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BACKGROUND: Serious illness often causes financial
hardship for patients and families. Home-based palliative
care (HBPC) may partly address this.
OBJECTIVE:Describe the prevalence and characteristics
of patients and family caregivers with high financial dis-
tress at HBPC admission and examine the relationship
between financial distress and patient and caregiver
outcomes.
DESIGN, SETTINGS, AND PARTICIPANTS:Data for this
cohort study were drawn from a pragmatic comparative-
effectiveness trial testing two models of HBPC in Kaiser
Permanente. We included 779 patients and 438 care-
givers from January 2019 to January 2020.
MEASUREMENTS: Financial distress at admission to
HBPC was measured using a global question (0–10-point
scale: none=0; mild=1–5; moderate/severe=6+). Patient-
(Edmonton Symptom Assessment Scale, distress ther-
mometer, PROMIS-10) and caregiver (Preparedness for
Caregiving, Zarit-12 Burden, PROMIS-10)-reported out-
comes were measured at baseline and 1 month. Hospital
utilization was captured using electronic medical records
and claims. Mixed-effects adjusted models assessed sur-
vey measures and a proportional hazard competing risk
model assessed hospital utilization.
RESULTS: Half of the patients reported some level of
financial distress with younger patients more likely to
have moderate/severe financial distress. Patients with
moderate/severe financial distress at HBPC admission
reported worse symptoms, general distress, and quality
of life (QoL), and caregivers reported worse preparedness,
burden, and QoL (all, p<.001). Compared to patients with
no financial distress, moderate/severe financial distress
patients had more social work contacts, improved symp-
tom burden at 1 month (ESAS total score: −4.39; 95% CI:

−7.61, −1.17; p<.01), and no increase in hospital-based
utilization (adjusted hazard ratio: 1.11; 95% CI: 0.87–
1.40; p=.41); their caregivers had improved PROMIS-10
mental scores (+2.68; 95%CI: 0.20, 5.16; p=.03). No other
group differences were evident in the caregiver prepared-
ness, burden, and physical QoL change scores.
CONCLUSION: These findings highlight the importance
andneed for routine assessments of financial distress and
for provision of social supports required to help families
receiving palliative care services.
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INTRODUCTION

Serious illness often causes financial hardship for patients and
families in part due to high out-of-pocket co-payments, other
medical and non-medical expenses, loss of income secondary
to declines in functional status, and inability to maintain
employment and health coverage for the patient and similarly,
for the primary family caregiver, loss in work productivity and
future earnings.1–5 For some families, these additional
stressors are on top of a lifetime of poverty that already
imposes significant risks of higher morbidity and mortality.6–
8 Financial hardship, often also referred to as distress, burden,
or toxicity, has been examined extensively in patients with
cancer. Nearly half of cancer survivors experience financial
distress.4 Younger age, female, low income, racial/ethnic mi-
norities, having more comorbidities, and lack of insurance
were risk factors associated with financial hardship.9–11 Fi-
nancial distress is in turn associated with poor quality of life,12,
13 depression,12, 14 and increased mortality.15

Beyond cancer, for patients living with advanced illness,
Emanuel and colleagues16 identified underlying factors such
as old age, low income, poor physical function, and

Key Message
• We assessed characteristics of patients and caregivers with financial
distress at admission to home-based palliative care and studied the
relationship between financial distress with patient and caregiver
outcomes. Financially distressed patients had worse symptoms and
caregiver burden at admission. Routine assessments of financial hardship
and provision of social resources are essential for palliative care programs.
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incontinence as being associated with substantial care needs
that were primary drivers of economic hardship; they recom-
mended interventions that meet patients’ needs without im-
posing additional cost or effort on the caregiver. Home-based
programs that provide multi-disciplinary services with mini-
mal or no co-payments may help alleviate the hassles and costs
of services such as transportation for clinic-based care, espe-
cially for patients who are homebound and have significant
functional limitations17, 18 though these services do not fully
offset other costs.
Home-based palliative care (HBPC) is an interdisciplinary

service available to patients with a serious illness and progno-
sis of 1–2 years who are members of Kaiser Permanente, a
large integrated healthcare system.19 Although patients on
HBPC may receive concurrent curative care, most families
are aligned with the philosophy of prioritizing home-based
treatments and supportive services first, rather than hospital-
based care.20 HBPC may serve as a bridge to hospice. The
purposes of this paper are to describe (1) the prevalence of
financial distress as reported by patients or caregivers at ad-
mission to HBPC, (2) the characteristics of patients with
moderate/severe financial distress and their caregivers, and
(3) the relationships between financial distress with patient
and caregiver self-reported outcomes and hospital-based utili-
zation after enrolling in HBPC.

