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Abstract

Background: Physicians’ decision-making for seriously ill patients with advanced dementia is of high importance,
especially as the prevalence of dementia is rising rapidly, and includes many challenging ethical, medical and juridical
aspects. We assessed the change in this decision-making over 16 years (from 1999 to 2015) and several background
factors influencing physicians'decision.

Methods: A postal survey including a hypothetical patient-scenario representing a patient with an advanced
dementia and a life-threatening gastrointestinal bleeding was sent to 1182 and 1258 Finnish physicians in 1999

and 2015, respectively. The target groups were general practitioners (GPs), surgeons, internists and oncologists. The
respondents were asked to choose between several life-prolonging and palliative care approaches. The influence of
physicians’background factors and attitudes on their decision were assessed.

Results: The response rate was 56%. A palliative care approach was chosen by 57 and 50% of the physicians in

1999 and 2015, respectively (p=10.01). This change was statistically significant among GPs (50 vs 40%, p=0.018) and
oncologists (77 vs 56%, p=0.011). GPs chose a palliative care approach less often than other responders in both years
(50 vs.63% in 1999 and 40 vs. 56% in 2015, p <0.001). In logistic regression analysis, responding in 2015 and being a
GP remained explanatory factors for a lower tendency to choose palliative care. The impact of family’s benefit on the
decision-making decreased, whereas the influence of the patient’s benefit and ethical values as well as the patient’s or
physician’s legal protection increased from 1999 to 2015.

Conclusions: Physicians chose a palliative care approach for a patient with advanced dementia and life-threatening
bleeding less often in 2015 than in 1999. Specialty, attitudes and other background factors influenced significantly
physician decision-making. Education on the identification and palliative care of the patients with late-stage demen-
tia are needed to make these decisions more consistent.
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Introduction

Affecting approximately 50 million people worldwide,

the expanding epidemic of dementia has become one of
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causes of disability, dependency and death among older
people [2].

Many ethical, legal, religious, medical and psychologi-
cal aspects influence end-of-life (EOL) decision-making;
thus, decisions seem to vary, depending on the treating
physician [3-6]. For example, age and specialty of a phy-
sician has been shown to influence physicians’ decision-
making [7]. As there is growing evidence of the benefits
of palliative care both in patient’s physical and psycholog-
ical welfare and increase in education of palliative medi-
cine worldwide after the early 2000, it can be assumed
that physicians are more willing to choose palliative care
approach to their patients today [8, 9].

Better understanding of the prognosis and expected
complications of advanced dementia is likely to reduce
potentially burdensome interventions of questionable
benefit near the EOL [10, 11]. Even though identical deci-
sions by all physicians in complex clinical situations may
not be realistic, the basic principles in decision-making
should be consistent and the significant palliative care
needs of people with advanced dementia should be met
equally. Due to population’s aging, physicians with dif-
ferent specialities are taking care of more patients with
age-related conditions such as dementia. For example,
cancer is found more progressively at older age making
it essential for oncologists to have knowledge about the
vulnerability of the patients with dementia and to inte-
grate geriatric assessment to their patients’ treatment
planning [12-15]. In addition, advanced stages and treat-
ment complications of comorbidities among patients
with dementia force many specialists to make decisions
concerning palliative or life-prolonging therapies in com-
plex situations, where the benefits and harms have to be
considered in the context of patient’s advanced dementia.

The late stage of dementia is characterized by a loss of
most cognitive functions, incontinency and impairment
in daily activities such as eating and walking [2, 16, 17].
Emergency department visits and hospital admissions
are frequent among patients with advanced dementia [2,
10, 18-20]. These patients are vulnerable to the adverse
effects of the transition from a nursing home to a hospi-
tal, and hospitalizations may lead to burdensome treat-
ments of uncertain benefit and undertreatment of pain
and other symptoms [19, 21, 22]. According to the Rec-
ommendation on the Provision and Improvement of
Palliative Care Services in Finland, 43% of older people
living in nursing homes used acute services within three
months before their death in 2016 [22].

