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Purpose: Amendment to the Act on Decisions on Life-sustaining Treatment was recently
enacted to designate long—term care hospitals as providers of hospice and palliative care.
Despite its benefit of providing improved accessibility to end—of-life care, the amendment
has raised concerns about its effect on quality of service. This study aimed to use informa—
tion obtained from an expert group interview and previous studies to compare how cancer
patients, family caregivers, physicians, and the general Korean population perceive the po—
tential benefits and risks of this amendment. Methods: We conducted a multicenter cross—
sectional study from July to October 2016. The included participants answered a structured
questionnaire regarding the extent to which they agree or disagree with the questionnaire
items indicating the potential benefits and risks of the amendment. Chi-square tests and
univariate and multivariate logistic regression analyses were performed. Results: Compared
with the general population, physicians agreed more that long—term care hospitals are cur—
rently not adequately equipped to provide quality hospice and palliative care. Family care—
givers found improved access to long—term care hospitals more favorable but were more
likely to agree that these hospitals might prioritize profits, thereby threatening the philoso—
phy of hospice care, and that families might cease to fulfill filial responsibilities. Compared
with the general population, cancer patients were more concerned about the potentially
decreased service quality in this setting. Conclusion: Although potential service beneficiaries
and providers expected improved accessibility of hospice and palliative care services, they
were also concerned whether the system can provide adequate quality of end—of-life care.
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INTRODUCTION

Enactment of the Act on Hospice and Palliative Care and
Decisions on Life-sustaining Treatment for Patients at the End
of Life in 2016 (Act no. 14013) has enlightened the Korean
public about a fairly advanced concept of good death and

heralded a considerable change in people’s attitude toward

this topic. Although patients nearing the end of life are now
entitled to receive hospice and palliative care covered by the
National Health Insurance Service, the matter of accessibility
to such services remains unresolved (1). To this end, long—term
care hospitals, which are major and commonly used chronic
care facilities in Korea, were recently designated in February

2018 as providers of hospice and palliative care. However, this
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amendment may have benefits and risks, especially regarding
the quality of end—of-life care service (2,3). Based on the cur-
rent situation and information from previous studies about the
services provided by long—term care hospitals and the related
concerns (2-6), we aimed to examine how potential provid—
ers and beneficiaries of hospice and palliative care perceive this
amendment by focusing on its benefits and risks.

The European Association for Palliative Care suggests that >
50 beds are needed in hospice and palliative care facilities for
a population of 1 million, indicating that there should be >
2,557 beds to cover the Korean population (7). However, the
statistics released by the National Care Center reported that
only 1,302 beds have been allocated by such facilities, which
covers less than half of the required number of beds. These
numbers raise concerns that patients in Korea are less likely to
receive specialized comfort end-of-life care despite the ad-
vanced statutory basis and growing consensus on dying well.
Considering these concerns about accessibility, long—term care
hospitals have been newly designated as providers of hospice
and palliative care, which may have been inspired by the in—
tegrative long—term care services in Belgium, Denmark, and
Iceland (8).

In Korea, a long—term care hospital is a major and common
non—acute facility that specializes in chronic care. The roles of
long—term care hospitals and other major facilities for chronic
care in Korea (i.e., hospice and palliative care facilities as well

as long—term nursing homes) are distinguishable at least in
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statutory terms (Table 1).

However, it should be noted that the difference between
long—term care hospitals and hospice and palliative care facili—
ties appears somewhat ambiguous in practice (9-11), which in
fact legitimizes the current amendment. For instance, the total
number of cancer patients at long—term care hospitals was
35,000 in 2014, which was the third largest after tertiary and
general hospitals in the same year (10). Moreover, the residents
of nursing homes are commonly referred to long—term care
hospitals when nearing the end of life. These circumstances
inevitably require such hospitals to provide not only curative
medical treatment but also proper hospice and palliative care
(9). According to the Korean Statistical Information, 1,372
long—term care hospitals were available in 2015, which is 20
times higher than the number of designated hospice and palli-
ative care facilities in the same year. Consequently, designating
long—term care hospitals as providers of hospice and palliative
care seems to be essential to fill the gap between the supply
and demand of medical resources.

