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FROM THE EDITOR 
Unexplored Ethical Issues at the Intersection of Mental Health and Oncology 
 
Perhaps no diagnosis is as universally feared as that of cancer. It is intuitively and 
empirically evident that fundamental uncertainties of a cancer diagnosis, such as 
prognosis and morbidity, can engender significant distress and dominate a patient’s 
cancer experience. For instance, reported rates of depression range from 22 percent to 
57 percent and from 33 percent to 50 percent for oropharyngeal and pancreatic cancers, 
respectively [1], which are significantly higher than the 6.7 percent 12-month prevalence 
of a major depressive episode among US adults [2]. In addition, there are not only 
psychological mechanisms at play in cancer patients’ experiences but also biological 
ones, with bidirectional relationships between mental and physical outcomes in 
oncological settings that are not entirely understood at this time but which might have 
significant clinical implications [3, 4]. 
 
Despite the importance of the relationship between mental health and oncology, 
psycho-oncology did not formally develop as a field until the mid-1970s due to stigma 
related to cancer and mental health issues [5]. Although stigma from both sources still 
exists, multiple disciplines have made contributions to both research and clinical care 
that seek to minimize its impact on patients’ illness experiences. Research and clinical 
care innovations include but are not limited to behavioral interventions to decrease 
cancer risk and increase early detection; management of psychological issues before, 
during, and after treatment; and discovery of connections between psychological and 
physiological domains that relate to cancer risk and survival [5]. This issue of the AMA 
Journal of Ethics® aims to contribute to the developing model of integrative cancer care by 
examining several currently unexplored sources of ethical complexity in cancer illness 
experiences. 
 
One ethical concern is the relative lack of distress screening and interventions in cancer 
research and care settings. Mónica R. Martínez and Amirala Pasha assess the landscape 
of contemporary cancer research and argue that more attention and funding should be 
devoted to mental health research. Considering that many cancer centers have added 
distress as the “sixth vital sign” as the psychological impact of patients’ cancer 
experiences and treatment have gained attention [5, 6], Thomas W. LeBlanc and Arif H. 
Kamal look specifically at whether clinical trials adequately incorporate assessments of 
distress and how this information might guide treatment decisions within routine clinical 
care. 
 

http://journalofethics.ama-assn.org/2017/05/msoc2-1705.html
http://journalofethics.ama-assn.org/2017/05/stas1-1705.html
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Decision making is a focus of several other contributors to this issue. Responding to a 
case in which a patient with a potential mood disorder has rejected further cancer 
treatment, Joshua M. Baruth and Maria I. Lapid discuss a conceptual model of informed 
consent and decision-making capacity assessment and examine how clinicians’ 
conversations with family members or surrogates is key to understanding a patient’s 
best interests and values. A patient’s role is emphasized in Philip M. Rosoff’s 
commentary on a case in which parents do not wish to inform their child of 
likely infertility following chemotherapy or to delay his treatment for the purpose of 
sperm cryopreservation. Rosoff considers potential mental health consequences from 
the child’s exclusion from this decision and ultimately suggests what might constitute an 
appropriate clinical, ethical, and legal response in light of possible future harms to the 
patient. And Jerry Joseph Ignatius and Walter Baile discuss several factors that can 
obscure an ethical dilemma and consider their influence in psycho-oncological settings. 
 
Two articles consider the ethics of treatment. Focusing on psychiatric treatment for 
oncological patients, David P. Yuppa and Fremonta Meyer compare treatment modalities 
and argue that while time-limited “manualized” (e.g., behavioral) therapies are prominent 
in recent studies and potentially easier—emotionally and clinically—to conduct than 
traditional psychodynamic psychotherapy, they might not have superior efficacy 
depending on the treatment goals and thus might not represent a more appropriate 
treatment approach. Focusing on cancer treatment, Laurel J. Lyckholm and Arwa K. 
Aburizik argue that clinicians must give those with preexisting mental illness special 
attention due to their vulnerability and exercise empathy and imagination in delivering 
just, compassionate care. 
 
Medical decision making and treatment, however, cannot ignore the context in which 
care is delivered. In their commentary on a case of a young cancer patient who 
terminates all treatment after her psychiatrist responds professionally to her confession 
of a romantic attachment to him, Fatima Noorani and Allen R. Dyer discuss the ethics 
of maintaining boundaries and how to manage patients’ and physicians’ emotional 
responses and transference reactions to each other in settings in which patients might 
feel particularly vulnerable and in need of support. Amy E. Caruso Brown considers how 
to support caregivers in an article examining the ethical obligations of clinicians who 
have concerns about the mental health of a pediatric patient’s caretaker. 
 
Last, this issue of the AMA Journal of Ethics considers factors outside the clinical setting 
and how they might impact a patient’s experience of cancer. Kristen E. Riley, Michael R. 
Ulrich, Heidi A. Hamman, and Jamie S. Ostroff question whether stigma generated by 
hard-hitting anti-tobacco public health campaigns is a justifiable cost of efficacious 
public health benefits; they also consider how clinicians might diminish their potential 
roles in perpetuating stigma among patients with lung cancer. Amy E. Caruso Brown and 
Rebecca Garden analyze how physicians’ literary memoirs about their own cancer 

http://journalofethics.ama-assn.org/2017/05/ecas1-1705.html
http://journalofethics.ama-assn.org/2017/05/ecas2-1705.html
http://journalofethics.ama-assn.org/2017/05/nlit1-1705.html
http://journalofethics.ama-assn.org/2017/05/nlit1-1705.html
http://journalofethics.ama-assn.org/2017/05/stas2-1705.html
http://journalofethics.ama-assn.org/2017/05/ecas4-1705.html
http://journalofethics.ama-assn.org/2017/05/ecas3-1705.html
http://journalofethics.ama-assn.org/2017/05/msoc3-1705.html
http://journalofethics.ama-assn.org/2017/05/msoc1-1705.html
http://journalofethics.ama-assn.org/2017/05/imhl1-1705.html
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experiences help them bridge the divide between clinicians and patients and examine 
ethical issues that arise in clinicians’ writing about patients. Finally, in the podcast, Tarris 
Rosell discusses the role that religion or spirituality can play in an oncological patient’s 
health, particularly his or her mental health, and considers what constitutes an 
appropriate response to a patient’s spirituality concerns. 
 
The relationship between mental health and oncology is nuanced, and it can be 
approached from multiple directions—for instance, by considering the biological and 
psychological impact of cancer treatment on a patient’s mental health, the oncological 
care afforded to those with mental illness, and the ways that mental illness can affect 
oncological treatment and vice versa. This theme issue aims to probe issues of clinical 
and ethical importance, with the hope of focusing more attention and research on 
exciting and essential intersections of cancer and mental health care. 
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ETHICS CASE 
Influence of Psychiatric Symptoms on Decisional Capacity in Treatment Refusal 
Commentary by Joshua M. Baruth, MD, PhD, and Maria I. Lapid, MD 
 

Abstract 
How psychiatric symptoms affect patients’ decision making in practice 
can inform how we think—theoretically and conceptually—about what it 
means for those patients to have decision-making capacity. Assessment 
of a patient’s decisional capacity allows those with adequate capacity to 
make choices regarding treatment and protects those who lack capacity 
from potential harm caused by impaired decision making. In analyzing a 
case in which a patient with stage II breast cancer refuses further 
treatment, we review the conceptual model of informed consent and 
approaches to assessing decision-making capacity that are in accordance 
with the American Medical Association Code of Medical Ethics as well as 
tools to assess decisional capacity. 

 
Case 
Dr. A is the oncologist for Catherine, a 55-year-old woman with newly diagnosed stage II 
breast cancer. When Dr. A asks about Catherine’s past medical history during her initial 
consultation, Catherine mentions that she has often felt so tired over the past two years 
that she could barely get out of bed. “It just didn’t seem worth it to wake up,” she 
explains. “So I’d just sleep all day because I didn’t want to do anything. It’s not like 
anyone would really miss me, anyway.” Dr. A asks if Catherine feels that way now, and 
she shrugs, “Sometimes. It comes and goes. It was bad after my husband died two years 
ago, but I guess I feel okay now.” Dr. A also notices in Catherine’s health record that her 
weight has fluctuated up to thirty pounds in both directions. When asked about this, 
Catherine says, “I don’t really remember why—probably different diets.” Catherine 
reports that she has never talked about her mood with a clinician. She adds, “Everybody 
used to say I was just moody.” 

During treatment, Catherine experiences side effects so severe that she cannot go to 
work and reports difficulty with activities of daily living, as she lives alone and lacks 
immediate family or close friends. As Dr. A evaluates her initial response to treatment, he 
sees that her tumor burden has actually increased slightly, and he informs Catherine that 
she might have to undergo more aggressive therapy. At this, Catherine shakes her head 
and says, “I won’t do it.” When pressed further, Catherine says, “It isn’t worth it to me. 
I’ve thought a lot about my life over the past weeks, and there just isn’t any reason to 
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keep going, especially since my husband died.” Dr. A asks Catherine to consider people or 
activities she still enjoys, to which Catherine retorts, “That’s exactly what I did. I couldn’t 
think of any.” Dr. A then asks about her struggling to come to terms with her cancer and 
suffering during treatment. Catherine says sarcastically, “Well, it’s no picnic. But 
honestly, Dr. A, I’m okay with things ending here. I’ve lived my life, and, at this point, I’m 
tired of suffering. I just want to be with my husband. I miss him all the time.” 

Uncertain about Catherine’s mental health, particularly given her history, Dr. A consults 
Catherine’s primary care physician, Dr. B. Dr. B recalls, “There were times over the years 
when she seemed a little withdrawn, but nothing ever jumped out at me.” He confirms 
that her husband, who was her main social support, died two years ago and says that he 
has not seen her since then. “She and I had a pretty good relationship, though,” Dr. B 
adds. “I’m sure I can convince her to consent to further treatment. I can’t imagine having 
nothing to live for.” 

Wanting additional and more up-to-date information, Dr. A refers Catherine to a 
psychiatrist, Dr. C, who diagnoses Catherine with complicated grief and prescribes 
antidepressants. However, Catherine does not fill the prescription. When Dr. A calls to 
ask her about this, Catherine says, “Look, I understand what’s at stake here, and I’ve 
made up my mind. Please don’t make this harder for me.” She expresses understanding 
of the risks and benefits of refusing further treatment for her cancer. 

Dr. A wonders if Catherine’s grief has compromised her capacity to give an informed 
refusal. He also wonders just how far her current feelings are from her baseline mood, 
how much distress her cancer experience has caused her, and the degree to which this 
could be influencing her decision making. Lastly, Dr. A considers Dr. B’s offer to try to 
“convince” her and wonders whether further attempts at persuading her might not be 
respectful of her decision and values. What should Dr. A do? 

Commentary 
Determinations of medical decision-making capacity are intended to uphold patients’ 
rights to make their own medical decisions but at the same time protect them from their 
decisions when their capacity is compromised. It should be noted that capacity is 
attached to a particular medical decision (e.g., consent to treatment, participation in 
research) at a particular time [1]. A person lacking capacity for one medical decision may 
have capacity for other decisions [2]. Assessing capacity can be subjective and confusing 
for clinicians, particularly when patients refuse a recommended treatment or the 
treatment involves substantial risk. 
 
The presence of adequate decision-making capacity is a mandatory criterion of the 
informed consent process. For informed consent to be valid, three elements must be 
present: provision of information, voluntariness, and competence [3]. Provision of 
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information requires that a patient receive adequate information regarding the nature 
and purpose of a treatment or procedure as well as the risks, benefits, and alternatives 
of each option, including no treatment. Voluntariness requires a decision to be made 
voluntarily and free from coercion. Competence is a legal determination of mental 
capacity that includes those abilities evaluated by clinicians in assessing decisional 
capacity. The legal standards for evaluating capacity are generally based on patients’ 
ability to: (1) understand the relevant information about their condition and proposed 
treatment; (2) appreciate the nature of their situation, including their underlying values 
and the potential consequences of their choice; (3) reason about the potential risks and 
benefits of their choices; and (4) express their choice [4, 5]. This assessment process is in 
accordance with the American Medical Association Code of Medical Ethics’ “Opinions on 
Consent, Communication & Decision Making” [6]. In this article, we discuss the case in 
the context of this guidance and the conceptual model for informed consent and 
approaches to assessing decision-making capacity.  
 
Influence of Psychiatric History and Current Diagnosis 
As we see in this vignette, Catherine is experiencing complicated grief following the 
death of her husband two years prior as well as a recent diagnosis of stage II breast 
cancer. Complicated grief is an older term for grief in which significant incapacitation 
persists for over six months following a loss [7]. In the fifth edition of the Diagnostic and 
Statistical Manual of Mental Disorders, it is now included in a proposed psychiatric 
syndrome called persistent complex bereavement disorder (PCBD), although the 
emphasis remains on distress or functional impairment so severe that is outside of 
sociocultural norms of bereavement [8]. 
 
Catherine presents a clinical picture consistent with depressive symptomatology 
occurring initially in the context of grief, since her husband died almost two years prior to 
her cancer diagnosis. After her husband’s death she experienced fatigue, inability to get 
out of bed, feeling it was not worthwhile to wake up, excessive sleepiness, lack of 
motivation, severe weight fluctuations, and moodiness. Although Catherine reports 
these symptoms are now intermittent, they clearly are in excess of normal grief given 
their duration (two years) and severity. Her depressive symptoms have worsened during 
the progression of her cancer, to the extent that she now expresses increasing feelings 
of worthlessness, finding no reason to live, anhedonia, and desire for death suggestive of 
passive suicidality. It is important in this case to recognize the presence of major 
depression, the serious risk of suicide, and the need to treat appropriately. 
 
Depression can impair medical decision making, and Catherine’s severe depression, 
significant functional impairment, and possible passive suicidality put her at risk of 
making treatment decisions that she would not otherwise make if she were not 
depressed. One important ethical consideration, then, is whether it is ever justifiable to 
consider a patient’s refusal of treatment to be indicative of lack of decisional capacity 

http://journalofethics.ama-assn.org/2012/06/ecas3-1206.html
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based on a patient’s symptoms of mental illness. What is the relationship between 
psychiatric symptoms and medical decision-making capacity, and is it ever appropriate to 
take into consideration a patient’s psychiatric diagnosis when determining capacity? And 
what if the patient is refusing treatment? Historically, it has been a common perception 
that people with mental illness have a reduced ability to provide informed consent [9]. 
Severe depression can manifest as impairment of information processing and reasoning 
that can significantly affect decision making [10]. Compromised ability for decision-
making capacity has also been associated with disorders like dementia and delirium [11], 
intellectual disability [12, 13], psychosis [14, 15], and bipolar disorder [16-18]. 
Additionally, reduced decision-making capacity has been associated with patients 
admitted involuntarily or patients refusing treatment [15]. Not surprisingly, there has 
been controversy regarding the appropriateness of including people with mental illness 
in medical research [19, 20]. 
 
Yet, studies have shown that decision-making capacity is preserved in the majority of 
psychiatric patients [15], including those with mild to moderate depression [21-23]. 
Diagnostic categories alone (i.e., Alzheimer’s, depression, schizophrenia) do not equate 
with presence or absence of decision-making capacity [1]. For example, in schizophrenia, 
capacity is correlated only modestly with psychotic symptoms but more strongly with 
cognitive dysfunction [24]. 
 
Therefore, based on the bioethical literature, it would be inappropriate to let a prior or 
current psychiatric diagnosis determine Catherine’s medical decision-making capacity. 
Accordingly, her capacity should be determined in the context of her current decision and 
underlying values. Determining that she has some understanding and ability to 
communicate her decision may be straightforward. In the vignette, Catherine says: “Look, 
I understand what’s at stake here, and I’ve made up my mind.” However, it may be a bit 
more difficult to adequately assess her ability to reason and appreciate her underlying 
values. Is Catherine able to use reason in the context of a psychiatric diagnosis for 
complicated grief? Is she able to identify her underlying values while experiencing 
significant distress related to her husband’s death and her own cancer diagnosis? 
 
One instrument to assist clinicians in evaluating decisional capacity is the MacArthur 
Competence Assessment Tool for Treatment (MacCAT-T), a semistructured interview 
that requires the clinician to provide patients relevant information about the medical 
condition; the proposed treatment options; and the risks, benefits, and alternatives of 
each treatment option. After provision of information, the clinician is further guided by a 
set of questions to test patients’ understanding and appreciation of the information 
presented to them, their reasoning ability in going through the different treatment 
options and making a selection, and their ability to communicate a choice [25]. The 
MacCAT-T has been used to measure decisional capacity in people who are severely 
depressed [26], so use of this instrument in Catherine’s case would provide valuable 

http://journalofethics.ama-assn.org/2012/07/hlaw1-1207.html
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information regarding her unique situation and decision. Importantly, it has been shown 
that physicians often fail to correctly recognize incapacity, sometimes as much as 58 
percent of the time [2], which further highlights the importance of using formal 
assessments like the MacCAT-T as well as consulting relatives and other members of 
the health care team. 
 
Determination of Best Interest and Capacity 
Another important ethical question highlighted by this vignette is who is best positioned 
to assess decisional capacity and the patient’s best interest. A psychiatrist is most 
commonly consulted to assess decisional capacity, but any licensed physician can make 
the determination [27]. It is important for physicians to consider that their determination 
is not just clinical, but ethical [28, 29], and should not be based solely on objective 
measures [29]. The belief system and morals of physicians should not unjustly influence 
their decisions about capacity. It has been proposed that the influence of these factors 
can potentially be reduced by physicians’ recognizing their own biases, seeking second 
and contrasting opinions, and reporting the results of different conclusions [29]. 
 
Discussions with family and the multidisciplinary health care team are key in determining 
patient values that inform medical decision making. For example, including physicians 
previously involved in the patient’s care and the hospital ethics service can be important 
in understanding a patient’s belief system and decision-making history, which 
information can support conclusions regarding capacity if prior medical decisions are in 
agreement with the decision being made currently. Not only can information from family 
and other health care professionals be used to support conclusions when determining 
capacity, but it can be useful to a surrogate or proxy decision maker when a patient is 
deemed to lack decisional capacity. Through substituted judgment based on knowledge 
of the patient’s wishes or preferences, a surrogate decision maker upholds the ethical 
principle of respect for autonomy [30]. If the patient’s wishes are unknown, or when 
necessary to prevent suffering, the surrogate makes decisions based on what he or she 
thinks is in the best interest of the patient [30]. For example, a surrogate may rely on 
knowledge of a patient’s spiritual commitment and its role in past medical decisions in 
judging what is in the best interest of the patient. 
 
