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ealth professionals in Norway
Hbecame familiar with the hospice

philosophy during the mid-1970s.
This philosophy stated that health personnel
should not only help to maintain life-giving
physical care, but should also acknowledge
mental, social and spiritual care (Saunders,
1978). Until 1977, little had been published
sbout death and dying in Norway and there
had been few contributions to the debate
about death and dying, and few reviews of
the literature (Rieber-Mohn, 1968; Elgjo,
1974; Skjprshammer, 1981).

In 1977, the author systematically col-
lected and evaluated information about
patients dying in a Norwegian hospital.
The goal was to describe the situation and
to improve terminal care for patients
(Serbye et al, 1979). In the years that fol-
lowed, interest in care of the dying
increased in Scandinavia. Research reports
were published, official surveys were cat-
ried out and courses and seminars were
arranged. Health professionals became the-
oretically more knowledgeable about the
situation of terminal patients.

In 1987 a similar research project was
carried out at the same hospital. The pur-
pose was to discover if and how terminal
care had changed during these 10 years
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(Serbye, 1992). The main findings showed
that the average length of stay of patients
in hospital had decreased, palliative care
had improved, the use of life-prolonging
treatment had been reduced, but openness
in talking about death had not improved.
In 1997, a third research project was con-
ducted to ascertain the ways in which the
hospital had developed care for terminally
ill patients.

Research question
How did the hospital meet the needs of
terminally ill patients in 1997 when com-
pared to 1987 and 1977, with respect to:
@ Openness about death and dying
® Use of life-prolonging treatment
@ Pain management?

Method

In 1976 a hospital, which had a suitable
number of deaths per annum (approxi-
mately 230) for the aim of the research
project, was chosen. In 1977 data were col-
lected from three sources: medical case
records, nurses’ reports and interviews
with the next-of-kin approximately
12 weeks after death. A structured ques-
tionnaire was used, and a written report
was made after each interview.

In 1987 data were obtained using the
same methods as in 1977. In addition, data
were collected by interviewing medical staff
and nurses responsible for patient care and
also by observing and participating 1n
patient care and nursing terminally ill
patients. Relevant statistical data were also
available from hospital records. In 1977 the
study covered all deaths in the hospital dur-
ing a 12-month period. In 1987 data were
collected from ewo medical wards only.

In 1997 all the wards in the hospital were
included, as in the 1977 study. All deaths
were included until data had been collected
on 100 patients. During the 1997 research
the physicians were not interviewed and
participant observations of dying patients
were not conducted. The questionnaires
used for the nurses and the next-of-kin
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I Table I. An overview of data from1977, 1987 and 1997.
' Number of deathsiand sources of information

were not identical, but had several com-
mon questions regarding life-prolonging
treatment, palliative care and information
about death and dying.

The Resident Assessment Instrument
(RAI) (Fries et al, 1991) was used in order
to achieve valid clinical data surrounding
the patien’s last stay. This instrument pro-
vides a description of the patient’s condi-
tion and needs during the last 7 days before
death. The RAI is also used to record
patients” advance directives (e.g. no life-
prolonging treatment, no resuscitation).
This instrument was not designed specifi-
cally for palliative care therefore a supple-
ment covering special items for

Total number of deaths 213 346 324
. ‘Information from medical records 213 |00 100
Personal interview with: Next-of-kin 210 : 72 56
: Nurses ~ 100 100
Physicians 100

Table 2. Patient characteristics'according to/age and sexiin

1977 (n=213), 1987 and| 1997 (n=100)

_ 1977 1987 1997
Age Women Men Women Men Women Men
Years No.(%) No.%) No.(%) No.(%) No.(%)  No.(%)
<69 23(24)  29(25) 58 7(18)  11(21) 5(11)
7079  42(44)  53(45) 17(28)  14(35) 18(34)  17(360
>80 31(32)  35(30) 38(64)  19(47) 24(45)  25(54)
Total 96 17 60 40 53 47
Average 76.0 757 Bl.1 78.2 76.0 78.4

