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THE NEW OLD AGE

Health care researchers argue that hospice facilities could better
serve some terminal patients, and ease the burden on exhausted
loved ones.

By Paula Span

March 26, 2022

Where do people most want to be when they die? At home, they tell

researchers — in familiar surroundings, in comfort, with the people

they love.

That wish has become more achievable. In 2017, according to an

analysis in The New England Journal of Medicine, home surpassed

the hospital as the most common place of death — 30.7 percent of

deaths occurred at home, compared with 29.8 percent at the

hospital.

“It’s probably the first time that’s happened in the United States in

modern times,” said Dr. Haider Warraich, a cardiologist at the

Veterans Affairs Boston Healthcare System and an author of the

study, published in 2019. Technically, the proportion was even

higher, since some people who died in nursing facilities (20.8

percent) were long-term residents and the nursing home

effectively was their home.

Dr. Warraich credited the change to the rise of hospice care, for

which Congress authorized Medicare coverage 40 years ago. By

2019, more than half of Medicare beneficiaries who died were

enrolled in hospice. “There’s been a cultural shift,” he said. “People

don’t want to die in hospitals, and hospice helps make that

possible.”

But not always.

When Lee Zeiontz was dying of lung cancer, she wanted to remain

in her apartment on the Lower East Side of Manhattan with her cat

on her bed and her neighbors stopping by. Lynda Hollander, her

niece, hired a round-the-clock aide to supplement the hospice staff.

But Ms. Zeiontz’s pain eventually intensified and her older

relatives were uneasy about administering morphine. “I think they

were afraid of her dying at home,” said Ms. Hollander, a social

worker in West Orange, N.J. They moved Ms. Zeiontz to an

inpatient hospice unit at Mount Sinai Beth Israel Hospital, where

she died a day and a half later, at 70.
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Similarly, Alan Mironer had vowed to care for his wife, Lynne, with

hospice help in their home in Edina, Minn., as she died of breast

cancer. “He felt it was his responsibility,” their son, Mark, said. But

as she weakened and became unable to walk to the bathroom, he

said, “suddenly, it was so much more work to take care of her.” The

elder Mr. Mironer, then 81, became overwhelmed.

Neighbors told them about a small hospice facility in Edina, with

room for eight patients. Ms. Mironer spent her final week there,

dying at 78.

Such experiences prompted an article this month in The New

England Journal of Medicine that pointedly asks, “Is There Really

‘No Place Like Home’?”
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The lead author, Dr. Melissa Wachterman, a palliative care

specialist at Harvard Medical School, and her co-authors argue

that alternative locations, including free-standing inpatient hospice

facilities and hospice units within hospitals, could better care for

some terminal patients with difficult symptoms and provide relief

for exhausted families. They also contend that financial incentives

play a role in where death occurs.

“There’s a lot of cultural pressure: ‘If you really loved this person,

you’d keep them at home,’” Dr. Wachterman said in an interview.

“We need to acknowledge that there are people whose needs are so

great that families cannot manage death at home.”

Ninety-eight percent of hospice patients covered by Medicare

receive what is called “routine home care.” The hospice

organization sends nurses, aides, a social worker and a chaplain, in

addition to drugs and equipment like a hospital bed, to the patient’s

home. But it can’t provide 24-hour care; that falls to family or

friends, or helpers paid out of pocket.

Often, that’s sufficient. But death can follow unpredictable

trajectories, and some terminal conditions appear better suited to

home death than others. Cancer patients have the greatest odds of

dying at home, Dr. Warraich’s analysis showed. Patients with

dementia are most likely to die in a nursing home, and those with

respiratory disease in a hospital.

Some patients “may not need someone at the bedside 24 hours a

day, but they need someone available 24 hours a day,” Dr.

Wachterman said.

A handful of hospice patients receive “continuous home care,”

which means nurses and aides are provided eight to 24 hours a

day; this accounts for 0.2 percent of hospice days, according to the

Medicare Payment Advisory Commission, an independent agency

that advises Congress on Medicare issues. Another handful receive

inpatient services in a hospice facility, hospital or nursing home.

But inpatient care is hard to secure, accounting for just 1.2 percent

of all hospice days in 2019. To be covered under Medicare, the

patient must be diagnosed with a symptom that cannot feasibly be

managed in any other setting, and “that’s a pretty high bar,” Dr.

