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Abstract

Objective—To identify disparities in utilization of end of life (EoL) resources by gynecologic
oncology (GO) patients.

Methods—This retrospective analysis of the medical records of GO patients treated 1/2007—
12/2011 and deceased 1/2012 — 8/2014 evaluated patient demographics, disease characteristics,
and utilization of EoL resources. Chi-square, Fisher’s exact test, Mann Whitney and Kruskal-
Wallis tests were used for statistical analysis.

Results—Of 189 patients analyzed, 113 (60%) were white, 38 (20%) Hispanic, 31 (16%) black,
and seven (4%) Asian. Ninety-five (48%) had ovarian cancer, 51 (26%) uterine, 47 (23%)
cervical, seven (3%) vulvar/vaginal. In the last 30 days of life (DoL), 18 (10%) had multiple
hospital admissions, 10 (5%) admitted to the Intensive Care Unit (ICU), 30 (16%) multiple
Emergency Room (ER) visits, 45 (24%) received aggressive medical care and eight (4%) received
chemotherapy in the final 14 DoL. Furthermore, 54 (29%) had no Supportive Care referral and 29
(15%) no hospice referral. Only 46 (24%) had a Medical Power of Attorney (PoA) or Living Will
(LW) on file.

Non-white race was associated with increased odds of dying without hospice (OR 3.07; 95%ClI
[1.27, 2.46], p=0.013). However, non-white patients who enrolled in hospice did so earlier than
white patients (42 v. 27 days before death, p=0.054). Non-white patients were also significantly
less likely to have POA/LW documentation (24% v. 76%, p=0.009) even if enrolled in hospice
(12% v. 31%, p=0.007).

Conclusions—Significant racial disparities in hospice enrollment and PoA/LW documentation
were seen in GO patients. This warrants further study to identify barriers to use of EoL resources.
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Introduction

The complex fields of palliative care and hospice are becoming increasingly important
components of healthcare. Within the United States, cancer remains a leading cause of
death.[1] For patients with cancer, there is often an opportunity to prepare for and to plan in
advance for death. The World Health Organization defines palliative care as “an approach
that improves the quality of life of patients and their families facing the problem associated
with life-threatening illness.”[2] Currently, palliative care and hospice services are
underutilized in the end of life care planning process. A 2012 retrospective review of
215,311 Medicare patients with cancer found that only 54% of patients received a hospice
referral at any time prior to death.[3] Of those Medicare patients who were referred to
hospice prior to death, eight percent had hospice care initiated a mere three days prior to
death.[3] This same study found that 65% of patients were hospitalized within the last month
of life, 25% were admitted to the ICU in the last month of life, 15% received chemotherapy
in the last two weeks of life and 15% underwent a life-prolonging procedure within the last
month of life.[3]

There is evidence to support avoiding such aggressive care at the end of life. A study by
Wright et al. found that patients receiving aggressive interventions near the end of life were
more likely to report a poor quality of life and their caregivers were more likely to suffer
greater bereavement.[4] When providers and patients discussed the goals of end of life care,
there was a decrease in aggressive interventions such as ventilation, resuscitation and ICU
stays and a simultaneous increase in hospice enrollment.[4] Importantly, patients engaging
in such conversations did not experience increased depression or anxiety.[4] In addition,
more invasive care does not necessarily lead to longer survival. A 2015 study by Lee et al.
of over 600 patients with cancer found that patients who utilized palliative care services for
longer prior to death had increased overall survival.[5]

Optimizing the quality of end of life care is an important component of caring for oncology
patients. Accordingly, several medical organizations, including the American Society of
Clinical Oncology Quality Oncology Practice Initiative®, the Physician Consortium for
Performance Improvement® and the National Quality Forum have created quality of care
guidelines urging against intensive and invasive medical care at the end of life.[6-8] Many
researchers use the following markers identified by the National Quality Forum to
characterize what constitutes aggressive medical care at the end of life: chemotherapy
administration within the last 14 days of life, more than one emergency room visit in the last
30 days of life, more than one hospital admission in the last 30 days of life, more than 14
days spent admitted to the hospital in the last 30 days of life, intensive care unit (ICU)
admission in the last 30 days of life, death in the hospital, and hospice admission during the
last three days of life.[7, 9—11] These organizations have also recommended completing
advance directives and referrals to palliative care and hospice in a timely manner prior to
death.[6-8]