Influencing a Patient’s Decision 
Another important ethical consideration for this vignette is whether it is ever appropriate 
for a physician to attempt to influence the patient’s decision. One of the essential 
elements of informed consent is a lack of coercion, assuming the patient has capacity to 
make a decision independently. In cases in which the patient’s decision may not appear 
to some to be in his or her best interest, despite seeming to have adequate decisional 
capacity, there are approaches physicians can use to assist the patient in an unbiased 
way without disrespecting his or her autonomy. First, if the patient does not recognize 
the importance of a capacity assessment, the physician should encourage the patient to 

http://journalofethics.ama-assn.org/2008/08/jdsc1-0808.html
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perform to the best of his or her ability on the evaluation [2]. Furthermore, a patient’s 
capacity can be restored by treating reversible disorders that affect cognition (e.g., 
metabolic delirium, mania) and reassessing capacity later. 
 
For those who require assistance with decision making due to impairments in decisional 
capacity, information provided to the patient can be simplified with alternate forms of 
communication (e.g., visual aids) [31]. In a prior study, one of the authors (MIL) and 
colleagues found that implementing an educational intervention improved decisional 
capacity in severely depressed patients [26]. Similarly, Carpenter and colleagues [24] 
showed that patients with schizophrenia improved understanding and capacity as 
measured by a study-specific version of the MacCAT-T following education. Other 
investigations also showed that education can assist psychiatric patients in achieving 
capacity to consent [32, 33]. 
 
Additionally, the impact of a decision should be considered. For example, vastly different 
outcomes result from refusing a life-saving treatment that could result in death and 
refusing a low-risk treatment that may or may not have negative consequences. 
Accordingly, with decisions involving greater risk, a physician should consider more than 
a single, objective assessment of capacity and incorporate more information based on 
prior decisions or what others consider a reasonable decision [34]. When grief, guilt, or 
personal loss distorts cognition, a psychiatrist would have the necessary expertise to 
assess how a patient’s decision might be different when these emotions are not present 
[29]. However, when deviating from assessing capacity purely objectively, there is 
always the potential for paternalism. An approach to assessing capacity should be 
adopted that best fits the patient’s needs, respects the patient’s autonomy and values, 
and limits unnecessary physician influence [35]. 
 
In Catherine’s case, it is imperative to communicate the importance of the capacity 
assessment and encourage her to optimize the process by treating her depression. 
Additionally, an approach to decision making that considers her established values and 
past decisions, without the undue influence of her current grief and personal loss, would 
be respectful of her best interest and autonomy. 
 
Conclusion 
When evaluating decisional capacity, it is essential for physicians to obtain a mental 
status examination and formal assessment of cognitive function. This procedure should 
be followed by assessment of the patient’s: (1) understanding; (2) appreciation of his or 
her situation, including underlying values and potential consequences; (3) reasoning 
about the potential risks and benefits; and (4) ability to communicate a choice. Using a 
structured capacity assessment tool may provide valuable information concerning the 
patient’s situation and decision. It is not appropriate to let a prior or current psychiatric 
diagnosis solely determine decisional capacity. However, if a patient is currently suffering 
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from a mood disorder, is potentially suicidal, or has any another condition that could 
potentially compromise his or her capacity, the patient should be referred to a 
psychiatrist for a formal consultation. 
 
Decisional capacity can be optimized by treating reversible disorders that affect 
cognition. Information provided to patients can be simplified and educational efforts or 
alternative forms of communication should be implemented when needed. When 
patients have impaired decisional capacity, information from relatives, friends, or other 
physicians about their underlying values or spiritual beliefs, as well as their prior medical 
preferences and decisions, can be used to help assess whether medical decisions being 
made on their behalf are in alignment with what they value and what is important to 
them. Finally, a formal ethics consultation is an option, especially in more uncertain 
cases. For those with adequate decisional capacity, it is ethically acceptable to refuse 
treatment and, accordingly, for physicians to respect patients’ autonomy. 
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ETHICS CASE 
Do Pediatric Patients Have a Right to Know? 
Commentary by Philip M. Rosoff, MD, MA 
 

Abstract 
In Western medicine, a central component of respecting a person’s ability 
to make decisions governing what happens to herself is ensuring that 
she is provided with sufficient relevant information to make a rational 
choice. For patients who lack the cognitive capacity to do so because of 
either inborn or acquired deficits or because of youth, the extent to which 
they can participate in medical decisions is variable. Minors present a 
unique challenge, as their ability to understand and process information 
usually increases with age. The case presented here poses special 
problems because of the parents’ desire to shield their child from certain 
information deemed important by his physicians. I consider whether 
minors, particularly older ones, have a right to know that supersedes 
their parents’ wishes. 

 
Case 
Jenny is a medical student following the care of Adam, a 13-year-old boy who has just 
been diagnosed with Ewing’s sarcoma of the left distal femur. The attending physician, 
Dr. K, explains to Adam and his parents that the treatment has a very high cure rate and 
should be started immediately. Dr. K also explains to Adam’s parents that Adam will 
likely be infertile after treatment and that he might not have time to bank sperm. Adam’s 
parents say that they are not interested in sperm banking and request that Dr. K not 
mention the possibility of infertility to Adam. Adam’s father states, “He’s too young to 
understand.” Later, Jenny is talking with Adam about his hobbies and aspirations and 
Adam says, “I can’t wait to have a big family one day.” Jenny relates this to Dr. K, and he 
and Jenny discuss Adam’s future views about family at length with no mention of the 
infertility risk posed by Adam’s treatment. They also discuss Adam’s anger, which often 
stems from his feeling a lack of control over his life, commonly seen in adolescents with 
cancer. 
 
Later, Jenny asks Dr. K about whether to inform Adam about the virtual certainty of his 
infertility due to the chemotherapy he needs. Dr. K says, “His parents understand that 
Adam needs to be treated immediately and they’ve clearly stated that they don’t want 
him to know about the infertility risk. We must respect their wishes.” Jenny wonders 
whether Adam could suffer psychologically if he survives his cancer and later realizes he 
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was uninformed about the treatment’s infertility risk. She also wonders whether Adam, 
who clearly is interested in his future with respect to being a father, has a right to know 
about this side effect. What, if anything, should Jenny do? 
 
Commentary 
Our general understanding of informed consent, based upon the conviction that moral 
agents have an (almost) unfettered right to control what happens to their bodies, 
demands that for patients to exercise this power they must have adequate relevant 
information to make choices they deem appropriate [1]. In order to perform this function 
adequately, persons must have sufficient cognitive function to both understand and 
appreciate the potential benefits and harms associated with the proposed intervention 
and to incorporate this knowledge and their values into a decision. The kind and quantity 
of information provided can vary, but broadly speaking it must be both satisfactory and 
materially pertinent such that patients can make an informed choice. For children, the 
capacity to engage in informed decision making is a gradually acquired capability, and 
different young people exhibit varying degrees of ability to make informed decisions as 
they age. The acquisition of the intellectual aptitude to engage in acceptable decision 
making of this sort correlates with the development of those areas of the brain 
associated with complex reasoning and forethought, a process that is not complete until 
the early twenties [2, 3]. Older teenagers and young adults appear to have similar 
abilities in this domain [4]. 
 
At least 14 states recognize the idiosyncratic nature of health care decision making by 
having so-called “mature minor” laws that can empower certain children, with 
demonstrable evidence of pertinent faculties (e.g., an understanding of their medical 
condition and the potential benefits and harms of the proposed treatment) to exercise 
this authority for themselves [5]. Different professionals—for example, judges or social 
workers, depending upon the jurisdiction—may be authorized to determine whether a 
child meets the standard to qualify as an autonomous medical decision maker. In those 
states in which they are mandated by law to ascertain the case-specific ability of the 
child, the statutes often specify that the patient must simply meet the “informed 
consent standard” [5]. In the absence of a court-ordered declaration of emancipation or 
other mechanism to warrant decisional autonomy—and therefore to be entitled to know 
all clinically pertinent information associated with the recommended treatment—minors 
must bend to the wishes of their authorized surrogates, usually their parent(s). While 
adolescents may be arguably unable to appreciate all of the benefits and burdens of a 
proposed course of action, they certainly have some appreciation, and engaging them in 
the decision-making process may be beneficial, although the data to support this are 
scant [6, 7]. Nevertheless, physicians faced with the situation illustrated by this case can 
be torn between their beliefs that the child has a “right” to know about a probable side 
effect that could profoundly affect him in his adult life—and that could be mitigated by 
an anticipatory intervention such as sperm cryopreservation—and the desire of his 

http://journalofethics.ama-assn.org/2015/09/ecas2-1509.html
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parents to “protect” him. While the need for initiating treatment may be pressing, as in 
this case, it is likely that the patient could be offered the opportunity to produce a semen 
sample if his parents were willing to seriously consider this as an option. 
 
Making Decisions for Children 
The sort of problem raised by this case is pervasive throughout the world of surrogate 
decision making on behalf of patients who lack capacity, either because of age (children) 
or cognitive dysfunction, such as that associated with dementia, mental illness, and the 
like. While few would argue against the reasonableness of respecting surrogates’ 
discretion in withholding potentially distracting, frightening, or distressing information 
from those whose intellectual impairment or immaturity is profound (for example, 
people with advanced Alzheimer’s or five-year-old children), the issue becomes more 
complicated when the patients clearly have the capability to at least partially understand 
and appreciate what they have been told and hence should be able to participate to a 
limited extent in the decision-making (i.e., consent) process. It is often stated by 
surrogates that they wish to spare their charges the anguish or worry that they might 
experience when faced with potentially (or imagined-to-be) frightening information [8-
11], but it is unclear if these concerns are truly warranted (meaning that children may 
not be harmed by knowledge of the illness). Unfortunately, many encounters of this type 
take place with specialists who might not know the patient or her parents all that well 
and hence may be unable to effectively argue against parents’ refusal to permit the child 
to participate in discussions about medical care. Nevertheless, it is widely understood 
and accepted that the preferred model for effective and ethically justifiable medical 
decision making for both adults and children is one that embraces shared responsibility, 
involving the parents and child (to the extent she can or wishes to be involved) in a two-
way conversation, which can be challenging at times given the differences in family 
dynamics, the emotional tension of the situation, and so on [7, 12, 13]. 
 
Of course, if Adam and his parents lived in a state that permitted adolescents judged to 
be sufficiently mature to make their own health care decisions (either some or all), then 
this could complicate matters, especially if he and his parents and his physician were at 
odds about the appropriate content of and mechanism for delivering important 
information. If his oncologist believed that it was vital for Adam to know about the 
potential for infertility and his parents remained adamantly opposed to his knowing, and 
he met the standards for informed consent (however they might be applied and 
interpreted in his case and jurisdiction), then he could presumably override his parents’ 
objections. The potential repercussions of doing so could (at a minimum) erode or even 
rupture trust in this nascent patient-clinician relationship that could ultimately be fatal. 
 
It is also worth noting that many seemingly irrational decisions made by surrogates and 
patients can stem from misinformation or simply lack of knowledge when a calm, 
informed discussion could allay their fears and set to rest misconceptions or 

https://www.ama-assn.org/sites/default/files/media-browser/code-of-medical-ethics-chapter-2.pdf
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misunderstanding [14]. This approach might not always work, however. As the ongoing 
challenge of parents who refuse to vaccinate their children attests, some people might 
be immune to this form of rational argument [15, 16]. Moreover, the increasing 
availability and accessibility of unfiltered and unvetted information obtained from 
sources on the internet—including websites, blogs, social media networks, and the 
like—can radically affect the ability of physicians to counter preformed and deeply held 
beliefs with more reliable and trustworthy data [17-19]. 
 
Nevertheless, it is the physician’s ethical (and legal) duty to ensure that the responsible 
consent-granting parties have all the relevant and true information—to the extent 
possible—needed to make an informed decision [1]. In this case, this would be the 
parents; the degree to which Adam would be involved and the power granted him to 
determine what he knows and what happens would be dependent upon his parents’ 
discretionary authority or the state, if they live in a state with a mature minor statute. 
One final detail is worth noting with respect to legally recognized mature minors. Like 
other authorized decision makers, minors have a legal right to delegate this prerogative 
to others (such as their family) if they do not wish to take part in all or some of the 
decisions that might need to be made [1]. Indeed, if personal autonomy is to have true 
meaning, autonomous individuals (including mature minors) must be able to grant to 
others the power to make decisions for them as one instance of an informed choice, 
although this choice might perhaps be better labelled as a form of shared decision 
making [20]. 
 
A recent report by the Committee on Bioethics of the American Academy of Pediatrics 
 discusses the goals of surrogate decision making: 
 

Surrogate decision-making by parents or guardians for pediatric patients 
should seek to maximize benefits for the child by balancing health care 
needs with social and emotional needs within the context of overall 
family goals, religious and cultural beliefs, and values…. Physicians have 
both a moral obligation and a legal responsibility to question and, if 
necessary, to contest both the surrogate’s and the patient’s medical 
decisions if they put the patient at significant risk of serious harm [21]. 

 
This guidance acknowledges that, in practice, standards of surrogate decision making, 
whether they are for adults with diminished capacity or for children, involve a complex 
integration of best interests, family input, and minimizing risk of harm. This is especially 
the case for pediatric patients who exist, developmentally and cognitively, on a 
continuum and whose place and role in their family can be constantly changing with time 
and situation. Some have suggested that a plausible litmus test for the adequacy of a 
surrogate decision—the bare minimum for what physicians should respect and accept—
is what has been termed the “not unreasonable standard,” based in large part on the 
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kinds of reasons given by the surrogates in support of their choices [22]. Reasons for 
decisions that could lead to significant harm to the person for whom the decisions are 
being made must be judged to be sufficiently rational, such that others could not 
reasonably object [23]. 
 
Who is Right in This Case? 
Are the parents correct in this case or in others in which parents wish to shield their child 
from certain information that they believe will be harmful? In my clinical experience 
caring for children with cancer, it’s not unusual for parents to wish for or ask physicians 
to refrain from telling the patient her diagnosis. In my and others’ views, this tendency 
arises from parents’ perhaps mistaken belief that a cancer diagnosis means their child 
will die and from a belief that their child should be spared the trauma of having the news 
of a fatal diagnosis revealed [24-26]. In the case, Adam’s parents are, probably, similarly 
motivated by a desire to protect their child from information they believe could be 
psychologically damaging. However, if Adam’s parents’ motivation to protect him comes 
from their belief that he will die, this belief is not based in fact. Indeed, for Ewing 
sarcoma—Adam’s diagnosis—the five-year event-free survival is up to 73 percent [27]. 
Generally speaking, pediatric clinicians, others caring for those lacking decision-making 
capacity, and courts have traditionally given great deference to the expressed will of the 
surrogates unless there is good reason to believe that their decisions could place the 
patient at risk of imminent harm [28]. However, the meaning of harm has usually been 
interpreted as “physical,” especially in cases such as Adam’s [28]. For example, if his 
parents had refused to give consent for his treatment, it is likely Adam’s physicians 
would have pursued legal action to compel his therapy, and they likely would have been 
successful due to the risk of significant, life-altering—and, in Adam’s case, probably life-
ending—harm. But it is doubtful they could make a plausibly compelling argument that, 
based upon his current statements about his wishes to have a large family, Adam might 
suffer psychological harm of an incalculable degree sometime in the future, such that 
this harm would be sufficiently credible to override the parents’ authority [29]. 
 
There are at least three kinds of potential—and avoidable—related harms that could 
occur in this case, and while they might be identifiable, their future impact is difficult to 
quantify. The first is the possibility that Adam would suffer from knowing that he could 
have had the opportunity to take steps to cryopreserve semen and hence retain a chance 
(importantly, not a guarantee) to be the biological father of children at some unspecified 
later time. The second is damage that could be caused by the knowledge that his views 
and beliefs about what was important to him (the nascent desire to have a number of 
children as an adult) were ignored or considered insignificant by both his parents and his 
physician (assuming the latter abided by the demands of the parents to conceal 
pertinent information from Adam). Finally, Adam will be rendered infertile from physical 
destruction of spermatogonia due to alkylating agents [30], and, while the biological 
effects will be anatomic, any negative aftermath will almost undoubtedly be 

http://journalofethics.ama-assn.org/2017/05/ecas4-1705.html
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psychological. 
 
Deliberations about this case depend on how we view and attempt to answer two 
fundamental questions, assuming that Adam does not live in a state where mature 
minors may be empowered to make their own health care decisions (and that he would 
be considered capable of doing so). First, is the physician required to obey the wishes of 
Adam’s parents concerning what happens to their son no matter what? Of course that 
cannot be true, as I have indicated above. However, distinguishing between permissible 
deviations from medical advice on behalf of others and impermissible deviations is 
difficult. Technically, Adam’s parents’ duty within the framework of medical decision 
making is to act in his best interests—which can be construed as those interests that all 
children share, such as continued life, and those that may be unique to him, such that 
only they can define, express, and act upon those interests to protect him from harm. 
Second, are the putative psychological harms that could occur should Adam not know 
about his probable infertility and the means to avoid it (sperm-banking) both sufficiently 
determinable (perhaps as a quantifiable risk) and predictively severe for the physician to 
attempt to refuse to accept Adam’s parents’ decision? There are good reasons to believe 
that effective therapy for Adam’s disease will render him infertile. However, future 
iatrogenic harms that could result from treatments’ toxicity are considerably less 
determinable and hence hypothetical. While it is true that his physician believes he 
should know about his future infertility, the subjective assessment of hypothetical 
information on which this belief is based would seem to weigh in favor of the parents’ 
authority. It is also likely that the law would defer to Adam’s parents’ discretionary 
authority to keep information from Adam that would seem to fall within their purview to 
guide and control many aspects of his life. 
 
