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Abstract

Statistics demonstrate that African Americans generally choose aggressive treatment at end of life. Hospice care is an alternative to aggressive treatment; however,
research literature is replete with studies describing the potential barriers to African American choice of hospice care at end of life. One such reported barrier is
spiritual beliefs that are incongruent with hospice philosophy. Case studies may shed further light on end of life care choices within this population: presented in this
article is the medical journey of one African American woman after she received a terminal diagnosis. This case study presents the possibility that African American

pursuit of aggressive treatment at end of life may be a spiritual decision versus a medical one.

Problem and significance

African Americans comprise about 12% of the United States (US)
population but less than 10% use hospice services at end of life [1,2].
Of persons ages 65 and older in the US, 22% of African Americans use
hospice vs. 29% of Caucasians [2]. African Americans are more likely
to choose to continue to receive what is considered to be aggressive
treatment, even after a terminal disease has been diagnosed. A random,
stratified sample of Medicare decedents records, (sample taken from
2001 Medicare records, N = 158,780) showed significant cultural
differences in Medicare spending for life-sustaining interventions and
hospice care in the last 6 months of life. Blacks were more likely to
choose aggressive care and hospital intensive care units more than
twice as much as Whites: 10.5% compared to 4.1% and per patient
costs averaged $20,166 for Whites versus $26,704 for Blacks [3]. Over
a decade later, health care costs are significantly higher, hospitals are
facing reduced Medicare payment for excess readmissions as part
of the 2010 Affordable Care Act [4], and efforts to decrease repeat
hospitalizations for heart failure and pneumonia (conditions that
are often seen in hospice patients) are being implemented across the
US. Hospice provides a specialized alternative to hospitalization:
an interdisciplinary team provides end of life care, primarily in the
patient’s home; care focuses on symptom management and emotional/
spiritual support for the patient and caregivers. Hospice services are
covered by Medicare, Medicaid, and private insurers at a fraction of
the cost of intensive hospital treatment [5]. These services are available
across the US. However, the literature documents several barriers to
the use of hospice services by African Americans. Spiritual beliefs that
are incongruent with hospice philosophy are often cited as one of those
barriers. Sensitivity to, and acceptance of, African American spiritual
beliefs by health care providers may have a significant impact on end of
life care choices in this patient population. A case study is presented to
demonstrate how two physicians interacted with an African American
woman and how those physician-patient interactions shaped the
woman’s care choices at end of life.

Literature review

Research literature documents several potential barriers to hospice
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use by African Americans. A lack of culturally competent care is
cited as a barrier [1,6]. A preference to continue cancer treatment
(chemotherapy) versus a “comfort measures only” approach is a
deterrent to use of hospice [7]. Lack of knowledge about hospice
[8,9], and the lack of cultural diversity of the care team [6] are also
documented barriers to choosing hospice care. However, the most
commonly reported factor deserves serious consideration: the spiritual
beliefs of African Americans. Johnson et al. [10] reported that African
Americans were more likely to have spiritual beliefs that are in conflict
with the goals of a palliative plan of care. Further, a literature review,
conducted by Mitchell [11] suggests health care personnel need an
awareness of the impact that spirituality/religion may have in the care
decisions of African American patients at end of life. A case study is
presented to increase the awareness of the influence spiritual beliefs
may have on treatment decisions in this population.

Case study

The only symptom was a moist cough that would not go away.
Three weeks later, the diagnostic tests showed advanced stage IV
adenocarcinoma of the lung. This African American woman had never
really been sick her entire life, and she had never smoked; but her
husband had. The years of breathing in second hand smoke had caught
up with her in a lethal way. A strong woman of faith, her response to
the diagnosis was “God’s got this.” Her assurance of God’s never-failing
love and healing power remained at the forefront of every conversation,
and every health care decision, over the next several months.