Barriers to utilizing hospice and palliative care services do not affect all patients equally.
Studies suggest that racial and socioeconomic factors hinder appropriate utilization of
palliative care and hospice.[12-15] When compared to white patients, minorities from lower
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socioeconomic groups experience reduced rates of advance directive formation, increased
likelihood of being hospitalized in their final 90 days of life, increased ICU admissions,
increased ER visits and decreased likelihood of hospice enrollment at the end of life.[12-14]

Utilization of palliative care services and maintenance of an optimal quality of life have an
important role in treating gynecologic oncology patients. Understanding what disparities
exist is necessary in order to better meet the needs of these patients and their caregivers.
Much of the current literature analyzing end of life resource utilization among gynecologic
oncology patients examines outcomes and patterns of care from five or more years ago or
focuses on a single disease site.[15-17] Our objective was to identify current disparities in
utilization of palliative care and hospice resources among all gynecologic oncology patients.

After obtaining Institutional Review Board approval, we performed a retrospective analysis
of the medical records of gynecologic oncology patients treated at The University of Texas
MD Anderson Cancer Center (MDACC) from January 2007 through December 2012 and
deceased from January 2012 through August 2014. The end point of August 2014 was
chosen because initiatives to raise awareness of end of life quality care goals were launched
at the institution after this date and patients receiving care after this time period should be
part of a separate analysis. The electronic medical record was reviewed for patient
demographics including age at death, self-reported racial identification, relationship status,
education level, insurance type, zip code, medical comorbidities, parity, religious affiliation,
disease stage and pathology, type of therapy received (surgery, chemotherapy and/or
radiation treatment), treatment course including the length of time between diagnosis and
death and the length of time between the last cancer recurrence and death, and whether or
not the patient underwent consultation for enroliment in a Phase I trial. Median household
income was calculated based on publically available United States census information
associated with a patient’s zip code. The medical record was also reviewed for end of life
quality of care metrics including utilization of palliative care (referred to as Supportive Care
at this institution), timing of enrollment in hospice, location of death, number of ER visits in
the final 30 days of life, hospital admissions in the final 30 days of life, ICU admissions in
the final 30 days of life, receipt of chemotherapy in final 14 days of life and completion of
advance directives including a Living Will, Medical Power of Attorney, and Do Not
Resuscitate (In-hospital and Out-of-Hospital) order. The aforementioned quality of care
metrics used to evaluate care at the end of life were derived from recommendations from the
National Quality Forum and the American Society of Clinical Oncology Quality Oncology
Practice Initiative ® and from previously published works.[6, 7, 18, 19] Patients were
excluded from analysis if they had not received consistent treatment at MDACC but had
only been seen for consultation purposes or if they had transferred their care to another
institution prior to death. Patients were also excluded if the medical documentation was
incomplete rendering the reviewer unable to analyze the medical care received during the
last three months of life. Differences between groups for categorical variables were
evaluated using Chi-square test, and Fisher’s exact test when necessary as needed. Mann
Whitney and Kruskal-Wallis tests were used to assess differences between groups for
continuous variables. Univariate logistic regression analysis was performed to assess the

Gynecol Oncol. Author manuscript; available in PMC 2017 February 01.



1duosnue Joyiny 1duosnue Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Taylor et al.

Results

Page 4

association between key independent variables and the dependent variables of interest.
Variables found to be significant at the p=0.25 level by univariate analysis were included in
the multivariate analysis. P-values of <0.05 were considered statistically significant.

The initial query of the medical records at the MDACC identified 877 patients with a
gynecologic malignancy seen at least once from January 2007 through December 2011 and
who died from January 2012 through August 2014. Of these 877 patients, 688 patients were
excluded from analysis due to being seen only in consultation and not receiving continuing
treatment at MDACC, transferring care prior to death, or incomplete documentation of
medical care during the final three months of life. Characteristics of the remaining 189
patients are shown in Table 1. Of the 189 charts analyzed, 113 (60%) of the patients were
white, 38 (20%) were Hispanic, 31 (16%) were black, and seven (4%) were Asian. Eighty-
six (45%) of the patients had ovarian cancer, 51 (27%) had uterine cancer, 38 (20%) had
cervical cancer and five (3%) had vulvar or vaginal cancer and nine (5%) patients had more
than one type of cancer. Median household income, calculated from Census Bureau data by
zip code, was $54,600. Over half of the study population had private insurance (56%) and
just under one-third of patients were Medicare beneficiaries (31%). The remaining patients
were Medicaid recipients (5%), self-pay (4%), or were uninsured (4%). Most patients, 120
(63%), had received at least a high school education (63%) and 87 (46%) had undergone
consultation for consideration in a Phase I trial.

