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The purpose of this investigation is to describe how
hospitalized palliative care patients respond to the
question “What bothers you the most?” at the time of
initial consultation. A retrospective descriptive content
analysis of first person responses routinely recorded
during initial interview (n = 286) was carried out.
Responses were grouped in 7 major categories: physical
distress (44%); emotional, spiritual, existential, or non-
specific distress (16%); relationships (15%); concerns
about the dying process and death (15%); loss of func-
tion and normalcy (12%); distress about location (11%);

and distress with medical providers or treatment (9%).
Fifteen percent of responses were unable to be reliably
categorized. Although many of our patients were not
able to answer open-ended questions because of illness,
those who did shared a wide range of concerns that
provided a starting point for clinical prioritization.
Further research into the use of such simple questions
at time of initial consultation is warranted.
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Ithough there have been significant advances

in medical science and technology over the

past 50 years, there are inevitably seriously ill
patients for whom cure is unlikely. The field of pal-
liative care offers such patients symptom-guided
treatment, either as the sole focus of care or as an
adjunct to disease-driven management. The avail-
ability of skilled palliative care services is now felt to
be an important part of health care.' Palliative care
consultation services exist in both the inpatient and
the outpatient medical settings to provide expertise
in ameliorating symptoms for all seriously ill
patients, including but not limited to those near the
end of life. Often, a consultant’s recommendations
address refractory pain, dyspnea, nausea, and other
forms of physical distress. It is frequently assumed
that the relief of such symptoms is the seriously ill
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patient’s first priority. However, it has been previously
noted that psychological, spiritual, or social concerns
can also be very distressing for such patients and
their families.*”

Previous studies have sought to more accurately
define the concerns of seriously ill outpatients.
Open-ended interviews, surveys, and focus groups
comprised of outpatients have identified multiple
areas of concern: physical symptom management;
avoiding needless prolongation of dying; having a
sense of control over the dying process, including
involvement in treatment decisions; relieving bur-
den on loved ones; strengthening interpersonal rela-
tionships; psychological, spiritual, and practical
preparations for death; remaining mentally alert;
achieving a sense of completion; helping others
achieve spiritual peace; being treated as a “whole
person”; and contributing to others.*” To our knowl-
edge, however, no data have been published that
used a single open-ended question to determine the
particular prioritized concerns of inpatients seen by
a palliative care consult service. In this article, we
examine patient responses to the question “What
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bothers you the most?” when asked as part of an
initial palliative care consultation interview.

Methods

Setting

The University of Rochester Medical Center
(URMC) is a 750-bed tertiary-care facility in upstate
New York, which since 2001 has had a multidisci-
plinary palliative care consultation service. This
service had an average annual patient volume of 300
during the 2 years of this study. During that same
period, the palliative care team comprised of pallia-
tive care-certified attending physicians and 1 board-
certified nurse practitioner with extensive experi-
ence in palliative care; the team has since added a
second nurse practitioner. Geriatric medicine fel-
lows and second-year internal medicine residents
spent 4 and 2 weeks on service, respectively, and
occasionally medical students spent time with the
team as an elective. Initial consultations and intake
forms can be completed by any member of the team.

Data Collection

Following institutional review board approval, a retro-
spective descriptive content analysis was conducted on
patients’ responses to the question “What bothers you
the most?,” which is asked to all patients at initial con-
sultation and recorded on a 4-page intake form. Other
information recorded on the intake form includes
present illness, past medical history, medications,
symptoms, family and social history, advance direc-
tives, performance status, and decision-making capac-
ity. The question “What bothers you the most?” is
asked early in the intake interview, and clinicians are
instructed to record the patient’s verbatim response in
the space provided. This analysis was performed in
parallel with an analysis of patients’ responses to the
question “What is most important for you to achieve?,”
which has been described in a separate paper.®

Analysis

Patient responses were first independently categorized
by 4 of the investigators based on descriptive content,
creating preliminary categories in which to group
the responses. The authors then met to assess the com-
monality of their categories and groupings. A working
list of 23 categories was created from those initially
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defined by the individual researchers. The data sets
were reviewed again by each author and independently
recategorized using the new working list of categories.
This iterative analytic process of reexamination and
recategorization was repeated 3 times, until a common
categorization was achieved for the majority of
responses resulting in a final 8 categories. A miscella-
neous category was created to include patient responses
that were unanimously judged to be so ambiguous as to
prohibit accurate categorization.

