END-OF-LIFE

Helping with Comfort and Care

U.S. DEPARTMENT OF HEALTH AND HUMAN SERVICES






19
34
39
5T
54
58
61

68

INTRODUCTION

ProvipinGg COMFORT AT THE END OF LIFE

CARE OPTIONS AT THE END OF LIFE

DEeMENTIA AT THE END OF LIFE

UNDERSTANDING HEALTHCARE DECISIONS

Waat HarrEns WHEN SOMEONE DIES

TainGgs TO Do AFTER SOMEONE DiIEs

GETTING HELP FOR YOUR GRIEF

PLANNING FOR END-0OF-Lire CARE DECISIONS

CLoSING THOUGHTS

RESOURCES




Empty-handed I entered the world,
Barefoot [ leave it.

My coming, my going
Two simple happenings
That got entangled.

— KozaN IcHikyo (D. 1360)




INTRODUCTION

%@

At the end of life, each story is different. Death comes suddenly, or a
person lingers, gradually fading. For some older people, the body weakens
while the mind stays alert. Others remain physically strong, but cognitive
losses take a huge toll. Although everyone dies, each loss is personally felt

by those close to the one who has died.

End-of-life care is the term used to describe the support and medical care
given during the time surrounding death. Such care does not happen
only in the moments before breathing ceases and the heart stops beating.
Older people often live with one or more chronic illnesses and need a lot

of care for days, weeks, and even months before death.

The goal of End of Life: Helping with Comfort and Care is to provide
guidance and help in understanding the unfamiliar territory of death.
This information is based on research, such as that supported by the
National Institute on Aging (NIA), along with other parts of the National
Institutes of Health. It also includes suggestions from healthcare providers

with expertise in helping individuals and families through this difficult
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time. Most of the stories included are examples of common experiences

at the end of life.

When a doctor says something like, “I'm afraid the news is not good.
There are no other treatments for us to try. 'm sorry,” it may close the
door to the possibility of a cure, but it does not end the need for medical

support. Nor does it end the involvement of family and friends.

There are many ways to provide care for an older person who is dying.
Such care often involves a team. If you are reading this, then you might

be part of such a team.

End of Life: Helping with Comfort and Care provides an overview of
issues often faced by people caring for someone nearing the end of life.
The information provided here does not replace the personal and specific
advice of the doctor or other experts, but it can help you make sense of
what is happening and give you a framework for making care decisions.
A sampling of resources related to end-of-life care are provided if you are

looking for more information.



PROVIDING COMFORT

Comfort care is an essential part of medical care at the end of life. It is
care that helps or soothes a person who is dying. The goals are to prevent
or relieve suffering as much as possible and to improve quality of life

while respecting the dying person’s wishes.

You are probably reading this because someone close to you is dying. You
wonder what will happen. You want to know how to give comfort, what to
say, what to do. You might like to know how to make dying easie—how
to help ensure a peaceful death, with treatment consistent with the dying

person’s wishes.

A peaceful death might mean something different to you than to someone
else. Your sister might want to know when death is near so she can have a few
last words with the people she loves and take care of personal matters. Your
husband might want to die quickly and not linger. Perhaps your mother has
said she would like to be at home when she dies, while your father wants to be

in a hospital where he can receive treatment for his illness until the very end.

Some people want to be surrounded by family and friends; others want

to be alone. Of course, often one doesn’t get to choose. But, avoiding
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suffering, having your end-of-life wishes followed, and being treated

with respect while dying are common hopes.

Generally speaking, people who are dying need care in four areas—
physical comfort, mental and emotional needs, spiritual issues, and
practical tasks. Their families need support as well. In this section,
you will find a number of ways you can help someone who is dying.
Always remember to check with the healthcare team to make sure these

suggestions are appropriate for your situation.

