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Abstract

Rationale: Patients with chronic obstructive pulmonary disease
(COPD) have high symptom burdens and poor health-related
quality of life. The American Thoracic Society issued a consensus
statement outlining the need for palliative care for patients with
chronic respiratory diseases. A better understanding of the unmet
healthcare needs among patients with COPD may help determine
which aspects of palliative care are most beneficial.

Objectives: To identify the unmet healthcare needs of patients
with COPD hospitalized for exacerbation using qualitative methods.

Methods: We conducted 20 semistructured interviews of patients
admitted for acute exacerbations of COPD focused on patient
understanding of diagnosis and prognosis, effect of COPD on daily
life and social relationships, symptoms, healthcare needs, and
preparation for the end of life. Transcribed interviews were
evaluated using thematic analysis.

Measurements and Main Results: Six themes were
identified. (1) Understanding of disease: Most participants

correctly identified their diagnosis and recognized their
symptoms worsening over time. Only half understood their
disease severity and prognosis. (2) Symptoms: Breathlessness
was universal and severe. (3) Physical limitations: COPD
prevented participation in activities. (4) Emotional distress:
Depressive symptoms and/or anxiety were present in most
participants. (5) Social isolation: Most participants identified
social limitations and felt confined to their homes. (6) Concerns
about the future: Half of participants expressed fear about

their future.

Conclusions: There are many unmet healthcare needs
among patients hospitalized for COPD exacerbation. Relief
of symptoms, physical limitations, emotional distress, social
isolation, and concerns about the future may be better
managed by integrating specialist palliative care into our
current care model.

Keywords: chronic obstructive pulmonary disease; dyspnea;
symptoms; quality of life; end of life

(Received in original form April 11, 2014; accepted in final form August 12, 2014)
Supported by National Institutes of Health grant 5T32HL076139-08 (Jacob |. Sznajder).

Author Contributions: All of the above authors have contributed significantly to the design of the study, interpretation of the data, and drafting and revising of
the manuscript. All authors approved of the final manuscript version and agree to be accountable for all aspects of the work.

Correspondence and requests for reprints should be addressed to Clara J. Schroedl, M.D., M.S., Division of Pulmonary and Critical Care Medicine, Northwestern
University Feinberg School of Medicine, 240 E. Huron Street, McGaw Pavilion M-300, Chicago, IL 60611. E-mail: c-schroedl@northwestern.edu

Ann Am Thorac Soc Vol 11, No 9, pp 1433-1438, Nov 2014
Copyright © 2014 by the American Thoracic Society

Originally Published in Press as DOI: 10.1513/AnnalsATS.201404-155BC on October 10, 2014

Internet address: www.atsjournals.org

Chronic obstructive pulmonary disease
(COPD) causes significant morbidity and
mortality and has replaced stroke as the
third leading cause of death in the United
States (1). Patients are usually chronically
ill for many years, with intermittent
exacerbations (2). The terminal phase of
COPD is difficult to predict, and the timing
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of when to implement supportive care
services that meet patients’ and caregivers’
needs is uncertain. Despite a call for the
provision of palliative care for patients with
chronic respiratory disease and critical
illness by the American Thoracic Society
(3) and the 2013 Global Initiative on
Chronic Obstructive Lung Disease

guidelines (4), specifics on how to deliver
this care are lacking.

COPD is associated with a high
symptom burden, impaired functional
status, and poor health-related quality of
life (HRQOL) (5-8). In the last year of life,
the majority of patients with COPD are
breathless, fatigued, in pain, with depressed
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mood, home-bound, and frequently
hospitalized (9). The high symptom burden
and poor HRQOL documented in COPD
is comparable to patients with advanced
lung cancer (10-13)

It is well established that patients with
advanced cancer benefit from palliative
medicine. A review of the qualitative
literature on patients’ perspectives of living
and dying with COPD demonstrated
the unpredictable nature of the disease,
fluctuating needs, and increasing demands
over time (14). Physicians caring for patients
with COPD should identify patients who
could benefit from palliative medicine, as it
may improve their physical, psychosocial,
and spiritual well-being (15). Several small
qualitative studies from Europe have
demonstrated a role for palliative care for
breathless patients with severe COPD
defined by severe airflow limitation (7,
16-21). Whether other patients may
benefit, such as those with less severe
airflow obstruction, frequent exacerbations,
or multiple medical comorbidities, is
unknown. A broader understanding of
the impact of symptoms on day-to-day life,
effect on social relationships, and patient
perceptions about end-of-life care among
a diverse sociodemographic population,
not predicated on severity of disease or
breathlessness, is important if results are to
be generalizable. We sought to qualitatively
evaluate the unmet needs among a
well-characterized population of patients
hospitalized for COPD exacerbation to
determine which needs could be met by
additional expertise in palliative care. Some of
the results of this study have been previously
reported in the form of an abstract (22).

