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Abstract

We comment on Dr. Terman’s considerations on the moral justification of ceasing

assisted feeding and hydration for peoplewith advanced dementia. The core idea of his

paper is that an advance directive can solve future dilemmas regarding assisted feed-

ing. We submit that this static instrument is unfit for the complex and dynamic nature

of assessing how to deal with refusals to eat, in particular for people with dementia. It

overvalues the past in relation to the present situation and leaves no room for the pos-

sibility of changing wishes. Moreover, the perspectives of professional caregivers and

families are not addressed because the focus is entirely on individual autonomy in early

dementia. Multiple perspectives should be considered in interpreting directives and

the actual situation in light of the patient’s view of life in order to realistically account

for what is morally justifiable in care in advanced dementia.
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COMMENTARY

Dr. Terman aims to inspire debate on the issue of facilitating “timely

dying” in advanced dementia.1 He presents arguments for and against

the view that advance directives, indicating when ceasing assisted

feeding and hydration is allowed, can lead tomorally justified interven-

tions that prevent prolonged dying with suffering. We recognize and

underline the importance of a constructive dialogue on this morally

charged topic. We agree with Terman that a semantic discussion on

whether assisted feeding is basic care or a medical treatment adds lit-

tle or nothing to the debate (see his treatment of “Criticism II”).1 We

also agree that comfort-focused treatment, which is common in care

for people with dementia, is important in preventing prolonged dying

with suffering.
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There is much to say about the way Terman presents each of the

eight criticisms and the arguments against them.1 But we question

whether the concise renderings offered by Terman can do justice to

the points of criticism. Also, the distinctions between “ethical,” “legal,”

and “(im)moral” are insufficiently explored and it remains unclear what

exactly is meant by the central question of whether “an effective end-

of-life intervention for advanced dementia can be viewed as moral?”

However, in this commentary, we focus on the content of the argument

by asking: Is the central premise, fromwhichTermandiscusseswhether

ceasing assisted feeding can be moral, convincing? This is the premise

that an advance directive could solve very particular and precise end-

of-life dilemmas for people with dementia and ensure a peaceful and

timely dying. In our view, this is a simplification of a very complex issue

in which a number of arguments and perspectives are neglected.
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First, the premise implies that the directive itself should be very

specific and precise, covering a wide range of conceivable end-of-life

situations. Aiming for advance directives of this kind would require

forcingpeople in anearly stageofdementia tomakeexplicit statements

about a situation they may not know or foresee. Research shows it is

very difficult for patientswith dementia to imagine their future, includ-

ing their care preferences.2,3 In advance care planning conversations,

patients do not think in terms of specific medical interventions or deci-

sions, but rather in broadly formulated care goals. This could be the

reason why most advance directives are written in vague terms that

need to be interpreted by family and health care providers to apply

them to the situation at hand.4,5

Second, in addition to competence issues and the possibility of dis-

crepancy between their former and present will, people with dementia

are also “there,” interacting with their environment in their own way.

We acknowledge the suffering that dementia brings to patients and

their families. But people living with dementia can also be happy, con-

tent, unaware of their situation, or experiencing a certain quality of life.

The actual situation may thus be different from what was dreaded in

advance. Especially with dementia, it is quite unpredictable how much

observable suffering there will be in advanced stages of the disease. If,

for example, the advance directivemarks the pointwhen one no longer

recognizes one’s own children as the moment of too much suffering

which should trigger the cessation of feeding, the actual well-being of

the person with dementia is no longer a factor of importance. In Ter-

man’s approach, the possibilities in the advanced stages of dementia of

coping with the disease, having a diminishing death wish, or having a

changeof heart, are not addressed.6–8 Byputting the advancedirective

in aguiding role, or assigning it adecisive status, the locusof authority is

placed completely in the past. The (perhaps unintended) effect is view-

ing the person with dementia standing in front of you in the present

completely through the lens of the advance directive, and as a result,

ignoring his or her actual situation. This is contradictory to the concept

of person-centered care, which is common policy in nursing homes and

in caring for people with dementia in general.9,10

Besides the lack of attention to these two arguments, there are two

perspectives that deserve more reflection when it comes to the actors

Terman calls “authorities with power”: the perspectives of health care

professionals and family. Health care providers experience the tension

and stress of the moral dilemma of whether to cease feeding at least

three times a day when they are confronted with a patient’s refusal

to eat without clear cause. Research shows professionals struggle with

this, and they differ in their interpretation and response.11 In Terman’s

approach, this perspective is not accounted for. The primacy of the

advance directive reduces professionals tomere executors, as they are

not the ones who make the actual decision to cease assisted feeding.

One may wonder whether the professionals are then “authorities with

power” or in fact rather powerless.

