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FROM THE EDITOR
Cutting Without Hope of Cure
C. Alessandra Colaianni, MD, MPhil and Alexander Langerman, MD, SM

In the past decade, defining a “good death” has become imperative in American health
care. Once taboo, aggressive end-of-life care is now regarded as expensive, ineffective,
and frequently neither concordant with patients’ goals nor in their best interests.!
Concurrent with this public discourse, palliative care—intervening to relieve suffering and
support quality of life for seriously ill patients—is now an independent, growing
specialty.2

Palliative intervention is defined by intention. Unlike other specialties, palliative care
aims not to cure disease or to prolong life but to improve the quality of a patient’s
remaining life. Palliative care in oncology and cardiology is well established, but
appropriate palliative care can also be invasive and surgical. This issue of the AMA
Journal of Ethics explores palliative surgery as any procedure for which symptom
mitigation is the main goal, without causing premature death, in the care of patients
with noncurable disease.3 Palliative surgery can include straightforward procedures (eg,
placing a feeding tube to enable nutrition) and more complex interventions (eg, partial
tumor removal to ease breathing). The stakes are high: in patients with limited life
expectancy, complications can be devastating, and noncurative palliative procedures
still pose great risk. Palliative surgery is complex and understudied and raises key
clinical and ethical questions.

Studies in oncology have shown that most patients receiving palliative chemotherapy
believe they are receiving curative treatment, even when educated to the contrary.4 So,
we ask in this issue: Should a higher standard of informed consent be required for
palliative surgery? When a patient consents to a palliative procedure, should consent be
regarded as extending to care needed to remediate complications?5 According to which
criteria should we assess whether and when it is just to spend limited resources on
surgery that does not prolong life?® Surgeons and patients routinely balance risks and
benefits together, but when cure is not the goal, decisions and decision making change.
These questions and ideas are the heart of this theme issue, which brings surgical
palliation further into the light in hopes of guiding present and future difficult decisions
about what end-of-life palliation means.
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CASE AND COMMENTARY: PEER-REVIEWED ARTICLE
Who Should Decide When Palliative Surgery Is Justifiable?
Joshua T. Cohen, MD and Thomas J. Miner, MD

Abstract

No one person has the right or ability to make decisions about to whom
or according to which criteria palliative surgery should be offered.
Instead, patient and surgeon together must consider symptom severity,
goals of care, and the value palliative surgery could add to the patient’s
health experience or quality of life.

Case

Mr J had a slow-growing facial tumor, which had rendered him essentially housebound:
the tumor was fungating, rotting from the inside out, and causing a terrible odor and
unrelenting pain. He was becoming increasingly unable to go out in public. His doctors
had told him that the tumor could not be removed in its entirety due to its involvement
of his carotid artery and the proximity of the tumor to his brain; cure, therefore, was
impossible. Nevertheless, at each clinic visit, Mr J pressed his surgeon, Dr G, to cut out
as much of the tumor as he safely could. Mr J had already undergone maximal
“noninvasive” therapy with radiation, but the tumor continued to grow. Eventually, he
was told that the tumor would Kill him—by eroding a major vessel and causing a life-
ending bleed or by compressing his brainstem and causing him to stop breathing—but
that the tumor’s growth was slow and nobody could tell him how much time he had left.

Every few weeks, Mr J was hospitalized for pain or bleeding from the tumor, and each
time he saw Dr G, he was more and more depressed. This time, he was at his wit's end,
all but begging for surgery. “Please,” he said, “All | want is to visit my mother before | die.
She cannot travel. | can’t get on a plane like this. Please, please take the tumor away.
Please help me.”

Dr G was troubled. Mr J was in a terrible state, and there was a real possibility that
surgery would make his condition worse. To help his pain and the appearance of his
wound, surgery would require debulking of the tumor and then covering the wound with
a free flap—harvesting skin, an artery, and a vein from a healthy area of the body in
order to cover the hole caused by the resection. In the best-case scenario, the case
would take at least 8 hours in the operating room, and the patient would require at least
a 7-day hospitalization thereafter for monitoring and rehabilitation—if there were no
unforeseen complications. Worse, there was no guarantee that the surgical wound
would heal—the free flap would essentially be lying on a bed of tumor. There was scant
medical literature on the subject, and any predictions for success or failure were
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basically guesswork. But if Mr J survived the operation and if the wound healed, there
was a chance that he would be able to achieve his goal of flying to say goodbye to his
mother. Surgery was a lot of investment for a lot of uncertainty.

After many frank conversations with Mr J, Dr G felt that his duty to help Mr J outweighed
the risks of the surgery and that Mr J understood the risks of the procedure and wanted
to proceed. Dr G decided to offer surgery. Dr G’s colleague, Dr N, learned about the
operation and could not hide his dismay: “You’'re going to do a free flap on that patient?
Do you know how much that will cost the hospital? Will his insurance even pay for it?
And what about the patients that have curable disease whose care you're postponing in
order to care for him? What if he never gets out of the hospital? You are making a big
mistake.”

Commentary

Clinicians should offer interventions within the spectrum of safe and indicated options
that neither harm patients nor violate their autonomy.12 Shared decision making,
however, is limited by patients’ understanding of their condition and the limitations of
their treatment options. If a patient with decision-making capacity insists on a treatment
that is neither safe nor indicated, a clinician must refuse to provide the requested
treatment.23 Conversely, when a patient with decision-making capacity refuses
treatment, a clinician must respect the patient’s autonomy and cannot force a treatment
on that patient.24

These decisions are commonplace and fairly straightforward, as they represent
extremes of the spectrum. Decision making becomes more challenging when options fall
somewhere in between. Furthermore, defining what is safe is influenced by what degree
of risk the patient and clinician are willing to accept.

Palliative surgery adds its own layer of complexity. The metrics that define successful
outcomes often are more nuanced. Traditional measures, including overall survival and
disease-free survival, become secondary to symptom control and quality of life.56
Moreover, patients receiving end-of-life palliative care require highly individualized
treatment plans to address complex disease processes. The choice of appropriate
palliative therapy has become increasingly complex as the armamentarium of systemic
therapies, minimally invasive surgeries, endoscopic procedures, and percutaneous
interventions for supportive care has expanded.”

Determining Possible Impact

Given these advances, determining which procedures fall within the spectrum of
indicated palliative intervention and thus should be offered to the patient is becoming
increasingly challenging. Similarly, the degree of risk that patients at the end of life are
willing to incur for a procedure they consider safe is variable and depends on their goals
and preferences. It can be useful to simplify these complex situations by considering
what option will have the largest positive impact.”

As we have noted elsewhere, the impact of a palliative procedure can be determined
from its value, defined as the ratio of patient benefit to “cost to patient experience.”” A
high-value operation is one that offers a large potential benefit at minimal cost. The
value of a palliative procedure is modulated by the anticipated length of duration of
palliation. Patients who are expected to live longer can be expected to enjoy the benefits
of an operation for a longer period, resulting in a higher value surgery. On the flip side, a
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patient who dies the day after undergoing an operation that results in complete
symptom resolution with minimal treatment toxicity and resource utilization extracts only
minimal value from the surgery.

Analysis

The concept of value should inform decision making about palliative surgery,? since it
determines the spectrum of options presented to a patient and can help guide decision
making. With this in mind, we now examine the case presented with respect to the
patient’s symptom severity and goals of care and the value to the patient of the
proposed surgery.

Symptom severity. Mr J is pleading with Dr G to perform tumor debulking with free flap
coverage. The patient is currently enduring pain, bleeding, and an unrelenting odor. He
is essentially housebound because of his symptoms, which have resulted in repeated
hospitalizations. Mr J is experiencing severe and pervasive symptoms, which, if palliated,
could have a positive impact on his life.

Goals of care. The patient understands that his tumor will be fatal, and he wishes to be
able to visit his mother. Presumably, Mr J also wishes to avoid additional
hospitalizations. An operation that facilitates travel aligns with his goals, but a free flap,
as discussed, would require extensive postoperative care and could require more
operations to address complications. Furthermore, prior to surgery, it is imperative for Dr
G to explain that, in a worst-case scenario, if a free flap fails, it's possible that Mr J's
wound won't heal. This scenario would prevent Mr J from leaving his home, contrary to
his stated goal of visiting his mother. Given that surgery could support or undermine Mr
J's goals, a more comprehensive goals-of-care discussion is necessary to assess
whether surgery would reasonably achieve his goals. Dr G should plainly state the
surgical risks without false reassurance and clearly gauge Mr J's risk tolerance.

Value of surgery. The benefits of palliative surgery are symptom control and improved
quality of life. In the best case scenario, an operation for Mr J would control his pain and
bleeding. It would also debride necrotic tissue, mitigate odor, and make it easier for him
to be in public. With these symptoms addressed, Mr J could probably travel, avoid
hospitalizations, and improve his quality of life. His tumor is slow growing and, though
his prognosis is unclear, Mr J has potential to live for months, so he would have time to
enjoy benefits of his operation should he survive it and leave the hospital.

The costs of palliative surgery include treatment toxicity (eg, morbidity and mortality),
duration of treatment (eg, length of stay, need for repeated interventions), and resource
utilization. Which costs a patient is willing to incur is patient specific and often related to
symptom severity.” Dr G has no data to determine morbidity, mortality, length of stay, or
need for repeated interventions. This lack of data alone should give pause. Because Dr
G cannot determine costs, the value and impact of surgery cannot be assessed relative
to costs. One could, however, assume high levels of toxicity and a long treatment
duration, using available data as a starting point.

Even assuming a long treatment duration, Dr N’s concerns persist about resource
utilization and its toll on the health care system and on other patients. However, in a
resource-rich country like the United States, where operating rooms are utilized at 60%
to 70% of capacity,8 those concerns should probably not supersede patient autonomy.
Rather, health care financing concerns should be addressed at a policy and population,
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not a bedside, level. If Mr J could benefit from surgery that accords his goals of care and
risk tolerance, Dr N should offer it.

Conclusion

No single person should decide whether and when palliative surgery is justifiable. It is
the surgeon’s responsibility to share this decision, assess symptom severity, invite
conversation about goals, and then offer high-value interventions based on a patient’s
needs and prognosis. It is patients’ responsibility to assess their symptoms’ tolerability
and severity, their goals, and which risks and costs to accept. Based on collaborative
discussion, surgeon and patient can determine what might constitute high value and
positive impact in a specific case.
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CASE AND COMMENTARY: PEER-REVIEWED ARTICLE
Holding Curative and Palliative Intentions
Antoinette Esce, MD and Susan McCammon, MD, MFA

Abstract

When a patient is diagnosed with an advanced head and neck cancer, a
decision about whether to have surgery can dominate what remains of
that patient’s life: prospective benefits can be limited, and complication
risks can be high. Realizing dual curative and palliative intention with a
single operation can be a reasonable surgical oncological care goal. In
such cases, differentiating between the curative and palliative potential
of surgery is key to developing dual intentional clarity. Informed consent
should be generated by clear communication exchanges about patients’
and surgeons’ hopes and expectations, patients’ and surgeons’ risk
tolerance, and the risk that surgeons or patients could experience regret.

The American Medical Association designates this journal-based CME activity for a maximum of 1 AMA PRA
Category 1 Credit™ available through the AMA Ed Hub™. Physicians should claim only the credit
commensurate with the extent of their participation in the activity.

Case

Mr H, a 75-year-old former carpenter, was diagnosed with advanced cancer just above
his esophagus. He had spent a long time in a rehab facility recovering from
chemotherapy and radiation treatments. After 2 months, he could swallow soft foods
again and recovered enough to move home. But 3 weeks later, he experienced pain,
weight loss, and couldn’t swallow his own saliva. A biopsy confirmed that the persistent
cancer above his esophagus had now spread to a lymph node in his neck. It was unclear
from imaging studies whether or to what extent the cancer was safely resectable from
either site. Mr H was clear with his radiation oncologist, medical oncologist, and
surgeon, Dr L, that he wanted everything done to try to remove the cancer.

Dr L explained, “We’d do a major surgery called a salvage laryngopharyngectomy,® in
which we’d try to remove all of the cancer. We’d remove your voice box and pharynx, so
you might never swallow again. We’d also try to remove cancer in the neck lymph node.
Due to chemotherapy and radiation, your tissues are less likely to heal after surgery, so
here is higher risk for complications with this surgery, but salvage surgery, after primary
chemotherapy and radiation, is your best hope for a cure.” Mr H consented to surgery.

Dr L presented Mr H’s case at a multidisciplinary tumor board meeting that week. Dr L’s
colleague, Dr M, pointed out, “There’s a good chance you’ll find out intraoperatively that
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the cancer encases the carotid artery or has spread to the spine fascia. Then you’ll have
to abort the case, and he will be worse. Either way, rates of successful salvage for
hypopharyngeal recurrence go as low as 15%.2 At the very least, | wouldn’t call this
surgery ‘curative.’”