Nonetheless, potential challenges regarding the quality of
end—of-life care provided by long—term care hospitals should
not be overlooked. For example, a study by the National Hu-
man Rights Commission of Korea pointed out a lack of health
professionals and facilities, provision of excessive and unnec—
essary services, and an unsanitary environment as major con—
cerns (2). Furthermore, long—term care hospitals may not meet

the needs of end—of-life patients and their family caregivers

Table 1. Different Roles of the 3 Major Fadilities for Care of Chronic Patients in Korea.

Long-term care hospitals

Hospice and palliative care facilities

Long-term nursing homes

Act on Hospice and Palliative Care and
Decisions on Life-sustaining Treatment for

Long-term Care Insurance Act
(Actno. 14321)*

Patients at the End of Life (Act no. 14013)#

Statutory base Medical Service Act (Act no. 14438)+
Recipients Patients with geriatricillness or chronic
disease such as cancer and dementia
or undergoing recovery after surgery or
injury
Benefits Providing medical services and physical
therapy for inpatients and outpatients
Insurance coverage  Yes Yes
Primary care provider  Physicians, nurses, caregivers, and physical - Physicians, nurses, and social workers

therapists

Providing holistic intervention that includes
pain and symptom management as well as
mental, spiritual, and bereavement care

Cancer patients and non-cancer patients such - Older adults entitled to long-term care
as those with HIV/AIDS, COPD, and chronic
liver cirrhosis at the terminal stage

upon investigation for grading

Providing physical assistance or
educational/training programs to
maintain mental and physical functions

Yes

Long-term caregivers, nurses, and social
workers

*Source: elaw.klri.re.kr [Internet]. Sejong: Korea Law Translation Center; 2019 [cited 2018 Nov 9]. Available from: http://elaw.Klri.re.kr/kor_service/main.do.

COPD: Chronic Obstructive Pulmonary Disease.
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given that these hospitals have no history of providing essen—
tial hospice and palliative care services such as comprehensive
comfort care, terminal care, and bereavement management (3).
Although increasing the access to hospice and palliative care is
a timely and important issue in the Korean society, statutory
reform may not benefit patients and their caregivers without
considering the quality of end—of-life care.

Taken together, we suggest that the amendment designating
long—term care hospitals as providers of hospice and pallia—
tive care has potential benefits and risks that should be taken
into account before the amendment takes effect. Obtaining the
opinions of potential beneficiaries and service providers may
provide better insights into the successful expansion of hospice
and palliative care. The study aim was to determine the extent
to which cancer patients, family caregivers, physicians, and the
general population agree or disagree with the perceived ben—
efits and risks of the amendment to the Act on Hospice and
Palliative Care and Decisions on Life—sustaining Treatment for

Patients at the End of Life.

METHODS

1. Participants

We conducted a multicenter cross—sectional study from July
to October 2016 with the following participant groups: cancer
patients, family caregivers, physicians, and general population.
World Research, Inc. (Seoul, Korea), a survey company spe-
cializing in the field of oncology, was consulted on the overall
design of this study and survey. The study was approved by
the Institutional Review Board (IRB) of the Seoul National
University Hospital as an IRB review exemption study (IRB
no. E-1607-107-777). A total of 3,940 individuals partici—
pated in our study.

1) Cancer patients

The oncologists participating in this research identified adult
clinic patients (>18 years) from 12 general hospitals that we
could recruit for the study. Among the 6,024 identified pa—
tients, we included those who had no problem communicating
with the research assistants for an unbiased survey, filling out

the questionnaire, and understanding the study intent. The fi—
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nal sample comprised 1,001 eligible patients (16.6% response

rate), and all of them provided informed consent.

2) Family caregivers

The patients initially contacted for our study identified their
relative who had been providing them with the most assis—
tance. The identified family caregivers were informed about
the study intent, and among the 5,017 contacted caregivers,
we included a total of 1,006 eligible family caregivers who
provided informed consent and completed the survey (20.1%

response rate).