In spite of the progressive nature of dementia, it has
only recently been recognized as a life-limiting condition
that benefits from palliative care [21, 23, 24]. EOL care for
patients with dementia has been gaining increasing inter-
est of researchers and health care professionals and many
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barriers to palliative care for advanced dementia have
been recognized [16, 25]. Palliative care interventions in
advanced dementia have been carried out especially in
Europe and United States and there is some evidence,
that hospice and palliative care enrolment of people
with dementia has slightly increased [26—29]. It seems,
though, that EOL of care for people with dementia varies
considerably, and for instance in Finland research on this
field is still limited [30, 31].

Advance care planning (ACP) with discussions of
goals of care for the acute complications and a plan for
EOL care has been identified as an effective strategy to
improve EOL care of people with dementia [3, 31-33].
It should take place early while patients have sufficient
mental capacity to consider their preferences and make
decisions about their future. However, only approxi-
mately 40% of people with dementia undertake ACP
[33-37]. Therefore, physicians are often forced to make
critical decisions for patients with advanced dementia in
acute situations [4]. The current coronavirus (COVID-
19) pandemic, which has especially affected the older,
frail population, particularly in nursing homes has also
revealed the importance of valuable decision-making and
ACP for these patients [38—40].

The aim of this study was to examine whether phy-
sicians’ decision-making concerning a patient with
advanced dementia changed over 16 years (from 1999
to 2015) and to identify possible factors explaining the
differences relating to these decisions. The findings are
relevant in planning post- and undergraduate education
concerning dementia and EOL care of aging population.

Methods

Two cohorts of Finnish physicians answering a postal
survey with a questionnaire and a cover letter formed
the study sample. The first cohort answered a question-
naire in 1999, whereas the second completed similar one
in 2015. Both cohorts included 500 general practitioners
(GPs), 300 surgeons and 300 internists who were ran-
domly selected from the register of the Finnish Medical
Association as well as Finnish oncologists (#=282 in 1999
and #=158 in 2015). Two reminders were sent to non
respondents. The cover letter included an introduction
to the study and an assurance of anonymity and volun-
tariness. This study was approved by the Regional Eth-
ics Committee of Tampere University Hospital, Finland
(R15101).

The questionnaire included altogether seven hypo-
thetical patient scenarios (six patients with cancer and
one with dementia). The patient scenarios were exactly
the same with same wordings in both years. In addition
to the patient scenarios, several questions regarding fac-
tors influencing physicians’ decisions as well as their
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background, life values and attitudes were presented.
Respondents were instructed to answer the questions
in the given order and not to change their answers once
given. Attitudes towards multiple ethical and moral
aspects were assessed with a 100 mm visual analogue
scale, with responses ranging from “definitely agree”
(0 mm) to “definitely disagree” (100 mm). Changes in
these attitudes between 1999 and 2015 concerning a
cancer patient have been reported earlier [6]. A pilot
study was done in January 1999 after which the ques-
tionnaire has been validated with Finnish physicians and
used in studies concerning cancer patient scenarios and
responses to dementia patient scenario in 1999 [3, 6,
41, 42]. Responses to dementia patient scenario in 2015
haven’t been published earlier.