Wachterman said.
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The authors also argue that although Medicare pays more for

inpatient care — $1,000 a day, on average, compared with $200 for

home care — profit margins are higher at home. More than 70

percent of hospices are now for-profit agencies.

Rankings on the quality of hospital care like those published by

U.S. News & World Report may also prompt hospitals, who want to

keep their mortality statistics low, to discharge patients to home

hospice.

Edo Banach, president and chief executive of the National Hospice

and Palliative Care Organization, disputed the article’s financial

assertions. “It’s not true that margins are necessarily higher for

routine home care versus inpatient,” he said, attributing profit

differences to the length of a patient’s stay rather than the setting.

Instead, Mr. Banach primarily blamed a fear of Medicare audits,

which are not uncommon, for the infrequent use of inpatient

hospice care. “Providers are very reluctant to use that benefit

unless it’s also clear that they won’t be hurt by the government on

the back end” and forced to return contested payments, he said.

Still, he said there was nothing in the authors’ recommendations

that he fundamentally disagreed with, including their calls for

changes like financial support for family caregivers who assist

dying patients.

The authors also advocate expanded access to continuous home

care and lower barriers to inpatient end-of-life care, in hospice

facilities (the national organization estimates that about 30 percent

of hospices have them) or hospice units within nursing homes and

hospitals.

Of the three times I have accompanied family members to their

deaths, we achieved the good-death-at-home paradigm once: My

mother died at 80, with uterine cancer and after a major stroke, in

her own bed. My father and I cared for her, with a hospice team. He

died at 90, when sepsis overwhelmed him in a hospital before I

could arrange for hospice care at home.
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My sister’s death in 2015 showed the possibility of a middle ground.

Disabled by late-onset Tay-Sachs disease, a neurological condition,

she had been hospitalized with an uncertain prognosis. I was her

health care proxy.

As she declined, she developed such severe pain that, between

sobs, she was calling for our long-dead parents. I immediately

enrolled her in hospice and began planning to move her back to her

assisted-living facility, so that she could die in her own apartment.

It soon became clear that would be impossible. In the hospital,

hospice nurses visited twice a day, constantly raising the dose of

her morphine drip before switching to more potent medications.

Having staff nurses always nearby allowed us to provide comfort,

relying on a team we never could have duplicated on our own.

To its credit, the hospital understood our needs. It arranged for a

private room with 24-hour access for my cousin and me. We turned

off the TV and the intercom, dimmed the lights, played soothing

music, allowed family and friends to come and kept the vigil. It

wasn’t homey, but it was peaceful. My sister, just 62, died after 24

days in the hospital and 14 in hospice care.

Far more hospice patients and families could probably benefit from

a similar option when home care proves too difficult.

“For many patients, ‘home’ isn’t the physical place,” Dr. Warraich

said. “It’s a metaphor for a place that’s not medicalized, that’s

comfortable and full of love.”

ADVERTISEMENT

In Difficult Cases, ‘Families Cannot
Manage Death at Home’

351

A hospice patient and her palliative care doctor in Corvallis, Ore. Although most people
say they wish to die at home, it’s not always the best course, some health experts
argue. Alisha Jucevic for The New York Times
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Sign or Symptom: Pain

-Repositioning, light massage, or soft music can help to soothe the person and ease pain

-Guided imagery can be helpful to calm and refocus person

Sign or Symptom: Difficulty Breathing 

-Assist to upright position, when possible, or head slightly elevated with pillows

-Ambient airflow: a fan can provide air movement and sense of improved breathing

-Place a cool cloth over the person’s neck and/or forehead

-Pursed-lip breathing can be helpful: inhale like smelling a flower, exhale like blowing out a candle

-Stay calm and match your breathing to the person’s to promote connection and relaxation

-Guided imagery can be helpful to calm and refocus person

Sign or Symptom: Nausea/Vomiting 

-Remove any strong odors, especially food

-Suggest small intake of fluids or ice chips.

Sign or Symptom: Change in Circulation 

-Gently massage cold extremities (feet and hands)

-Provide blankets as needed and support extremities with soft pillows.

Sign or Symptom: Food or Fluid Decrease: 

-Do not push someone to eat. Offer small amounts of food they enjoy.

-To optimize swallowing, raise the head of the bed or have the person sit upright.

