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Abstract

Context: Optimal surgical care for older adults with life-threatening conditions, with high risk of
poor perioperative outcomes and morality in the months after surgery, should incorporate an
understanding of the patient’s treatment goals and preferences. However, little research has
explored the patient perspective of decision making and advanced care planning during an
emergency surgery episode.
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Objective: We sought to better understand older patients’ lived experience making decisions to
undergo emergency general surgery (EGS) and perceptions of perioperative advance care
planning.

Methods: Adults 265 who underwent one of seven common EGS procedures with a length of
stay >5 days at 3 Boston-area hospitals were included. Semi-structured phone interviews were
conducted 3 months post-discharge. Transcripts were reviewed and coded independently by
surgeons and palliative care physicians to identify themes.

Results: Thirty-one patients were interviewed. Patients viewed the decision for surgery as a
choice of life over death and valued prolonging life. They felt there was “no choice” but to
proceed with surgery, but reported that participation in decision making was limited due to severe
symptoms, time constraints and confused thinking. Despite recently surviving a life-threatening
illness, patients had not reconsidered their wishes for the future and preferred to avoid future
advance care planning.

Conclusion: Older patients who survived a life-threatening illness and emergency general
surgery report receiving goal-concordant care in the moment that relieved symptoms and
prolonged life but had not considered future care. Interventions to facilitate postoperative advance
care planning should be targeted to this vulnerable group of older adults.

Keywords
older adults; emergency general surgery; decision making; advance care planning

Background

Emergency general surgery (EGS) is increasingly common among older adults and has high
rates of perioperative morbidity and mortality in the first year after surgery.! Frailty and
comorbid conditions are associated with particularly poor outcomes including loss of
independence, discharge to a facility and decline in patient-reported quality of life.1~* Prior
studies in community dwelling elders suggest that older adults prioritize function over
longevity, raising concerns that likely outcomes from highly morbid major surgery may not
benefit some older patients and highlighting the need to ensure that surgery is aligned with
patient’s goals and treatment priorities. 48 Given these risks best practice guidelines for
communication with older adults about emergency surgery endorse disclosure of surgical
problems in the context of a patient’s overall prognosis, guiding a conversation about a
patient’s values related to life prolongation and quality of life.%-19 A structured framework
helps patients explore their values and encourages communication with loved ones and
clinicians about their preferences, for both in-the-moment decision making and advance care
planning.10

However, adhering to practice recommendations remains challenging. Patient-physician
relationships must be established quickly, and communication around goal-concordant care
is difficult when the onset of severe illness is sudden and unexpected.l:” Despite these
factors, there is little data on how patients experience making decisions to undergo emergent
surgery to guide such discussions and highlight opportunities for improvement. Instead,
existing literature relies on indirect measurements. Interviews with surgeons offer insight
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into surgeons’ assessment of treatment options for seriously ill patients, their prognostic
estimates of long-term survival and function, and how this internal monologue guides
discussion with the patient and family.11:12 Proxy measurements, including functional status
and independence, have been operationalized as patient-centered outcomes in clinical
registries,*13 and interviews with older adults explore their preferences for treatment and
end-of-life care in the setting of a hypothetical acute severe illness.%” However, none of
these outcomes replace the first-hand experience of patients who have survived an
intervention for an acute, life-threatening surgical diagnosis.

To address this gap, we interviewed older adults alive three months after emergency general
surgery to better understand their experience as a survivor of a life-threatening illness. Our
primary objectives were to elucidate how patients perceived in-the-moment decision making
for emergency surgery and their perceptions of advance care planning in context of their
recent life-threatening illness.

METHODS

Overview

Participants/Recruitment—\We recruited older adults who received care at one of three
Boston teaching hospitals (two tertiary and one community) between December 2018 and
August 2019. We prospectively screened hospital records to identify patients who met the
following eligibility criteria: English-speaking =65 years who underwent one of seven
common emergency general surgery procedures that make up 80% of EGS morbidity and
mortality (partial colectomy, small bowel resection, cholecystectomy, operative management
of peptic ulcer disease, lysis of peritoneal adhesions, appendectomy and laparotomy), length
of stay > 5 days discharged alive.14

Patients were contacted three months post-discharge via mail and phone and were provided
recruitment information. This study was approved by the Partners Health Care Research
Committee IRB.

