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There has been an increasing drive towards the legalization of physician-assisted suicide
(PAS) in patients with dementia, particularly in patients with advanced disease and severe
cognitive impairment. Advocacy for this position is often based on utilitarian philosophical
principles, on appeals to the quality of life of the patient and their caregiver(s), or on
economic constraints faced by caregivers as well as healthcare systems. In this paper, two
lines of evidence against this position are presented. First, data on attitudes towards
euthanasia for twenty-eight countries, obtained from the World Values Survey, is analyzed.
An examination of this data shows that, paradoxically, positive attitudes towards this
procedure are found in more economically advanced countries, and are strongly
associated with specific cultural factors. Second, the literature on existing attitudes
towards PAS in cases of dementia, along with ethical arguments for and against the
practice, is reviewed and specific hazards for patients, caregivers and healthcare
professionals are identified. On the basis of these findings, the author suggests that
the practice of PAS in dementia is not one that can be widely or safely endorsed, on both
cultural and ethical grounds. Instead, the medical field should work in collaboration with
governmental, social welfare and patient advocacy services to ensure optimal physical,
emotional and financial support to this group of patients and their caregivers.
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INTRODUCTION

In recent times, euthanasia and physician-assisted suicide for specific medical conditions have been
legalized in specific countries and territories (Pereira, 2011; Tomlinson and Stott, 2015). Though
these terms overlap significantly, understanding the differences between them is a prerequisite for
any discussion of the practices they describe (Vilela and Caramelli, 2009). According to the European
Association of Palliative Care (EAPC)’s Ethics Task Force, “assisted dying” is an umbrella term that
encompasses both “euthanasia” and “physician-assisted suicide.” “Euthanasia” refers to an active
intervention by the physician, involving the killing of the patient by the intentional administration of
drugs. On the other hand, “assisted suicide” or “physician-assisted suicide” (PAS) refers to an act in
which the physician provides lethal drugs to a patient or caregiver, which are then self-administered
(Materstvedt et al., 2003). In some countries, the term “medical assistance in dying” is used as a
synonym for “assisted dying.” Thus, both euthanasia and PAS require the intervention of a physician,
with the only difference between the two practices being the person who administers the drugs in
question. The legalization of assisted dying originally occurred in the context of terminal illnesses in
which recovery was considered to be impossible or extremely unlikely, and particularly in patients
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with severe and intractable pain or other distressing symptoms
(Chambaere et al., 2010). A recent review of attitudes and
practices associated with euthanasia and PAS has found this to
still be the case, with 70% of cases involving patients with
advanced cancer (Emanuel et al, 2016). However, in more
recent times, there have been appeals to extend this practice to
patients with other diagnoses, including dementia (Mondragon
et al., 2019) and chronic depression or chronic pain disorders
(Dees et al., 2011). In the case of dementia, arguments in favour of
PAS generally center on five broad themes (Tomlinson et al.,
2015; Jakhar et al., 2020):

¢ The economic burden posed by dementia, both at the level
of individual caregivers and for society in general

e The burden faced by caregivers in terms of stress,
depression, time and effort needed to perform activities
of daily living for the patient, and family conflicts

¢ The distressing behavioural and psychological symptoms of
dementia (BPSD) exhibited by several patients with these
disorders, which often do not respond adequately to existing
treatments. BPSD cause significant suffering to both
patients and caregivers.

e Specific issues related to severe or advanced dementia, such
as shortened life expectancy, poor food intake, incontinence
or fluctuating levels of consciousness, and the risk of
medical complications such as pneumonia.

e The perceived right of an individual to make decisions about
their own life and death, particularly when cognitive and
neurological impairment leads to significant suffering and
loss of autonomy or identity.

Requests for PAS in patients with dementia have been
gradually increasing in countries where assisted dying is legal:
a recent survey of Dutch general practitioners found that nearly
42% had received such requests from patients or relatives
(Schuurmans et al, 2021). Though such findings currently
apply to only a small number of high-income countries, there
is a strong possibility that such practices may be considered in
low- and middle-income countries, particularly in those where
improved healthcare has led to increases in life expectancy and in
the number of elderly adults diagnosed with dementia
(Mukhopadhyay and Banerjee, 2021). Though some authors
have responded to such proposals with a cautious and
qualified acceptance, they have also highlighted the
ambiguities and ethical dilemmas inherent in such proposals
(Deodhar, 2016; Jakhar et al., 2020; Mukhopadhyay and Banerjee,
2021). Moreover, attitudes towards PAS in dementia are not
uniformly positive even in countries where it is legal; rather, they
vary according to particular psychological, cultural, religious and
economic factors (Rapp, 2016; Karumathil and Tripathi,
20202020).

It is the purpose of this article to add to this debate
surrounding this topic in two ways: first, by highlighting
certain inherent paradoxes in global attitudes towards assisted
dying, and second, by identifying the key areas of concern
regarding the implementation of such policies, from the
perspectives of caregivers, healthcare professionals and wider
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social structures, in the specific case of dementia. The first of
these goals will be addressed through an analysis of existing
survey data, while the second will be addressed through a
narrative review and critical analysis of the existing literature
on euthanasia or PAS in patients with dementia.

PARADOXICAL CORRELATES OF
ATTITUDES TOWARDS PAS: ANALYZING
THE RESULTS OF THE WORLD VALUES
SURVEY

The World Values Survey, a global research project that collects
information on values, beliefs and attitudes from different parts of
the world and analyzes changes in these parameters over time,
collected information on attitudes towards euthanasia for all
causes, across 28 countries, in the period 2014-2018 (World
Values Survey, 2021). In this survey, attitudes towards euthanasia
in population samples from these countries were assessed by
asking participants whether this practice should be legal in all
cases, in selected cases, or never. As the focus of the current paper
was on attitudes towards assisted dying in selected cases, the
percentage of respondents for “in selected cases” (henceforth
abbreviated EU-SELECT) was selected as the outcome
(dependent) variable. The specific question posed to survey
respondents was “please tell me whether you think euthanasia
can always be justified, never be justified, or something in
between.” In all countries, only participants aged 18 and
above, of both sexes, were sampled. A total of 43,686
responses were received to this query. Individual sample sizes
from each country ranging from a minimum of 841
(New Zealand) to a maximum of 3,531 (South Africa).

The following were included as potential predictors of
attitudes towards euthanasia and were considered independent
variables:

e Demographic indicators: Age and gender can crucially
influence attitudes towards euthanasia. As information on
the mean age and gender distribution of the study samples
from each country was not available in the World Values
Survey data set, two surrogate markers were used instead:
average national life expectancy at birth, and proportion of
women per 100 population in each country. Data on both
these variables was obtained from the World Bank database
(2018) (Inglehart et al., 2021).

e Indicators of economic development: Gross national
income (GNI) per capital for the year 2019; Gini
coefficient of economic inequality, updated for the year
2018, obtained from the World Bank database (Inglehart
et al., 2021).

e Social factors: Legatum index of social capital for the year
2018, obtained from the World Bank database (Inglehart
et al., 2021).

e Cultural factors: Scores for Hofstede’s six dimensions of
national culture - power distance, individualism vs.
collectivism, masculinity vs. femininity, uncertainty
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TABLE 1 | Variables examined in association to national attitudes towards euthanasia in selected cases, with their data sources.

