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Being mortal is about the struggle to cope

with the constraints of our biology, with

the limits set by genes and cells and flesh

and bone. Medical science has given us

remarkable power to push against these

limits, and the potential value of this

power was a central reason I became a

doctor. But again and again, I have seen

the damage we in medicine do when we

fail to acknowledge that such power is

finite and always will be.

(Gawande 2014: 259)

More than ever, contemporary medicine

has the potential for relief and torture, and

this torture is, of course, always carried out

in the name of possible relief.

(Our translation, Sicard 2012: 500)

Isha, a 12-year-old boy, was a patient on the hematology-oncology ward in a lead-

ing pediatric hospital in Canada. He fell ill shortly after his ninth birthday and

was diagnosed with leukemia. Chemotherapy and radiation proved insufficient,

so Isha underwent a bone marrow transplant. Following a relapse, Isha’s mother,

Aanandhi1, pleaded with the oncology team for a second bonemarrow transplant

although the protocol for second transplants did not favor a new graft. Aanandhi

was very proactive in searching for alternate medical strategies and hoped that

1 Aanandhi, her husband (Isha’s stepfather), and Isha immigrated from South America to

Canada a few years ago. Aanandhi’s family (hermother and brothers) also immigrated, some

to Canada, others to the United States. Aanandhi, her husband, and Isha are fluent English

speakers.
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40 Part I: Pragmatics of Hope and Uncertainty

Isha would eventually overcome his invasive and life-threatening illness. Her re-

lationship with the healthcare team was somewhat tense; she did not think they

were doing their best. As Isha’s medical dossier (2007–2009) affirmed, “there are

no curative therapies available for this unfortunate child. I (the treating doctor)

hope the family will come around to our suggestion of palliative therapy.” Yet

support care was rejected by the family and experimental treatments resumed.

The healthcare teamexperienced conflicting interests: those of themother versus

those of the young patient. (Field notes, Toronto, November 2009)

Isha’s story andmany others, aswell as several encounterswith healthcare providers

(HCPs),gaveway to thequestionat the coreof this paper:HowdoHCPsportray their

moral role with young and old patients where uncertainty and great illness are part

of everyday life? This question is raised in a context of medical and pharmaceuti-

cal progresswhere the boundaries between disease-directed care and palliative care

areporous.Thechronicity of once lethal illnesses transforms the therapeuticproject,

where prolonging life is often the consensus andwhere death is largely concentrated

in old age, althoughnot exclusively.Questioning thismoral role is also part of a soci-

etal context where “dying with dignity”2 and autonomy are strongly valued. Beyond

the promotion of a contemporary ideal, “strong democratic” values support this “dy-

ing with dignity” in the intimacy of care, as “a conception of human dignity that

makes possible a journey to the edge of death” (Our translation, Hirsch 2012: 16).

When facedwith bleak prognoses, doctorsmay resort to a palliative approach by

offering active treatments that prolong life for a (short or long) time while ensuring

themost comfort for their patients.Theymay also choosemedical action as research

and scientific innovation foster hope, which in turn feeds trust (leading to a bond

between the family and the doctor), which feeds hope. This spiral causes HCPs to

want to honor this trust and hope by outplaying the prognosis, if at all possible.

Taking care in these uncertain paths is also a challenge. In an attempt to recon-

figure the patient-family-doctor relationship into one of partnership where deci-

sions evolve horizontally, poor prognosis, technology, and trust may become allies

in distancing all parties from what Gawande (2014) calls “what matters in the end”.

The HCPs we met with were engaged in supporting families who had to negotiate

these uncertain paths and in doing so sometimes abandoned their patients.Hirsch’s

(2004) call for non-abandonment3 is not an easy one. And perhaps, room must be

2 Commission spéciale sur la question demourir dans la dignité, Assemblée nationale du Qué-

bec (assnat.qc.ca). Rapport Mourir dans la dignité, 2012: 11. https://numerique.banq.qc.ca/pat

rimoine/details/52327/2103522

3 Hirsch, French professor of medicine and medical ethics, refers to this duty of non-aban-

donment as a core ethical stance. It is a moral (and political) commitment required by the

medical profession, if “we” are to live in an environment (such as the hospital) of solidarity,

humanity, solicitude.
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made for another perspective in this partnership, one that acknowledges from the

onset the legitimacy of supportive care alongside disease-directed care in the area of

life-threatening and life-limiting diseases. Yet, families tend to reject palliative care

because it is strongly associated with end-of-life care and death. Paradoxically, if it

were implicit to all who enter the realm of such illnesses that death is a possibility,

life would perhaps find itself enhanced.

