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Abstract

Background

The challenges of supporting the end-of-life preferences of patients and their families have

often been attributed to poor understanding of the patient’s condition. Understanding how

physicians, as patients, communicate their end-of-life care preferences to their families may

inform shared decision making at end of life.

Objectives

The purpose of this study was to understand what matters to families of physicians when

decision making with and for a physician who is approaching the end of life.

Design

Cross-sectional qualitative design.

Participants

We conducted interviews with family members of deceased physicians.

Approach

We analyzed the data using the constant comparison method to identify themes.

Key results

Family members (N = 26) rarely were unclear about the treatment preferences of physicians

who died. Three overarching themes emerged about what matters most to physicians’ fami-

lies: (1) honoring preferences for the context of end-of-life care; (2) supporting the patient’s

control and dignity in care; and, (3) developing a shared understanding of preferences. Fam-

ilies struggled to make decisions and provide the care needed by the physicians at the end

of life, often encountering significant challenges from the healthcare system.
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Conclusions

Even when disease and prognosis are well understood as in this group of physicians, fami-

lies still experienced difficulties in end-of-life decision making. These findings highlight the

need to specifically address preferences for caregiver, care setting and symptom manage-

ment in shared end-of-life decision making conversations with patients and families.

Background

Families often need to face the challenge of understanding and respecting loved ones’ end-of-

life preferences while managing care through declining health. From the point of view of fami-

lies in the United States, quality of end-of-life care decreased from 2000 to 2013 despite the

many efforts to improve services provided at the end of life [1]. Globally, quality end of life

care is a public health concern with wide variability in hospital use of life-sustaining treatments

[2–4]. Common barriers to quality end-of-life care include unrealistic expectations of the

patient for cure, clinician concern about taking away hope, and unrealistic patient expectations

for recovery [5]. Poor quality of care at end of life impacts symptom control, spiritual needs

and emotional processing of patients and families, putting families at risk for prolonged grief

[6,7].

Although highly individualized, a systematic review on the concept of ‘a good death’ found

that patients and their families value maintaining autonomy, control over symptoms, opportu-

nities for closure or reconciliation and limiting the sense of ‘being a burden’ [8,9]. Some have

described a good death as a dignified death, but for many, the circumstances surrounding the

end of life illness, communication among family members and the health care team and even a

basic understanding that the patient is dying prevent providing a path to dignity for the dying

patient [10,11] While many intersecting dynamics influence the complexity of end-of-life deci-

sion making, one common thread is the understanding of the disease, prognosis and conse-

quences of the illness, which may influence poor quality of end of life care in populations with

low health literacy [10,12,13].

Physicians are an informative group to study because they have knowledge of prognosis

and treatment options that many lay persons lack [14]. Without these barriers, physicians and

their family members may be able to focus on other aspects of quality of life when making

decisions about care at the end of life. Although there has been limited writing about physician

end-of-life decision making, one study of physician’s widows highlighted the importance of

financial planning and estate planning and another study found that physicians report a high

rate of documenting an advanced directive, but still are reluctant to discuss their preferences

for end-of-life treatment with their family and physicians [15,16]. Therefore, the family mem-

bers of deceased physicians have a unique perspective which may inform our understanding of

end-of-life decision making for others. In essence, we wanted to know, “What matters most to

their families when physicians die?” The purpose of this study was to identify how family

members interpreted physician values and supported decision making at the physician’s end

of life.

Design

The Precursors Study is an observational cohort study of medical students and graduates of

Johns Hopkins School of Medicine between 1946 and 1964. The Precursors Study was
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originally designed to determine whether there are psychological, social and behavioral charac-

teristics associated with morbidity and mortality, particularly from heart disease [17,18]. All

1,337 students who matriculated into the graduating classes of 1948 to 1964 of the Johns Hop-

kins University School of Medicine participated. As this cohort advanced in age, end-of-life

issues became more important; a mixed methods study was designed to examine physician

preferences for end-of-life care and their approach to decision making. As part of that study,

to understand what decisions were made as the physician was dying, we conducted after-death

interviews with family members of older physician participants to elucidate their perspectives.

For the analysis described in this paper, we focused on how family members described what

mattered to them in supporting end-of-life decision making. All study procedures including

informed consent for this study were reviewed and approved by the Johns Hopkins University

School of Medicine Institutional Review Board (IRB00051731).