METHODS

Design

This study was a secondary analysis of data drawn from a non-
inferiority cluster randomized trial to compare two models of
HBPC, a standard and tech-supported approach that leveraged
remote physician video consultations.21, 22 Patients and family
caregivers were recruited from fourteen sites across twoKaiser
Permanente regions (Southern California [KPSC] andOregon/
Washington [KPNW]). The study was approved by the KPSC
(#11633) and KPNW (#834) Institutional Review Boards.
Participant enrollment occurred from January 7, 2019, through
January 12, 2020, with follow-up data collection ending on
July 9, 2020.

Population

Patients (n=3533) who were 18 and older, living with a serious
illness (e.g., cancer, cardiopulmonary diseases), expected to
have a prognosis of 1–2 years, homebound, English or Span-
ish speakers, and admitted to HBPC were included in the trial.
A subset of these patients who completed an assessment of
financial distress at HBPC admission are included in this
analysis (n=779). We identified adult (18+ years or older)
caregivers (n=438) by asking the patient during the phone
screening, “Who helps you with your care?” or if the patient
lacked decisional capacity, through information obtained from

the electronic medical records (EMR) on a surrogate decision
maker or durable power of attorney.

Home-Based Palliative Care

Patients were eligible for HBPC if their physician estimated a
prognosis of 1–2 years, met Medicare guidelines for receipt of
home health to include a skilled nursing need, and were
homebound. Patients could receive concurrent disease-
directed therapy. HBPC was provided by an interdisciplinary
team of physicians, nurses, and social workers, supplemented
with therapists, home health aides, and chaplains who ad-
dressed the bio-psycho-social-spiritual needs of patients and
families. The teams assumed a co-management, primary, or
mixed role. As patients approached end-of-life, they could
remain on HBPC or transition to hospice. Patients who im-
proved or were no longer homebound could transition to
outpatient palliative care services.19, 23

Independent Variable

We assessed patient financial distress with a single validated
question at admission, “What is your current level of financial
distress on a scale of 0 to 10 with 0 being no financial distress
and 10 being the worst financial distress,” via the patient or
caregiver proxy.24 Patients who scored 1–5 and 6 or more
were considered to have mild or moderate/severe financial
distress, respectively.

Primary Patient- and Caregiver-Reported
Outcomes

We measured patient symptom burden with the total score of
the 9-item Edmonton Symptom Assessment System
(ESAS),24, 25 physical and mental quality of life with the
PROMIS-10,26 and general distress with the single-item, 0–
10-point distress thermometer.27 We measured caregiver pre-
paredness with the Preparedness for Caregiving Scale
(PCS),28, 29 quality of life with the PROMIS-10, and burden
with the Zarit-12 Burden Scale.30 These measures were col-
lected at HBPC admission and 1 month later.

Secondary Outcome: Patient Hospital-Based
Utilization

All-cause hospital-based utilization (emergency department
visits, observation stays, and inpatient) was measured from
admission to when the first event occurred, death, or through
end of the study period, at which point those patients who
experienced neither an event nor death were censored. These
data were extracted from the EMR or derived from claims of
utilization outside of the health system.

Process Measures and Other Covariates

We obtained patient (e.g., socio-demographics, clinical vari-
ables) characteristics from administrative, membership, and
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clinical or program electronic records. We collected caregiver
socio-demographics and caregiving characteristics (relation-
ship, living arrangement, help from others) from surveys. We
measured HBPC service use and outpatient primary and spe-
cialty care visits from admission to 1 month to correspond
with timing of the survey data collection for each patient.
Other healthcare utilization prior to and after admission were
also obtained from the EMR or claims.