3) Physicians

We performed an online—based survey of physicians from 12
general hospitals and local clinics through the Korean Medical
Association (KMA). To make our sample more representative,
the analytical results of physicians were weighted according
to age and sex distribution based on the membership statistics
provided by KMA. Among the 928 physicians who completed
the online survey (30% response rate), internal medicine was
practiced by most physicians (27.2%) followed by family
medicine (10%) and radiology (5.9%). Analysis of the partici—
pants’ specific occupations showed that 39.5% (highest) of the

respondents were medical school professors.

4) General population

Individuals from 17 major cities and local districts sampled
from age and sex strata in accordance with the 2015 Census
of Korea were interviewed. For the final sample selection, we
applied probability proportional to size, which is known to be
effective for obtaining a representative national sample, espe—
cially when the sample groups vary in size (12). Among the
10,000 individuals contacted initially, 1,005 participants (age
range: 20~70 years) who agreed to participate in the survey
(10% response rate) were included as our final sample. We
used a structured questionnaire, and trained researchers as—

sisted in conducting the survey.

2. Measurements

1) Questionnaire and items
Drawing on an expert group interview and previous stud-

ies about the quality of end-of-life care services provided
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by long—term care hospitals (2,3), we generated the survey
items indicating the potential benefits and risks of the current
amendment. We first informed the participants that long—term
care hospitals would be designated as hospice palliative facili-
ties from February 2018 and asked what they thought about
the following statements regarding this issue: “long—term care
hospitals would be properly equipped to provide hospice and
palliative care (item 1)”, “long—term care hospitals would have
better accessibility (item 2)”, “long—term care hospitals would
provide improved care (item 3)”, “long—term care hospitals
would pursue profit and threaten the philosophy of hospice
care (item 4)”, “long—term care hospitals would make families
irresponsible with patient care (item 5)”, and “long—term care
hospitals would charge unnecessary expenses (item 6)”. The
first 3 items reflected positively valent opinions about the cur—
rent amendment, whereas the last 3 items assessed negatively

valent opinions.

2) ltem measurement

Because this study aimed to determine if there are differences
in the percentages of participants from each group who agreed
or disagreed with the study statements, we dichotomized the
original answers that were rated on a 4-point Likert scale
with anchors of “1=strongly disagree” to “4=strongly agree”
into “1=agree” and “O=disagree”. The Kaiser — Meyer — Olkin
criterion was set at 0.68, and Bartlett’s test of sphericity was
significant (P<0.001), which indicates moderate sampling
adequacy and, therefore, suggests that the use of explana—

tory factor analysis (EFA) was suitable. Using EFA, 2 factors

KJHPC
were extracted explaining 51% of the total variance. Factor 1
comprised the 3 positively valent items (.e., items 1, 2, and 3)
that explained 28% of the variance with factor loadings from
0.61 to 0.88, whereas factor 2 comprised the 3 negatively va—
lent items (.e., items 4, 5, and 6) that explained 23% of the
variance with factor loadings from 0.66 to 0.69. Cronbach’
s alpha for this measure was 0.67, representing a moderate—
level internal consistency of the 6 items. We collected sociode—-

mographic variables of the participants such as sex, age, and
grap p p &

educational level.

3. Statistical analysis

We first examined the distribution of responses to the 6 items
and performed a chi-square test to determine if there were any
significant differences among the 4 study groups. Then, we
performed univariate logistic regression analyses to estimate
the crude odds ratio (OR) for each item. The reported OR is
the extent to which belonging to a certain group increases or
decreases the probability of agreeing to the potential benefits
and risks of the current amendment. A value of >1 indicates
how much more likely it is for an individual to agree with a
statement, whereas that of <1 means the opposite. We tested
different answers across the 4 groups by including them as 3
dummy variables with the general population as the reference
group. In addition, we used univariate logistic models with age
(<49=0, >50=1), sex (male=0, female=1), and educational
level (middle school degree or lower=0, high school degree or
higher=1) as explanatory variables. We selected the variables

that showed significant effects on the answer for each item (P

Table 2. Sample Descriptive Statistics across the 4 Study Groups.