Sample selection

As previously reported, in annual surveys physicians were asked to state their wishes regarding

the use of ten medical interventions in the event of irreversible brain injury based on the medi-

cal directive (CPR, mechanical ventilation, intravenous fluids, surgically placed feeding tube

for nutrition, dialysis, chemotherapy, major surgery, invasive diagnostic tests, blood or blood

products, and antibiotics) [19]. Physicians were categorized into three classes of end-of-life

preferences based on the latent class model: “most aggressive,” “intermediate care,” and “least

aggressive.” We then used the classes as a sampling frame to select family members of decedent

physicians for interview in order to have all three categories represented. For each physician, a

single family member was contacted with one voice representing the family experience. All

participants were contacted first by letter with an option to opt out of a phone call related to

the present study. Using a random order stratified by preference class, physicians or the next

of kin provided to the Precursors Study were contacted by phone. Verbal informed consent

was provided by each participant prior to beginning the interview.

Interview strategy

Interviews were recorded using an audio recorder by study team members experienced with

semi-structured interviews (a nurse with research experience and a post-doctoral student with

a background in anthropology). We used a semi-structured interview guide that contained the

following broad topics regarding end-of-life decision making: (1) the extent to which the phy-

sician-patient had expressed his/her wishes; (2) how decisions were made; (3) the extent to

which care was consistent with values and preferences; (4) the family member’s experience

with making decisions at the end of life for anyone else; (5) whether care seemed different

because the patient was a physician; and (6) regrets regarding the care and treatment of the

physician patient. Trustworthiness of our data was enhanced at the data collection phase by

regular debriefing of the interviewers to encourage standardized administration of the ques-

tions [20]. Interviews lasted approximately 20 minutes. Audio recordings were transcribed for

coding.

Analytic strategy

Coding of transcripts involved sorting the data into large-level categories arrived at through

group consensus in team discussion (broad coding). A working codebook was developed in

order to reach consensus on emerging codes and address the need for additional codes. Team

members (JG, MN and MA) independently coded transcripts, and suggested large subject

areas (e.g., “what is most important at the end of life”) that were present in the interview and
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noted text that was not covered by existing codes. To ensure trustworthiness, we reviewed the

transcripts as a team and discussed any discrepancies to reach consensus, entering the final

coding in nVIVO (version 12, QSR International). We then created a definition for each code

to ensure integrity of application across interviews. We strove for coding categories generated

from meaning inherent in the data rather than pre-specified categories. We then re-read broad

code reports and discussed them as a group, fine coding the text within the broad codes. The

constant comparative method, which allows analysts to move iteratively between codes and

text to derive themes, guided the identification of themes [21]. Data saturation was discussed

and recruitment ended when the team agreed that no new perspectives were surfacing through

interviews.

Results

Study sample

In all, we conducted interviews with 26 family members after the death of the physician

(Table 1). Most physician-patients were male and of advanced age at the time of death. Family

members who participated in interviews were predominantly women and about half of the

family members were spouses.

What matters to families

Our themes are described below with supporting quotes. Additional quotes supporting themes

are included in S1 Appendix. As described elsewhere, the cohort had varied attitudes towards

aggressive treatment and over time, those who changed had a less aggressive attitude toward

treatment [19].

Table 1. Characteristics of deceased physician-patients and their family members (N = 26 Deceased Physician

patients and 26 Family Members).

Characteristic

Physician Characteristics

Average Age of physician at death 84.4 years

Sex of deceased physician (n, %)

Male 26 (100%)

EOL treatment preference groups (2005–2011), (n, %)

Most Aggressive 6 (23%)

Changing attitudes towards aggressiveness 11 (42%)

Least Aggressive or Moderate 9 (35%)

Average year of death (range) 2013 (2005 to 2016)

Family Member Characteristics

Sex of family member, (n, %)

Male 6 (23%)

Female 20 (77%)

Relationship to physician, (n, %)

Wife 14 (54%)

Daughter 6 (23%)

Son 5 (19%)

Friend 1 (4%)

https://doi.org/10.1371/journal.pone.0235138.t001
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Honoring preferences for the context of end-of-life care

Families commonly needed to address the specific physician preference regarding who would

provide care and where the care would take place. Several family members talked about expect-

ing that the physician-patients would exert control over their preferred treatments but families

did not expect the conflicts that occurred when determining who would provide care (family

vs a hired person) and where the care would be received (home, the hospital, nursing home).

I mean, he loved having me there, too (daughter), but it was her (wife)—she was the one

that he wanted to be taking care of him . . . “Well, is it okay if she (formal paid caregiver)

keeps coming?" And he says, "I want your mother to take care of me." And so he kept going,

"I want Mom, to take care of me." But he knew that she couldn’t do that full-time.

Family member 3265

Physicians were concerned about ‘being a burden’ to their families. To mitigate the physi-

cian’s sense of being a burden, some families were able to divide tasks and labor among other

family members. Family members described the importance of having multiple people avail-

able to support the physician-patient and, when possible, the caregiver at the end of life. Family

members saw their role as both advocating for the physician-patient values and preferences

and also as maintaining the cohesion of other family members by checking in with other fam-

ily members on the decisions being made.