As shown in Figure 1, among all gynecologic oncology patients during the final 30 days of
life, 10% had multiple hospital admissions, five percent were admitted to the ICU and 16%
had multiple ER visits. Four percent received chemotherapy in the final 14 days of life, 29%
had no Supportive Care referral and 15% died without a referral to hospice. Fifteen percent
died in the hospital while 84% died in hospice. Of those who enrolled in hospice, however,
15 (8%) enrolled in hospice in the final three days of life or less. Of note, 11% (n=3) of the
patients who died while admitted to the hospital had attempted to enroll in hospice during
that admission but passed away prior to doing so. Median hospice enrollment was 21.5 days
prior to death. Overall, 45 (24%) patients received aggressive medical care during the final
30 days of life. Three-quarters of patients, 144 (76%), did not have a Medical Power of
Attorney or Living Will on file.

Median household income was not associated with significant differences in Supportive
Care or hospice usage nor in documentation of Medical Power of Attorney or Living Will.
Whether or not a patient underwent Supportive Care consultation, received chemotherapy in
the final 14 days of life, or had multiple ER visits, ICU and hospital admissions or
aggressive medical care in the final 30 days of life did not vary by race, median household
income, educational level, marriage status, insurance type or type of therapy (surgery,
chemotherapy and/or radiation treatment). As would be expected, hospice enrollees had less
aggressive care including chemotherapy (2% v. 16%, p=0.003), ER visits (13% v 29%,
p=0.03), hospital admissions (8% v. 19%, p=0.04) and ICU admission (3% v. 19%,
p=0.002) during the final 30 days of life.
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Figure 2 shows the location of death of all patients by race. Most patients, regardless of race,
preferred to pass away at home with 74% of white patients (n=113), 61% of black patients
(n=31), 61% of Hispanic patients (n=38) and 57% of Asian patients (n=4) doing so. Black
patients had the highest percentage of inpatient hospice deaths (23%) and Asian patients the
highest percentage of hospital deaths (29%).

Figure 3 shows the end of life care quality indicators by race. There were no significant
associations found between the following outcomes and patient race through univariate
analysis: multiple hospital admissions (12% v. 7%, p=0.27), ICU admissions (5% v. 5%,
p=0.99), ER visits (17% v. 14%, p=0.27), receipt of chemotherapy (6% v. 1%, p=0.10),
aggressive medical care (23% v. 20%, p=0.5) and lack of Supportive Care usage (32% v.
24%, p=0.22). However, after controlling for race, marital status, education and whether or
not the patient underwent consultation for enroliment in a Phase I trial in the multivariate
analysis, non-white race was associated with increased odds of dying without hospice (21%
v. 11%) (OR 3.07; 95%CI [1.27, 2.46], p=0.01). Interestingly, non-white patients who
enrolled in hospice did so earlier than white patients (42 v. 27 days before death, p=0.054).
In multivariate analysis, non-white patients were also significantly less likely to have
documentation of Medical Power of Attorney or Living Will documentation (24% v. 76%,
p=0.009) even if enrolled in hospice (12% v. 31%, p=0.007). Tables 2 and 3 summarize the
univariate and multivariate logistic regression analyses described above.

