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Abstract

Rationale: Little direction exists on how to integrate early palliative
care in chronic obstructive pulmonary disease (COPD).

Objectives: We sought to identify patient and family caregiver
early palliative care needs across stages of COPD severity.

Methods: As part of the Medical Research Council Framework
developmental phase for intervention development, we conducted a
formative evaluation of patients with moderate to very severe COPD
(forced expiratory volume in 1 s [FEV,;]/FVC < 70% and FEV; <
80%-predicted) and their family caregivers. Validated surveys on
quality of life, anxiety and depressive symptoms, and social isolation
quantified symptom severity. Semi-structured interviews were
analyzed for major themes on early palliative care and needs in patients
and family caregivers and across COPD severity stages.

Results: Patients (1 = 10) were a mean (*SD) age of 604 (*7.5) years,
50% African American, and 70% male, with 30% having moderate COPD,
30% severe COPD, and 40% very severe COPD. Family caregivers (= 10)
were a mean age of 58.3 (*£8.7) years, 40% African American, and 10%
male. Overall, 30% (n=6) of participants had poor quality of life, 45%

(n=9) had moderate—severe anxiety symptoms, 25% (n=5) had
moderate-severe depressive symptoms, and 40% (n=8) reported social
isolation. Only 30% had heard of palliative care, and most participants had
misconceptions that palliative care was end-of-life care. All participants
responded positively to a standardized description of early palliative care
and were receptive to its integration as early as moderate stage. Five broad
themes of early palliative care needs emerged: I) coping with COPD; 2)
emotional symptoms; 3) respiratory symptoms; 4) illness understanding;
and 5) prognostic awareness. Coping with COPD and emotional symptoms
were commonly shared early palliative care needs. Patients with very severe
COPD and their family caregivers prioritized illness understanding and
prognostic awareness compared with those with moderate-severe COPD.

Conclusions: Patients with moderate to very severe COPD and their
family caregivers found early palliative care acceptable and felt it should
be integrated before end-stage. Of the five broad themes of early
palliative care needs, coping with COPD and emotional symptoms were
the highest priority, followed by respiratory symptoms, illness
understanding, and prognostic awareness.
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ORIGINAL RESEARCH

Chronic obstructive pulmonary disease
(COPD) is the fourth leading cause of death
in the United States (1), and, as the disease
progresses, patients experience poor quality
of life (QOL) due to progressively
debilitating dyspnea, untreated emotional
symptoms, and social isolation (2, 3).
Patients with COPD commonly live for
years with symptom burden on par with
those who have advanced cancer, and hence
experience needs that could be addressed by
specialist palliative care (4, 5). However,
palliative care is rarely offered in COPD;
rather, it is typically provided within the
context of hospice care primarily in the last
6 months of life, thus limiting its potential
impact on improving patient-centered
outcomes for individuals with COPD (6-9).
In contrast, an early palliative care model
integrates outlook planning and physical,
emotional, spiritual, and social support
alongside routine chronic disease care from
the time of diagnosis (10). Data in advanced
lung cancer suggest that early palliative care
delivered by a specialist clinician or
palliative care nurse improves QOL and
reduces healthcare utilization (11, 12).
Professional guidelines recommend early
palliative care in the course of multiple
chronic illnesses to optimize supportive care
delivered in concert with standard disease
management (13, 14). However, there is
limited guidance on how to integrate early
palliative care in the trajectory of COPD.

Data in advanced COPD illustrate
significant unmet needs and a potential
benefit from early palliative care in physical
symptoms, social isolation, and reduced
healthcare utilization (15, 16). However, it
may be that patients with COPD with less
severe disease have different needs.
Similarly, family caregivers express stress
caring for a loved one with advanced COPD
(17), yet COPD family caregiver research is
limited (18). Furthermore, no studies have
explored perspectives on early palliative care
needs in COPD across GOLD (Global
Initiative for Chronic Obstructive Lung
Disease) stages or in underserved
populations (19).

We conducted a formative evaluation
study of a racially diverse sample of patients
with moderate to very severe COPD and
their family caregivers with three primary
research questions: 1) how do patients with
COPD and family caregivers perceive
early palliative care?; 2) what are their
perspectives on early palliative care needs?;
and, 3) do patients with different levels of

COPD severity and symptom burden
express different early palliative care needs?
Our overarching goal was to identify broad
themes on early palliative care needs that
would inform development of an early
palliative care intervention for patients with
COPD and their family caregivers across
stages of COPD severity.