The overarching weight of biomedicine, the promises of research, and how this

impacts the standardof caregiveway to awhirling spiral of healthcaredrivers (Kauf-

man 2015)4. Both medical staff and families are entwined, bringing them forward

into action as the only path even when (near) death is the probable outcome. Again,

Gawande (2014) reminds us of our mortal condition: thinking of medicine as a sup-

port to life is perhaps a preferable ethos to that of sacrificing time now (with never-

ending treatments) for time tomorrow.

The colloque singulier (doctor-patient bond) that frames the care provider-patient

relationship is a core feature of the medical code of ethics (Hardi 2013). This bond

may be challenged by emerging and ordinary therapeutic possibilities. These pos-

sibilities may also challenge the meaning of care that refers both to taking care (of

someone), in relation to the other, and a therapeutic action aimed at a specific dis-

ease or bodily function (Worms 2010). Beyondmedical progress, when the ultimate

goal ofmedicine is tomaintain life or not to let die,where andwhen can life coming

to an end be acknowledged? These possibilities and in some ways the moral goals

of medicine are entwined as strengths and weaknesses of this samemedicine.They

provide hopewhile distancing recognition of our commonfinitude.Can it be other-

wise?

Much can be said regarding the moral role of HCPs. If we accept that morality

refers to conceptionsof right andwrong, just andunjust,acceptable and reprehensi-

ble, these conceptions are in turn based on values considered fundamental in a given

environment. From these conceptions derive norms that define acceptable practices

and, in so doing,we say thatmorals guide individual and collective practices (Massé

2015). This reminds us of the always situated character of morality (Ricoeur 2001a)

or to put it differently, the local anchorage of morality and by extension the plural-

ity of local moral worlds (Kleinman 1999). Now, if the encounter between HCPs and

patients is to be a colloque singulier as understood by Canguilhem (2011[1966]), a per-

spective that is far fromunanimous (Foucault 1966), this encounter is nonetheless al-

4 We are referring to Kaufman’s (2015: 6–7) Chain of Health Care Drivers: (1) Biomedical re-

search industry, (2) U.S. federal health insurance program and private medical insurance,

(3) Reimbursable therapy by insurance as standard of care, (4) Standard therapies become

ethically necessary and difficult to refuse. Although our local medical system (in Quebec) is

public, medical insurance companies may offer better hospital facilities and give access to

private ones, but they take no part in therapy management.
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42 Part I: Pragmatics of Hope and Uncertainty

ways situatedwith a diversity of HCPs and patients at its heart. Koksvik (et al. 2022)

nonetheless refer to theprominentplace of action inmedicine,an“action ethos” that

promotes active treatment over therapeutic abstention.They alsomention the shar-

ing of information with the patient and the search for a certain horizontality in the

contemporary care provider-patient relationship as an integral part of their moral

role asHCPs and “taking care”.When serious illness occurs, can death be part of this

“taking care”?

Regarding the particular settings explored in this paper, where young and older

patients as well as their caregivers are challenged by poor prognosis and end-of-life

issues, how do physicians and other HCPs perceive and negotiate the tension be-

tween life now and prolonged life? How do they perceive their moral role? What is

right?When is it enough? Can a “good life” embrace letting go and allowing a person

to die?

In this chapter, we seek to understand the moral role of HCPs in the context

of serious illness and poor prognosis. We explore the imminent moral issues of

end-of-life decision-making and question whether there is a threshold at which it

becomes legitimate to consider death and how this threshold defines what is “ac-

ceptable” at the end of life. These questions are supported by various ethnographic

studies conducted in pediatric (Fortin) and geriatric (Lessard) settings. They allow

us to consider the instability of notions of “good” or “right” in the practice (or in the

moral role?) of HCPs when a patient is going through a major illness with a poor

prognosis.

Thus, we invite the reader to delve into the realms of children and older adults.

With children, we examine the moral role of HCPs and how this role is transcribed

into practice.We then explorewith the older adults howdecisions about therapeutic

orientation are constructed around a moral evaluation of what is considered right

and enough. Finally, we offer a discussion of what we call “the moral threshold of

acceptability”.

The setting

The data and thoughts shared in this paper stem from ethnographically informed

studies carried out in both pediatric and geriatric settings.Fortin’swork in pediatric

settings across Canada (Montreal, Toronto, andVancouver) and in France (Paris) be-

tween 2004 and 2020 focused on themany challenges of high-techmedicine, partic-

ularly inhematology-oncology and intensive care units but also in general pediatrics

and palliative care. Lessard’swork focused (and continues to focus) on practices sur-

rounding older adults who were dying in a geriatric hospital ward and a long-term

care (LTC) facility inMontreal (2017–2018). She is specifically interested in themoral

aspects that promote or hinder end-of-life care for older adults living withmultiple
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chronic and degenerative diseases. In contrast to the pediatric environment, where

there seems to be few (or no) limits to therapeutic action, both the geriatric unit and

the LTC home favor a medical posture of humility “with regard to power over life”

(Collège des médecins du Québec 2008: 22) that embraces the limits of medicine,

although everything seems possible in our medicalized world.