Variable and date
of assessment

Gross national income per capita (GNI, Atlas method, 2020)
Gini coefficient of economic inequality (2020)
Social capital (Legatum index of social capital) (2018)

Hospital beds per 1,000 population (2019)

Rationale for inclusion

Positive attitudes towards euthanasia and assisted dying appear to

Data source
in analysis

World Bank database (The World

correlate positively with national income (Inglehart et al., 2021) Bank, 2021)
Requests for assisted dying appear to come disproportionately from  World Bank database (The World
patients belonging to lower socio-economic strata (Tran et al., 2021)  Bank, 2021)
Social support may reduce the likelihood of a request for euthanasia  World Bank database (The World
or assisted dying (van Wingaarden et al., 2019) Bank, 2021)
Assisted dying may be seen as a “cost-effective” measure in World Bank database (The World
healthcare systems that are burdened or lack resources Bank, 2021)

(Tanuseputro, 2017)

Cultural values and beliefs, and particularly individualism/
collectivism, appear to play a major role in shaping attitudes towards
euthanasia and assisted dying. (Karumathil and Tripathi, 20202020)
Stronger religious beliefs are associated with disapproval of
euthanasia or assisted suicide in most countries (Gielen et al., 2009;

Cultural dimensions (power distance, individualism/collectivism,
masculinity/femininity, uncertainty avoidance, long-term
orientation, indulgence/restraint (2010-2014)

Religiosity (2018)

Hofstede Institute database
(Hofstede Insights, 2021)

Pew Research Center survey
(Pew Research Center, 2018)

Inglehart et al., 2021)

avoidance, long-term orientation, and indulgence vs.
restraint, compiled in the year 2010 and updated with
World Values Survey data from the year 2014.

e Religious and spiritual factors: a composite measure of
religiosity (affiliation, belief, practice and subjective
importance) based on the most recent Pew Research
Center survey (2018)

e Health infrastructure: number of hospital beds per 1,000
population for the year 2019, obtained from the World Bank
database (Inglehart et al., 2021).

A complete list of these variables, the rationale for their
inclusion, and the data sources for each variable is provided in
Table 1 (Gielen et al., 2009; Tanuseputro, 2017; Pew Research
Center, 2018; van Wijngaarden et al, 2019; Karumathil and
Tripathi, 20202020; Hofstede Insights, 2021; Inglehart et al,
2021; The World Bank, 2021; Tran et al., 2021).

All variables were tested for normality prior to analysis. Three
variables (sex ratio, gross national income and religiosity) showed
significant deviations from normality (p < 0.05, Shapiro-Wilk
test) and were conformed to an approximately Gaussian
distribution by taking the natural logarithm of these variables.
After these transformations were applied, Pearson’s correlation
coefficient (r) was used to estimate the possible linear relationship
between approval of euthanasia in selected cases and the above
variables. If a visual inspection of the scatter plots for these
variables suggested a non-linear relationship, the curve
estimation function of the Statistical Package for Social
Sciences, version 20.0 (SPSS 20.0) was used to assess this
possibility. Finally, a stepwise multivariate linear regression
analysis was carried out to identify which variables were
significantly associated with attitudes towards euthanasia overall.

The following countries were included in the final analysis:
Algeria, Azerbaijan, Armenia, Brazil, China, Colombia, Ecuador,
Egypt, Georgia, Haiti, Iraq, Kuwait, Lebanon, Libya, Mexico,
Netherlands, New Zealand, Pakistan, Peru, the Philippines,
Rwanda, Slovenia, South Africa, Sweden, Thailand, Tunisia,
Uruguay and Yemen. Euthanasia is legal in only two of these

countries (Netherlands and New Zealand), while assisted suicide
is still illegal or under debate in all of them (Nath et al., 2021).

A correlation matrix of the variables associated with the
dependent variable EU-SELECT is presented in Table 2. It
may be observed that a number of variables were significantly
associated with EU-SELECT in this sample. EU-SELECT was
positively correlated with life expectancy, gross national income,
social capital and cultural individualism, while negative
correlations were observed for religiosity and for the cultural
dimensions of power distance and uncertainty avoidance. The
strength of these correlations was in the moderate (0.6 < |r| < 0.8)
range for social capital and power distance, and in the fair
(03 < |r] < 0.6) range for the other variables. No significant
correlation was observed for sex ratio, economic inequality,
hospital bed availability, or the other three cultural dimensions.

The results of a stepwise multivariate linear regression
analysis, taking EU-SELECT as the dependent variable and all
significantly correlated parameters from the bivariate analyses as
independent variables, is presented in Table 3. The final model
included only two variables - gross national income and
uncertainty avoidance - and explained approximately 58% of
the variance in attitudes towards euthanasia (R* = 0.628; adjusted
R* = 0.581). In this model, gross national income was positively
associated with approval of euthanasia in selected cases, while
uncertainty avoidance was negatively associated with it.

Non-linear curve estimation analyses for all variables possibly
associated with EU-SELECT are presented in Table 4. In these
analyses, a linear relationship was found to provide the best fit for
gross national income, social capital, power distance, and
religiosity. On the other hand, there was a better fit for non-
linear (quadratic or cubic) models than for a linear relationship
for life expectancy, individualism/collectivism, masculinity/
femininity, and avoidance of uncertainty. No significant
relationship was found regardless of model type for sex ratio,
hospital bed strength, long-term orientation, and indulgence/
restraint. Apart from masculinity/femininity, all these variables
were significantly associated with EU-SELECT in bivariate linear
analyses as well.
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TABLE 2 | Correlation matrix of socioeconomic, cultural and religious variables associated with national attitudes towards euthanasia in selected cases.

Var 1EU-S 2LE 3GR 4GNI  5Gini 6 SC 7 HB 8 PD 9IC 10 MF 11 UA 12LTO  131IR 14 Rel
(In) (In) (In)
1 — 0.38" 0.10 058" —002 065 0.13 -0.671" 0.56' -0.28 -0.521t 0.16 0.38 -0.52"
2 * - 0.03 0.78"" -0.37 0.41% 0.45% -0.31 0.27 -0.55"" -0.15 0.15 0.42 -0.46"
3 * * — -0.24 0.23 -0.16 0.1 -0.26 0.13 0.09 0.04 -0.09 0.37 0.16
4 * * * — -0.16 074" 043" -0.48" 0.57tF —0.517F -0.28 0.31 065 —061™
5 * * * * - 0.08 -0.35 -0.02 -0.03 0.59t" -0.11 -0.28 0.48" 0.15
6 * * * * * — 0.00 -0.60t" 0.621 -0.36 -0.37 0.05 0.58" -0.13
7 * * * * * * - 0.08 0.10 -0.18 0.00 0.607T -0.15 -0.56'"
8 * * * * * * * — -0.73™ 0.35 0.35 -0.10 -0.41 0.19
9 * * * * * * * * — -0.29 047" 0.12 0.46 -0.20
10 * * * * * * * * * — -0.03 -0.26 -0.08 0.21
11 . . N “ * * * * * * - -0.28 -0.15 0.51"
12 * * * * * * * * * * * _ —0.11 70_70TT
13 . . . . . . . . . . . . -~ —0.08