Methods

As part of the Medical Research Council
framework for developing complex
interventions, and informed by our prior
research (20-22), we conducted a formative
evaluation qualitative descriptive study of
patients with COPD and their family
caregivers (23, 24). Between October 2017
and January 2017, we purposively sampled
adults aged 40 years and older with COPD
who attended a pulmonary clinic at the
University of Alabama at Birmingham
(UAB), a tertiary referral center for
Alabama. Our purposive sampling strategy
sought to balance participants of different
ethnicities and COPD severity to capture a
broad range of experiences about early
palliative care (23). We used routinely
collected spirometry data and defined
COPD as a forced expiratory volume in 1
second (FEV;)/forced vital capacity (FVC)
ratio less than 0.70 with the following GOLD
spirometric stages: GOLD stage II
(moderate COPD: 50% < FEV; < 80%);
GOLD III (severe COPD: 30% <

FEV, <50%); and GOLD IV (very severe
COPD: FEV| <30%) (25). Additional
literature-informed patient inclusion
criteria obtained by chart review included
one or more of the following (26): 1) one or
more COPD exacerbations requiring
hospitalization in the prior year; 2) on
supplemental oxygen; or 3) had self-
reported severe dyspnea as a modified
Medical Research Council dyspnea scale
score of 2 or greater, routinely recorded in
the electronic medical record. Consistent
with our prior research, patients were
required to have a participating family
caregiver, defined as an unpaid, close
relative, partner, or friend of 19 years of age
or older who played an important role in
helping the patient with day-to-day
activities or medical care (20). We excluded
patients with primary lung diseases other
than COPD, who were being treated for
comorbid cancer in the prior 2 years, and
who had a medical record determined or
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self-reported history of schizophrenia,
bipolar disorder, or dementia. Family
caregivers were also excluded if they had a
history of self-reported schizophrenia,
bipolar disorder, or dementia. The UAB
Institutional Review Board approved this
study (IRB no. 170209003). Patient and
family caregiver participants provided
informed consent.

Data Collection

Semistructured interviews of palliative care
awareness and early palliative care

needs. Three authors (A.S.I, J.N.D.-O., and
M.A.B.) developed a semistructured
interview guide informed by our prior work
to explore perspectives of patients with
COPD and family caregivers on early
palliative care needs (see Table E2 in the
online supplement) (20, 27). Interviews
explored prior knowledge of palliative care
and asked participants to respond to the
following early palliative care definition:
“specialized medical care for people that
provides physical, emotional, spiritual, and
social support for patients and their family
caregivers, offers an extra layer of support to
improve QOL at any stage of serious illness,
and is appropriate at any stage alongside
routine medical treatment.” (28). We then
explored early palliative care timing and
needs in COPD. The principal investigator
(A.S.1), a male, specialist pulmonary-critical
care physician and COPD clinical
investigator with training in qualitative
methods, introduced himself to participants
and described the overall study goals, then
conducted in-person interviews of patients
and caregivers separately to ensure
perspectives were not biased by dyadic
relationships. Interviews lasted 60 minutes
on average, were conducted in a private
clinic space, audio recorded, and transcribed
verbatim using a professional transcription
service. The principal investigator reviewed
all transcripts against recordings for
accuracy. Participants each received a $25
incentive to complete the interview and
questionnaires.

Patient and family caregiver
demographic, QOL, and symptom data. At
the time of the interview, participants
completed a demographic sheet on age, race,
sex, marital status, education (high school
graduate vs. not), health insurance
(Medicare, Medicaid, uninsured), smoking
status (current vs. former), religious
preference, attendance at religious services,
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use of prayer for health, and patient-specific
clinical data that included supplemental
oxygen use, cardiopulmonary rehabilitation,
comorbidities by the Charlson Comorbidity
Index (sum of 19 comorbidities; higher
scores associated with greater mortality risk)
(29), prior palliative care and hospice use,
identification of a surrogate decision maker,
and completion of an advance directive. We
asked patients and their family caregivers to
complete the following questionnaires
administered by a trained study coordinator
at the time of the interview: 1) PROMIS
(Patient-Reported Outcomes Measurement
Information System) Global Health-10 to
measure QOL; 2) PROMIS Emotional
Distress Anxiety Short Form-8B to measure
anxiety symptoms; 3) PROMIS Emotional
Distress Depression Short Form-8B to
measure depressive symptoms (30); and 4)
the UAB Life Space Assessment (LSA) to
measure life-space mobility, a marker of social
isolation. We used the National Institutes of
Health PROMIS initiative tools to allow
comparison with the general population, and
these instruments have been validated in
COPD (30-33). The PROMIS Global Health-
10 is a 10-item measure with physical and
mental health domains that has been linked to
many commonly used rating systems for QOL
(34). Nine questions are rated on a 5-point
Likert-scale, and the 10th question rates pain
on a scale of 0-10. Using online conversion
tables for the physical health domain, we
converted raw scores to standardized t-scores
ranging from 0 to 100, with lower scores
representing worse QOL. Consistent with
PROMIS recommendations and linkage data
to validated surveys, we defined poor QOL as a
t-score of 35 points or less (35, 36). The
PROMIS Emotional Distress Anxiety Short
Form-8B and the PROMIS Emotional
Distress Depression Short Form-8B
include seven and eight Likert-scale
questions, respectively, each ranging from
0 to 5 (33, 37). Raw scores range from 7
to 35 on the Anxiety Short From and
from 8 to 40 on the Depression Short
Form. We used online conversion tables
to convert raw scores to standardized
t-scores that range from 0 to 100, with
higher scores associated with greater
anxiety and depressive symptoms. We
defined moderate-severe anxiety or
depressive symptoms as t-score of 60 or
greater or greater than 1 SD above the
population mean of 50 on each instrument,
which has previously been validated (38).
The UAB LSA is a 15-item survey of life-space
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mobility (i.e., the distance, frequency, and
independence of movement in the 4 wk
before administration). Restricted life-space
mobility (LSA <60) is a marker of social
isolation in community-dwelling older
adults (39). We have previously validated
restricted life-space mobility as a predictor
of severe exacerbations and early palliative
care needs in patients with moderate to very
severe COPD (40).