Statistical Analyses

We used linear mixed-effects models to compare adjusted
mean change scores in patient and caregiver self-reported
measures across financial distress groups, accounting for the
respective baseline survey scores with random intercepts. We
included the following covariates in the adjusted models for
patient surveys (ESAS, general distress, and PROMIS-10)
based on prior clinical knowledge and their association with
financial distress or the outcome: age, gender, race/ethnicity,
admitting diagnosis (cancer vs. non-cancer), and proxy re-
sponse; since the ESAS could be administered by research or
HBPC staff, we also included this indicator in the ESAS
model. To address potential outliers, we also compared medi-
an change scores in a sensitivity analysis using quantile re-
gression. For changes in caregiver surveys, we included the
following patient (age, admitting diagnosis, baseline ESAS
score) and caregiver (age, gender, race/ethnicity, and caregiv-
ing help from others) covariates.
For time-to-first hospital-based utilization following HBPC

admission, we used Fine and Gray’s31 proportional hazards
model for the subdistribution of a competing risk to account
for death as a competing risk to utilization and hospice enroll-
ment as a time-varying covariate. We included the following
covariates due to their association with financial distress and
utilization: age, gender, race/ethnicity, available caregiver,
insurance, Charlson co-morbidity index, admitting diagnosis,
and any prior year hospitalizations. The a priori threshold for
statistical significance was a 2-sided p value <0.05. All anal-
yses were conducted using SAS version 9.4 for Windows
(SAS Institute, Cary, NC).

RESULTS

Financial Distress: Prevalence and Patient and
Caregiver Characteristics

Approximately 50% of patients at admission reported at
least some financial distress; 26% experienced moderate/
severe financial distress (Table 1). Those who reported
moderate/severe financial distress were significantly youn-
ger, lived in a census block with lower median household
income, had employer-based health insurance, were more
likely to receive medical financial assistance, had cancer,
and had less functional impairment compared to patients
reporting no to mild financial distress. Patients with

higher levels of financial distress had worse symptom
burden (ESAS), general distress, and quality of life
(PROMIS-10) (all, p < 0.001).
For patients with a caregiver enrolled in the study, there

were no differences in caregiver socio-demographic charac-
teristics across the financial distress cohorts, other than youn-
ger caregiver age in the moderate/severe financial distress
cohort (Table 2). Caregivers of patients who had any level of
financial distress also reported poorer quality of life, greater
burden, and feeling less prepared for caregiving, compared to
caregivers of patients with no financial distress (all, p<.01).

Follow-up Data Collection and Use of HBPC
and Outpatient Services

Follow-up survey data at 1 month were available for approx-
imately 67% and 53% of the patients and caregivers, respec-
tively. Over a quarter (27%) of the patients who had no follow-
up ESAS (n=248) died before the 1-month follow-up assess-
ment. Patients with follow-up data were slightly older with
lower Charlson co-morbidity scores, less likelihood to be
African American, or more likely to have cancer, but other-
wise did not differ on other baseline socio-demographic, clin-
ical, or survey characteristics from those who did not have
follow-up data. Follow-up completeness and the number of
days patients were on HBPC before the follow-up survey data
collection were similar across financial distress groups
(Table 3).
Patients with financial distress were more likely to have at

least one home or phone visit by a social worker (84% (mod-
erate/severe) vs. 78% (mild) vs. 70% (no)) and more frequent
contacts (0.7 vs. 0.6 vs. 0.5 per 10 days, respectively) (Ta-
ble 3). Frequency of visits from other disciplines was not
different across groups. Clinic visits to specialty care were
higher than to primary care with no differences in visit fre-
quency across groups.

Financial Distress and Changes in Patient and
Caregiver Outcomes 1 Month After HBPC
Admission

Compared to the no financial distress group, patients with
moderate/severe financial distress had significantly and
clinically greater reductions in symptom burden (ESAS:
−4.39; 95% CI: −7.61, −1.17; p<.01) and general distress
(−0.90; 95% CI: −1.71, −0.10; p=.03) at 1 month after
admission in adjusted analyses (Table 4). Reductions oc-
curred in both the ESAS physical and psychological do-
mains and these changes met established minimal clini-
cally important differences (MCID) criteria.32 Median
ESAS change scores were slightly smaller (difference-in-
differences, DID: −3.49). We found no significant group
differences in changes in quality of life. Ratings of finan-
cial distress for patients with moderate/severe financial
distress dropped by 3.2±3.5 points from admission (8.0
±1.4) to 1 month later (4.9±3.6).
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Caregivers of patients withmoderate/severe financial distress
reported improved PROMIS-10mental well-being at follow-up
(+2.68; 95% CI: 0.20, 5.16; p=.03) compared to caregivers of
patients with no financial distress at baseline; the median DID

was slightly larger (3.4). These differences fall within the range
of MCID thresholds (2.3 to 5.5 points) from prior studies.33

There were no significant group differences on preparedness for
caregiving, burden, or physical well-being (Table 4).