Here we report the patient scenario of a patient with
advanced dementia. The patient scenario used was
exactly the same in 1999 and 2015. The patient scenario
involved an 82-year-old man suffering from progressive
dementia. He had been diagnosed as suffering from Alz-
heimer’s disease for three years. He was brought to the
emergency department at 2 am with life-threatening
gastrointestinal bleeding. He lived in a nursing home,
had urinary and faecal incontinence, needed help wash-
ing and dressing and could not identify his daughter. His
blood pressure was 70/40 mm Hg, and his heart rate 120
beats/min. The patient could not communicate, and nei-
ther his family nor his physician could be reached. The
nurse’s aide who accompanied him to the emergency
department was not familiar with the patient. There was
no information available about his wishes or those of his
family concerning treatment in this kind of situation.
The respondents were asked to choose one of the given
treatment decisions: a) palliative care b) active care or c)
intensive care. The treatment options were explained as
follows: (a) palliative care: good nursing, sufficient medi-
cations for pain and other symptoms, and intravenous
hydration only when considered to relieve the patient’s
symptoms; (b) active care: use of antibiotics, intrave-
nous hydration or blood transfusions aimed at saving
the patient’s life in a life-threatening condition and (c)
intensive care: moving the patient to an intensive care
unit. After respondents were asked about the treatment
decision, a Likert-type scale was presented to evaluate
the influence of different factors (patient’s benefit, fam-
ily’s benefit, patient’s legal protection, physician’s legal
protection, ethical values, patient’s age, cost of care and
patient’s social status) on their decision (from 1—very lit-
tle influence to 5—very much influence) [3].

Statistical analysis
The answers to the hypothetical patient scenario were
re-categorized dichotomously. The conversion was
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conducted as follows (responses shown in brackets):
“choosing palliative care” (a) and “not choosing palliative
care” (b and c). The answers on the 5-point Likert scale
concerning the influence of different factors were con-
verted to the following 2-point scale: 1-3 for “not much
influence” and 4-5 for “much influence” Dichotomous
variables were tested using the Pearson chi-squared test.
Continuous variables were tested using an independent
samples t-test or the Mann—Whitney U-test, if the data
were not normally distributed. Two-sided p-values of less
than 0.05 were considered as statistically significant.

Logistic regression analysis
The model explaining the decision to choose active/
intensive care was created using forward stepwise logis-
tic regression. Background factors, life values and atti-
tudes were all included in the model, except the work
place because it had a significant association with physi-
cian groups (p<0.001), e.g. surgeons working in hospitals
and GPs in outpatient units. When responses to “People
should pay costs of factitious diseases by themselves”
entered the model, the p-value for the year of the survey
changed from 0.050 to 0.145 outside of the model and it
didn’t enter. Responses to “People should pay cost of fac-
titious diseases by themselves” were chosen to be left out
because it did not independently explain the physicians’
decision to choose palliative care (p=0.133). On the
contrary, the year of study was independently associated
with the decision to choose palliative care (p=0.025).
The p-value for significance was set at 0.10 to enter and
0.15 to remove from the model.

The data analysis was performed using IBM SPSS Sta-
tistics for Windows, V.25.0.

Results
Altogether, 1373 valid responses were received, giving a
response rate of 56%. Response rates according to year
of response were 62% in 1999 and 51% in 2015. Table 1
shows the characteristics of the respondents according to
physician group and year of response. In 2015, respond-
ents more often were women (p<0.001), were older
(p<0.001) and had longer working experience (p <0.001).
The response rate increased among oncologists and
decreased among all the other physician groups between
the study years. The highest response rate was achieved
among GPs (63%) in 1999 and oncologists (66%) in 2015.
About half of the respondents worked at hospitals in
both years (47% in 1999 and 57% in 2015) and most of
them were married (77% in 1999 and 80% in 2015).
Respondents chose a palliative care approach in the
patient scenario less often in 2015 than in 1999. This
change was statistically significant among the GPs and
oncologists (Table 2). GPs chose palliative care less
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Table 2 Number and proportion (%) of responders choosing
palliative care approach for the dementia patient

Choosing 1999 2015 P-value*
palliative care

Surgeons 108 (62%) 78 (57%) 0.366
GPs 155 (50%) 92 (40%) 0018
Internists 107 (59%) 80 (56%) 0.566
Oncologists 40 (77%) 53 (56%) 0.011
Total 410 (57%) 303 (50%) 0.010

GP General Practitioner

" Pearson Chi-square

frequently than other physician groups (p<0.001) in
both years. Specifically, 50% (#=155) and 40% (n =92) of
GPs chose palliative care in 1999 and 2015, respectively,
whereas 63% (n=255) and 56% (n=211) of other physi-
cians chose palliative care in 1999 and 2015, respectively.
In both years, a palliative care approach was chosen more
often by physicians working in hospitals (58%) than those
working in outpatient units (48%) (p =0.005). Only seven
(1%) respondents chose intensive care in 1999 and four
(0,6%) in 2015.