Abbreviations: EU-S, percentage of sample population approving euthanasia in selected cases; LE, life expectancy; GR, gender ratio (percentage of women in the adult population); GNI,
gross national income per capita; Gini, Gini coefficient of economic inequality; SC, legatum index of social capital: HB, hospital beds per 1,000 population; PD, IC, MF, UA, LTO, IR,
Hofstede’s cultural indices of power distance, individualism-collectivism, masculinity-femininity, uncertainty avoidance, long-term orientation and indulgence-restraint; Rel, composite
score of religious affiliation, belief and practice; In, natural logarithm.

*is a placeholder used in tables involving correlation matrices to indicate that the concerned correlation coefficient is already displayed elsewhere in the table.; fSIgniﬁcant atp <0.05.;
Significant at p < 0.01.

TABLE 3 | Stepwise multivariate linear regression analysis of variables associated with national attitudes towards euthanasia in selected cases.

Variable Regression coefficient (f) Significance level Part correlation Variance inflation factor
(VIF)

Gross national income (In-transformed) 0.54 0.005 0.50 1.16

Hofstede’s index of cultural avoidance of uncertainty -0.41 0.023 -0.38 1.16

The dependent variable was percentage of each national sample approving of euthanasia in selected cases (EU-SELECT). Variables excluded from the final model were life expectancy,
social capital, cultural power distance, cultural individualism, and composite index of religiosity.

TABLE 4 | Non-linear curve estimation analyses of variables possibly associated with national attitudes towards euthanasia in selected cases.

Variable Best curve fit Significance level Percentage of variance
explained

Life expectancy Quadratic <0.001 0.573
Sex ratio None NS -
Gross national income Linear 0.001 0.342
Gini coefficient None NS —
Social capital Linear 0.001 0.416
Power distance Linear <0.001 0.443
Individualism/collectivism Quadratic 0.003 0.408
Masculinity/femininity Cubic 0.004 0.468
Uncertainty avoidance Cubic 0.002 0.490
Long-term orientation None NS -
Indulgence/restraint None NS —
Religiosity Linear 0.011 0.295
Hospital bed strength None NS —

What do these results tell us? Though based on a relatively small Two of these findings stand out as particularly paradoxical.

number of countries, and not specifically addressing the specific case ~ First, a higher gross national income was strongly and positively
of dementia, they suggest that economic and cultural factors might ~ correlated with societal approval of euthanasia in selected cases,
play an important role in determining attitudes towards assisted ~ and this association remained significant even after correcting for
dying, whether through the assistance or direct action of a physician. ~ the influence of other variables. Considering that one of the

Frontiers in Sociology | www.frontiersin.org 4 December 2021 | Volume 6 | Article 815233


https://www.frontiersin.org/journals/sociology
www.frontiersin.org
https://www.frontiersin.org/journals/sociology#articles

Rajkumar

arguments advanced in favour of PAS is the economic burden
faced by caregivers as well as society at large, this finding is
unexpected, and suggests that economic hardship or deprivation
alone may not significantly influence positive attitudes towards
PAS. These results are consistent with those of a similar study
examining changes in attitudes towards this practice across
countries, which also found a positive correlation between
higher national income and approval of euthanasia (Inglehart
et al., 2021).

Secondly, social capital was also strongly and positively
correlated with approval of euthanasia. As social capital
measures “the strength of personal and social relationships,
institutional trust, social norms, and civic participation in a
country” (Duh-Leong et al., 2021), it would be expected that
higher social capital might mitigate against the approval of
assisted dying, and would instead favour the provision of
community support and social welfare (Rodriguez-Alcald et al.,
2019). A possible explanation for this finding is that societies in
which there is marked polarization about issues such as assisted
dying are characterized by lower levels of social capital (Rapp,
2016). If this is the case, one would expect the plot of social capital
against approval of euthanasia to take on a U-shape, with higher
levels of social capital in societies with more uniform attitudes
(either positive or negative) towards euthanasia, and lower scores
in societies where attitudes are less uniform. This is partly
supported by the available data (Table 4).

Certain aspects of culture also appeared to be strongly
associated with attitudes towards euthanasia. Power distance, a
measure of hierarchy and top-down social structure, was
negatively correlated with approval. This finding is easily
understood given that societies with a high power distance
show higher levels of respect and deference towards elders,
who are often the “target population” for physician-assisted
dying (Moshe and Gershfeld-Litvin, 2020). Conversely,
individualism was associated with approval of euthanasia in
selected cases. Individualistic societies value personal
responsibility, self-image, and autonomy, and privilege the
individual and their immediate social circle over the wider
community. Given that one of the major reasons cited for
choosing or desiring PAS is to preserve one’s autonomy in the
face of impending suffering or death, this association is also
understandable. Results consistent with this finding have been
obtained from earlier research in Poland, Germany and the
United States (Kemmelmeier et al, 2002). Similarly, it has
been observed that physicians with authoritarian values -
corresponding to a high cultural power distance - are less
likely to concur with hypothetical requests for euthanasia in
patients with dementia (Richter et al., 2001).

Besides these two cultural dimensions, the dimension of
uncertainty avoidance was negatively correlated with approval
of euthanasia. Uncertainty avoidance refers to the manner in
which a society or culture handles ambiguous or unclear
situations; a high score on this dimension indicates a low
tolerance of uncertainty, and the existence of beliefs or
institutions that attempt to avoid ambiguity and provide
unequivocal “answers” or “solutions.” Given the ambiguity and
uncertainty that surrounds an issue such as assisted dying

Paradoxes in PAS for Dementia

(Pullman, 2004; Niebroj et al., 2013), it is natural that societies
scoring high on uncertainty avoidance would attempt to resolve
this through uniform disapproval.

Finally, religiosity was negatively correlated with approval of
euthanasia in specific There is a long-standing
condemnation of most or all forms of assisted dying in several
global religious traditions, including Orthodox Judaism (Bradley,
2009), Christianity (Baeke et al., 2011), and Islam (Madadin et al.,
2020). A recent systematic review of attitudes towards PAS across
five world religions found largely negative attitudes in Islamic
respondents, variable responses in Christian and Jewish
respondents, and limited acceptance in Buddhist respondents.
Among Christian and Jewish survey participants, but not among
Muslims, acceptance of assisted dying was inversely correlated
with measures of religiosity, which is consistent with the findings
presented above (Chakraborty et al., 2017).