General population Cancer patients Family caregivers Physicians (unweighted)  Physicians (weighted)
Variable N=1005 N=1001 N=1006 N=928 N=928
n (%) n (%) n (%) n (%) n (%)
Sex
Male 494 (49.2) 390 (39.0) 324(32.2) 565 (60.9) 707 (76.2)
Female 511(50.8) 610(61.0) 682 (67.8) 363(39.1) 221(23.8)
Age (yr)
<49 575(57.2) 334 (33.4) 596 (59.2) 834 (89.9) 617 (63.4)
>50 430 (42.8) 667 (66.6) 409 (40.8) 94(10.1) 311(33.6)
Educational level
Middle school degree or less 152 (15.2) 205 (20.5) 75(7.5) 0(0) 0(0)
High school degree or higher 849 (84.8) 796 (79.5) 931(92.5) 928 (100.0) 928(100.0)
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<0.05) and included them as explanatory variables for the  males and 89.9% were aged <50 years, but after we assigned
corresponding multivariate logistic regression models. The  the weight score, the proportion of males increased to 76.2%,
final analysis was to investigate whether belonging to a cer—  whereas the proportion of participants aged <50 years de—
tain group was still associated with the dependent variables,  creased to 63.4%. Lastly, the general population had 50.8%
namely, the 6 statements regarding the current amendment  females, with 42.8% being aged >49 years and 84.8% having a
even after controlling for the effects of the other covariates.  high school degree or higher degree.

We calculated the adjusted OR (aOR), which is the OR value

with the controlled effects of the other explanatory variables 2. Differences in opinions across the 4 study groups

included in the same model. We used the R package “weights” The proportions of respondents who agreed to the state—
to test weighted chi-square statistics (13) and the R function  ments regarding the hospice and palliative care provided by
glm, a tool for building a generalized linear model, to fit logis—  long—term care hospitals are presented in Table 3. The general
tic regression models. population, cancer patients, family caregivers, and physicians

appeared to have differences in opinions about the 6 items. For

RESU LTS items 1 (long—term care hospitals would be properly equipped
to provide hospice and palliative care), 3 (long—term care hos—

L. pitals would provide improved care), and 6 (long—term care

1. Sample characteristics hospitals would charge unnecessary expenses), the physicians
The sociodemographic characteristics of our study sample are  reported notably lower levels of agreement than the others (item
presented in Table 2. In the patient group, 610 patients were — 1: x *=462.79, df=3, P<0.001; item 3: x ’=202.70, df=3, P
female (61.0%) and 66.6% were aged >49 years. Regarding ~ <0.001: item 6: x *=64.82, df=3, P<0.001). Family caregivers
the educational level, 79.5% of the patients had a high school =~ were more likely to agree with item 2 (long—term care hos—
degree or higher degree, indicating that the majority of our  pitals would have better accessibility) and item 5 (long—term
patient sample was highly educated. Among family caregivers,  care hospitals would make families irresponsible with patient
there were 67.8% females, 40.8% were aged >49 years, and  care) than the others (item 2: x *=22.24, df=3, P<0.001: item
92.5% had a high school degree or higher degree. Regarding ~ 5: x’=17.36, df=3, P<0.001). Regarding item 4 (long—term
physicians, we assigned a weighted score to match the sex and  care hospitals would pursue profit and threaten the philoso—
age proportion of our sample with its actual distribution as  phy of hospice care), physicians were more likely to agree with

reported by KMA. Originally, 60.9% of the physicians were  the statement than the others, whereas the general population

Table 3. Proportion of the Population that Agrees with the Current Amendment across the 4 Study Groups and Chi-square Values for Group Comparison.