“He wants surgery,” replied Dr L. “l agree that we could find unresectable disease, but
we’ll go in with intention to cure his cancer. So, surgery should be presented to him as
curative.”34

Colleagues in the meeting considered how to respond.

Commentary

We clinicians often begin simultaneously to diagnose and treat a patient’s iliness before
we know exactly what is wrong. We titrate medicines to maximize their benefit and
minimize their side effects, simultaneously reducing disease burden and limiting harm.
But should surgeons’ intentions be both curative and palliative at the same time? We
argue that realizing dual curative and palliative intention with a single operation can be
a reasonable surgical oncological care goal. However, during informed consent,
surgeons must seek to understand a patient’s expectations and hopes or their
intentions are moot.

Concurrent Care

Characterizing Mr H’s decision as either curative or palliative expresses an outdated
understanding of palliative care as only offered subsequent to attempts to cure (ie,
when disease-modifying treatment no longer works, palliate until death). This sequential
model has evolved into a concurrent model in which treatments with both curative and
palliative intent can be delivered simultaneously.>6 Patients like Mr H should thus be
presented with a care plan that aims to cure their underlying disease, treat them as a
whole patient, respond to their symptoms, and improve their quality of life.5 Evidence
suggests that a concurrent approach improves quality of life, patient satisfaction, and
survival,” and palliative practices (eg, good communication, symptom management, and
advance care planning) are beneficial throughout a patient’s journey with life-limiting
disease. The American Society of Clinical Oncology recommends early integration of
palliative care with curative treatment for patients with cancer.8

Yet, especially for head and neck cancers, concurrent pursuit of curative and palliative
interventions can seem antithetical. In cases, a surgeon is likely right to intend to
eradicate a patient’s cancer (ie, not to prioritize ease of reconstruction, aesthetic
consequences, functional outcomes, symptom improvement). Nevertheless, surgeons
performing operations primarily intended to be curative can achieve palliative goals (eg,
relief from pain and suffering, mitigation of disfigurement, and improvement of some
functions). Partial glossectomy, for example, can be both curative and palliative when
pursued by a surgeon intending to delay growth of a painful, disfiguring, debilitating,
fungating oral cavity mass. Historically, most surgical interventions have been palliative
to some extent, as they did little or nothing to change a disease’s underlying
pathophysiology and instead sought to remove, bypass, or otherwise change the
mechanics of end-organ damage suffered by a patient.® The clinical and ethical upshot
here is that the terms curative and palliative should be neither construed by surgeons
nor presented to patients as opposites. Surgical interventions with concurrent curative
and palliative goals can be described as falling along a spectrum. That is, some surgical
interventions are most accurately presented as exclusively curative or exclusively
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palliative, but many fall somewhere in between, where both health and experiential
outcomes must be considered.

Concurrence and Communication

“One-choice” situations. When confronted with a new serious diagnosis or when asked
to consider choices regarding their cancer care, patients tend to focus on whether to do
something rather than on specifically what to do.10 Cases in which only one treatment
choice is medically reasonable can lead to disagreement between patient and physician,
especially when a patient wants a procedure that offers no clinical benefit or rejects
palliative goals as unworthwhile.11 In such cases, in order to help refocus discussion on
possible outcomes of treatment and treatment refusal, a surgeon might consider
adumbrating a possible time down the line in a patient’s illness trajectory when surgical
intervention would be too high risk to be offered. In our experience, the following open-
ended questions have also been helpful in discussions with patients and surrogates:

1. If, at the end of this year, you die of this disease, how would you have wanted to
spend this time?

2. If we perform an operation that fails to cure you or fails to make you feel more
comfortable, you might look back and be glad we tried it. Or you might look back
and regret being in the hospital, away from your home. What do you think about
those possibilities?

3. If we do not operate and focus on managing the symptoms that are most distressing
to you, you might look back and be glad. Or will you look back at the end of the year
and regret not having tried one last treatment? What do you think about those
possibilities?

Sharing decisions well with patients and their surrogates can also mean canvassing
preferences (eg, in terms of “least bad” options or “least acceptable” outcomes)12 and
imagining possible outcomes (eg, as best- or worst-case scenarios).13

Health outcomes variation. Curative effects of surgeries vary widely. The oncologic
literature contains uncertainty and can be difficult to apply to individual patients’
cases.14 Five-year survival rates after salvage surgery for hypopharyngeal cancer, for
example, range from 16% to 40%.2.1516.17 Yet, even when curative surgical interventions
fail to completely eliminate (cure) disease in patients, their lives can be extended.
Medical palliative interventions (eg, immunotherapy or chemotherapy) can provide
durable progression-free or indolent progression survival for some patients.

Experiential outcomes variation. Interventions’ risks and benefits must be discerned,
interpreted, and conveyed by surgeons, and decisions must be carefully considered with
patients or appropriate surrogates. Especially with head and neck procedures, wounds
and iatrogenic aesthetic insults are often visible; clear communication is key to helping
patients and their loved ones prepare visually for what they’re likely to see
postoperatively. Furthermore, when data are lacking about whether surgery can palliate
current symptoms (eg, motivate wound healing, mitigate pain, limit obstruction) or
prevent future suffering (eg, diminish risk of death by hemorrhage), clinicians should
avoid promises to keep patients comfortable, especially when patients’ symptoms are
difficult or impossible to palliate without proportional sedation to the point of
unconsciousness.
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Intending to Mitigate Regret

Regional recurrence of Mr H’s cancer in a previously treated surgical field worsens his
prognosis, but surgical intervention could palliate his symptoms (ie, improve his
swallowing, delay or prevent onset of additional symptoms, or mitigate pain).18
Communicating clearly with patients like Mr H who might experience both health and
experiential outcomes of surgeries is key to managing patients’ expectations, learning
about their priorities, and mitigating later regret about current decisions. Most head and
neck cancer patients initiating treatment with curative intent have prioritized survival;
secondary goals include preserving vocal and swallow function and controlling pain, with
patients’ rankings being largely unrelated to clinical or demographic factors.1® Patients’
priorities, however, do influence their experiences of regret.20 Whether surgery is
actually palliative for patients like Mr H depends on their priorities and how they define
suffering.21

Such goals-of-care conversations are hard to complete satisfactorily during 30-minute
outpatient surgery consultations, so early integration of palliative principles in oncologic
care will help facilitate fuller discussion and promote better understanding. Since
surgical interventions often serve multiple goals, it is reasonable and helpful in our
relationships with patients to have both curative and palliative intentions.
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How to Support Patients Near the End of Life Whose Pain Is Best
Treated With Surgery?

Elle L. Kalbfell, MD and Margaret L. Schwarze, MD, MPP

Abstract

For seriously ill patients whose pain is best treated with surgery, it is
important to discuss and explore treatment goals preoperatively.
Knowing which health states a patient would tolerate helps the surgeon
identify interventions that are overly burdensome, overreach survival
goals, or undermine the patient’s quality of life. Surgical success should
be defined by how well an intervention aligns with patients’ goals. Early
integration of specialty palliative care can help identify surgical patients
with unmet needs, optimize symptom management, clarify preferences,
and improve end-of-life care.

Case

Mr F is 80 years old and has peripheral vascular disease with arterial insufficiency in his
left leg. He has excruciating pain in his foot that wakes him up at night and is relieved by
hanging his foot over the side of the bed. He also has a small ulcer on his left big toe.
Some nights, he sleeps in his recliner with his foot down to mitigate the pain (gravity
increases blood flow). He also has emphysema and diabetes and has suffered a major
heart attack and several small strokes. He and his primary care physician, Dr K, agree
that because of his multiple medical problems, he is “wearing out.” Mr F thinks of
himself as a “tough cookie,” but he understands his remaining life is limited and agrees
to an out of hospital do-not-resuscitate (DNR) order.

However, the pain in Mr F’s foot is making his life unbearable. Dr K refers him to a
vascular surgeon, Dr T, to discuss treatment to improve blood flow and relieve his pain.
After noting that endovascular intervention is not an option for Mr F because of his
severe common femoral disease, Dr T notes, “We can offer you major surgery to address
your symptoms, but it won't prolong your life. And if you have complications, it could
shorten your life.” “I'll take the risk of surgery,” Mr F responds. “Life with this much pain
isn't worth it. Maybe I'll die during the surgery, and that’s OK.”

Mr F undergoes a left common femoral endarterectomy and lower extremity bypass
graft. The long operation and significant blood loss generate major complications,
including postoperative myocardial infarction and aspiration pneumonia requiring
intubation. When Mr F is weaned from the ventilator after an extensive intensive care
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unit (ICU) stay, he has lost weight, is severely deconditioned, and has a decubitus
pressure ulcer. Throughout Mr F’s decline, Dr T says, “I'll get you through this.” Dr T feels
guilty and sad about Mr F’s decline and difficult postoperative course. Dr T visits Mr F
again after another bout of aspiration pneumonia requiring Mr F’s urgent transfer to the
ICU for respiratory distress. “I’'m so sorry to see you so sick, Mr F,” says Dr T. “If I'd
known it would be like this,” says Mr F, “I never would have let you operate on me. You
shouldn’t have offered me surgery if there was even a chance for things to turn out this
way. You're the expert, but | didn't know any better.” Subsequently, Mr F declines
intubation, transitions to comfort measures, and dies several hours later.

At the surgical morbidity and mortality (M and M) conference, Dr T presents Mr F’s case.
“I feel terrible about how things turned out,” says Dr T, speaking in front of a room of
surgeons. “From an operative standpoint, I'm not sure what | could have done better.
Surgery was risky, but he was adamant he wanted to try. Complications of surgery
unquestionably shortened and worsened his remaining lifetime. But how could | not
have offered him surgery when | thought it could help him? What would you have done?”
M and M conference attendees consider how to respond.

Commentary

When considering any surgical intervention, it is important to understand the patient’s
treatment goals. How can surgery help the patient? Will it prolong life, alleviate pain, or
prevent disability? Mr F’s sole reason for pursuing surgery was pain relief; for patients
like him, for whom surgery has exclusively palliative goals, treatment decisions require
clear delineation of the trade-offs between surgery and what the patient is willing to
endure to feel better. For patients like Mr F, there are 3 surgical options: (1) femoral
endarterectomy, which will control rest pain but is unlikely to remedy tissue loss; (2)
femoral endarterectomy and bypass, which will decrease both pain and tissue loss; and
(3) a below-knee amputation. To treat the entirety of Mr F’s problems, a common
femoral endarterectomy and bypass would have been ideal, as it attends to pain and
tissue loss. However, the perceived best or ideal procedure may not have been the right
procedure for the patient.

Although the endarterectomy and bypass mitigated Mr F’s pain, postoperative
complications and prolonged hospitalization severely compromised his quality of life and
remaining lifespan. The burdens of the perceived best operation overshadowed his goal
of pain control when a less extensive operation might have attended to his pain but
allowed him to return home or at least avoid a long postoperative hospitalization.
Interventions like the best case/worst case communication tool can be used to generate
dialogue about the patient’s goals and preferences for treatment limitations and to
introduce alternative strategies.! By using scenario planning to tell a plausible story
about the experience of surgery and recovery, this framework allows patients to
anticipate and prepare for unwanted events and to articulate their fears about
interventions and outcomes that are unacceptable to them.2

Identifying Preferences

In the presence of severe pain, patients are often willing to undertake major risks to feel
better.3 Surgery can improve symptoms and prolong life, but it can also lead to
significant cognitive and functional changes.45 Discussing poor outcomes and
postoperative rescue treatments (eg, a risk of death or prolonged intubation) might
prompt patients to talk about the treatments or health states they are willing or not
willing to accept. When a patient has an existing DNR, reconsideration of the use of
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cardiopulmonary resuscitation (CPR) during surgery, not automatic suspension, is
required.67 Consistent with this long-standing policy of the American College of
Surgeons and the American Society of Anesthesiologists, this case should have
presented the opportunity for Dr T to discuss more than just CPR with Mr F.

For patients with life-limiting illness, surgeons need to know what to do if an adverse
event occurs. Although many surgeons believe that they routinely discuss advance
directives and postoperative life-sustaining treatments during informed consent,8 in
reality, they rarely do.9.10 Mistakenly, surgeons infer that a patient who commits to an
operation has also committed to the necessary postoperative life-supporting
treatments.11.1213 Dr T knew Mr F’s operation was high risk and might shorten his
remaining life, yet he failed to discuss Mr F’s preferences should postoperative life-
supporting treatments be needed. How would Mr F feel about being in the ICU on a
ventilator? Would he accept a feeding tube if he were unable to eat or drink? Knowing
what the patient would want if he could no longer speak for himself can help surgeons
direct care when the goal of surgery is no longer achievable or the burdens of treatment
are no longer acceptable to the patient. Disscusion about treatment limitations should
include patients’ reasoning and thoughts about the use of postoperative life-sustaining
treatments, as such treatments are often temporary and the range of outcomes is not
easily categorized as “alive” or “dead,” as Mr F had assumed.