There are certain inherent limitations in the analysis
presented above which must be taken into account when
interpreting these results. First, they are based on survey
samples which may not be completely representative of the
country in question, despite the best efforts of researchers.
Second, they attempt to capture attitudes towards a complex
ethical situation using simple nominal categories, leading to a
loss of nuance. Third, as the number of countries for which data
was available is relatively small, it is possible that some of the
findings represent accidental positives due to multiple testing.
Fourth, as the data for different variables was captured at
different points in time, they may not reflect changes in
social attitudes or economic circumstances that have
occurred subsequently. Fifth, as these findings are based on
country-level data, they cannot be extrapolated to individual
residents of a given country. Finally, as the analyses presented
above are cross-sectional in nature, they cannot account for
changes in attitudes, particularly in countries where euthanasia
has recently achieved legal approval, or where cases involving
euthanasia are being debated in courts of law.

Despite these limitations, this analysis suggests that
approval of euthanasia - and, by extension, PAS - may be
strongest in societies characterized by a high income, higher
social capital, low religiosity, higher cultural individualism,
and lower cultural uncertainty avoidance. What is intended
here is not to present a comprehensive account of all the social
and cultural determinants of such attitudes, but to outline a
tentative profile of countries where individuals are likely to
approve of euthanasia or assisted dying, in the abstract, for
selected cases. It is perhaps significant that the countries in
which PAS has been legally approved conform to the above
profile. A corollary to this is that societal and legal approval of
PAS may not be forthcoming in countries or regions with a
different socio-economic, religious or cultural configuration. It
follows from this that widespread availability or legalization of
PAS - particularly in a debatable or “borderline” case such as
dementia - would neither be necessary or desirable at a global
or international level. Instead, other countries and cultures
might benefit from alternative approaches to alleviate the
suffering caused to patients and caregivers by this
condition. These approaches could include healthcare-based

cases.
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approaches such as case management (Saragih et al., 2021),
community-based interventions aimed at supporting patients
and their families (De Luca et al., 2021), and even scientific
research into the neurobiology of the most distressing
manifestations of dementia (Kobayashi et al., 2021) which
could lead to the development of safer and better treatment
methods.

PITFALLS INHERENT IN THE PRACTICE OF
PAS IN THE SPECIFIC CASE OF DEMENTIA

The purpose of the foregoing analysis was to highlight the marked
cross-national variation in attitudes towards PAS in general, and
the sociocultural correlates of these variations. The results
obtained with regard to national income appear to contradict
the purely economic arguments in favour of this practice. In this,
the potential dangers associated with the practice of PAS in the
specific case of dementia will be examined from three
perspectives: those of the patients themselves, their caregivers,
and the healthcare professionals involved in PAS. In making these
assessments, it is important to rely on logic, evidence, the
principles of medical ethics, and the realities of diverse
cultures and value systems outside the small number of
countries which have endorsed this practice. Indeed, appeals
to emotion or sentimentality may lead to a simplistic attitude
of approval towards PAS (Nichols, 2013).

For the purpose of the review and analysis presented below,
the PubMed, ProQuest and Scopus literature databases were
searched using the broad search terms “dementia” AND either
“euthanasia,” “assisted suicide,” “physician-assisted suicide”
or “medical assistance in dying.” After removal of duplicates, a
total of 642 citations were retrieved via this initial search.
Further searches were conducted within these results using the
additional search terms “caregiver,” “caregiver burden,”
“stress,” “behavioral and psychological symptoms of
dementia,” “BPSD,” “economic,” “financial,” “autonomy,”
“dignity,” “identity,” “personhood” and “ethics.” By this
method, a total of 103 citations were retained (Pereira,
2011; Schuurmans et al., 2021; Kemmelmeier et al., 2002;
Bradley, 2009; Baeke et al., 2011; Chakraborty et al., 2017;
Madadin et al., 2020; Nichols, 2013; Emanuel et al., 2000; Krag,
2014; Trachtenberg and Manns, 2017; Bilchik, 1996; Lazar and
Davenport, 2018; Karrer et al., 2020; Staki$aitis et al., 2019;
Finucane et al., 2007; Finucane, 1999; Sachs et al., 2004;
Dominguez et al., 2021; Meier, 1997; Liu et al., 2020; Gao
et al., 2019; Gilhooly et al., 2016; Watson et al., 2019; Cheng,
2017; Biggs et al., 2019; Fam et al,, 2019; Dening et al., 2013;
Owen et al., 2001; Cohen-Mansfield and Brill, 2020; Anderson
etal., 2019; O’Dwyer et al., 2016; Bravo et al., 2018; Wicher and
Meeker, 2012; Stolz et al., 2015; Seike et al., 2021; Kashimura
et al,, 2021; Zwingmann et al., 2018; Gitlin et al., 2019; von
Kinel et al., 2019; Zwingmann et al., 2019; Gerk, 2017; Kipke,
2015; Deardorff and Grossberg, 2019; Tiel et al., 2015; Borroni
et al,, 2008; Kim et al., 2021; Yunusa et al., 2019; Seibert et al.,
2021; Dierickx et al., 2017; Scassellati et al., 2020; Hendin et al.,
2021; Fornaro et al., 2020; Verhofstadt et al., 2021; Serafini

Paradoxes in PAS for Dementia

Citations screened for inclusion in
the conceptual analysis (n = 1318)

PubMed - 574
ProQuest — 104
Scopus - 640
Exclusion of
ﬂ -_ duplicates
V (n=679)

Articles screened for inclusion
according to sub-themes (n = 639)

Exclusion of articles
not thematically
related to the analysis

J—

Articles included in the conceptual
analysis

(n=536)

(n=103)

FIGURE 1 | Flow diagram showing the selection of articles for
conceptual analysis.

etal.,2016; D’Anci et al., 2019; Buturovic, 2020; Canetto, 2019;
Mondragoén et al., 2020; Allen, 2020; Rosner and Abramson,
2009; Shannon and Walter, 2004; Alsolamy, 2014; van Wijmen
et al.,, 2015; Brinkman-Stoppelenburg et al., 2020; Mangino
etal., 2021; Wardle, 1993; Nicolini, 2021; Mathews et al., 2021;
Hertogh, 2009; Jones, 1997; Reagan et al., 2003; Goémez-
Virseda and Gastmans, 2021; Cipriani and Di Fiorino, 2019;
Menzel and Steinbock, 2013; Groves, 2006; Fontalis et al,,
2018; Gastmans and De Lepeleire, 2010; Ting et al., 2017;
Nie et al., 2015; Nakanishi et al., 2021; van der Burg et al., 2019;
Largent et al., 2019; Hilliard, 2011; Sharp, 2012; D’cruz, 2021;
Cohen-Almagor, 2016; Bolt et al., 2015; Sulmasy et al., 2016;
Kenning et al., 2017; Werner et al., 2014; Sulmasy et al., 2018;
Dehkhoda et al., 2021; Bravo et al.,, 2021; Castelli Dransart
et al., 2021; Miller et al., 2019; Jongsma et al., 2019; Diehl-
Schmid et al.,, 2017; Cherry, 2003; Johnstone, 2013; Cholbi,
2015; Nicolini et al., 2020; Fuchs and Fuchs, 2021; Huang and
Cong, 2021) and these are summarized and analyzed below.
This process is depicted in Figure 1.