General populationsx Cancer patients» Family caregivers# Physicians (weighted)**
N=1,005 N=1,001 N=1,006 N=928 X(df) P-value
n % n % n % n %
ltem 1% 656 65.3 658 65.7 698 69.4 253 27.3 462.79(3)  <0.001
ftem 27 733 72.9 752 75.1 796 79.1 682 735 22.24(3)  <0.001
ftem 3" 693 69.0 650 64.9 701 69.7 374 40.3 202.70(3)  <0.001
ltem 4° 730 72.6 786 785 789 784 768 82.8 1873(3)  <0.001
trem 5/ 686 68.3 688 68.7 735 731 608 65.5 17.36(3)  <0.001
ltem 6" 844 84.0 860 85.9 831 82.6 691 74.5 64.82(3)  <0.001

*Long-term care hospitals would be properly equipped to provide hospice and palliative care, TLong-term care hospitals would have better accessibility, Long-
term care hospitals would provide improved care, *Long-term care hospitals would pursue profit and threaten the philosophy of hospice care, 'Long-term care
hospitals would make families irresponsible with patient care, "Long-term care hospitals would charge unnecessary expenses, *The proportion of participants
who responded “strongly agree” or “agree” to each question. Chi-square test.

df: degree of freedom.
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showed the most disagreement with this statement (item 4:
x *=18.73, df=3, P<0.001).

3. Univariate and multivariate logistic regression

The results of each univariate logistic regression model
are shown in Table 4. The degree to which the participants
agreed or disagreed with the potential benefits and risks of the
amendment varied by group and sociodemographic character—
istics. We selected the explanatory variables that were signifi—
cantly associated with the response and included them in the
subsequent multivariate logistic regression models.

Multivariate logistic regression analysis showed differences
in the perception of the potential benefits and risks of the cur—
rent amendment among the 4 groups even after adjusting for
the effects of sociodemographic variables (Table 5). Compared
with the general population, cancer patients agreed less with
the statement that long—term care hospitals would provide
improved care (item 3: aOR=0.80, 95% CI=0.66~0.97, P
<0.05), and they were more likely to agree that long—term
care hospitals would pursue profit and threaten the philoso—
phy of hospice care (item 4: aOR=1.44, 95% CI=1.17~1.78,
P<0.001). Family caregivers were more likely to perceive
better accessibility as a benefit of this amendment than the
general population (item 2: aOR=1.37, 95% CI=1.11~1.68,
P<0.01); on the other hand, they were more likely to worry
about the hospice philosophy being threatened in long—term
care hospital settings (item 4: aOR=1.34, 95% CI=1.09~1.65,
P<0.01) and families becoming irresponsible with patient care
(item 5: aOR=1.26, 95% CI=1.04~1.53, P<0.05). Compared
with the general population, physicians were less likely to
agree that this setting is properly equipped to provide hospice
and palliative care (item 1: aOR=0.21, 95% CI=0.17~0.26, P
<0.001). Furthermore, similar to cancer patients and fam-
ily caregivers, physicians were concerned that long—term care
hospitals would pursue profit, which can threaten the hospice
philosophy (item 4: aOR=1.46, 95% CI=1.17~1.81, P<0.001).
Both results indicated that physicians expressed more concerns

regarding the current amendment than the general population.

DISCUSSION

We examined how the Korean population perceives the new
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amendment to the Act on Hospice and Palliative Care and
Decisions on Life-sustaining Treatment for Patients at the End
of Life that designates long—term care hospitals as providers
of hospice and palliative care. We compared the opinions of
cancer patients, family caregivers, physicians, and the general
population. Variances among the groups existed even after ad—
justing for sociodemographic confounders.

Overall, physicians perceived relatively more risks of the
current amendment than the general population. Physicians
were specifically concerned about a weak infrastructure, low—
quality end—of-life care services, and a threat to the philoso—
phy of hospice if long—term care hospitals become providers
of hospice and palliative care. Such concerns are consistent
with the findings of a previous study that examined the pre—
vailing problems in this setting (2). Long—term care hospitals
with the current staffing standard may not be able to meet the
staff requirements for hospital palliative care facilities. Thus, it
is plausible that an insufficient number of staff will result in a
constant burnout issue, which in turn could hinder proper pain
and symptom management in end—of-life patients. Our find—
ings reflect that physicians were likely to worry about such re—
alities of the current care settings in Korea. This concern about
the insufficient resource infrastructure and their effects should
be taken into account before the amendment takes effect.