He elected to include my brother and me and we were happy to help him. It was just not

something he wanted to do by himself. And we were all on the same page, for sure. And we

had good communication about it and we were all able to reach what we felt like was the

best decision we could make at the time.

Family member 8365

Family members described good collaborative relationships with the medical team caring,

indicating an additional benefit because the physician-patients were known and/or respected

in the medical community in which they were being treated. However, family members some-

times pitted themselves against the medical team or the health care system in their struggle to

balance the physician-patient’s preferences and changing medical needs. One family member

recalled inhumane treatment during one of the physician-patient’s many hospitalizations and

said that the family had to demand a basic level of respect. “You’re kind of a lump to be moved

around and dealt with [without family to advocate for you].” Families who had these negative

experiences with the healthcare system felt a sense of betrayal given the physician-patients’

identity as a physican.

Supporting the patient to preserve control and dignity in care

An essential dilemma for family members was how to respect the dignity of the physician-

patients as families provided care at the end of life. Many of the physicians had very prestigious

and accomplished medical and research careers, and a strong identity as one entrusted to pro-

vide complex medical care to others. Several patients and family members perceived a deeply

distressing loss of dignity in the transition from physician to patient following the onset of

diminished physical and/or mental capacity.

You know, like I say, once he starts wandering around the halls naked in the middle of the

morning, we don’t have—<laughs> we didn’t have much of a ground to stand on. . .I
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mean, he was always more or less presentable, but, you know, he always also had crumbs on

his pants when we showed up there and, you know, just minor things. But then he didn’t

notice, so why should we complain. . .We defended his independence and his freedom as

long as we could until it was obvious that he just couldn’t do it any more.

Family member 4871

Physician-patients had a very clear understanding of how they wanted their symptoms to

be managed. Based on their own medical practice many physicians were able to make expert

decisions for themselves balancing treatments and symptom burden at the end of life. Some

family members recalled the importance of balancing of pain management and lucidity among

physician-patients.

What he said was he knows that it kind of took you out of your—you weren’t aware of what

was going on around you per se, and he wanted to be aware of it, and so even though he

was in great pain he would rather have his wits about him than to be not in pain and not

understand what was going on.

Family member 8755

It was incredibly important to families to honor the late-life pursuits of the physician-

patients. For several physician-patients, creating a legacy of their life’s work was an important

factor contributing to sense of self or dignity. Some chose to prepare their own obituaries as a

way to summarize the accomplishments that had the greatest meaning for them. Others sought

to bring a life-long program of research to closure with the assistance of colleagues. Several

physician-patients maintained a sense of dignity and purpose by setting goals which were sup-

ported by their family members.

And when [he] was in decline, he realized that he had mountains of data that had not yet,

ah, gone into print. . .And this younger man was kind enough to work with him, when [he]

couldn’t do it himself and get the data prepared for publication. . . .And he finally found a

place for that paper. So all of [his] work is now—well that one is not in print yet, but it will

be—will be—will all be in print, and for this I am very grateful.

Family member 5118

Developing a shared understanding of preferences

A shared understanding of end-of-life care preferences was highly valued, however many fam-

ily members reported developing a shared understanding was difficult due to the indirect way

that physicians communicated their preferences. Physician-patients described their prefer-

ences for end-of-life care casually throughout their careers, after encounters with different

types of patients in their practice or in different healthcare settings such as nursing homes.

Very few family members remembered a time when the physician family member inten-

tionally and carefully explained preferences for care at end of life, although most physicians

had documented advance directives for treatment preferences.

They had conversations and we’d have other relatives and when their older relatives died

and all the stuff they said and how they dealt with them. And comments my dad had said

about, "Well, that person, there’s no quality of life there. There’s nothing to do about that,"
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things like that. It was pretty clear to us where their mindset was. . .It always boils down to a

grey area and a judgement call. So it’s—you’re talking about a loved one’s life so it’s always

a little bit of "I hope I’m doing the right thing," but we felt we were doing the right thing.

Family member 9415

When families had a shared faith or belief about the meaning of life and death, decisions

seemed to proceed more easily. This shared understanding of the value for life or quality of

life, particularly was helpful in making decisions that were not specified by advance directives.

To facilitate these discussions, some physician’s families found their own resources about

meaning in life extremely valuable.

We also read the Atul Gawande’s book "Being Mortal" which was a lovely book, but "The

Conversation" I have told many friends about it because it takes off the personal. I mean it

sort of makes it sort of third person. The third person is asking you these questions and

you’re filling them in. And so, it was just like filling in a questionnaire.

Family member 5868

Of course, not all family members shared the same values or beliefs about what types of

treatments ought to be provided to maintain life and what treatments could be declined based

on patient preferences.