Data Analysis

Two members of the study team (A.S.I. and
M.AB.) performed a thematic content analysis
by separately coding a subset of transcripts to
build the initial codebook, to extract converging
themes, and to reach consensus on themes
simultaneously with data collection (41-43).
Codes were continuously refined and iteratively
merged to construct themes of early palliative
care needs. Member checking was conducted
throughout as previous participant insights
were shared with future participants (e.g., “A
number of participants have said X. What is
your perspective on this issue?”). Guided by
theoretical and inductive saturation models, we
determined that the total sample size would be
that which achieved thematic saturation, or
when no new information, codes, or
themes emerged (24, 44). We reported the
frequency of the major themes as “all,”
“most,” and “some” to denote the general
proportion of participants who reported
each theme. We presented themes on early
palliative care needs in patient and their
family caregiver participants and across
GOLD stages as patients with GOLD IV
COPD and their family caregivers as
compared with GOLD II-III stages. All
coding was completed using NVivo 11
(QSR International). Descriptive data were
analyzed using Statistical Packages for the
Social Sciences (SPSS 23.0, SPSS Inc.) and
reported as frequencies (%) for categorical
data and means (=SD) for continuous
data. We adhered to guidelines from the
Consolidated Criteria for Reporting
Qualitative Research (COREQ), which can
be found in the Table E1 in the online
supplemental (60).

Results

Sample Demographics and Clinical
Characteristics

We reached thematic saturation at eight
patient—family caregiver dyads and enrolled
to 10 dyads for a total of 20 participants.

Three additional dyads declined to
participate due to scheduling conflicts of the
family caregiver. As shown in Table 1,
patients (n=10) had a mean (£SD) age of
60.4 (£7.5) years, 50% were African
American, 70% were male, and 30% were
uninsured. The mean % predicted FEV, was
37.4 (+20.4), and patients represented the
spectrum of GOLD stages: 30% GOLD II
(moderate), 30% GOLD III (severe), and
40% GOLD 1V (very severe). Only one
patient had an advance directive, and 30%
had identified a surrogate decision maker
(Table 1). Family caregivers (n=10) had a
mean age of 58.3 (+8.7) years, 40% were
African American, and 10% were male
(Table 1). Family caregivers represented the
following relationships with patients: spouse
(40%), ex-spouse (20%), significant other
(20%), child (10%), and parent (10%).
Overall, 30% (n = 6) of participants had poor
QOL, 45% (n=9) had moderate-severe
anxiety symptoms, 25% (n=5) had
moderate-severe depressive symptoms,
and 40% (n=8) reported social isolation
(Table 2).

Patient and Family Caregiver
Understanding of Palliative Care

To establish a baseline, we asked participants
about their general knowledge of palliative
care and hospice. Only six (30%)
participants had heard of palliative care, and
exemplary quotes in Table 3 demonstrate a
misconception that palliative care was
synonymous with end-of-life care. On the
other hand, all participants had heard of
hospice care, and exemplary quotes
illustrate that participants had a better
understanding of hospice (Table 3).

Perspectives on Early Palliative Care
and Needs

All participants responded positively when we
provided them with a standardized definition
of early palliative care. Figure 1 illustrates
the five broad themes of early palliative
care needs that emerged in interviews

and the general proportions that
participants discussed for each theme. All
participants discussed coping with COPD,
most discussed emotional symptoms
followed by respiratory symptoms, and
some discussed illness understanding
followed by prognostic awareness. Figure 2
illustrates that patient and family caregiver
participants shared several themes on early
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Table 1. Patient and caregiver participant characteristics (n=20) early palliative care in mild (GOLD I stage)
COPD. Instead, they favored incorporating
Characteristics Patients  Family Caregivers* early palliative care beginning in the
(n=10) (n=10) moderate stage. For instance, one patient
stated:

Demographic characteristics “If I would have been in stage one, I
Age, yr _ 60.4+75 58.3+8.7 would have been breathing a little better, and
African American race, % 5 (50) 4 (40) it probably wouldn’t have rung a bell like it
m:lr?i;c?x%ﬁ ; ggg ; 8(0); would have in stage four.” (PT001, 57-yr-old
Education (high school graduate), % 5 (50) 5 (50) white male with FEV; 32%).