As regards the perspective and role of family, research shows that

considerations about family members appear to be very important

for patients when they have a wish to die.12,13 End-of-life choices

and wishes are influenced and shaped by relationships with family

members.12–15 Research in the Netherlands shows that the family has

an important role in interpreting the wishes contained in the advance

directives.16 They are often the experts on the patient’s life story and

what he or she considers important in life, which is crucial to inter-

preting the directive and making the right decisions. Of course, family

can also be a very problematic factor in this process; they may have

different opinions and interests among themselves and this creates

difficulties in medical decision-making.17,18 But family members are

also stakeholders rather than the bystanders or “well-meaning third

parties” towhich Terman reduces them.Wewant to underline that tak-

ing family members’ perspectives seriously does not dismiss ceasing

assisted feeding as an option or, as a rule, harm the patient’s autonomy.

We agree with Terman that it should be possible to include ceas-

ing assisted feeding in advance directives and that this could be a

viable way to a peaceful end of life. It can indeed be moral under

circumstances. It seems right to consider the preferences of people

with dementia in some form. However, it may be immoral to leave

this solely in the hands of a document based on precedent autonomy

which is a very limited format for people with dementia due to their

reduced self-determination. A cross-cultural study on the conceptual-

ization of a good end of life with dementia found that even inWestern

countries patients benefit from, and value, relationships more than full

autonomy.19

We are aware that our approach of involving health care providers

and family in assessing the desirability of end-of-life interventions

may be viewed as paternalistic by advocates of individual autonomy

and self-determination. In our view, however, issues such as ceasing

assisted feeding are too complex to consider through the narrow lens

of autonomy that is statically defined in a directive. A wider and more

dynamic scope is needed that fits the reality of the daily life of people

with dementia, their family, and their health care providers.

ACKNOWLEDGMENT

The authors have nothing to report.

CONFLICT OF INTEREST STATEMENT

The authors declare no conflicts of interest. Author disclosures are

available in the supporting information.

REFERENCES

1. Terman SA. Can an effective end-of-life intervention for advanced

dementia be viewed as moral? Alzheimer’s Dement. 2024;e12528.
doi:10.1002/dad2.12528

2. Dening KH, Jones L, Sampson EL. Preferences for end-of-life care: a

nominal group study of people with dementia and their family carers.

Palliat Med. 2013;27(5):409-417. doi:10.1177/0269216312464094
3. Lemos Dekker N, Bolt SR. Relating to the end of life through advance

care planning: expectations and experiences of people with demen-

tia and their family caregivers. Dementia. 2022;21(3):918-933. doi:10.
1177/14713012211066370

4. HertoghCM, RibbeMW. Ethical aspects ofmedical decision-making in

demented patients: a report from theNetherlands.Alzheimer Disease &
Associated Disorders. 1996;10(1):11-19.

5. de Boer ME, Dröes RM, Jonker C, Eefsting JA, Hertogh CMPM.

Advance directives for euthanasia in dementia: howdo they affect res-

ident care in Dutch Nursing Homes? J AmGeriatr Soc. 2011;59(6):989-
996. doi:10.1111/j.1532-5415.2011.03414.x

 23528729, 2024, 1, D
ow

nloaded from
 https://alz-journals.onlinelibrary.w

iley.com
/doi/10.1002/dad2.12531 by C

ochrane N
etherlands, W

iley O
nline L

ibrary on [23/07/2024]. See the T
erm

s and C
onditions (https://onlinelibrary.w

iley.com
/term

s-and-conditions) on W
iley O

nline L
ibrary for rules of use; O

A
 articles are governed by the applicable C

reative C
om

m
ons L

icense

https://doi.org/10.1002/dad2.12528
https://doi.org/10.1177/0269216312464094
https://doi.org/10.1177/14713012211066370
https://doi.org/10.1177/14713012211066370
https://doi.org/10.1111/j.1532-5415.2011.03414.x


SCHEERES-FEITSMA ET AL. 3 of 3

6. Tomlinson E, Spector A, Nurock S, Stott J. Euthanasia and physician-

assisted suicide in dementia: a qualitative study of the views of former

dementia carers. Palliat Med. 2015;29(8):720-726.
7. Halpern J, Arnold RM. Affective forecasting: an unrecognized

challenge in making serious health decisions. J Gen Intern Med.
2008;23(10):1708-1712. doi:10.1007/s11606-008-0719-5

8. van Wijngaarden E, Merzel M, van den Berg V, Zomers M, Hartog

I, Leget C. Still ready to give up on life? A longitudinal phenomeno-

logical study into wishes to die among older adults. Soc Sci Med.
2021;284:114180. doi:10.1016/j.socscimed.2021.114180

9. McCormackB,McCance T. Person-CentredNursing: Theory and Practice.
Wiley-Blackwell; 2010. doi:10.1002/9781444390506

10. Kitwood TM. Dementia Reconsidered: The Person Comes First. Open

University Press; 1997.