Results

Upon review of the 547 initial consults done during
2002 to 2003, 322 consults had responses recorded
for the question “What bothers you the most?” and
225 consults had no responses. Four of the study
authors (MS, TQ, SN, YS) unanimously concluded
that 96 of the 322 recorded responses did not reflect
the patient’s actual response to the study question; the
majority of such responses reflected the views of
the patient’s family or hospital staff (“He is in a lot
of pain”). This left 286 usable first person patient
responses, stemming from 226 consults as many
patients gave more than 1 answer to the study ques-
tion. The demographics of both included and
excluded patients are recorded in Table 1. Overall,
advanced malignancy was the most common diagno-
sis, followed by congestive heart failure. There was
no significant difference between included and
excluded patients with respect to age, race, gender,
or marital status. Excluded patients tended to have
lower palliative care performance status, less capac-
ity for decision-making, and were more likely to die
during the index hospitalization. Categories and fre-
quencies of patients’ responses are shown in Table 2.
It was identified by 44% of patients that physical
distress bothered them the most at the time of ini-
tial consultation. This category included any physi-
cal symptoms, such as pain (“The pain, I am always
in pain”), dyspnea (“My breathing”), anorexia (“No
appetite”), or parasthesias (“My legs are numb”).
Emotional, spiritual, existential, or nonspecific
distress was named by 16% of patients as their most
bothersome concern. Many patients specified emo-
tional suffering such as depression (“Depression;
runs in the family you know”), hopelessness (“I have
nothing to hope for”), frustration (“I'm over-
whelmed”), or loneliness (“I don’t want to be left
alone”). Also included in this category was distress
related to a belief in God or an afterlife (“Not being
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Table 1.

Patients Receiving Palliative Care Consultation 2002-2003*

Variable Total Group
547
Study Sample Excluded
Total No. of Patient Consults n=226 n =321 P Value®
Age, y, mean (SD) 65.08 (14.73) 66.19 (16.38) 416
Race .288
White 81% 76%
Black 15% 17%
Other 4% 5%
Gender (% male) 50 52.3 .590
Marital status 310
Married/partnered 55% 53%
Divorced/single 21% 22%
Widowed 20% 19%
Other 4% 6%
Main diagnoses .004
Cancer 61% 47%
Congestive heart failure 13% 14%
COPD 5% 6%
ESLD 5% 3%
ESRD 3% 2%
CVA 2% 1%
HIV/AIDS 2% 7%
MOSF 1% 7%
Other 8% 13%
Palliative care performance status 45.51(14.81) 29(18.24) <.001
Cognitive capacity for decision-making <.001
Full capacity 73% 26%
Partial capacity 12% 10%
Incapacitated 6% 40%
Not recorded 10% 24%
Death or discharge .038
Death in hospital® 36% 55%
Home with services® 31% 22%
Skilled nursing facility 14% 10%
Other 19% 14%

NOTE: COPD = chronic obstructive pulmonary disease; ESLD = end-stage liver disease; ESRD = end-stage renal disease; CVA = cerebrovas-
cular accident; HIV = human immunodeficiency virus; AIDS = acquired immunodeficiency syndrome; MOSF = multiorgan system failure.
a. t test for continuous variables, chi-square tests for nominal variables, and Mann-Whitney U test for the ordinal variable (capacity).

b. Including deaths in inpatient hospice.

c. Including hospice, palliative care, and other home health services.

baptized. 1 have found the Lord”), as well as exis-
tential suffering (“What is the point of all this?” or “I
don’t want to believe all of this is happening”). More
enigmatic responses were included in this category
as long as they conveyed a sense of suffering not
physical in nature (“I feel like I'm being a sissy”).
Interpersonal relationships, mostly with family,
were the major concern for 15% of patients. The
majority of patients in this category felt that they
were too much of a burden on their loved ones (“I
don’t want to interfere with my children’s lives. I

don’t want to do this to them”), or that their family
or friends would have to make difficult decisions on
their behalf (“My kids are having a hard time with
the decisions”). Others were bothered most by miss-
ing important family activities or milestones (“I am
missing watching my granddaughter grow up”).
Several patients were bothered most by the prospect
of being permanently separated from loved ones by
death (“I am going to leave all the people I love
behind” or “My grandchildren . . .my family . . .
I don’t want to leave them”).
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Table 2. Categories and Frequencies of Initial
Patient Responses
Physical distress 44%
Emotional, spiritual, existential, or 16%
nonspecific distress
Relationships 15%
Concerns about the dying process and death 15%
Loss of function and normalcy 12%
Distress about location 11%
Distress with medical providers and/or treatments 9%
Miscellaneous 15%

Fifteen percent of patients had concerns about
the dying process and death, which included a fear
of future physical suffering (“I am very afraid of not
being able to catch my breath” or “I don’t want to be
in a lot of pain”). A few patients professed a sense of
not having enough time to do important things (“I
need to get back to my business. I only need a
week”). A small number of patients wanted death to
occur soon (“I just want to get this over with”) and
rapidly (“I want to die quickly when I die”) or felt the
dying process was taking too long (“I know I'm
dying. I just hope it doesn’t take too long”).