Defining Success

Surgeons are focused on avoiding postoperative mortality, which may directly conflict
with the provisions of palliative surgery. Appropriately, they feel strong responsibility for
the lives of their patients and are required to report 30-day mortality publicly for certain
procedures.14 This requirement can lead surgeons to refuse surgery for high-risk
patients (even for palliative needs) and be reluctant to withdraw postoperative life-
sustaining treatments.14 Because of the surgeon’s personal investment in patient care
and recovery, survival is regularly viewed as a marker of surgical success, whereas
postoperative death is viewed as a failure. However, the surgeon’s actions should be
guided by the patient’s autonomous wishes, even when these conflict with surgeons’
emotional need to ensure survivall3 or personal concerns about how they will be viewed
by others.15 As such, conversations at M and M conferences should shift from
consideration of physician-defined adverse events (ie, complications and death) to
consideration of outcomes and morbidity from the patient’s perspective. Dr T's
colleagues should note that the morbidities in this case stemmed from providing
treatment inconsistent with Mr F’s preferences during a 10-day ICU course. They might
also point out that the limb-salvaging procedure performed overreached Mr F’s goals of
pain reduction and led to unwanted outcomes. Using outcomes measures that align with
patient goals rather than traditional metrics of success would improve palliative surgical
opportunities for patients and recenter surgical care around the outcomes that matter to
patients.

Integrating Palliative Care

Specialists in palliative care are skilled in supporting patients with serious illness and
navigating complex medical decisions and treatments, such as surgery. Despite the
documented benefits and increased awareness of concurrent palliative care for surgical
patients, integration of palliative care into surgical practice remains limited.16.17 Barriers
include misconceptions about the role of palliative care (eg, it hastens dying or is only
focused on comfort) and lack of access to specialty palliative care. The culture of
surgery prompts some surgeons to focus exclusively on rescue; these surgeons might
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view palliative care as conflicting with the goals of surgery and might consider
consultation to be giving up on or abandoning a patient. Overcoming these barriers and
identifying surgical patients who would benefit from early integration of palliative care is
important. Guidelines recommend screening surgical patients for frailty and serious
chronic illnesses1819 and seriously ill patients with burdensome symptoms and complex
or unmet needs.20 Palliative care concurrent with surgical care can increase patients’
understanding of their disease, improve symptom management, alleviate emotional and
spiritual suffering, and promote goal-concordant care.

Conclusion

Supporting patients near the end of life whose pain is best treated with surgery is
important for improving quality of life, even when the patient’s remaining lifetime is
short. However, surgical benefits should be balanced against the burdens of surgical
treatment. Preoperative discussion and documentation of patients’ preferences for
postoperative life-sustaining treatments in relation to their goals helps avoid unwanted
interventions in the setting of bad complications or outcomes. Knowing patient
preferences for life-sustaining treatments also helps mitigate the emotional cost and
professional demands of poor surgical outcomes that might push surgeons to continue
aggressive care that extends beyond patient wishes. Surgical success should be
synonymous not with patient survival but with outcomes that respect patient autonomy
and align with patients’ health goals. Moreover, early integration of palliative care can
help align patient goals with treatments when choosing among a range of invasive
therapies and can improve complex decision making.
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Abstract

Palliative surgery is often defined as surgical intervention with intent to
improve a patient’s quality of life by relieving suffering secondary to
symptoms of advanced disease. In the context of shared decision
making about palliative surgery intervention, tensions can arise between
patient (or surrogate) and surgeon, who might not share goals and
values. This article suggests that a surgeon'’s clinical and ethical duty is
to identify goals of care, including those related to quality of life, from a
patient’s perspective and to consider how to achieve them.

The American Medical Association designates this journal-based CME activity for a maximum of 1 AMA PRA
Category 1 Credit™ available through the AMA Ed Hub™. Physicians should claim only the credit
commensurate with the extent of their participation in the activity.

Case

“All I want from life is the opportunity to have sex with my wife, and without this,” said Mr
J, tearful and despondent, pointing to an ostomy appliance attached to his abdominal
wall. Following initial diagnosis of rectal cancer several years ago, Mr J underwent
chemoradiation followed by proctectomy and ileorectal anastomosis, with a “protective”
diverting ileostomy to reduce risk of anastomotic leak. Mr J felt initially led to believe
that the ileostomy was temporary. Despite assistance from enterostomal therapists, Mr
J was extremely distressed about ostomy leakage during sex and felt dismissed when
someone told him he needed to learn to live with it.

After developing bilateral pulmonary metastases, Mr J chose to undergo palliative
systemic chemotherapy. During that time, his disease remained stable, and he felt
frustrated by not being able to convince his 2 prior surgeons to reverse his ileostomy.
The first surgeon, Dr S, performed the protectomy and ileostomy and told Mr J that
temporary suspension of chemotherapy to treat metastatic disease for the sake of
reversing his ileostomy was not a good idea. After much discussion with Mr J, Dr S
sympathized and sought to help Mr J adapt to life with the ileostomy but could not agree
to reverse it. The second surgeon, Dr T, agreed with Dr S that there was no clinical
indication to reverse his ileostomy, given that he was adequately hydrated and had no
electrolyte imbalances, and agreed with Dr S that reversal would not be a good decision.

778 journalofethics.org


https://edhub.ama-assn.org/ama-journal-of-ethics/module/2784744

Mr J sought the opinion of a third surgeon, Dr Q, to whom he was referred by his primary
care clinician. Dr Q and Mr J had a lengthy conversation. Dr Q saw no reason to question
Mr J’'s capacity to make health decisions for himself; felt Mr J had a solid understanding
of an ileostomy takedown procedure’s prospective benefits and risks for complications
and how possible complications could compromise his survival; and felt that ileostomy
reversal expressed Mr J’s values and quality-of-life (QOL) priorities. Dr Q is aware of Dr
T's and Dr S’s refusals to reverse Mr J's ileostomy and considers how to respond.

Commentary

Surgeons’ roles in patient-surgeon relationships have evolved from exercising
paternalistic authority to partnering in decision making,! trending over time toward
expressing respect for patients’ autonomy and practicing patient-centered care. The
Institute of Medicine defines decision making in patient-centered care as “responsive to
individual patient preferences, needs, and values.”2Surgeons aiming to practice patient-
centered care, however, can still struggle sometimes to see therapeutic goals through
the eyes of a patient, especially when a patient’s goals or priorities are not seen by
surgeons as promoting optimal care or outcomes, and this can generate tension that
needs ethical and clinical attention.

Patient-Centered Surgery

An ideal for patient-centered surgery, articulated in the fourth principle of the 2005
American College of Surgeons Statement on Principles of Palliative Care, states that
“primary goals of care from the patient’s perspective” should guide a surgeon’s care of
that patient.3 While palliative surgery has various definitions, it is often defined as
surgical intervention with intent to improve a patient’s QOL by relieving suffering
secondary to symptoms of advanced disease.* Most importantly, effectiveness of
palliative surgery is judged in terms of whether, to what extent, and how durably it
improves QOL and resolves symptoms# from the point of view of the patient, not
according to traditional metrics (ie, absence of complications, reduced morbidity, or
prolonged survival) of surgical success. In Mr J's case, Drs S and T seem to take a
surgeon-centered approach to assessing risks and benefits of reversing Mr J's
ileostomy, which focuses more on outcomes (eg, prolonging survival, maintaining
homeostasis) and less on Mr J’s views of his QOL, specifically the value of sexual
intimacy with his wife in what remains of his life. The surgeons’ initial decision not to
reverse Mr J's ileostomy during his illness’ progression to metastatic disease was
clinically justifiable. But when Mr J's disease stabilized after chemotherapy, we argue
that it’s reasonable, particularly after several years, to reconsider Mr J's request and
persistent desire for ileostomy reversal. Mr J accepts known risks of this procedure and
certainly seeks a surgeon who will adopt a patient-centered and palliative approach to
his goals; he turns to Dr Q.

Also important to note from an ethics standpoint is that Mr J feels dismissed and that he
must acquiesce to Dr S’s and Dr T's denials of his requests for ileostomy reversal. This is
an important feature of this case, as many surgeons tend to privilege physical problems’
influences on patients’ lives. Mr J's deeply held desire for ileostomy reversal reflects key
psychosocial and spiritual dimensions of his QOL and deserves close attention in his
surgical care (see Figure).5
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Figure. Quality of Life Dimensions Key to Patient-Centered Care of Mr Ja

Physical Well-Being Psychological Well-Being

Functioning, independence Managing anxiety, depression, fear, anger
Managing pain, relieving symptoms Coping with loss of control

Social Well-Being Spiritual Well-Being

Interpersonal connection, intimacy, Sense of meaning, purpose, hope
sexuality

a Adapted from Ferrell, Dow, Leigh, Ly, Gulasekaram.é

Palliative Surgical Goal Setting

Surgical palliative care requires a patient-focused approach and preserving palliation as
a goal. Standard global QOL assessments include social, emotional, and family well-
being, so Dr Q might engage in conversation with Mr J about how palliation should be
prioritized by probing how Mr J would define success of ileostomy reversal. Particularly
during an informed consent process that precedes ileostomy reversal, key questions to
ask Mr J are these: How do you see ileostomy reversal as helping you improve sex and
intimacy with your wife and contributing to enriching your relationship and your
emotional well-being? Would you consider ileostomy reversal a success if sex is
improved only temporarily, perhaps if your malighancy progresses due to chemotherapy
cessation?

Deciding whether to perform surgery a patient requests and deciding whether to give
informed consent or informed refusal to a procedure a surgical team recommends are
both complex and require discussion about expectations. A “palliative triangle” has been
proposed by Miner et al as a model to help clinicians, patients, and their surrogates
share decisions,? facilitating discussion of QOL and relevant factors for each
stakeholder.”8

Applying the palliative triangle to Mr J’s case, perhaps Mr J, his wife, and Dr Q could
consider the questions posed above, compare the status quo against hypothetical
recovery scenarios and scenarios about sex without Mr J's ileostomy, and imagine
possible outcomes of and feelings about those possibilities.

Palliative Surgical Success

As discussed, surgeons are generally trained to focus on physical, measurable outcomes
(ie, physiologic responses, intervention side effects, morbidity, and mortality) and
measures of palliative surgical success from patients’ perspectives are not well defined
or documented.® Nevertheless, patients’ QOL estimates and self-reports about QOL
improvement10 should play key roles in decision making, goal formation, and definition
of success. Patients selected to receive palliative surgery for oncologic indications might
have improved survival and improved morbidity,® and the finding that patients
demonstrate increased overall satisfaction regardless of outcome is also important.2t In
the case, if we assume that Mr J underwent ileostomy reversal and recovered well under
Dr Q's care—and if we further assume that he and his wife had more satisfying sex,
which generated improved QOL reports from Mr J—we likely would have good reason to
call the goals of his ileostomy reversal palliative, to call the surgery a success, and to
feel that we’ve done what we could as surgeons to not overlook his needs.
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When Should Neuroendovascular Care for Patients With Acute Stroke Be
Palliative?
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Sokol, MD, and Thabele M. Leslie-Mazwi, MD

Abstract

Noncurative surgeries intended to relieve suffering during serious illness
or near end of life have been analyzed across palliative settings. Yet
sparse guidance is available to inform clinical management decisions
about whether, when, and which interventions should be offered when
ischemic stroke and other neurological complications occur in patients
whose survival is extended by other novel disease-modifying
interventions. This case commentary examines key ethical and clinical
considerations in palliative neuroendovascular care of patients with
acute stroke.

The American Medical Association designates this journal-based CME activity for a maximum of 1 AMA PRA
Category 1 Credit™ available through the AMA Ed Hub™. Physicians should claim only the credit
commensurate with the extent of their participation in the activity.