My sister is a very huge pro-lifer person, and my parents were very concerned that she

would be keeping them going when they don’t want to keep going, so that’s when they actu-

ally changed me to be their person to make decisions, because they were fearful that my

eldest sister, who was at that point going to be in charge of everything—they were afraid

that she would not follow their choices, so . . .

Family member 8495

Even with a shared understanding of care and treatment preferences, sometimes it was

impossible to provide the level of care needed in the way the physician-patient preferred,

which often left family having to make difficult decisions.

So she absolutely, positively refused to allow hospice to be any part of her care. So the place

that she was at, at the end of her life, finally said, "You know, you really need to involve

hospice," and at that point, again, she wasn’t really conscious anymore and so, I said,

"You’re right, I do."

Family member 9536

Discussion

In this study we explored how family members of deceased physicians understood the end-of-

life preferences of their loved ones. In answer to the question, “What is important to their fam-

ilies when doctors die?” we identified 3 themes: 1) Honoring preferences for the context of

end-of-life care, 2) Supporting the patient to preserve control and dignity in care, and 3)

Developing a shared understanding. Specifically, families identified the importance of honor-

ing the physicians’ preferences for who would care for them and where they would receive

care. To advocate for these preferences, families divided tasks among family members and
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united to offset the impersonal aspects of the healthcare setting. Several families prioritized

respecting the dignity of the physician-patients by respecting their preferences regarding

symptom management, other goals of care and legacy-making. Finally, physician family mem-

bers felt empowered when they worked together to understand the physician’s care preferences

regarding difficult decisions made before death and this collaboration seemed to bring an ele-

ment of peace to the family when reviewing their decisions after the physician’s death.

Before discussing the implications of our findings, the limitations should be discussed.

Although the Precursors data have provided important evidence, it is a unique cohort of pre-

dominantly white, male physicians. Importantly, their family members may also benefit from

higher than average health literacy, financial means, and as they noted, receive different health

care than those without family connections to healthcare providers. However, we believe if

even physicians and their families had difficulties with decision making and with providing

essential elements of care at the end of life despite a very high number with advance directives,

higher education and adequate financial resources, that lessons learned from their experiences

may highlight important gaps in the ways end-of-life decision making is approached. Many

types of end-of-life experiences and care preferences may not have been discussed. Despite our

attempts to maintain trustworthiness and transparency in our methods, it is possible that our

own biases may have influenced how we interpreted interviews and future studies will need to

verify and validate this research. Also, family members who agreed to continue to be involved

in the Precursors Study may be more likely to share the values of the physician participant or

have had less conflict than those who did not participate Finally, while we refer to the ‘family’

throughout the manuscript, we only interviewed one family member, which may not

completely reflect the family as a group.

One strength of our study is that we purposively sampled physicians with a range of atti-

tudes towards aggressive treatment and regardless of specific treatment decisions physicians

expressed preferences for where they wanted to spend their last days and who they preferred to

provide that care. Another strength was that none of the family members reported that the

physician-patient had difficulty understanding prognosis or treatment options, allowing us the

rare opportunity to explore additional care preferences that were challenging to address, even

for the families of physicians. Although more than 80% of physicians in Precursors had

advance directives, many family members still expressed the challenge of making more subtle

end-of-life treatment and care decisions [16]. Many of the care preferences identified by physi-

cians would fit into existing models for goals of care conversations, such as the Serious Illness

Conversation Guide, which typically broadly cover goals, fears, trade-offs and family consider-

ations [22]. However the physician preferences may highlight the need to specifically address

certain key areas such as preferences for caregiver, care setting and symptom management.

Conversations may also be balanced with consideration for practical needs, financial consider-

ations and the well-being of the caregiver [23].

One criterion for quality of end-of-life care is whether the patient died at home given that

across studies and cultures, many patients with life-limiting illness prefer to die at home rather

than in a hospital [24]. Some studies have demonstrated that physicians are less likely to die in

the hospital than others [25], however a recent study found no difference between physicians

and non-physicians in location of death [26]. Physicians were, however, more likely to receive

palliative care than non-physicians. The conflict experienced by many family members in this

study about whether or not they could adequately provide the home care desired by the patient

is not unique to physician families [23]. Families may be unprepared to care for dying loved

ones at home because most formal advance care planning documents focus on treatment pref-

erences rather than the context of the care (including the location of the care and the preferred

caregivers). A systematic review of studies that explored how patients with life-threatening
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illness define a “good death” included these and many other contextual factors such as having

spiritual support, having a sense of completion, and an opportunity to help others right up to

the end of life [27]. Asking patients with life-threatening illness how they would define a good

death may reveal contextual issues that can be planned for just as families plan care consistent

with treatment preferences. These conversations may provide a deeper understanding of the

patient’s values and may create a shared sense of understanding among patients and families.

