliation,
the organization of the institution and also the economic setting - all
this makes a difference, as do the properties of the patient - age, sex,
ethnicity, diagnosis, the presence of relatives expressing their
preferences. All these different factors contribute to give to the
physician’s decisions the influence of subjectivity.

Other studies of medical staff point out that it is young people, those
who have not yet worked for a long time in medical care, and who also
are at risk to acquire the “burnout syndrome” - these are the groups
who tend to show positive attitudes towards the thought of

euthanasia. At the same time, the studies of Forster & Lynn (145) and
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Lynn et al (198) indicate the difficulty to predict the remaining life time
of a patient. Perhaps euthanasia is sometimes used without due reason
- nature would soon have effectuated the same measure, anyhow.

Relatives, too, influence what care their ill relatives get, and what
quality of life they enjoy until the end. Those part of a social network,
who feel coherence and support, they feel better and they live longer.
But this picture is complicated. Simultaneously, many investigations
reveal that neither the relatives nor the physicians have correctly
understood the patient’s wishes - concerning e.g. resuscitation
preferences (Sonnenblick et al, 59; Suhl et al, 60; Uhl et al, 64). More-
over, those relatives who are caregivers to their suffering family
members at home show increased tendency to depressive and burnt-
out symptoms, they sometimes get economic difficulties and less time
for their own lives. In The Nehterlands, investigation have shown that
euthanasia sometimes is carried out on request of the relatives, because
they ”could not stand it anymore” (163, 83). In 1995, in 30 percent of
those 900 cases that were carried out without the patient’s request, the
wish of the relatives constituted the reason for the euthanasia.

Turning to the dying patient himself, it appears that the first reason to
ask for euthanasia is not physical, such as pain, but rather the fear of
becoming a burden to one’s relatives, the fear to lose your dignity or to
become totally dependent on those around you (12, 137). By giving
these reasons, the ill and dying persons express a need that obviously is
not met, or is not sufficiently met: the need for a greater psychological
care, a care that implies empathy, the need to be seen as a whole hu-
man being, also in a psychological and a social sense, and the need for
an ambience with the capacity to remain in a mutual meeting with the
patient - an ambience that is capable of accepting, not of denying, his
experience, his feelings and thoughts. By expressing this need, the
patient points to a flagrant deficiency in the medical care of today.

Summing up, the research findings that are being referred to in the
following emphasize above all that the dying process and the
discussion about euthanasia create problems where the medical staff
need help, education and tutoring, as well as possibilities of reflection,
of going deeper, into each person’s experiences of his working situa-
tion. The physicians whose duty it is to make the decisions need to be
less isolated in these responsibility-laden situations. Helpful routines
coud e.g. mean discussions with a senior colleague as a matter or rule
when facing p potential case of euthanasia and also an ethical board at
every clinic an ethical board that really was functioning as an open,
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accepting forum of debate where the individual physician could feel
safe and at ease to get his difficult cases looked into.

Above all it seems that there is a great need for education in
psychology and how to resond, techniques ot thereapeutic
conversations and methods of co-operation with relatives as well as
with the medical care team. There is also need for guidance how to
view the dying process holistically, out of different perspectives. New
ways of organizing medical care are needed - ways that first of all
reflect a prioritizing evaluation of the psychosocial caretaking of the
patient. This psychosocial care has to be placed on equal level with the
medical care and treatment. It is important that these types of
organization or new routines convey a sense of security and
belongingness to those constitution the medical care team, as well as
status inside the hospital hierarcy. Finally, and perhaps partly as an
effect of an elevated level of education and increased sense of security,
there is a need for openness in the working situation, an openness that
makes it possible for staff members on all levels to receive knowledge
and strength from each other.

These areas of need, for both patient and staff, as well as in the
organization structure at large, lead us to the palliative medical care.
The palliative branch of medicine has developed and applied
knowledge in precisely these fields. It is not enough to express general
values such as care at the end of life has to be governed by humane
and ethically tenable ideals”. Concrete efforts are needed. Palliative
medicine has a lot to give to traditional somatic medicine; also to
emergency care and intensive care.

In society today, the elderly, and especially the elderly elderly”,
amount to an increasing part of the population. The older, the greaer
tendency to illness and the greater need for medical care - at the same
time that society’s resources spent on hospital care and home care have
lately been cut. These circumstances may gradually imply a risk of
change - a change firstly of the time and the care spent on each patient,
then a change of the staff’s empathy and energy and finally maybe also
a change of the values and the ethics that ultimately govern the medi-
cal care system.

We need to identify the problems that patients and staff experience
today, problems that may lead to the result that euthanasia is used as
an escape. We need more knowledge of what these situations of
euthanasia are like. From the knowledge of these problems situations
we will be able to create alternatives other than euthanasia.
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