Health insurance, % Similarly, a family caregiver did not support
Me'dicared g gg; 513 25138; early palliative care being instituted in mild

ninsure! PD:

Current Smoking, % 5 (50) 4 (40) o “No. t Iv. B > t reall

Religious preference ~ “No, too early. Because you're not really
Protestant, % 1 (10) 3 (30) believing that the disease is going to progress
None, % o . 3 (30) 1(10) the way it’s going to progress.” (CG003,
Regularly attends religious services 1(10) 7 (70) 62-yr-old white female to PT003, 72-yr-old
Ever prayed for own health 7 (70) 9 (90) white male with FEV, 26%)

Prior palliative care 1(10) n/a ; 1 ’

Advanced directive 1 (10) n/a Another family caregiver stated:

Identified surrogate decision maker 3 (30) n/a I think people are still in denial at that

Clinical characteristics R point. I would want it to be in moderate

8%T§g;°erg°rb'd'ty index 1510 n/a stage.” (CG004, 73-yr-old white female to
GOLD Ilg(moderate), % 3 (30) n/a PT004, 53-yr-old white female with FEV,
GOLD Ill (severe), % 3 (30) n/a 16%).
GOLD IV (\{ery severe), % 4 (40) n/a

FEV, % predicted 37.4 *20.4 n/a Priority Early Palliative Care Needs by

Supplemental oxygen, % 8 (80) n/a GOLD Stage

=0ne severe exacerbations in the year prior, % 3 (30) n/a . . 9 . .

Prior cardiopulmonary rehabilitation, % 4 (40) n/a Figure 3 illustrates the combined patient and

Severe dyspnea® 8 (80) n/a family caregiver early palliative care themes

in GOLD IV and GOLD II-III stages. All
Definition of abbreviations: FEV, =forced expiratory volume in 1 second; GOLD = Global Initiative for

Chronic Obstructive Lung Disease patient participants across GOLD stages and
*Family caregivers represented the following relationships with patients: spouse (n = 4), ex-spouse thei'r fam?ly caregivers discussed jchemes of
(rn=2), significant other (n=2), child (n=1), and parent (n=1). coping with COPD. The proportions of
Derived from 19 comorbidities; higher scores associated with higher mortality. participants reporting emotional symptoms
;Moderate =50% < FEV; <80%,; severe=30% < FEV; <50%; very severe=FEV; < 30%. and respiratory symptoms themes were
=2 on the Modified Medical Research Council scale for dyspnea. similar in GOLD IV and GOLD II-III

stages. More patient and family caregiver

palliative care needs. Exemplary quotes Timing of Early Palliative Care participants from GOLD IV compared with
illustrate that participants seemed to express ~We then explored perspectives on the GOLD II-III prioritized themes on illness
a fear of the unknown, both with respect to  timing of early palliative care. All understanding and prognostic awareness
COPD and its prognosis. participants did not see a need to institute  (Figure 3).

Table 2. Patient and family caregiver quality of life and symptom burden (n =20)

Survey Patients Mean = SD Family Caregivers mean = SD
or n (%) (n=10) or n (%) (n=10)

PROMIS Global Health-10, Physical Health Domain t-score 35.8 = 5.5; range =26.7-44.9 46.2 = 12.8; range =23.5-67.7
Poor quality of life* 4 (40) 2 (20)

PROMIS Emotional Distress-Anxiety Short Form t-score 58.3 = 13.6; range =42.1-75.8 61.0 = 15.6; range =42.1-82.7
Moderate—severe anxiety symptoms’ 4 (40) 5 (50)

PROMIS Emotional Distress-Depression Short Form t-score 51.1 =11.8; range =37.1-68.3 53.4 = 10.5; range =37.1-66.3
Moderate—severe depressive symptoms¥ 2 (20) 3 (30)

UAB Life Space Assessment score 49.5 + 26.3; range =15-102 72.9 = 26.3; range=35.120
Social isolation® 6 (60) 2 (20)

Definition of abbreviations: PROMIS = Patient-Reported Outcomes Measurement Information System; UAB = University of Alabama at Birmingham.
*PROMIS Global Health-10, Physical Health Domain t-score <35 (<1.2 SD below mean; lower scores worse).

TPROMIS-Emotional Distress Anxiety t-score =60 (>1 SD above the mean; higher scores worse).

*PROMIS-Emotional Distress Depression t-score =60 (>1 SD above the mean; higher scores worse).

SUAB Life Space Assessment Score <60 (lower scores worse).
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Table 3. Patient and family caregiver quotes on palliative care and hospice

Question

What does palliative
care mean to you?

What does hospice
mean to you?