While quality of care at end of life is understood to depend on many factors that are not

treatment oriented, the role of dignity as a foundational concept underpinning decision mak-

ing remains underappreciated when planning for end-of-life care [28]. For physicians who are

members of one of the most respected of professions, dignity and the loss of control were at

stake as they approached their own deaths. Their illnesses threatened their self-value and their

perceptions of their value to others, key components of attributed, extrinsic dignity [29]. Our

findings were highly aligned with the 3 main components of the Chochinov Dignity Model: 1)

illness-related concerns (such as independence through functional and cognitive decline); 2)

dignity-conservation (through activities such as creating legacy, maintaining autonomy and

goal setting); and, 3) social dignity (which involves the role of social relationships to influence

feelings of worth) [30,31].

Physician and ethicist, Edmund Pellegrino defined intrinsic human dignity as the inherent

worth in all human beings and extrinsic dignity as the worth that humans assign to themselves

or others which can be significantly diminished by illness and disability (Pellegrino, 2008)

[32]. In a literature review of “dying with dignity,” authors confirmed this duality of intrinsic

worth and extrinsic qualities such as autonomy, meaningfulness and interpersonal connection

[29]. In reflecting on what family members told us about the death of their physician relative,

we were struck by the salience of the role of dignity in all aspects of treatment and care deci-

sions. The legacy of physician-patients was a source of accomplishment, admiration and pride

in nearly all family member interviews.

Family members seemed committed to protecting the intrinsic dignity of the physican-

patient against what seemed to be diminished extrinsic dignity assigned to the physician-

patient by various health providers or dehumanizing practices in the health care system. Dig-

nity-conserving strategies have been demonstrated to improve the quality of outcomes at end

of life [28,30,31]. Opportunities to promote dignity suggested by this study include controlling

symptoms and medication side effects, recognizing intrinsic dignity despite cognitive or physi-

cal decline and establishing goals and a legacy with the patient and their family as a sign of

respect for the patient as a person.

Family members spoke with admiration of the careful planning of many of the physicians,

including financial and funeral planning as well as preparation of formal advance directive

documents or living wills. It seemed that much of this work was done by the physicians to be

proactive despite the uncertainty of end of life and prevent creating additional burden for the

family. Even so, families were often left to muddle through the implications of advance direc-

tives and casual conversations over the years to guide decisions because many end-of-life deci-

sions were not specified by the advance directives.

Although the physician-patients were more informed than most lay patients about their ill-

ness, prognosis and treatment options and their family caregivers were also well educated,

family caregivers reported concerns that have been reported among lay family caregivers. For

example, family caregivers talked about their desire to reach consensus with other family

members on treatment and care decisions for the physician patient but recognized that some

level of conflict among the family members might occur [33]. Similar to other studies of care-

givers of persons with serious illness, faith beliefs and religious practices provided great com-

fort to some of the family members of the physician-patients especially near death, but
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divergent beliefs created conflict [34]. While current US practice is to communicate with a sin-

gle proxy decision maker, family structures and dynamics rarely are so clear. Improving shared

decision making is a national healthcare priority, essential to which is considering the family

structure, especially among racially diverse groups [35, 36]. Without this shared understand-

ing, surrogate decision makers draw from a variety of sources to make decisions about care

and treatment such as past conversations and their own values, but often feel uncertain if their

decisions reflect patient preferences [37].

Our findings have implications for end-of-life conversations. What matters to the families

of physicians when the physician is dying and after his/her death should directly challenge

healthcare providers to be more clear in conversations about their own end-of-life preferences.

Suggestions for clinical practice are provided in Box 1, based on our themes and findings. The

generous willingness of families to discuss painful memories of challenging decision making

should also be honored through changes in our clinical practices. If we don’t understand our

own priorities in end-of-life decision making as healthcare providers, how can we hope to sup-

port others in their process, especially those with less medical knowledge?
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Box 1. Recommendations for focusing on what matters in end-of-life
conversations

Discuss what creates a sense of meaning, motivation or purpose for the patient

Establish the preferred context of care including who will provide care and where care will be
provided

Focus on symptom control preferences regarding pain, level of consciousness,
breathlessness and physical function.