Economic Factors

Economic burdens, both those faced by caregivers and by
healthcare systems, have been advanced as a justification for
PAS. It has already been noted that, paradoxically, approval
of PAS in cases such as dementia is higher in high-income
countries. Studies of caregivers have also noted that, often, it
is not “just” economics that influences attitudes towards PAS.
Other factors of equal importance are unmet needs for
nursing care, transportation, and domestic assistance, the
presence of depressive symptoms in the caregiver, and the
caregiver’s perception of the patient’s suffering (Emanuel
et al.,, 2000; Tomlinson et al., 2015). Moreover, even if
economic burdens influence a caregiver’s attitudes towards
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PAS, this need not be interpreted as a reason to broaden
access to PAS; it could equally be well seen as a reason to
provide economic and logistic assistance to affected families,
and to identify and treat depression in caregivers. It has also
been noted that, in some cases, those belonging to a higher
socio-economic stratum may also be overrepresented among
those opting for PAS, again suggesting that simple linear
arguments based on caregiver costs do not tell the entire story
(Krag, 2014).

The picture that emerges at the level of the healthcare
system is different. It has been argued that PAS may lead to
substantial savings at the systemic level (Trachtenberg and
Manns, 2017); this could lead to a tendency to offer or
recommend PAS to patients with dementia as a “cost-
effective” measure (Bilchik, 1996). This is a matter of
concern, given that cost-driven decisions and policies in
healthcare often impose a disproportionate burden on the
socially disadvantaged (Lazar and Davenport, 2018). In
dementia, economically-driven systemic decisions appear
to act as a barrier to the provision of other specific forms
of care, such as nursing interventions (Karrer et al., 2020) and
may lead to the excessive use of other forms of treatment,
such as typical antipsychotics (Stakisaitis et al., 2019) and
feeding tubes (Finucane et al, 2007), based on cost
considerations rather than evidence. Given this, it is
plausible that economic considerations may lead to the
incentivization of PAS for patients with dementia,
regardless of the best interests of the patient or their
caregivers (Finucane, 1999; Sachs et al., 2004). This danger
may be especially acute in low- and middle-income countries,
where rapid increases in the elderly population and the
absence of a social welfare “safety net” may further
contribute to such incentivization (Dominguez et al,
2021). Though economic considerations are important in
the efficient running of healthcare systems, the interests of
the patient should not be subordinated to them (Meier, 1997).
In this context, it is also worth discussing the argument made
by Krag (Krag, 2014) at more length. His paper is a response
to the argument that assisted dying should not be denied to
the marginalized groups because this represents a form of
“paternalism.” His analysis is based on the fact that
paradoxically, rich male individuals in developed
countries, who are considered to have greater social power
and autonomy, may be equally or even more vulnerable to the
threats posed by liberal access to euthanasia or PAS because
of culturally conditioned “social messages” that are peculiar
to Western countries. His conclusion is that, given that even
this “non-marginalized” group is likely to be at risk of the
abuse or inappropriate use of PAS, continued restrictions on
this practice represent the most prudent course of action. It is
of course possible that Krag’s argument would be more
applicable to developed and industrialized nations, while
concerns related to misuse of PAS in vulnerable groups
may be more applicable in lower-income nations with
greater economic inequality and resource scarcity. In
either case, these arguments favour a more restrictive
approach towards PAS.

Paradoxes in PAS for Dementia

Caregiver Burden
As briefly mentioned in the previous section, difficulties faced by

caregivers are an important factor driving attitudes towards PAS
in patients with dementia. These factors include stress (Liu et al.,
2020), sleep disruption (Gao et al, 2019), physical health
problems (Gilhooly et al., 2016), syndromal or subsyndromal
depression and anxiety (Watson et al, 2019), economic
difficulties (Cheng, 2017), and, in some cultures, the stigma
attached to a diagnosis of dementia in a family member (Biggs
et al., 2019). Though these problems exist globally, they may be
particularly acute in low- and middle-income countries where
resources for caregivers are limited (Fam et al., 2019). While
many of these problems are related to the behavioural problems
exhibited by patients with dementia, discussed in the next section,
others are not directly correlated with the presence and severity of
these behaviours. An argument often advanced in this context is
that PAS may be desired by caregivers facing intolerable burdens
of this sort, and that therefore it should be made available as a
legal option (Tomlinson et al., 2015; Jakhar et al., 2020). However,
examination of the responses given by caregivers in such
situations reveals a more complex picture. While 40% of
carers in a small sample from a developed country did
contemplate the possibility of PAS, the same respondents also
mentioned that they would prefer optimal end-of-life care to PAS.
In the overall sample, a recurrent theme was that if the health care
and social care systems were more attuned to the needs of people
with dementia and their caregivers, their overall burden would be
minimized and they would be less likely to consider PAS
favourably (Dening et al, 2013). A similar study compared
reactions to death in caregivers of patients with Alzheimer’s
disease from different ethnic groups. These researchers
observed that African-American caregivers were less likely
than White caregivers to approve of even passive forms of
“assisted death”, such as withholding care towards the end of
life (Owen et al., 2001). Likewise, a more recent study presented
Israeli caregivers who had provided end-of-life care to a relative
with two end-of-life scenarios, one related to advanced dementia
and one to physical disability. Responses to the dementia scenario
were ambivalent, with only 48% of the sample (40 of 83 subjects)
expressing a clear preference for PAS (Cohen-Mansfield and Brill,
2020). A qualitative analysis of blog posts made by dementia
caregivers found a similar lack of uniformity — while themes
related to death (n = 73), deterioration (n = 57), hospice care (n =
57) and decision-making (n = 41) were expressed across several
posts, explicit references to euthanasia or PAS were much less
common (n = 12); even references to suicidal ideation on the part
of the caregiver were relatively more frequent (n = 15) (Anderson
et al, 2019). In a similar vein, a study assessing overt homicidal
ideation in a sample of 21 carers of patients with dementia found
that only two subjects overtly expressed such ideation, while four
expressed a wish for the patient to die with no homicidal intent. A
further four subjects reported aggressive behaviour, verbal or
physical, towards the patient, but no wish for the patient to die or
be killed. The majority of caregivers (11/21, 52.4%) denied any
such ideations or behaviour (O'Dwyer et al., 2016). All the above
studies were conducted in regions where PAS is illegal. On the
other hand, in a study conducted in a region where PAS had
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recently been legalized, 68% of caregivers were willing to consider
PAS for a relative with advanced Alzheimer’s, with the figure
rising to 91% for cases of Alzheimer’s considered to be “terminal”
(Bravo et al.,, 2018).