Table 3. Cause of death ‘cléésiﬁéd in :acédrdﬁnce with the

| International Classification ofiDiseases (ICD-10):

v

1977 1987 1997
Direct cause of death No.(%) No.=% No.=%
1l Tumours (malignant) 111(52) 32 40
V| Disease of the circulatory system 57(27) 42 39
VIll Disease of respiratory organs 14(7) 19 14
Other 31(14) 7 7
Total 213 100 100
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the terminal phase was used during the
interviews with the nurses as it had been
in the 1987 study. The questionnaire used
in the interview with the next-of-kin had
similar questions in all three studies.
Interviews with the next-of-kin produced a
great deal of qualitative data, which was
continuously entered on the computer for
further analysis. The same researcher (the
author) carried out the data collection in
1977, 1987, and 1997.

The Data Inspectorate granted permis-
sion to set up a personal register according
to current regulations. Following a formal
application, the governmental health ser-
vice allowed the researcher access to exam-
ine information in 100 patient records,
which are subject to professional secrecy.

An SPSS-compatible Swedish computer
programme made for RAI was used in sta-
tistical processing and analysis of the RAT
questionnaire. The questionnaires used for
the nurse and the next-of-kin had several
common items, and were registered in the
NSD-stat (the Norwegian social science
data services).

Results
Sample
Tn 1977, 213 patients died at the hospital,
346 died in 1987 and 324 patients died in
1997 (Table 1).

Sex, age, diagnosis and length of stay
The mean age in 1977 was 75.7 years for
men and 76 years for women. In 1987 the
figures were 78.2 years for men and
81.1years for women; and in 1997 the
mean ages were 78.4 years and 76 years
respectively. The mean age for men was
stable from 1987 to 1997, but for women
the mean age had decreased by 5.1 years in
1997 and returned to the mean level for
1977 (Table 2).

Immediate cause of death was
stated according to the International
Classification of Diseases (ICD-10)
(World Health Organization, 1992)). In
the 1977 study, 111(52%) patients died of
cancer. The figures for 1987 were 32(32%)
2nd 40(40%) in 1997. In 1977, 57(27%)
patients died as a result of circulatory sys-
temn disease. Comparable figures for 1987
and 1997 were 42(42%) and 39(39%)
respectively (Table 3).

The mean number of days spent in hos-
pital during the final period before death
was reduced from 42.4 days in 1977 10 25.8
days in 1987 and to 13.8 days in 1997, par-
ticularly in those people who lived alone
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(Figure 1). In 1977 the median value for the
number of days spent in hospital during
the final period of hospitalization was 6
days more for people who lived alone
compared to those who had a spouse (30.4
and 24.5 days). In 1987 the median was 12
days and in 1997 the median had reduced
to 7 days.

In 1987 and 1997 the medians were simi-
lar for people who lived alone and for those
who had a spouse. The figures for 100
patients who died in 1987 and 1997 were
compared with the length of stay for all
deaths in the hospital in those respective
years, and the data are representative. The
care plans examined assessed 71% of the
patients to be totally dependent on nursing
staff for their care 0-7 days before death in
1977 and 1987. In 1997, 77% of the patients
were totally dependent on the help of
another person; this included mobilization,
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Figure 1. Duration of stay in hospital (days). A comparison of mean duration
of stay in relation to marital status. In 1977, n =97 married and 116 single;
1987, n =38 married and 62 single; in 1997, n =52 married and 48 single.

i.e. moving to and from a lying position,
turning and positioning while in bed.

