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Commentary

Can we change our minds?
Dementia, feeding, and advance directives in long-term care

Joel Wohlgemut MA MD CCFP

You have been caring for a 77-year-old man with severe 
dementia at one of the nursing homes in your com-
munity. The patient is nonverbal, incontinent of bowels 
and bladder, and completely dependent for all activities 
of daily living. There is no evidence that he recognizes 
family members or staff. When prompted with a spoon 
to the lips, he will open his mouth and accept food, chew, 
and then swallow. Before the onset of dementia, the 
patient was relatively healthy, and he currently takes 
only vitamin D, levothyroxine, and acetaminophen; a 
do-not-resuscitate order is in effect. When reviewing the 
patient’s status with his daughter, she comments that her 
father would have been horrified to see himself in this 
condition; she is certain that he would rather be dead 
than continue with his current quality of life. She asks 
about his prognosis; given the lack of an acute medical 
issue, you explain that while severe dementia is a termi-
nal condition, it is possible that he could survive in his 
current state for months or even years. This information 
is clearly painful to her, and she ends the conversation 
by commenting, trusting you will not misunderstand her, 
that she believes he would not want to be fed by hand, 
and she wishes that he could just pass away.

Dementia is very prevalent among Canadian long-
term care residents. According to data collected by the 
Canadian Institute for Health Information in 2015 to 
2016, 69% of those living in long-term care had a diag-
nosis of dementia; of those, 82% required extensive 
assistance or were dependent for activities of daily liv-
ing.1 With respect to degree of disability, 40% of resi-
dents with dementia were classified as having severe  
cognitive impairment (defined as a score of 4 to 6 on 
the Cognitive Performance Scale [CPS], a 0-to-6 scale 
extracted from standardized long-term care data). If 
we examine the most severe end of the spectrum (CPS 
score of 6, which indicates that the patient is either 
comatose or severely challenged with decision mak-
ing and totally dependent for eating), data from 2016 
to 2021 indicate that patients in this category make up 
more than 10% of the nursing home population across 
the country.2-6 While severe cognitive impairment is 
associated with mortality, death is not necessarily immi-
nent: a 2010 study noted a 40.6% mortality rate over 12 
months in a population of nursing home patients with 
CPS scores of 5 to 6,7 and in another group of similarly 
impaired patients, just over half (54.8%) died during the 
18-month study.8

Ethical concerns
The survival of long-term care residents in a state of 
severe disability may raise serious ethical concerns for 
family members. Margot Bentley’s story came to atten-
tion a decade ago when her daughter and husband asked 
the British Columbia nursing home where she resided to 
honour the patient’s written request to stop providing 
food and water if she entered a state of extreme physi-
cal or mental disability. Bentley was trained as a nurse 
and had written down her end-of-life wishes in 1991; 
among her requests she pointedly directed that, “If at 
such a time the situation should arise that there is no 
reasonable expectation of my recovery from extreme 
physical or mental disability, I direct that I be allowed 
to die and not be kept alive by artificial means or heroic 
measures” and also that she be given “no nourishment 
or liquids.”9 She was diagnosed with Alzheimer disease 
in 1999, and while her family was able to provide care 
for about 5 years, her ongoing deterioration eventually 
required her admission to long-term care. In 2011, with 
Bentley characterized as having “advanced dementia” 
but still accepting food when a spoon was brought to her 
mouth, her family approached the staff of the home and 
requested that assisted feeding be stopped in line with 
her written wishes. Administrators with Fraser Health 
Authority, the operator of the nursing home, refused this 
request, insisting that they had a responsibility to pro-
vide basic care to their residents.10

Eventually the case was taken to court. In 2014, 
Justice Bruce Greyell of the Supreme Court of British 
Columbia decided that “Mrs. Bentley is capable of mak-
ing the decision to accept oral nutrition and hydra-
tion and is providing her consent through her behavior 
when she accepts nourishment and liquids.”11 Bentley’s 
long-time family physician had argued that the fact that 
she opened her mouth when presented with a spoon 
was “a reflex and is not indicative of any conscious 
decision about whether to eat or not.”11 However, opin-
ions from a palliative care physician and an incapacity 
assessor affiliated with the Public Guardian and Trustee 
held that Bentley was able to show some degree of 
consent to being fed; although on occasion she had 
to be prompted multiple times with a spoon before 
her mouth would open, she demonstrated a pattern 
of accepting several bites of a particular food before 
refusing to open her mouth, and then subsequently 
opening her mouth when presented with a different 
food. On the basis of this evidence, the judge ruled that 
hand feeding should continue.
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Capacity and consent
This case, and the ensuing decision, raises a number of 
important questions pertaining to the care of individu-
als with advanced dementia in long-term care. First, is 
a patient’s mouth-opening response to stimulation with 
a spoon a reflex or evidence of conscious behaviour? 
In the Bentley case, clinical assessments by physicians 
were conflicting. The association of consciousness with 
swallowing continues to be a topic of empirical investi-
gation: a recent study recruited patients after recovery 
from coma caused by a severe acquired brain injury and 
noted that “effective” oral processing of food was found 
only in those rated as having some degree of conscious-
ness (based on multiple clinical assessments and posi-
tron emission tomography).12 While it is unclear whether 
these findings can be extrapolated to a population with 
chronically (rather than acutely) disordered conscious-
ness from advanced dementia, the authors’ conclusion 
that “the presence of an effective oral phase of swallow-
ing seems highly dependent on cortical recruitment”12 
undermines the argument that eating behaviour can be 
construed as brainstem reflexes.