Interview Guide and data collection—A semi-structured interview guide was
developed, based on literature review and clinical experience, by an acute care surgeon (ZC)
with input from an inter-disciplinary team with expertise in surgery, critical care, geriatrics,
palliative medicine, and qualitative research. The goal of the guide was to understand how
patients approach treatment decisions for acute surgical conditions, as well as probes to
assess patient experiences with advanced care planning. Semi-structured 45-minute
interviews were conducted by phone to explore the lived experience of the patient
throughout the emergency general surgical care episode, including pre-operative, peri-
operative, post-operative and post-discharge. Verbal informed consent was obtained at the
beginning of each interview. Interviews were conducted by two trained research assistants,
audio recorded and transcribed verbatim.

Following identification of eligible patients, chart review was performed to collect:
demographic information (age, gender, marital status, race/ethnicity, comorbidities) in-
hospital care (diagnosis, operation, length of stay, ICU stay), discharge destination, advance
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care planning (code status, health care proxy, proxy relationship, presence of additional
advance directive documentation (e.g. completed MOLST form- Massachusetts Order for
Life Sustaining Treatment), comorbidities and complications. Charlson comorbidity index
was calculated from comorbidities.1> Complications including any of the following most
common events as defined by the American College of Surgeons National Surgical Quality
Improvement Program: surgical site infection, pneumonia, cardiac event, urinary tract
infection, renal failure, venous thromboembolism or readmission. 16

Analysis—Interpretative phenomenological analysis (IPA) using NVivo qualitative
software (Version 12) was completed to “give voice” to the experience of participants and to
contextualize findings.17:18 A preliminary codebook was developed by two coders from
different disciplines (CS-general surgery, I'Y-palliative care), who independently coded the
interview transcripts and met regularly to review coding discrepancies. This iterative process
allowed new themes to emerge, existing themes to be refined, and consensus to be achieved
on disagreements. Sampling continued alongside refining of the codebook until thematic
saturation was reached.1%20 Following development of the codebook, members of the
multidisciplinary research team independently reviewed the codebook to assess its
credibility.21 Once the final codebook was developed, the transcripts were re-coded by the
first author (CS).

Thirty-one patients were interviewed. The average age was 73.4 years old (SD:5.5); half
(51.6%) of patients were men and half (58.1%) were married. Most (83.9%) were white and
most (61.3%) had a Charlson comorbidity score =2. The most common procedure was
laparotomy with bowel resection. The majority (81%) were discharged home. Additional
demographic and hospital course information is found in Table 1.

At admission, all patients had a code status documented by the admitting provider in the
electronic health record of “confirmed full code” or “presumed full code.” Most (61.3%)
reported they had a designated healthcare proxy at the time of admission, and 50% had a
proxy documented in the EHR. Two patients (3%) had EHR documentation of additional
advance care planning.

Decision Making (Table 2)

Patient perception of decision to have surgery—A dominant theme that emerged
was patients’ perception of having “no choice” but to have surgery. All patients expressed
that their treatment preference was to prolong life and reported that surgical intervention was
the only option or that they had not been given a decision to proceed with surgery. Patients
reflected on the severity of their condition, expressing surprise at the acuity of surgical
intervention.

Barriers to Participation in Pre-Operative Discussions—Numerous barriers limited
patients’ ability to meaningfully engage in in-depth conversations and treatment decisions.
Severe symptoms prevented patients from fully engaging and were also an accelerator for
action/intervention. Confused thinking confounded their in-the-moment decision making.
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Others were stunned by the rapid onset of illness. Patients viewed the consent process for
surgery as an affirmation of their treatment preference to prolong life and referred to the
risks of surgery as “side effects” of life-saving treatment.

Emotions associated with in-the-moment decision making—~Patients were fearful
awaiting surgery and could not recall specific people (such as the surgeon) or events.
Patients found reassurance in the words and actions of the healthcare team, but in many
cases were unable to recall meeting the surgeon, or only recalled general sentiments of a
decision-making conversation. In some cases, they expressed regret or self-blame for not
presenting for evaluation sooner.

Desired Outcome—Overall, patients viewed surgery as a success because it had
prolonged their life. Patients expressed gratitude to the entire healthcare team and a sense of
lasting trust in their surgeon.