Discussion

In this analysis, we found significant racial disparities in hospice enrollment and
documentation of Medical Power of Attorney and Living Will among gynecologic oncology
patients. With respect to hospice enrollment, after adjusting for race, marital status,
education and whether or not the patient underwent consultation for enrollment in a Phase |
trial, we found that non-white race was associated with three-fold higher odds of never
enrolling in hospice prior to death. An in-depth explanation for this observation is beyond
the scope of this paper; however, other studies have suggested that disparities in hospice
enrollment are a result of distrust of the health care system by minorities and a lack of
education regarding the role of palliative care and hospice.[16, 20] Rosenfeld et al. found
that one-third of terminally ill minority patients believed that they would have received
superior care if they had been of another race and associated this distrust with a reluctance to
enroll in hospice.[20] In this same study, the authors also found that the majority of patients
reported wishing to die at home (75%) and to be pain-free and comfortable (75%).[20]
However, despite wishing to die pain-free and comfortable, over half (53%) of these patients
reported that they would want continued medical treatment up until the end of life even if it
meant diminishing comfort and increasing pain.[20] These are contradicting goals of care
and may result from a lack of communication among clinicians, patients and caregivers, as
well as a possible lack of education about end of life care. Among the patients who
participated in the survey, none of them reported having had a discussion regarding hospice
with their providers.[20]

Educating patients and medical providers has the potential to improve palliative care and
hospice utilization.[21] This was demonstrated by an educational and training initiative of
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the Veterans Association which increased veterans’ utilization of palliative care services
from 29% to 42% and hospice enrollment from eight percent to 22% over a three year-
period.[21] While we identified that minority gynecologic oncology patients are especially
at risk of not receiving hospice care at our institution, it is important to note that 29% of all
patients included in our analysis never received a Supportive Care referral prior to death and
15% never received a hospice referral prior to death. These are potential areas to improve
education for all patients and medical providers with additional effort spent on reaching
minorities.

We found an even larger racial disparity in the documentation of Medical Power of Attorney
and Living Will. Seventy-six percent of non-white patients did not have a Medical Power of
Attorney or a Living Will on file, compared to just 24% of white patients. Furthermore, this
disparity was not corrected even after enrollment in hospice, though it did lessen to 31% of
non-white patients not having the proper documentation compared to 12% of white patients.
This persistent disparity suggests that hospice utilization and completion of advance
directives require separate educational efforts in order to eliminate disparities.

One of the limitations of this analysis is that it is a retrospective review of medical records at
a single, highly specialized institution and of small sample size compared to studies
conducted through national Medicare databases. Therefore, the findings reported here may
not be widely generalizable. This analysis depended on the degree of accuracy of
documentation in the medical record. Only those patients with information available
regarding events during the final months of life were available for analysis and the
possibility of bias must be acknowledged. Strengths of this analysis are that, because we did
not rely on national databases which have a delay in updating data, we were able to analyze
outcomes from the past three years and were able to capture additional data points not
included in larger databases. One of these additional data points was documentation of
Medical Power of Attorney and Living Will which were not previously identified as an area
of disparity for gynecologic oncology patients.

Reducing the disparities among patients who utilize hospice services and complete advance
directives is a significant challenge when delivering care to women with gynecologic
malignancies. We have identified an opportunity for improvement in communication and
education regarding end of life care goals among clinicians, patients and caregivers. Further
research is needed, however, in order to better characterize the specific barriers to utilization
of palliative care and hospice services among this patient population which led to such
disparities.
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Highlights

«  We investigated racial and socioeconomic disparities in utilization of end of life
care among gynecologic oncology patients.

» We found racial minorities were less likely to enroll in hospice.

«  Racial minorities were also less likely to complete Medical Power of Attorney
and Living Will documentation.
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Figure 1.

Utilization of End of Life Care (All Patients)
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Utilization of End of Life Care by Race
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Patient Characteristics

Characteristic

Patients N =189 (%)

Age:
Median (Range) 56 (21 — 85)
Race/Ethnicity:
Caucasian 113 (60)
Hispanic 38 (20)
African American 31 (16)
Asian 7(4)
Cancer Type:
Ovary 86 (45)
Uterus 51 (27)
Cervix 38 (20)
Vagina/Vulva 5(3)
Cervix and Uterus 2(1)
Ovary and Uterus 7(4)

Household Income:

Median (Range)

$54,630 ($18K-157K)

Evaluated for Phase | Trial

Insurance:
Private 107 (56)
Medicare 58 (31)
Medicaid 10 (5)
Self-pay 7(4)
Uninsured 7(4)

Education:
Grade School 10 (5)
Some High School 19 (11)
High School 42 (22)
Some College 32 (17)
Bachelors Degree 29 (15)
Masters Degree 4(2)
Vocational School 12 (6)
Advanced Degree 13(7)
Unknown 28 (15)

Phase I Trial Involvement 87 (46)
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