For these studies, long-term observations and (many) one-to-one interviews

with HCPs and families formed the basic data. In addition, taking part in many

informal discussions, various team meetings, ethics consultations, and an array of

teaching activities made the hospital environment somewhat a home milieu over

time. While Fortin’s research topics favored collecting data over time and included

diversity issues (Can the clinic be a space of plural values and norms?), both authors

focused on the decision-making process when facing poor prognosis, mostly in

relapse episodes among the youngest children and older adults.

In both settings, young and older patients as well as families and doctors

bond in decision-making processes: in both cases, the therapeutic possibilities

seem never-ending, once again illustrating that how and when to stop or when

to embrace a palliative approach is a complex issue. How doctors and other HCPs

perceive and negotiate this tension between life now and prolonged life may, in

turn, challenge the notion of care and its ethical stance.

Realms of the young

Advances in pediatric haemato-oncology allow glimpses of cancer as a controllable

chronic illness rather than a lethal disease (Fortin and Le Gall 2022). One treatment

follows anotherwithout necessarily seeking to “defeat cancer”.Areweperhaps at the

point where we want to defeat the finitude of life at all costs?

Even if therapies are announced as experimental, the hope they sustain seems

to underscore the fact that they are … experimental. Can amother or father say “no”

to these therapies? Is it toomuch to ask of them?Hope is inspired bymedical quests

(DelVecchio Good 2001). It is at once needed when facing poor prognosis and detri-

mental to generating alternate care paths from active treatment to life enhancing

treatment. Hope is also nurtured by the trusting relationship, so dear to HCPs and

families alike and central to the patient-family-HCP partnership, that guides the

decision-making process.This trust nurtures hope: for a life to come,whatever that

may be (Mattingly 2010). So, in a way, a strong family-HCP relationship as well as

medical progress team up in sustaining hope that may, at some point, inhibit ther-

apeutic options aimed at improving the patient’s quality of life rather than a dis-

ease-directed approach (Sercu et al. 2018). Yet, as Fortin’s fieldwork has revealed,we

have both hope and sustained aggressive action, although some of this action is in-
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44 Part I: Pragmatics of Hope and Uncertainty

tended to improve life (palliative intent through active care).5HowdoHCPsperceive

their moral role in such settings where disease-directed action prevails even when

(near) death is the probable outcome?

Clinicians’ moral worlds

Some believe that the doctor’s moral role is to dialogue with the patient, convey in-

formation, and explain possible treatment options, all the while putting the patient

first.

In my opinion, the doctor’s moral role is to engage in a dialogue with the patient

in which they provide […] all the objective data available […] not just objective

elements, but elements of professional experience. And then, their moral role,

in my opinion, is to ensure that the discussion with the patient includes the pa-

tient’s values and experience and that in the end, a decision is more or less made

and that the modalities are also more or less defined as to how this decision will

be challenged if new elements appear or if people are tired with the decisions

that have been made. (Dr D., senior physician, Montreal, May 2017)

It is important to listen to one’s patients because the therapeutic trajectory canmove

depending on their understanding of the situation and their changing needs. This

attention is not given once and for all, it must be situated and resituated as the clin-

ical context changes.

We are referring to the patient, but our fieldwork indicates that it is usually the

parents who want to try everything.Where is the patient’s voice in such situations?

Should we abandon the patient to support their parents?

Yet, according to Dr D. until recently, with the explosion of treatment options in

oncology6, doctors didn’t “decide” anything. If there was a treatment protocol with

proven efficacy to treat the disease, the protocol had to be applied. So the clinician’s

moral duty here consisted of being well versed in the medical-scientific literature.

Otherwise, therewas thepossibility of a clinical trial.Parents,who“sharea cultureof

innovationwith us”, generally tended to favor this option, he says.Thus,when faced

with these two options, “we go aheadwith the treatments”.When there is no known

treatment, a decision must be made, and “the vast majority of parents and patients

choose what is possible”. In doing so, “we are not abandoning the patient”, we are

5 Hope as a key issue in the practice of medicine is further discussed in Fortin et al. 2021.

6 Advances that have given rise to treatments that are generally less toxic, unlike those of the

past, which were usually much more toxic and deleterious for patients.
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giving them a chance, however slim, to overcome the disease (for a time), especially

in a new context where the toxicity of these possibilities is reduced.7

Themoral role of the clinician is also interpreted by some as the cornerstone of

any therapeutic relationship.The physician is a guide who bears a responsibility:

It’s a huge role—you can’t make mistakes. Thank God, the weight and respon-

sibility are collective—I’m not alone as a doctor [we are a team8], but [the fact

remains that] when you’re in a relationship with a patient, as soon as you’re in a

therapeutic relationship, you’re a doctor. We’re rarely 15 doctors. […] And so, your

role is a major one. You absolutely have to be aware of that. That we have a moral

role. […] We will influence. And influence in a major way. You have to be aware

of that […]. (Dr H., senior physician, Montreal, June 2017)

Similarly, a colleague stated that “this power should not be abused” while also say-

ing that it is his duty “to honor the trust” that parents demonstrate (Dr O., senior

physician, Paris, November 2019).