Case

Mr J is a 64-year-old man with metastatic non-small cell lung cancer (NSCLC), who, while
eating, abruptly developed right hemiplegia and aphasia. He had been diagnosed 10
months earlier with NSCLC; his estimated life expectancy was approximately 1 year.
After a course of chemotherapy with pemetrexed and carboplatin, Mr J started
pembrolizumab, an antiprogrammed death-1 immune checkpoint inhibitor offered
possibly to extend his life but not as a cure for his cancer.12Since diagnosis, Mr J has
suffered multiple hematologic complications, including thrombosis and hemorrhage.
When brought to an emergency department, he was confirmed as full code and
intubated on arrival due to poor mental status and aspiration risk. Computed
tomography (CT) imaging of his head and neck revealed normal brain parenchyma and
occlusion of the proximal left middle cerebral artery (MCA), which supplies blood to most
of the brain’s left hemisphere, including areas critical for language and right-side
sensorimotor function.3 The mechanism of Mr J’s left MCA occlusion was presumed to
be thromboembolism, to which he was predisposed by hypercoagulability of malignancy,
pembrolizumab,456 and intracardiac hemostasis, given his known low left ventricular
ejection fraction.
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After discussion of acute stroke as a likely a complication of Mr J’s cancer, Mr J's health
care proxy, GG, consented to Mr J undergoing an emergent thrombectomy. This
neuroendovascular procedure is a minimally invasive alternative to more invasive
interventions and is the standard method for thrombectomy for acute ischemic stroke
with large-vessel occlusion using an endovascular approach. Emergent thrombectomy
utilizes femoral artery access to position an intracranial catheter system that permits
intracerebral thrombus removal, with the goals of reestablishing blood flow to vascular
territory downstream from an occlusion and enabling salvage of the ischemic penumbra
to restore neurological function and prevent further impairment.” If thrombectomy is not
performed, a large proximal-vessel stroke typically occurs, potentially leading to
extended brain tissue infarction, cerebral edema, and other symptoms of elevated
intracranial pressure (eg, nausea, vomiting, headache, visual changes, and cranial
neuropathies) that can exacerbate a patient’s impairment and suffering.89.10.11

Mr J’s thrombectomy was uncomplicated and resulted in rapid and successful left MCA
territory reperfusion. A subsequent brain magnetic resonance (MR) image, however,
revealed multifocal infarcts affecting the left and the right hemisphere of Mr J’s brain
and bilateral cerebellar hemispheres, consistent with his presumed cardioembolic
etiology. Mr J was unable to communicate or meaningfully interact. After neurological
examination, Dr N informed GG of key findings, including bilateral infarcts expected to
produce long-term bilateral weakness, disordered speech, and cognitive impairment. Dr
N also explained to GG that Mr J would likely need life support, including tracheostomy,
gastrostomy, and rehabilitation if he survived much longer. GG expressed understanding
and asked the team to prioritize Mr J's comfort.

Commentary

More than 1 in 10 patients who present with acute ischemic stroke are estimated to
have comorbid cancer.12.13 As the median survival of patients with cancer improves with
novel targeted therapies, the frequency of acute stroke and other neurologic
complications in this expanding population is expected to rise.14.15.16.17.18 Malignancy
can predispose patients to ischemic stroke through hypercoagulability, nonbacterial
thrombotic endocarditis, systemic treatment effects, or, rarely, tumor embolism or
angioinvasion.14.19 Since many patients seeking emergency evaluation of acute stroke
symptoms might have comorbid cancer, clarifying ethical questions in these patients’
stroke care, especially for patients near the end of life, is key. Should clinicians try to
preempt or reverse neurological dysfunction when the end of a patient’s life is near?
When, to what extent, and according to whom should thrombectomy for patients with
terminal iliness be considered palliative? How should palliative or comfort care goals be
set in order to guide appropriate neuroendovascular management decisions in the
context of end-of-life care?

Palliative Thrombectomy Goals

Palliative care is defined by the World Health Organization (WHO) as “active total care of
patients whose disease is not responsive to curative treatment” that aims to achieve
“the best quality of life for patients and their families.”20 The Center to Advance
Palliative Care (CAPC) conceives of the field as “specialized medical care for people with
serious illnesses [that is] focused on providing patients with relief from the symptoms,
pain, and stress of a serious illness.... The goal is to improve quality of life ... and
[palliative care] can be provided along with curative treatment.”21 Noncurative surgery
intended to relieve symptoms in patients with serious illness or near the end of life has
been analyzed in a range of contexts, particularly in surgical
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oncology.22.23.24,25.26,27,28,29,30.31 However, invasive neurological procedures intended to
address indirect complications of terminal ilinesses (eg, thrombosis due to
hypercoagulability of malignancy) have received little clinical or ethical attention.
Especially in clinical neuroscience, little evidence is available to guide
neuroendovascular intervention decisions with patients who develop ischemic stroke or
other neurological complications near the end of life.

Although in Mr J’'s case, thrombectomy did not appreciably reduce disability near the
end of his life, we argue that Dr N's team’s decision to perform thrombectomy was
ethically justifiable based on its concordance with Mr J’s goals that the team gleaned
through conversations with GG. As highlighted by the WHO and CAPC definitions,
appropriate palliative care consists not merely of pain control but of the active total care
of a patient who strives for the best quality of life. To the extent that neurological
symptoms, including sensorimotor dysfunction (eg, weakness and numbness),
headache, delirium, aphasia, dysarthria, imbalance, gait disturbance, and cranial
neuropathies can detract from quality of life, it is incumbent upon clinicians to diligently
address symptoms throughout a patient’s iliness.32:33.34.35 Among patients who
experience acute ischemic stroke, more severe neurological impairment has been linked
with significantly lower quality of life.35.36

Neuroendovascular approaches, such as thrombectomy, are specifically intended to
attenuate or prevent accumulated neurological disability37.38:39 and are supported by
randomized clinical trials.4941 The location and type of stroke and the extent of
salvageable ischemic penumbra must be considered case by case in terms of whether
foreseeable benefits of thrombectomy outweigh its risks. Eligibility criteria for late
endovascular treatment trials for patient-subjects with acute ischemic stroke have
included occlusion of proximal MCA or internal carotid artery on CT imaging or MR
angiography, a score greater than 6 on the National Institutes of Health Stroke Scale up
to 24 hours from the time the patient was last seen well, significant ischemic penumbra,
and factors such as age, baseline modified Rankin Scale score, and life expectancy.
Exclusion criteria have varied by trial and have been a source of practice variation
across centers.42 Another source of complexity is that treatment decisions are typically
made emergently.

Minimally invasive neuroendovascular interventions can aptly be considered palliative
for a patient with limited life expectancy and should not be withheld based solely on a
patient’s terminal comorbidity. Even if a patient is expected to live only a few weeks or
months, any additional stroke-related neurological impairment could exacerbate their
suffering near the end of life. Many patients who undergo thrombectomy experience
reversal of neurologic impairment or return to functional independence due to their
reduced risk of ischemic penumbra.4° Successful reperfusion of ischemic penumbra
might forestall development of malignant cerebral edema, cerebral herniation, or other
symptoms of increased intracranial pressure, as evidenced by lower rates of
decompressive hemicraniectomy since the advent of mechanical
thrombectomy.43.44.45.46 Following the ethical principles of doing good and avoiding
harm47.48.49 |ikely requires clinicians to offer palliative thrombectomy, even when a
patient has incurable comorbidity.

Decision Sharing

Patient-centered care requires assessing (1) a patient’s functional status at baseline; (2)
their preferences, values, and goals, perhaps as expressed by surrogates; and (3) their
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prospects for recovery.50:51.52.53 Interpreting each stroke not as a discrete new disease
but in the context of a patient’s broader health state, relevant comorbidities, and iliness
narrative can foster holistic, goal-concordant intervention and might help avoid
unnecessary discontinuity or fragmentation in a patient’s care.54.55:56,57 Clinicians’
conversations with patients and surrogates should emphasize that estimates of an
intervention’s effects are extrapolated from studies in which subjects were drawn not
from the unique population of patients with terminal illnesses but from a general
population with minimal preexisting disability. Decision sharing and informed consent
require conveying uncertainty about how well the available evidence applies to a
particular patient.

Equity and Evolving Therapies

Further research on the efficacy of palliative neuroendovascular care is essential,
although the practical and ethical problems of conducting clinical research in patient-
subjects with advanced ilinesses deserve careful consideration.58:59.6061|n one study of
persons with metastatic NSCLC, newly diagnosed patients whose care plans integrated
early palliative care experienced improved quality of life and mood,%2and the challenges
of ensuring goal-concordant palliative care given the growth of novel interventions in the
past decade are actively being studied.63.64 Equity as an organizational ethical value
requires inclusion of all key stakeholders’ perspectives and goals—curative and
palliative—when crafting policy and evaluating downstream implications of decisions to
administer or withhold neuroendovascular interventions in individual cases.

In the case, Mr J had an acceptable health-related quality of life and—assuming his
comparability to otherwise healthy patients with acute stroke—a higher chance of
making a functional recovery with treatment than without it, at very low procedural
risk.65 While caution must be exercised in generalizing from studies of acute stroke
patients who did not have cancer, the data indicate that patients treated with
thrombectomy for acute proximal MCA occlusion stroke lived the remainder of their lives
with fewer neurologic impairments than if untreated and with reduced need for
aggressive care and institutionalization following a sentinel cerebrovascular
event.64,66,67,68

While not a factor in this Mr J's case, do-not-intubate (DNI) orders are common and
worthy of mention here. DNI orders should not independently influence stroke care
decisions “unless otherwise explicitly indicated,” as emphasized by an American Heart
Association/American Stroke Association statement (Class lla recommendation).6®
Generally, clinicians should express respect for patients’ right to decline interventions?0
but should recognize that such interventions can have palliative roles by preventing
debilitating neurological impairment and concomitant end-of-life suffering.71.72 Palliative
radiotherapy, including stereotactic radiosurgery for patients with advanced cancer with
brain metastases, has been pursued,’3.74.75,76 3s have deep brain stimulation for
Parkinson disease management near the end of life”” and palliative decompressive
spinal surgery for patients with metastatic spinal cord compression.78.79.80.81

Care Planning

Unlike decisions about specific palliative interventions, decisions about stroke care are
typically made quickly, given the urgency of acute stroke, its impact on patients’ capacity
to participate in decision making, and the exquisite time sensitivity of implementing
acute stroke interventions. Although outcomes data for specific palliative
neuroendovascular interventions are limited, advance care planning should include
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surrogate designation and discussion of minimally invasive intervention preferences,
which could help safeguard value-concordant goal setting and decision sharing later.71.82

Ethically appropriate palliative neuroendovascular care for patients with acute stroke
includes more than pain control and extends to management of distressing physical,
spiritual, emotional, and psychosocial symptoms.83.84 Recognizing the relatively high
frequency of neurological complications among patients with terminal
illnesses,12:85.86,87,88,89 clinicians can implement patient-centered palliative
neuroendovascular care with guidance from the ideas in the Table.

Table. Elements of Ethically Appropriate Palliative Neuroendovascular Care

Recognize palliative care as more than pain control; extend it to management of
potentially disabling, distressing neurologic symptoms.83.84.90

Clarify the patient’s (or surrogate’s) values and goals of care.9!

Avoid assumptions about a patient’s values, preferences, or goals.92

Discuss intended aims, prospective benefits, and possible risks of a
neuroendovascular intervention with a patient or surrogate.

Explain the range of possible postprocedural outcomes to motivate transparency.

Discuss likely outcomes of no neuroendovascular intervention or alternative
interventions.

Ensure that decision making is sensitive to patient preferences, values, and goals.

Clearly document and communicate decisions to colleagues and care team members.
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CASE AND COMMENTARY: PEER-REVIEWED ARTICLE

How Should Surgeons Communicate About Palliative and Curative
Intentions, Purposes, and Outcomes?

Charles E. Binkley, MD

Abstract

How surgeons describe procedures should be accurate, precise, and
concordant with patients’ values. By focusing on intention rather than
realistic goals, terms like curative and palliative, when applied to high-
stakes operations, such as a Whipple pancreaticoduodenectomy, can be
confusing to patients. This case commentary argues that surgeons’
language choices can influence patients’ decisions and experiences.

The American Medical Association designates this journal-based CME activity for a maximum of 1 AMA PRA
Category 1 Credit™ available through the AMA Ed Hub™. Physicians should claim only the credit
commensurate with the extent of their participation in the activity.

Case

LL is a 66-year-old patient with a pancreatic head adenocarcinoma. In consultation, Dr B
recommended that LL undergo a Whipple pancreaticoduodenectomy and indicated that
his “intention in doing this procedure is to cure your cancer.” There were no
postoperative complications, and LL completed adjuvant chemotherapy. But 18 months
later, surveillance computed tomography imaging revealed a 3 cm mass in LL’s right
liver. Metastatic pancreatic cancer was confirmed by biopsy.

LL returned to see Dr B and asked why her operation wasn’t curative. Dr B explained
that most often pancreatic cancer recurs and that the operation was palliative.

Commentary

In 1978, C. Gardner Child, former chairman of surgery at the University of Michigan,
published a summary of 55 Whipple pancreaticoduodenectomies (PDs) he had
performed from 1960 to 1978, mostly for malignancy. Child observed that the operation
was “primarily a palliative surgical procedure.”t More than 40 years later, the same
operation is still being referred to in many cases as palliative.2 However, the basis of the
current designation is much different than what Child meant by palliative. Given
advances in addressing major symptoms of malignancies treated by a PD, the role of
true surgical palliation is significantly limited.34 Palliative Whipple is thus a description
that should be used with precision, as imprecise usage can compromise patient
autonomy, informed consent, and physician truthfulness.
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PD as Palliative

Currently, PD is most commonly performed to treat periampullary malignancies of the
head and neck of the pancreas, distal common bile duct, ampulla of Vater, and
duodenum. These malighancies share common symptoms and an overall poor
prognosis.5 Tumors in this region cause biliary obstruction in over 80% of patients,
gastric outlet or duodenal obstruction in 10% to 25% of patients, and severe pain in
80% of patients.46.7.89 PD can effectively relieve these symptoms by removing the
obstructing tumor and restoring biliary and gastric continuity directly with the proximal
jejunum. Moreover, because these tumors characteristically infiltrate along nerves of the
celiac plexus, resection might provide some pain relief.10

Child held that, as long as there is no evidence of distant disease or tumor encasement
of vital structure, PD should be performed on patients with a periampullary malignancy.t
Although he recognized that most patients would develop recurrent disease and die
within a few months or a few years of surgery, he believed that “death from metastatic
disease is more humane than death with a painful cancer in place.”! Thus, Child was
able to accurately describe the operation he performed as palliative in that it relieved
obstructive symptoms and pain. Recognizing that overall survival was poor, Child
identified palliation as the primary justification for performing a PD.