Methods

Design

We performed qualitative analysis of
in-depth, semistructured, one-on-one
interviews with 20 patients admitted for
an acute exacerbation of COPD.

Setting and Participants

This study was conducted at a large, urban,
academic medical center in Chicago from
2012 to 2013. Eligible participants included
English-speaking patients with a history
of COPD admitted for an acute exacerbation
of COPD. The first 20 patients meeting
eligibility criteria who gave consent were
selected for qualitative interviews. We used
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purposive sampling to include patients
who varied in terms of age, race, and

sex. Interviews continued until thematic
saturation was achieved. Written informed
consent was obtained. The study protocol
was approved by the Institutional Review
Board (STU00059310).

Interviews and Data Collection
Interviews were conducted by one
researcher (C.J.S.) during the patient’s
inpatient admission. The aim of the
interview was to provide a description

of patient understanding of diagnosis and
prognosis, effect of COPD on daily life and
social relationships, symptoms, healthcare
needs, and preparation for end of life.

The interview guide was developed in an
iterative fashion in collaboration with two
pulmonologists (C.J.S. and RK.) and one
clinical health psychologist with expertise
in qualitative research methods (S.E.Y.).
Interview domains and sample questions
are provided in Table 1. Sociodemographic
and clinical data, including disease severity,
comorbidities, and therapies, were collected
from the patient and the medical record.

Data Analysis

All interviews were audio recorded,
transcribed, and thematically analyzed. A
progressive coding technique was used to
organize data. Two investigators (C.J.S. and
P.J.H.) performed open coding on three
interviews to generate a code book, which
was subsequently modified iteratively.

Five additional interviews were coded
independently by two investigators (C.J.S.
and P.J.H.), and discrepancies were
resolved through consensus. The remaining
12 interviews were coded by a single
investigator (C.J.S.). Identified themes were
compiled and summarized in frequency

tables. Data saturation was achieved after 15
interviews, and an additional 5 interviews
were completed to purposefully sample
underrepresented sociodemographic groups
(white men). Based on themes identified
during the coding process, a thematic
framework was generated.

Results

Sample Characteristics

Of the 20 patients interviewed, the median
age was 69 years, 11 (55%) were women,
and 12 (60%) were black. Participant
characteristics were notable for multiple
comorbid conditions and severe airflow
obstruction (Table 2).

Findings

Six themes were identified from this
qualitative analysis: (I) understanding of
disease (diagnosis, severity, and prognosis),
(2) uncontrolled symptoms, (3) physical
limitations, (4) emotional distress, (5) social
isolation, and (6) concerns about the future.

Understanding of Disease (Diagnosis,
Severity, and Prognosis)

Most participants could correctly identify
their diagnosis as COPD and perceived that
it was worsening over time. Although many
accepted smoking as the cause for COPD,
there was surprise and frustration that their
lung disease continued to worsen despite
quitting smoking:

I mean, I had not smoked for 20 some years.
It didn’t make any sense to me. (76 M)

Most identified other problems that
they believed were making their lungs worse,
such as age, asthma, diet, dust, pollen, heat,

Table 1. Interview domains and sample questions

Interview Domains

Experience living with lung disease

Sample Questions

Can you tell me what is wrong with your lungs?

Can you tell me what a typical day is like for you
living with your lung disease?

Symptoms

What kind of symptoms are the most bothersome

to you?
How do you make yourself feel better?

Social life and relationships

Does your lung disease prevent you from doing the

things you enjoy? In what way?