Conclusion 
While I agree that it would be better if Adam knew about this side effect that could affect 
his life in profound, yet unknown ways, it seems that in this case Dr. K must defer—
albeit reluctantly—to Adam’s parents’ wishes [31]. Nevertheless, it is important that Dr. 
K convey the reasons why he believes it’s important for Adam to know that the 
treatment almost certainly causes infertility, although I am pessimistic about his chances 
of altering the parents’ views (based upon my personal and my colleagues’ clinical 
experience as well as the lack of consensus on how to alter parental views on childhood 
vaccinations [32]). The question of whether Adam has a right to know about his 
condition and the question of how to consider, from a moral point of view, the iatrogenic 
harms of its treatment are complex ones. Legally, the answer to the question of whether 
Adam has a right to know is “no.” Due to his status as a minor, he is not legally 
authorized to consent (although many institutions require assent of minors, especially 
for research participation [33]), and hence he is not entitled to be informed of the 
benefits and burdens of the proposed therapy as his surrogates (i.e., his parents) are. 
And it would be unwise to cast his right—legal or moral—in terms of a multitude of 
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elaborated human rights, only some of which inhere in persons who lack decision-
making capacity (such as Adam) [34], as that would potentially distort or even trivialize 
the moral power that we have accorded rights by amplifying their breadth and scope. We 
are thus left with a situation that, like so much in health care, is messy and not entirely 
satisfactory, at least as Adam’s physician might view it. It is conceivable that his parents 
might later regret their decision to withhold information from him, but that, too, like our 
projections about potential harm to his psychological state, must remain speculative. The 
bottom line is that, in this situation, the parents’ wishes must prevail. 
 
As unsettling to her as it undoubtedly would be, this conclusion also addresses the 
problem of what the student, Jenny, should do. As torn as she might be, an ethical and 
legal analysis of this case supports that she should not disclose anything further to 
Adam. That being said, it would also be incumbent upon the attending physician to 
discuss the troubling features of this situation and the reasons why he decided to defer 
to the wishes of the parents despite his (and her) misgivings. It is not uncommon that 
the most disturbing cases present the best opportunities for learning that clinical 
practice can be decidedly messy. 
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ETHICS CASE 
How Should Clinicians Respond to Transference Reactions with Cancer 
Patients? 
Commentary by Fatima Noorani, MD, and Allen R. Dyer, MD, PhD 
 

Abstract 
Patients with cancer can feel particularly vulnerable and need special 
attention and support, so clinicians’ attention to transference 
reactions—theirs and their patients—is especially important. 
Mismanaged transference reactions can undermine the therapeutic 
alliance in the patient-clinician relationship and negatively influence 
treatment outcomes. In oncology settings, real and perceived needs of 
patients in serious distress can occasion modification of usual outpatient 
protocols, particularly when flexible scheduling or home or hospital visits 
are warranted. Here, we comment on a case in which transference 
reactions of a young woman with cancer prompt her to terminate 
treatment. We discuss the importance of clinicians’ recognizing and 
managing transference and countertransference, maintaining 
boundaries, and responding with empathy and integrity to cancer 
patients’ concerns. 

 
Case 
Amy is a 25-year-old woman who has recently been diagnosed with lymphoma, but her 
prognosis seems to be good. She has a history of drug use and abusive relationships. 
Amy’s father abandoned her mother when she was a child, and Amy spent most of her 
adolescence caring for her mother, who was also addicted to drugs, before having an 
argument and moving away. She has weekly meetings with the cancer center’s 
psychiatrist, Dr. T, to discuss her well-being and her adjustment to cancer and cancer 
treatment. 
 
Over the course of treatment, Amy opens up to Dr. T and begins to confide in him. She 
admits that her last boyfriend recently cheated on her and that she has not told any of 
her friends about her illness because she is afraid that they might desert her. “Everybody 
always leaves me,” she says on multiple occasions. “I’ve never been able to open up to 
someone without them running away.” 
 
Dr. T notices that Amy seems to put a lot of effort into her personal appearance when 
she comes to appointments, sometimes asking him what he thinks of a particular outfit. 
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She also asks him about his personal life despite his efforts to keep the conversation 
focused on her and wonders if she is his favorite patient. Dr. T remembers his 
psychodynamic training and worries that Amy is developing an eroticized transference, 
unconsciously transposing her past and ongoing feelings of abandonment onto him and 
experiencing them now as a fantasy that he might be the attachment figure she longs for 
and have similar feelings for her. He is uncertain whether he should comment on this or 
try to focus on the more immediate concerns of the cancer treatment. 
 
Amy becomes agitated as her treatment progresses. She confesses that she is afraid of 
losing her relationship with Dr. T if she gets better and that she has grown deeply 
attached to him. She asks to see him outside the hospital. “You’re the only one who 
understands me,” Amy says. Dr. T explains that he must maintain professional 
boundaries and that it is his job to be understanding. At this point, Amy accuses him of 
only pretending to care about her. She leaves angrily and does not answer any of Dr. T’s 
subsequent phone calls. 
 
Amy does not come in for her subsequent oncology appointment. When the oncologist, 
Dr. Y, finally reaches her, she says that she doesn’t need more treatment and that he 
cannot force her to come in. Dr. Y discusses this exchange with the rest of the care team, 
including Dr. T, who explains what happened during his last meeting with Amy. Dr. Y 
groans in frustration, “Say whatever you need to say to her to get her back here for 
treatment.” What should Dr. T do? 
 
Commentary 
Cancer is a complex illness with biological, psychosocial, and spiritual aspects. While 
oncology treatments focus on biological aspects, it is important to address all aspects of 
the patient’s treatment. The value of providing psychosocial support to patients with 
cancer is widely known [1]. The George Washington University’s psycho-oncology clinic 
[2], for example, is a multidisciplinary clinic involving psychiatry and social work as well 
as psychotherapy, art therapy, nurse navigators, and chaplains when available. It offers 
five to eight sessions of (brief) psychotherapy conducted by third-year psychiatry 
residents under supervision, at no cost to the patient. Patients may be continued or 
referred for ongoing therapy if indicated. 
 
A new cancer diagnosis is an adjustment under the best of circumstances, if not a 
potential source of an adjustment disorder. Elisabeth Kübler-Ross has described five 
“stages of grief” that provide words to express feelings that otherwise might be difficult 
to bear and process, such as denial or disbelief, anger or outrage, sadness or even 
depression, guilt, blame or self-blame, and acceptance or at least acknowledgement of 
loss [3]. Additionally, people diagnosed with cancer may be experiencing relationship 
conflicts, have suffered from early adverse experiences, or be facing stigma related to 
the illness that makes it difficult for them to receive support or to cope with the 

http://journalofethics.ama-assn.org/2017/05/msoc1-1705.html
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additional challenges that cancer diagnosis and cancer treatment entail. Susan Sontag 
noted that when she became a cancer patient, “What particularly enraged me—and 
distracted me from my own terror and despair at my doctors’ gloomy prognosis—was 
seeing how much the very reputation of this illness added to the suffering of those who 
have it” [4]. 
 
Dr. T thought he was providing support to a patient whose major concerns had to do with 
a new cancer diagnosis. However, over the course of the treatment it became clear that 
Amy’s past abandonment issues were being played out in the present—in the 
relationship between her and Dr. T—and became the central issue of their work 
together. As we will show, understanding transference, its influence on the patient-
clinician relationship, and its impact on treatment is key in addressing Amy’s 
abandonment of treatment. 
 
What Is Transference? 
The relationship between patient and clinician is central to any type of therapy. Thus, 
both the patient’s and the clinician’s awareness and recognition of the feelings that they 
have about each other is vital to the treatment. In psychodynamic psychotherapy, 
patients’ reactions to clinicians are often referred to as transference and clinicians’ 
reactions to patients, as countertransference [5]. More specifically, transference can be 
understood as repetition of feelings, attitudes, and behaviors attached to early formative 
relationships in the context of a therapy relationship [6]. The clinician’s unconsciously 
motivated response to a patient is known as countertransference [7]. Utilizing 
transference (and countertransference) in understanding patients, the ethical 
complexities of interacting with seriously ill patients [6], and promoting healing is at the 
heart of the psychotherapeutic process. 
 
Although transference reactions can occur in any emotionally meaningful human 
relationship, the nature of the patient-clinician relationship can inherently evoke strong 
feelings. The power imbalance in this relationship between a patient in need and a 
clinician looked to for help can revive patients’ memories of relationships with earliest 
caregivers and elicit powerful feelings of love, hate, longing, and dependency. This is 
especially important in the oncology setting, where illness and disability can threaten 
patients’ autonomy, self-esteem, and self-control, leaving them feeling especially 
vulnerable. Such a situation can stir up powerful desires and fears from unresolved 
childhood conflicts that can then be directed toward the clinician [8]. Moreover, under 
the stress of illness patients can often regress, leading them to use less mature coping 
mechanisms such as denial of illness or nonadherence to treatment recommendations 
[6]. In the above case, Amy is the victim of neglect and abuse. Based on what she tells 
Dr. T, she fantasizes a savior—someone she can open up to, who cares about her, and 
who will not abandon her. Early in the therapy, she idealizes Dr. T as this savior. But 
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when he draws firmer boundaries, she feels betrayed and abandoned, re-enacting the 
roles of victim and abuser. 
 
Types of Transference 
Transference can manifest itself in therapy in many ways. Positive, negative, and 
sexualized transference are some common types of transference. When the patient 
views the clinician as a loving, caring, attentive, trusting figure, he or she may develop a 
positive transference in therapy. However, the patient can also experience the clinician as 
a distrustful, distant, adversarial figure, possibly leading him or her to develop negative 
transference [8]. Sexualized transference refers to transference in which the patient’s 
fantasies contain elements that are primarily reverential, romantic, intimate, sensual, or 
sexual. It can be further differentiated into erotic and eroticized transference. Erotic 
transference is generally positive transference, which is egodystonic (i.e., recognized as 
unrealistic by the patient) and does not interfere with work in therapy. Eroticized 
transference, on the other hand, is a type of negative transference that involves a more 
intense, irrational preoccupation with erotic fantasies with the hope and expectation of 
reciprocation by the clinician [9]. Positive transference can facilitate a working alliance 
and willingness to come to sessions and talk about feelings, whereas negative 
transference can become resistance to treatment or simply put up barriers to treatment. 
In the above case, Amy initially develops a positive transference to Dr. T but later, as 
recognized correctly by Dr. T, develops an eroticized transference towards him. 
 
Understanding Transference 
A collaborative working relationship between patient and clinician is essential for 
transference to be explored in therapy. Some techniques that can help in establishing a 
strong therapeutic relationship include the clinician’s taking a comprehensive 
developmental history, which facilitates understanding of the patient’s early life 
experiences. It also enables patients to put forth a narrative of their life story and feel 
listened to with curiosity and interest [6]. In the case of Dr. T’s patient, Amy, the history 
of “having an argument [with her mother] and moving away” might alert him to a pattern 
that might be repeated. Although her departure from therapy seemed an abrupt surprise, 
it was not a new behavior. 
 
Most importantly, encouraging patients to talk freely about their emotional responses to 
the clinician allows them to bring up difficult feelings that they would not have done 
otherwise. It is important to maintain a nonjudgmental, open, and curious attitude to 
create a safe and trusting space for the patient [6]. Such an attitude allows patients to 
make connections between what they are feeling in the room with their clinician and 
their early life experiences, which enables development and growth [9]. 
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Countertransference 
In the same way that patients develop a variety of emotions toward the physician based 
on their past experiences, physicians bring their past to the room as well, and these 
memories—along with the patient’s transference—may unconsciously influence their 
reactions to a patient [7]. While it is normal to have all kinds of feelings towards the 
patient, it is important to recognize and manage these emotional responses. 
Countertransference, when utilized correctly, can help the physician to understand how 
patients relate to others and experience the world around them. The key is to recognize, 
accept, and discuss these feelings, in supervision or consultation, if necessary [5]. For 
example, in the above case, while Dr. T was aware of Amy’s desire for more contact, and 
even for extra-therapeutic contact, he may have been less attentive to his own reaction 
to her demands. He may have felt that Amy’s cancer warranted extra attention and 
support from him and acted on these feelings, which might have added to Amy’s 
emotional misunderstanding and frustration. 
 
Managing Negative Transference 
When a patient expresses or harbors aggressive or sexual feelings towards the clinician, 
as in the above case of eroticized transference, it might not be easy for a clinician to 
maintain an open and accepting attitude. The challenge is to maintain therapeutic 
boundaries while empathically responding to the patient to prevent him or her from 
feeling rejected or abandoned, thereby risking premature termination. The clinician’s first 
task is to identify the transference and not avoid its existence. Encouraging patients to 
talk comfortably about transference is often helpful, although this may not happen right 
away or may not be possible for all patients [9]. One way to do this is to explain to 
patients that a lot can be learned about them and their relationships with others by 
discussing their thoughts and feelings about the clinician. It is important for the patient 
to know that these feelings are not taboo and that the clinician is comfortable discussing 
and trying to understand them in order to prevent him or her from feeling embarrassed, 
rejected, or negatively judged [10]. For example, a clinician might say, “Thank you for 
sharing how you feel about me. Those feelings can often be very hard to talk about.” 
Equally important, the therapist should clearly explain that there are boundaries of the 
psychotherapeutic relationship that must be respected for effective and safe treatment 
[9-11]. The clinician might say something like “This is the place where we can discuss 
feelings, so you can better cope with things that are going on elsewhere, such as your 
cancer treatment.” While Dr. T identified the transference reaction, he was not able to 
help Amy explore the meaning or significance of this reaction. 
  
In order to explore the patient’s sexual fantasies, the clinician must first work through his 
or her own countertransference [11]. It is important to understand that the patient’s 
sexual or romantic fantasies are not directly caused by personal attributes of the clinician 
but, as stated above, are closely tied to the setting and structure of therapy in which the 
patient’s dependence on the clinician can arouse powerful feelings from past conflicts. 

http://journalofethics.ama-assn.org/podcast/ethics-talk-may-2015.mp3
http://journalofethics.ama-assn.org/podcast/ethics-talk-may-2015.mp3


AMA Journal of Ethics, May 2017 441 

This realization prevents the clinician from feeling shame or guilt about the situation as 
well as from gaining narcissistic gratification associated with it [12]. If the clinician 
experiences sexual feelings toward the patient, he or she may become either overly 
involved with the patient or distance him- or herself from the patient, both of which are 
detrimental to effective and safe treatment. It is important to seek consultation if the 
clinician’s own sexual feelings are compromising patient care [8]. 
 
The nature and strength of the therapeutic relationship is another variable in 
management of negative transference. Interpreting the transference or making any 
connections between early childhood experiences and transference without adequate 
therapeutic alliance can be premature and risk being misinterpreted or rejected by the 
patient [8]. Working with sexualized transference is challenging and may pose a threat to 
treatment if mismanaged. However, it is often a window into the internal world of 
patients—their unconscious conflicts, narcissistic wounds, and past trauma—and, when 
worked through, can be highly therapeutic [13]. 
 
Ethical Considerations in Psychotherapeutic Technique 
Ethical traditions dating back at least to the Hippocratic Oath have recognized the 
importance of maintaining professional boundaries [14], and Freud specifically cautioned 
against ignoring erotic feelings in psychoanalytic treatment [15]. Dr. T may well have 
respected the principle to “do no harm,” but he didn’t seem to appreciate that even if a 
patient is not in psychodynamic therapy, it is important to attend to transference 
reactions that may interfere with the treatment— specifically, the psychotherapy, but 
even the cancer treatment. While there may be instances when it becomes important to 
alter protocol by scheduling a hospital or a home visit or a telephone or Skype session, 
one always needs to be mindful of what is going on with the patient, what is going on 
with one’s own feelings, and what is going on in the relationship, and then decide what 
needs attention and when is it appropriate and necessary to comment on these feelings 
to further the patient’s best interest and the goals of the therapy. 
 
What could Dr. T have done differently and what could be done at this point to salvage 
the treatment—the psychotherapy and, more importantly, the oncological treatment? 
Retrospectively, it might have been useful had Dr. T explicitly reviewed the treatment 
goals at each stage of the treatment, identifying issues related to the cancer and cancer 
treatment that needed attention and how issues from the patient’s past would be 
addressed. Also, when Dr. T recognized Amy’s eroticized transference and was uncertain 
how to respond to it, seeking out supervision might have been helpful. Is there anything 
Dr. T can do to get Amy back into therapy, or is it too late? Since she is not responding to 
his telephone calls, it might be useful to draft a letter explaining that the treatment is 
important, that he is available to continue with her if she should choose or that she could 
work with someone else. Another member of the team might reach out to her if she 
doesn’t respond. 
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In sum, this case is a cautionary tale of the importance of being vigilant of transference 
reactions, even when they may not appear to be the immediate focus of therapeutic 
concern. Transference may help foster a therapeutic alliance, but it needs to be 
addressed if it becomes a source of resistance. Moreover, it is important for the clinician 
to be aware of his or her own feelings in face of a cancer diagnosis and to realize that 
cancer may not be the only issue a patient is dealing with. 
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Abstract 
Patients with co-existing cancer and mental illness must be given special 
attention due to the vulnerability that is created by their compromised 
psychological ability to comprehend the meaning of their cancer 
diagnosis, treatment, and prognosis. They are at increased risk for 
mortality due to many factors arising from their mental illness. To 
provide them with care that is just and compassionate, clinicians must be 
empathic and imaginative. Using a case and brief application of theories 
of justice involving vulnerable populations, we explore practical and 
ethical issues surrounding the care of patients with mental illness and 
cancer, arguing that society must provide the resources needed to 
provide comparable cancer care to those who are more vulnerable. 
 

Case 
TM, a 56-year-old man with schizophrenia, presented to his primary care physician with 
intermittent difficulty swallowing. He did not elaborate on exacerbating or alleviating 
features or associated symptoms. His review of systems was negative. 
 
TM lived locally in an adult home. He was unwilling to consistently perform activities of 
daily living, such as bathing and dressing. The nursing staff of the adult home provided 
his medications. TM’s younger sister was his next of kin and had health care power of 
attorney. She attended appointments with him and assisted him in making decisions 
regarding his health care. Specifically, she aided in explaining clinical information to him 
in a manner that he seemed to better understand. She would not consent to procedures 
or therapies to which he was opposed. 
 