Advances in endoscopic techniques during the 1990s made stent placement in the bile
duct to relieve biliary obstruction a routine procedure. This was followed by endoscopic
stenting of malignant obstructions in the pyloric channel and duodenum.46.7.89 At the
same time, percutaneous and endoscopic chemical splanchnicectomy and celiac plexus
block were introduced in order to relieve pain and decrease the need for opioids.11.1213
Combined, these 3 minimally invasive procedures have largely supplanted PD in
providing palliative benefit, except in limited situations.4 Thus, indications and
contraindications justifying PD have shifted from improving symptoms to improving
Surviva|_2,10,14,15,16

Misnomers

Despite advances in surgery, neoadjuvant and adjuvant chemotherapy, and radiation
therapy, survival after PD for periampullary malignancies remains dismal.> Most of the
uncertainty about PD for periampullary malignancies, particularly for pancreatic cancer,
involves preoperative predictions about which patients are likely to experience long-term
postsurgical survival (ie, 5 years or more).17 The only current justification for most PDs is
the prospect of long-term survival, so the operation is performed by a surgeon with
curative intention. If it becomes clear that the surgeon’s intention was not realized,
either because of residual microscopic or macroscopic disease found at the cut margin
of the pancreas or actual cancer recurrence before the 5-year mark and often within the
first 2 years after surgery, the operation is described post hoc as palliative.210.14.15,16 The
term palliative Whipple therefore evolved as a post hoc description of a curative surgery
for which the original curative purpose was unrealized.210,14.15,16

Language

The language physicians use to communicate with patients is clinically and ethically
relevant,18 so ambiguous language should be eliminated when describing the Whipple
procedure or any other intervention. Confusion generated by linguistic ambiguity can
undermine patients’ self-determination and patients’ and surrogates’ decision making,
informed consent, or informed refusal.
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The word curative should be reserved for procedures for which the probable outcome is
long-term postsurgical survival. Thus, use of the term curative to describe PD misses the
mark for informed consent because it focuses on a surgeon’s intention rather than the
expected outcome.1® What is further misleading is that PD does not lead to long-term
survival in over 95% of cases.1” The American College of Surgeons specifically stipulates
that potential benefits of a proposed operation should not be “exaggerate[d].”20
Describing PD as curative arguably violates this principle. Cure is also a value-laden
term, particularly in cancer care, and patients often do not comprehend fully the details
of their surgical informed consent.21.22 As such, imprecise use of the term can confuse
patients about expected outcomes and undermine shared decision making.

Ad hoc use of the term palliative Whipple in the context of either unfavorable pathology
or recurrence in less than 5 years is also misleading. Palliative surgery should be goal-
directed with a reasonable expectation of symptom control.23 While technically the
operation may relieve biliary and gastroduodenal obstruction and potentially it might
reduce pain, this is not the goal the patient and surgeon set out to achieve. The
disconnect between goals and outcomes is particularly evident when preoperatively the
patient is either asymptomatic or has had their symptoms effectively controlled
endoscopically.20 Even if the patient were symptomatic at the time of surgery, in most
cases the patient’s symptoms could have been effectively addressed either
endoscopically or through a biliary or gastroduodenal bypass—procedures that are truly
palliative—without requiring a PD.6.7.8.9 This is not to say that the term palliative Whipple
is oxymoronic. There are instances, such as intractable bleeding, in which the only way
to relieve a patient’s symptoms is to perform a PD.14 In these instances, a PD is
performed to achieve a reasonable goal, palliation, and the term palliative Whipple
accurately describes the procedure.

In placing primacy on cure when describing PD, surgeons do not fully consider other
benefits the operation is more likely to confer (ie, prolonged survival and improved
quality of life). Using the term curative assumes the operation is all or nothing and that
patients would refuse the operation if its benefit were limited to prolonged survival or
improved quality of life. This narrow perspective unjustifiably presumes that patients
would not value noncurative outcomes and ostensibly overlooks patient autonomy and
patient-centered values and outcomes.22.24.25 Yet this criticism does not imply that
surgeons act maliciously when communicating with patients or that surgeons should
stop offering PD to eligible patients. Most surgeons performing PDs take seriously their
duty to inform patients about risks and benefits but also value “optimistic honesty”2¢ by
focusing on the positive aspects of a planned PD to the exclusion of negative aspects.26
While surgeons might intend to give a patient hope, this intention does not justify the
use of inaccurate, ambiguous, and misleading terms. Truth and optimism need not be at
odds.

In sum, | recommend abandoning the ambiguous terms curative and palliative to
describe PD. Patients should be informed of predictable outcomes and realistic goals of
PD. In personalized medicine, clinical and multiomic tumor data can aid surgeons in
more accurately predicting the benefits that PD might offer individual patients,27.28
which they can then communicate to patients and use to facilitate informed decision
making about PD based on outcomes rather than intentions. Surgeons who alter the
language they use to inform patients during consent discussions might not influence
poor prognoses for patients with periampullary malignancies, but they will likely improve
honest communication, more fully informed consent, and patient-centered care.
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MEDICAL EDUCATION: PEER-REVIEWED ARTICLE
Teaching Palliative Care in Surgical Education
Jessica H. Ballou, MD, MPH and Karen J. Brasel, MD, MPH

Abstract

Without training in how to identify and relieve pain and suffering,
surgeons miss opportunities to offer palliative services to patients.
Despite explicit calls for expanding palliative care education since the
1990s, palliative care training in surgical curricula is often limited to
end-of-life discussions. A growing consensus among palliative care
experts suggests that formal palliative care education during surgical
training should include structured communication and prognostication
tools, strategies for symptom management, and an understanding of
palliative care specialists’ role in treating patients at all disease stages.

The physician should not treat the disease but the patient who is suffering from it.
Moses Maimonides, Treatise on Asthma

Stop Avoiding Difficult Conversations

Surgical palliative care refers to efforts “to relieve physical pain and psychological,
social, and spiritual suffering while supporting the patient’s treatment goals and
respecting the patient’s racial, ethnic, religious, and cultural values.”t Surgeons have
practiced palliative care for patients for centuries. Coronary bypass, for example,
relieved chest pain before physicians fully understood its life-sustaining role.2 Although
the relief of suffering has motivated surgical developments and innovations, clinicians’
ability to communicate palliative intent to their patients has not always been a priority in
US medical and surgical education. A study of Chicago physicians in the 1960s found
that nearly 90% of clinicians surveyed preferred not to disclose a cancer diagnosis for
fear that the information would have “disturbing psychological effects.”3 Because
clinicians did not acknowledge the reality of death in terminal cases, patients and their
families were unable to receive the support they needed. To confront this history of
avoidance and integrate palliative care appropriately into surgical practice, the American
College of Surgeons released its 2005 Statement of Principles of Palliative Care,* which
states: “the tradition and heritage of surgery emphasize that the control of suffering is of
equal importance to the cure of disease [italics added].” Training to help clinicians
identify and meet their patients’ palliative needs at all stages of disease must be
robustly integrated into a system that has too long avoided or minimized them.
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Curriculum Development

The Accreditation Council for Graduate Medical Education (ACGME) and the Surgical
Council on Resident Education (SCORE) have included palliative care material and
educational requirements in residency training since the early 2000s.4 These
requirements aim to address needs of patients at all stages of disease, not just at the
end of life. 2020 ACGME requirements state: “residents must learn to communicate
with patients and families to partner with them to assess their care goals, including,
when appropriate, end-of-life goals.”s Similarly, the 2020 SCORE autodidactic module on
Geriatric Surgery and End of Life Care broadens palliative care to include (1) advance
directives and do-not-resuscitate and power of attorney orders, (2) frailty, (3) goal setting
with elderly patients and families, (4) palliative and hospice care, and (5) perioperative
management of geriatric patients.6 The American College of Surgeons also produced a
workbook for surgical residents,” and hospice and palliative care is now a recognized
subspecialty of the American Board of Surgery.8

These initiatives aimed to create a common educational foundation, but their adoption
has been inconsistent and has left many surgical trainees ill-prepared to palliate
symptoms of advanced illnesses.® Some institutions limit palliative care training to self-
instructed or classroom-based curricula, while others have dedicated multidisciplinary
palliative care rotations.10 Barriers to implementation vary but are likely limited by
institutional expertise, absence of interdisciplinary partnerships, and the misperception
that palliative care is limited to the end of life.11 As a result, data on palliative care
training’s efficacy tend to derive from single-site studies.12 Nonetheless, even one
multisite survey of surgery residents and faculty demonstrates a need for education that
is specific, practical, and appropriate because “while many residents felt that they had
appropriate clinical exposure to palliative care principles, over half of the residents felt
that their education had not been appropriate for their level of training.”13 Training in
communicating outcomes and prognoses, symptom management, and consultation
prepare clinicians to identify and address a patient’s palliative needs.

Communicating Outcomes and Prognosis

Clinicians who are unable or unwilling to discuss potential outcomes with patients or
families might unwittingly practice medicine incongruently with patients’ care goals.14
Incongruence results in unwanted procedures and generates emotional and
psychological trauma. A classic example is a frail elder who requires emergent surgical
intervention. While a procedure is technically possible, operating presents a high
likelihood of prolonged intubation, intensive care, rehabilitation, or death. Focus groups
of elders facing these scenarios reveal that maintaining independence and quality of life
are paramount values in their decision making.15

Although it is impossible to predict a patient’s course exactly, clinician experience and
prognostic tools, such as the American College of Surgeons’ NSQIP Surgical Risk
Calculator, can help facilitate potential outcome discussions.16 Regardless of prognostic
data availability, how clinicians communicate outcomes matters. For example, in one
study, patients presented with a choice between “life or death” often agreed with
aggressive treatments, even if the most likely outcome was severe disability or death.15
Nevertheless, many patients asserted that quality of life should inform medical decision
making for elderly patients.15 Eliciting goals of care and communicating potential
outcomes can be especially challenging in situations in which there is no preexisting
therapeutic relationship between a patient and surgeon. In these circumstances, best-
and worst-case scenario planning offers a framework for high-stakes discussion and
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decision making.1” Applying this framework helps clinicians identify and uphold patient
and caregiver goals of care, but it requires practice, empathy, patience, and time.

One option to address surgeon time constraints is to include surgical palliative care in
clinic settings where there can be more interaction, engagement, and discussion.
However, outpatient palliative discussions are rare in surgical training.13 Incorporating
palliative care into the clinic has its own obstacles (eg, financial compensation, resource
allocation, and clinicians’ willingness to engage), which can cause clinicians to bypass
palliative needs altogether or directly refer patients to palliative care specialists.
Recently, however, initiatives such as sending patients palliative care-based questions
prior to their clinic visits have been shown to increase the number of questions patients
ask their surgeon during the consultation.18

Current data on training residents in communication skills suggest that passive written
or oral presentations are valuable in supporting in-person role-playing, feedback, and
small-group discussion.1® When part of a palliative care curriculum, rotations with a
palliative care team or on services with a high demand for palliative care—such as
intensive care units, trauma, or surgical oncology—allow for case-based practice.
Currently, however, palliative care-specific rotations are neither mandated nor
universally offered in surgical training programs.