Advance Care Planning (Table 3)

Previous Advance Care Planning—We asked patients about their treatment
preferences and attitudes about advance care planning. Patients focused on the products of
advance care planning (i.e. documentation) rather than the process of exploring their own
treatment preferences. The majority of patients had identified a family or friend who would
make decisions on their behalf. Many patients referred to this surrogate decision maker as
their health care proxy and reported having documentation reflecting this decision. Patients
felt that by identifying a substitute decision maker, they were successfully transferring
responsibility. When asked about conversations with surrogate decision makers about their
treatment goals and preferences, patients consistently focused on documentation, rather than
communicating their wishes to their surrogate. Patients reported using a variety of ACP
documents (e.g. power of attorney for health care, state forms such as Medical Orders for
Life Sustaining Treatment (MOLST)) to express their preferences and referred to these
documents in lieu of disclosing their thoughts about specific goals and wishes for the future.

Discussion of Goals of Care during Treatment Episode—When asked specifically
about discussing their goals of treatment with their healthcare team, patients reported that
they were asked to provide information for a healthcare proxy, but denied being asked about
their goals and preferences. Despite recalling no direct communication about overall health
goals, patients confirmed that the care they received was congruent with their goals and
preferences.

Future Advance Care Planning—~Patients were asked about their thoughts for future
care considering their recent experience with a life-threatening illness and major surgery.
During the interview many patients avoided discussing advance care planning or minimized
the likelihood and/or risk of a future emergency surgical procedure. However, those who
were able to consider a future life-threatening event offered general reflections on their
mortality and reported their plan to return to the same hospital in hopes of receiving the
same care and having a similar outcome.
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Discussion

In this study, we examined patients’ perception of “in-the-moment” decision making and
advance care planning in the context of an emergency surgery episode. In our cohort,
patients had two primary goals: alleviating symptoms and prolonging life. Given this
priority, they reported their belief of having no choice but to proceed with surgery. Patients
had difficulty recalling additional content in pre-operative conversations due to time
constraints, severe symptom burden and impaired cognition in the moment. When asked to
reflect on the episode three months later, patients reaffirmed the receipt of goal-concordant
care but had not considered future care nor engaged in new advance care planning.

Our findings corroborate those of Nabonzy et al. who conducted focus groups with
community dwelling seniors and asked them to consider a hypothetical choice between
emergency surgery and palliative care.” Similar to our cohort of older patients actually faced
with a similar decision, subjects in the Nabozny study considered the choice for surgery
almost entirely as binary life and death decision and did not incorporate future health states
(functional dependence, nursing home residence) in their calculus.” Our study builds upon
this prior work and underscores the importance of alleviating uncontrolled symptoms in the
choice for surgery. Best practice recommendations emphasize the “ideal” pre-operative
discussion includes dialogue on the impact of the surgical and non-surgical treatments not
only on survival, but also function, burden of care, and living situation. In our cohort,
patients were appropriately oriented to the life-limiting nature of their illness and its
causality with their current state of distress, expressed a goal of prolonging life, and
accepted the surgeon’s recommendation for surgery. Notably absent from their “in-the-
moment” thinking was the potential aftermath of surgery including physical and cognitive
decline, loss of independence or nursing home care. They reported intense affective states —
fear, pain, discomfort, confused thinking — that significantly impaired their ability to
comprehend and participate in any discussions about the technical aspects of surgery or the
impact on future health states other than life or death. With this mindset, patients rejected
the notion that they were given a choice, or that there was even a decision at hand —only one
treatment option would prolong life. They expressed implicit agreement to the surgeon’s
treatment plan that would prolong life and relieve their poorly controlled symptoms.
Unfortunately, the inability for patients to hear about future states in the most acute phase of
care creates the potential for patient-provider communication gaps during the post-operative
period, due to differing perspectives between the surgeon and patient on the extent to which
proceeding with surgery reflects patient buy-in to all associated care.®