This responsibility extends to “bringing about acceptance”, that is, communicat-

ing the possibilities:

In fact, your major role as a doctor in this triangle, this partnership [with the fam-

ily] is to get the patient (which is often easier) and the parents to accept the situ-

ation. […] From the very beginning, you open up the possibilities […], you inform

them about everything. You want the child to get out of the situation—that’s not

the problem—but you inform them of the possibilities. One of the possibilities

is healing. It’s a possibility, okay? There is also the possibility of not being cured,

the possibility of chronic illness, the possibility of death. And the more things

progress, the more they evolve, the more things move towards these different

possibilities. But it is absolutely necessary to make them visible, to make them

meaningful. People must make these possibilities their own and they must not

fight against them. (Dr H., senior physician, Montreal, June 2017)

7 And we remain in a curative perspective, or at the very least, in an impression of a curative

trajectory.

8 (Medical) team decision-making is not discussed in this chapter. Again, in Fortin et al. 2021,

we discuss this issue and affirm that voices that call for action in team meetings seem to

carry more weight than others. Actually, silences in meetings generally foreshadow some

kind of disagreement but it is rarely voiced as such. This is particularly so in field work that

took place in Québec. In the French context, although meetings remain top down (like in

Quebec), disagreements amongst physicians are generally voiced (in a lively manner) but

it is unclear how treatments are furthered after these discussions take place. Our data is

limited in this regard (field work having been interrupted by COVID pandemic). In light of

what was collected, we could state that although alternate treatment perspectives may be

voiced in teammeetings, the vivid hierarchy within medicine leaves the decision to the “top”

physicians.
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Paradoxically, this same physician said, “if there is a one percent chance of beating

the disease, we should go for it”. In doing so, the recognition of death goes hand in

hand with therapeutic activities that are oriented towards healing, even when this

is not an illusion but a very distant possibility. Note that the cases reported here

are generally not situations of first diagnosis of a disease, but rather situations of

relapse (first, second, third…after a period of remissionof highly variable duration).

(Biomedical) research and clinical trials are no strangers to these postures. Sub-

scribing to them gives rise to choices about how the patient and their family want to

experience what happens next.These choices create a duty for the doctor:

Often, of course, families are not sure how to judge the value of a certain research

protocol from a scientific point of view. So, they ask me, “What would you do if

it were your child?” That’s the basic question, always … and I have to answer, “It

can vary depending on the disease [the doctor then hits the table], depending on

research projects as well [idem].” […] My goal is to get all three messages across

palliative care, standard care, and research. And then, depending on what the

family wants, I will expand on one of these aspects. […] It’s a dynamic thing, that

is to say, it can vary depending on the person in the family with whom I’m talking.

Also, the mum and dad, they don’t necessarily have the same point of view. The

child, when they’re small, they’re often taken out of the discussion by the parents,

as they prefer to keep things between them and the doctors. But when children

are older [over 14 years old in Quebec], like Arthur9, they are able to make their

own decisions, and we really take into account what they are asking for and what

the parents want. (Dr T., senior physician, Montreal, April 2017)

A few blind spots

For some, information sharing and support are the driving forces. For others, the

driving force is based on the “best interests of the child” even if that means, para-

doxically, going a bit against the parents’ opinion (Dr D.).This best interest does not

mean neglecting the duty of an alliance with the family, an alliance that is “built and

rebuilt” throughout the therapeutic trajectory.To quote a nurse in a hematology-on-

cology care unit in Paris:

The challenge of advanced medicine is not [only] to see the research but to see

the best interest of the child first and foremost […] and to always keep that in

mind. What is in the best interest of the child? Is it that their parents be there

during care or is it in the best interest of the child to tell the mother, “Well, if you

9 For an in-depth account of Arthur’s story, see Fortin and Le Gall 2022.
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don’t mind, please leave because things go better when you’re not here”. (Our

translation, Angela, nurse, Paris, December 2019)

At the same time, a doctor will say without question that the pediatricianmust look

after the child, ensure their care, and that the parents are partners here. But if the

parents are opposed to a therapeutic directivewhichwill have an impact on thequal-

ity of care and the child’s future, “the parents must be disregarded” (Dr B., senior

physician, Toronto,October 2009). A colleague agrees, “I have a responsibility in so-

ciety to defend the child.” (Dr G., senior physician, Toronto, September 2009).How-

ever, this emphasis on the child’s “protection” is not given outright, as Isha’s story

suggests:

Joan [nurse] informed me that the parents, especially the mother, were always

pushing for treatment. They applied for a drug in the U.S. The [medical] team

had been reluctant to give active treatment for a while now and actually con-

sidered Isha [a 12-year-old boy] a palliative patient. Regarding this specific drug

from the U.S., the team was against giving it because they knew it could have a

severe impact on the boy (and thereby reduce his quality of life). His mum, how-

ever, insisted upon it. The nurse actually said that “she [the mother] had to do it,”

meaning that it was her role to fight for her child.