Comfort needs near the end of life:
¢ Physical Comfort
¢ Mental and Emotional Needs
¢ Spiritual Issues
2

Practical Tasks

PaysicaL COMFORT

There are ways to make a person who is dying more comfortable.
Discomfort can come from a variety of problems. For each, there are
things you or a healthcare provider can do, depending on the cause. For

example, a dying person can be uncomfortable because of:
Pain
Breathing problems

Skin irritation

* & o o

Digestive problems
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¢ Temperature sensitivity

¢ Fatigue

Pain. Watching someone you love die is hard enough, but thinking
that person is also in pain makes it worse. Not everyone who is dying
experiences pain, but there are things you can do to help someone who
does. Experts believe that care for someone who is dying should focus on
relieving pain without worrying about possible long-term problems of

drug dependence or abuse.

Don't be afraid of giving as much pain medicine as is prescribed by the
doctor. Pain is easier to prevent than to relieve, and severe pain is hard
to manage. Iry to make sure that the level of pain does not get ahead
of pain-relieving medicines. Tell the doctor or nurse if the pain is not
controlled. Medicines can be increased or changed. If this doesn’t help,
then ask for consultation with a palliative medical specialist who has
experience in pain management for seriously ill patients (see Palliative

Care, page 20).

What about morphine and other painkillers?

Morphine is an opiate, a strong drug used to treat serious pain.
Sometimes, morphine is also given to ease the feeling of
shortness of breath. Pain medication can make people confused
or drowsy. You might have heard that giving morphine leads
to a quicker death. Is that true? Most experts think this is
unlikely, especially if increasing the dose is done carefully.
Successfully reducing pain and/or concerns about breathing

can provide needed comfort to someone who is close to dying.
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Struggling with severe pain can be draining. It can make it hard for families
to be together in a meaningful way. Pain can affect mood—being in pain can
make someone seem angry or short-tempered. Although understandable,
irritability resulting from pain might make it hard to talk, hard to share
thoughts and feelings.

Breathing problems. Shortness of breath or the feeling that breathing
is difficult is a common experience at the end of life. The doctor might
call this dyspnea (disp-NEE-uh). Worrying about the next breath can
make it hard for important conversations or connections. Try raising
the head of the bed, opening a window, using a humidifier, or having
a fan circulating air in the room. Sometimes, morphine or other pain

medications can help relieve the sense of breathlessness.

People very near death might have noisy breathing, sometimes called
a death rattle. This is caused by fluids collecting in the throat or by
the throat muscles relaxing. It might help to try turning the person to
rest on one side. There is also medicine that can be prescribed that may
help clear this up. Not all noisy breathing is a death rattle. It may help
to know that this noisy breathing is usually not upsetting to the dying

person, even if it is to family and friends.

Skin irritation. Skin problems can be very uncomfortable. With age,
skin naturally becomes drier and more fragile, so it is important to take
extra care with an older person’s skin. Gently applying alcohol-free lotion

can relieve dry skin and be soothing.

Dryness on parts of the face, such as the lips and eyes, can be a common
cause of discomfort near death. A lip balm could keep this from getting

worse. A damp cloth placed over closed eyes might relieve dryness. If the
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inside of the mouth seems dry, giving ice chips (if the person is conscious) or
wiping the inside of the mouth with a damp cloth, cotton ball, or specially
treated swab might help.

Sitting or lying in one position puts constant pressure on sensitive skin,
which can lead to painful bed sores (sometimes called pressure ulcers).
When a bed sore first forms, the skin gets discolored or darker. Watch

carefully for these discolored spots, especially on the heels, hips, lower

back, and back of the head.

Turning the person from side to back and to the other side every few
hours may help prevent bed sores. Try putting a foam pad under an area
like a heel or elbow to raise it off the bed and reduce pressure. Ask if a
special mattress or chair cushion might also help. Keeping the skin clean

and moisturized is always important.

Digestive problems. Nausea, vomiting, constipation, and loss of appetite
are common issues at the end of life. The causes and treatments for these
symptoms are varied, so talk to a doctor or nurse right away. There are
medicines that can control nausea or vomiting or relieve constipation, a

common side effect of strong pain medications.

If someone near death wants to eat but is too tired or weak, you can
help with feeding. To address loss of appetite, try gently offering favorite
foods in small amounts. Or, try serving frequent, smaller meals rather

than three big ones.