Physical exam revealed a thin and disheveled man. He was alert and oriented. He had no 
outward signs of perceptual disturbances such as delusions or hallucinations. The 
remainder of the exam was unremarkable. A chest radiograph revealed a 3.8-cm lung 
mass. The patient was referred for a CT-guided biopsy of the lesion. Although he was 
initially reluctant, he ultimately agreed to the procedure after further counseling and 
discussion, and his sister supported his decision and provided consent. The biopsy 
confirmed the diagnosis of squamous cell carcinoma. Further staging did not reveal 
locally extensive or metastatic disease. Therefore the cancer was considered to be Stage 
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Ib (T2aN0M0). He was referred to the surgical oncology service for possible resection of 
the mass. 
 
During the initial surgical consultation, the patient stated that he did not believe he had 
cancer and would not consent to any surgical procedures. However, during a subsequent 
visit, the patient acknowledged the diagnosis and stated that he would consider surgery. 
After lengthy deliberation about the case, the members of the surgical oncology team 
opted against surgical intervention based on their feeling that the patient did not reliably 
demonstrate a good understanding of the diagnosis and might therefore have a higher 
risk of complications postoperatively. They stated that they did not feel it was safe to 
operate but offered no further explanation. TM completed radiation therapy, and a six-
week post-treatment CT scan revealed stable disease, although with possible residual 
tumor. 
 
Commentary 
People with mental illness face significant health challenges that extend beyond the 
obvious effects of their psychiatric symptoms, adversely influencing their physical health 
and access to medical care [1, 2]. The Centers for Disease Control and Prevention (CDC) 
[3] reports a lower use of medical care and lower adherence to treatment for chronic 
disease among patients with mental illness. A variety of affective, psychological, and 
cognitive symptoms can interfere with healthy lifestyle decisions, motivation to seek 
care for physical complaints, and the ability to trust and effectively engage with health 
care clinicians. Depression, fatigue, asthenia, despair, hopelessness, and distorted 
perceptions of reality, such as hallucinations and delusions, are among symptoms that 
can increase the challenge of accessing health care [4]. 
 
People with mental illness also face multiple challenges as they navigate relationships 
within the health care system, make clinical decisions, and otherwise participate in their 
medical and psychiatric care. Studies show that clinicians can have negative attitudes 
toward or biases against people with mental illness [5-7], making it difficult for those 
patients to identify clinicians who will understand their specific needs, advocate for 
them, and assist them in navigating the system. Clinicians might lack training and skill in 
detecting somatic signs and symptoms in the context of psychiatric illness. In addition to 
the factors mentioned, time and resource constraints render this group of patients 
vulnerable to disparities of health care uptake and reception [8-10]. 
 
Mental illness complicates care for patients with cancer. Several studies report a 
significantly higher rate of mortality in psychiatric patients overall compared to the 
general population [11-13], and one study has shown a higher rate of mortality for 
psychiatric patients with cancer even though the incidence of cancer in psychiatric 
patients is no greater than in the general population [11]. One possible explanation 
includes reduced access to screening [14, 15], leading to delayed diagnosis and a more 
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advanced stage at presentation. In addition, people with mental illness have more limited 
access to cancer care and a lower likelihood of receiving specialized interventions [11]. 
 
What might explain these treatment disparities? They might be attributable to clinicians’ 
concerns about patients’ ability to physically, emotionally, or mentally tolerate 
procedures or comply with complex care instructions. For example, one study found that 
Medicare patients with coexisting mental illness who received elective surgical 
procedures had longer length-of-stay and worse postoperative outcomes, including 
higher risk of 30-day and 1-year mortality, than those without mental illness [16]. Or 
treatment disparities might result from the presence of contraindications to specialized 
interventions due to cognitive, psychological, or social factors. For example, patients 
taking chemotherapy for cancer might understand that the chemotherapy will help the 
tumor shrink and enable them to live longer and also that chemotherapy is toxic, but 
they can have limited ability to connect side effects with the treatment or to access 
resources if they are experiencing serious toxicity, which could be life-threatening [17]. 
The oncologist might feel that certain chemotherapy or other cancer treatments, while 
superior in their survival or palliative benefits, present too much risk in a patient who 
may have waxing and waning insight. While family members and others may assist the 
patient in making medical decisions, they might not always be present to assist the 
patient in managing the side effects and toxicity of treatment. Another example might be 
of a patient who becomes ill from the side effects of therapy and stops taking his or her 
psychiatric medications or who errs in dosing oral chemotherapy and other supportive 
medications, such as anti-emetics and analgesics, which could be harmful or dangerous. 
 
In what follows, we describe decision making in mental illness and in patients with co-
existing mental illness and cancer. We then discuss how and why provision of cancer 
care can be different and challenging for people with mental illness and offer 
recommendations for ethical care in light of the case. 
 
Decision Making in Mental Illness 
Autonomy can be seen as empowering in that it can strengthen one’s self-respect and 
control over one’s life [18]. One way in which autonomy can be diminished is through 
mental illness, which is an example of a controlling influence occurring internally [19]. 
Mental illness can cloud one’s judgment, making it difficult to reach decisions about 
one’s cancer care that are in harmony with one’s beliefs and values. 
 
If a person’s autonomy is truly compromised, then a surrogate decision maker should 
decide for the patient on the basis of substituted judgment or the best interest standard. 
Substituted judgment involves knowing what the patient would want if he or she were 
able to make a decision, based on his or her known values [20]. The best interest 
standard is based on what most people in a similar situation would want and what would 
be in their best interest assuming there is no information about the patient’s wishes 
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[20]. Ideally, application of both standards involves significant investment by people who 
both know and care about the patient. This includes family members, treating 
psychiatrists, and other health care professionals who have been involved in the 
patient’s care. It also involves understanding the patient’s goals and values, even if he or 
she is not able to fully articulate them. In that case, friends and family can provide 
narratives that include life choices and previous health care and other significant 
decisions that the person has made [21]. 
 
Decision-making capacity involves three essential components: comprehending, 
evaluating, and choosing among realistic options. People with mental illness facing 
medical decisions should be presumed to have decision-making capacity unless there is 
evidence to the contrary that warrants further assessment, as in TM’s case. Patients 
with mental illness should not be deemed to lack decision-making capacity until they 
have been formally evaluated [22]. Discussion between mental health and cancer 
clinicians should be mandatory. 
 
Patients with psychiatric illness can retain their decision-making capacity or at least be 
able to participate in assisted decision making. Jonsen, Siegler, and Winslade write: 
 

Psychiatric diagnoses such as schizophrenia, depression, or dementia do 
not, in themselves, rule out the possibility that a patient has mental 
capacity to make particular decisions. Many persons with mental disease 
retain the ability to make reasonable decisions about particular medical 
choices that face them [23]. 

 
Decision making is on a spectrum as wide as that of mental illness. Some patients retain 
the ability to understand the information provided to them and are able to communicate 
choices, appreciate the situation and its consequences, and manipulate information 
rationally in order to make decisions. In addition, since capacity is a clinical standard that 
applies to a particular decision at a given moment, the evaluation of capacity must be 
assessed in the context of the decision at hand [22, 24]. For example, a patient may be 
able to decide that he does not want aggressive life support, but he might not be able to 
understand the concept of radiation and chemotherapy or the purpose of a cancer-
directed surgery. 
 
Decision Making and Treatment Disparities in Cancer Patients with Mental Illness 
Decision making. Patients with psychoses such as manic or major depressive episodes 
may have significant challenges in making informed decisions due to indifference, 
ambivalence, or indecisiveness [25]. Furthermore, psychotic illness may prevent patients 
from understanding the nature and purpose of a medical intervention. They may be 
unable to choose or communicate their consent. Much like TM, some patients with 
mental illness do not understand or accept that they are ill or need treatment [25]. 
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Some cancer-related conditions, especially those that affect the central nervous system 
(CNS)—such as lymphoma, primary brain tumors, and metastatic cancer—may also 
impair judgment, understanding, and communication [26]. For example, a patient with 
CNS lymphoma and significant cerebral edema may be unable to understand his or her 
condition, the reason for it, the goals of therapy, or the therapy itself, which is often quite 
intricate. The decisions involved in undergoing toxic or high-risk treatment—including 
chemotherapy, radiation, and surgery—are complex and challenging to understand even 
when a person is unencumbered by mental illness. 
 
Treatment disparities. The case of TM is also illustrative of potential disparities in cancer 
care for patients with mental illness; based on the foregoing discussion of decision 
making, we offer steps that might be taken in caring for such a patient with mental 
illness and cancer (see table 1). One might ask if there was a justifiable basis for the 
decision made by the surgical service to forego primary resection, which would be the 
standard of care for this patient with stage I squamous cell lung cancer [27]. One might 
also ask if enough care was taken to explain as well as possible to the patient and his 
sister the patient’s situation, the diagnosis, the staging, and standard treatment for 
stage I squamous cell lung cancer, as well as the prognosis of the cancer and how 
veering from standard treatment might negatively affect the prognosis. While the 
surgeons did not demonstrate any specific evidence of personal bias against the patient, 
they did not seem to demonstrate significant rigor in their consideration of his case. They 
met with the patient and his sister once regarding their recommendation, but they did 
not perform further psychological testing or contact his psychiatrist or anyone else who 
might aid further in decision making. 
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Table 1. Considerations for providing ethical care to mentally ill patients with cancer 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

How can such disparities in cancer care be rectified? Health literacy is an important 
aspect of cancer care. Patients with mental illness have variable levels of health literacy 
[28]. They may be unable to comprehend their diagnosis, its impact on their life, what 
various treatments entail, and their prognosis. For patients with limited ability to 
understand their diagnosis and prognosis, it is especially important to ensure that they 
are provided information in a way that is more comprehensible to them [29] as well as to 
critically evaluate their candidacy for treatment. More specifically, those providing care 
for such vulnerable patients must be extraordinarily thoughtful and empathic in order to 
provide equivalent and compassionate care [30], which are primary goals of medicine 
and a just society in general. 
 
The standard of care, simply stated, would be that which provides the patient with the 
highest quality, patient-centered care that benefits him most from the standpoint of 
what is known of his individual preferences and values or what is in his best interest if 
these preferences and values are unknown. Well-known ethical theories of justice 
complement this idea, including liberation theology [31], of which a central thesis is the 
“preferential option for the poor”—to prioritize service to poor people in order to ensure 
that those with the least resources are provided a standard of care at the very least 

Decision Making 

Patients should be presumed to have decision-making capacity 
unless evidence suggests otherwise. Patients with mental illness 
may be able to make appropriate, independent decisions. 

Caretakers must be involved in the care and decision making at all 
levels. 

Treatment 

Mental illness does not rule out aggressive treatments. 
Treatment must be even more carefully considered and the patient 

more carefully monitored. 
Antipsychotic and other medications should be reviewed for side 

effects, toxicity, and interactions with chemotherapy and 
palliative medicines such as anti-emetics. 

Care Team 

The patient’s mental health team should be involved, and treatment 
of the mental illness should be optimized. 

Comorbidities 
Depression commonly accompanies the diagnosis of cancer. 
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equivalent to that of those with more resources—which Paul Farmer and others have 
applied specifically to the provision of medical care [32]. John Rawls’s theory of justice 
proposes that persons living under a “veil of ignorance” of their place in society should be 
the decision makers for others [33]. He writes that “this ensures that no one is 
advantaged or disadvantaged in the choice of principles by the outcome of natural 
chance or the contingency of social circumstances” [34]. He advocates distributing social 
and economic inequalities “to the greatest benefit of the least advantaged” members of 
society [35]. Both of these theories seek to provide advantages to the most 
disadvantaged in order to provide care that is equivalent to that provided to others less 
disadvantaged. 
 
Conclusion 
In summary, patients with co-existing cancer and mental illness must be given special 
attention due to the vulnerability that arises from their possible inability to fully 
comprehend the meaning of their cancer diagnosis, treatment, and prognosis. They are 
at increased risk for mortality due to many factors arising from their disability [11-13]. 
To deliver care that is just and compassionate, clinicians must be empathic, imaginative, 
and nonjudgmental. The principle of “equivalence of care,” which refers to approximating 
the quality of care given to non-prisoners and prisoners can be applied in a similar way to 
the care of the mentally ill [36]. Society as a whole and the health care system must 
provide the extra resources needed to approximate the cancer care provided to those 
less vulnerable. 
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Abstract 
We review Marguerite S. Lederberg’s 1999 Acta Oncologica article entitled 
“Disentangling Ethical and Psychological Issues: A Guide for Oncologists,” 
in which she introduces a method of analysis that facilitates clarification 
of ethical and psychological aspects of complex cases. Based on her 
understanding of the dynamics at play in patients’, family members’, and 
physicians’ experiences, Lederberg formulated what she calls “situational 
diagnosis,” a guide on how to distinguish ethical from psychological 
issues at the bedside or when an ethics consultation is requested. Here, 
we apply situational diagnosis to a case and consider whether and how 
Lederberg’s guidance relates to current literature on how clinicians 
communicate with patients about serious illnesses. 

 
Introduction 
In a 1999 article in Acta Oncologica entitled “Disentangling Ethical and Psychological 
Issues: A Guide for Oncologists,” Marguerite S. Lederberg describes dilemmas that 
patients, their family members, and physicians experience in cancer medicine [1]. Cancer 
patients can sometimes see autonomy as a burden when struggling to make decisions 
fraught with uncertainty. Such decisions can generate anxiety about both survival and 
managing side effects from treatments. Families suffer with increased financial burdens 
of medical expenses, and their careers might falter or their jobs disappear. They also 
struggle psychologically, as they tend to be critical resources for the patient’s care. In this 
role, they collaborate with the patient on treatment decisions, make decisions when the 
patient lacks capacity, and often suffer from guilt and depression when the patient 
experiences unfavorable outcomes. Physicians struggle with their personal feelings, 
patient load, time constraints, and political and financial constraints in delivery of care. 
Finally, there can be dilemmas in the patient-physician relationship, such as those over 
appropriate professional boundaries. An example of such a dilemma would be whether 
to accept a gift from or dine with a patient, which could lead to expectations of special 
treatment. 
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These dilemmas motivated Lederberg to develop a method for separating out ethical 
issues from issues pertaining to the relational dynamics represented by four factors: 
“patient/family factors,” “staff factors,” “staff/family interface,” and “legal/regulatory 
constraints.” In her method, which she calls “situational diagnosis,” each of these factors 
can be systematically analyzed to clarify a dilemma and decide whether a true ethical 
issue exists or not [1]. In this paper, we will discuss Lederberg’s method of situational 
diagnosis and apply it to a case. We will then discuss the contemporary relevance of 
components of situational diagnosis and offer possible strategies for resolving stressful 
clinical situations involving these components. 
 
The Method of Situational Diagnosis 
Based on her understanding of the dilemmas at play in the patient’s, the families’, and 
the physician’s experiences of cancer, Lederberg formulated the method of situational 
diagnosis, which is a guide on how to elucidate an ethical issue—either at the bedside or 
when an ethics consultation is requested—and identify possible interventions. As 
mentioned above, she described four components that that can be analyzed 
systematically to clarify an ethical dilemma: patient/family factors, staff factors, the 
staff/family interface, and legal/regulatory constraints [1]. 
 
Questions and issues arising from the first four components need to be addressed for an 
ethical dilemma—if there is one—to be unmasked. It is not uncommon for patients and 
families to have a distorted understanding of the patient’s disease and prognosis. First, 
there can be cultural and religious issues, psychiatric problems, or a history of family 
conflict. Second, staff members can have differing opinions on medical management, or 
there might be inter-staff conflict. Third, relationships among staff and family members 
can be fraught, so those need to be analyzed as well, particularly when one party has 
strong negative or positive perceptions of the other or when there is poor 
communication. Fourth, laws or institutional constraints can be at play in a case. What 
remains after each of these factors has been clarified is a clearer picture of the actual 
ethical dilemma. Situational diagnosis thus facilitates clearer deliberation about what 
might constitute an appropriate response to the ethical issues and questions. 
 
Situational Diagnosis Applied to a Case 
Here we provide an example of how situational diagnosis can be applied to a case seen 
by one of the authors (JJI). 
 
A 17-year-old Venezuelan woman had been diagnosed as a child with metastatic NUT 
midline carcinoma—a rare, aggressive, genetically defined, poorly differentiated cancer. 
The patient did not respond to several lines of chemotherapy. She was eligible for a 
clinical trial, which posed risk of harm from the experimental agent’s side effects. 
However, the patient refused to allow any discussion of risks and didn’t want to hear 
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anything “negative.” When she was a child, she would defer to her parents, who would 
receive information and sign consent forms, but after she turned 18, she still declined to 
review risks and benefits. In fact, when the clinical team would discuss risks posed by the 
clinical trial or attempt to discuss her poor prognosis, she would cry to the point of 
nausea and, on occasion, vomit. 
 
Using situational diagnosis to review this case, the apparent ethical issue (the patient’s 
refusal to consider risks and benefits of clinical trial participation or to sign a consent 
form) was more complicated than it seemed. The patient’s parents explained that, in 
their culture, children weren’t “truly” considered adults until age 25, and when it came to 
illnesses and decision making, they would defer to parents. Because of the patient’s 
emotional reactions to attempts to discuss risks and benefits of clinical trial participation, 
a psychiatric-psychological consultation was requested; consultants evaluated the 
patient and concluded that she was also suffering from an anxiety disorder that 
stemmed from asthma attacks when she was younger. (According to the situational 
diagnosis method, this would be a patient/family factor.) The staff had inadvertently 
increased the patient’s anxiety by explaining risks and benefits of participating in the 
clinical trial when it was culturally inappropriate for her to consent for herself. (According 
to the situational diagnosis method, this would be a staff/family interface factor.) The 
apparent ethical dilemma was created by a hospital and government policy requiring 
adult patients to hear risks and benefits of clinical trial participation before giving 
consent. (According to the situational diagnosis method, this would be a legal/regulatory 
constraint.) 
 