The results of the logistic regression analysis are pre-
sented in Table 3. Answering the questionnaire in 2015
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remained a significant independent factor explaining the
physicians’ decision to choose active/intensive care for
the dementia patient in the regression analysis. In addi-
tion, being a GP or an internist was associated with an
increased likelihood of choosing active/intensive care
compared to oncologists. Older age was associated with
decreased likelihood of choosing active/intensive care.

Table 4 summarizes physicians’ answers regarding dif-
ferent factors influencing their decision. Family’s benefit
was less influential on the physicians’ decision-making
in 2015 than in 1999, whereas the influence of patient’s
benefit and ethical values as well as the patient’s or physi-
cian’s legal protection significantly increased from 1999
to 2015. In both years, about one third of the respondents
considered patient’s age to have much influence on their
decision, while social status or cost of care did not have
much influence on the decision.

Discussion

In our study, Finnish physicians were more unlikely to
choose a palliative care approach in 2015 than in 1999
for a patient with an advanced dementia and a life-threat-
ening gastrointestinal bleeding. The overall tendency to
choose a more active approach for a dementia patient in
2015 is opposite to the findings in our previous study of

Table 3 Different background factors and attitudes explaining the decision to choose active or intensive care (n =495) over palliative

care (n=>574) in forward logistic regression analysis

n OR (95% CI) p
Year of the survey 0.033
1999 575 ref
2015 494 137 (1.03,1.84)
Physician groups 0.017
Oncologists 114 ref
Surgeons 250 141 (0.87,2.28) 0.162
Internists 262 1.65 (1.02, 2.66) 0.042
GPs 443 1.98 (1.26,3.10) 0.003
Age 1069 0.96 (0.94,0.97) <0.001
Taking care of a family member in end-of-life 0.077
No 411 ref
Yes 658 0.78 (0.60, 1.03)
Importance of family 0.060
Important 1042 ref
Not important 27 2.16 (0.97,4.84)
Withdrawal of life-sustaining treatments is reprehensible (VAS?) 1069 0.91 (0.86, 0.96) 0.001
Advance directives have been helpful in my decisions (VAS) 1069 0.94 (0.89, 0.99) 0.016
It is waste of resources to treat patients over 80 years of age in intensive 1069 1.07 (1.02,1.13) 0.007

care units (VAS?)

GP General Practitioner, ref. reference

2 VAS, visual analogue scale (0 definitely agree, 10 definitely disagree). One unit is equivalent to 10 mm on a 100-mm VAS
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Table 4 Proportion of the physicians who stated different
factors to have much influence on their decisions concerning the
care of the dementia patient

Having much influence 1999 2015 P-value*
Patient’s benefit 647  (89%) 590  (93%) 0.026
Family’s benefit 247 (34%) 134 (21%) <0.001
Patient’s legal protection 499 (69%) 505 (80%) <0.001
Physician’s legal protection 350 (48%) 397 (62%) <0.001
Ethical values 577 (80%) 565 (89%) <0.001
Patient’s age 271 (37%) 221 (35%) 0344
Costs of care 66 (9%) 50 (8%) 0423

" Pearson Chi-square

changes in physicians’ decision-making concerning a ter-
minally ill cancer patient [6].