Table 1 Baseline Patient Characteristics by Level of Financial Distress

No FD
(n=391)

Mild FD
(n=186)

Moderate to severe FD
(n=202)

All
(n=779)

p
value

Socio-demographics
Age 79.9 (12.4) 78.9 (11.8) 72.8 (14.2) 77.8 (13.1) <.001
22–70 75 (19%) 40 (22%) 82 (41%) 197 (25%)
71–79 92 (24%) 52 (28%) 46 (23%) 190 (24%)
80–87 104 (27%) 45 (24%) 42 (21%) 191 (25%)
88–106 120 (31%) 49 (25%) 32 (16%) 201 (26%)

Gender: female 212 (54.2%) 100 (54%) 112 (55%) 424 (54%) 0.94
Marital status: partnered 209 (53.5%) 97 (52%) 96 (48%) 402 (52%) 0.39
Education: less than collegeab 133 (38%) 56 (37%) 73 (41%) 265 (39%) 0.09
Household income: <$50,000ab 62 (18%) 19 (13%) 51 (29%) 132 (19%) <.01
Race/Ethnicity 0.02
Non-Hispanic White 214 (55%) 127 (68%) 106 (52%) 447 (57%)
Hispanic (any race) 101 (26%) 34 (18%) 56 (28%) 191 (25%)
Black/African American 50 (13%) 13 (7%) 30 (15%) 93 (12%)
Other 26 (7%) 12 (7%) 10 (5%) 48 (6%)

Spoken language 0.20
English 353 (90%) 173 (93%) 177 (88%) 703 (90%)
Spanish 38 (10%) 13 (7%) 25 (12%) 76 (10%)

Commercial/private insurance 38 (10%) 20 (11%) 43 (21%) 101 (13%) <.001
Medical financial assistance from health planb <.001
Current 65 (18%) 53 (35%) 68 (38%) 186 (27%)
Prior 28 (8%) 14 (9%) 16 (9%) 58 (9%)
Never 260 (74%) 83 (55%) 95 (53%) 438 (64%)

Has internet access (kp.org account)b 118 (33%) 44 (29%) 63 (35%) 225 (33%) 0.51
Has family caregiver 318 (81%) 138 (74%) 147 (73%) 603 (77%) 0.03
Assistance with survey responses <.001
Self (none) 119 (30%) 86 (46%) 106 (52%) 311 (40%)
Proxy/Assisted 270 (69%) 98 (53%) 96 (48%) 464 (60%)
Unknown 2 (<1%) 2 (1%) 0 (0%) 4 (<1%)

Clinical characteristics
Admitting diagnosis <.001
Cardio-pulmonary 114 (29%) 81 (44%) 59 (29%) 254 (33%)
Cancer 131 (34%) 52 (28%) 87 (43%) 270 (35%)
Neurological 88 (23%) 20 (11%) 26 (13%) 134 (17%)
Other 58 (15%) 33 (18%) 30 (15%) 121 (16%)

Charlson co-morbidity index 8.1 (3.17) 8.1 (3.24) 8.1 (3.49) 8.1 (3.27) 0.09
0–6 123 (31%) 56 (30%) 67 (33%) 246 (32%)
7–8 101 (26%) 45 (24%) 49 (24%) 195 (25%)
9–10 80 (20%) 48 (26%) 40 (20%) 168 (22%)
11 or higher 87 (22%) 37 (20%) 46 (23%) 170 (22%)

DNR code status at admissionb 168 (48%) 78 (52%) 74 (41%) 320 (47%) 0.15
Severity of ADL impairment (↓0–9)b 5.3 (2.54) 4.8 (2.40) 4.3 (2.45) 4.9 (2.51) <.001
PROs at HBPC admission
Financial distress (↓0–10) 0 (0) 3.46 (1.45) 8.05 (1.46) 2.91 (3.50) <.001
Edmonton Symptom Assessment System (ESAS) (↓0–
90), n=749