Is Situational Diagnosis Still Relevant? 
The current literature seems to support the value of applying Lederberg’s method of 
situational diagnosis for stressful clinical situations. A number of patient factors must be 
clarified before ethical issues can be framed and analyzed. Patients might demand what 
clinicians consider to be futile treatment because they misunderstand their disease 
status or prognosis [2]. In one study, 25 percent of cancer patients misunderstood the 
goal of their chemotherapy treatment, with age and language ability being significant 
predictors of misunderstanding of goals of care [3]. Some patients might be in a 
psychological state of denial about their illness, inhibiting discussion and understanding 
of care goals [4]. Others might refuse to “give up” because of religious beliefs, such as 
“putting everything in God’s hands.” Chevaux et al., for example, found that religious 
patients tend to desire aggressive measures to extend life [5]. However, one must be 
careful about making generalizations about specific religious groups; Chevaux et al. also 
found that Protestants tended to desire do-not-resuscitate orders by cardiopulmonary 
resuscitation [5]. 
 
Awareness and treatment of psychopathology is also of utmost importance before 
ethical issues can be analyzed, specifically when considering informed consent. Severe 
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mental illness, such as major depression, bipolar disorder, or schizophrenia, has been 
found to be associated with poor decision making [6]. And decision-making capacity can 
fluctuate in patients with bipolar disorder, being impaired when the patient is in a manic 
episode but returning with the patient’s recuperation [7]. 
 
Sometimes communication problems between staff and family and patients can appear 
as ethical issues about treatment choices. For example, a clinician who tells a family 
member of an ICU patient with a poor prognosis that “his numbers look good” might 
mislead the family into believing that the patient is rallying. This could cause a patient 
and family to desire continuation of chemotherapy when it would be futile and could 
create a conflict of values between them and the staff. Primary care physicians can be 
overly optimistic about a prognosis with patients and families out of a desire not to 
destroy hope or because of the psychological stress of being bearers of bad news. For 
example, in one study, the primary physician was found to be the only significant factor 
in patients’ continuation of chemotherapy during the last four weeks of life [8]. On the 
other hand, when physicians do deliver bad news, patients tend to view them with 
cynicism or mistrust [9]. 
 
It is important that interventions address these factors once they have been identified. 
These might include providing chaplains or mental health consultation. Good 
communication can also help clarify patient/family factors. For example, promoting 
effective communication can prevent conflict in discussions of prognosis and end-of-life 
care [10]. Part of effective communication is to ensure that the patient and family have 
correct information about the disease prognosis and interventions. This can be done by 
continually assessing patients’ and family members’ understandings about goals of care 
and trying to clarify discrepancies, thereby preventing the previously described issues 
[11]. 
 
Sometimes interactions between staff members can mask a possible ethical issue. For 
example, when a nurse perceives that a patient with advanced disease was not given an 
opportunity to discuss a desire to forego aggressive treatment, she might 
experience moral distress if she refrains from speaking up [12]. This situation raises the 
issue of whether it would be unethical for a physician to proceed with aggressive 
treatment in such a case. One solution might be for the nurse to request an ethics 
consultation. Another would be for the nurse to discuss the patient’s wishes with the 
physician. One of the authors (WFB) and colleagues have described a six-step protocol 
called SPIKES for disclosing unfavorable information [13], which can help guide nurses to 
accomplish this communication task. 
 
Finally, being aware of institutional and legal policy can be important to clarify if there 
truly is an ethical issue. The Texas Advance Directives Act of 1999 allows physicians to 
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remove a medically inappropriate intervention after giving the family and patient time to 
find an alternative facility that might administer the intervention [14]. 
 
Conclusion 
In addition to the method of situational diagnosis, several methods have been discussed 
in the literature on how to approach an ethics consultation, including the “four 
quadrants” approach [15], the Montefiore model [16], and the CASES approach [17]. 
However, we believe that situational diagnosis provides an organized and systematic 
way to approach a stressful clinical situation by creating awareness of patient/family 
factors, staff factors, the staff/family interface, and legal/regulatory constraints. A 
clinician faced with such a situation can use the method of situational diagnosis as an 
algorithm to rule out and resolve issues related to the four (non-ethical) factors, possibly 
preventing the need for an ethics consultation. Ethicists, however, are usually trained to 
identify factors affecting patient care that are not true ethical dilemmas and to 
recommend other solutions. 
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Abstract 
As the number of available cancer therapies continues to grow, there is 
increasing interest in their impact on cancer patients’ lived experiences. 
Screening for distress is one way to measure psychological dimensions 
of cancer patients’ experiences, and doing so is increasingly part of 
standard operations at major cancer centers across the US. To date, 
however, most clinical trials have not adequately captured patients’ 
experiences as part of their outcome assessments, so clinicians lack data 
needed to guide their responses to psychological features of patients’ 
illness experiences. As distress becomes the “sixth vital sign” in routine 
cancer care, we argue that clinical trials should assess patients’ 
experiences in the same way that they robustly screen for adverse 
events and toxicities. New interventions are needed to address distress. 

 
Introduction 
After many years of exclusive emphasis on physical symptoms and clinical outcomes, the 
twenty-first century has ushered in heightened attention to psychological issues in 
cancer care. In 1999, the Institute of Medicine (IOM) (now the National Academy of 
Medicine) published a report, Ensuring Quality Cancer Care, which outlined psychological 
distress assessment and management as a core component of quality cancer care [1]. 
Then in its landmark 2008 report, Cancer Care for the Whole Patient: Meeting Psychosocial 
Health Needs, the IOM more strongly recommended that psychological assessments be 
integrated into routine cancer care [2]. Shortly thereafter, the International Psycho-
Oncology Society (IPOS) recommended a revision to cancer care standards and clinical 
practice guidelines, ranking distress as the “6th vital sign” in cancer care [3, 4]. These 
recommendations have since been translated into cancer center accreditation 
requirements [5]. 
 
While these recommendations are quite clear, their justification and evidence base until 
recently have been a bit murkier. Ensuing discussions have raised important questions 
about the concept of “distress,” the reliability of measurements thereof, and the 
implications of these recommendations for clinical practice and research [6-9]. We argue 
that the evidence supporting the guidelines is now clear and that there is ultimately an 
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ethical imperative to follow the IOM and IPOS recommendations in routine clinical care. 
Taken to its logical conclusion, this argument also suggests that we should incorporate 
assessments of distress into oncology clinical trials as well. We will discuss and defend 
this viewpoint here. 
 
Distress is Measurable and Actionable 
While the notion of distress may sound vague or confusing to some, it actually has a 
rather specific definition. The National Comprehensive Cancer Network® (NCCN®) defines 
distress as “an unpleasant emotional experience associated with the psychosocial 
complications of cancer that may interfere with quality of life” [10]. As such, distress 
encompasses more than just anxiety or depression, although it does include these 
experiences within its broader scope. For example, evidence demonstrates the close 
relationships between physical symptoms, like pain and constipation, and emotional 
distress [11]. In other words, various experiences can cause distress among patients 
with cancer: physical symptoms can be distressing, but so are financial hardships as well 
as emotional challenges like anxiety or depression. 
 
Distress has also been the topic of a great deal of research in oncology in the last decade. 
For example, evidence suggests that distress is quite prevalent among patients with 
cancer; one study estimates its prevalence is as high as 35 percent [12]. Yet it is 
frequently overlooked or inadequately addressed in practice [13]. Patients who are 
facing a serious illness like cancer deserve to have their distress assessed and 
addressed, and we are not alone in this view; our perspective aligns with 
recommendations from the most recent IOM report in this area, Delivering High-Quality 
Cancer Care: Charting a New Course for a System in Crisis [14], which emphasizes the need 
to collect more data directly from patients to better understand their needs and 
experiences [15]. As such, we argue that personalized cancer care must include the 
systematic assessment of, and attention to, patients’ experiences, including but not 
limited to distress. 
 
As a defined construct, distress is readily measurable. Several standardized, short scales 
are available to measure distress, including the NCCN’s “Distress Thermometer” (DT), 
one of the most widely-used validated scales with people affected by cancer [16, 17]. 
The DT is a simple 0 to 10 ordinal scale that looks like a thermometer; it allows patients 
to quickly rate their overall level of distress. In addition, its accompanying “problem list” 
includes a set of 39 items in 5 domains of well-being, allowing patients to quickly mark 
“yes” or “no” to any issues that may be contributing to their distress in physical, family, 
practical, emotional, and spiritual/religious domains [18]. 
 
In 2015, the American College of Surgeons Commission on Cancer® (CoC) instituted an 
accreditation requirement for comprehensive cancer centers regarding distress 
screening [5]. Meeting this guideline requires a program to integrate psychosocial 
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experts into the cancer center to vet and select a distress screening instrument, 
determine timing and frequency of screening, develop a referral management plan, and 
document the entire process. Given the number of cancer centers accredited through the 
CoC [19], it is likely that this new mandate has significantly increased the use of distress 
screening in clinical practice. What has not followed as quickly, however, is the 
development of more systematic, rigorously tested and implemented interventions to 
actually address this distress in routine clinical care and in clinical trials. 
 
Amid this gap, we often hear our colleagues complain that distress scores are not 
particularly actionable in daily practice. In other words, many clinicians are unsure of how 
to interpret the results of distress screening or what to do about abnormal results. They 
might expect that distress is occurring due to side effects of treatment and perhaps 
believe these side effects cannot be mitigated and will improve on their own with time. 
Or they might feel ill equipped to “fix” problems related to anxiety or depressed mood. 
Similar critiques have been levied against systematic quality of life assessments in 
routine practice [20]. 
 
To the contrary, emerging data now suggest there are distinct benefits conferred by 
regular distress screening and symptom or quality of life assessment among patients 
with cancer. For example, in a study comparing patients who received care either before 
(n = 740) or after (n = 534) implementation of routine distress screening and appropriate 
interventions, patients in the post-implementation cohort showed significant 
improvements in psychological and physical symptoms as well as psychosocial well-
being [21]. Follow-up analyses in this study assessed clinician confidence in managing 
distress and demonstrated significant improvements therein [22]. Similarly, in a large 
randomized controlled trial conducted by Basch et al., investigators found that patients 
who participated in weekly symptom monitoring via tablet computers actually had 
improved overall quality of life over time [23]. Furthermore, recent work by our group in 
specialty palliative care demonstrates that more comprehensive and frequent 
assessments of distress are associated with higher quality of life among cancer patients 
living in the community [24]. 
 
We contend that these findings, among others, substantiate the decision by IPOS to 
recommend distress assessment as the sixth vital sign and provide compelling data to 
reinforce the National Academy of Medicine’s recommendation from over a decade ago. 
Not only are these kinds of “softer” patient-reported data readily collectable in a reliable 
manner, but they are also amenable to intervention. Most importantly, the systematic 
inclusion of distress screening and management into routine cancer care practices 
appears to improve patient-centered outcomes, as discussed above. 
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Clinical Trials’ Emphasis on Physical Toxicities over Psychological Ones 
While distress screening is increasingly common since the CoC issued its accreditation 
mandate, distress data remain relatively scarce in oncology clinical trials. Standard 
outcome assessments in drug trials include expected measures of disease response to 
treatment, such as response rate or progression-free survival. They also include 
standard toxicity assessments such as the Common Terminology Criteria for Adverse 
Events (CTCAE), a standardized clinical trials toxicity-reporting instrument for assessing 
adverse events that allows comparison across trials and may include other patient-
reported outcome measures of overall quality of life. Measures of distress, or 
“psychological toxicity” as one might call it, have not generally been collected as part of 
drug trials, despite the fact that distress is indeed a predictable “toxicity” of cancer 
treatment and that distress screening tools have existed for at least 20 years. As such, 
we have a very limited understanding of the degree of distress seen in different diseases 
or across different treatment regimens, even within randomized controlled trials, which 
provide the most rigorous level of evidence in medicine. The same is true for quality of 
life, which is not measured in many oncology drug trials or often not reported in 
landmark publications of initial results [25]. 
 
We therefore argue that, beyond its inclusion in standard care assessments as the sixth 
vital sign, more systematic, regular assessment of psychological well-being should be 
part of clinical trials and other research efforts in oncology, in part to help remedy this 
knowledge gap. Such assessments can be implemented easily alongside other patient-
reported outcome assessments of demographics and medical history (e.g., routine intake 
forms prior to appointments) or toxicity and efficacy assessments (e.g., symptoms) 
during routine clinical care that also serves to support research [26]. Calls have been 
made for drug trials to assess adverse symptom events, including distress as a toxicity 
measure [27] (i.e., psychological toxicity), and we suggest that novel interventions to 
address distress must be developed and rigorously tested, just as clinical trials test novel 
cancer therapeutics. 
 
Ethical Considerations and Future Directions 
In light of the growing data about psychological toxicity and distress as presented above, 
we therefore argue that there is an ethical imperative to measure and address distress 
as part of clinical care and research endeavors, including clinical trials. Survival and 
progression-free survival, two of the most common clinical trial endpoints, are not the 
only important endpoints for patients. Indeed, for patients and patient advocates, the 
patient experience itself matters, and it matters a lot [28]. It can matter even more than 
the estimated increases in overall survival seen with many approved novel oncology 
drugs, which are sometimes only in the order of 12 weeks or less [29, 30]. We envision a 
future in which patients will report their symptoms, quality of life, and distress on 
electronic devices as part of routine care, and that these data will serve as actionable 
items in their care, helping us to better understand and meet the needs of those who are 
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facing serious illness. This will enable us to further test, refine, and disseminate 
interventions that improve patients’ experiences. Such is truly “personalized medicine,” 
in its most personal sense, as it addresses those things that matter most to an 
individual, in an effort to improve his or her life. Patients and families deserve the best 
care we can provide, and that includes assessing and addressing distress as a core 
component of comprehensive cancer care and clinical trials. 
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Abstract 
Given the recent studies promoting time-limited manualized therapies in 
the oncology setting, clinicians may be reluctant to offer traditional 
psychodynamic therapy to cancer patients. However, there are no 
studies directly comparing psychodynamic therapy and other therapy 
modalities in this patient population and no data suggesting harm from 
psychodynamic approaches. Therefore, it is inappropriate to draw the 
conclusion that psychodynamic therapy is inferior to manualized therapy 
from existing evidence. Manualized treatment, such as cognitive 
behavioral therapy, is generally short term and therefore may reduce the 
practitioner’s own anxiety stemming from exposure to patients facing 
grave disability and death. However, manualized treatment is not fully 
effective in specific clinical scenarios. We present a case reflecting these 
limitations and advocate for a flexible treatment approach incorporating 
elements of psychodynamic therapy. 

 
Introduction 
The field of psycho-oncology has moved away from psychodynamic psychotherapy 
toward discrete methods of measuring psychological distress and monitoring treatment 
response using self-report symptom assessment scales, as recommended by clinical 
practice guidelines [1]. Psychodynamic psychotherapy is understood to be based upon 
the principles of psychoanalysis and encourages patients to speak openly and freely 
without any agendas or “goals” on the part of the therapist. Treatment frequency ranges 
from one to three times per week and lasts for a few weeks to a few years. The method 
involves analyzing and interpreting conflicts and other psychic forces outside of the 
patient’s awareness. It is the resolution of these conflicts that leads to symptom 
improvement [2]. By contrast, manualized therapies, such as cognitive behavioral 
therapy (CBT), involve the use of standardized treatment guidebooks that prescribe 
specific techniques to be applied and goals to be attained in a designated number of 
therapy sessions, measuring responses with validated symptom rating scales. CBT is a 
time-limited intervention (with weekly sessions lasting 45-60 minutes for approximately 
8-12 weeks) that emphasizes the patient’s ability to change his or her emotions by 
modulating thoughts and behaviors [3]. 
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To our knowledge, there are no studies directly comparing CBT or other manualized 
therapies to psychodynamic therapy in cancer patients. In this paper, we first discuss the 
general debate about the comparative efficacy of manualized treatments, such as CBT 
and psychodynamic psychotherapies, and then discuss the potential applicability of 
these therapies to oncology patients specifically. We will then present clinical scenarios 
that reveal the potential limitations of manualized treatment and propose a more flexible 
approach incorporating psychodynamic elements. 
 
CBT versus Psychodynamic Psychotherapy: A Brief Review 
Shedler notes that the push for “evidence-based” therapy, which started in the 1990s, 
has in the realm of psychotherapy “been appropriated to promote a particular ideology 
and agenda” [4]. Indeed, evidence-based therapy has become synonymous for 
manualized treatments, specifically CBT; this is possibly because the endpoints proposed 
for CBT studies (whether emotions such as anxiety or depression, or behaviors such as 
smoking or binge eating) are quantifiable and therefore easier to study than postulated 
psychodynamic therapy endpoints such as life satisfaction and quality of relationships. 
However, psychodynamic psychotherapy is also well established as an efficacious 
treatment for “harder” endpoints such as anxiety and depression, and its effects not only 
endure but also increase over time, in contrast to non-psychodynamic therapies whose 
benefits tend to decay after treatment completion [5]. Moreover, a recent meta-analysis 
of CBT for unipolar depression found that the efficacy of CBT has declined in a linear 
fashion between 1977, when it was introduced, and 2014, as measured by patient self-
reports, clinician ratings, and rates of remission [6]. 
 
Psychodynamic Therapy in the Medically Ill 
Because people are living longer after a cancer diagnosis than they were in the early 
1970s [7], they may be more suitable candidates for, and gain lasting benefits from, a 
more intensive and longer-term treatment such as psychodynamic psychotherapy, even 
though psychodynamic therapy was regarded as beneficial then. In 1972, Wahl [8] noted 
that medically ill patients were in a unique position to benefit from brief 
psychotherapeutic interventions due to fears of death, abandonment, and physical 
incapacity, as well as being placed in a foreign and depersonalized setting (the hospital). 
Wahl noted that “this state of affairs, distressing as it so often is to the patient, can, 
however, be highly conducive to effective psychotherapeutic work” [9] and hypothesized 
that the regression—a return to a previous state of emotional development—caused by 
medical illness paralleled the regression that occurred in medically healthy people after 
long periods of time in psychotherapy. He noted of positive transference—the 
unconscious “transfer” of positive/loving feelings from the patient’s past onto someone 
in the present—that “in no other category of patients is the positive transference 
developed so quickly and to such a degree of intensity,” and added, “It is this strongly 
positive and trusting transference that is the sine qua non of brief, rapid psychotherapy” 
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[10]. We can attest to the aptness of Wahl’s observation on the basis of our clinical 
experience. However, this result is not universal; regression may result in either positive 
or negative transference depending on the nature of a patient’s early childhood 
experiences. 
 