End of life

Do you feel like your doctors have provided you

with all the information you need to understand
your disease?
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Table 2. Participant characteristics (N = 20)

Age, median (range), yr 69
Men, n (%) 9 (45)
Women, n (%) 11
Race/ethnicity, n (%)

White 6

Black 12

Asian 2 (10)
Marital status, n (%)

Married 5

Single (never married, divorced, widowed) 15
Smoking status, n (%)

Never

Former

Current

Pack-years, median (range)
Educational level, n (%)

Some high school

High school degree/GED

Some college or technical school

College degree

Advanced degree
Comorbid conditions, n (%)

Hypertension

Heart disease

Hyperlipidemia

DVT/PE

Arrhythmia

Diabetes

Alcohol or illicit drug abuse

Stroke

Depression/anxiety

Chronic kidney disease

Asthma
FEV,, median (range) (N =14)
FEV1% predicted, median (range) (N = 15)
BMI on hospital admission, median (range)
Therapies at the time hospital admission, n (%)

Inhaled corticosteroid

Long-acting B-agonist

Long-acting anticholinergic

Short-acting bronchodilator

Theophylline

Chronic oral steroids

Roflumilast

Oxygen

Benzodiazepine

Opioid

Antidepressants

Antipsychotics/neuroleptics

Antiepileptics
Hospital admission code status, n (%)

Full code
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Definition of abbreviations: DVT = deep vein thrombosis; GED = General Educational Development;
PE = pulmonary embolism.

or the use of supplemental oxygen. Half of the participants believed that
Approximately half could identify exactly =~ they had received adequate information to
when their COPD was diagnosed, often after ~ understand their disease severity and

an acute illness. Those remaining described  prognosis. Of those who did not understand,

a vague onset of symptoms: most wanted more information:
You know until recently, say within the What can I expect? (76 F)
last couple of years, I never really had
problems that I related to a lung disease. It I can’t feel they’ve given me that
was just I didn’t feel well. (78 F) information when I don’t know what’s

going to happen eventually to my lungs.
Will they get better? Or will they just
progressively get worse? (62 F)

Uncontrolled Symptoms

Breathlessness was universal. Cough, pain,
and fatigue were present in greater than half
of participants:

I feel like that commercial with the fish out
of the water—you can’t catch your breath.
That is how it is. It is hard because it’s like
that is going to be your last breath. (52 F)

For some, symptoms could be
unpredictable:

There is no such thing as a typical day
because you never know how you’re going
to feel. (69 F)

Inhaled medications and rest could
provide short-term relief; however, six
patients did not find medications to be
effective:

I take everything you can think of to take and
it’s still not doing any good for me. (56 F)

Although only completed by a few
participants, pulmonary rehabilitation was
very beneficial.

I've learned quite a bit from the
pulmonary class. Yeah, I learned more
from that than I think I have from my
doctors. (62 F)

Physical Limitations

Physical activities were identified as
challenging by all 20 participants. Every
action must be planned, and everyday
activities were difficult:

Everything is very deliberate. I plan every
move before I make it because I don’t want
to go back and do it again. (76 M)

Fifteen of the participants believed that
their lungs prevent them from doing the
things they enjoy. These activities included
travel, driving, playing with grandchildren,
working, dining out, and golfing.

Emotional Distress

Feelings of depression and anxiety

were described by 14 of the participants.
These manifested as annoyance,
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irritability, disappointment, worry, fear, and
frustration:

I am always depressed because of all the
things I cannot do. (78 F)

Feeling breathless made one patient feel

like you might die before morning comes.
(78 F)

However, some participants did not
endorse feeling of depression, or had found
ways to adapt:

I refuse to allow that [depression] to linger
too long. I focus on changing whatever’s
going on. (76 F)

Social Isolation

Most participants identified social limitation
due to their lung disease, often being
confined to their homes and lonely:

You don’t have a social life. (78 F)

You shun away from your friends because
it’s hard to keep up and do all those active
things that everyone else is doing. (56 M)

Most patients felt well supported by
their families. However, patients do not like
asking for help:

I find myself apologizing a lot. I am sorry I
cannot do this or that... (76 M)

Concerns for the Future

Half of the participants were fearful about
their future, suffering, loss of independence,
missing family milestones, and death:

I've got a grandson that wants to become
an NBA star. And I told him T’ll live to
see him play one game. (56 F)