31.0 (15.2) 33.4 (14.1) 41.6 (15.6) 34.4 (15.7) <.001

General distress (↓0–10), n=723 4.4 (3.1) 5.1 (2.6) 6.6 (2.5) 5.2 (3.0) <.001
PROMIS-10 (physical) (16–68↑), n=734 32.3 (7.0) 31.4 (6.1) 29.1 (6.7) 31.2 (6.8) <.001
PROMIS-10 (mental) (21–68↑), n=733 40.6 (9.3) 38.9 (8.2) 36.9 (8.5) 39.2 (8.9) <.001

Healthcare utilization (12 months prior to admission)
Hospitalizations/observation stays 311 (80%) 156 (84%) 171 (85%) 638 (82%) 0.22
Skilled nursing facility 70 (18%) 52 (28%) 43 (21%) 165 (21%) 0.02
Home health 132 (34%) 87 (47%) 71 (35%) 290 (37%) 0.01
Outpatient palliative care 76 (19%) 33 (18%) 59 (29%) 168 (22%) 0.01
Home-based palliative carec 61 (16%) 24 (13%) 43 (21%) 128 (16%) 0.08
Hospiced 46 (12%) 14 (8%) 19 (9%) 79 (10%) 0.20

Data are presented as mean (SD) or n (%); arrows indicate direction of better scores
Patient financial distress (FD) was assessed with a validated global question using the following anchors: 0=no financial distress to 10=worst financial
distress. Coding for no (score:0), mild (scores: 1–5), and moderate to severe (scores: 6–10) financial distress
p values were calculated using the chi-square statistic (categorical variables) and Kruskal-Wallis (continuous variables)
aCensus-based, median neighborhood education and household income
bMissing for 10% of the sample from one site
cPatients may have received HBPC at some point in the prior 12 months before the current HBPC admission
dPatients who are discharged alive from hospice may transition to HBPC
DNR, do not resuscitate (obtained from the EMR); ADL, activities of daily living (obtained from the Outcome and Information Assessment Set, OASIS at
start of care)
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Financial Distress and Patient Hospital-Based
Utilization After HBPC Admission

Nearly two-thirds of patients had at least one hospital-based
utilization (ED visit, observation stay, or inpatient admission)
and 25% died before having an event during a median follow-
up of 2 months (range 0–20 months). Among the 11% who
survived until the end of follow-up with no hospital-based
utilization, the median follow-up time was 13 months (range
6–18months). Accounting for the competing risk of dying, the
unadjusted model showed that moderate/severe financial dis-
tress was associated with a 28% increased risk of having a
hospital-based utilization in the months after admission com-
pared to no financial distress (hazard ratio, HR: 1.28, 95% CI:
1.03–1.59, p=.02). However, the adjusted model showed that
moderate/severe financial distress was no longer significantly
associated with hospital utilization (HR: 1.11, 95% CI: 0.89–
1.37, p=.35) (Table 5). Sensitivity analyses were conducted
with a subset of patients (n=682) who also had data on receipt
of medical financial assistance and level of functional impair-
ment at admission. These models yielded the same results.

DISCUSSION

In a large cohort of patients receiving home-based palliative
care in the USA, half experienced at least some level of
financial distress. Financial distress was associated with worse

patient symptoms and quality of life and family caregiver
perception of preparedness, quality of life, and burden. In the
1 month after admission to HBPC, patients with moderate/
severe financial distress experienced significantly greater re-
ductions in symptom burden compared to patients with no
financial distress. Their caregivers also had greater improve-
ments in mental well-being compared to caregivers of patients
with no financial distress. During this short episode of care,
patients with moderate/severe financial distress and their fam-
ilies received more support from social workers compared to
those with no financial distress which may partly explain the
greater improvement in well-being. Finally, baseline financial
distress was not associated with risk of hospital-based utiliza-
tion in the months after admission. These findings together
highlight the importance and need for routine assessments of
financial distress, as well as the provision of social supports
required to help patients and families receiving palliative care
services. Moreover, future studies should examine the hetero-
geneity of palliative care effects according to social factors
given the differential changes in symptom burden we observed
in this study.34

We relied on a global assessment of financial distress by
patients and proxies and were not able to capture specific
domains of hardship. However, we did identify that nearly
half of the patients (47%) with moderate/severe financial
distress received medical financial assistance from the health
system. Persistent medical debt could propagate other unmet

Table 2 Baseline Caregiver Characteristics by Level of Patient Financial Distress