Interestingly, Joan mentioned a few times that the boy expressed “tiredness” and

“wanting to go home” to the medical team. He, however, did not express this

when his mother was around, and she either did not know, or did not take it into

consideration.

Ultimately, Isha was given the new drug and, sadly, went into multiple organ fail-

ure, which was one of the known risks of the treatment. Joan said that he died

quite quickly. (Observation notes, oncology unit, Toronto, November 2009)

In an interview, Joan stated:

I struggle with the fact that [quantity of time prevails over quality of time]. Some-

times we are really pushing that research and pushing these medical innovations

but not necessarily able to explain to families what this might look like. And that

yes, there’s this that might be able to give you more time, but what kind of time?

I feel like that’s one of our weaknesses, it’s really explaining what kind of quality

that child is going to have.

And regarding Isha:

We had a patient where we all struggled with the way we had moved forward

with the treatment. We knew there was no chance to cure, and we felt that the
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primary doctor was offering too many options for the family and that Isha wasn’t

receiving any quality of life. And the nurses struggled with that because he of-

ten voiced to us that he didn’t want any more, but of course, when the physician

would ask, Mum would be there, and he wanted to please Mum and he knew

she wanted everything. So, we had an internal struggle. […] I would try to share

some of the comments that her child had made with her, trying to do it with as

little judgement as possible, because it was very difficult, but she was … it was

… [a difficult relationship], it wasn’t the best example of a really good therapeu-

tic relationship … so it made it really, really challenging to have those open dis-

cussions with her. She really could not see our nursing perspective. (Joan, senior

nurse, Toronto, October 2009)

When asked about the ethical challenges of contemporary hematology-oncology

practice (it was 2009 at the time), a young doctor in the same unit spoke of Isha:

I mean it’s oncology, so there’s ethics every day and every minute. Probably the

big issues I’ve come across just over the last year or two are usually around either

patient or family autonomy or around end-of-life care. So, you know, from an au-

tonomy point of view, a family who doesn’t want their child to know that they

have cancer or who doesn’t want the child to know that they’re dying or etc., etc.,

etc., and all the sort of issues that arise from an end-of-life care point of view,

when there is a disconnect between … in a situation when a cure is no longer

a feasible option for a particular child. What then is in the child’s best interest

when the treating team has a different idea of what that may be for the child or

the family? So you know, when a cure is not an option, is giving toxic medication

to give [sustain] hope appropriate? And if a family desperately wants this exper-

imental very toxic chemotherapy to be given, even though you really don’t think

there is any realistic cure and you think it will just bring side effects, what do you

do? (Dr G., junior physician, Toronto, October 2009)

Realms of the older adults: Are they so different?

In the geriatric context, the incurability of disorders affecting older people who are

admitted to geriatric units or LTC homes is common.While we can hope for a rela-

tive recovery, especially for people suffering fromacute illnesses,or to slowdown the

decline of chronic illnesses, people living in these settings will not be cured of their

conditions. It is around quality of life that efforts will primarily be concentrated.

Although most patients were frail older adults, palliative and end-of-life care

was usually only initiated hours or days before death, when offered. According to

one long-term care doctor, this “end of life” is usuallymore of a decision than an un-

equivocal state of affairs. Like him,manyHCPs questionwhat the end of life is, or at

least observe the absence of clear markers that delineate it.This doctor then evoked
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two types of life endings: theunavoidable and the avoidable.Thefirst results in an in-

evitable death, despite the care provided.The second is a death that could have been

avoided if the therapeutic intensity had been different. In this second case, it is a

matter of choosing not to carry out certain interventions that could have prolonged

life.Wemay therefore consider the acute care episode as awindowof opportunity as

Kitzinger and Kitzinger (2013) would say, where the withdrawal or abstention from

treatment leaves room for the possibility of dying.

In short, according to doctors, recognition of the end of life is amatter of clearly

having no more possible therapeutic options or, alternatively, not wanting to con-

sider possible options for prolonging life. It is the critical point where one is faced

with two options andmust choose between prolonging life or considering death.