Information

According to medical documentation
approximately 30% of the patients were
assessed as having some cognitive impair-
ment due to senile dementia, confusion or
loss of consciousness. The next-of-kin esti-
mated whether the patients were “fully
aware’, ‘partially aware’, ‘less aware’ or
‘not aware’ that death was approaching. In
1977, 1987, and 1997, 95(47%), 33(46%)
and 27(49%) respectively of the next-of-
kin considered patients to be fully aware
that death was imminent. Corresponding
figures for the next-of-kin’s evaluation
were 157(78%), 50(69%) and 32(59%)
respectively (Table 4). The following com-
ments provide examples that demonstrare
full awareness:

‘My husband had been informed that the
liver was too large, and that nothing
could be done.’

‘Father said “when the radiologist saw
my x-rays, he remarked to me: ‘I hope
you have had a good life’”. Father then
understood that he had only a short time
left to live.’

‘My neighbour had no-one besides myself
to be with him. The last time [ visited
him at the hospital, he said: “The next

9”3

ride I’ll have will be to crematorium”™.

How did the next-of-kin become aware
that the patient was dying? In 1977, 1987
and 1997, 91(45%), 34(47%) and 32(57%)
of the patients’ next-of-kin said that the
physician had informed them, while
17(8%), 7(10%) and 2(4%) respectively
reported that the nurse had informed them
of the patient’s prognosis (Table 5).

'T-ézblé 4. Relatives’ evaluation ofithe extent of; awareness that death was approaching
(n=210in'1977, n=72in 1987, and' n=56 in 1997)

Next-of-kin

Patient
1977 1987 1997 1977 1987 1997

Fully aware 96(47%) 33(46% . 27(49) 157(78%) 50(69%) 32(59%)
Partially aware 33(16%) 9(13%) 10(18%) 19(9%) © o 13(18%) 9(17%)
Less aware 36(18%) 6(B%) 2(4%) 15(7%) 3(4%) 5(9%)
Not aware 33(16%) 5(7%) 9(16%) 10(5%) 4(6%) 3(6%)
Do not know/funclear 6(3%) 19(26%} 7(13%) - 2(3%) 5(9%)
No response registered = 6 - Jivy 9 - 2
Total 210 72 56 210 72 56
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In 1977, 67(33%) of the next-of-kin
answered: ‘I understood it on my own’,
whereas the figures in 1987 and 1997 were
lower at 17(24%) and 8(14%) respectively.

In answer to the question ‘Did the
patient tell you that he/she would soon
die?’, which was put to the nurses in 1987
and 1997, 25(25%) and 24(24%) revealed
that the patient had, to different degrees,
talked to them about death.

Active life-prolonging treatment
In 1987 the physicians were generally more
cautious in giving treatment beyond pallia-
tive medicine, compared to 1977 and 1997.
The number of patients treated with antibi-
otics decreased from 66(31%) in 1977 to
15(15%) 1n 1987. In 1997, however, 20(20%)
patients received antibiotic treatment show-
ing a slight increase in the number of
patients receiving this therapy. In 1977, car-
diopulmonary resuscitation was commenced
(but failed) on 10(15%) patients.

The findings showed that 2(2%) patients
received resusicitative measures in 1987

Table 5. Ways in'which the next-of-kin became aware
that the patlent wouldidie (ni=210in 1977, n=72'in I9B7

andn 56.in 1997)

1977 1987 1997
No.(%) No.(%) No.(%)

Informed by physician

91(43)  34(47)  32(57)

Informed'bynursé

17(8) 7(10) 2(4)

Informed by patient

- 48 =t

Realized on his/her own

67(32)  1724)  8(14)

~Other (did not wish to understand) 2(1) 8(11) 12(21)
Does not know/non-topic (unexpected) 24(1 1) 2(3) 2(4)
No response reéistemd 1) - -

Total

210 72 56

'Table 6 Varaous types of pam-rellevmg treatment glven
in'the final phase ofiillness (n=213 in 1997, n=100in 1987

and 1997)

1977 1987 1997

: No.(%) No.=% No.=%

No analgesia 104(49) 21 _ )
Light analgesia ¥ 18 i 5
Medium/strong analgesia 28(13) 100 7
Opiates : 81(38) 5] 72
Total 213 100 100
*In 1997 the research papers did not distinguish becween light and medium/strong
analgesla
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and 5(5%) in 1997. In 1977, 133(62%)
patients received intravenous (IV) fluids
during their last days and in 1987, 25(25%)
received IV therapy. In 1997, a higher per-
centage of patients (36(36%)) were given a
daily average of 500ml of fluid or more
during their last 7 days.