Answers

Patients

“To make the pain go away or somethin’.
(PTO03, 72-yr-old WM, FEV,26%)

“That’s care that you get in the last stages of
your condition.” (PT010, 71-yr-old AAF,
FEV171%)

“Hospice means a doctor has determined you
only have a short time to live. During that
time, the care you receive is palliative care.
It’s not so invasive.” (PT003, 72-yr-old WM,
FEV126%)

“Pretty much a person who is at the end of
their life.” (PT005, 49-yr-old AAF, FEV; 70%)

“Where they take care of people who can’t
take care of themselves. Basically give them
the attention that they need, that they would
normally have to go to an institution like a
hospital or somethin’. They can receive it at
home instead of being hospitalized. It’s
basically like a home hospitalization.”
(PT002, 65-yr-old AAM, FEV,33%)

“Oh, that’s like the end right there.” (PT009,
57-yr-old AAM, FEV,50%)

Family Caregivers

“Just helping me get through to a normal, everyday living
situation and maybe set goals.” (CG007, 65-yr-old WF to
PT007, 63-yr-old WM, FEV,38%)

“Easing your way along, that end of life thing. | think of palliative
care as comfort care, making you more comfortable along
the way.” (CG003, 62-yr-old WF to PT003, 72-yr-old WM,
FEV,26%)

“l think he is very scared of dying from not breathing. Palliative
care is part of dying, | think. | may be wrong.” (CG001, 60-yr-
old WF to PT001, 57-yr-old WM, FEV4 32%)

“Making life easier. Not changing the outcome, but making life
easier.” (CG004, 73-yr-old WF to PT004, 53-yr-old WF,
FEV;16%)

“(Hospice is) for people who are terminal. It's your time. They’re
just gonna be there with you to support your family while
you're dyin’.” (CG006, 53-yr-old WF to PT006, a 56-yr-old
WM with FEV4 13%)

“Hospice takes over the drugs. Palliative care does not.”
(CG004, 73-yr-old WF to PT004, 53-yr-old WF, FEV; 16%)

“I think [hospice] is the last part of whatever the doctors can do,
and they’re just tryin’ to make you comfortable while you’re
here.” (CG002, 61-yr-old AAF to PT002, 65-yr-old AAM,
FEV,33%)

“Hospice to a lot of people means terminal. It’s your time.
They’re just gonna be there with you to support your family
while you’re dyin’.” (CG006, 53-yr-old WF to PT006, 56-yr-
old WM, FEV;13%)

“That’s where you’re at the end. My sister, | watched her die.
She was in hospice.” (CG007, 65-yr-old WF to PT007, 63-yr-
old WM, FEV,38%)

“To me, as I've been around people who had to end up having
hospice care, they can’t do for themselves. They’re about to
leave this world. They also assist the family with different
things.” (CG008, 61-yr-old AAF to PT008, 61-yr-old AAM,
FEV;25%)

Definition of abbreviations: AAF = African American female; AAM = African American male; CG = caregiver; FEV, =forced expiratory volume in 1 s;

PT = patient; WF = white female; WM = white male.

Discussion

Five themes of early palliative care needs
emerged in a cohort of patients with
moderate to very severe COPD and their
family caregivers: coping with COPD;
emotional symptoms; respiratory
symptoms; illness understanding; and
prognostic awareness. Themes of coping
with COPD and emotional symptoms were
highest priority. Most themes of early
palliative care needs were common across
COPD severity stages; thus, the current
practice of limiting palliative care to “end-
stage” COPD misses an important
opportunity to reap QOL and symptom

1028

benefits that have been demonstrated when
early palliative care is introduced in less
severe stages of disease. When we provided
patient and family caregiver participants
with a standardized definition of early
palliative care, they expressed a universal
desire to have access to early palliative care.
Consistent with the overall study goal, the
data informed development of an early
palliative care intervention for patients with
COPD and their family caregivers across
disease severity.

This study used a formative evaluation
approach guided by the Medical Research
Council framework to identify early palliative
care needs of patients and family caregivers as

a critical first step in intervention development
(20, 21). Our purposively selected cohort
included patients across COPD severity stages
with a mix of races, and incorporated the key
support needs of their family caregivers. This
study is one of the first to demonstrate that
early palliative care needs are not limited to
very severe or end-stage COPD, which is the
current status of traditional specialist palliative
care referral in COPD and GOLD
recommendations (25). Patients and family
caregivers confirmed that reserving palliative
care for end-stage COPD is too late; instead,
our data suggest that early palliative care
should begin as early as moderate (GOLD 1I)
stage COPD. Furthermore, our cohort was
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Coping with COPD

Emotional Symptoms

Broad Themes

Prognostic
Awareness

Respiratory Symptoms

ORIGINAL RESEARCH

| had worked since | was nine years old. Workin’ was my hobby. It was everything. After a
year, | | had to accept that this is the way its gonna be. The acceptance part is really the
biggest part. It was a different life from what | used to lead. (PT001, 57yo WM, FEV; 32%)