You don't have to force a person to eat. Going without food and/or water
is generally not painful, and eating can add to discomfort. Losing one’s

appetite is a common and normal part of dying. Swallowing may also be
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a problem, especially for people with dementia. A conscious decision to

give up food can be part of a person’s acceptance that death is near.

Temperature sensitivity. People who are dying may not be able to tell
you that they are too hot or too cold, so watch for clues. For example,
someone who is too warm might repeatedly try to remove a blanket. You

can take off the blanket and try a cool cloth on his or her head.

If a person is hunching his or her shoulders, pulling the covers up, or
even shivering—those could be signs of cold. Make sure there is no draft,
raise the heat, and add another blanket. Avoid electric blankets because

they can get too hot.

Fatigue. It is common for people nearing the end of life to feel tired and
have little or no energy. Keep activities simple. For example, a bedside
commode can be used instead of walking to the bathroom. A shower

stool can save a person’s energy, as can switching to sponging off in bed.

Meena’s Story

At 80, Meena had been in a nursing home for 2 years after a stroke, when
her health declined, and she was no longer able to communicate her wishes.
Meena’s physician, Dr. Torres, told her family she was dying. She said that
medical tests, physical therapy, and intravenous treatments were no longer
really needed and should be stopped because they might be causing Meena
discomfort. Dr. Torres also said that checking vital signs (pulse, blood
pressure, temperature, and breathing rate) was interrupting her rest and

would no longer be done regularly.

10
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Then, Meena developed pneumonia. Her family asked about moving her
to the hospital. Dr. Torres explained that Meena could get the same care in
the familiar surroundings of her nursing home. Besides, the doctor said, a
move could disturb and confuse her. The family agreed to leave Meena in
the nursing home, and she died 2 days later surrounded by those close to her.

Experts suggest that moving someone to a different place, like a hospital, close
to the time of death, should be avoided if possible.

MENTAL AND EMOTIONAL NEEDS

Complete end-of-life care also includes helping the dying person manage
mental and emotional distress. Someone who is alert near the end of life
might understandably feel depressed or anxious. It is important to treat
emotional pain and suffering. Encouraging conversations about feelings
might help. You might want to contact a counselor, possibly one familiar
with end-of-life issues. If the depression or anxiety is severe, medicine

may help.

A dying person may also have some specific fears and concerns. He or she
may fear the unknown or worry about those left behind. Some people
are afraid of being alone at the very end. This feeling can be made worse
by the understandable reactions of family, friends, and even the medical
team. For example, when family and friends do not know how to help
or what to say, sometimes they stop visiting. Or, someone who is already

beginning to grieve may withdraw.

Doctors may feel helpless because they can’t cure their patient. Some

seem to avoid a dying patient. This can add to a dying person’s sense

11
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of isolation. If this is happening, discuss your concerns with the family,

friends, or the doctor.

The simple act of physical contact—holding hands, a touch, or a gentle
massage—can make a person feel connected to those he or she loves. It
can be very soothing. Warm your hands by rubbing them together or

running them under warm water.

Try to set a comforting mood. Remember that listening and being
present can make a difference. For example, Gordon loved a party, so it
was natural for him to want to be around family and friends when he
was dying. Ellen always liked spending quiet moments with one or two

people at a time, so she was most comfortable with just a few visitors.

Some experts suggest that when death is very near, music at a low volume
and soft lighting are soothing. In fact, near the end of life, music therapy
might improve mood, help with relaxation, and lessen pain. Listening
to music might also evoke memories those present can share. For
some people, keeping distracting noises like televisions and radios to a

minimum is important.

Often, just being present with a dying person is enough. It may not be
necessary to fill the time with talking or activity. Your quiet presence can

be a simple and profound gift for a dying family member or friend.

SpirITUAL ISSUES

People nearing the end of life may have spiritual needs as important as
their physical concerns. Spiritual needs include finding meaning in one’s

life and ending disagreements with others, if possible. The dying person

12
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might find peace by resolving unsettled issues with friends or family.

Visits from a social worker or a counselor may also help.

Many people find solace in their faith. Others may struggle with their
faith or spiritual beliefs. Praying, talking with someone from one’s religious
community (such as a minister, priest, rabbi, or imam), reading religious

texts, or listening to religious music may bring comfort.