I want to breathe as long as possible and I
want to have some quality of life. (76 F)

They found comfort in many different
things, including good doctors, belief in
God, medical advancements, having made
plans for death, and family. Many were
looking for ways to improve their situation:

How can I help myself? (76 F)

Tell me something that’s new on the
market. (53 F)

1436

Discussion

The results of this qualitative analysis
identified several themes outlining the
breadth of unmet needs among patients
hospitalized for acute COPD exacerbation.
Previous work describing the symptom
burden (11, 16), breathlessness (17-21),
social isolation (7), and issues of death and
dying (23) support a role for palliative care
among patients with COPD. Identifying
key disease milestones or meaningful
events have been suggested as potential
triggers for the introduction of palliative
care (6, 24). Our results suggest that

there were significant palliative care needs
among a group of sociodemographically
diverse patients admitted for an acute
exacerbation of COPD. Although all
unmet needs deserve further attention and
study, we have identified three overlapping
areas that could benefit greatly from
palliative care intervention: uncontrolled
symptoms, social isolation, and future
concerns. These themes were selected
because they are highly prevalent among
this cohort of patients, and management
of these problems is fundamental to
palliative care.

Uncontrolled Symptoms

Uncontrolled breathlessness, often severe,
was universal in this cohort of patients.
Patients with COPD with more symptoms
have significantly increased mortality
independent of their lung function (25).
The majority of this cohort was receiving
standard medical therapy for their COPD,
but very few were receiving opioids or
anxiolytics. Opioids are recommended

by multiple evidence-based guidelines for
the relief of dyspnea (26-28). This finding
may suggest that primary care doctors

or pulmonologists lack the training and
expertise for identifying who would benefit
from opioids and anxiolytics and how to
appropriately prescribe and monitor their
effects (29, 30). A palliative care physician
may be less reluctant to initiate these
medications and be better equipped for
monitoring effectiveness and side effects.

Emotional Distress, Fear, and

Social Isolation

Review of the medical record revealed

that only three patients had been diagnosed
with depression or anxiety, and none

were being treated with antidepressants.
Despite this, most participants expressed

symptoms of depression and anxiety
during their interview. The estimated
prevalence of depression and anxiety
among patients with COPD varies widely
(20-80%) (31). For some, breathlessness
results in extreme anxiety and fear.
Symptoms and resulting physical
limitations are likely contributing to

the social isolation described by these
patients. The social isolation and resulting
loneliness likely contribute to their
emotional distress and impaired HRQOL.
Little is known about what interventions
may help relieve the emotional distress
and isolation experienced by these
patients. Among patients with metastatic
lung cancer, early palliative medicine
intervention significantly improves
depression (32). It is unknown if palliative
care for patients with COPD can have
similar effects. It is also unknown if
treatment of depression and anxiety

may reduce social isolation.

Concerns about the Future

About half of the participants expressed
concerns about their future for various
reasons (e.g., fear of suffering, loss of
independence, death). A sense of control
was identified as important, and many
believed they had not received adequate
information to understand their disease
severity and prognosis and wanted
additional information. Estimating survival
among patients with nonmalignant disease
is difficult (33), and pulmonologists may
not have the comfort or the time to
explore goals of care when prognosis is
uncertain. Although understanding of
prognosis and preparation for end of life
were not explored in depth during this
interview, they are important areas where
a palliative care intervention could play

a role (34-42). A palliative care physician
may have the objectivity and expertise
required to convey this information in

a way that the patient can begin to make
meaningful decisions about advanced care
planning.

Limitations and Future Direction

We interviewed patients during an
admission for an acute exacerbation, and
therefore the issues expressed as being
important may not accurately reflect
those issues affecting the patient in
day-to-day life. Although we interviewed
to the point of data saturation, the themes
identified in this study may underestimate
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the healthcare needs of a larger population. Conclusions
In addition, our interview guide was not

current care model for inpatient COPD
exacerbation may be one way to address

comprehensive and did not address all This qualitative study identified many these needs. M
potential areas in which palliative care may unmet healthcare needs among patients
be beneficial, such as spiritual concerns or  hospitalized for COPD exacerbation. Author disclosures are available with the text

caregiver support.

Integrating specialist palliative care into our  of this article at www.atsjournals.org.
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