Symptom Management

According to Surgical Palliative Care: A Resident's Guide, comprehensive palliative care
education means cultivating comfort in managing common distressing physical and
psychological symptoms (eg, pain, dyspnea, delirium, depression, nausea, and
constipation).” Surgical trainees should also be familiar with fatigue and with
inadequate oral nutrition intake and the role of artificial nutrition in its rectification.
Although workbooks and other initiatives can improve clinician familiarity with these
symptoms and conditions, there is little consensus about how to incorporate lessons
into clinical practice.10.12

In addition to medical and pharmaceutical interventions for symptom management,
surgical palliative care training should include procedures that relieve symptoms,
minimize distress, and improve quality of life. Surgeons play central roles in
interdisciplinary approaches to advanced illness by broadening palliative options
available to patients. From removing painful spinal metastases to bypassing an
obstructive intestinal tumor, surgeons can alleviate suffering in persons with advanced
illnesses.19.20.21

Surgical residency should also include training in palliative procedures done with intent
to relieve symptoms, minimize patient distress, and improve quality of life.22 A 2002
survey of surgical oncologists noted that patient reluctance to undergo a procedure,
health insurance limitations, and lack of referrals from nonsurgical clinicians were key
barriers to surgeons offering procedures.23 Additionally, depending on patient selection,
palliative procedures can have high complication rates that might deter some surgeons
from including them in their practice.22 Measuring surgical procedural success in terms
of symptom relief and defining which patients benefit from specific interventions remain
research priorities.24
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When to Consult a Specialist

Because specialty palliative care involves learning to manage refractory symptoms and
to coordinate complex care demands, distinguishing between primary and specialty
palliative care is essential. First, this distinction acknowledges that there are not enough
palliative care specialists to address all surgical patients’ unmet needs for palliative
care. Second, surgeons are less likely than other clinicians to refer patients to palliative
care specialists, even though many patients would likely benefit.24.25 Surgeons’ reasons
for waiting too long to integrate palliative care or not integrating palliative care at all
range from a surgical rescue culture—inspired by the apparent desire to do everything
possible to maintain biological life—to concerns about error and responsibility.24 When a
surgeon’s goal should transition from cure to palliation is a source of reasonable
disagreement among reasonable clinicians, but, in all cases, a surgeon’s ability to
communicate prognoses and palliative options, manage symptoms, and identify and
meet patients’ palliative needs can significantly influence patients’ lives and the quality
of their care.
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IN THE LITERATURE: PEER-REVIEWED ARTICLE
Which Priorities Should Guide Palliative Surgical Research?
Zara Cooper, MD, MSc and Christy Cauley, MD

Abstract

Research priorities in surgical palliative care should go beyond
generating data from traditional surgical morbidity or mortality metrics.
Surgical researchers can seek to better understand care management
complexities of surgical patients with serious illnesses in order to gather
high-quality, patient-centered data; improve surgical patients’
experiences; and motivate surgical palliative care as a field.

Higher Risk for latrogenic Harm

More than 1 million patients with serious illnesses (ie, illnesses that are time limiting,
negatively influence quality of life, and involve interventions that are burdensome to
patients and families?) undergo major surgery annually.? It is widely known that palliative
care—focused on relieving pain, managing distressing symptoms, and improving quality
of life345—reduces health care costsé and promotes better patient-physician
communication.” Yet seriously ill surgical patients are less likely than other seriously ill
patients to receive palliative care.8 Two reasons for this disparity are a rescue-based
cultural bias in surgery® and an inability to accurately measure surgical palliative care
quality solely with traditional surgical metrics (eg, morbidity and mortality). We argue
here that failure to incorporate measures of seriously ill patients’ experiences10
undermines care that accords patients’ goals and exacerbates iatrogenic harm to
patients.

Palliative Surgical Research

Measuring palliative surgical quality is complex. Surgical patients with serious illness
often have competing conditions and priorities, making appropriate research outcomes
difficult to identify.” Patients with serious illness often prioritize health recovery
outcomes (eg, time at home, relationships with loved ones)1! and are unable or unwilling
to participate in research. Consequently, surgical palliative care research has used proxy
outcome measures to capture key features of patients’ experiences when direct patient
report is unavailable. For example, in a national study of Medicare beneficiaries with
advanced cancer, patients’ end-of-life care intensity and quality was measured by health
care utilization.12 Older patients who received a venting gastrostomy during their first
hospital admission for a malignant bowel obstruction had fewer readmissions, less
intensive unit care during their last 30 days of life, and greater hospice enrollment prior
to death than patients receiving medical management.12
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Data sources and analysis. Currently, national and quality program (eg, Medicare and
the American College of Surgeons National Surgical Quality Improvement Program) data
sets do not classify procedures based on surgeons’ intentions, which greatly limits
researchers’ capacity to evaluate palliative surgery efficacy. Documenting surgeons’
intentions (eg, as curative or palliative) in patients’ health records provides critical data
about surgical decision making and a procedure’s purpose so that appropriate metrics
can be used to measure surgical performance, procedural success, and quality
outcomes. Collecting longitudinal data about procedures having a palliative purpose
from data registries and billing codes and then measuring associations between
procedures and outcomes from patients’ perspectives (eg, symptom alleviation, pain
relief, postoperative quality of life13.14) and from clinical viewpoints (eg, infection, death,
prolonged hospitalization) would provide robust assessments of procedures’ quality and
value to stakeholders.

Patient-centered priorities. Outcomes that express whether and to what extent patients’
postoperative experiences accord with their values (eg, symptom alleviation, pain relief,
postoperative quality of life, time at home, relationships with loved ones) must be
prioritized in palliative surgical research. In one such study of 106 patients with
advanced incurable cancer who underwent palliative surgery (ie, to control
gastrointestinal obstruction, tumor-related symptoms, and jaundice), 90.7% reported
symptom resolution or improvement.2 Another study of surgical patients with
gynecologic malignancy found that 6 months of postoperative palliative care from
advanced practice nurses resulted in patients experiencing less distress and better
quality of life.15 Other metrics of quality outcomes from patients’ perspective include
improvements in physical and psychological outcomes, functional independence,
disability-free survival, social well-being, and numbers of days at home.1316.17 For
example, patients with symptomatic incurable cancer who received home-based
postoperative palliative support had 5.5 more days at home in the last 2 months of their
lives.18 Other researchers have evaluated quality in terms of patients’ postoperative
recovery (eg, duration of postoperative mechanical ventilation, intensive care unit stay,
and inpatient status in the last 6 months of their lives).19

Communication. Communication between surgeons and patients with serious illness
should be regarded as a palliative surgery quality research priority,1° since linguistic and
cultural differences between patients and clinicians can influence patients’
experiences.20 Clinicians’ clear communication about patients’ prognosis, underlying
illness, and changes in health states is foundational to establishing and nourishing
relationships, disclosing possible benefits and risks, promoting patients’ or surrogates’
informed consent to or informed refusal of procedures, and affirming clinicians’ ongoing
support of patients and their loved ones.2122 Communication is just one feature of
surgeons’, patients’, or surrogates’ understanding23 that inform shared decision making
about palliative surgical interventions. Little is known, for example, about how surgical
patients with serious illnesses evaluate trade-offs (eg, between quality of life and
survival duration). An abundance of literature evaluates improving communication
interactions and improving documentation about advanced care planning,24.25.26 put
patients’ or surrogates’ family perceptions about communication quality have been
neglected.

The American College of Surgeons Geriatric Surgery Verification Quality Improvement

Program to improve elders’ surgical care requires that preoperative documentation
include a patient’s quotation about their overall health goals and goals of surgery and a
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surgeon’s description of how a surgical care plan is informed by the quoted goals.2?
Measuring adherence to this practice standard will help assess perioperative
communication and palliative surgical quality and help motivate goal-concordant care.
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AMA CODE SAYS
AMA Code of Medical Ethics’ Opinions Related to Palliative Surgical Care
Shreya Budhiraja

Abstract

The AMA Code of Medical Ethics offers guidance on the significance of
palliative surgical care in Opinion 5.6, “Sedation to Unconsciousness in
End-of-Life Care,” and Opinion 5.5, “Medically Ineffective Interventions.”
The American Medical Association’s House of Delegates policies further
outline ways in which physicians should navigate palliative care
intervention through spreading awareness of and advancing research on
palliative care and improving reimbursement practices. This article
defines palliative care, examines the risks associated with palliative
surgery, and discusses AMA Code guidance.

Introduction

Roughly 12.5% of all surgeries are palliative.1 Palliative surgery aims to alleviate
psychological, physical, emotional, and spiritual suffering of patients. Palliative surgical
risks illuminate the importance of ethical questions about the nature and scope of
palliation’s role in a care plan and how to balance respect for patient autonomy and
physicians’ duties to uphold the principles of beneficence and nonmaleficence.
American Medical Association (AMA) Code of Medical Ethics’ opinions recognize the
significance of palliative care. AMA House policies, which support AMA opinions, also
describe physicians’ role in motivating palliative approaches to practice.

Defining Palliative Care

Ideally, patients, their loved ones, and clinicians share understandings of what palliative
care means. To be clear, noncurative surgical interventions aim to prevent symptoms in
asymptomatic patients (eg, preventive mastectomy); palliative surgery aims not to cure
but to relieve symptoms in symptomatic patients. Palliation can occur alongside
recovery and is not just reserved for patients at the end of life.

End-of-Life Palliative Care

The AMA Code recognizes death as a risk of palliative surgery, especially in patients with
late-stage cancer. Opinion 5.6, “Sedation to Unconsciousness in End-of-Life Care,”
states that a “duty to relieve pain and suffering is central to the physician’s role as
healer and is an obligation physicians have to their patients.”2 The AMA Code also
emphasizes a physician’s duty to “balance obligations to respect patient autonomy and
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not to abandon the patient with obligations to be compassionate, yet candid, and to
preserve the integrity of medical judgment” when dealing with palliative care requests.3
In the case of palliation, it is important to note that a palliative intervention is not futile,
as the “meaning of the term ‘futile’ depends on the values and goals of a particular
patient in specific clinical circumstances.”3

Roles of Physicians

The AMA House of Delegates “support[s] efforts to clarify coding guidance or
development of codes to capture ‘comfort care,” ‘end-of-life care,” and ‘hospice care’” in
house policy H-70.915, “Good Palliative Care.”4 House policy H-70.915 also recognizes
some clinicians’ lack of awareness of palliative care in encouraging clinician education
programs. One study found that some surgeons believe palliative care is “irrelevant to
quality of life or symptom relief.”s Such bias might reflect inadequate training, as one
study, for example, noted that 76.1% of colorectal surgeons received no formal training
in palliative care.® AMA House of Delegates policies recognize the significance of
palliative care in all clinical specialties, stating that “all physicians [should] become
skilled in palliative medicine” and encouraging “education programs for all appropriate
health care professionals, and the public.”4 The AMA Code further supports “consult[ing]
with a multi-disciplinary team (if available), including an expert in the field of palliative
care, to ensure that symptom-specific interventions have been sufficiently employed.”?

Palliative Practice

The AMA Code guidance on informed consent to palliative surgery suggests the
importance of making patients aware of consequences of inappropriate treatment.
Opinion 5.5, “Medically Ineffective Interventions,” urges physicians to “discuss with the
patient the individual’s goals for care, including desired quality of life, and seek to clarify
misunderstandings.”3 The AMA Code also recommends including a patient’s surrogate in
conversations “even when the patient retains decision-making capacity” in case the
patient loses capacity.3

AMA House of Delegates policies also encourage “research in the field of palliative
medicine to improve treatment of unpleasant symptoms that affect quality of life for
patients” and “research into the needs of dying patients and how the care system could
better serve them.”4 One example could be “examining the degree to which palliative
care reduces the requests for euthanasia or assisted suicide.”” With research shedding
light on how palliation can be “integrated into the overall provision of care and
services,”8 House policy H-140.966, “Decisions Near the End of Life,” endorses efforts
to improve palliative practice.” House policy H-70.915 also urges more palliative care
reimbursement, promotes “coordination and continuity of care, ‘maintenance’ level
services, counseling for patient and family, use of multidisciplinary teams, and effective
palliation of symptoms.”4 The policy looks to extend reimbursement for physicians’
“prolonged time spent on patients’ care outside of the face-to-face encounter in non-
hospital settings.”4

Physical, emotional, psychological, and spiritual benefits of palliative care are
recognized in both AMA Code of Medical Ethics’ opinions and AMA House of Delegates
policies that can be used to guide physicians’ incorporation of palliative care into their
practices.
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MEDICINE AND SOCIETY: PEER-REVIEWED ARTICLE
Where's the Value in Preoperative Covenants Between Surgeons and

Patients?
Robert Ledbetter and Buddy Marterre, MD, MDiv

Abstract

Values, preferences, and goals all affect patient autonomy. Their
meanings are often conflated, so this article clarifies them and also
distinguishes between hope and wish. Ethical investigation of
preoperative and postoperative clinician-family communication in
surgical intensive care units is needed to help mitigate value-
incongruent, nonbeneficial operations and postoperative treatments as
clinical scenarios unfold.

The American Medical Association designates this journal-based CME activity for a maximum of 1 AMA PRA
Category 1 Credit™ available through the AMA Ed Hub™. Physicians should claim only the credit
commensurate with the extent of their participation in the activity.

Communication as Covenant

Patients value having a sense of purpose, functional independence, meaningful
interactions with family, spirituality, and avoiding burdening their loved ones.1.2.3.4.5
Surgeons are often more technique-oriented than people-oriented “fixers”é.7.8 who feel
an intense sense of duty to their patients®10 and strive for technical excellence.11
Preoperative communication in high-risk surgical scenarios has been described as a
kind of covenant,12 with patients (and perhaps their loved ones) often assuming that a
surgeon can fix any ailment and respond to complications13.14 and with surgeons
assuming that patients agree to any postoperative surgical intensive care unit (SICU)
interventions.>15.16.17 This article considers how continuing to see patient-surgeon
communication as a covenant requires deeper ethical investigation into both surgeons’
and patients’ assumptions and into sources of dissonance between surgeons’ and
patients’ values and goals.