Family and friends can talk to the dying person about the importance
of their relationship. For example, adult children can share how their
father has influenced the course of their lives. Grandchildren can let their
grandfather know how much he has meant to them. Friends can relate
how they value years of support and companionship. Family and friends
who can’t be present could send a recording of what they would like to

say or a letter to be read out loud.

Sharing memories of good times is another way some people find peace near
death. This can be comforting for everyone. Some doctors think it is possible
that even if a patient is unconscious, he or she might still be able to hear. It is

probably never too late to say how you feel or to talk about fond memories.

Always talk to, not about, the person who is dying. When you come into
the room, it is a good idea to identify yourself, saying something like, “Hi,
Juan. It's Mary, and I've come to see you.” Another good idea is to have
someone write down some of the things said at this time—both by and
to the person who is dying. In time, these words might serve as a source
of comfort to family and friends. People who are looking for ways to help

may welcome the chance to aid the family by writing down what is said.

13
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There may come a time when a dying person who has been confused
suddenly seems clear-thinking. Take advantage of these moments, but
understand that they might be only temporary, not necessarily a sign
he or she is getting better. Sometimes, a dying person may appear to
see or talk to someone who is not there. Try to resist the temptation to
interrupt or say they are imagining things. Give the dying person the

space to experience their own reality.

PracTicaL Tasks

Many practical jobs need to be done at the end of life—both to relieve
the person who is dying and to support the caregiver. Everyday tasks can
be a source of worry for someone who is dying, and they can overwhelm
a caregiver. Taking over small daily chores around the house—such as
picking up the mail or newspaper, writing down phone messages, doing a
load of laundry, feeding the family pet, taking children to soccer practice,
or picking up medicine from the pharmacy—can provide a much-needed

break for caregivers.

A person who is dying might be worried about who will take care of
things when he or she is gone. Offering reassurance—“I'll make sure
your African violets are watered,” “Jessica has promised to take care of
Bandit,” “Dad, we want Mom to live with us from now on”—might
provide a measure of peace. Reminding the dying person that his or her

personal affairs are in good hands can also bring comfort.

Everyone may be asking the family, “What can I do for you?” It helps
to make a specific offer. Say to the family, “Let me help with . . . ” and

suggest something like bringing meals for the caregivers, paying bills,

14
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walking the dog, or babysitting. If you're not sure what to offer, talk to
someone who has been through a similar situation. Find out what kind

of help was useful.

If you want to help but can’t get away from your own home, you could
schedule other friends or family to help with small jobs or to bring in
meals. This can allow the immediate family to give their full attention to

the person who is dying.

If you are the primary caregiver, ask for help when you need it and
accept help when it’s offered. Don’t hesitate to suggest a specific task to
someone who offers to help. Friends and family are probably anxious to
do something for you and/or the person who is dying, but they may be

reluctant to repeatedly offer when you are so busy.

Keeping close friends and family informed can feel overwhelming.
Setting up an outgoing voicemail message, a blog, an email list, a private
Facebook page, or even a phone tree can reduce the number of calls
you have to make. Some families create a blog or website to share news,
thoughts, and wishes. See 7o Learn More about Comfort Care, page 17,
for organizations that make setting up such webpages easy and secure.
Or, you can assign a close family member or friend to make the updates
for you. These can all help reduce the emotional burden of answering

frequent questions.

15
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Questions to Ask about Providing Comfort

Family and friends can provide comfort and ease to someone nearing the

end of life. Here are some questions to help you learn more.

Ask the doctor in charge:

* & o6 o o

Since there is no cure, what will happen next?

Why are you suggesting this test or treatment?

Will the treatment bring physical comfort?

Will the treatment speed up or slow down the dying process?

What can we expect to happen in the coming days or weeks?

Ask the caregiver:

*

How are you doing? Do you need someone to talk with?

Would you like to go out for an hour or two? I could stay here while
you are away.

Who has offered to help you? Do you want me to work with them
to coordinate our efforts?

Can I help, maybe . . . walk the dog, answer the phone, go to the drug
store or the grocery store, or watch the children (for example) . . .

for you?