This observation raises a second question: If chew-
ing and swallowing are conscious behaviour (to some 
degree), is this adequate to infer capacity to consent to 
hand feeding, particularly if this runs contrary to a pre-
viously expressed wish? Issues of capacity and consent 
are governed by laws that vary among the provinces 
and territories; in Ontario (the province where I work), 
the Health Care Consent Act guides decision making. 
The Act defines feeding as a “personal assistance ser-
vice”13 and notes that a person 

is capable with respect to a treatment, admission to 
a care facility or a personal assistance service if the 
person is able to understand the information that is 
relevant to making a decision … and able to appre-
ciate the reasonably foreseeable consequences of a 
decision or lack of decision.13 

Consider the patient with severe dementia described 
at the outset and suppose that he previously (while com-
petent) indicated that he did not want to receive nutrition 
if he were to develop marked dementia. In this case the 
patient has expressed wishes reflecting specific values 
about quality of life; if he now still opens his mouth to 
accept food, and we presume some degree of conscious-
ness, does he appreciate the “reasonably foreseeable 
consequences” of continuing to eat, even if this perpetu-
ates his existence in a state that he previously indicated 
was unacceptable to him? While his impaired cognitive 
status might initially lead us to doubt his capacity, it is 
an accepted principle that a patient may lack capacity to 
consent to certain kinds of treatments, but still maintain 
capacity for others; it is not an all-or-nothing determina-
tion. In addition, capable patients are allowed to change 

their minds, and while a reversal in this scenario may be 
improbable, it is not impossible. If we accept the act of 
eating as consent, we guard against causing irreversible 
harm to a patient whose mind has changed. Given the 
difficulty of assessing the nature of limited conscious-
ness in a patient with dementia, it seems probable that 
the presumption of a patient’s capacity, encoded in the 
Health Care Consent Act and other pieces of legislation, 
would support the notion that an eating patient is con-
senting. An Australian assessment of “preplanned star-
vation” in the context of severe dementia concluded that 
the judicial outcome there would likely be the same as in 
British Columbia, and noted that there likely would be no 
form of advance directive that could legitimately imple-
ment this wish.14 

Alternatives for action
As a clinician, then, how do you approach the dissonance 
between the family’s (and possibly your own) under-
standing of how to act in the best interest of the patient, 
and the moral and legal concerns about interpreting a 
patient’s wishes in the context of severe dementia? It 
may be appropriate to engage the family in a reevalua-
tion of the patient’s management using a palliative care 
lens; this could include prohibiting treatment of intercur-
rent illness, with a narrow focus on symptom manage-
ment, as a means of respecting his daughter’s misgivings 
about her father’s current quality of life. Admittedly, the 
timeline of an approach such as this is uncertain; how-
ever, based as it is on the right of a patient (or substitute 
decision maker) to refuse treatment, it is well grounded 
in a clinical and ethical consensus.

However, in a health care environment that promotes 
patient centredness as a key value, it is not obvious 
that wishes declared while competent can simply be set 
aside. The debate around the validity of advance direc-
tives in the context of dementia continues, most recently 
in ongoing discussions of Canadian legislation regard-
ing medical assistance in dying (MAID). Patients with 
severe dementia lack the ability to consent to the proce-
dure, and it is doubtful that a patient in the early stages 
of dementia (and capable enough to initiate a waiver of 
final consent) could be considered to have death “rea-
sonably foreseeable” (in the absence of serious comor-
bidities) as is currently required. Consequently, MAID 
would become an option only if an advance request 
were permitted; it is worth noting that the initial report 
commissioned by the federal government recommended 
recognizing advance directives in specific circumstances, 
but this was not ultimately adopted by politicians.15 The 
most recent amendment to MAID legislation (March 
2021) requires that a government committee reconsider 
the role of advance requests; as a result, we now have 
an opportunity to discuss the societal risks and benefits 
of such a change, using the work that has already been 
done to frame the key issues at stake.16
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Conclusion
As we anticipate increases both in the long-term care 
population and in the number of residents with demen-
tia, health care providers will increasingly face ques-
tions from family members for whom the survival of their 
loved one runs contrary to that person’s stated wishes. 
For patients who continue to eat (an action that is not 
obviously “reflexive”), it may appear that ongoing feed-
ing violates one’s right to self-determination, but there is 
a strong argument to be made that the principle of auton-
omy requires presumption of consent and continued care. 
At the same time, while the situation described here is not 
equivalent to considering MAID, many of the same prin-
ciples and concerns apply when considering the impact 
of advance requests, and the current reappraisal of this 
subject provides a chance for citizens, caregivers, and cli-
nicians to engage in conversation about where this fits in 
our framework of end of life.     