Relief of pain

The nurses’ reports in the medical records
documented an increased use of pain-reliev-
ing treatment (7able 6). In 1977, 109 (51%)
dying patients received pain-relieving treat-
ment in the terminal stages of illness.
According to the nurses’ reports, 19(17%)
patients were still in pain. In 1987, 79(79%)
patients were given analgesics, which had
had little effect in 9(9%) of cases.
Comparable figures in 1997 were 84(84%)
and 4(4%). In 1977 morphine was usually
injected subcutaneously, whereas in 1987
and 1997 continuous intravenous morphine
was administered by an interval pump
injection, or orally as a mixture or tablets.

Discussion

In 1977 there was a feeling of tremendous
optimism regarding medical treatment and
it was suggested that there was nothing
modern medical technology could not
manage (Ariés, 1977). In the 1980s health
care in Norway was inspired by the hos-
pice philosophy in particular that people
should be permitted to die in peace with-
out unnecessary life-prolonging treatment.
In 1984 a government committee published
the report Caring for the Seriously Ill and
Dying (Norges offentlige utrendringer
(NOU), 1984). The committee discussed
whether or not words such as ‘treatment’
should be included in the title, but con-
cluded that ar the end of life, the emphasis
should be on adequate care with regard to
symptom relief, and not treatment.

Sample comparison

The study method chosen in 1977 had limi-
tations, but this is not necessarily an obsta-
cle to evaluating the development of
palliative care. In 1977 the data were
obtained from the nurses’ written care
plans, and in 1987 and 1997 a personal
interview with the nurse in charge of the
individual dying patients was also included.
In order to achieve a corresponding range
in 1987 as in 1977, data should have been
collected from surgical and medical wards,
with the same number of patients as in
1977. Unfortunately, data from 1977 were
not processed according to ward areas.
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‘On discharge
from bospital
cancer patients are
entitled to ‘open
readmission’,
which means that
patients or their
families may
return to hospital
whenever they
choose...the
relatives and the
patient know that
they may return to
the bospital at any
time they like,
without calling a
physician.’
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For practical reasons, two medical wards
were selected in 1987, and after 100 deaths,
the extent of the information collected
seemed sufficient. In 1987, 280(81%) of all
the deaths at the hospital occurred on a
medical ward, compared to 155(73%) in
1977. In 1997, deaths that occurred in all
wards were registered, as in the 1977 study.
Of the 12 patients who died in an intensive
care ward, five patients were in surgical
wards and seven were in medical wards. A
total of 260(80%) patients who died had
been admitted to a medical ward. Since
such a large portion of the patients died on
medical wards in each of the 3years, it
should be possible to compare the findings
on the basis of selection.

In 1977, 210 of the next-of-kin were will-
ing to be interviewed. At that time, it was
not accepted etiquette to speak of death in
public. Many expressed their need to talk
about what had happened. Ordinary people
had litde knowledge about medical diseases
and expressed a need for more information.
On receiving an inquiry from the hospital,
it was a matter of course to answer yes. In
those days, there was possibly a deeper
feeling of solidarity; the letter stated that:
“Your experiences may be useful for oth-
ers’. In 1997, only 56(56%) of those
approached consented to be interviewed.

One explanation for this could have been
that the length of the last hospital admission
had decreased dramatically and the next-of-
kin may have felt that they barely knew the
hospital staff. Some of the next-of-kin
returned the invitation letter for an inter-
view saying that: ‘Everything was OK, we
have nothing special to say’, while others
expressed that this was a private matter.