Compounding these difficulties with high-stakes decision making are the imperfect capture
of advance directives in the EHR and patient report of limited previous experience with
advance care planning. Discrepancies between patient preferences and EHR documentation
of advance directives is an established barrier to the delivery of quality care.22 All patients in
this cohort were recorded as “presumed full or full” code, without insight into whether this
was confirmed with that patients; at least one patient reported a conflicting code status (“I
think I have a DNR.”) Only half of patients in this cohort had documentation of a surrogate
decision maker in the EHR, and conversations about future care with their intended
surrogate decision makers focused on code status discussions but avoided defining goals of
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care with respect to quality of life; very few had additional advance directives. Additionally,
patients do not recall discussing their individual health goals with their family or providers
in the post-operative setting, and when queried three months post-discharge dismissed
engaging in new ACP as irrelevant to their current health state. Unfortunately, it is very
relevant -- in the year after surgery, older adults who have undergone EGS remain at high-
risk of poor outcomes, with 30% one-year mortality and high rates of healthcare utilization
and days away from home. 2324 These poor outcomes suggest that older adults who survive
hospitalization after emergency general surgery are an extremely vulnerable population,
particularly for poor quality end-of-life-care, and are an ideal target for advance care
planning discussions.?®

The findings of this study can help clinicians understand limitations to ACP prior to surgery
and advance ACP discussions after surgery. It is important to explore patient’s overall health
goals and confirm the presence of any advance directives in the pre-operative setting, while
remaining cognizant of limitations in the acute setting. Patients may be limited in their
ability to fully participate in high-quality decision making while they are physically and
emotionally distressed. Thus, patient’s treatment goals should be revisited and confirmed
after surgery and also in the event of unexpected complications that lead to changes in health
states that may change patient priorities. Surgeons can further establish expectations
regarding recovery and explore patient health goals, thus promoting awareness about the
need for ACP and encouraging ongoing communication between patients and healthcare
providers, two behaviors which have been associated with improved rates of ACP
participation.26

Limitations

There are a few limitations to this study. First, the sample of patients interviewed is not
generalizable to all older adults facing decisions about emergency general surgery. As
enrollment targeted patients based on age and EGS procedure, the number of patients with a
potentially operative condition who did not undergo EGS is unknown. The characteristics of
this cohort are reflective of the population this hospital network serves. Further research is
essential to explore the experiences of older EGS patients from different geographic, racial,
and socioeconomic backgrounds. While our efforts give voice to a vulnerable group that has
not previously been interviewed — that of patients who have survived EGS — we were
unsuccessful in recruiting the sickest patients who died shortly after surgery or were still in
post-acute care facilities who may have reported different experiences and acknowledge the
potential for response bias among those who chose to participate; of 103 patients approached
to participate, 31 enrolled and completed interview, 5 were known to have died, 16 never
returned a call and 57 patients declined to participate; of these, 17 declined to participate due
to health concerns. For patients who had declined initially due to inconvenience or initial
health concerns, we asked for permission to perform serial follow-ups, but were only able to
re-recruit 2 patients. Finally, the consent process itself was not observed in this study and
thus we cannot address how capacity was assessed at the time of consent for our subjects nor
directly comment on the goal-elicitation process. Future studies will require additional
resources to support fieldwork to directly reach the most vulnerable patients. In addition,
recall bias is always possible when asking participants to reflect on past experience.
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Conclusion

Understanding the lived experience of older adults who have undergone emergency general
surgery gives voice to their experience and contextualizes their in-the-moment decision
making. In these emergencies preoperative conversations exploring goals of care and future
health states are limited by patients’ symptom and cognitive burdens. Surgeon-initiated
advance care planning in the post-operative period may be an effective strategy for
increasing this vulnerable population’s participation in ACP and helping prepare them for
postoperative care and future healthcare decisions.
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Key Message:

Older adults who undergo surgery for a life-threatening condition perceive “no choice”
but to have surgery, and three months post-surgery have often avoided future advance
care planning. This study is a novel exploration of the patient perspective of undergoing
high-risk surgery in an emergency situation, and its insights are imperative to assist with
decision making and advance care planning in the peri-operative period.
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Table 1.