16
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To Learn More about Comfort Care

Some resources to help you learn more about comfort care:

American Academy of Pain Medicine

www.painmed.org « 1-847-375-4731 « info@painmed.org (email)

American Music Therapy Association
www.musictherapy.org « 1-301-589-3300

info@musictherapy.org (email)

CaringBridge

www.CaringBridge.org

Caringlnfo (National Hospice and Palliative Care Organization)
www.caringinfo.org « 1-800-658-8898 (toll-free)

caringinfo@nhpco.org (email)

Hospice and Palliative Nurses Association

www.hpna.org « 1-412-787-9301 « hpna@hpna.org (email)

National Alliance for Caregiving
www.caregiving.org/resources o 1-301-718-8444

info@caregiving.org (email)

PostHope

www.posthope.org

What Matters Now

www.whatmattersnow.org

17



Death does not sound a trumpet.

— AFRICAN PROVERB




CARE OPTIONS

Decades ago, most people died at home, but medical advances have
changed that. Today, most Americans are in hospitals or nursing homes
at the end of their lives. Some people enter the hospital to get treated for
an illness. Some may already be living in a nursing home. Increasingly,
people are choosing hospice care at the end of life. Hospice can be
provided in any setting—home, nursing home, assisted living facility,

or inpatient hospital (see Hospice, page 22).

There is no right place to die. And, of course, where we die is not
always something we get to decide. But, if given the choice, each person
and/or his or her family should consider which type of care makes the
most sense, where that kind of care can be provided, whether family and
friends are available to help, and how they will pay for it. In this section,

we explain some of the care options available to people at the end of life.

19
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ParLLIATIVE CARE

Doctors can provide treatment to seriously ill patients in the hopes of a
cure for as long as possible. These patients may also receive medical care

for their symptoms, or palliative care, along with curative treatment.

Who can benefit from palliative care?

Palliative care is a resource for anyone living with a serious
illness, such as heart failure, chronic obstructive pulmonary
disease, cancer, dementia, Parkinson’s disease, and many
others. Palliative care can be helpful at any stage of illness
and is best provided from the point of diagnosis.

In addition to improving quality of life and helping with
symptoms, palliative care can help patients understand

their choices for medical treatment. The organized services
available through palliative care may be helpful to any older
person having a lot of general discomfort and disability very
late in life. Palliative care can be provided along with curative

treatment and does not depend on prognosis.

A palliative care consultation team is a multidisciplinary team that
works with the patient, family, and the patient’s other doctors to provide
medical, social, emotional, and practical support. The team is made of
palliative care specialist doctors and nurses, and includes others such as

social workers, nutritionists, and chaplains.

20
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Palliative care can be provided in hospitals, nursing homes, outpatient
palliative care clinics and certain other specialized clinics, or at home.
Medicare, Medicaid, and insurance policies may cover palliative care.
Veterans may be eligible for palliative care through the Department of
Veterans Affairs. Private health insurance might pay for some services.
Health insurance providers can answer questions about what they will

cover. Check to see if insurance will cover your particular situation.

Adriana’s Story

Adriana developed anemia while she was being treated for breast cancer. A
palliative care specialist suggested she get a blood transfusion to manage the
anemia and relieve some of the fatigue she was experiencing. Controlling her
symptoms helped Adriana to continue her curative chemotherapy treatment.

Treating her anemia is part of palliative care.

In palliative care, you do not have to give up treatment that might cure
a serious illness. Palliative care can be provided along with curative
treatment and may begin at the time of diagnosis. Over time, if the
doctor or the palliative care team believes ongoing treatment is no
longer helping, there are two possibilities. Palliative care could transition
to hospice care if the doctor believes the person is likely to die within
6 months (see What does the hospice 6-month requirement mean?, page 20,
for more about this timeframe). Or, the palliative care team could

continue to help with increasing emphasis on comfort care.