This is a fact that we both had to face. Anything that | can do on my part to make it easier
for him, I'm all in. It didn’t change how we live, just changed to a different scene on the road
| was travelin’ down. (CG002, 61yo AAF to PT002, 65y0 AAM, FEV 33%)

| can't get out and walk. | can't do nothin'. | used to hunt and fish all the time. | was physical all
the time. | can't do nothin' now. That's depressing as hell. (PT007, 63yo WM, FEV, 38%)

Personally, it affected me as well, too, because | used to be an outgoing person. | enjoy talking
to people. | like to go places. | like to have fun. | miss going to have lunch with my sisters. |
can’t leave the house no more than an hour because | don’t know if he might need me to do
something for him. (CG008, 61yo AAF to PT008, 61yo AAM, FEV; 25%)

The breathin’, it's all | can do to go out there. You wouldn’t think it'd be nothin’ to pour dog food in an
old pan, dump out old water, and put fresh water in there. It's a chore. (PT006, 56yo WM, FEV; 13%)

| was afraid for him, and | was just praying that whatever it is, God would give him strength and put
some more air in his body. (CG002, 61yo AAF to PT002, 65yo AAM, FEV, 33%)

| don't know what COPD is. | just know that | can't keep up with my friends. | just didn't know what it

was. I'm learning slowly about the disease.(PT009, 57yo AAM, FEV, 50%)

I’'m gonna be honest, it was a big shock. | knew something was wrong, | just didn’t know what it was.
She wasn’t the same person anymore. | saw she was going through some of the same things that
they were talking about on TV. (CG005, 51yo AAF to PT005 49yo AAF, FEV, 70%)

| don't know what’s coming. That feels bad. (PT008, 61yo AAM, FEV, 25%)

With her psychological problems now, | don’t think she could talk about end stage
without just going into a blind panic. (CG004, 73yo WF to PT004, 53yo WF, FEV, 16%)

<—— Proportion of Participants —>

Figure 1. Broad themes of early palliative care needs in patients with moderate to very severe chronic obstructive pulmonary disease (COPD) and their family
caregivers. This figure illustrates the major themes that emerged in the interviews, with the area of each row representing the proportion of patient and family
caregiver participants who raised this theme. AAF = African American female; AAM = African American male; CG = caregiver; FEV, =forced expiratory

volume in 1 second; PT = patient; WF = white female; WM = white male.

50% African American and 20% uninsured, a
population in which palliative care referral is
limited (19, 45, 46). The data support the
development of early palliative care
interventions to meet patient and family
caregiver needs in diverse populations across
the continuum of COPD.

Expanding early palliative care beyond
cancer to nonmalignant chronic disease has
not yet been well accepted, in part due to a
limited awareness of and misconceptions of
palliative care (47, 48). Our data are consistent
with national data where palliative care in its
traditional sense is often mislabeled as being
end-of-life or hospice care, which confines this
service to end-stage disease (5, 28, 49). Our
cohort demonstrated a basic understanding of
palliative care, though misconceptions existed.
Conversely, participants unanimously
welcomed early palliative care once we defined
this service. We are not certain that our data
indicate if early palliative care should be
provided by a specialist clinician in the
traditional sense, or if pulmonologists,

palliative care nurses, or respiratory nurses
and therapists could be trained in primary
palliative care. Future research should
investigate these delivery models and how
professional education programs could boost
understanding of early palliative care and
primary palliative care in the field of
pulmonary medicine for COPD patients.
The highest priority theme that emerged
in our data was coping with COPD, and, as a
result, we placed the greatest emphasis on
incorporating this theme during intervention
development. The theme of coping with
COPD was discussed by all patient and family
caregiver participants and across GOLD
stages. Variations in patients’ coping abilities
across COPD severity stages appear to
moderate the interaction between lung
function and QOL, wherein reduced FEV,
does not necessarily translate to poor QOL
(50). Data reveal that an inability to cope with
progressive COPD is associated with more
severe emotional symptoms and mortality
(51). Early palliative care interventions in

lyer, Dionne-Odom, Ford, et al.: Early Palliative Care in COPD

advanced cancer improve active coping
strategies compared with usual care, helping
patients and their family caregivers to
positively reframe the diagnosis and to learn
how to use active rather than avoidant-
oriented strategies of coping that worsened
QOL (52). Patients who learn active coping
strategies show reductions in emotional
symptoms, as demonstrated in multiple
randomized controlled trials of early palliative
care interventions in advanced cancer (53, 54)
and heart failure (55). Interventions that
incorporate training in coping skills, whether
by telehealth or through cardiopulmonary
rehabilitation, improve QOL and change the
coping styles of patients from negative and
avoidant to positive and active (56). To be
effective, active coping strategies need to be
taught to patients earlier in the disease
trajectory, as the losses experienced with end-
stage disease make it difficult to teach these
active coping strategies (52). Furthermore,
coping with COPD is an important factor in
QOL for patient-family caregiver dyads (57).
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Family Caregiver Quotes
Family Caregivers (n=10)