Demographics

Cohort, N=31 | %
Age (mean[SD]) | 73.4
Sex

Female 48.4%

Male 51.6%
Married 58.1%
Race

Caucasian 83.9%
Charlson comorbidity =2 | 61.3%
Length O Stay (median [IQR]) | 8 [6-14]
Procedure

Laparotomy 58.1%

w/bowel resection 38.7%

Cholecystectomy, Laparoscopic 32.3%
Admission to Intensive Care Unit

Yes 19.4%
Discharge Disposition

Home 80.6%

Long-term acute care facility (Skilled nursing facility, rehab) 19.4%

0,

Any complication T 35.4%
Advance Care Planning
Code Status (full or presumed *full) 100%
Advance Directives

Health Care Proxy (HCP) 61.3%

Documentation of HCP 51.6%

Documentation of goals of care (Medical Order of Life-Sustaining Treatment, Power of Attorney) | 3%

Page 11

*
Options for code status in EHR include full code, presumed full code, and variations on resuscitation and intubation status, as documented by the

admitting provider

NSQIP complications: surgical site infection, pneumonia, cardiac event, urinary tract infection, renal failure, venous thromboembolism,

readmission
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Table 2.

Thinking about when you got sick with your [DIAGNOSIS], can you tell me what you were thinking when you decided to have surgery?

Patient perception of decision for surgery

No choice

“l don’t think | decided at all, I think they decided for me. | had a perforated bowel, so | was leaking into my, the rest
of my body, so that’s never a good thing.” -68YM

“Well it was, really there was no way | could not have surgery. It was something that I didn’t really get a yes or no on
because if | didn’t have surgery, | would have died.” - 75 YF

Value prolonging life

“... everybody loves life, so if it’s a chance that that wasn’t the end all and be all of my life then I would like to live.
-67YF

Barriers to participation in pre-operative decision

Acuity/emergency

“l don’t think anything, as | said it happened, by the time they operated it was I think midnight or close to it and we
had to move fast | guess, so | don’t think there was anything different they could have done.” -80YM

Symptom burden

“I had no choice, | was in constant pain with my stomach not able to move my bowels... and nothing helped me...And
so they put an NG [naso-gastric] tube in, probably the worst thing 1’ve ever experienced in my life.” -65YF

Confusion

“... between the time | got to the emergency ward and the time that | decided to have the surgery, | wasn’t thinking too
clearly. I was in kinda a fog. Uh a young man, a doctor as far as | know, he sat down with me and went over all of the
possible side effects that-that could occur because of this surgery... you know | had a serious problem uh that-that the
staff was recommending have the surgery and even though the side effects they described sounded pretty bad, | decided
to go ahead with it anyway.” -78YM

Emotions associated wi

ith in-the-moment decision making

Regret “l wish | had gone to hospital sooner when | would start having cramps because | was having cramps for about a week
before | ever went to the hospital. Maybe if | had gone to the hospital sooner about the cramps | was having and
problem about not having a bowel movement then maybe it wouldn’t have happened that way. So | think partly, part of
it was probably my own fault for not going sooner.” - 75YF

Fear “Cause | was scared to go to go um under and through all that stuff again, but um like I said, the doctor, | don’t

remember his name, but he was awesome, he came in and talked to me and I cried and cried, and he talked to me and |
cried and cried, and he told me not to worry cause you know he’d do everything, that you know, I’m in the best place,
which | believe, it’s true.” -68YF

Desired outcome

“] just wanted it fixed and they fixed it.” -66YM
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Table 3.

Sometimes patients are too sick to let their care team know their treatment preferences when they are hospitalized. Before surgery, what did you
have in place to let your family know the type of care you would want if you became too sick to speak for yourself?

Previous advance care planning

Documentation of ACP

“I have a living will, everything is spelled out, signed legally, from a lawyer, so it’s all very
clear.” -76YM

Transfer of responsibility to surrogate
decision maker

“My daughter has all the rights to say yes or no. | took care of her when she was a child, she
takes care of me now.” -84 YF

During the treatment episode

No recollection of review of goals of care

“I mean | think | have a DNR, | have a health care proxy. But my husband said [these
documents] really wasn’t discussed.” -65YF

Future advance care planning

Reflections on mortality

“So, it was emergency, you know it wasn’t planned, and it wasn’t uh it wasn’t welcomed except
that it kept me from dying so that’s a really good thing [laughs]. When you reach our age, you
know you bury parents, you frequently bury you know sibling, you you’ve you know you’ve
buried friends, you’ve experienced medical crisis among your relative and friend circles. These
are conversations that my generation has, | think.” -69YF

Avoidance of future

“Oh god I don’t even want to contemplate the possibility. | have no idea.” -83YF
“l don’t want to think about it. I’ve had three surgeries, believe me 1 don’t think | would survive
another one, but hopefully | won’t need one.” -85YF
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