Changes in the patient group

Sex, age, diagnosis and length of stay

In Oslo women live on average 6.3 years
longer than men (78.4 and 73.1 years)
(Statistics Norway (Statistisk sentralbyri),
1998). In 1997 the average age of the
women who died in this sample, was lower
than the average age of men, in the total
deaths in the hospital — the average age for
females was 78.4 years, and 77.0vyears for
male patients. In 1977, 33% of those who
died in Oslo were older than 80 years; the
same figures for 1987 and 1997 were 44%
and 53% respectively.

In 1977, 31% of all those who died at the
hospital were older than 80 years, the same
tigures for 1987 were 57% and 49% in
1997. It may be assumed that a smaller
number of those who died in an intensive

care ward were under 80 years, but their
age was higher on average. In 1987, 58% of
patients were over 80 years of age.

The average age of those who died of
cancer in 1997 was 72.7 years for women
and 78.3 for men. In 1987 and 1997
approximately the same proportion of
male and female patients died of cancer, i.e.
8% more patients died of cancer in 1997.
The fact that women died at a younger age
than men remains unexplained.

During this 20-year period, there have
been significant changes in the number
of days spent in the hospital at the last
admission (Figure 1). In 1997 the average
{mean) duration of the admission period was
13 days. Half of the patients were admitted
for 7 days or less (median=7). Corres-
ponding figures for the whole country are
mean =11 and median=5 (NOU, 1999).

Home-based nursing was introduced
berween 1977 and 1987. The Local
Authority Health Care Act 1982
demanded that municipalities organize
home care. There followed a large expan-
sion in the number of nursing home places:
in 1977 22% of Norwegians died in a nurs-
ing home, which corresponded to 37% in
1997 (Statistics Norway, 1999). There are
several reasons why hospital admission
periods have become shorter.

Outpatient treatment has improved and
during the last 10 years all municipalities
have developed a 24-hour nursing sched-
ule. Health professionals including nurses
and physicians are better trained and more
skilled in palliative care. On discharge
from hospital cancer patients are entitled to
‘open readmission’, which means that
patients or their families may return to
hospital whenever they choose. It may be
easier to take a patient home, when both
the relatives and the patient know that they
may return to the hospital at any time
without calling a physician.

This study seems to indicate that many
patients are admitted to hospital only
shortly before they die. Even though a
larger portion of the patients were younger
on admission in 1997 than in 1987, the
number of patients has increased. The
short stay in hospital leaves little time for
staff to give psychosocial care and address
spiritual needs.

The municipal health service has to a
greater extent played an active role in the
more recent past. Proportionally, with an
increase in skills in the primary health ser-
vice, the need for admission to hospital in
the last phase will decrease (NOU, 1999).
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In 1997 it was
accepted practice
that the physician
would decide
whether or not
resuscitation
should be
considered at an
early siage in
during the
patient’s
admission. As a
result 78% of the
Patients and
almost all cancer
patients (93%)
had DNR written
on their charts.’

Life-prolonging treatment
There was a slight increase in the use of
antibiotics from 1987 to 1997. The number
of patients who received antibiotics was
not greater in intensive care and surgical
care than in medical wards. However,
intensive care wards and the reception
ward were not included in the study from
1987. The number of patients who were
given treatment with IV fluids in the final
stage of illness decreased from 62% to
25% between 1977 and 1987. In 1997,
there was a rise in the number of patients
receiving IV fluids, but only 3 of the 12
patients who died in intensive care received
artificial fluid intake during the final stage
of illness.