More recently, Postone [11] specifically addressed psychotherapeutic treatment of 
cancer patients, noting that “psychotherapy is particularly useful for patients whose 
illness has triggered an intensification of intrapsychic conflict” and that “the unconscious 
meaning that patients attribute to their illness and treatment becomes an important part 
of their illness, and frequently intensifies their suffering.” An oft-encountered clinical 
scenario is that of survivors of childhood sexual abuse, who can experience re-activation 
of previously forgotten emotions in the setting of exposure to new caregivers (e.g., 
cancer treatment clinicians) because the perpetrators of childhood sexual abuse are 
often early caregivers (e.g., family members, babysitters, coaches). In our clinical 
experience, additional themes that arise in the psychotherapy of cancer patients include 
basic threats to narcissistic integrity, loss of control, dependency, fear of abandonment, 
loss of identity, treatment-related issues (e.g., loss of privacy during hospitalization, 
needle phobias), specific meaning of illness (e.g., patient’s guilt about life decisions or 
behaviors that may have led to illness), and death anxiety. 
 
Insight-oriented psychodynamic psychotherapy may alleviate cancer patients’ reactions 
of mourning, rage, and aggression. For example, a patient whose father abandoned her 
early in life may experience anxiety after completing cancer treatment as she begins to 
receive less attention from her clinicians. In psychodynamic therapy, the practitioner 
would explore the emotional state underlying the anxiety, which might actually be a 
mixture of anger or sadness augmented by her childhood emotions toward her father 
(i.e., transference). Recognizing these core emotions while expressing, containing, and 
working through them in a safe professional relationship often greatly reduces the 
overlying anxiety. These methods do not preclude the concurrent use of problem-solving 
strategies to manage crises; experienced therapists have advocated for clinicians’ 
flexibility in their work with cancer patients [12]. 
 
An additional clinical scenario seen in the cancer setting is that of requests for physician-
assisted suicide. As noted by Nash, Kent, and Muskin [13], “consideration of the 
psychodynamic motivation for the request to die can reveal a perspective that can lead 
to a deeper understanding of the patient’s experience and preconscious intentions” [14]. 
Requests to die can be expressions of patients’ wishes to control their own death, 
maintain control over their lives, or a call for help to the clinician to find a reason to live 
[15]. Alternately, they may be the final enactment of a masochistic character 
organization or an attempt at revenge towards their family or their doctors [15]. 
Requests for hastened death are not well-suited to intervention via CBT or other 
manualized therapies except perhaps in the relatively rare instances in which a clinical 

https://www.ama-assn.org/sites/default/files/media-browser/code-of-medical-ethics-chapter-5.pdf
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depression is the sole driver of the request. This is because patients often are not 
experiencing the distorted thought patterns that CBT may be best suited to address. For 
example, a medically healthy person with panic disorder may report feeling so anxious 
that he thinks he is going to die. In this case, CBT would be very beneficial to address 
catastrophization regarding the meaning of physical symptoms. By contrast, a patient 
with terminal lung cancer who is experiencing worsening dyspnea, resulting in severe 
anxiety, and requesting hastened death has a very realistic interpretation of the meaning 
of her symptoms and would not be likely to benefit from CBT. 
 
Manualized Therapy versus Psychodynamic Therapy: A Case Study 
Meaning-centered psychotherapy, a brief (seven-session) intervention offered to 
critically ill patients that aims to increase a sense of meaning and decrease emotional 
distress [16], has been shown to benefit cancer patients [16, 17]. We know of no 
comparable randomized studies of psychodynamic psychotherapy in the cancer setting. 
Hence, the claim can be made that this form of manualized therapy is a reasonably 
efficacious and better studied approach to treating cancer-related distress than 
psychodynamic psychotherapy and thus a more “ethical” strategy. To counter that 
postulate, we pose the following clinical scenario. 
 
Case. Ms. A is a 38-year-old mother of two who is being treated for advanced breast 
cancer. She experienced treatment-related menopause and had attempted mastectomy 
with reconstruction but could not tolerate the constant pain from tissue expanders. She 
presented for mental health treatment with reports of anxiety about leaving her children 
and intense despair at the abrupt loss of her femininity and disruption in the intimate 
relationship with her partner. She also reported a history of childhood sexual assault by a 
family member, with a recent emergence of extremely disturbing incestuous nightmares 
during her cancer treatment. 
 
Ms. A confided in her mental health clinician that she had begun to have sexual fantasies 
about her male oncologist and experienced their interactions as overly erotic, triggering 
intrusive memories of her past sexual trauma. Ms. A’s clinician attempted to manage her 
distress with a manualized CBT approach. Ms. A’s distress continued unabated, and she 
began to engage in splitting behaviors (which are seen in certain personality types, 
resulting in the patient’s conflicts being enacted among others). Specifically, she praised 
certain members of her care team and spoke pejoratively about her oncologist, 
presenting variable information about her symptoms and their severity. Attempts to 
contain the patient’s anxiety with guided imagery, problem solving, deep breathing, and 
challenging cognitive distortions were ineffective, because she experienced these 
attempts as failing to address the underlying causes of her emotional distress (which 
was deeply rooted in her sense of loss and her personal history of trauma). She 
ultimately accused her oncologist of being inappropriate during a routine exam. Ms. A’s 
mental health clinician began to feel increasingly anxious with each visit and confided in 
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a colleague that she “dreaded” her scheduled visits with Ms. A. The therapist found some 
solace in the routine of the manualized therapy, as she was “doing something” to help 
the patient, and this intervention was an “evidence-based” approach. However, Ms. A 
became more emotionally unstable and eventually noncompliant with her oncology 
treatment, and she was lost to follow-up. 
 
Commentary. The purpose of the above vignette is not to suggest that a psychodynamic 
approach would have necessarily led to a more favorable outcome. However, Mrs. A’s 
history of childhood sexual abuse illustrates the significant shortcomings of an overly 
manualized approach for a patient with significant trauma history. A psychodynamic 
approach would have prioritized the shared understanding of the patient’s history and 
the possibility that a pathological enactment (i.e., a maladaptive relational interaction 
based upon unresolved unconscious conflicts) could take place. A dynamic therapist 
would have encouraged the patient to speak about her dreams and fantasies so as to 
modulate the associated distress, whereas CBT would have focused more on eliminating 
the symptom of anxiety that was aroused by these memories, perhaps inadvertently 
stripping them of their meaning. While Ms. A might have experienced ongoing distress 
regardless of the specific intervention, a dynamic approach might have assigned the 
most meaning to her experience, thereby strengthening therapeutic rapport and 
potentially improving treatment compliance. 
 
Other Considerations 
Countertransference. While a detailed discussion of countertransference, which can be 
understood as the clinician’s emotional reaction towards the patient, is beyond the scope 
of this paper, it is worthwhile to call attention to the anxiolytic effect that a manualized, 
time-limited treatment can have on the clinician. As Mendelson and Meyer have 
explained [18], the countertransference reaction of the clinician working with chronically 
or severely ill patients has the potential to lead to “pessimism, hopelessness, and 
despair,” and exposure to patients facing imminent death can trigger significant anxiety 
in the clinician. Clinician anxiety often leads to avoidance, which can increase the allure of 
short-term therapy that offers a clearly defined end of treatment. The prospect of a 
time-limited approach further benefits the clinician for if, at the conclusion of the 
intervention, the patient continued to be significantly distressed, the clinician would—
perhaps unconsciously so—regard it as the patient’s “fault” for not “getting better” 
despite following the recommended techniques and surely not blame herself or the 
intervention. By contrast, a dynamic approach stipulates that the treatment may 
continue for a more flexibly determined period of time so that the patient can receive the 
most person-centered intervention for psychological distress. 
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Flexible approach. When evaluating if a psychodynamic approach to the mental health 
treatment of a cancer patient is ethical, it is imperative to determine the goals of 
treatment. For a patient with limited ability to tolerate affect and a pre-existing 
personality disorder, a manualized approach to helping the patient manage affect and 
tolerate anxiety so that he or she can receive necessary medical treatment is a more 
beneficent approach than reliance on interpretation of the patient’s behavior to promote 
insight. For a patient with a lifelong history of depressive neurosis who seeks to gain 
insight and derive meaning from this experience in the waning period of life, it may be 
unethical to offer manualized, time-limited therapy when it would be unlikely to have 
lasting benefit. 
 
Conclusion 
Each patient presents with his or her own life experiences and unresolved conflicts, 
which in the setting of cancer diagnosis and treatment are often amplified in intensity; 
for many, the treatment setting is uniquely suited for psychotherapeutic intervention 
and rapid development of a strong therapeutic alliance (through the transference). 
Rather than overly standardizing their therapeutic armamentarium, psycho-oncology 
clinicians should carefully consider which treatments might be best suited for which 
patient at a given point in the medical trajectory. We are ultimately in agreement with 
Nash, Kent, and Muskin, who note that “the use and understanding of psychodynamics 
and psychodynamic theory allows [clinicians] the opportunity to interpret the life 
narratives of medically ill patients in a meaningful way that contributes importantly to 
treatment” [19]. 
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Abstract 
Public health researchers, mental health clinicians, philosophers, and 
medical ethicists have questioned whether the public health benefits of 
large-scale anti-tobacco campaigns are justified in light of the potential 
for exacerbating stigma toward patients diagnosed with lung cancer. 
Although there is strong evidence for the public health benefits of anti-
tobacco campaigns, there is a growing appreciation for the need to better 
attend to the unintended consequence of lung cancer stigma. We argue 
that there is an ethical burden for creators of public health campaigns to 
consider lung cancer stigma in the development and dissemination of 
hard-hitting anti-tobacco campaigns. We also contend that health care 
professionals have an ethical responsibility to try to mitigate stigmatizing 
messages of public health campaigns with empathic patient-clinician 
communication during clinical encounters. 
 

Introduction  
Tobacco use remains the leading cause of preventable death in the United States, with 
cigarette smoking killing more than 480,000 Americans every year [1]. An estimated 
41,000 of these deaths among adults are attributable to secondhand smoke exposure 
[1]. Every day in the US more than 3,800 youths under the age of 18 smoke their first 
cigarette; an estimated 26 percent of these will become adult smokers [2]. 
 
Given the well-established health consequences of smoking, the public health 
community has established and maintained a comprehensive tobacco control effort, 
including restrictions on smoking in worksites and other public places, increased tobacco 
taxation, increased access to evidence-based tobacco treatment, and public health 
national media campaigns [3]. Collectively, this comprehensive tobacco control effort 
represents one of the leading public health success stories. In the 50 years since the 
1964 Surgeon General’s report, Smoking and Health, US adult smoking rates have fallen 
from 43 percent to 18 percent [4]. 
 

http://journalofethics.ama-assn.org/2011/01/cprl1-1101.html
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Although what we’ll call “hard-hitting” anti-tobacco public health campaigns—those 
with fear-arousing messages—have been shown to be the most effective type of anti-
tobacco mass-reach health communication interventions, they might have the 
unintended consequence of stigmatizing those with smoking-related illnesses [5, 6]. In 
this paper, we explore the ethical dilemma whereby these campaigns are seen as helpful 
for public health in promoting smoking prevention and cessation but also potentially 
harmful for persons suffering from tobacco-related illnesses, including lung cancer. We 
discuss types of stigma and ethical implications, drawing upon concepts such as respect 
for persons. We then make recommendations for public health campaigns to incorporate 
counter-stigmatizing themes and for health care professionals to use empathic 
communication to mitigate the effects of stigma on patients with tobacco-related 
diseases. Finally, we provide direction for future research. 
 
Hard-Hitting Anti-tobacco Public Health Campaigns Are Effective in Reducing Smoking 
Prevalence 
Hard-hitting media anti-smoking campaigns often focus on both raising awareness 
about the health consequences of smoking and denormalizing smoking behavior, 
thereby motivating prevention among the general public and motivating smokers 
specifically toward cessation [7-9]. The term “hard-hitting” has been used to describe ad 
campaigns that are uncompromisingly direct, often with strong fear-arousing messages 
and personal stories about negative health consequences of smoking. These types of ads 
are supported by well-established theories of health behavior change (e.g., the Health 
Belief Model [10], the theory of planned behavior [11, 12]) that focus broadly on 
cognitive, emotional, and social processes (e.g., perceived susceptibility to disease, 
health beliefs regarding the consequences of behavior change, self-efficacy, and social 
norms) that predict behavior change. 
 
Hard-hitting ads have been shown to be more effective than humorous or neutral 
educational communication messages at reducing smoking [13]. Most recently, the Tips 
From Former Smokers™ campaign [14], featuring real people suffering from serious 
medical conditions as a result of smoking and exposure to secondhand smoke, has been 
credited with an estimated 1.64 million American smokers making a quit attempt; 
100,000 of these smokers are expected to maintain smoking abstinence [8]. Public 
health leaders assert that the hard-hitting ads are justified by the benefits observed in 
reducing smoking and related health consequences [5, 15-17]. Although some hard-
hitting anti-tobacco campaigns (e.g., graphic warnings on cigarette packs) have been 
challenged by the tobacco industry [18, 19], the Family Smoking Prevention and Tobacco 
Control Act of 2009 gives the FDA authority to regulate the tobacco industry [20]. 
Regardless of these legal challenges, hard-hitting anti-tobacco public health campaigns 
remain best practice for mass-reach public health communications. 
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Do Hard-Hitting Anti-tobacco Ad Campaigns Contribute to Stigma? 
There are several types of stigma that might be experienced by patients diagnosed with 
lung cancer: (1) anticipated stigma, or the expectation of discrimination, stereotyping, or 
prejudice; (2) enacted stigma, which involves actually experiencing discrimination, 
stereotyping, or prejudice; and (3) internalized stigma, which refers to people’s self-
endorsing negative feelings and beliefs about themselves [21]. While effective in 
decreasing smoking rates, hard-hitting anti-tobacco public health campaigns might 
increase the third kind of stigma. That is, internalization of stigma can result in negative 
self-appraisal and self-devaluation among persons diagnosed with lung cancer and 
other tobacco-related diseases [5, 6]. The majority of persons diagnosed with lung 
cancer report experiencing stigma, often related to guilt, regret, perceived blame, and 
other negative beliefs about smoking history [16, 22-24]. 
 
Stigma is associated with a number of deleterious psychosocial and medical outcomes in 
lung cancer patients, including delayed diagnoses [25-27], poor quality of life [26], and 
poor patient-clinician communication [28]. Although there has been limited investigation 
of stigma and long-term outcomes, stigma may have clear downstream effects, such as 
reduced treatment adherence and heightened psychosocial distress [24, 28]. One survey 
found that physicians were more likely to refer breast cancer patients than lung cancer 
patients for further therapy [29], which could be due to lung cancer stigma—the 
ubiquitous and damaging nature of which is well established [24, 28, 29]. 
 
Previous research has additionally pointed to differential rates of stigma experienced by 
lung cancer patients who used to or who currently smoke and those who have never 
smoked. Namely, lung cancer patients who have smoked and those who currently smoke 
report higher levels of stigma than those who have never smoked [26], although lung 
cancer patients who have never smoked also report experiencing stigma [26]. Given the 
epidemiology of lung cancer, health care professionals might assume that a patient’s 
lung disease is acquired “firsthand” as opposed to “secondhand” or without smoking 
exposure at all. As stigma is experienced by patients across this continuum of smoking 
exposures, the salience of this ethical debate is relevant for current, former, and never 
smokers—all those suffering from illnesses associated with smoking. 
 
An Ethical Dilemma 
While recognizing that the public health goals of tobacco prevention and cessation 
remain paramount, an ethical question arises as to whether these ads should continue to 
be hard-hitting or whether public health communication messages should be reframed 
to try to reduce stigma and blame that could be experienced by the 16 million Americans 
living with smoking-related diseases [30]. Looking at denormalization of smoking 
through a purely utilitarian lens renders a favorable assessment, as evidenced by a 12 
percent drop in the smoking rate of 18- to 29-year-olds in the US from 2005 to 2015 
[31]. However, when viewing hard-hitting anti-tobacco public health campaigns as 
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sanctioned social stigmatization in the context of people suffering from nicotine 
addiction and related medical illnesses, the “benefits” of these anti-tobacco ads should 
be tempered [32]. Internalized stigma (e.g., self-blame, shame, or guilt) could result in 
low self-esteem as people question their identity and self-worth. In its extreme form, 
stigma can be thought to “turn the individual into his own jailor, his own chorus of 
denunciation” [33]. 
 
Mental health clinicians caring for the psychosocial needs of cancer patients and health 
care ethicists have questioned whether the public health benefits are worth the 
“incidental” costs of stigma for individual patients [16, 34, 35]. Some health scientists 
have labeled anti-tobacco public health campaigns “demoralizing” [22] and “victim 
blaming” [6]. Additionally, hard-hitting campaigns could extend lung cancer stigma to 
any person who suffers from any smoking-related illness, regardless of the patient’s 
actual smoking history [24]. This “guilt by association” can be especially difficult for 
those with secondhand or even no prior tobacco exposure who perceive others’ negative 
attitudes as based on false assumptions about the nature and scope of their disease 
culpability. Given the current demographics of tobacco use, these campaigns might 
further stigmatize low-income and other vulnerable populations of smokers, who 
currently represent the majority of tobacco users [22]. And people who already feel 
disempowered tend to feel even more resentful, defensive, and demoralized after 
exposure to anti-tobacco campaigns [17, 36]. As a result, hard-hitting anti-tobacco ads 
could exacerbate health disparities and discourage access to high-quality health care. 
 
An important ethical question is how much iatrogenic stigma should matter if hard-
hitting campaigns are successful in preventing tobacco use and motivating smoking 
cessation as public health goals. Stigma and associated distress certainly matter at a 
level of clinicians interacting with individual patients diagnosed with lung cancer or other 
tobacco-related diseases. How much should an individual’s experience of stigma matter 
at a macro- and public health level of disease prevention? If the overarching goal is to 
reduce the negative health effects of tobacco use and smoking, whether the result of 
firsthand or secondhand use, the potential stigmatizing impact of anti-tobacco ads on 
those who are already suffering from tobacco-related illnesses such as lung cancer 
cannot be ignored. 
 