Notably, compared with the general population, family care-
givers found the issue of accessibility more favorable, whereas
the results of cancer patients and physicians were not signifi—
cantly different from those of the general population. Consid—
ering the reported positive association between the distance to
a nursing home where patients are admitted and the burden
experienced by their family caregivers (14), the result related
to issue of accessibility may indicate that family caregivers feel
a burden or even guilt concerning admitting their loved ones
farther away. Ironically, however, they were more likely to
agree that families would become irresponsible with patient
care, which perhaps reflects the commonly held misconception
that admitting relatives to hospice facilities indicates dumping
them and ceasing to be involved in their lives (15). These fairly
universal concerns of family caregivers can be addressed by
including them in hospice and palliative care.

Compared with the general population, neither cancer pa—

tients nor family caregivers were worried that long—term care
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hospitals would charge them unnecessary expenses. We assume
that the coverage of costs by the National Health Insurance
Service may buffer the burden of expenses. However, both
groups showed higher agreement that the hospice philosophy
would be threatened if long—term care hospitals provide hos—
pice and palliative care; moreover, patients were more con—
cerned about the deterioration of quality of end—of-life service
following the amendment. A previous study highlighted the
role of prior awareness in shaping the attitudes of individu-
als toward medical services (16), and our findings address the
prevailing distrust or skepticism of cancer patients and family
caregivers toward the service provided by long—term care hos—
pitals.

Taking the opinions of all groups together, an effective in-
tegration of hospice and palliative care into long—term care
hospital settings can be achieved by facilitating organizational
changes and supporting staff. Along with the recently en—
acted amendment, further policy directives, financial plans,
or regulatory processes driven at national and regional levels
should support provision of quality end—of-life care by long—
term care hospitals. Apart from these national-level activities,
Frogatt and colleagues pointed out that countries with greater
evidence of meso—level activities (e.g., educational programs,
quality assurance frameworks, and service development proj—
ects), such as Belgium and Denmark, are more likely to have a
greater extent of organizational provision of palliative care in
long—term care facilities (17). In this regard, the examples of
the PACE Steps to Success or the Gold Standards Framework,
which are palliative care interventions conducted at long—term
care facilities in European countries, could provide insight into
how to deliver a service more effectively (18,19). It should be
noted that these 2 trials aimed not only to train care staff but
also to reform the organization as a whole and thereby im—
prove end—of-life care by influencing the facilities’ end-of-life
culture, decision—making processes, and practices overall (19).
This “complex” approach may also be applicable in Korea to
prevent the problems discussed in the present study.

A couple of caveats of this study need to be noted. First,
considering that we recruited cancer patients and family
caregivers only from general hospitals, our findings are not
generalizable despite the large sample size. Because one’s so-

cioeconomic status or place of residence may influence which
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hospital a cancer patient is placed, patients from the other
levels of hospitals (e.g., primary and secondary hospitals) may
express different opinions than those of the current sample.
Second, we again emphasize that we dichotomized the vari—
ables for the present study because we focused on determining
if there are differences in the extent to which our participants
agreed or disagreed with the 6 statements concerning the
amendment. Because such a method inevitably results in loss of
information (20), one should be wary of any disadvantages of
dichotomization when interpreting our findings. Despite these
limitations, our study addresses the need to improve end-of-
life care in Korea. Because the present findings are based on
the opinions of potential beneficiaries and service providers of
end-of-life care, we addressed the substantive issues related
to the current amendment to the Act on Decisions on Life-
sustaining Treatment; accordingly, we suggest how to resolve
any potential problems following its enactment.

Designating long—term care hospitals as providers of hospice
and palliative care will indeed increase the accessibility to care
services. However, long—term care hospitals should take a ho—
listic approach into account to deliver successful care services
to patients nearing the end of life. Such an approach includes
aspects of palliative and hospice care such as comprehensive
comfort care, terminal care, and bereavement management.
Because patients are placed in long—term care hospitals as a
result of their condition from an earlier phase of disease, con—
tinuous care should be provided in this setting as well. Taken
together, it is not only the accessibility that matters but also the
quality of end-of-life care, which is vital. Instead of a simple
increase in quantity, reformation of end—of-life care that em—
phasizes improvement in quality will eventually benefit service

recipients and providers.
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