The significant discrepancy between these results suggests
that legalization of PAS may produce significant shifts in the
attitudes of caregivers towards this practice, regardless of their
earlier attitudes; moreover, such attitudes and shifts are
unlikely to be uniform, and may be crucially influenced by
variables such as sex and ethnicity (Owen et al., 2001; Wicher
and Meeker, 2012; Stolz et al., 2015; Cohen-Mansfield and
Brill, 2020) as well as by individual political and religious
beliefs (Kemmelmeier et al., 2002; Richter et al., 2001; O’'Dwyer
et al., 2016). These are not independent of each other; for
example, a survey of African-Americans found that several
factors, including their cultural and spiritual values and their
attitude towards the healthcare system, influenced their lower
preference for euthanasia or PAS (Wicher and Meeker, 2012).
It is also important to note that none of these studies examined
the effect of crucial confounding variables, such as caregiver
depression or physical ill-health, economic difficulties, or
patient behavioural problems, on attitudes towards PAS.
Given the drastic and “final” nature of PAS as a proposed
solution for caregiver burden in dementia, it would be prudent
to carefully assess such relationships first, and to consider
alternate forms of assistance that do not entail the immediate
death of the patient. There is evidence for the effectiveness of
several such alternatives, including educational interventions
(Seike et al,, 2021), interventions aimed at strengthening
coping skills (Kashimura et al, 2021), case-based care
management (Zwingmann et al., 2018) and community-
based services (Gitlin et al., 2019). Other strategies that
have empirical or theoretical support, but have not yet been
evaluated in controlled trials, include better physical and
mental health services for caregivers (von Kinel et al,
2019), and the assessment and provision of social, financial
and legal support tailored to individual needs (Zwingmann
et al., 2019). While such interventions may require more
investment in terms of manpower, infrastructure and
budgetary allotment than PAS, this is not in itself a reason
to reject them or consider them inferior - especially in regions
where there are social, cultural or religious factors which lead
to disapproval of assisted dying. Basing decisions regarding
PAS on the “least expensive” or “most cost-effective” option
subordinates the rights of both patients and caregivers to
economic factors (Bilchik, 1996; Meier, 1997; Gerk, 2017)
and opens the door to various forms of abuse (Kipke, 2015).

Behavioral and Psychological Symptoms of
Dementia (BPSD)

A wide range of problematic behaviours, grouped together
under the umbrella term BPSD, can be observed in patients
with dementia. These include apathy, depression, agitation,
aggression, delusions, hallucinations, sleep disturbances, and
behavioural disinhibition (Deardorff and Grossberg, 2019).
Some of these symptoms may be associated with particular

Paradoxes in PAS for Dementia

causes or subtypes of dementia: for example, depression and
apathy are common in vascular dementia (Tiel et al., 2015)
while hallucinations are common in dementia with Lewy
bodies (Borroni et al., 2008). The presence of these
symptoms is associated with an increased risk of harm to
patients themselves (for example, through wandering away or
refusal of food or medications) and their caregivers (for
example, in the case of aggression or sexual disinhibition).
In addition to impairing the quality of life of both patients
and caregivers, some of these symptoms - particularly
agitation, aggression and hallucinations - are associated
with a marked elevation in the burden faced by caregivers
(Kim et al., 2021). Though such symptoms are conventionally
treated with medications such as atypical antipsychotics and
antidepressants, their efficacy is modest and their use is often
limited by adverse drug reactions (Yunusa et al., 2019; Seibert
etal., 2021). For these reasons, BPSD is sometimes cited as an
“indication,” or at least as a contributory factor, for the
approval of PAS in patients with moderate or severe
dementia (Dierickx et al., 2017).

However, there are certain problems with this line of
argumentation. First, though currently available therapies for
BPSD have significant limitations, this may not be the case in
the future. Basic research is beginning to elucidate the molecular
mechanisms associated with specific types of BPSD (Scassellati
et al,, 2020; Degawa et al., 2021; Kobayashi et al., 2021); novel
therapeutic strategies are being developed and evaluated
(Magierski et al, 2020); and in some cases,
pharmacological strategies may also be safe and effective
(Abraha et al., 2017; Wang et al, 2019). An undue emphasis
on PAS would tend to have a “chilling effect” on such lines of
research and reduce funding for them, potentially depriving
patients of effective alternatives or even of adequate palliative
care (Hendin et al, 2021). Second, the presence of treatment-
resistant behavioural symptoms is not unique to dementia, but is
observed in several neuropsychiatric conditions, including
traumatic brain injury (Rahmani et al., 2021), schizophrenia
(Campana et al, 2021), and mood disorders (Fekadu et al.,
2009; Fornaro et al., 2020). If the presence of these symptoms
in dementia is considered a sufficient indication for PAS, this
opens the door to the approval of PAS in patients with any severe
or resistant mental illness or behavioural disorder; this has
already occurred in some countries where PAS has been
legalized (Dierickx et al., 2017; Verhofstadt et al., 2021). From
an ethical perspective, this would represent a significant paradigm
shift from existing standards of care in neuropsychiatry, where
suicide is seen as something to be prevented rather than
permitted under supervision (Serafini et al., 2016; D’Anci
et al, 2019); this could also lead to a “slippery slope”
phenomenon where PAS is seen as the simplest or most cost-
effective intervention for any difficult-to-treat neuropsychiatric
disorder, particularly in vulnerable populations. This would
further erode trust in the healthcare system and impede care
among patients with such disorders (Buturovic, 2020). Such a
concern is not merely theoretical; there is already evidence from a
Belgian series that women are far more likely to undergo PAS for
dementia or mood disorders than men (Dierickx et al., 2017). In
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the case of PAS for women, the analysis by Canetto (Canetto,
2019) is particularly noteworthy. This model posits that White
women are especially likely to both advocate for and opt for PAS,
and that this arises from a unique combination of privilege and
disadvantage. On the one hand, White women are more likely
than ethnic minority women to trust the healthcare system
(Wicher and Meeker, 2012); on the other hand, they are
exposed to disadvantages in terms of economic status, access
to palliative care, and cultural ideas of femininity as “self-
sacrificing.” These factors interact with aggressive messaging
from physicians, experts and the media about the “desirability”
and “dignity” associated with PAS. As with Krag’s (Krag, 2014)
analysis of a similar situation in high-income men, such
considerations suggest that, depending on social and cultural
contexts, groups that are thought of as “privileged” may actually
be paradoxically vulnerable to an indiscriminate adoption of
euthanasia or PAS.

Issues Specific to Advanced Dementia
Advocates of PAS in dementia could credibly respond to the three
preceding sections by suggesting that the practice should be
confined to patients with severe or “terminal” dementia, where
the patient’s life expectancy is already low and there is little or no
scope for improvement (Mondragon et al., 2020). The typical case
scenario discussed in this context is that of a patient with
advanced dementia who has difficulties in feeding himself, has
limited or no mobility, and has developed (or is at risk of
developing) complications such as decubitus ulcers or
aspiration pneumonia (Cohen-Mansfield and Brill, 2020). In
discussing such scenarios, an important distinction needs to be
made between passive acts (refusal or denial of care) and active
assistance on the part of the physician, such as provision or
administration of a lethal drug, as would occur in PAS (Allen,
2020). In the former care, a further distinction can be profitably
made between life-sustaining, basic forms of care, such as
nutrition and hydration, and “heroic” forms of care, such as
aggressive pharmacological treatment or repeated attempts at
resuscitation. While the former is considered a form of PAS in
several religious traditions and therefore unacceptable (Shannon
and Walter, 2004; Rosner and Abramson, 2009; Alsolamy, 2014),
the latter would be considered permissible, and could addressed
through advance care planning (van Wijmen et al., 2015).