21
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Hosrice

Tom’s Story

Tom, who retired from the U.S. Air Force, was diagnosed with lung cancer at
age 70. As his disease progressed and breathing became more difficult, he wanted
to explore experimental treatments to slow the disease. Through the palliative
care provided by the Veterans Health Administration, Tom got treatment for
his disease and was able to receive the care and emotional support he needed to
cope with his health problems. The palliative care program also helped arrange
for assistance around the house and other support for Tom’s wife, making it
easier for her to care for him at home. When the experimental treatments were
no longer helping, Tom enrolled in hospice. He died comfortably ar home

3 months later.

At some point, it may not be possible to cure a serious illness, or a patient
may choose not to undergo certain treatments. Hospice is designed for
this situation. The patient beginning hospice care understands that his
or her illness is not responding to medical attempts to cure it or to slow

the disease’s progress.

Like palliative care, hospice provides comprehensive comfort care as well
as support for the family, but, in hospice, attempts to cure the person’s
illness are stopped. Hospice is provided for a person with a terminal
illness whose doctor believes he or she has 6 months or less to live if the

illness runs its natural course.

Hospice is an approach to care, so it is not tied to a specific place. It can
be offered in two types of settings—at home or in a facility such as a

nursing home, hospital, or even in a separate hospice center.

22
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Hospice care brings together a team of people with special skills—among
them nurses, doctors, social workers, spiritual advisors, and trained
volunteers. Everyone works together with the person who is dying, the
caregiver, and/or the family to provide the medical, emotional, and

spiritual support needed.

A member of the hospice team visits regularly, and someone is always
available by phone—24 hours a day, 7 days a week. Hospice may be
covered by Medicare and other insurance companies; check to see if

insurance will cover your particular situation.

Dolores’ Story

Choosing hospice does not have to be a permanent decision. For example,
Dolores was 82 when she learned that her kidneys were failing. She thought
that she had lived a long, good life and didn’t want to go through dialysis, so
Dolores began hospice care. A week later, she learned that her granddaughter
was pregnant. After talking with her husband, Dolores changed her mind
about using hospice care and left to begin dialysis, hoping to one day hold her
[first great-grandchild. Shortly after the baby was born, the doctors said Dolores
blood pressure was too low. At that point, she decided to re-enroll in hospice.

It is important to remember that stopping treatment aimed at curing
an illness does not mean discontinuing all treatment. A good example is
an older person with cancer. If the doctor determines that the cancer is
not responding to chemotherapy and the patient chooses to enter into
hospice care, then the chemotherapy will stop. Other medical care may
continue as long as it is helpful. For example, if the person has high

blood pressure, he or she will still get medicine for that.

23
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Some Differences between Palliative Care and Hospice

PALLIATIVE CARE HOSPICE
Who can be Anyone with a serious | Anyone with a serious
treated? illness at any stage of illness whom doctors
their disease think has only a short
time to live, often less
than 6 months
Will my symptoms | Yes, as much as Yes, as much as

be relieved?

possible

possible

Can | continue

to receive treat-
ments to cure my
illness?

Yes, if you wish

No, only symptom
relief will be provided

Will Medicare
pay?

It depends on your
benefits and
treatment plan

Yes, it pays all hospice
charges

Does private
insurance pay?

It depends on the plan

It depends on the plan

How long will | be

This depends on what

As long as you meet

cared for? care you need and the hospice’s criteria
your insurance plan of an illness with a life
expectancy of months,
not years
Where will | ¢ Home ¢ Home

receive this care?

@ Assisted living facility
¢ Nursing home
¢ Hospital

# Assisted living facility
¢ Nursing home

® Hospice facility

¢ Hospital

Copyright © National Hospice and Palliative Care Organization. All rights reserved.
Reproduction and distribution by an organization or organized group without the
written permission of the National Hospice and Palliative Care Organization are

expressly forbidden.
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Although hospice provides a lot of support, the day-to-day care of a
person dying at home is provided by family and friends. The hospice
team coaches family members on how to care for the dying person and
even provides respite care when caregivers need a break. Respite care can

be for as short as a few hours or for as long as several weeks.

Annie and Maria’s Story

Eighty-year-old Annie had advanced metastatic melanoma and asked for
help through a hospice program so she could stay in the home she had lived in
for more than 40 years. After Annie died, hospice continued to support her
Jfamily, offering bereavement counseling for a year. Hospice services greatly
reduced the stress of caregiving for Annie’s family. This was especially true for
Annies wife, Maria, who weathered the sadness of her loss without her own

health declining.