A prominent, well-respected member of a large African American
church, Gloria’s (fictitious name) strong faith, generosity of spirit, and
genuine love for people brought smiles to the faces of everyone who
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knew her. Gloria was known for her listening ear and sound, biblical
advice. She could be counted on to visit the sick and often prepared
home cooked meals for families to help ease the stress of caring for a
loved one. Gloria also taught Sunday school at the church she attended;
she was viewed as the epitome of a “godly woman.” The Sunday she
announced that she had stage IV lung cancer, a shock wave went
through the church. How could this possibly be happening to her?
Suddenly, all eyes were focused on this woman: and everyone was
asking “What is she going to do?” That question was answered in her
usual way. She professed her steadfast faith in God and His ability to
heal diseases. She also made an appointment with a well-respected
oncologist in the area.

On Gloria’s first visit, the oncologist told her that, if she followed
his recommended treatment plan, he could give her two more years
of life. While well-meaning, the statement was perceived by Gloria as
beyond the capability of the practitioner. From her spiritual standpoint,
Gloria believed in physicians as helpers in the healing process but only
God could guarantee life. Out of respect for the physician, she did not
voice how his statement affected her, but in the telling of her experience
about the office visit she laughed and expressed how presumptuous the
physician’s words seemed to her. Gloria did, however, continue under
his care and consented to chemotherapy treatments.

After two chemotherapy treatments, the tumor mass appeared
to be shrinking. Gloria and the oncologist were hopeful and a third
treatment was completed. But within days of receiving the third
chemotherapy infusion, significant side effects began to appear: mouth
sores, rash, abnormal blood counts, and a paralyzing fatigue. In one of
our many telephone conversations, she made it clear she was stopping
the chemotherapy. She said three treatments were all she had planned
to do: “one for the Father, one for the Son, and one for the Holy Spirit.”
To Gloria, the unbearable side effects meant that it was now time to
simply “trust God.”

Gloria kept her word. She met with the oncologist and explained
she was stopping the treatments. At that visit, when she explained the
side effects were intolerable, the oncologist revealed that, in his zeal
to arrest the cancer, he had given her higher than normal doses of
the chemotherapeutic agents. He assured her subsequent treatments
would not be as potent and urged Gloria to continue the therapy.
Gloria voiced her surprise that the treatment dosages were higher than
originally agreed and expressed her disappointment that the physician
did not discuss this course of action with her prior to treatment. The
physician apologized but continued to press for further treatments.
Gloria refused. She also let the oncologist know that, from that point
forward, her primary care physician (PCP) would be managing her
care.

Gloria’s care was resumed by her PCP. Fortunately, her PCP was
well aware of her strong spiritual beliefs and fully realized the need to
incorporate those beliefs into his approach. He genuinely respected the
fact that his patient saw God as the Divine Healer, and that she believed
God was totally capable of miraculously ridding her of cancer. He kept
this knowledge in the forefront of every discussion surrounding care
options, and even told her he would be praying for her. After several
discussions about the benefits of chemotherapy, the PCP accepted that
Gloria was resolute in her decision.

Over the next several months, Gloria and her PCP worked together
to palliate her symptoms. She spoke of finding great comfort in the
care and concern her PCP demonstrated toward her. Throughout
the disease process, Gloria never hesitated to call her PCP with her
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symptoms or concerns. There were good days and some “not so good”
(her words). The good days were the days she could breathe, complete
most of the tasks she wanted to do, and spend time with all those who
loved her. The not so good days were marked by shortness of breath,
the need to use oxygen, and pleural taps to remove the fluid that was
rapidly building up. Her conversation always included words of faith
and declarations of the goodness of God.

The day came when Gloria could only talk a few minutes; she was
too weak. She shared she was working on completing some “important
papers.” She told me her family would arrive soon: she had asked
them to come over so she could talk to them. Gloria had been in
communication with her PCP and they had both decided it was time
for hospice. Her plan was to explain to her family that she had not
“given up” but that she needed the support of professionals trained
in palliative care; she said she had experienced such positive results in
the advice that her PCP had offered, and now realized more intensive
hospice intervention was needed. She emphasized she would continue
to “fight” the cancer, and to “believe God” for her healing; and hospice
would know what to do to help her breathing. Her PCP had arranged
for her to be admitted that night to the hospice inpatient unit at the
hospital.