Circumscribing the end of life implies distinguishing the sick from the dying,

the curable from the incurable (Rossi 2010). These boundaries are shifting and

porous. The passage from one category to another gives rise to a change in the

person’s status (and level of care) and, in so doing, affects the ways of doing and

saying of the actors involved. Beyond an operational definition of the sick and the

dying person, the challenge is to recognize the transition from one category to the

other at the “right” moment. Thus, according to the perspective of HCPs, relatives,

and sometimes, older adults, there is a critical point of what is considered right

and enough where the recognition of dying becomes a moral issue. How can we

recognize that life is ending beyond the clinical notion of end of life?

Ms Moretti’s story

MsMoretti, a 90-year-old woman and with an advanced major neurocognitive dis-

order, refused to eat and drink.These refusals had been occurring quite frequently

for a year and were usually accompanied by an infection. Her family, who was very

present, demanded active care (antibiotics and artificial hydration) during each

acute care episode. At a certain point, the familywas considering the use of a gastric

tube to allow Ms Moretti to be fed. These situations raised questions among many

HCPs about the appropriateness of the interventions, especially with respect to Ms

Moretti’s quality of life. As a nurse stated:

She (Ms Moretti) was a resident […] I could see that she was not able to express

herself, but her family, I thought that they were very hard on her. She was given

invasive treatments. You could see in her eyes, in her look, that she was tired. I

found that terrible.Butwe can’t judge, they are human after all.Thedoctorman-

aged to convince the family to let her go a little bit. But it was really difficult. It

was spreadout over severalmonths; therewere IVs, a lot of treatments. I found it

invasive to keep her alive. She had no quality of life. She stayed in bed,we got her
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up, shewas entirely dependent. (Our translation,Mel, senior nurse, LTC home in

Montreal, August 2017)

According to several HCPs, Ms Moretti was kept alive for a long time because her

family wanted her to receive active treatment. The head of the unit and the doctor

believed that it was essential to “put their foot down if her health condition deterio-

rated again” and speak out in favor of comfort care over active care.They had to sup-

port the family on their journey towards acceptingMsMoretti’s impending death.

One doctor felt that it can be difficult to decide what to do when you don’t know

the wishes of the sick person.

So, at that point, I think that we can’t go completely against what thewhole family

wants when the person can no longer respond, especially if we don’t know what

that person would have wanted in that situation. […] For example, if a family asks

us to place an IV on a patient who is at the end of their life, is it inevitable that

they will die? Well, obviously, if we put in an IV, we delay that deadline because

we are hydrating artificially. (Dr Damato, LTC home in Montreal, September 2017)

A few days after Ms Moretti’s nth refusal to eat and drink, the doctor met with the

family and explained that MsMoretti’s decline was part of the normal course of the

disease and that no active treatmentwould benefit her.End-of-life carewas offered.

Ms Moretti benefitted from this care for a few days before taking her last breath

surrounded by her loved ones.

Although many doctors and nurses have testified to the family’s central role in

decision-making, the final decision remains a medical prerogative, at least for se-

niors. The concept of shared decision-making and partnership is ambiguous. The

information sharedwith the family byHCPs isweighted according towhat the team

believes the family is able to accept.

The healthcare team’s decision10 to stop or refrain from treatment can thus give

the impression that it is part of the natural course of a terminal illness.One doctor’s

words speak for themselves:

It takes the guilt out of it if you tell them that this is what you think, this is where

you are, this is what you should do. It’s often a relief for them not to have to make

that decision themselves. It’s not that we decide 100 percent. Those who object

will object. […] But for others, it takes the weight off their shoulders when we

decide for them. (Dr Damato, LTC home in Montreal, September 2017)

10 Decisions among members of the health care team regarding end-of-life care are generally

made by consensus. However, some differences may emerge when physicians follow the

wishes of families (to continue care) while nurses may not believe this is in the best interest

of the patient.
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In this type of situation, debate is avoided, and the decision does not have to be jus-

tified. The family defers to the recommendations of the HCPs as to the steps to be

taken, and thus does not have to take part in the final decision, that is, the decision

that would mean the end of their loved one’s life. This mode of action, while it may

be described as “paternalistic”, relieves the family of the tragedy of the undecidable.

HCPs see their moral role as one of protecting the ill person who can no longer

express themselves, or even of advocating for the respect of their wishes, when

known or still perceived (then described as a fatigue of living). They also see it as

“doing good”, with respect and without judgement.

What does it mean, especially when the approaching death is not recognized

by all? How does the moral role of HCPs translate into practice? What legitimizes,

from a moral perspective, the option of considering death? What is the threshold

that defines what is “acceptable” at the end of life?