Families of people who received care through a hospice program are more
satisfied with end-of-life care than are those of people who did not have
hospice services. Also, hospice recipients are more likely to have their
pain controlled and less likely to undergo tests or be given medicines

they don’t need, compared with people who don't use hospice care.

25
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What does the hospice 6-month requirement mean?

Some people misinterpret their doctors’ suggestion to
consider hospice. They think it means death is very near.
But, that’s not always the case. Sometimes people don't
begin hospice care soon enough to take full advantage of the
help it offers. Perhaps they wait too long to begin hospice;
they are too close to death. Or, some people are not eligible

for hospice care soon enough to receive its full benefit.

In the United States, people enrolled in Medicare can

receive hospice care if their healthcare provider thinks they
have less than 6 months to live should the disease take its
usual course. Doctors have a hard time predicting how long
an older, sick person will live. Health often declines slowly,
and some people might need a lot of help with daily living for

more than 6 months before they die.

Talk to the doctor if you think a hospice program might be
helpful. If he or she agrees, but thinks it is too soon for
Medicare to cover the services, then you can investigate how

to pay for the services that are needed.

What happens if someone under hospice care lives longer
than 6 months? If the doctor continues to certify that that
person is still close to dying, Medicare can continue to pay
for hospice services. It is also possible to leave hospice care
for a while and then later return if the healthcare provider

still believes that the patient has less than 6 months to live.

26




END OF LIFE: HELPING WITH COMFORT AND CARE

HospritALs

Omar’s Story

Omar is 64, lives at home, and has a history of congestive heart failure.
He has decided that no matter what, he wants the doctor to do everything
medically possible to extend his life. Those closest to Omar agree. One
night, Omar wakes up with chest pain and is taken to the hospital, where
doctors and nurses are available around-the-clock. Hospitals offer a full
range of treatment choices, tests, and other medical care. If Omar’s heart
continues to fail, he can receive care in the intensive care unit (ICU) or

coronary care unit (CCU).

Although hospitals have rules, they can sometimes be flexible. If Omar’s
doctor thinks he is not responding to treatment and is dying, the family
can ask for relaxed visiting hours. If Omar’s family wants to bring personal
items from home, they can ask the staff if there are space limitations or if
disinfection is needed.

In a hospital setting, medical professionals are available who know what
needs to be done for someone who is dying. This can be very reassuring.
In addition to the regular care team, some hospitals may have palliative
care teams (see Palliative Care, page 20) that can assist with managing
uncomfortable symptoms and making medical decisions for patients

who may or may not be at the end of life.
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The doctor wants to move my relative to the ICU. What
can we expect?

The ICU (intensive care unit) and CCU (coronary care unit)
are types of critical care units. These units are parts of
a hospital where seriously ill patients can benefit from
specially trained staff who have quick access to advanced
equipment. The medical staff in ICUs and CCUs closely
monitor and care for a small number of patients. Doctors

who work in these units are called intensivists.

Patients in the ICU or CCU are often connected to monitors
that check breathing, heart rate, pulse, blood pressure,
and oxygen levels. An IV (intravenous) tube may supply
medicines, fluids, and/or nutrition. Another tube called a
Foley catheter may take urine out of the body. A tube through
the nose or stomach area may provide nutrition and remove
unwanted fluids. A breathing tube may be attached to a

ventilator or respirator to help with breathing.

Often, these external supports—designed to be used for a
short time—will maintain vital functions while the body heals.
But sometimes, even with intensive care, the body can’t
heal, and organs start to fail. When this happens, survival

is unlikely. In this case, the healthcare team might talk to
the family—and the patient if he or she is conscious—about

considering whether or not to continue intensive treatment.
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NursiING HoOMES

More and more people are in nursing homes at the end of life. In a nursing
home, nursing staff are always present. Unlike a hospital, a doctor is not
in the facility all the time, but may be available by phone. Plans for end-
of-life care can be arranged ahead of time, so when the time comes, care

can be provided as needed without first consulting a doctor.