The Nature of the Covenant

In his memoir, Do No Harm: Stories of Life, Death, and Brain Surgery, British
neurosurgeon Henry Marsh states: “‘informed consent’ sounds so easy in principle—the
surgeon explains the ... risks and benefits, and the calm and rational patient decides
what he or she wants—just like ... choosing from the vast array of toothbrushes on offer.”
He continues: “The reality is very different. Patients are both terrified and ignorant ...
[and] will try to overcome their fear by investing the surgeon with superhuman

abilities.”18 Here Marsh contrasts evidence-based reasoning, which he attributes only to
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surgeons, and a fear-based approach to decisions, which he attributes to patients.
Marsh’s characterization of surgeons as reasonable and patients as emotional might be
too stark a contrast. Regardless, one ethical upshot is that, in most clinical encounters,
information exchange in patient-surgeon communication is value laden on both sides
and that the transformational potential of those values must be richly contextualized?® if
informed consent is to be a process that expresses a surgeon’s respect for a patient’s
autonomy20 and through which the covenantal nature of patient-surgeon communication
can be upheld.

Keeping the Covenant

The actual process of respecting patient autonomy is messier than clinicians would
like,20 devoid of neat risk calculations or tidy formulas for approaching clinician-patient
communication,2! particularly when medical-surgical care pathway preferences are
overshadowed by the enormous influence that existential fear has on human behavior
and decision making.22 The high clinical and ethical stakes of postoperative SICU
settings can intensify conscious and subconscious fears—of surgeons as well as
families—regarding the implementation or foregoing of life-sustaining interventions and
magnify the critical, life-or-death nature of these decisions.222 When patients’ loved
ones look to withdraw life-extending interventions, prioritize patients’ comfort, or
emphasize making their death as peaceful as possible, a surgeon might be reluctant to
acquiesce.89.1322|n such cases, it is critical for surgeons to clearly distinguish between
their own and their particular patient’s values, preferences, and goals.23 The following
working definitions can be helpful:

e Values can be understood as stable, fundamental meaning-based concepts (eg,
ethical, aesthetic, spiritual) that have broad control over moral agents’ (eg,
surgeons’, patients’, patients’ loved ones’) motivations223 and actions.

e Preferences can be understood as informed by values and as expressing moral
agents’ inclinations to prioritize one circumstance-specific course of action over
another.

e (Goals can be understood as the objects, aims, or desired results that direct
moral agents’ preferred courses of action.2 Importantly, some goals are feasible,
others are not.

In informed consent and all perioperative communication for surgical and palliative care,
clarifying the suffering that patients are willing to endure for the possibility of achieving
their goals24 is key to success, since many patients prefer their dying process not to be
prolonged, especially if other values (ie, self-sufficiency, dignity, enjoyment, or comfort)
are compromised.2:3:4.25

Falling Short

Physician and health care analyst David Eddy first applied a mathematical model to
health decision making and concluded that 2 fundamental factors are (1) thoughtful
analysis of evidence and (2) value judgments about risks and benefits of medical or
surgical courses of action.2627 Acceptable trade-offs (eg, willingness to extend life with
specific procedures that will clearly diminish the quality of one’s remaining time) and
unacceptable burdens24.25 are also key features of informed consent and should be
clarified, particularly when mortality risk is significant. Patients and their families value
clear, compassionate communication that focuses on patients’ preferences, goals, and
values, as well as patient care that promotes comfort, dignity, and preservation of
personhood.25.28 Yet, both preoperatively and postoperatively, surgeon-patient-family
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discussion is frequently inadequate for imagining end-of-life scenarios, much less for
eliciting patients’ values about meaning in life or how they might prefer to die.29:30
Physicians regularly fail to consider what matters most to patients. Even though
spirituality is a highly prevalent value that becomes more pressing near the end of
life,31.32 gpiritual concerns are rarely addressed by clinicians when patients are in a
critical condition.30.33 Moreover, when surrogates initiate religious or spiritual
discussions in the ICU, the topic is frequently buried by clinicians, who might redirect
conversations to medical considerations.33

Well-meaning surgeons might mistakenly believe that when they lay out treatment
options along with intervention-associated risk predictions they are respecting patient
autonomy.34 This type of “independent informed choice,”35:36.37 however, is seldom
beneficent, nonmaleficent, or patient centered.38 As Ezekiel Emanuel and Linda
Emanuel explain: “Freedom and control over medical decisions alone do not constitute
patient autonomy.”35 True autonomy requires critical introspection on one’s values prior
to exercising one’s freedom to act on those values.35 Furthermore, as Daniela Lamas
and Lisa Rosenbaum note: “Patients may be asked to choose from a bewildering array
of medical options.”37 Paradoxically, although freedom and autonomy might be logically
thought to promote greater well-being, psychologist Barry Schwartz reminds us that such
“choice overload” frequently does not lead to empowerment and emotional health, but
rather to greater distress.3° In a recent and novel study undertaken by Leslie
Scheunemann et al, family conferences rarely generated value-centered
recommendations and fewer than half contained discussion of prolonged physical,
cognitive, or emotional impairment among seriously ill patients.2° Soliciting appropriate
surrogates’ substituted judgment4041 during family meetings can relieve survivors’ guilt,
anxiety, depression, and posttraumatic stress4243 and mitigate complex grief,4445 but
substituted judgment conversations happened in only 13.5% of meetings that
Scheunemann and colleagues analyzed.2®

Values, preferences, and feasible goals—understood by all parties in the context of
either acceptable trade-offs or unacceptable levels of suffering24.25—are needed for
substituted judgment and shared decision making2346 and are key to generating
preoperative covenants and maintaining ongoing, collaborative postoperative
communication in SICU settings as clinical scenarios unfold.2:30.47

Hope and Wish

As previously discussed, assumptions should be articulated and explicitly addressed in
patient-surgeon communication; deeply held attitudes and beliefs about uncertain
futures should, too. Surveyed cancer surgeons reported their most common ethical
strivings were “providing patients with honest information without destroying hope” and
“preserving patient choice.”48 Withholding honest (if not accurate) prognostic estimates,
however, can deprive families of much-needed context and thwart planning, preventing
families from focusing on what matters most to their loved one. Accuracy and realism
are key features of trustworthy professionalism.49.50 In one study, 93% of 179
interviewed surrogate decision makers “felt that avoiding discussions about prognosis is
an unacceptable way to maintain hope.”51 Honest prognostic estimates also allow
families a space for meaningful communication4> (eg, saying goodbye and expressing
love, gratitude, and forgiveness).52 Because hope and wish—like values, preferences,
and goals—are commonly conflated concepts that are often used to describe the value-
laden future orientations and expectations of surgeons, patients, and their loved ones,
another set of working definitions could help facilitate clear, covenantal communication.
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e Hope is a positive, empowering, transcendent attitude, which reveals the
underpinnings of deep-meaning construction that are based on acceptance
of realistic prognostication,32.53.54.55 no matter how foreboding.

o Wishes are distinctly more anxiety oriented and reality denying than hope, as
they derive from imagined unrealistic outcomes or outcomes for which no
feasible pathway exists.32

False hopes—such as patients’ belief that if they die from surgery, they will do so
peacefully in the operating room5é or beliefs that death itself can somehow be
defeated—are therefore better termed wishes. False beliefs and fantastical wishes>7 are
commonly encountered in end-of-life scenarios—among both families®8 and
surgeons®:12,13,16,59,60,61—gnd might upend ethical collaborative communication
processes,57 particularly when grieving family members (and surgeons?) are asked to
assess health information with realism and offer accurate preference-based substituted
judgments.62:63.64 True hope, paradoxically, is not outcome based, but rather transcends
outcomes, as it is the meaning-based substratum of one’s goals.32:53.55 Ag Balfour
Mount, the father of palliative care states:

Hope is not the same as wishing. Hope is a perspective on reality, a point of view.... It reflects a degree of
inner peace. Hope is a child of the human spirit. It arises from an experience of personal meaning. Wishing,
however, arises from a sense of need, dissatisfaction and unrest. It reflects a sense of incompleteness.
Hope is the product of adversity transcended, wishing of adversity denied.32

A Word About Wants

We caution against clinicians inquiring about what patients want, since, in our
experience and the experience of other palliative care communication experts,®s this
word prompts many patients and surrogates to think in terms of their wishes rather than
in terms of their values, preferences, or realistic and meaningful goals. Value-congruent
decisions require reflective—rather than reactive—thinking.1.2046 Agsking patients or
surrogates whether they want surgery or want potentially value-discordant postoperative
treatments, consistent with the “independent informed choice” communication style
(what one noteworthy palliative care ethicist terms “radical autonomy”),41 can shift the
decision-making power locus toward the patient4148.65 even as it might invite the
patient’s immediate—and possibly fear-based—dichotomous decision®s rather than
support the patient’s reflection and deliberation about valuest.14.23,29,36,45,48,66,67,68 that
can be expressed in a surgeon’s patient-centered actions.

Overall, we suggest that surgeons looking to establish and nourish covenantal
communication with their patients, especially preoperatively but also in SICU settings, do
the following: identify surrogates early; clearly explain to surrogates what substituted
judgment is and promote it by eliciting and helping to clarify patient values and
preferences with all 3 parties; and articulate value-congruent care pathway
recommendations while deliberating about why alternative paths are value incongruent
or fantastical, along the lines we have suggested here. To facilitate patient-centered
surgical care and good end-of-life contingency planning, we also suggest inviting
patients and their surrogates to imagine and articulate unacceptable levels of suffering
and possible acceptable death process scenarios before patients are incapacitated with
operative anesthesia, postoperative sedation, or delirium or before they lose the ability
to express their values in huanced terms (eg, after intubation), particularly in high-risk
cases. Creating and maintaining actionable, value-congruent, feasible, patient-focused
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action pathways is ethically and clinically necessary to making good on our covenants
with those for whom we owe duties to care.
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MEDICINE AND SOCIETY: PEER-REVIEWED ARTICLE
“Aren’t Surgery and Palliative Care Kind of Opposites?”
Myrick C. Shinall Jr, MD, PhD

Abstract

Surgery is often considered one of the most aggressive forms of medical
care. Palliative care, on the other hand, usually focuses on eliminating
aggressive forms of medical care in the name of patient comfort. This
article explores the seeming incongruity between surgery and palliative
care, conditions in which surgery and palliation coexist, and further
integration of surgery and palliation.

Glad You Asked!

When | was a general surgery chief resident, | scrubbed a concurrent case with one of
my orthopedic surgery colleagues. We chatted, discussing our postresidency plans.
When | told him that | was enrolling in a fellowship in hospice and palliative medicine, he
asked, “Aren’t surgery and palliative care kind of opposites?” This was a reasonable
question. After all, surgery is typically intensive and invasive, and palliative care typically
seeks to eliminate unwanted, ineffective, intensive, and invasive interventions. So how
to explain to my friend (and myself) that | wanted to practice surgery and palliative care?

Before addressing how palliation fits with surgery or other intensive or invasive
interventions, a few terms need clarification. Palliative is derived from a Latin word
meaning “to cloak” and refers to interventions that aim to mitigate symptoms without
curing underlying disease.! Palliative care involves alleviating suffering and improving
quality of life for patients with serious underlying diseases.2 Palliative care is a
necessary skill set for anyone caring for patients with serious illnesses, and some
physicians, like me, train and become board-certified in hospice and palliative medicine
so that we can bring expert palliation to patients whose cases are especially complex.
Expert palliation involves helping patients avoid intensive interventions that do not serve
their goals and that are accompanied by unpleasant side effects (eg, pain, fatigue, or
other demands on patients’ remaining time). Importantly, however, there is no single
definition of intensive, nor is it always the case that effective palliation means foregoing
some intensive interventions.

This opposition between palliation and surgery is not intrinsic but rather is coincidental
in situations in which palliation is most routinely deployed. Intensity describes the nature
of an intervention, specifically how it affects a patient receiving it. Palliation describes
an intervention’s aim not to cure but to reduce suffering. In short, palliation is an end,
and intensity is a means. Although the ends of surgery suggest which means are
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appropriate for achieving those ends, so do particular circumstances of a patient’s case.
Surgery and other intensive interventions are usually inappropriate means for end-of-life
palliation because there is simply not enough time for a patient to recover or to benefit.
A surgery likely to reduce suffering in a month is not useful to a patient likely to die this
week.