The moral threshold of acceptability

Isha’s andMsMoretti’s stories illustrate the discomfort that someHCPs experience

when active treatment continues while death looms. Isha’s HCPs, however, did not

challenge Isha’s mother’s request for the drug, nor did they warn her about the fatal

consequences it could, and did, have on her son. On the other hand, inMsMoretti’s

case, after several episodes of active care, the caregivers decided, by mutual agree-

ment, to bypass the therapeutic possibilities by proposing that there was nothing

more to be done. Ms Moretti was then able to live her last moments with her fam-

ily while benefitting from comfort care. Does this mean that, unlike children whose

lives are considered precious, the lives of older people are expendable? Isn’t this sa-

credness, or lack of sacredness, of life, so typical of the global North and its perspec-

tive inherited from Enlightenment ideas prevalent and formed in the 18th century

in the West? It is rooted in the positive connotations attributed to childhood as op-

posed to the negative connotations attributed to old age, which is associated with

dependence, senescence, and frailty (Baker andMcCullough 2009)?

According to Biehl (2013), there are categories of people who are allowed to die

because of their perceived lower social status. Glaser and Strauss (1964) referred to

the different social value of the dying regarding ethnic affiliation in particular, but

also according to age group.More recently,Králová (2021) reiterated the inequalities

in status and the impact of these inequalities on the experience of care, despite the

dynamism and agency of the people concerned. Kaufman (2006: 23) also proposed

that neurocognitive disorders (dementia) act “as a rationale for facilitating death.”

If there is (cultural) ambivalence about whether (an older adult’s) life no longer

havingmeaning is reason enough to consider death, it is sometimes the very status

of “living” that becomes difficult to pin down,define, or even justify (Soulières 2019).
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And from the perspective of Lessard’s field, this is not only relevant in the context

of people who suffer from neurocognitive disorders, but also in the context of older

people whose physical decline is very advanced.

It is this moral threshold, where it becomes more acceptable, legitimate, even

desirable, for a person to die, that wewish to focus on. In our work, some people are

looking for a threshold at which it would be right to stop curative treatments. Oth-

ers question the very idea of having to stop, as the possibilities are now minimally

toxic, or minimally invasive, reducing the notion of therapeutic overkill to nothing,

or almostnothing. It is also around this threshold that “regimesof living” (Lakoff and

Collier 2009), or perhaps herewe could say “regimes of dying”, seems to be operating

to give substance to an action guide of negotiation of what is considered right and

enough.Moreover, according to Broom et al. (2014), negotiation becomes more im-

portantwhen the lines of action are uncertain,which is particularly the casewhen it

comes topursuing futile treatments andredirectingcare.Care,especially thatwhich

is played out at the very end of a senior’s life (particularly in the case of MsMoretti),

often seems to be family-oriented to some degree.The subjectivity of the (sick) elder

is relayed to the representations that theHCPs or relatives have ofwhat is acceptable

for the older person.

If this threshold is difficult to define for older adults, how can we consider this

same threshold for children? How can we explain the silence of the HCPs around

Isha?When does it become acceptable to tend towards a comfort perspective rather

than a curative approach? Is their silence intertwined with the tension between a

horizontal vision of the HCP-patient relationship rather than a vertical, top-down

approach?Does thispartnershipwith the family becomedeleterious to thepatient at

a certain point? Is it similar to the hope of amiracle treatment,however improbable?

Although Du Pont-Thibodeau (2017) has demonstrated that end-of-life care is more

easily proposed and implemented for babies in neonatology than for older children,

Fortin’s results show that action is often required for children of all ages, at least

in oncology. Don’t some pediatric oncologists say, “if there is a one percent chance

of beating the disease, we should go for it”? Among the older adults in our study,

the end-of-life stories where negotiation took place were those where the integrity

of the body seemed particularly compromised and where consensus on the course

of action to be taken was not a given at the outset. In all the stories documented

by Lessard (2021), the legitimacy of dying was built around the threshold at which

actionwasno longer justified,when the integrity of the bodywas compromised,and

quality of life was absent (from the point of view of the physicians and sometimes

also of the relatives).

According to Rose (2001), human existence, whether individual or collective, is

based on bodily existence.This would explain why the immobile, suffering body, in

great decline becomes from then on the place where the moral threshold of what is

considered right andenough ismanifested,at least amongolder adults.Amongchil-
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dren, another dynamic seems to be at work, one in which youth and its importance

inour societies prevails over everything,as in Isha’s case. In thisway, if the inert, life-

less bodyof anolderperson seems to flouthumandignity and thereforemakesdeath

morally acceptable, it seems that this morality is less well defined among children.

And even among older adults, acceptance of an impending death is often delayed

and delays the care that could alleviate the suffering, if not of the family members,

at least of the patient.

Suffering of the dying older person cannot be legitimized and accepted as it is no

longer an obligatory passage towards a better life. Unlike with children, for whom

anyhopeof recovery,however slight, can lead to adenial,bybothphysicians andpar-

ents, that the child’s suffering will be endless. Hence their rejection of a perspective

of care aiming at comfort and life now rather than the hope of a life after. Suffer-

ing becomes from then on either “tolerable” or “intolerable” and, thereby, a denied

or legitimately accepted death (Bueno-Gómez 2017). This makes it an object that is

subject to moral judgement.