Stigma is not benign and has been shown to be associated with lung cancer patients’ 
avoidance or delay of seeking medical care [25], resulting in downstream risk of 
worsening lung cancer morbidity and mortality. While public health principles often 
emphasize prevention, stigma does not exclude those populations that prevention 
efforts have failed to reach. Meanwhile, the ethical principle of respect for persons and 
appreciating the intrinsic value of each individual requires that those who are suffering 
from tobacco-related illnesses, such as lung cancer, be treated with equity and justice. 
Health care professionals taking their ethical obligation of nonmaleficence seriously 



AMA Journal of Ethics, May 2017 479 

should certainly be concerned about their roles in whether and how their individual 
patients experience stigma as a result of their specific actions or communications. 
 
What Should Be Done? 
Because anti-tobacco public health campaigns have been effective in reducing 
population smoking rates, banning hard-hitting ads completely would be shortsighted. 
Our attempt to raise awareness about the impact of lung cancer stigma is not to suggest 
that public health campaigns refrain from educating the public about the unquestionable, 
far-reaching health hazards of smoking. Rather, we offer several recommendations for 
addressing the iatrogenic consequences of hard-hitting anti-tobacco campaigns. 
 
First, public health campaigns could highlight counter-stigma themes. One such theme is 
the unscrupulous, predatory nature of big tobacco as an industry. Emphasizing how 
much money is spent annually by the tobacco industry on tobacco advertising and social 
marketing has been a compelling theme for prior anti-tobacco campaigns, particularly 
those targeting prevention of youth smoking [37-39]. The Lung Cancer Alliance’s 
campaign, “No One Deserves to Die of Lung Cancer,” serves as an excellent example of 
an effective public health campaign that acknowledges the dangerous nature of cigarette 
smoking while also emphasizing compassion and a nonjudgmental stance by using the 
ironic message that certain segments of the population (e.g., cat ladies, hipsters) deserve 
to die [40]. Ads that provide self-affirming messages (e.g., the value of raising a family or 
maintaining health) might buffer against defensive processing—dismissal of a health 
message perceived as personally threatening—because it has been shown that self-
affirmation prior to exposure to graphic images on cigarette pack warnings reduces such 
defensive processing [41]. Recent research shows that gain-framed messages—those 
that highlight benefits of quitting rather than costs of smoking—might be more effective 
for smokers who feel helpless and demoralized in their quitting efforts [42]. We also 
recommend ads that encourage the use of evidence-based smoking behavior change 
strategies and promote self-efficacy in quitting. Finally, given that lung cancer stigma 
can intersect with social and structural hierarchies such as power, culture, and privilege 
[43], it would seem important for public health campaigns to target all tobacco users, not 
just ethnic minorities and tobacco users of low socioeconomic status [32]. 
 
Second, health care professionals treating patients with lung cancer can communicate 
empathically to build patients’ resilience and try to help inoculate them to the 
stigmatizing effects of anti-tobacco health campaigns [6, 24, 26, 28]. One study found 
that physicians miss 90 percent of opportunities for demonstrating empathy in lung 
cancer care [44]. Physicians have noted the challenge of advising their patients to quit 
smoking while concurrently managing patients’ emotional distress following cancer 
diagnosis and treatment [6]. Good patient-clinician communication has been associated 
with lower levels of stigma in the health care setting [28]. Building resilience in lung 
cancer patients and those with tobacco-related illnesses through empathic responses 
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and problem-focused strategies may mitigate the negative consequences of stigma 
resulting from hard-hitting anti-tobacco campaigns [45]. We currently are working to 
develop and evaluate an empathic, nonjudgmental communication skills training module 
for health care professionals treating patients with lung cancer that focuses on taking a 
detailed tobacco history, advising current smokers to quit, and making a reliable referral 
for tobacco treatment services. 
 
Additional research is needed to determine how anti-tobacco campaigns can minimize 
the internalized stigma of patients living with tobacco-related diseases without 
compromising the campaigns’ strong public health effectiveness. For example, public 
health campaigns are often pretested using focus groups; new candidate ads could be 
assessed for whether and to what extent they generate stigma and unintended 
consequences such as shame and guilt. To our knowledge, the Tips campaign has not 
examined whether patients with lung and other tobacco-related conditions experience 
heightened stigma and regret. We recommend eliciting patient perspectives early in the 
development of anti-tobacco campaigns. There is much to be learned from other public 
health campaigns grappling with similar concerns (e.g., risky sexual and drug use 
behaviors and HIV/AIDS, alcohol and driving, obesity, and sun exposure). The Joint United 
Nations Programme on HIV/AIDS (UNAIDS) has suggested that negative views of people 
living with HIV can be attributed largely to stigma and ignorance about the harm of 
stigma and moral judgment, which is likely germane to those suffering from tobacco-
related diseases [46]. Accordingly, the HIV/AIDS public health community has made a 
concerted effort to examine the impact of stigma and embark on multipronged efforts to 
counter stigma with educational programs targeting specific vulnerable populations, in 
addition to addressing the role of health care professionals in exacerbating the effects of 
stigma [47]. 
 
Conclusion 
Overall, hard-hitting anti-tobacco public health campaigns work, although they might 
also inadvertently increase stigma among lung cancer patients, leading to deleterious 
downstream psychosocial and medical outcomes for this vulnerable population. Specific 
recommendations include shifting the focus of public health campaigns away from 
patient blaming and emphasizing clinician-level empathic communication interventions. 
Further research and attention are needed to ensure that hard-hitting anti-tobacco 
campaigns find the “sweet spot” for maximizing tobacco control while minimizing stigma 
experienced by lung cancer patients and those suffering from tobacco-related illnesses. 
Researchers, leaders of nonprofit organizations, government, hospital systems, health 
care professionals, and patient advocates can all be involved and accountable for 
decreasing stigma directed towards lung cancer patients. 
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Abstract 
The United States spends billions of dollars annually on cancer research. 
Historically, compared to other areas of cancer research, very little 
funding has been dedicated to mental health research in cancer patients 
and survivors. Previous studies have indicated that psychological 
disorders are common in patients with cancer and might have significant 
influence on overall morbidity and mortality. However, adequate data are 
lacking to better assess this influence and the potential benefits of 
interventions. As the number of cancer survivors is projected to grow 
dramatically in the coming years, we review the importance of dedicating 
additional funding to mental health research in cancer patients and 
survivors. 

 
Introduction 
In recent years, there has been a shift from viewing cancer as an acute medical problem 
to viewing it as a chronic condition that starts with a diagnosis and ends with a patient’s 
death, commonly many years after initial diagnosis [1]. The National Cancer Institute 
spent over $3.5 billion on cancer research in 2015 [2]. Yet, if history is any indication, 
very little of that funding will be spent on assessing potential psychological disorders—
from initial diagnosis through treatment and post-treatment surveillance—in cancer 
patients and survivors [3]. In an era of improved mortality rates—by 2026 it is 
estimated that more than 20 million people in the US will be considered cancer 
survivors [4, 5]—research priorities will likely need to be realigned to include more 
funding to assess and treat potential short-term and long-term mental health disorders 
in cancer patients and survivors. In order to better understand the need for additional 
funding and research in this field, we review the prevalence and clinical effects of 
psychological disorders in cancer patients, some goals for future studies, potential 
benefits of such studies, and potential funding sources. 
 
Prevalence and Clinical Effects of Psychological Disorders in Cancer Patients 
The following review of pertinent statistics provides support for developing a body of 
research that would serve to inform the understanding and treatment of mental health 
issues specific to cancer patients and long-term survivors. To begin, for adults diagnosed 
with cancer and other chronic illnesses, the “risk of psychological disability” is nearly six 
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times higher than for adults not living with cancer [6]. Moreover, population-based data 
indicate that adult cancer survivors are more than twice as likely to have “disabling 
psychological problems” as adults without cancer [6]. Among long-term cancer survivors, 
depression and anxiety are the most commonly diagnosed psychological disorders [7]. 
However, mental health care disparities exist between rural and urban cancer survivors 
with respect to transportation, practitioner availability, and insurance access [8]. 
 
In addition to being more prevalent in cancer patients, mental health disorders, if 
untreated, have been shown to negatively influence the underlying cellular and molecular 
processes that facilitate the progression of cancer [9]. Moreover, there is clear evidence 
that depression, which might be undiagnosed, is associated with poor adherence to 
medical therapies [10]. These statistics only begin to demonstrate the heightened risk of 
overall health deterioration for cancer patients who simultaneously suffer from common 
psychological disorders [10]. 
 
Why Addressing Mental Health in Cancer Patients Is Important 
Given the prevalence of psychological disorders in cancer patients and their potential 
negative effects on outcomes, in the absence of adequate data, neither physicians nor 
patients can accurately predict the mental health impact of cancer diagnosis and 
treatment, thereby potentially limiting a patient’s autonomy. Particularly when 
alternative therapies exist or in cases in which aggressive treatment has not been 
definitively shown to improve outcomes, such as in cases of early stage ductal carcinoma 
in situ [11], patients should be informed, to the extent possible, of potential mental 
health side effects of available options. This would allow the physician and patient to 
make informed decisions regarding treatment by encouraging the patient to be vigilant 
about any mental health issues that develop and increasing the physician’s and patient’s 
ability to the assess overall costs and benefits of all available options. Thus, mental 
health effects should be evaluated at diagnosis, throughout treatment and the post-
treatment phase, and in survivorship [12]. Given that untreated mental health disorders 
negatively affect treatment and cancer progression [10], the question naturally arises as 
to whether treatment of such disorders has any positive effect on overall morbidity and 
mortality. This relation is yet to be conclusively established. 
 
In our opinion, some important questions that remain unanswered and that should be 
addressed include: (1) whether certain cancer types place patients at more risk of 
developing psychological disorders, (2) the extent to which cancer diagnosis causes 
psychological disorders, (3) whether iatrogenesis contributes to psychological disorders, 
(4) whether treatment of psychological disorders has any effect on overall morbidity and 
mortality, and (5) whether psychological sequelae are experienced by cancer survivors. In 
order for these questions to be answered, prevention, detection, and treatment of 
psychological disorders must be prioritized within the cancer research funding agenda. 
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Potential Funding Sources for Mental Health Research 
Although many funding venues might be available, in this section we explore three 
potential sources, including federal grants, public-private partnerships (PPPs), and 
private funding from the pharmaceutical industry. These venues were chosen based on 
their past successes in supporting oncological research. 
 
Federal grants. Allocating federal funding for assessment, prevention, and treatment of 
potential side effects of cancer therapy is not unprecedented. For instance, in the late 
1990s, the National Institutes of Health (NIH) made grants available specifically to 
address “uncomfortable, disabling, or even life-threatening secondary clinical problems” 
caused by oncological treatment modalities [13]. Other examples include the National 
Institute of Mental Health’s (NIMH) support for research on mental disorders in “people 
with other physical disorders,” such as cancer, in 2010 [14]. That year, the NIMH solicited 
studies on preventing depression in patients undergoing cancer treatment and on 
promoting behavioral changes in people with underlying mental disorders and with high-
risk behaviors such as smoking, poor nutrition, and sedentary lifestyles to reduce their 
risk factors for developing cancer [14]. Therefore, if there is sufficient political will, 
similar federal grants can be developed to more broadly assess mental health care in 
cancer patients and survivors. 
 
Strategic partnerships. Alternatively, strategic partnerships have the potential to help 
researchers achieve necessary funding levels. For example, PPPs hold enormous 
potential for increasing translational—from bench to clinic—research investments [15]. 
These partnerships are already found in other areas of oncological research and can 
therefore be developed to enhance mental health research [15]. Such partnerships can 
be developed through existing frameworks if priorities are aligned. The Foundation for 
the National Institutes of Health (FNIH), which was established by Congress in 1990, 
operates as an independent organization that in part facilitates PPPs [16]. In this 
capacity, it procures funding for, and supports alliances between, programs and 
institutions that work to advance the mission of the NIH [16]. The FNIH could implement 
mental health research within oncology research by helping to form new PPPs targeting 
this specific aspect of cancer research. Various other partnerships could help researchers 
to overcome resource limitations, including those incorporating nontraditional disciplines 
such as engineering, behavioral sciences, and social sciences, which could be tied into 
mental health. 
 
Private funding. It is worth examining previous efforts to treat cancer therapy side effects 
as a model for how private funding might flow to mental health research. Consider the 
pharmaceutical industry’s response to the side effects associated with administration of 
chemotherapy and radiation. Chemotherapy-induced nausea and vomiting (CINV) was 
once reported as a top concern of patients undergoing cancer treatment. In fact, this 
particular side effect of chemotherapy in the not-too-distant past led to prolonged 
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hospitalizations that could result in premature termination of chemotherapy [17]. CINV 
became a major barrier to care especially after the development of highly emetogenic 
platinum-based therapies in the 1970s [17]. Once studies established that available 
antiemetic agents were insufficient to address this problem, CINV became a major area 
of pharmaceutical research with dedicated funding and studies [17]. Consequently, a 
number of new antiemetic agents were developed in the 1980s and 1990s [17]. With the 
development of national and international guidelines, the focus shifted from treatment 
to prevention through antiemetic prophylaxis [18]. Although CINV remains a concern, 
studies have shown that whereas the overall incidence of CINV was 83 percent in 1979 
[19], the incidence of acute nausea was 35 percent just 25 years later [20]. The 
pharmaceutical industry’s successful efforts had a profound impact on patients’ quality 
of life and allowed many patients to complete chemotherapy regimens who previously 
would not have been able to do so [17]. In fact, the progress in prevention and treatment 
of CINV was voted as one of the “Top 5 Advances in 50 Years of Modern Oncology” [21]. 
This achievement was a result of the pharmaceutical industry’s response to studies 
demonstrating the debilitating effects of CINV [17]. Sufficient preliminary research 
demonstrating short-term and long-term psychological side effects of cancer diagnosis, 
care, and survivorship may lead to a similar response from the pharmaceutical industry 
in terms of funding and dedicating resources to treatment of psychological harms 
associated with cancer. 
 
Conclusion 
As the foregoing makes clear, psychological disorders are a commonly found comorbidity 
in cancer patients and survivors, and, if untreated, they potentially can have a negative 
impact on their care. Correcting for the lack of research at the intersection of cancer and 
mental health requires a fundamental shift in research interests and reprioritization of 
resources. We believe that advancing the cancer research agenda to adequately address 
mental health outcomes requires the successful interplay of several factors. First, it 
requires attention from medical researchers and cancer patients, policymakers, the 
pharmaceutical industry, and funders alike. Second, it requires the reframing of cancer 
research to encompass both short-term and long-term cancer patient and survivor 
mental health. Third, it requires cancer patients to take an active role in monitoring and 
reporting perceived mental health reactions to cancer therapy and to make informed 
decisions with regard to the costs and benefits of that therapy. Fourth, it requires 
strategic partnerships and creative collaborations across multiple fields of study. Finally, 
it would benefit from the review of previously employed models that proved 
successful—such as those pertaining to CINV. With oncology-related medical visits 
expected to increase from 38 million in 2005 to 57 million in 2020 [22], continuing to 
overlook the mental health of cancer patients will render incomplete any emerging and 
imperative cancer research. 
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MEDICINE AND SOCIETY 
Should Clinicians Intervene If They Suspect That a Caregiver Whose Child Has 
Cancer Is at Risk of Psychological Harm? 
Amy E. Caruso Brown, MD, MSc, MSCS 
 

Abstract 
Compelling arguments suggest that pediatric oncologists who have 
concerns about the mental health and well-being of a child’s caregiver 
have a duty to intervene. These arguments are rooted in fundamental 
principles of beneficence, nonmaleficence, and justice. Not only do 
patients benefit when their parents and others caregivers are happy and 
healthy, but when the psychological distress of a caregiver is a 
consequence of the experience of illness and treatment, some of the 
responsibility for mitigating the harm falls to those who have an active 
role in directing treatment—the clinicians. However, systems to support 
clinicians in meeting this obligation are inadequate. 

 
Introduction 
Every year, some 300,000 children and adolescents are diagnosed with cancer globally 
[1], with over 15,000 cases occurring in the US [2]. Despite excellent outcomes in high-
income countries, with more than 80 percent of children and adolescents diagnosed with 
cancer in the US surviving at least five years [3], the experience of diagnosis, treatment, 
and recovery is still physically, psychologically, spiritually, and financially challenging [4, 
5]. 
 
Nearly all of these children will share their cancer journey with a parent, grandparent, or 
other caregiver. Studies have shown that while many caregivers demonstrate impressive 
resilience in the face of a cancer diagnosis, some are at increased risk for post-traumatic 
stress, depression, anxiety, and somatic illness [6-8]. The additional financial burden of 
treatment may contribute significantly to caregivers’ psychological distress [8]. 
 
Every pediatric encounter involves, minimally, a triad: the young patient, the physician or 
other health care professionals, and the patient’s parent or guardian. Children are, by 
definition, not fully autonomous beings and require a parent or legal guardian to make 
decisions on their behalf. Although the historical standard in pediatric ethics has been for 
parents and other surrogate decision makers to act in children’s “best interests” [9], in 
practice, these decision makers are often weighing competing demands and struggling 
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to do what is best for the entire family, and recent discussions of pediatric decision 
making take this into account [10, 11]. 
 
The provision of ethically optimal care to children, therefore, requires considering such 
care in the context of the family [11]. For many children, the family environment is the 
most important single influence on their emotional and psychological well-being [12]. I 
argue that clinicians who have concerns about the mental health and well-being of a 
child’s caregiver have a duty to intervene in order to promote the patient’s welfare and to 
prevent harm—the classical ethical principles of beneficence and nonmaleficence. This 
duty will be further explored through two clinical case studies. 
 
Case Studies 
Case 1. A two-year-old girl is diagnosed with acute lymphoblastic leukemia. She 
experiences several complications during induction chemotherapy and requires a 
prolonged hospitalization. During this time, her 23-year-old mother drops out of 
college, citing the stress of caring for her daughter while working two part-time 
jobs to support the family, which includes the patient’s three-year-old brother. 
The mother’s outburst directed at her manager results in the loss of one of her 
two jobs. Violent altercations with other family members have resulted in 
hospital security being called, and the family has been referred by hospital staff 
to Child Protective Services (CPS) for investigation. 
 