11. Pasman HRW, The BAM, Onwuteaka-Philipsen BD, Van Der Wal G,

Ribbe MW. Feeding nursing home patients with severe dementia:

a qualitative study. J Adv Nurs. 2003;42(3):304-311. doi:10.1046/j.
1365-2648.2003.02620.x

12. Roest B, Trappenburg M, Leget C. The involvement of family in the

Dutch practice of euthanasia and physician assisted suicide: a system-

atic mixed studies review. BMC Medical Ethics. 2019;20(1):23. doi:10.
1186/s12910-019-0361-2

13. van Wijngaarden E, Alma M, The AM. The eyes of others’ are what

really matters: the experience of living with dementia from an insider

perspective. De Luca V, ed. PLoS One. 2019;14(4):e0214724. doi:10.
1371/journal.pone.0214724

14. Pollock K, Seymour J. Reappraising ‘the good death’ for populations

in the age of ageing. Age Ageing. 2018;47(3):328-330. doi:10.1093/
ageing/afy008

15. Dove ES, Kelly SE, Lucivero F, Machirori M, Dheensa S, Prainsack B.

Beyond individualism: is there a place for relational autonomy in clin-

ical practice and research? Clinical Ethics. 2017;12(3):150-165. doi:10.
1177/1477750917704156

16. Rurup ML, Onwuteaka-Philipsen BD, Pasman HRW, Ribbe MW, van

der Wal G. Attitudes of physicians, nurses and relatives towards end-

of-life decisions concerning nursing home patients with dementia.

Patient Educ Couns. 2006;61(3):372-380. doi:10.1016/j.pec.2005.04.
016

17. HoA. Relational autonomyor undue pressure? Family’s role inmedical

decision-making. Scand J Caring Sci. 2008;22(1):128-135. doi:10.1111/
j.1471-6712.2007.00561.x

18. Sinclair C, Gersbach K, HoganM, et al. “A real bucket of worms”: views

of people living with dementia and family members on supported

decision-making. Bioethical Inquiry. 2019;16(4):587-608. doi:10.1007/
s11673-019-09945-x

19. Nishimura M, Dening KH, Sampson EL, et al. Cross-cultural con-

ceptualization of a good end of life with dementia: a qualitative

study. BMCPalliative Care. 2022;21(1):106. doi:10.1186/s12904-022-
00982-9

SUPPORTING INFORMATION

Additional supporting information can be found online in the Support-

ing Information section at the end of this article.

How to cite this article: Scheeres-Feitsma TM, Schaafsma P,

van der Steen JT, van Delden JJM. Commentary: Can an

effective end-of-life intervention for advanced dementia be

viewed asmoral? Alzheimer’s Dement. 2024;16:e12531.

https://doi.org/10.1002/dad2.12531

 23528729, 2024, 1, D
ow

nloaded from
 https://alz-journals.onlinelibrary.w

iley.com
/doi/10.1002/dad2.12531 by C

ochrane N
etherlands, W

iley O
nline L

ibrary on [23/07/2024]. See the T
erm

s and C
onditions (https://onlinelibrary.w

iley.com
/term

s-and-conditions) on W
iley O

nline L
ibrary for rules of use; O

A
 articles are governed by the applicable C

reative C
om

m
ons L

icense

https://doi.org/10.1007/s11606-008-0719-5
https://doi.org/10.1016/j.socscimed.2021.114180
https://doi.org/10.1002/9781444390506
https://doi.org/10.1046/j.1365-2648.2003.02620.x
https://doi.org/10.1046/j.1365-2648.2003.02620.x
https://doi.org/10.1186/s12910-019-0361-2
https://doi.org/10.1186/s12910-019-0361-2
https://doi.org/10.1371/journal.pone.0214724
https://doi.org/10.1371/journal.pone.0214724
https://doi.org/10.1093/ageing/afy008
https://doi.org/10.1093/ageing/afy008
https://doi.org/10.1177/1477750917704156
https://doi.org/10.1177/1477750917704156
https://doi.org/10.1016/j.pec.2005.04.016
https://doi.org/10.1016/j.pec.2005.04.016
https://doi.org/10.1111/j.1471-6712.2007.00561.x
https://doi.org/10.1111/j.1471-6712.2007.00561.x
https://doi.org/10.1007/s11673-019-09945-x
https://doi.org/10.1007/s11673-019-09945-x
https://doi.org/10.1186/s12904-022-00982-9
https://doi.org/10.1186/s12904-022-00982-9
https://doi.org/10.1002/dad2.12531

	Commentary: Can an effective end-of-life intervention for advanced dementia be viewed as moral?
	Abstract
	COMMENTARY
	ACKNOWLEDGMENT
	CONFLICT OF INTEREST STATEMENT
	REFERENCES
	SUPPORTING INFORMATION