No FD (n=248) Mild FD (n=98) Moderate to severe FD (n=92) Total (n=438) p value

Socio-demographics
Age 63.0 (12.37) 64.2 (13.22) 59.3 (13.01) 62.5 (12.79) 0.01
<45 19 (7.7%) 7 (7.1%) 13 (14.1%) 39 (8.9%)
45–54 45 (18.1%) 16 (16.3%) 23 (25%) 84 (19.2%)
55–64 73 (29.4%) 25 (25.5%) 28 (30.4%) 126 (28.8%)
>65 111 (44.8%) 50 (51%) 28 (30.4%) 189 (43.2%)

Gender: female 200 (80.6%) 76 (77.6%) 81 (88%) 357 (81.5%) 0.15
Marital status: partnered 175 (73.5%) 77 (80.2%) 62 (69.7%) 314 (71.7%) 0.24
Race/Ethnicity 0.66
Non-Hispanic White 110 (44.4%) 50 (51%) 39 (42.4%) 199 (45.4%)
Hispanic (any race) 67 (27%) 23 (23.5%) 28 (30.4%) 118 (26.9%)
Black/African American 26 (10.5%) 7 (7.1%) 12 (13%) 45 (10.3%)
Other/Unknown 45 (18.1%) 18 (18.4%) 13 (14.1%) 76 (17.4%)

Spoken language 0.77
English 228 (91.9%) 88 (89.8%) 85 (92.4%) 401 (91.6%)
Spanish 20 (8.1%) 10 (10.2%) 7 (7.6%) 37 (8.4%)

Caregiving characteristics
Relationship to patient 0.65
Spouse 97 (39.1%) 44 (44.9%) 41 (44.6%) 182 (41.6%)
Adult child 128 (51.6%) 45 (45.9%) 40 (43.5%) 213 (48.6%)
Other 23 (9.3%) 9 (9.2%) 11 (12%) 43 (9.8%)

Length of caregiving ≥ 12 monthsa 184 (77.6%) 72 (74.2%) 69 (75.8%) 325 (76.5%) 0.79
Lives with patienta 172 (72%) 69 (71.1%) 62 (68.1%) 303 (71%) 0.79
Caregiving help from othersa 170 (71.1%) 71 (73.2%) 69 (75.8%) 310 (72.6%) 0.69
Baseline surveys
Caregiver Preparedness Scale (0–32↑) 23.3 (6.34) 22.0 (5.92) 20.4 (6.95) 22.4 (6.47) <.01
Zarit-12 Burden, (↓0–48) 11.6 (8.64) 14.3 (8.89) 16.5 (9.12) 13.3 (9.00) <.01
PROMIS-10 (physical) (16–68↑) 48.7 (8.51) 47.7 (8.74) 44.3 (9.68) 47.5 (8.98) <.001
PROMIS-10 (mental), (21–68↑) 47.9 (8.77) 46.6 (7.71) 42.7 (10.23) 46.5 (9.10) <.001

Data are presented as mean (SD) or n (%); arrows indicate direction of better scores
Patient financial distress (FD) was assessed with a validated global question using the following anchors: 0=no financial distress to 10=worst financial
distress. Coding for no (score:0), mild (scores: 1–5), and moderate to severe (scores: 6–10) financial distress
p values were calculated using the chi-square statistic (categorical variables) and Kruskal-Wallis (continuous variables)
aMissing for n=11 to 14 caregivers
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needs, complicating patients’ and families’ ability to cope with
and manage their health.16 Census-level income data also
showed that patients with moderate/severe financial distress
were more likely to live in neighborhoods with an annual
median household income of <$50,000 compared to those
with mild or no financial distress. This observation provides
further objective validation of patients’ perception of econom-
ic hardship.
Similar to previous studies from other countries with na-

tional health insurance,35, 36 having health insurance does not
shield patients and families from financial distress. We found
that patients with moderate/severe financial distress tended to
be younger (mean age: 73 vs. 79) than those with mild or no
financial distress, consistent with previous studies.9–11, 37

