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CLINICAL VIGNETTE

An Unforeseen, Prolonged End of Life

Shannon Bell, DO and Shelley J. Choi, MD

Case Description

A 67-year-old female with progressive multiple sclerosis (MS)
presented with altered level of conscious and increased stiffness
in her extremities. Her MS was complicated by right hemipare-
sis, neurogenic bladder with recurrent urinary tract infections,
seizure disorder, dysphagia with gastrostomy-jejunostomy (GJ)
tube and tracheostomy. She was found to have acute hypoxic
respiratory failure and septic shock due to a presumed aspira-
tion event from her GJ tube being clogged. Due to her
progressively worsening hypoxic respiratory failure and trache-
ostomy cuff leak, she underwent intubation with endotracheal
tube placement and she was admitted to the Intensive Care Unit
for further management.

Prior to this admission, the patient had two additional hospitali-
zations due to sepsis within the past six months. According to
the patient’s husband, although she was bedbound and
dependent on others for most of her activities of daily living,
she was verbal and able to meaningfully interact with her
family. She was able to breathe spontaneously via her trache-
ostomy which had been placed for pulmonary clearance.

The Palliative Care team was consulted to assist in clarifying
the patient’s goals of care and to provide caregiver support.
Overall, the patient’s husband demonstrated good prognostic
awareness and was mindful of the patient’s values and goals in
the setting of living with a chronic medical illness. Given the
patient’s recurrent hospitalizations and overall poor prognosis
without the potential for meaningful recovery, the patient’s
husband believed that the patient would consider her current
quality of life to be unacceptable. The decision was made to
transition to comfort-focused end-of-life care and the patient
underwent palliative extubation. All artificial life-prolonging
measures such as artificial nutrition and supplemental hydration
were discontinued.

Due to the severity of her respiratory failure with ventilator
dependence and reduced level of consciousness, a prognosis of
hours to short days was communicated to the patient’s family.
As time progressed, however, the patient’s respiratory status
and vital signs stabilized and it became clear that her end of life
would be more prolonged than anticipated.

The patient spent another month on comfort care before her
death in the hospital. During this dying phase, she received
comprehensive end-of-life symptom management. The Pallia-
tive Care interdisciplinary team closely followed to provide

ongoing emotional support for the husband who was caring for
the patient at the bedside daily. Witnessing each step of the
patient’s dying process, the husband shared how this un-
expected, prolonged course caused anxiety, exhaustion, and
complicated grief while allowing him the gift of time with the
patient. The Palliative Care team engaged in several discussions
with the patient’s husband during the month the patient was on
comfort care. The topics addressed included the uncertainty of
the dying process and timeline, the decisions leading up to the
transition to comfort care, and any potential suffering the
patient may have endured during her prolonged end of life.

Discussion

As physicians, we use a patient’s diagnosis, clinical course,
medical data, physical examination, and symptom assessment
to make the best predication of a patient’s prognosis. Despite
our best efforts, however, at times we either over- or
underestimate prognosis. Studies show that doctors, on average,
overestimate survival time by a factor of 5.3 and additional
studies demonstrated that the longer the relationship between a
physician and patient, the worse the accuracy in prognosti-
cating.! But what happens when we underestimate survival
time, especially in a patient who is at the end of life? What
happens when our expectation of a swift passing is inaccurate
and we are left to support a patient, family, and medical
providers during a prolonged dying process?

There are few targeted studies with limited data addressing this
topic. As palliative care physicians, we frequently encounter
complex end-of-life situations where an unexpectedly pro-
longed dying process leads to profound anticipatory grief based
on loss of control, fear, anxiety about the unknown nature of
death, and guilt surrounding the decision to transition to comfort
care among patients, families, and medical providers.

The following are considerations that guide our end-of-life care
in patients with unforeseen prolonged dying processes:

1. Reframing the expectations of family members related to
the dying process and normalizing the stress originating
from the unknown nature of death.?

2. Managing a family’s complex anticipatory grief as they
reflect on their decision to make the transition in patient’s
goals of care and treatment focus.>4



3. Supporting families in their desire to be present at the
bedside throughout their loved one’s end of life, but also
recommending the importance of self-care to minimize
caregiver burn out.

4. Managing various complex symptoms as the patient
progresses through the dying process.

5. Exploring and discussing matters related to lack of nutrition
and concerns related to potential suffering from starvation
at the end of life.

6. Minimizing artificial fluid intake via intravenous route to
prevent fluid overload leading to painful symptoms and to
avoid potential artificial prolongation of life.

7. Responding professionally and empathetically to the
patient or family’s request to hasten the dying process.>®

8. Re-evaluating a patient’s prognosis regularly and clearly
communicating new prognostic information to the family.

9. Identifying the family’s communication preference given
anticipated emotional distress related to the process.

10. Developing routine and standardized patient care to
minimize family or friend distress related to lack of control
or the unknown.” Standardization might include familiar
RN staffing, set times for rounding on the patient and for
when we call the family, routine basic care and medication
administration, and daily detailed updates for loved ones.

11. Communicating a consistent and unified plan-of-care to all
care team members and to the family.

Further consideration is also needed in supporting the medical
providers and staff who are providing ongoing care for both the
patient and family. Palliative Care’s interdisciplinary team
support for anticipatory grief and emotional and spiritual
wellness is an important key in high quality end of life care. 8°

Conclusion

There is substantial need for additional research on this topic,
which could allow medical providers to properly prepare
patients and their families for this experience as well as reflect
on their own communication and management strategies to best
optimize patient and family support. There is potential for pre-
bereavement support that would include targeted materials and
management for distress related to this unique experience. As
further investigation and research is done on prolonged end of
life, we may be able to better standardize our approach to
prognosticating as well as our accuracy. Ultimately, being able
to prepare for a prognosis that includes active management of a
patient at end of life, for potentially several weeks, will improve
our care for our dying patients and for those families that we
hold space for as they face the loss of a loved one.
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