If these cases are excluded and only assisted dying (euthanasia
or PAS) is taken into consideration, a different picture emerges,
with significant implications for the legalization and
implementation of this practice. First, even in countries where
PAS is legal for advanced dementia, there is significant
ambivalence among both physicians and caregivers. For
example, in a survey of Dutch physicians, 53% reported a
significant emotional burden when faced with dementia-
related PAS requests; 47% had difficulty in evaluating the
competency of the patient with reference to informed consent;
and 43% reported feeling pressurized by caregivers into
approving the request (Schuurmans et al, 2021). Similarly, a
sample of the Dutch general public, 40% of respondents
considered PAS unacceptable even in advanced dementia;
disapproval was stronger in older subjects and in those with
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higher self-reported religiosity (Brinkman-Stoppelenburg et al.,
2020). It is also possible that individuals may express approval of
PAS as an abstract notion, but be more disapproving when
presented with concrete cases. This was observed in a study of
the general public in the United States, where over 54% of
respondents expressed approval of PAS for dementia initially,
but only 21-40% continued to express approval when provided
with specific scenarios (Mangino et al., 2021). The results of these
surveys suggests that significant conflicts of interest could arise in
this setting; though the Schuurmans et al. (2021) study raises the
possibility of physicians feeling “pressured” by family members
(Wardle, 1993), it is equally conceivable that caregivers could feel
“pressured” for economic, social or other systemic reasons
(Kemmelmeier et al,, 2002). This could lead to consent or
approval being given under duress, and thus being of limited
validity. Second, though the “advanced” or “severe” nature of
dementia may be evident in certain cases, there are others where it
may be difficult to distinguish between “early” and “late” or
“moderate” and “severe” cases (Nicolini, 2021). Third, there is
evidence that the availability of PAS may compromise the general
standard of medical care offered to such patients (Mathews et al.,
2021). Fourth, it is also possible that patients with advanced
dementia may be partially or wholly unaware of “suffering” as we
understand it, and that attempts to frame the debate in these
terms may reflect the projection of caregivers’ or physicians’
opinions rather than the patient’s actual situation (Hertogh,
2009). It can be argued, on the basis of these factors, that it
would be ethically imprudent to advocate for a procedure that can
be misused or inappropriately applied. What is needed, instead, is
the identification a “middle position” that recognizes the futility
of aggressive or “heroic” treatments in advanced dementia, while
avoiding the pitfalls associated with euthanasia or PAS (Jones,
1997; Hendin et al., 2021).

Patient Autonomy, Dignity and the Right
to Die

In view of the cognitive deterioration that inevitably accompanies
dementia, the last argument made in this context centers on the
primacy of patient autonomy and of the patient’s wishes. It is
argued that, given the loss of autonomy that is entailed by
cognitive decline, patients should have the right to choose PAS
via advance directive prior to the onset of such decline. This is
seen as a means of preserving their dignity when faced with
disintegration of their identity and autonomy (Reagan et al., 2003;
Gomez-Virseda and Gastmans, 2021). Further, it is argued that
since informed consent may be impossible once this
disintegration has occurred, such an option should not be
restricted only to “advanced” cases (Cipriani and Di Fiorino,
2019), and should be included in advance directives (Menzel and
Steinbock, 2013) under the principle of “precedent autonomy”
(Groves, 2006). This argument is, in a sense, complementary to
the previous one, as it sees the suffering and loss of dignity seen in
advanced dementia as being “preventable” through PAS (Gomez-
Virseda and Gastmans, 2021).

Though this argument may be more ethically sound than the
previous one, as it involves informed consent from patients
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themselves, it still entails certain difficulties. First, the notion of
patient autonomy as a “fundamental principle” is specific to a
certain school of Western ethical thought (Cipriani and Di
Fiorino, 2019). It can be argued that this principle is not
absolute with regards to end-of-life decisions (Fontalis et al.,
2018), and that, when viewed from a different philosophical
perspective, euthanasia or PAS may not be an ethically viable
response to a “fear of disintegration” (Gastmans and De
Lepeleire, 2010). Likewise, autonomy-based arguments may be
rejected in non-Western cultures, particularly those in which filial
piety and respect for the elderly are valued (Ting et al., 2017), or
where autonomy is subordinate to community-based values (Nie
et al., 2015). Second, it is difficult to evaluate whether an
individual patient’s wish for PAS is truly “autonomous” or is
the result of coercion, either by family members, by professionals,
or by broader socio-economic pressures. This is vividly illustrated
by a recent survey of dementia specialists, which found that one
or more of these concerns was raised by 63% of respondents
(Nakanishi et al., 2021). Third, with advances in the identification
of “pre-dementia” through biomarker techniques, the possibility
of PAS in pre-symptomatic individuals has been seriously
considered by some authors (van der Burg et al, 2019).
However, a survey of individuals with elevated amyloid-beta, a
putative biomarker for Alzheimer’s risk, found that only 20% of
respondents would consider PAS in this context, suggesting that
there is a mismatch between the theoretical values espoused in the
literature and the actual wishes of patients in this context (Largent
et al., 2019). Fourth, reducing an individual’s worth or reason for
living to their cognitive capacity is an example of utilitarian
thought (Hilliard, 2011), and could lead to the extension of this
practice to those with severe mental disability of any sort, as well
as to the advocacy of non-voluntary euthanasia on utilitarian or
economic principles (Sharp, 2012). Fifth, there are certain
dangers in relying on an advance directive in such cases,
because an individual’s wishes may vary over time: a patient
with early dementia might express a wish for PAS due to
psychosocial factors (such as depression or economic
hardship) at one point in time, but express a different attitude
if such problems are ameliorated (D’cruz, 2021). These
conceptual and practical difficulties suggest that the case for
PAS in “early” dementia is far from straightforward, and
leaves open the possibility of “secondary gain” in which
“societally driven” or “coerced” PAS becomes more frequent
in this population (Hilliard, 2011; Nakanishi et al., 2021).