Intensive Palliation

End-of-life scenarios can appear deceptively simple to some clinicians, particularly if
their understanding of palliation is that it eliminates intensive therapies from a patient’s
care plan. But, in any given case, moving backward in time from the end of life to the
inception of a condition requiring palliation can confound this limited understanding.
Consider a patient who is living with, say, peripheral arterial disease that constricts his
distal leg blood flow such that walking becomes nearly impossible due to claudication. A
vascular surgeon who performs an endarterectomy or lower extremity bypass to relieve
such life-limiting claudication does not cure this patient’s underlying peripheral arterial
disease but does help him walk without pain.3 Similarly, the absence of effective
esophageal peristalsis renders a patient with achalasia miserable with dysphagia. A
surgeon who performs a Heller myotomy for this patient does not restore normal
peristalsis but helps her to swallow more comfortably.4 Neither surgery cures the
underlying disease, but both alleviate disabling symptoms and restore some function;
they are palliative surgeries and should be discussed in those terms, even if only to
augment explanation of these surgeries as treatments for these incurable diseases. The
upshot of these examples is that surgical palliation is not an oxymoron.

Although it’s true that intensive surgical intervention cannot effectively palliate in some
cases, the trick is to judge in which circumstances it will do so. As in the cases just
described, when we move further back in time from the end of life to a time when a
patient with a fatal, incurable disease (such as a malighant bowel obstruction) still has
time to live, making judgments about whether a patient will live long enough to recover
from an operation and enjoy its benefits is fraught with uncertainties—about
survivability, the possibility of life extension or risk of death hastening, and the degree to
which symptoms can be managed surgically or medically—that certainly justify the need
for fellowship-level training. Deciding whether and when to offer a palliative surgical
option also requires having good data to inform the decision® and the skill to apply that
data and to discuss possible outcomes with a patient in a given case.

Palliative Surgical Metrics

The lack of data is only one challenge in palliative surgical practice. Another is that
typical measures of success and failure in both surgery and palliative care can make it
harder to apply surgical solutions to palliative problems.® Surgical success has typically
been measured in terms of the absence of complications and their consequences,
including postoperative death. Patient-reported outcomes (eg, about symptom burden
and function) have not counted for much until recently.” Yet traditional morbidity and
mortality metrics are not well-suited to evaluate palliative surgical interventions’
success. What is more, palliative care is typically evaluated in terms of the degree to
which intensive, expensive interventions are eliminated from patients’ care plans. But
for patients like those just described, surgical palliation will increase the cost and
intensity of care. Surgery entails incursion of operating room fees, costs of postoperative
hospitalization, and payment to clinical staff. In sum, successful palliation of a terminally
ill patient will likely appear as a failure until metrics are developed, integrated into
practice, and updated to meet the needs of the field and of patients.
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Conclusion

We can now see why my orthopedic colleague’s assumption of a conflict between
palliative care and surgery was well-founded. The ways that both specialties have
conceived of their roles and what constitutes success and failure make it natural to see
them as opposites. Nevertheless, | hope to have shown here how palliation can be
surgical and intensive, even aggressive. Recognizing when surgery is the best means for
alleviating a patient’s suffering should be a major priority in both surgery and palliative

care.
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VIEWPOINT

Whoever Does Image-Guided Palliative Care Needs to Be Properly
Trained to Do So

Jay A. Requarth, MD

Abstract

Vascular and interventional radiologists (VIRs) often offer image-guided
palliative care procedures, despite having little training in clinical
medicine, let alone in palliative medicine. Informed consent tends to be
inadequate, as does postprocedure patient care. This article proposes
that VIRs who perform image-guided palliative procedures be sufficiently
trained in palliative care or that surgeons or internists subspecialized in
palliative care be sufficiently trained to provide image-guided
techniques.

Image-Guided Palliation

Although hospice and palliative medicine is a recognized subspecialty, palliative and
end-of-life care is provided by many different specialties. End-of-life and palliative care in
the United States is fragmented, expensive, and often inconsistent with the patient’s
wishes.1 In my experience, nowhere are these limitations more apparent than in the
image-guided palliative procedures provided by vascular and interventional radiologists
(VIRs), many of whom have little training in clinical medicine, let alone in palliative
medicine.2 Although historically, VIRs have championed new image-guided procedures
such as angiography, endovascular stenting, embolotherapy, and endovascular
thrombolysis, it wasn’t until these procedures were adopted by specialties like
cardiology and vascular surgery that they became mainstream. It is long past time either
for VIRs to add palliative medicine to their armamentarium or to have physicians who
provide palliative care learn VIR techniques. This article proposes that providing image-
guided palliative care by specialists, similar to how care for atherosclerotic
cardiovascular disease is provided by cardiologists, would substantially improve end-of-
life and palliative care in the United States.

What Went Wrong

Over the years, much of my practice in surgery and interventional radiology gravitated
toward palliative care procedures, and, having practiced hospice and palliative medicine
(HPM), | used my HPM knowledge nearly every day. As examples of how diverse vascular
and interventional radiological image-guided palliative procedures can be, | saw patients
with liver failure and portal hypertension referred for transjugular intrahepatic
portosystemic shunts, pelvic and bladder cancers referred for nephrostomy drain
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placement, biliary and pancreatic cancers referred for biliary drainage, and bleeding
thoracic, abdominal, and pelvic cancers referred for embolotherapy. Furthermore, when

| worked in hospice, | frequently saw patients who had undergone image-guided
palliative procedures or should have undergone image-guided palliative procedures prior
to their hospice referral.

During my decade as a surgeon working in vascular and interventional radiology, | was
finally able to see inside the field’s black box, and it was enlightening. Most, if not all,
procedures performed in vascular and interventional radiology involve image-guided
palliative care,2 which can benefit frail patients, patients with complex or hostile
anatomy, or patients with advanced malignancies. However, in my experience, image-
guided palliative procedures provided by VIRs are often painful and sometimes fail to
achieve the desired clinical endpoint.

As a now-retired hospice and palliative care specialist, surgeon, and provider of VIR
services, | also found the lack of pre- and postprocedural interactions distressing. | am
not alone. About the then-new Practice Guideline for Interventional Clinical Practice,3
one reviewer stated:

It is bad medicine to perform an invasive therapeutic procedure on a patient without
establishing the history, performing a physical examination, and developing or
confirming a treatment plan with the patient ahead of time. It is unconscionable to
perform that service and not follow the patient over time to see if it worked and if the
patient is healthy and satisfied.4

VIRs’ lack of patient interaction contributes to the public’s impression that they are not
physicians. In a 2018 survey, Heister and colleagues found that 83% of patients
identified a urologist as a physician, but only 28% identified an interventional radiologist
as a physician.> Many VIRs have lamented this problem and urged their colleagues to
become more visible by maintaining an inpatient practice, but this is not the norm.

VIR Training

As | have argued elsewhere, adding palliative care to VIR training would improve patient
care and provide VIRs with necessary clinical skills to protect their turf.26.7 Despite
recent changes in VIR training,® however, | have not seen progress toward adding
palliative care education. Indeed, one qualitative study of 16 VIR fellows found that
though they were more likely to be clinically oriented than their predecessors, 81% still
did not consider clinical care to extend beyond the periprocedural period, and fellows
who went into private practice found their clinical initiatives unsupported.®

Since VIRs refuse or are unable to provide comprehensive palliative care, perhaps one
solution is for physicians already familiar with diagnostic and palliative care to develop
skill in image-guided procedures. Radiologists do not own the X-ray part of the
electromagnetic spectrum. In fact, the transfer of image-guided procedures from VIRs to
other clinicians is common and likely benefits patients. Coronary angiography,
peripheral vascular angioplasty, dialysis access maintenance, and acute ischemic stroke
treatment were all started by—or have been championed by—VIRs. But because VIRs
failed to provide pre- and postprocedural care, skill in doing these procedures was
developed by cardiologists, vascular surgeons, nephrologists, neurosurgeons, and
neurologists.10.11,12,13,14,15 For example, between 1996 and 2007, the number of
therapeutic endovascular procedures performed by vascular surgery resident physicians
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increased from an average of 7.2 to 103.6.12 Most or all of these endovascular
procedures were at one time performed by VIRs; now, they are almost exclusively
performed by vascular surgeons and cardiologists uniquely qualified to provide the
appropriate procedure and postprocedural care until a patient’s death.

Improving VIR Practice

During informed consent, the burdens of an image-guided palliative procedure—not just
the risks and benefits—need to be reviewed with a patient and his or her family by a
skilled physician who will perform the procedure. Since quality of life should be a
significant focus, postprocedural pain should be discussed and pain management
options reviewed. Finally, discussion of a patient’s do-not-resuscitate (DNR) order, if one
exists, needs to be facilitated by the physician performing the procedure.

Informed consent. The physician has a duty to provide the patient with enough
information for a reasonable patient to make an informed consent.16.17.18 Necessary
components of informed consent include the name of the physician performing the
procedure, diagnosis, intervention options, prospective risks and benefits, prognosis
after the intervention or alternative interventions (including no intervention), chances of
success, and recovery time.16.17.18 Two informed consent cases adjudicated by state
supreme courts, but not tested by the Supreme Court of the United States, suggest
informed consent needs to be facilitated by the physician performing the procedure and
given by a patient or appropriate surrogate before any intervention.19.20 To maximize
palliative potential of an image-guided procedure, informed consent should be tailored
to a specific patient at a specific point in time.

Informed consent should not be thought of as a process in which patient and physician
set goals of care once and for all. Goals can change, and physicians need to ask about
them every time they see a patient. For example, informed consent for percutaneous
transhepatic drainage of unresectable obstructive jaundice should include informing a
patient about how long the drain will be in place; pain associated with it; the possibility
of hepatic artery injury; the need for frequent drain changes, if and when the drain can
be removed; and, most importantly, the chance that the patient’s serum bilirubin level
will fall to a point at which palliative chemotherapy can start. Furthermore, the physician
needs to understand the patient’s wishes if complications develop. As objectionable as
it might be to some physicians, there may be a day when the physician should allow the
patient to die in the procedure room if things go terribly wrong.

Pain management. Informed consent should also include pain control. Even if a
procedure is performed under general anesthesia or intravenous sedation, patients
sometimes suffer from severe pain associated with follow-up procedures, such as drain
changes. VIRs can ameliorate this pain, and they have an obligation to do so as best
they can. Even if a patient is referred for a subcutaneous infusion port-catheter, VIRs
can educate a patient about image-guided pain relief procedures, such as celiac plexus
blocks for pancreatic cancer pain, during informed consent. For all patients, and
especially for palliative care patients, if a procedure causes pain, sedation and
intravenous opiates should be offered.

In my experience, pseudoaddiction—manifest when patients complain about pain before
a procedure because they did not receive adequate pain control in prior procedural
experiences—was common in drain exchange patients. As every palliative care specialist
knows, pseudoaddiction is an iatrogenic problem caused by physicians undertreating
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severe pain.2t Often these patients are labeled as drug seekers or addicts, but they are
not. Pseudoaddicts rarely ask for a prescription for pain medications for postprocedural
pain control; they just want pain control during a procedure. Despite its importance in
clinical care and despite the high likelihood of encountering patients with
pseudoaddiction in vascular and interventional radiology, pseudoaddiction is not
referenced in otherwise excellent textbooks or in Society of Interventional Radiology
guidelines.3:22.23

DNR protocols. In my experience, VIRs often neither understand nor follow proper DNR
protocols.16 Patients are not required to suspend their DNR order before a procedure. If
significant complications occur during the procedure, a patient’s death on the
fluoroscopy table could be clinically and ethically appropriate. In my view, it is improper
for VIRs (and anesthesiologists) to refuse to perform a procedure if patients choose not
to suspend their DNR order during a procedure. In my experience, a patient’'s DNR order
is routinely revoked by an anesthesiologist before a procedure because some
anesthesiologists consider intravenous vasopressors to be a type of resuscitation. For
this reason, | usually asked patients who did not want to suspend their DNR order to let
me decide when resuscitation should stop. Obviously, this requires a significant amount
of patient-physician trust, and | felt my palliative care knowledge helped me with these
discussions. Finally, after surgery, when a patient is fully awake and can make
decisions, the physician who performed the image-guided procedure should have
another DNR discussion with the patient that includes information obtained during the
procedure. This is also an excellent time to plan follow-up and pain management.

What Palliative Patients Deserve

Image-guided palliative procedures are performed by interventional radiologists,
surgeons, pulmonologists, gastroenterologists, urologists, and other specialists, but
follow-up with patients receiving these procedures is haphazard and often erroneously
referred to interventional radiology. Many procedures non-VIRs now perform were
pioneered by VIRs and appropriated by non-VIRs when the technique was perfected and
billing problems resolved. In my experience, VIRs provide many procedures to palliative
care patients but do not offer adequate informed consent, preprocedural care, and
postprocedural care. Too often, a decision to offer image-guided palliative procedures
and postprocedural care is left up to a referring physician.

Improving palliative and end-of-life care in the United States requires either that VIRs
add palliative medicine to their training and take care of their patients before and after
the procedure or that general surgeons and internists subcertified in HPM follow the
cardiology model and learn to provide VIR skillfully. Patients deserve better than the
status quo.
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