Over two-thirds were in pre-retirement (age <65) and likely
becoming seriously ill while working, precariously dependent
on employer health insurance and public unemployment and
disability insurance, as well as having a premature loss of
employment income. Since receipt of HBPC did not require
co-pays or deductibles and entailed fewer practical hassles

related to travel for clinic-based care, HBPC may have been
particularly helpful for patients experiencing high physical
and emotional symptoms and financial distress; of importance
were the notable reductions in financial distress at follow-up
for the high distress group. While more Medicare Advantage
plans are offering home palliative care as a supplemental
benefit,38 it is unclear what level of cost-sharing is required
and how that could potentially create an unintended access
barrier.
For most patients who enroll in HBPC, their philosophy

of care is oriented towards receiving treatments and care
in the home. We had hypothesized that those with
moderate/severe financial distress may have greater unmet
needs over time that could result in increased hospital-
based utilization, similar to previous studies that reported
greater end-of-life treatment intensity in patients
experiencing financial hardship.39 Our finding that
moderate/severe financial distress at baseline did not in-
crease the risk of hospital-based utilization suggests that
better symptom control and greater social work support in
particular may have served as a “buffer.” Social work
support likely focused on providing emotional support,
connecting families to resources, and/or helping families
reconcile goals of care and treatments based on their
financial realities. Enrollment in hospice any time after
HBPC exposure was a strong predictor of reduced
hospital-based utilization.

Limitations

While our sample is larger and more diverse than that of
other studies, there are several important limitations. Due to
the high rate of proxy response (60%), the reported financial
distress likely reflects both the patients’ and caregivers’
perception of hardship. Although previous studies have
further classified financial hardship into more granular do-
mains and had data on household income,11 our measure of
financial distress was global and we relied on neighborhood
level household income. Some of the improvements in the
patient- and caregiver-reported outcomes in the moderate/
severe financial distress group could be due to regression to
the mean or are spurious due to multiple comparisons; the
sensitivity analyses comparing median ESAS change scores
only account for extreme outliers. Nonetheless, nearly all
the self-reported outcomes of the moderate/severe financial
distress group at the 1-month follow-up were still higher
than of the no financial distress group suggesting remaining
disparities as a function of economic hardship. Imputation
for the high missingness of survey data was not possible,
although baseline characteristics were substantially the
same in those who had missing data and those we analyzed.
The analyses were also limited by the lack of a control
group, not exposed to HBPC, and possibly affected by
survival bias with more financially distressed patients not
making it to older age.

Table 3 Utilization of HBPC and Outpatient Services from HBPC
Admission to 1-Month Follow-up Survey Data Collection

No FD
(n=211)

Mild FD
(n=103)

Moderate to
severe FD
(n=120)

HBPC social worker
home or phone visits

147
(69.7%)

80
(77.7%)

101 (84.2%)

Mean (SD) visits per
10 days on HBPC

0.5 (0.63) 0.6 (0.77) 0.7 (0.57)

HBPC registered nurse
home visits

211
(100%)

103
(100%)

120 (100%)

Mean (SD) visits per
10 days on HBPC

1.8 (1.32) 1.8 (0.76) 1.8 (0.81)

HBPC licensed
vocational nurse home
visits

79
(37.4%)

37
(35.9%)

50 (41.7%)

Mean (SD) visits per
10 days on HBPC

0.2 (0.41) 0.2 (0.30) 0.2 (0.34)

HBPC home health
aide home visits

65
(30.8%)

36 (35%) 41 (34.2%)

Mean (SD) visits per
10 days on HBPC

0.5 (0.92) 0.6 (0.94) 0.6 (1.04)

HBPC physician home
visits

150
(71.1%)

74
(71.8%)

87 (72.5%)

Mean (SD) visits per
10 days on HBPC

0.3 (0.23) 0.3 (0.31) 0.3 (0.22)

Primary care clinic
visits

20 (9.5%) 9 (8.7%) 11 (9.2%)

Mean (SD) visits per
10 days on HBPC

0.0 (0.11) 0.0 (0.14) 0.0 (0.09)

Specialty care clinic
visits

74
(35.1%)

40
(38.8%)

57 (47.5%)

Mean (SD) visits per
10 days on HBPC

0.2 (0.30) 0.2 (0.28) 0.2 (0.32)

Days on HBPC before
follow-up survey data
collection

32.7
(10.37)

31.0
(8.49)

34.2 (9.84)

Data are presented as n (%) ever having visit and mean (SD) visits per
10 days on HBPC, from admission to when the 1-month follow-up
surveys were collected
Patient financial distress (FD) was assessed with a validated global
question using the following anchors: 0=no financial distress to
10=worst financial distress. Coding for no (score:0), mild (scores: 1–
5), and moderate to severe (scores: 6–10) financial distress
Missing data on 10% of the sample from one site
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The caregiver sample was relatively small with inconsistent
findings across the four outcomes and thus, the findings
should be considered exploratory. We were not able to assess
or analyze the nature of the social work support nor the
community-based social services that families may have re-
ceived concurrent with HBPC. This will be especially impor-
tant for future work to understand the mechanism for how
addressing unmet social needs can improve health outcomes
for the seriously ill. Finally, our study sample draws from a
population of insured patients, receiving care within an inte-
grated delivery system and whose experience with serious
illness care may not be broadly generalizable. Having health
insurance perhaps mitigated some of the adverse effects of
financial hardship observed in previous studies, but having
insurance is unlikely to eliminate the distress that comes with
limited finances.