Consider how preferences may vary in a scenario with functional versus cognitive impairment

Discuss how family and friends can form a social support team, dividing tasks and
responsibilities in the face of increased caregiving needs

Address treatment and preferences in the context of understanding the intrinsic dignity of the
patient, supporting the patient’s feelings of worth through attributed dignity
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4. Stjernswärd J, Foley KM, Ferris FD. The Public Health Strategy for Palliative Care. J Pain Symptom

Manage. 2007; 33(5):486–493. https://doi.org/10.1016/j.jpainsymman.2007.02.016 PMID: 17482035

5. Odejide OO, Cronin AM, Condron NB, et al. Barriers to Quality End-of-Life Care for Patients With Blood

Cancers. J Clin Oncol. 2016; 34(26):3126–3132. https://doi.org/10.1200/JCO.2016.67.8177 PMID:

27400944

6. Kim Y, Carver CS, Spiegel D, Mitchell H-R, Cannady RS. Role of family caregivers’ self-perceived pre-

paredness for the death of the cancer patient in long-term adjustment to bereavement. Psychooncol-

ogy. 2017; 26(4):484–492. https://doi.org/10.1002/pon.4042 PMID: 26661137

7. Kamal AH, Bull J, Ritchie CS, et al. Adherence to Measuring What Matters Measures Using Point-of-

Care Data Collection Across Diverse Clinical Settings. J Pain Symptom Manage. 2016; 51(3):497–503.

https://doi.org/10.1016/j.jpainsymman.2015.12.313 PMID: 26854995

8. Virdun C, Luckett T, Lorenz K, Davidson PM, Phillips J. Dying in the hospital setting: A meta-synthesis

identifying the elements of end-of-life care that patients and their families describe as being important.

Palliat Med. December 2016:0269216316673547. https://doi.org/10.1177/0269216316673547 PMID:

27932631

9. Virdun C, Luckett T, Davidson PM, Phillips J. Dying in the hospital setting: A systematic review of quan-

titative studies identifying the elements of end-of-life care that patients and their families rank as being

most important. Palliat Med. 2015; 29(9):774–796. https://doi.org/10.1177/0269216315583032 PMID:

25921707

10. Kehl KA. Moving toward peace: An analysis of the concept of a good death. Am J Hosp Palliat Med.

2006; 23(4):277–286. https://doi.org/10.1177/1049909106290380 PMID: 17060291

11. Meier EA, Gallegos JV., Montross-Thomas LP, Depp CA, Irwin SA, Jeste D V. Defining a Good Death

(Successful Dying): Literature Review and a Call for Research and Public Dialogue. Am J Geriatr Psy-

chiatry. 2016; 24(4):261–271. https://doi.org/10.1016/j.jagp.2016.01.135 PMID: 26976293

12. Volandes AE, Paasche-Orlow M, Gillick MR, et al. Health literacy not race predicts end-of-life care pref-

erences. J Palliat Med. 2008; 11(5):754–762. https://doi.org/10.1089/jpm.2007.0224 PMID: 18588408

13. Melhado L, Bushy A. Exploring Uncertainty in Advance Care Planning in African Americans. Am J Hosp

Palliat Med. 2011; 28(7):495–500. https://doi.org/10.1177/1049909110398005 PMID: 21398263

14. Fromme EK, Hebert RS, Carrese JA. Self-doctoring: a qualitative study of physicians with cancer. J

Fam Pract. 2004; 53(4):299–307. PMID: 15068775

15. Gray C. How will your wife cope when you die? Doctors’ widows supply some answers. Can Med Assoc

J. 1980; 122(2):206, 211–213. http://www.ncbi.nlm.nih.gov/pubmed/7363216. Accessed May 5, 2020.

PMID: 7363216

PLOS ONE What matters when doctors die

PLOS ONE | https://doi.org/10.1371/journal.pone.0235138 June 23, 2020 11 / 12

https://doi.org/10.1089/jpm.2015.0039
http://www.ncbi.nlm.nih.gov/pubmed/25922970
https://doi.org/10.1186/1472-684x-1-1
http://www.ncbi.nlm.nih.gov/pubmed/11876829
https://doi.org/10.1016/j.jpainsymman.2007.02.016
http://www.ncbi.nlm.nih.gov/pubmed/17482035
https://doi.org/10.1200/JCO.2016.67.8177
http://www.ncbi.nlm.nih.gov/pubmed/27400944
https://doi.org/10.1002/pon.4042
http://www.ncbi.nlm.nih.gov/pubmed/26661137
https://doi.org/10.1016/j.jpainsymman.2015.12.313
http://www.ncbi.nlm.nih.gov/pubmed/26854995
https://doi.org/10.1177/0269216316673547
http://www.ncbi.nlm.nih.gov/pubmed/27932631
https://doi.org/10.1177/0269216315583032
http://www.ncbi.nlm.nih.gov/pubmed/25921707
https://doi.org/10.1177/1049909106290380
http://www.ncbi.nlm.nih.gov/pubmed/17060291
https://doi.org/10.1016/j.jagp.2016.01.135
http://www.ncbi.nlm.nih.gov/pubmed/26976293
https://doi.org/10.1089/jpm.2007.0224
http://www.ncbi.nlm.nih.gov/pubmed/18588408
https://doi.org/10.1177/1049909110398005
http://www.ncbi.nlm.nih.gov/pubmed/21398263
http://www.ncbi.nlm.nih.gov/pubmed/15068775
http://www.ncbi.nlm.nih.gov/pubmed/7363216
http://www.ncbi.nlm.nih.gov/pubmed/7363216
https://doi.org/10.1371/journal.pone.0235138