It was reported by 12% of patients that loss of
function and normalcy bothered them the most.
Inability to eat was a prominent complaint (“I can’t
eat”). Other patients regretted that their illness
made their career physically impossible (“I can't get
out to do my ministry work”). Still others mourned
the loss of otherwise routine activities that repre-
sented their life before illness (“Not being able to
walk outside and sit in the sunshine” or “I can’t do
the stuff I like because I can’t breathe” or “I want to
be able to use my hands, my feet”). Some lamented
their inability to control basic bodily functions
(“Having to wear a diaper”).

Distress about location was the primary concern
for 11% of the patients. Most of these patients were
bothered most by not being at home (“Being here. I
feel trapped. I just want to go home”), being unable
to leave the hospital (“Being here for so long; I want
to be outside”), or being unable to go to a preferred
part of the country (“Not being down in Florida”).

Distress with medical providers or treatment was
expressed by 9% of the patients. This distress
stemmed from specific issues regarding medications
(“T don’t like to be sleepy”), as well as from unsatis-
factory relationships with medical staff (“All these
different doctors” or “I don’t want so many people
bothering me”).
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Fifteen percent of responses were grouped as
miscellaneous. This category comprised responses
that could not be unanimously assigned to a cate-
gory, patients who answered “nothing” to the study
question or those few patients whose major concern
involved financial matters.

Discussion

The simple question “What bothers you the most?”
when asked in the context of an initial interview was
able to unearth a wide variety of patient concerns.
Although 44% expressed concerns about current
physical suffering (“The pain; I'm always in pain”),
the majority of patients had 1 or more concerns that
were nonphysical in nature and would be difficult for
clinicians to predict or prioritize in advance.
Emotional, spiritual, and existential distress, as well
as relationships, disability, and location of care fig-
ured prominently in patient responses. These findings
are similar to what participants in previous more sys-
tematic studies have identified as important issues in
care of the dying.*” This simple question was well
received by patients, and even though only 41% of
patients had a first-person answer recorded, those
answers were key to a patient-centered prioritization
of problems and hopes. Furthermore, patients and
their families were often impressed by the humanis-
tic, personal concern implied in the question.

Our patient population comprised severely ill
inpatients with poor functional status, varying levels
of cognitive capacity, and high in-hospital death
rates. This group has not been well described in pre-
vious studies regarding patient concerns and priori-
ties. Despite the severity of their illnesses, 41% were
still able to provide cogent answers to the study
question. This is a relatively high yield for a simple
question asked by multiple providers of varying skill
levels using a semi-structured interview format, and
demonstrates the potential usefulness of the ques-
tion in this population. The value of this interven-
tion is predictably more questionable in patients
with poor cognition, and there was a statistically sig-
nificant difference in cognitive capacity between
patients with usable first-person responses versus
those with no recorded response.

There are several major limitations to this study. A
high percentage of the palliative care consults had to
be excluded from analysis because the answer to
“What bothers you the most?” was left blank on the
initial consultation form. Another 17% of the consults
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were excluded from analysis because the recorded
answer did not seem to represent the patient’s own
voice. This gap in recording could be attributable to
differences between the data collectors, as they varied
widely in training and experience. Although all were
instructed at the beginning of their rotation in how to
ask and record patient responses, we do not know
with certainty if the unusable responses were because
the patient could not respond or if the response sim-
ply was not adequately recorded.

The fact that so many patients had to be excluded
from the study draws into question the generaliz-
ability of our results to other patients seen by inpa-
tient palliative care consultation services. We also did
not formally record the responses to any follow-up
questions the interviewer might have asked, which lim-
ited our ability to decipher the meaning of some of the
more complex or ambiguous answers. Furthermore,
the concerns of our cohort may not be generalizable
to palliative care patients in other settings (home,
nursing home, office). Patients are typically placed
in the acute setting because severity of symptoms or
stage of illness, and these factors might be expected
to influence their responses.

Despite these limitations, the single question
“What bothers you the most?” appears to be a useful
screening method for eliciting the most pressing
concerns of inpatients seen by palliative care con-
sultation services. The question can garner a wide
range of patient-specific responses, from the more
ambiguous “I'm overwhelmed” to the very specific
“Having to wear a diaper.” This flexibility enables
these complex patients to identify issues that should
then become one of the primary foci of the consult-
ing team. Moreover, this approach honors a patient’s
personhood by starting a conversation regarding
their unique experience of illness and/or the dying
process. Although our findings give preliminary
information on the value of the intervention, this is
a retrospective analysis based on data not originally
collected for study purposes, with a design less rig-
orously controlled as would be required to yield a
high level of evidence; further research, especially
controlling for variability between interviewers, is war-
ranted. Last, an evaluation of how well individual

patient responses are addressed in their palliative
care treatment plans could be useful from a quality
improvement perspective. By asking “What bothers
you the most?,” carefully listening to patients’
answers, and then targeting therapy to alleviate their
most bothersome concerns, palliative care teams
can enable patients to then focus their energy on
making the most of their remaining time.
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