CONCLUSIONS

We found that half of the patients receiving HBPC reported
financial distress, that more severe financial distress was as-
sociated with worse patient- and caregiver-reported outcomes,
and that HBPC provided more social work support to families
with high financial distress which may have buffered the
effects of financial hardship on patient symptoms and
hospital-based utilization, as well as caregiver mental well-
being. Our findings raise the question of whether prioritizing
patients who experience severe financial hardship coupled
with high symptoms for home-based care could alleviate
overall suffering. More importantly, our findings add to the
emerging evidence about how to address the impact of social
needs on health and end-of-life care in light of the unprece-
dented societal disruptions that have manifested during the
COVID-19 pandemic.

Acknowledgements: The authors are greatly appreciative of the
HomePal study participants, the entire HomePal Research Group,
which includes investigators, clinical partners, and staff from Kaiser
Permanente Southern California and Kaiser Permanente Northwest,
consultants, stakeholder advisory committee members, and members
of the data and safety monitoring board:

Corresponding Author: Huong Q. Nguyen, PhD, RN; Department of
Research and Evaluation, Kaiser Permanente Southern California,
100 S. Los Robles Avenue, 2nd Floor, Pasadena, CA 91101, USA
(e-mail: huong.q2.nguyen@kp.org).

Funding This work was supported through a Patient-Centered
Outcomes Research Institute (PCORI) Award (PLC-1609-36108).

Kaiser Permanente Southern California, Pasadena, CA, USA:
Huong Nguyen, PhD, RN, Ernest Shen, PhD, Brian Mittman, PhD,
Susan Wang, MD, FAAHPM, Ari Padilla, MBA, Mayra Macias, MS, Eric
Haupt, Sc.M, Janet Lee, MS, Thearis Osuji, MPH, Kathleen Estrada,
MSN, Rebecca Biddle, RN, BSN, Byron Batz, MS, Jasamin Disney,
RN, BSN, Teresa Martinez, RN, BSN, Rose Roxas, RN, BSN, Peter
Khang, MD, Dan Huynh, MD, Mary Machado, RN, MSN, Gina Andres,
MSW, Angel Vargas, FACHE.

Kaiser Permanente Northwest, Portland, OR, USA: Richard
Mularski, MD, MSHS, MCR, Carmit McMullen, PhD, Britta
Torgrimson-Ojerio, RN, PhD, Madeline Peyton, MPH, John Brandes,
Emily Schield, RN, BSN, Phyllis Ramey, RN, MSN, Chris Carlson, RN,
BSN, Paula Edwards, RN, Vicki Krepps, RN, Jennifer Black, MD, Erin
Bruner, RN, BSN.

Data Coordinating Center, Kaiser Permanente Northwest,
Center for Health Research, Portland, OR, USA: Mary Ann
McBurnie, PhD, Ning Smith, PhD, Suzanne Gillespie, MA, MS, Kim
Funkhouser, BS, Morgan Fuoco, MA, Dea Papajorgji-Taylor, MA, MPH,
Phil Crawford, MS, Kelly Kirk, BS, Joe Cerizo, BA, Kimberly Stewart,
MPH, Daniel Vaughn, MS, Meagan Shaw, MA, Katie Vaughn, BA.

Consultants: Joanne Lynn, MD, MA, MS, Lynn Reinke, PhD, RN

Stakeholder Advisory Committee: Charles Anderson, Summer
Austin-Bowden, David Baker, MD, MPH, Bill Clark, Janet Corrigan,
PhD, MBA, Jennie Chin Hansen, MS, RN, Maureen Henry, JD, PhD,
Keung Luke, PhD, Thomas Lee, MD, Carol Levine, MA, Kristine

Table 5 Association Between Financial Distress and Hospital-Based Utilization
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