16. Gallo JJ, Straton JB, Klag MJ, et al. Life-sustaining treatments: What do physicians want and do they

express their wishes to others? J Am Geriatr Soc. 2003; 51(7):961–969. https://doi.org/10.1046/j.1365-

2389.2003.51309.x PMID: 12834516

17. Klag MJ, He J, Mead LA, Ford DE, Pearson TA, Levine DM. Validity of physicians’ self-reports of cardio-

vascular disease risk factors. Ann Epidemiol. 1993; 3(4):442–447. https://doi.org/10.1016/1047-2797

(93)90074-e PMID: 8275223

18. Klag MJ, Ford DE, Mead LA, et al. Serum Cholesterol in Young Men and Subsequent Cardiovascular

Disease. N Engl J Med. 1993; 328(5):313–318. https://doi.org/10.1056/NEJM199302043280504 PMID:

8419817

19. Gallo JJ, Abshire M, Hwang S, Nolan MT. Advance directives, medical conditions, and preferences for

end-of-life care among physicians: 12-year follow-up of the Johns Hopkins Precursors Study. J Pain

Symptom Manage. December 2018. https://doi.org/10.1016/J.JPAINSYMMAN.2018.12.328 PMID:

30576712

20. Morrow SL. Quality and trustworthiness in qualitative research in counseling psychology. J Couns Psy-

chol. 2005; 52(2):250–260. https://doi.org/10.1037/0022-0167.52.2.250

21. Boeije H. A purposeful approach to the constant comparative method in the analysis of qualitative inter-

views. Qual Quant. 2002; 36(4):391–409. https://doi.org/10.1023/A:1020909529486

22. Bernacki RE, Block SD. Communication About Serious Illness Care Goals. JAMA Intern Med. 2014;

174(12):1994. https://doi.org/10.1001/jamainternmed.2014.5271 PMID: 25330167

23. Brazil K, Howell D, Bedard M, Krueger P, Heidebrecht C. Preferences for place of care and place of

death among informal caregivers of the terminally ill. Palliat Med. 2005. https://doi.org/10.1191/

0269216305pm1050oa PMID: 16218162

24. Nilsson J, Blomberg C, Holgersson G, Carlsson T, Bergqvist M, Bergström S. End-of-life care: Where

do cancer patients want to die? A systematic review. Asia Pac J Clin Oncol. 2017; 13(6):356–364.

https://doi.org/10.1111/ajco.12678 PMID: 28294576

25. Blecker S, Johnson NJ, Altekruse S, Horwitz LI. Association of Occupation as a Physician With Likeli-

hood of Dying in a Hospital. JAMA. 2016; 315(3):301. https://doi.org/10.1001/jama.2015.16976 PMID:

26784781

26. Wunsch H, Scales D, Gershengorn HB, et al. End-of-Life Care Received by Physicians Compared With

Nonphysicians. JAMA Netw Open. 2019; 2(7):e197650. https://doi.org/10.1001/jamanetworkopen.

2019.7650 PMID: 31339549

27. Krikorian A, Maldonado C, Pastrana T. Patient’s Perspectives on the Notion of a Good Death: A Sys-

tematic Review of the Literature. J Pain Symptom Manage. January 2019. https://doi.org/10.1016/j.

jpainsymman.2019.07.033 PMID: 31404643

28. Martı́nez M, Arantzamendi M, Belar A, et al. ‘Dignity therapy’, a promising intervention in palliative care:

A comprehensive systematic literature review. Palliat Med. 2017; 31(6):492–509. https://doi.org/10.

1177/0269216316665562 PMID: 27566756

29. Guo Q, Jacelon CS. An integrative review of dignity in end-of-life care. Palliat Med. 2014; 28(7):931–

940. https://doi.org/10.1177/0269216314528399 PMID: 24685648

30. Chochinov HM. Dignity-conserving care—A new model for palliative care: Helping the patient feel val-

ued. J Am Med Assoc. 2002. https://doi.org/10.1001/jama.287.17.2253 PMID: 11980525

31. Chochinov HM, Hack T, Hassard T, Kristjanson LJ, McClement S, Harlos M. Dignity therapy: A novel

psychotherapeutic intervention for patients near the end of life. J Clin Oncol. 2005; 23(24):5520–5525.

https://doi.org/10.1200/JCO.2005.08.391 PMID: 16110012

32. Pellegrino ED. The lived experience of human dignity. In: Human Dignity and Bioethics: Essays

Commissioned by the President’s Council on Bioethics.; 2008. https://philpapers.org/rec/PELTLE.