Common Symptoms that can present with serious or terminal illness and at
end of life include:

Loss of Appetite 

Confusion

Agitation

Restlessness/anxiety

Sleep Disturbance

Spiritual Distress

Pain

Shortness of breath

Fevers

Nausea/Vomiting

Excessive Oral Secretions

Constipation

NON MEDICAL 
SYMPTOM MANAGEMENT

Note that not all symptoms will be present for all

individuals at the end of life, nor will they occur in a

particular sequence. The body prepares itself for death

in very wise and natural ways. Below are a list of some

of the signs or symptoms that can manifest when a

person is nearing end of life, as well as the non-medical

comfort measures that can be utilized by those caring

for them.

comfort measures:
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Sign or Symptom: Dry Mouth/Sores: 

- Encourage person to rinse mouth frequently with homemade salt/baking soda mouthwash. 

-Place a moist cloth in bowl in freezer and then place frozen cloth between person’s lips so they can suck

on it. 

-Keep lips moist with lip balm and their mouth clean and moist with a soft damp cloth.

Sign or Symptom: Fear and/or Anxiety 

 Recognize that fear of the unknown or fear of pain/suffering are common for people at the end of life.

Provide a safe space for processing for the dying person and show up in a present, calm manner. If

appropriate, revisit the potential sources of spiritual pain and suffering and give the person time to share (as

a reminder, these are: Meaning, Forgiveness, Relatedness and Hope)

Sign or Symptom: Disruption in Sleep Cycles: 

-Encourage daytime activity, when possible, rather than sleeping and/or extended naps. Encourage

minimal activity before going to bed at night. Relaxing music or the intake of warm drinks can be helpful to

calm the body. If someone is sleeping more, let them rest and make your presence known by gently

holding their hand and speaking softly and naturally. Never assume that a person cannot hear you.

NON MEDICAL SYMPTOM
MANAGEMENT
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Say “Tell me more….”

Ask “What else….?” 

Protect the sacred silence by asking yourself “WAIT (Why Am I Talking?)” 

Ask open-ended questions

Leave yourself and your agenda at the door: Meet the one you are companioning

where they are, how they are, provide what is needed at the time

Watch your tendency to be the fixer, comparer, one who pities

Never bring your private beliefs or respond with: ‘This is what you need to do. ’

Helpful Phrase When Companioning 

Reminders as you Companion
“The heart of our supportive strength sources from our

ability to show up and companion one another.”-Dr. Alan

Wolfelt 

All we have to do is be our “being” 

It is in the context of relationship that healing happens

HOPE = Hearing Other People’s Experiences

“Death is a social event with a medical component, not a

medical event with a social component.” -Allan Kellehear

USEFUL REMINDERS, QUOTES
AND PHRASES 

REFLECT BY ACKNOWLEDGING THEIR EMOTIONS. SAY SOMETHING LIKE “I CAN SEE THAT YOU ARE SAD.”  
EMPATHIZE BY SAYING SOMETHING LIKE “I KNOW THIS IS HARD FOR YOU.”  
LEAD BY EXPLORING THEIR CONCERNS WITH QUESTIONS LIKE “WHAT CONCERNS DO YOU HAVE ABOUT
HOW OTHERS WILL COPE AFTER YOU ARE GONE?”  
IMPROVISE BY KEEPING IN MIND THAT EVERY PERSON WILL EXPERIENCE PREPARATORY GRIEF IN AN
INDIVIDUAL MANNER. SOME PEOPLE MAY BE MORE OPEN THAN OTHERS IN DISCUSSING THEIR GRIEF.  
EDUCATE BY EXPLAINING THE GRIEF PROCESS AND THE EMOTIONS THAT ACCOMPANY IT.
VALIDATE THEIR EXPERIENCE, BY REMINDING THEM THAT THEIR GRIEF IS COMPLETELY NORMAL.
RECALL BY HELPING THEM CELEBRATE THE LIFE THEY HAVE LIVED, AND RECOGNIZE ANY TASKS THEY
STILL WANT TO COMPLETE.

USING THE RELIEVER MNEMONIC 

WHEN SUPPORTING PEOPLE AROUND PREPARATORY GRIEF, CONSIDER USING THE BELOW MNEMONIC AS A
WAY TO GUIDE YOUR CONVERSATIONS (ADAPTED FROM THE ARIZONA CENTER ON AGING)

Patient Dignity Question

As companions we can provide
person-centered, dignity-conserving

care by asking: 
"What do I need to know about you
as a person to take the best care 

of you that I can?"
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