“| feel like a handicap. I'm used to doing stuff, painting,
working on cars, those skills that God gave me. Some of

“I get frustrated. | feel like | can’t do this. | think of how
much | love him and what we used to do, and that

Coping with that stuff is not working like that no more, so | gotta keeps me going. | get a little upset, and | will go to
COPD adjust to this disease like | do. It's like learning something another part of the house just to cool down and get
all over again. | just can't do what | used to do.” (PT009, me back straight. (CG008, 61yo AAF to PT008, FEV,
57yo AAM, FEV1 50%) 25%)
“l was depressed before | got diagnosed. So, the “Emotionally, mentally. He was always in charge.
depression is a symptom in and of its own, but tied with ~ Then as it progresses, he loses his abilities. He gets
Emotional the breathing, just the knowledge that this is going to be it mad at himself which spreads out everywhere - it just
forever, COPD doesn’t get any better. Oh, yeah, that’s spreads out everywhere. Then that just aggravates his
Symptoms made the depression really hard to fight.” (PT004, 53yo  pain, his breathing, his thoughts. Once it gets started

WF, FEV, 16%)

rolling downhill, it keeps on.” (CG007, 65yoWF to
PT007, FEV, 38%)

Respiratory
Symptoms

“It is the most frightening thing, because when you are
trying to breathe and there’s no air, it's not like | can go
into the next room and pick up a can of air and say,
‘Okay, I'm alright.” It's frightening because there is no air
and the more you panic, the less air you have.” (PT010,
71yo AAF, FEV, 71%)

“It blew us away right there, how much she was short
of breath. When the oxygen tanks came home, we
said it's serious now.” (CG005, 51yo AAM to PT005,
FEV, 70%)

lliness
Understanding

Themes of Early Palliative Care Needs

“A lot of people don’t understand the nature of what is
COPD, and that's educating them to learn more about
what it is and what it does to them, and when it gets to a
point where they can't breathe, what to do, how to do it,
and how to respond.” (PT002, 65yo0 AAM, FEV, 33%)

"I think it would be an awesome thing to gradually let
them know or actually help with what they experience
throughout the ongoing of the disease like the
anxieties, the fatigue, the depression, the, 'Oh, my
God, I'm dyin’.” (CG006, 53yo WF to PT006, FEV,
13%)

Prognostic
Awareness

“At least for the sake of family and caregivers, that is
something that | feel like immediately needs to be
learned to not only prepare the person, but to prepare

“l moved back home to care for her. | worry every
night. At any given time, either her heart could go, she
could have an attack, or have a stroke. Can | get

their families.” (PT005, 49yo AAF, FEV, 70%)

someone there in time to care for her? Am | gonna be
able to get her out of the bed and get her to the floor

to do chest compressions on her?” (CG010, 56yo AAF
to PT010, 71yo AAF, FEV, 71%)

Most

Some

None
[l Patients
Il Family Caregivers

All

Figure 2. Differences in early palliative care needs between chronic obstructive pulmonary disease (COPD) patients and family caregivers. This figure
displays the proportions of patients and family caregivers who discussed the major themes alongside exemplary quotes for each category. AAF = African American
female; AAM = African American male; CG = caregiver; FEV, =forced expiratory volume in 1 second; PT = patient; WF = white female; WM = white male.

As this theme was also expressed universally in
family caregiver participants in our cohort, we
recommend that early palliative care
interventions incorporate instruction for
family caregivers on how to cope while caring
for a loved one with COPD.

Themes on emotional symptoms and
respiratory symptoms were the next most
frequently discussed themes on early
palliative care. The frequency of emotional
symptoms and their impact on clinical
outcomes in COPD have been well
demonstrated (58); however, management
of these symptoms in COPD remains
controversial. Palliative care specialists may
be ideally suited to help manage clinical
emotional distress, especially in those with
anxiety precipitated by dyspnea. In fact, it
has been suggested that severe dyspnea may
be an ideal trigger for referral to early
palliative care (3). Although pulmonary
specialists routinely manage severe dyspnea,
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referral to specialist palliative care or
advanced primary palliative care training
for pulmonologists can help to manage
the bidirectional relationship between
emotional and respiratory symptoms
and to reinforce the often neglected
cardiopulmonary rehabilitation (59).

The remaining themes on early
palliative care needs, illness understanding
and prognostic awareness, were discussed by
more patients with GOLD IV stage COPD
and their family caregivers compared with
GOLD II-III stages. Although it may seem
that patients with more advanced disease
should have a better understanding of
illness, our findings instead suggest that
illness understanding is something
patients with COPD and family caregivers
continue to wrestle with as the disease
progresses. Prognostic awareness relates
closely to illness understanding and
similarly involves an on-going process

that requires sensitive and skillful
clinician training while maintaining hope.
Addressing these topics earlier in the
disease could have a strong QOL

impact (42).