ADDITIONAL ARGUMENTS THAT REQUIRE
CONSIDERATION WHEN CONSIDERING
PAS IN DEMENTIA

Besides the above factors, which have been the most extensively
discussed in the literature, several authors have raised concerns
related to the practice of PAS in general, and in this population in
particular. Four of these were raised in a recent review (Cohen-
Almagor, 2016). First, advocacy for PAS by healthcare
professionals involved in dementia care could be seen as
violating the principle of beneficience, which is one of the
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pillars of medical ethics. Second, dementia is generally not a
condition associated with severe, intractable pain or other forms
of suffering that are seen other terminal illnesses; thus, it would be
fallacious to argue for PAS on the basis of “suffering” in these
patients. Third, as was mentioned in the previous section,
reducing the worth of a patient’s life to their cognitive
capacities alone poses certain problems; patients with
dementia may continue to live in an “experiential” way even if
severely cognitively impaired. Fourth, the finality of ending a
patient’s life means that any decisions made in this regard by a
third party are problematic, and caution is necessary. These four
considerations are not purely theoretical, as can be seen from the
results of the surveys discussed earlier, which indicate marked
ambivalence regarding PAS on the part of both healthcare
professionals and elderly individuals themselves (Dening et al.,
2013; Bolt et al., 2015; Schuurmans et al., 2021).

Related to these arguments, Sulmasy et al. have pointed out
that the endorsement of PAS creates a fundamental conflict
between a physician’s role as providing care to the vulnerable,
and their participation in a destructive act (Sulmasy et al., 2016).
This could compromise professional integrity and, over time, lead
to ambiguities or even erosion of trust in doctor-patient
relationships and the healthcare system among patients and
their caregivers. This is particularly important in the case of
dementia, where there are already significant barriers to care
(Werner et al., 2014; Kenning et al., 2017). Elaborating on these
points in a further review (Sulmasy et al., 2018), the same author
draws on the same argument, and further adduces arguments that
have been discussed earlier in this paper, such as the limits of
autonomy, the distinction between active killing and passive
denial of particular treatments, the social ramifications of
suicide and assisted suicide, and the possibility of a “slippery
slope” characterized by “incremental extension.” Based on these,
he concludes that the medical profession should continue its
opposition to PAS on both prudential and ethical grounds. A
different but related argument was offered by Kipke (2015), who
pointed out that, once one endorses PAS, there are no coherent
ethical objections to the provision of assisted suicide outside the
healthcare system, including the commercialization of this
practice; in other words, permitting PAS in a medical setting
could eventually lead to the implementation of this practice on a
for-profit basis.

In addition, there is the argument from the lack of consensus
amongst medical professionals and the general public. Consensus
among experts regarding the value of PAS for dementia, and the
feasibility of safeguards against abuse of this practice, is relatively
easy to obtain (Dehkhoda et al, 2021). On the other hand,
disagreements and disapprovals of this practice among
physicians and the general public, who are more aware of
concrete realities and of the illusory nature of these safeguards,
have been well documented across several settings and countries
(Owen et al., 2001; Pereira, 2011; Wicher and Meeker, 2012;
Alsolamy, 2014; van Wijmen et al., 2015; Cohen-Mansfield and
Brill, 2020; Bravo et al., 2021; Schuurmans et al., 2021). A recent
systematic review of studies of older adults underlined this lack of
consensus, with only a minority consistently expressing
acceptance of PAS, and a significant influence of age,
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religiosity, education and socio-economic status (Castelli
Dransart et al., 2021).

An additional argument based on caution comes from
concerns about the failure of safeguards (Pereira, 2011).
Analyses of real-world cases reveal the very real potential
of ethical violations, as in a recent case where the final
decision regarding euthanasia in a patient with dementia
was taken by physicians, despite the patient’s apparent
ambivalence, and included the surreptitious administration
of a sedative to the patient prior to euthanasia (Jongsma et al.,
2019; Miller et al., 2019). It is also worth noting that while
dementia is not consistently associated with completed
suicide, rates of assisted dying in this population have
been noted to increase when it is legally permitted (Diehl-
Schmid et al., 2017); this phenomenon is reminiscent of the
increased suicide rates seen in countries or cultures where
access to means of suicide is easier (Sarchiapone et al., 2011).

Finally, as Johnstone (2013) has pointed out, the use of
dementia in public debates over assisted dying has led to the
adoption of problematic imagery and metaphors to describe
dementia. This could lead to the further stigmatization of
patients with this disorder, and to an undue emphasis on
euthanasia or PAS as the “solution” for those suffering from
this illness.

Beyond a biomedical or bioethical framework, there are significant
objections to the practice of PAS, both in general and with reference
to dementia, in many of the world’s religious traditions (Chakraborty
et al,, 2017). Though faith-based arguments are often critiqued by
those who do not share such beliefs (D’cruz, 2021), they should not be
discarded outright. These traditions, even if viewed from a purely
naturalistic perspective, are the result of centuries of tradition aimed
at safeguarding communities and ensuring justice (Cherry, 2003) and
share with medical ethics a desire to safeguard human life and dignity
(Fuchs and Fuchs, 2021).

The above review necessarily contains certain limitations,
based as it is on a combination of findings from observational
studies and analyses of ethical arguments. First, as noted
above, responses given by study subjects in surveys are
crucially influenced by methodological issues, such as the
manner in which a question is framed; thus, some of the
lack of uniformity in results may reflect the influence of
these factors. Second, as this field of debate is still relatively
young, and societal attitudes towards this practice are
changing rapidly in some parts of the world, a cross-
sectional review of this sort may fail to identify significant
shifts in attitudes towards PAS (Nicolini et al., 2020). Finally,
due to the heterogeneity and semi-qualitative nature of the
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material being considered, a formal systematic review or meta-
analysis was not possible. These limitation are, to a certain
degree, inherent to the complex nature of the question being
addressed in this paper.

CONCLUSION

A careful examination of existing global survey data and its
correlates, as well as of surveys of patients, caregivers and
physicians and of ethical arguments for and against PAS in
dementia, reveals a picture that is far from cut-and-dried.
Favourable attitudes towards PAS appear to be strongly
conditioned by cultural and economic conditions and are far
from universal. Elderly people, their caregivers, and healthcare
professionals all experience significant ambivalence around the
issue, and have flagged several areas where abuse of PAS is a real
possibility. Conventional arguments in favour of this practice in
dementia each have their own limitations, and in each case,
alternatives to PAS are both conceivable and feasible in
principle.  Finally, patients, caregivers and healthcare
professionals may all experience significant duress with
reference to PAS, due to conflicting interests, physical and
mental health status, and social and economic adversity. In the
face of this accumulated evidence, it is far from clear that the
widespread legalization of PAS is either necessary or desirable.
The principle of “first do no harm” should be kept in mind when
approaching this issue; it should be understood from the
foregoing discussion that “harm” in this case applies not only
to patients or physicians but to the physician-patient relationship,
the healthcare system, and even society at large. It is essential to
avoid a situation where patients or caregivers are made to believe
that dementia is associated with a “duty to die” (Cholbi, 2015;
Huang and Cong, 2021). What is needed is not advocacy of PAS
as a “quick fix” for the complex problems encountered by patients
with dementia and their caregivers, but “respecting patients’
humanity and providing them with more care, compassion,
and good doctoring.” (Cohen-Almagor, 2016; Hendin et al,
2021), and an attitude of neutrality or passivity on the part of
the medical profession is, as Sulmasy et al. (2018) point out,
inappropriate in this context.
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