The final days of this courageous woman were spent in the hospice
inpatient unit. By the time she was admitted to the unit, she was only
able to speak in a whisper, and she was very weak. I went to the unit
to visit her. Another visitor from the church was there, too. She and I
sat by Gloria’s bed and talked about cheerful bits of church news that
brought faint smiles to the patient’s face. Gloria was comfortable: she
had no pain, and there was no struggling to breathe. We chatted quietly
until Gloria fell asleep. She died early Easter Sunday morning.

Discussion

Every patient care experience is different. Health care professionals
are challenged, with each patient encounter, to provide individualized,
patient-specific care. Bentacourt et al. [12] documented the emergence
of the movement toward the provision of culturally competence within
the healthcare system: insurance companies, schools of learning, and
healthcare providers began to understand the impact of cultural beliefs
on healthcare decisions and health outcomes around the year 2002.
Since that time, the body of evidence has grown tremendously, and
healthcare providers are increasingly aware that a patient’s cultural
beliefs must be taken into consideration when mapping a plan of
care. Cultural awareness and cultural competence add to a clinician’s
ability to provide individualized care in any setting [13]. In the case
study example, the oncologist could have benefitted from awareness
that his African American patient might have a strong cultural belief
in the healing power of God and that chemotherapy would be viewed
as an augment to prayer and faith. The clinician could have established
a stronger physician-patient relationship with Gloria by asking
questions about her cultural beliefs and acknowledging those beliefs.
If he had taken this approach from the beginning, he possibly would
have had a better understanding of how Gloria’s beliefs might impact
care planning and care choices. The oncologist also should not have
increased the dosage of the chemotherapy without talking to the patient
first. Communication is critical for any patient encounter but especially
for patients with African American heritage. African Americans have
a strong mistrust of the healthcare system because of past abuses; it
is imperative for all clinicians to be open and honest with African
American patients about treatment options prior to implementation
[14-17]. By contrast, Gloria’s PCP seemed to have a much better
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understanding of how cultural beliefs can shape patient decisions and
approaches to healthcare. The PCP not only acknowledged Gloria’s
beliefs but he also offered to pray for her. Research suggests a clinician’s
bedside manner may determine whether or not patients will trust that
the clinician has the patient’s best interest at heart [14]. The physician-
patient bond was such that the PCP met no resistance when the
recommendation came to choose hospice care. With her physician’s
support, Gloria was able to mesh her spiritual beliefs and hospice care.
She made it clear to everyone (her PCP, family, and church) that she
would continue to “fight” the disease while receiving comfort measures
only under the care of hospice.

While individual clinicians may benefit from this case study,
Gloria’s experience may also provide some insight for hospice
programs. As stated previously, spirituality, as a cultural construct, is
well-documented in the literature as a determining factor in African
American decision-making regarding hospice care. Hospices have
a unique opportunity to design and implement patient care plans
that embrace the spiritual beliefs of African Americans. Instead of a
“one size fits all” hospice philosophy, hospices may find that offering
certain treatment options, concurrent with traditional hospice care,
may open the door to enrolling more African American patients in
hospice programs. For example, Gloria decided almost immediately
after receiving the stage IV diagnosis that she would “trial” three
chemotherapy treatments (“one for the Father, one for the Son, and
one for the Holy Spirit”). At that moment, the potential existed for
Gloria to enroll in a hospice program and receive limited chemotherapy
treatments along with palliation of the chemotherapy side effects.
Hospice care would also have afforded Gloria and her family the benefit
of emotional and spiritual support from the hospice interdisciplinary
team throughout the process. Expanded care options by hospices may
convey an understanding of the African American cultural belief that it
is appropriate to “fight” to overcome disease processes, no matter how
advanced the disease may be. In other words, for hospices to be able
to reach greater numbers of African Americans at end of life, hospices
may want to explore the concept that, for African Americans, pursuing
aggressive treatment at end of life may represent a spiritual choice, not
a medical choice.
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