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The Mexican culture seems to embrace death more vividly than American culture does. Many of that nation’s customs and
rituals have death and the spiritual world at their heart—the drama of the bullfight, Day of the Dead celebrations, folk art
steeped in death themes and symbols such as skeletons and bloody crucifixes. While Americans may see these displays as
morbid, to the Mexicans they are a way of celebrating life. By acknowledging death, they honor all those who have existed
before them. By embracing the inevitability of death, they honor life.

Hospice care recognizes the inevitability of death and provides the terminally ill with their own self-defined quality of life until
the end.

Dr. Billy Dunlap, who helped found HOWC in 1979, says he was motivated by how difficult it was to provide all the services
needed by the terminally ill and their families in the Triangle. Today, HOWC’s interdisciplinary team, led by the patient’s
physician, includes a medical director, spiritual counselors, grief counselors, nurses, nursing assistants, pharmacists, social
workers, home health care workers and volunteers. The program can also provide the assistance of nutritionists and
physical, occupational and speech therapists.

When a patient is referred to HOWC, he or she is assigned a care team that offers whatever services, care and support the
patient may need. Led by the social worker and nurse caseworker, members of the interdisciplinary team make scheduled
home visits.

The range of services is vast and varied; hospice staff members assess the patient’s medical needs, deliver medication, act
as a bridge between the family and the patient’s doctor, groom and bathe the patient, train family members in patient care,
and assess the need for and then acquire necessary medical equipment. Most importantly, the HOWC staff members are
available 24 hours a day, seven days a week, so neither patients nor families go without the assistance they need.

Many patients and families are reluctant to join a hospice program because they envision a loss of privacy, picturing a troop
of people tramping through their homes at all  hours. But the hospice movement places the patient and family in control and
HOWC views the family unit as an important part of the interdisciplinary care team.

“The patient and the family are really members of the team, too,” said Nancy Titus, staff development/nurse mentor at
HOWC. “We don’t do anything—even request medication changes—without consulting the family. We’re very respectful of
the patients’ rights and dignity. It’s very autocratic.”

WHAT IS PALLIATIVE CARE? 
In Tibet, it is believed that death must be confronted in order to achieve spiritual progress. Many study the steps occurring at
the time of death to achieve enlightenment, and meditation sometimes centers on the topic of death. For the Tibetans,
understanding the progress of death is a spiritual process that makes dying simply a step in their rebirth, rather than a
frightening ending to be feared.

Western medicine focuses on treating and curing physical symptoms, placing little time or consideration of the spiritual and
emotional needs of the patient and scant emphasis on assisting the family. The cornerstone of the hospice philosophy is
palliative care, which is the complete treatment—physical, psychological, social, cultural and spiritual—of a patient who is not
responsive to curative treatment. Palliative care provides support and solace on the journey at the end of life.

“Hope gets redefined,” said Titus. “It may be that the chemo and the radiation are not working anymore, but our goal for you
is your self-defined quality of life for however long you have.”

Palliative care responds to death as a normal process and does not attempt to postpone it. It provides relief from pain and
other symptoms while offering assistance with emotional and spiritual needs. In this way, palliative care helps patients
remain as comfortable and active as possible until  their death, making the most of the time they have left. This form of care
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remain as comfortable and active as possible until  their death, making the most of the time they have left. This form of care
also offers a support system to the patient’s family to assist them during the dying process and support them in their
bereavement.

In addition to this holistic treatment, one of the greatest benefits of hospice care is the solace patients and families feel
knowing there is someone to turn to when they need help.

“A number of studies have shown that in terminal patients the greatest fear is not severe pain—it’s being left alone,” said
Dunlap.

The presence of hospice volunteers, nurses and home health workers can be a tremendous relief to the family as well. As
the severity of a patient’s condition worsens and the disease progresses, caregivers often push themselves to their physical
and psychological limits.

“I personally look at hospice nursing as what I call ‘ministry of presence,’” said Titus. “It may be that I can’t do anything but
hold your hand, but I am here.” For families as well as patients, that presence is often a saving grace.