Commentary. While the mother does not have an obvious or known psychiatric 
diagnosis, she appears to be suffering considerable stress related to her 
daughter’s illness—expected for parents of children with cancer [13, 14]—
possibly exacerbated by previous life stressors, such as financial instability, 
young motherhood, and a lack of support from her children’s father or other 
family members. Her distress has already resulted in the loss of income to the 
family, and it may have a more direct negative impact on her daughter’s physical 
and mental well-being in a variety of ways. She may be more likely to administer 
medications incorrectly at home, or she may be distracted, less attentive, and 
less responsive to her daughter’s needs. 
 
In this context, it is easy to appreciate the rationale for immediately addressing this 
mother’s psychological needs: without intervention, her daughter is potentially at 
imminent risk of physical harm if she fails to provide necessary care. It is also important, 
however, to consider the potential long-term sequelae. This mother might in fact be 
capable of meeting her daughter’s needs during the acute period of illness, but both of 
her children are at greater risk for poorer health in adult life. Studies have identified 
associations between adverse childhood experiences and poor health outcomes in adult 
life. Such adverse experiences include not only serious illnesses, such as cancer in 
childhood, but also growing up with a parent with a mental illness or substance use 
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disorder [15, 16]. Other studies have shown a relationship between parental stress and 
the likelihood of both post-traumatic stress and long-term functional impairment after 
childhood cancer [17, 18]. Thus the potential risks to a child with cancer, especially one 
whose parent is suffering psychological distress, are both immediate and lifelong. 
 

Case 2. A 13-year-old boy with metastatic osteosarcoma responds poorly to 
chemotherapy. His disease progresses despite his trying second- and third-line 
options, including experimental therapies, and his divorced parents frequently 
argue about treatment options. His father has a prior history of depression and 
alcohol abuse. He is an only child, and the nurses caring for him have expressed 
concern that his father may attempt suicide if the patient dies. 
 
Commentary. Because the patient is not expected to survive, his father’s 
psychological distress is not likely to affect his immediate or long-term physical 
and mental health, although it could impede the achievement of palliative care 
goals and his overall quality of life. However, it would be incorrect to conclude 
that health care professionals have fewer obligations to the father of this child 
than to the mother of the first patient. When the psychological distress of a 
caregiver is in part a consequence of the experience of illness and treatment, 
some of the responsibility for mitigating the harm falls to those who have an 
active role in directing treatment: the clinicians [19]. 
 
What Can Clinicians Do To Help? 
Implement and adhere to the psychosocial standards of care for children with cancer. 
Evidence- and consensus-based guidelines for providing comprehensive 
psychosocial care to children with cancer and their families were published in 
2015 by Pediatric Blood & Cancer, the official journal of the American Society of 
Pediatric Hematology/Oncology and the International Society of Paediatric 
Oncology [20, 21]. Among the adopted standards included recommendations for 
routine assessment of psychosocial needs of patients and families and access to 
psychosocial support and interventions, including psychiatric or other mental 
health treatment as appropriate [20]. Notably, the standards specifically 
reference the need to ensure that parents or other caregivers have access to 
mental health care [21, 22]. In the above cases, adoption of these standards 
would mean that both families would be identified as having psychosocial risk 
factors early, during routine psychosocial assessments, and offered appropriate 
services and interventions—perhaps preventing deterioration of the first 
patient’s situation to the point at which referral to CPS was legally mandated. 

 

Recognize the financial impact of a childhood cancer diagnosis and help families 
access resources within the community. As noted previously, families of children 
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with cancer are at heightened risk for significant financial burden, which may 
negatively impact parental coping and mental health [4, 20, 22, 23]. Some 
evidence has even suggested a relationship between financial insecurity and risk 
of relapse in childhood cancer [24]. Clinicians can work with other members of 
the health care team, such as social workers, to ensure that all families are 
assessed for financial hardship at the time of diagnosis, are reassessed regularly 
throughout treatment, and are referred appropriately. Referrals might be made 
to the hospital’s financial counseling office, community organizations, and 
governmental programs [25]. Families may also require assistance navigating 
state and federal safety-net programs. Regular reassessment is crucial because 
families who seem financially secure at the time of diagnosis may not be so six 
months later. For example, in the second scenario, the parents may have 
expended significant personal resources obtaining second opinions and pursuing 
clinical trials at other health care institutions, perhaps involving frequent travel 
and loss of income from missed work. 

 
Explore the use of interventions to promote resilience. Resilience, the capacity to 
recover from adversity, is difficult to define and measure reliably [26]. It is 
therefore even more difficult to intentionally promote [26]. However, some 
pediatric oncology researchers have begun to test interventions to encourage the 
development of resilience in parents and caregivers (as well as patients) and 
have suggested a role for health care professionals in promoting resilience by 
offering psychosocial supportive care and optimizing communication and 
decision-making support [27, 28]. Resilience is associated with several positive 
psychosocial outcomes, including post-traumatic growth, benefit-finding, and 
lack of psychological distress [27]. In the first case study, greater resilience might 
have helped the mother to cope with her anger more constructively, rather than 
with an “outburst” that resulted in the loss of one of her jobs. In the second case, 
resilience might serve to ameliorate the father’s risk of suicide after his child’s 
death. 
 
Promoting Systemic Change to Meet Families’ Needs 
Unfortunately, these obligations to meet families psychosocial needs intersect with two 
historic weaknesses of the US health care system: mental health care and preventive 
care. Health care professionals, however, can advocate for change on multiple levels. 
 
At the institutional level, practice guidelines and standards of care like those discussed 
above can be implemented to ensure that all families receive appropriate psychosocial 
care, rather than relying solely on the accountability of individual clinicians. As there is 
significant variation in psychosocial resources among institutions, clinicians may also 
need to advocate for the hiring of qualified individuals—including psychologists, social 
workers, and child life specialists—and for productive collaboration with psychiatry 
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departments [20]. Clinician-educators in pediatric oncology—including physician- and 
nurse-educators—must also support the development and implementation of training 
standards so that new graduates enter the specialty prepared to integrate psychosocial 
care into their practice [29]. 
 
Finally, the health care profession has a collective responsibility to support and advocate 
for the financing of research in the area of psychosocial support [30]—which receives 
substantially fewer federal dollars compared to cure-directed biomedical research 
[31]—and to support and advocate for the integration of this research into oncology 
care [32]. In addition, the profession has a collective responsibility to support state and 
federal legislation that might ameliorate the financial impact of illness and attenuate 
stress for parents and caregivers. Examples of the latter might include more generous 
family and medical leave policies and subsidized respite care programs [33]. 
 
Conclusion 
Compelling arguments suggest that pediatric oncology professionals who have concerns 
about the mental health and well-being of a child’s caregiver have a duty to intervene. 
These arguments are rooted not only in the basic principles of beneficence and 
nonmaleficence but also in justice and a broad vision of health and health care. By 
addressing psychological distress and mental illness affecting caregivers, clinicians can 
promote positive outcomes and prevent or ameliorate both short- and long-term 
negative outcomes. As I’ve argued here, because those who have already experienced 
other types of adversity—such as single-parent families, families with a history of 
mental illness or substance abuse, and low-income families—are more likely to be 
negatively impacted by a diagnosis of cancer, addressing psychological distress is 
fundamentally an issue of justice. By integrating psychosocial care of the whole family 
into pediatric oncology practice, pediatric oncologists and other health care professionals 
can achieve better outcomes for all children—particularly those at greatest risk. 
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From Silence into Language: Questioning the Power of Physician Illness 
Narratives 
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Abstract 
Physicians’ narratives of their own experiences of illness can be a kind of 
empathic bridge across the divide between a professional healer and a 
sick patient. This essay considers ways in which physicians’ narratives of 
their own and family members’ experiences of cancer shape encounters 
with patients and patients’ experiences of illness. It analyzes ethical 
dimensions of physicians’ narratives (such as those by Atul Gawande, 
Siddhartha Mukherjee, and Paul Kalanithi) and of reflective writing in 
medical education. It also compares illness narratives written by 
physicians-turned-patients to those written by patients without medical 
training in order to explore questions of who ultimately benefits from 
these narratives and whether these narratives can engender greater 
empathy between clinicians and patients. 

 
Introduction 
Binary thinking has been characteristic of Western culture since the time of Plato and 
Socrates [1], and the same holds true in today’s scientific and medical cultures. These 
dichotomies range from the body and mind and the normal and the pathological to—
most importantly in health care—the patient’s subjectivity and the physician’s presumed 
objectivity (based in scientific observation and analysis) and the perceived power of the 
physician and the patient’s relative powerlessness and vulnerability. This paper 
examines ways in which this kind of dualistic thinking can create distance between 
physicians and patients. This distance, which can develop into a chasm of 
incomprehension and miscommunication, often derives from fundamental differences in 
ways of thinking and knowing, beginning with a healthy physician’s difficulty imagining 
an experience of illness. 
 
Physicians are assumed and expected to be healthy in order to care for sick patients, an 
ironic conception given their high rates of mental illness and suicide [2-4]. The notion of 
“self-care,” a topic of increasing interest in medical culture [5-7], derives from the 
tendency of physicians to neglect their own health and deny their susceptibility to illness, 
a tendency driven by a culture that perpetuates the myth of the impervious physician [8, 
9]. Popular narratives like the 1991 movie The Doctor reflect our culture’s struggle with 
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the effects of binary thinking in health care. The title character, an arrogant surgeon, 
echoes the popular view that empathy and expertise are incompatible when he tells his 
residents, “I’d rather you cut straight and cared less.” When he develops throat cancer, 
his own encounter with illness transforms him into a professional who deeply values 
empathy [10]. The protagonist in The Doctor provides a popular representation of the 
personal transformation that enables some physicians to both embody the stoic—and, 
at times, super-heroic—physician and embody, or at least empathize with, the 
vulnerable patient. Bridging this gap requires a change in thinking, in action, and, 
importantly, in one’s sense of identity. This essay explores the role that illness 
experiences and illness narratives can play by promoting humility and engendering a 
radical shift in perspective. 
 
Bridging the Chasm 
The physician who becomes ill and learns empathy from it is a compelling cultural figure 
who can break down the binary, drawing on her subjective experience of illness to guide 
her objective thinking—with compassion. Suzanne Fiala, a physician with bipolar 
disorder, has eloquently observed that “being personally intimate with pain and suffering 
has been translated into an ability to reach out to my patients at a deep level of 
connection and caring” [11]. 
 
Arthur W. Frank, a medical sociologist who survived a heart attack and then cancer, 
wrote At the Will of the Body: Reflections on Illness, a memoir [12], and The Wounded 
Storyteller: Body, Illness, and Ethics [13], which analyzes others’ illness narratives. In 
Frank’s work, illness narratives effect the translation that Fiala describes; stories of 
sickness build connections among those who share the condition of vulnerability. The 
premise of The Wounded Storyteller is that the experience of illness is a form of suffering 
that engenders empathy: “The wounded storyteller is anyone who has suffered and lived 
to tell the tale…. a fragile human body and a witness to what endures” [14]. The story of 
illness breaches a chasm that may otherwise exist between the well and the sick and the 
physician and patient; the illness narrative forms “the common bond of suffering that 
joins bodies in their shared vulnerability” [15]. 
 
Patients—and readers in general—yearn for literary experiences that bridge the chasm 
between experience and expertise, subjective suffering and objective knowledge. In Atul 
Gawande’s best-selling book, Being Mortal: Medicine and What Matters in the End [16], the 
physician-author writes about his father’s experience of cancer. This account and the 
stories of other family members and patients structure Gawande’s exploration of 
approaches to aging, illness, and the end of life. Here the physician-author’s role as 
listener and witness to stories forges a connection with his readers. Pulitzer-Prize-
winning author and oncologist Siddhartha Mukherjee reinforces story as a bond with 
patients when he tells journalists that his bestselling book, The Emperor of All Maladies: A 
Biography of Cancer [17], is written for a patient with stomach cancer who told him, “I 
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need to know what it is that I’m battling” in order to fight [18]. Mukherjee’s commitment 
to bridging the divide involves listening to his patients’ stories and collaborating in telling 
them as a means of healing: “A patient, long before he becomes the subject of medical 
scrutiny, is, at first, simply a storyteller, a narrator of suffering…. To relieve an illness, one 
must begin, then, by unburdening its story” [19]. Mukherjee sees medicine as “a 
narrative form, in which patients tell stories to doctors, and doctors digest and 
deconstruct and offer a new story to the patient” [20]. This act, creating a bond with 
patients through storytelling, is fundamental to the discipline of the health humanities 
and to narrative medicine [21, 22], which view the ability to understand and respond 
with sensitivity and insight to patients’ stories as fundamental to healing. 
 
The Sick Healer 
One might conclude, then, that the ideal healer would be the physician who has personal 
experience with illness and thus the ability to tell the story from the patient’s 
perspective, like Gawande. One possible exemplar is found in the widely acclaimed and 
posthumously published memoir When Breath Becomes Air by physician Paul Kalanithi 
[23], who wrote of the transformation of power and position wrought by the discovery 
that he had inoperable cancer. “Instead of being the pastoral figure aiding a life 
transition,” Kalanithi recalls, “I found myself the sheep, lost and confused” [24]. Best-
selling physician illness narratives capture the popular imagination with the specter of 
the heroic physician, the “pastoral figure,” as Kalanithi puts it, rendered even more 
mythically powerful because of being wounded by illness and thus possessing genuine 
empathy. The fact of Kalanithi’s mortality—that he writes fully aware that he will not 
survive his cancer—serves as an antidote to a traditional barrier to physician empathy, 
namely, the deeply embedded belief that the role of the physician is to cure and that 
anything else implies loss of control and failure [25]. 
 
Yet Kalanithi, not unlike other nonmedical writers facing unexpected suffering, seeks to 
situate his intimate viewpoint within a greater tradition of literature and storytelling [26, 
27]. In this sense, Kalanithi writes not to share his insights as a physician dying of cancer 
but to make sense of his life. He is, to paraphrase narrative ethicist Martha Montello, 
telling a story he can live with [28]. However, Kalanithi’s story also provides an important 
counterpoint to the narratives in Gawande’s Being Mortal. Gawande and other physicians 
who have written about encounters with patients and family members at the end of life 
tend to idealize a certain type of death and a certain type of patient—one who 
courageously but passively submits to mortality [29, 30]. While it is no doubt true that 
American medicine has historically failed to help patients set realistic goals when cure is 
unlikely, Kalanithi’s writing creates a space for patients who do not believe that fighting 
until the end (with the hope of a miraculous cure) and hoping for a peaceful death are 
mutually exclusive. This is the double-edged sword of physician-as-patient illness 
narratives—that these narratives may be exalted as the “right” way to approach illness. 
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The Role of Narrative in Medical Education 
Physician illness narratives align with the increasingly popular practice in all levels of 
medical education to encourage empathy through reflective writing in journals, 
portfolios, “critical incident reports,” and the imagined autobiographies of patients [31-
33]. Some health care educators encourage students to write narratives of their own 
illness experiences in part as a means of counteracting the myth of the impossibly 
healthy physician [34] and to better recognize the complex embodiment of trainees in 
terms of not only illness but also race, ethnicity, and gender [34-36], which, along with 
ability, may be bound up in the myth of the physician or physician-in-training as healthy 
and otherwise normative. Writing about experiences of illness—their patients’ and their 
own—can help health care professionals develop the moral imagination necessary to 
understand and be moved to action by patients’ suffering. Physicians who write about 
their own illness may develop their capacity not only to empathize with patients but also 
to cope with personal suffering. 
 
However, writing that focuses on personal experience, whether as a physician or patient, 
risks becoming an end in itself. Physician illness narratives may also inadvertently 
promote the ideal of the heroic physician, adding poignancy and courageous empathy to 
the archetypal characteristics of knowledge, expertise, and strength. Furthermore, 
physician writers may lack the humility necessary to recognize the limits of their own 
experiences when trying to understand and empathize with their patients. Physicians 
will always have more power than their patients in clinical settings, and they wield a 
significant amount of social capital outside those settings. Their writing, therefore, 
always holds the potential to pull the focus away from patients rather than to deepen 
their understanding of them [37]. Writing and publishing about patients should involve 
an ethical analysis that begins with questions such as who benefits the most and 
whether the publication comes at a cost to patients [38]. 
 
Conclusion 
A fundamental question to ask of this genre is whether physician authors will always 
expand their own authority, even when writing to empower patients. For those whose 
social standing and role in the clinical setting grant them influence and control, writing 
about themselves could, at the very least, distract from the needed focus on patients. 
Thus it is critical to foreground illness narratives written by nonphysicians, particularly 
those who frame their experiences, and the writing itself, in explicitly political terms. A 
famous example of this is Audre Lorde’s Cancer Journals [39], which begins with a chapter 
called “The Transformation of Silence into Language and Action,” an analysis of the 
harms and benefits, to the author and others, of writing about her experience of cancer. 
Lorde observes that “I have come to believe over and over again that what is most 
important to me must be spoken, made verbal and shared, even at the risk of having it 
bruised or misunderstood. That the speaking profits me, beyond any other effect” [40]. 
She goes on to say that, once she received her cancer diagnosis, she regretted her 
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former “silences.” She says, “My silences had not protected me. Your silence will not 
protect you. But for every . . . attempt I had ever made to speak those truths for which I 
am still seeking, I had made contact with other women while we examined the words to 
fit a world in which we all believed, bridging our differences” [40]. Lorde reminds us that, 
while we must weigh the risks of telling our stories—including who tells the stories and 
how—the greatest harm is silence and the greatest benefit is solidarity. By placing 
physician illness narratives alongside those of patients without professional medical 
training, we build bridges across differences through solidarity. 
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Figure 1. They Are People First, Then Patients, by Mónica Lalanda, Eva Gracia-Peligero, and 
Maria Teresa Delgado-Marroquín 
 
Caption 
Working in a health care environment, it's easy to forget that patients are not just 
patients but people who have become ill. When we are short of time, tired or just 
careless, we may fail to care for patients' dignity. This is a poster that uses humor and 
simple cartoons to convey powerful messages to anyone who deals with patients, from 
porters to doctors. Everyone needs to be involved to make the experience more humane. 
This poster is based on a document created by the Medical Ethics Committee in Sector III, 
Zaragoza (Spain). 
 
Mónica Lalanda, MD, MSc, is an emergency medicine physician and holds master of 
science degrees in medical ethics and bioethics. She is also a comic artist. 
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