Our study is limited by its small sample
size and single-center design, though this is
consistent with the purpose of our formative
evaluation and intervention development
(27). We interviewed a racially diverse
sample of patients and their family
caregivers, a first in the literature.
Furthermore, we include qualitative data on
the COPD experience in patients and their
family caregivers across GOLD stages
typically not included in palliative care trials
in COPD. This is unique and provides
insight into the unmet early palliative care
needs that exist for this population. We
recognize that our inclusion criteria
requiring the presence of a family caregiver
excluded the perspectives of patients without
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General Proportion of Participants

GOLD 111
(n=6 Patients and 6 Family Caregivers)

Exemplary Patient and Family Caregiver Quotes

GOLD IV
(n= 4 Patients and 4 Family Caregivers)

Coping with

like hell at times. | know it's going to pass, or I'll fall
over dead.” (PT007, 63yoWM, FEV, 38%)

COPD

“I just fight through it. | just cope with it. | mean | panic

“I can’t do things myself. I've had to call somebody to
help me. | didn’t ever have to do that. It's emasculating.”
(PT006, 56yo WM, FEV, 13%)

“It's accepting the fact that you're not gonna get better.
You can only try and get a little better.” (CG008, 61yo
AAF to PT008, 61yoAAM, FEV, 28%)

Emotional

“You're gonna die.’ That's what | initially thought in

everybody you have this.” It's stinging, so a big

Symptoms

whirlwind of depression.” (PT005, 49yo AAF, FEV,
70%)

the beginning. ‘You're gonna have to go ahead and tell

“I don’t think | would have near the anxiety problems if |
didn’t have the breathing problems causing the anxiety.”
(PT004, 53yo WF, FEV, 16%)

“Before we found out, he was more outgoing. He was a
joy. After we found out, he changed. It changed him. He
wasn’t such a joyful person anymore.” (CG008, 61yo
AAF to PT008, 61yoAAM, FEV, 28%)

Respiratory
Symptoms

“My biggest fears are having an attack at night alone,
by myself, and not being able to breathe or not being
able to get rescued.” (PT010, 71yo AAF, FEV, 71%)

“I never would have expected to end up not being able to
walk from my house to my car without having to sit down
and breathe, of not being able to go from room to room
inside my house without having to sit down and breathe.”
(PT004, 53yo WF, FEV, 16%)

“His breath has taken the life out of him.” (CG006, 53yo
WF to PT006, 56yo WM, FEV, 13%)

lliness
Understanding

Themes of Early Palliative Care Needs

of jumbled up thoughts.” (PT005, 49yo AAF, FEV,
70%)

“I was like, ‘It's not gonna get fixed. There’s no cure for
it. This is just like a bad cancer.’ It was just a whole lot

“I know what happens, and how it progresses, and that
there’s no cure for it per se. He (PT) ain’t never heard
anything about COPD when they really told him about it.
He had no clue it knocked you up against the wall.”
(CG006, 53yo WF to PT006, 56yo WM, FEV1 13%)

Prognostic
Awareness

“It's going to be a slow, horrible death.” (PT007, 63yo
WM, FEV, 38%)

“If you don't know these things, you just are like a lost
ball in high weed, you know?” (CG002, 61yo AAF to
PT002 65y0 AAM, FEV, 33%)

“It's the not knowing, and there’s so much not knowing.”
(PT004, 53yo WF, FEV, 16%)

“Right now, the little | do know about it, | think it's gonna
look very bleak, very bleak. | don'’t like to say it or discuss
death because it don't look good.” (CG008, 61yo AAF to
PT008, 61yo AAM, FEV, 28%)

None Some Most
Il GOLD -1l

[0 GOLD IV

All

Figure 3. Chronic obstructive puimonary disease (COPD) patient and family caregiver early palliative care needs by GOLD (Global Initiative for Chronic
Obstructive Lung Disease) stage. This figure displays the differences in the proportions of the major themes in patients with GOLD II-ll stage COPD and their
family caregivers compared with those from GOLD IV stages, alongside exemplary quotes for each. AAF = African American female; AAM = African American
male; CG = caregiver; FEV, =forced expiratory volume in 1 second; PT = patient; WF = white female; WM = white male.

family caregivers who may have unique social
support needs. This leaves room for further
exploration of early palliative care needs in
this particularly vulnerable population of
patients with COPD.

Conclusions
In conclusion, we have identified five high-
priority early palliative care needs in COPD:

coping with COPD; emotional symptoms;
respiratory symptoms; illness understanding;
and prognostic awareness. Our data provide
support for expanding the reach of early
palliative care to patients with moderate to
very severe COPD and their family caregivers.
Future studies investigating needs-based
referral using QOL and symptom surveys are
warranted. With emphasis placed on coping

with COPD and emotional symptoms, the
five broad themes informed the development
of an early palliative care intervention for
patients with COPD and their family
caregivers across disease severity, which was
subsequently tested for feasibility.

Author disclosures are available with the text
of this article at www.atsjournals.org.
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