The fact that more dying patients were
given IV fluids in 1997 than in 1987 may
suggest that palliative care is becoming more
medicalized. The extent to which artificial
fluid intake actually prolongs life and/or
relieves the patient’s suffering is a recurring
ethical question (Printz, 1989; Sutcliffe
and Holmes, 1994; Musgrave et al, 1995;
Husebg, 1997). Dunlop and colleagues
(1995) argue thar the side-effects of dehydra-
tion such as hypercalcaemia ought to be
treated and fluid replacement therapy should
be given to promote patient comfort.

In these three studies, attempts at resus-
citation were carried out on 5% in 1977,
3% in 1987 and 5% in 1997 of each of the
patient groups. No-one was resuscitated in
the intensive care ward and 9 of the 12 who
died there had DNR (do not resuscitate)
written on the bedside chart. Two patients
were resuscitated in the reception area; one
was transferred to intensive care, and the
other patient died in the reception ward.

In 1977 it was not usual to write DNR
on the patient’s chart, while in 1987 this
was only done in special situations. In 1997
it was accepted practice that the physician
would decide whether or not resuscitation
should be considered at an early stage fol-
lowing admission. As a result 78% of the
patients and almost all cancer patients
(93%) had DNR written on their charts.
This finding is supported by Sulmasy et al
(1992) who found that 91% of patients
with malignancy had a DNR order.

According to the medical records the
DNR applied to 11 of the 12 patients who
died in the intensive care unit (ICU).
During recent years, there has been a
change in the use of DNR orders (Wenger
et al, 1997). Fewer patients who die in
ICUs now undergo attemprts at cardiopul-
monary resuscitation (CPR), and many
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more have life support actively withdrawn
prior to death (Jayes et al, 1993).

There is, however, a wide variation in
end-of-life care (Prendergast et al, 1998),
and at the hospital in this study, the DNR
decision was rarely included in che
patient’s medical record. It was docu-
mented in 10 of the 100 patient records
that the patients had expressed a wish not
to be resuscitated — i.e. documented
advance directives (ADs). Many studies
show that most patients wish to be
involved in decisions regarding CPR, and
many wish to have some kind of AD
(Kerridge et al, 1998). Studies show that a
specific procedure for obtaining ADs is
seldom used (Aarons and Beeching, 1991;
Simpson, 1994; Voltz et al, 1998).

Pain relief
Anxiety about death is often expressed in
terms of fear of pain (Rui et al, 1982). In
the 1977 study, nurses and physicians both
showed more restraint in the use of opi-
ates. It was frequently expressed in the
nurses’ reports that the patient was not to
be made dependent on morphine. Such
considerations were not expressed in the
studies from 1987 and 1997.

In 1977 there was apparently lictle
knowledge on how different drugs could
be combined in order to achieve the
desired effect. In the period up to 1987
there was a process of increasing aware-
ness. The hospice philosophy focused on
the relief of pain (Saunders, 1978; Breivik,
1979). In Norway conferences were held
on death and dying, and pain management
courses were developed. In 1984 the public
report Caring for the Seriously Iil
and Dying (NOU, 1984) was issued
and advisory groups were established
throughout Norway.

In 1984, an advisory group on death and
dying was set up at the study hospital and
focused on training its own employees.
Even though the number of patients who
died of cancer had decreased during the
period between 1977 and 1987, the number
receiving pain relief had increased. Pain-
relieving treatment in the final phase of ill-
ness was given to 51% in 1977, 79% in
1987 and 84% in 1997 (Table 6).

The data obtained do not provide any
details on the dosages of opiates adminis-
tered, or the frequency of administration.
The interviews with the nurses and the
next-of-kin, confirm that patients dying in
1997 were very often given adequate pain
relief in the final stages of illness, but in
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‘According to
Norwegian law
medical staff
have a duty to
inform patients
and their
relatives about
their prognoses,
however, the
doctor may
decide if the
patient is ‘strong
enough’ to cope
with a bad

message.’
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certain instances pain relief could have
been increased earlier. Both the next-of-
kin, the nurses and the written repurts sug-
gest that pain medication could have been
increased some days before death to relieve
the patients’ pain more effectively.