If the person has lived in the nursing home for a while, the staffand family
probably already have a relationship. This can make the care feel more
personalized than in a hospital. Additionally, if the person is enrolled
in hospice (see Hospice, page 22), the hospice team will be available to

assist nursing facility staff with end-of-life care.

As in a hospital, privacy may be an issue in nursing homes. You can
ask if arrangements can be made to give your family more time alone

when needed.

HoMmE

Home is likely the most familiar setting for someone who needs end-
of-life care. Family and friends can come and go freely. Care at home
can be a big job for family and friends—physically, emotionally, and
financially. But, there are benefits too, and it is often a job caregivers are
willing to take on. Hiring a home nurse is an option for people who need

additional help and have the financial resources.

Talk with your healthcare provider about the kind of care needed.
Frequently, this care does not require a nurse but can be provided by

nursing assistants or family and friends without medical training.
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Who pays for care at the end of life?

How to pay for care at the end of life depends on the type and
place of care and the kind of insurance. Medicare, Medicaid,
private medical insurance, long-term care insurance, Veterans
Health Administration (if VA-eligible), or the patient and his

or her family are common sources of payment.

See To Learn More about Care Options at the End of Life, page 32,
for links and telephone numbers for Federal Government

services and programs.

To make comfort care available at home, you will have to arrange for
services (such as visiting nurses) and special equipment (like a hospital
bed or bedside commode). Health insurance might only cover these
services or equipment if they have been ordered by a doctor; make sure

you check with your insurance company before ordering.

Work with the doctor to decide what is needed to support comfort care
at home. If the seriously ill person is returning home from the hospital,
sometimes a hospital discharge planner, often a social worker, can help
with the planning. Your local Area Agency on Aging might be able to
recommend other sources of help. See 7o Learn More abour Care Options
at the End of Life, page 32, to find out how to contact your Area Agency
on Aging.

A doctor has to be available to oversee the patient’s care at home—he or
she will arrange for new services, adjust treatment, and order medicines

as needed. It is important to follow the doctor’s plan in order to make
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the dying person as comfortable as possible. Talk with the doctor if you
think a treatment is no longer helping. Hospice is frequently used to care

for people who are home at the end of life.

Questions to Ask about End-of-Life Decisions

Choosing among the different options for care at the end of life can be
difficult. Here are some questions that might help you determine what is

best for you and your family.

If we continue the current course of treatment, what do you expect

will happen next?
What kind of end-of-life care is needed?
Is the most likely caregiver able to give that kind of care?

Where would the person who is dying want to have this end-of-life

care—a facility or at home, for example?

What is the best place to get the type of care he or she wants?
Who will pay for this care?

Can we get help paying for respite care?

Is there a good chance that treatment in an intensive care unit will

reverse the dying process, or instead draw it out?
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To Learn More about Care Options at the End of Life

Some resources to help you learn more about care options at the end

of life:
Center to Advance Palliative Care

www.getpalliativecare.org « 1-212-201-2670 « capc@mssm.edu (email)

Centers for Medicare & Medicaid Services
www.medicare.gov/Pubs/pdf/02154.pdf « 1-800-633-4227 (toll-free)

Department of Veterans Affairs
www.va.gov e 1-877-222-8387 (toll-free)

Hospice Foundation of America
www.hospicefoundation.org/End-of-Life-Support-and-Resources

1-800-854-3402 (toll-free) « info@hospicefoundation.org (email)

CaringInfo (National Hospice and Palliative Care Organization)
www.caringinfo.org « 1-800-658-8898 (toll-free)

caringinfo@nhpco.org (email)

Visiting Nurse Associations of America

www.vnaa.org « 1-888-866-8773 (toll-free) « vnaa@vnaa.org (email)

1o Contact Your Area Agency on Aging:

Eldercare Locator
www.eldercare.gov o 1-800-677-1116 (toll-free)
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While I thought that I was learning how to live,

I have been learning how to die.

— LeoNARDO DA VINCI (1452-1519)




DEMENTIA

As they reach the end of life, people suffering from dementia can present
special challenges