The attainment of the moral threshold of what is considered right and enough

is subjective; it depends on whomakes the evaluation and that person’s judgement.

Not all HCPs have the same perspective on this moment. It is a work of interpreta-

tion that takes place over time, based on evaluation criteria that are objective and

biomedical as well as subjective, such as quality of life and the patient’s perceived

or expressed desire to die. This evaluation is also experiential, i.e., it is part of the

biographical history of the people making the judgement. This moral evaluation is

also inscribed in power relationships between the different actors, care services, and

types of curative or palliative medicine.

In the end, we come back to a tension that has been discussed many times in

our fields of knowledge, that is, the attention paid to life in itself or to living (Fassin

2000).Despite the sustainedwork ofHCPswith both children and older adults, this

tension between life and living remains despite the progress of various policies af-

firming the fundamental right of people of all ages and all backgrounds to “die with

dignity”.The fact remains that themoral role of the variousprotagonists is inscribed

in a plurality of worlds: at its center, there is an inalienable reminder of the unique,

asymmetrical character of the clinical encounter, between the person who is suffer-

ing and the onewhose knowledge and know-howare aimed at alleviating the suffer-

ing (Ricoeur 2001b). Perhaps we could simply write that “taking care” is a common

value in life anddeath and that this taking care takes precedence in themoral field of

HCPs.This care is a key notion both before and after life and dying; it is at the heart

of the tension between life now and prolonged life.
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Concluding remarks

This incursion into the realms of pediatrics and geriatrics where terminal illness,

life, and death are juxtaposed, reminds us of the extent to which therapeutic orien-

tations aremixedwith possibilities. In a therapeutic context that values amultiplic-

ity of voices, we have questioned themoral role of the caregivers and, evenmore so,

the moral roles of HCPs.

Regarding the pediatric settings, it seems that the French team, while listening

to the families, remains “top down” in its intervention, taking “the best interests of

the patient” to heart. The Quebec and Toronto teams, on the other hand, are more

oriented towards a horizontal relationship with the family, in keeping with the “pa-

tient as partner” approach that the Quebec healthcare system holds dear. Of course,

the patient is at the heart of everyone’s concern, but unlike the French team, the

families’ choices seem to take precedence over those of the pediatric patients. Nev-

ertheless, as Clemente (2015) observed,when facedwith a poor prognosis, optimism

prevails, and death is overlooked.

In both Montreal and Paris, the therapeutic orientation is still compartmental-

ized within the curative; there is a lack of input from those who could advocate for

patients or alternative therapeutic strategies, particularly a palliative orientation.

Yet, the duty of non-abandonment is an inclusive duty, attentive to a plurality of

voices, capable of opening up a discussion on possibilities—not only in the field of

curative care but also in that of support (Jouannet 1999). It is taking care (in all its

complexities) that is at stake, care as a moral commitment, as a duty of non-aban-

donment.

As for the realms of the older adults, as in Ms Moretti’s story, the doctors’ deci-

sion to limit the curative approach spared the family the impression of giving in to

death rather than doing everything possible tomaintain life. If the “top down” deci-

sion-making mode used by the attending doctor can be described as paternalistic,

it nonetheless provided support for the family and a way to better cope with the im-

pending death of their loved one. “Doing good” does not necessarilymean providing

active care or comfort care,but rather following an approach thatmust be constantly

validated depending on the history of the patient and their loved ones.

However, the fact remains that both Isha’s and Ms Moretti’s stories give us

glimpses of the encounter between young and old age in that the prolongation of

life seems to be a central value that guides action when doubt hovers. This doubt

may or may not be shared by all HCPs, by HCPs and the family, or by HCPs, the

patient, and the family. How then can we move forward if not by recognizing a

potentially dominant posture, that of taking care as a primary value? Can we think

of the encounter between patient and caregiver in this light?

The discomfort of death is certain—clinicians approach it with difficulty, as do

families. Couldwe consider death (even faintly) as a possibility alongside serious ill-
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ness? Andwould a collaborative approach guided by horizontal relationships among

HCPs be a way to do this?

In short, beyond these issues or perhaps through them, our “multi-faced re-

lationships” to the numerous complexities of medicine further (or contribute to)

our understanding of a world constantly in the making. As Kehr et al. (2018: 2) and

many others have asked: “How do moral, medical, political, and economic values

and norms shape health-related subjectivities and processes of subjectivation, and

howdounderstandings anddefinitions of beinghumanchangeaccordingly?” In this

way, themany challenges ofmedical decision-making are a window into howmedi-

cal progress shapes our views on life, death, and dying.They also provide insight on

medicine as a political site as well as a moral one.
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