TREATING THE FAMILY 
The Romani, or gypsies, see death as unnatural, an event that should anger those who are dying. When a family member is
dying, they not only are sad and angry at the eventual separation from their loved one, but also fear that the dead may seek
revenge. To that end, family members surround their dying relative, seeking reconciliation and forgiveness, serving his every
need and being sure never to leave him alone so as not to anger him, causing him to haunt them in the afterlife.

One of the most important roles HOWC’s staff plays is educator to a patient’s family members. By arming them with a
knowledge and understanding of what to expect and how to care for the patient, they remove the fear and anxiety of the
unknown, one of the greatest sources of stress for a patient’s caregivers.

“The nurse does a lot of teaching to the caregiver in the home, just teaching hands-on care, what to look for, what to expect
so they’re not frightened or alarmed when they see a particular symptom,” said Titus.

In addition to educating and training the caregiver, hospice also provides social workers to deal with other aspects of the end
of life. “I think sometimes it’s helpful to have someone who is outside, not necessarily attached to the situation, to be able to
ask some difficult questions,” said Adams. “We can open up areas of communication that may never have been opened if we
hadn’t been there.”

Adams said one of her more touching cases was a younger woman who had been experiencing marital problems prior to
her diagnosis. As she worked with the couple over time, she watched them get closer and work out many of the issues that
had been coming between them. “I watched them come to a lot of resolution about their relationship and I watched her
husband, who had not necessarily been as involved in the past as she would have liked him to be, really step up to the plate
and take care of her. I watched their marriage come together in those last days.”

“We consider our unit of care the family,” said Titus. “We know that what is affecting the patient is also affecting the family.
The patient is losing his or her life, but the family is losing a loved one. We can put it all  in place, because of our knowledge
and expertise and resources that not only alleviate the pain of the patient but also alleviate the stress of the family.”

SPIRITUALITY & BEREAVEMENT 
Pygmies in the African Congo fear death and flee from it. When a member of the tribe dies, they pull down the deceased’s
hut on top of him and move their entire camp away from the corpse. According to their customs, the dead person is never
mentioned again. The hospice movement recognizes the need to address the grieving process, even if it takes months or
years for surviving family members to face their pain.

One of the key differences between hospice care and traditional medical treatment is the emphasis placed on serving the
spiritual and psychological needs of a patient and his family. HOWC offers both spiritual counseling and bereavement
counseling to the patients and families it serves.

“After a death family members may feel like they’ve been doing okay and then, down the road, that feeling changes and their
grief becomes more open or real,” said Dean Leake, a bereavement counselor at HOWC. “That can happen at various
times. Each person’s grief journey is his or her own. There’s no fixed schedule. We make our services available to them
when it’s appropriate to them, even if it’s two or three years later.”
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when it’s appropriate to them, even if it’s two or three years later.”

“I think our society has said that people should be able to take care of themselves and get over things quickly and that they
really don’t need help… or there might be something wrong with them,” said Leake. “That is simply not true. To have
someone validate and normalize their feelings can be a great help and a true benefit as they work through their grief.”

RITUAL & CONTROL 
In burial grounds dating back to 60,000 B.C., archaeologists discovered animal antlers and flower fragments scattered
around the body remains, indicating some kind of ritual of remembrance. Neanderthal man had no history or experience from
which to draw, but instinctively formalized dying and honored the dead. His world was one of fear, where he lived a
reactionary existence based on weather events and other natural phenomena that were out of his control. He came to see
life, death and the events in between as acts of the spirits, and created ceremonies and rituals to appease these spirits in an
attempt to control his existence.

From the beginning of time, it appears from the evidence that it is instinctual for mankind to react to death with fear. But even
early man recognized that facing and controlling that fear made death less overwhelming.

“Every single day I see patients and their caregivers demonstrating the most courage,” said Kimball. “You’re watching people
be much more and do much more than they ever dreamed they could.”

Patients and caregivers demonstrate exceptional strength and courage because they are the decision-makers and remain in
control under hospice care. Maintaining dignity and remaining responsible for the choices that affect their lives are two of the
greatest benefits to hospice patients.

“There’s still hope when you come to hospice; it’s just re-framed, it’s shifted a little bit,” said Adams. “There’s hope for making
these last days as good as they can be.”
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