We have to honestly acknowledge that our study has
several limitations. There is a possibility that the deci-
sions would have been different in a real-life situation.
Nevertheless, we assume that the answers do reflect
real-life decision-making and reveal true changes in phy-
sicians’ attitudes. Our response rate (56%) needs to be
acknowledged, because of possible nonresponse bias.
On the other hand, our study population was a large and
representative sample of Finnish physicians, and the long
follow-up period allows for the detection of changes in
decision-making. Both samples were randomly selected
from the register of the Finnish Medical Association.
Due to the privacy protection laws in Finland, we were
not allowed to store the personal data of the respond-
ents from the year 1999. Therefore, it is possible that
some of the respondents have answered to the survey
in both years. However, it is unlikely that this formed a
major proportion of our respondents due to the long
study period and a large number of physicians work-
ing in Finland (altogether 16 020 in 2000 and 20 970 in
2016) [43]. There are differences between the respondent
groups, as shown in Table 1, but these differences reflect
the changes that have happened after 1999 among Finn-
ish physicians. Between the years 2000 and 2015, the
proportion of female physicians has increased from lit-
tle less than 50% to 60% and the number of older phy-
sicians (aged 55 to 60 years) has increased from slightly
over 2 000 to more than 5 000 physicians in Finland
[43]. Finally, only one case scenario in our whole ques-
tionnaire represented a patient with dementia, while all
the others were cancer patients. This reflects the overall
understanding of palliative care as a treatment modal-
ity concerning mainly cancer patients in 1999. Although
this might have influenced to the responses, we wanted
to maintain the questionnaire exactly the same in 2015 to
allow comparison between the study years.
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We have to declare that the choices between palliative
or life-prolonging therapy in our study were multidi-
mensional, and no strictly right or wrong answers were
presented or preselected. However, the patient in our
scenario had common features of late-stage dementia
and could be regarded as severely frail utilizing the Clini-
cal Frailty Scale (CFS), which has been validated as an
adverse outcome predictor in hospitalized older patients
[44, 45]. Therefore, we suggest that the patient would
have benefited most from good symptomatic care with
a palliative intent instead of more aggressive therapeutic
options. The benefits of integrated palliative care con-
comitantly with active treatment are shown in cancer and
may be reasonable also in dementia with rather uncertain
prognosis [46]. This could have led some of our respond-
ents to choose time-limited active approach, but with an
intent to combine careful symptom-centred care at the
same time.

Choosing a palliative care approach less often in 2015
than in 1999, was somewhat contradictory to what was
expected. In 2015, the respondents were older and more
experienced, both of which have been shown to increase
the tendency to choose a palliative care approach in
recent and some previous studies including our own [47—
49]. Further, understanding of palliative care in Europe
and availability of education in palliative medicine in Fin-
land have increased since 1999 [9, 50]. We suggest that
our somewhat surprising result might be at least partly
explained by the underrecognized needs and thresholds
for palliative care in dementia compared to those of can-
cer as well as by the availability of less invasive diagnostic
and therapeutic strategies for gastrointestinal bleeding
in 2015 than 16 years earlier [51-53]. In addition, the
demands for better care for elderly people by society
might have had an influence on the choice of a more
active approach.

We also found it surprising that GPs chose a pallia-
tive care approach less frequently than other physicians
in both years. Furthermore, they chose active care more
often in 2015 than in 1999 (Table 2). GPs’ unwillingness
to choose a palliative care approach was also seen in our
earlier study concerning decision-making for a terminally
ill cancer patient [49]. It is worth mentioning that most
GPs in Finland work in outpatient units, and they are not
as used to emergent situations as doctors working in hos-
pitals. It may be assumed that physicians working in hos-
pitals are more familiar with senior patients with acute
gastrointestinal bleeding and may be more aware of the
prognosis in this kind of situation. However, as a major-
ity of physicians face patients in emergency situations
at least occasionally, doctors should be familiar with the
common features of very advanced diseases.
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Oncologists have been shown to withhold or with-
draw futile treatments in EOL care and to choose pal-
liative care more often than other physician groups
[3, 41, 49]. In our current study, 77% of the oncolo-
gists chose palliative care in 1999, but this proportion
declined to 56% in 2015 (Table 2). Oncologists’ general
knowledge of palliative care might be greater than that
in other physician groups, but despite of the increas-
ing number of patients with coexisting cancer and
dementia, dementia as a terminal illness is probably
not very familiar to all of them. In addition, current
targeted cancer treatment options with fewer side-
effects combined with the expansion of geriatric oncol-
ogy have made it possible to offer safer, more effective
and more personalized therapy to older and vulnerable
patients [12, 54-56]. These may at least partly explain
the increased willingness of oncologists to offer a pos-
sible life-prolonging therapy in our dementia patient
scenario in 2015 compared to 1999.