Accessed June 25, 2019.

33. Jeon BM, Kim SH, Lee SJ. Decisional conflict in end-of-life cancer treatment among family surrogates:

A cross-sectional survey. Nurs Health Sci. 2018; 20(4):472–478. https://doi.org/10.1111/nhs.12537

PMID: 29920890

34. Puchalski CM, Sbrana A, Ferrell B, et al. Interprofessional spiritual care in oncology: a literature review.

ESMO Open. 2019; 4(1):e000465. https://doi.org/10.1136/esmoopen-2018-000465 PMID: 30962955

35. Barry MJ, Edgman-Levitan S. Shared Decision Making—The Pinnacle of Patient-Centered Care. N

Engl J Med. 2012; 366(9):780–781. https://doi.org/10.1056/NEJMp1109283 PMID: 22375967

36. Kwak J, Haley WE. Current research findings on end-of-life decision making among racially or ethnically

diverse groups. Gerontologist. 2005. https://doi.org/10.1093/geront/45.5.634 PMID: 16199398

37. Vig EK, Taylor JS, Starks H, Hopley EK, Fryer-Edwards K. Beyond substituted judgment: How surro-

gates navigate end-of-life decision-making. J Am Geriatr Soc. 2006. https://doi.org/10.1111/j.1532-

5415.2006.00911.x PMID: 17087695

PLOS ONE What matters when doctors die

PLOS ONE | https://doi.org/10.1371/journal.pone.0235138 June 23, 2020 12 / 12

https://doi.org/10.1046/j.1365-2389.2003.51309.x
https://doi.org/10.1046/j.1365-2389.2003.51309.x
http://www.ncbi.nlm.nih.gov/pubmed/12834516
https://doi.org/10.1016/1047-2797(93)90074-e
https://doi.org/10.1016/1047-2797(93)90074-e
http://www.ncbi.nlm.nih.gov/pubmed/8275223
https://doi.org/10.1056/NEJM199302043280504
http://www.ncbi.nlm.nih.gov/pubmed/8419817
https://doi.org/10.1016/J.JPAINSYMMAN.2018.12.328
http://www.ncbi.nlm.nih.gov/pubmed/30576712
https://doi.org/10.1037/0022-0167.52.2.250
https://doi.org/10.1023/A:1020909529486
https://doi.org/10.1001/jamainternmed.2014.5271
http://www.ncbi.nlm.nih.gov/pubmed/25330167
https://doi.org/10.1191/0269216305pm1050oa
https://doi.org/10.1191/0269216305pm1050oa
http://www.ncbi.nlm.nih.gov/pubmed/16218162
https://doi.org/10.1111/ajco.12678
http://www.ncbi.nlm.nih.gov/pubmed/28294576
https://doi.org/10.1001/jama.2015.16976
http://www.ncbi.nlm.nih.gov/pubmed/26784781
https://doi.org/10.1001/jamanetworkopen.2019.7650
https://doi.org/10.1001/jamanetworkopen.2019.7650
http://www.ncbi.nlm.nih.gov/pubmed/31339549
https://doi.org/10.1016/j.jpainsymman.2019.07.033
https://doi.org/10.1016/j.jpainsymman.2019.07.033
http://www.ncbi.nlm.nih.gov/pubmed/31404643
https://doi.org/10.1177/0269216316665562
https://doi.org/10.1177/0269216316665562
http://www.ncbi.nlm.nih.gov/pubmed/27566756
https://doi.org/10.1177/0269216314528399
http://www.ncbi.nlm.nih.gov/pubmed/24685648
https://doi.org/10.1001/jama.287.17.2253
http://www.ncbi.nlm.nih.gov/pubmed/11980525
https://doi.org/10.1200/JCO.2005.08.391
http://www.ncbi.nlm.nih.gov/pubmed/16110012
https://philpapers.org/rec/PELTLE
https://doi.org/10.1111/nhs.12537
http://www.ncbi.nlm.nih.gov/pubmed/29920890
https://doi.org/10.1136/esmoopen-2018-000465
http://www.ncbi.nlm.nih.gov/pubmed/30962955
https://doi.org/10.1056/NEJMp1109283
http://www.ncbi.nlm.nih.gov/pubmed/22375967
https://doi.org/10.1093/geront/45.5.634
http://www.ncbi.nlm.nih.gov/pubmed/16199398
https://doi.org/10.1111/j.1532-5415.2006.00911.x
https://doi.org/10.1111/j.1532-5415.2006.00911.x
http://www.ncbi.nlm.nih.gov/pubmed/17087695
https://doi.org/10.1371/journal.pone.0235138