Dr Joel Wohlgemut is a family doctor and long-term care medical director working in 
Ingersoll, Ont.

Competing interests
None declared

Correspondence
Dr Joel Wohlgemut; e-mail article.wohlgemut@gmail.com

The opinions expressed in commentaries are those of the authors. Publication does 
not imply endorsement by the College of Family Physicians of Canada.

References
1. Dementia in Canada. Ottawa, ON: Canadian Institute for Health Information; 2018. 

Available from: https://www.cihi.ca/en/dementia-in-canada. Accessed 2021 Nov 10.
2. Profile of residents in residential and hospital-based continuing care 2016-2017. 

Quick stats. Ottawa, ON: Canadian Institute for Health Information; 2017. Available 
from: https://www.cihi.ca/sites/default/files/document/ccrs-quick-stats-2016-
2017-en-web.xlsx. Accessed 2022 Mar 28.

3. Profile of residents in residential and hospital-based continuing care 2017-2018. 
Quick stats. Ottawa, ON: Canadian Institute for Health Information; 2018. Available 
from: https://www.cihi.ca/sites/default/files/document/ccrs-quick-stats-2017-
2018-en.xlsx. Accessed 2022 Mar 28.

4. Profile of residents in residential and hospital-based continuing care 2018-2019. 
Quick stats. Ottawa, ON: Canadian Institute for Health Information; 2019. Available 
from: https://www.cihi.ca/sites/default/files/document/ccrs-quick-stats-2018-
2019-en-web.xlsx. Accessed 2022 Mar 28.

5. Profile of residents in residential and hospital-based continuing care 2019-2020. 
Quick stats. Ottawa, ON: Canadian Institute for Health Information; 2020. Available 
from: https://www.cihi.ca/sites/default/files/document/ccrs-quick-stats-2019-
2020-en.xlsx. Accessed 2022 Mar 28.

6. Profile of residents in residential and hospital-based continuing care 2020-2021. 
Quick stats. Ottawa, ON: Canadian Institute for Health Information; 2021. Available 
from: https://www.cihi.ca/sites/default/files/document/residential-and-hospital-
based-continuing-care-2020-2021-data-tables-en.xlsx. Accessed 2022 Mar 28.

7. Mitchell SL, Miller SC, Teno JM, Davis RB, Shaffer ML. The advanced dementia 
prognostic tool: a risk score to estimate survival in nursing home residents with 
advanced dementia. J Pain Symptom Manage 2010;40(5):639-51.

8. Mitchell SL, Teno JM, Kiely DK, Shaffer ML, Jones RN, Prigerson HG, et al. The clinical 
course of advanced dementia. N Engl J Med 2009;361(16):1529-38.

9. Hammond K. Kept alive—the enduring tragedy of Margot Bentley. Narrat Inq Bioeth 
2016;6(2):80-2.

10. Margot Bentley case: references from judgement and recommendations. Vancouver, 
BC: Nidus; 2015. Available from: http://www.nidus.ca/PDFs/Nidus_Info_BentleyCase.
pdf. Accessed 2021 Nov 10.

11. Bentley v Maplewood Seniors Care Society, 2014 B.C.S.C. 165.
12. Mélotte E, Maudoux A, Delhalle S, Lagier A, Thibaut A, Aubinet C, et al. Swallowing in 

individuals with disorders of consciousness: a cohort study. Ann Phys Rehabil Med 
2021;64(4):101403. Epub 2020 Jul 18.

13. Health Care Consent Act, 1996 S.O. c2, Sched. A, s4 (1).
14. Davis C. Pre-planned starvation and advanced dementia—is there a choice? Griffith 

J Law Hum Dignity 2018;6(1):116-32.
15. Ogilvie KK, Oliphant R. Medical assistance in dying: a patient-centred approach. 

Ottawa, ON: Special Joint Committee on Physician-Assisted Dying; 2016.
16. Expert Panel Working Group on Advance Requests for MAID. The state of knowledge 

on advance requests for medical assistance in dying. Ottawa, ON: Council of 
Canadian Academies; 2018.

This article has been peer reviewed.  
Can Fam Physician 2022;68:405-7. DOI: 10.46747/cfp.6806405 
Cet article se trouve aussi en français à la page 411.