Older age of the physician increased the tendency to
choose palliative care in our study. In other studies, the
age of the physician seems to have an inconsistent influ-
ence on decision-making in EOL care [7]. Higher age usu-
ally correlates with experience, which can be expected to
add confidence in decision-making. On the other hand,
younger physicians may have had better or at least more
education in palliative care than their older colleagues [6,
57, 58]. Nevertheless, EOL decision-making in dementia
patients seems to be easier for more experienced doc-
tors [59]. Alemayehu and co-workers studied physicians’
treatment choices using an almost identical case vignette
to ours and found that physicians’ older age was associ-
ated with decreased likelihood to choose active treat-
ment [60, 61].

The influence of the family’s benefit in decision-making
decreased between 1999 and 2015, whereas the influence
of the patient’s benefit and ethical values as well as the
patient’s or physician’s legal protection increased. These
findings are in line with those of our previous study [6].
The current tendency to value the patient’s benefit more
than in 1999 may reflect the general rise of individual-
ism and tendency to emphasize patient rights in Western
countries [62, 63].

Legal issues are often perceived as a source of pres-
sure in decision-making, and strong legal concerns may
lead to more aggressive diagnostic testing and treatment
choices [58, 64, 65]. Finnish law (the Act on the Status
and Rights of Patients, 1992) states that the patient has
to be cared for in a mutual understanding with him/her
and, in the case of his/her incompetency, a representa-
tive of the patient has to be heard to assess, what kind
of care and treatment would be in accordance with the
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patient’s will [66]. The inability to discuss the treatment
options with the patient or his family in our case scenario
may have increased the importance of legal aspects on
respondents’ decision-making. Unfortunately, a lack of
important information is common with older patients
in acute care situations, which makes decision-making
difficult for physicians and highlights the importance of
understanding the benefits and harms of different treat-
ment options in frail patients with advanced diseases to
make reasonable choices complying with the assumed
best benefit of an individual patient [4]. What comes to
our patient scenario however, the importance of shared
decision-making might have increased the respondents’
willingness to choose active approach in order to sustain
the patient until his family can be reached and the goal of
care will be discussed.

No changes in decision-making were seen regarding
patient age, cost of care and patient social status. Even
though high age is a well-known risk factor for poor sur-
vival after an acute illness, age alone is not seen as an
acceptable reason for withholding or withdrawing life-
sustaining treatment in acute care setting [67, 68]. A big
challenge with the aging population involves learning to
identify elderly patients who still benefit from intensive
care procedures. Older people should also be encour-
aged to express their wishes in written format before
they become seriously ill [4, 32, 69, 70]. One goal of this
study was to rise discussion and pay attention to EOL
care among Finnish physicians and other caregivers and
encourage them to make ACP with their patients. Older
people should also be encouraged to express their wishes
in written format before they become seriously ill [4, 32,
69, 70]. If the patient in our scenario would have had an
advance directive, it would probably have affected mark-
edly physicians’ decision-making as in our previous stud-
ies concerning cancer patients [6, 49].

Conclusions

Finnish physicians, especially GPs and oncologists, chose
palliative care approach less often in 2015 than in 1999
for a patient with life-threatening gastrointestinal bleed-
ing and advanced dementia. GPs were most likely to
choose active/intensive care in both years. In addition to
specialty, many background factors influenced the com-
plex decision-making of a physician. Considering the
aging population, all physicians treating older patients
should be able to recognize advanced dementia as a
life-limiting condition and to avoid burdensome inter-
ventions and futile therapies. Therefore, post- and under-
graduate education concerning dementia and focusing on
palliative care are needed to make well-timed decisions
to shift the goal of therapy from cure to care.
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