An open approach to
death and dying

In order to give holistic treatment and care,
there must be contact, a sense of trust, and
an openness about death and dying
between patients, families and health pro-
fessionals. The patient’s right to be
informed is stated in the Physician’s Rights
and Duties Act 1980; Ethical Guidelines
for the Nursing Profession (Norwegian
Nurses’ Association, 1983); and ICN Code
for Nurses (International Council of
Nursing, 1973); and the dying person’s bill
of rights (Whitman and Lukes, 1975).

Patients are entitled to have access to
their medical records. However, few
patients exercise this right (Iversen and
Iversen, 1988). Several studies show that
80-90% of the patients wish to be
informed about their conditions, and this
figure has remained stable over the last
40-50 years (Kelly and Friesen, 1950;
Gilbertsen and Wagensteen, 1961;
Cartwrigth, 1964; Rui et al, 1982; Meredith
et al, 1996). In 1997 the next-of-kin
reported that 49% of the patients were
fully aware that death was approaching.
This figure has remained relatively stable,
i.e. 47% in 1977 and 46% in 1987.

In all three studies, approximately 70% of
patients were assessed as being cognitively
intact. However, during this 20-year period
a decreasing number of relatives felt that
they were fully aware — 78%, 69% and
59% in 1977, 1987 and 1997 respectively.

In all three studies, it was the doctor who
informed the relatives in approximately half
of the instances. In 1987, 10 relatives had
received information from a nurse. In 1997,
this number had decreased to four.
Physicians, on the other hand, informed
10 more people in 1997 than in 1987.
Thirty-five per cent of people realized by
themselves that they were dying or had
been informed by others; this figure
remained constant throughout the entire
study period.

While 33% of the next-of-kin in 1977
understood that the patient would die with-
out being informed by medical staff, only
14% answered this way in 1997. A greater
number of the relatives had answered that
others had informed them of the patient’s

prognosis. This was explained by the fol-
lowing quotations: ‘I didn’t wish to under-
stand’; ‘No-one said anything directly, I
would have accepted that it was over’.
Health personnel agreed that the patient
should be informed about his/her situa-
tion, but that it is far easier to communi-
cate with the next-of-kin than speak to the
individual patient. In 1987 and in 1997,
health professionals were asked if the
dying patient had spoken to them about
the fact that they would shortly die. In
both studies, 25% answered affirmatively.
In 1977, 50% answered that the next-of-
kind had not spoken to the patient about
death. The corresponding numbers were
35% in 1987 and 39% in 1997. It appears
as though a change may have taken place
on the part of relatives between 1977 and
1987, but that there has not been an
increase in openness by medical staff.

Reflections

Nurses are the coordinators of the multi-
disciplinary team; they are responsible for
24-hour care and inform the different pro-
fessions about the patients” special needs.
Part of the nurse’s role should involve act-
ing as the patient’s advocate and ombuds-
man if nurses are to assist patients and their
supporters to achieve their wishes in the
final stages of illness.

According to Norwegian law, medical
staff have a duty to inform patients and
their relatives about their prognoses, how-
ever, medical staff may decide if the patient
is ‘strong enough’ to cope with a bad mes-
sage. Experiences with the next-of-kin
indicate that communication regarding
death and dying could be improved.

When life-prolonging treatments are
withdrawn or are not going to be com-
menced this must be documented in the
medical records. The use of the DNR order
has to be based on ethical considerations.
The doctor responsible should be required
to be up to date in palliative medicine and
nurses should give qualified reports on the
effects of different symptoms.

Relatives have been with the patient
through different phases of the illness and
together they have passed through periods
of hope and hopelessness. In most cases
the next-of-kin is the person who is able
to give the dying patient most comfort.
It can be hard to accept that the patient’s
death is unavoidable and it is important
that members of the multidisciplinary
team are available to give advice and
palliation at any time.
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