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PALLATIVE CARE

HOSPICE

COMFORT CARE

END-OF-LIFE CARE

Specialized medical care for patients

High-quality, patient-focused,

Defined as a patient care plan that is

The term used to describe the

with serious illnesses who may be

compassionate care that helps

focused on symptom control, pain

support and medical care given

seeking curative treatment and can

terminally ill patients and their

relief, and quality of life. It is

during the time surrounding death.

benefit from extra assistance and

families live as fully as possible. We

typically administered to patients

supportive care.

treat the patient, not the disease.

who have already been hospitalized

Such care does not happen only in

several times, with further medical

the moments before breathing ceases

treatment unlikely to change

and the heart stops beating. Older

matters.

people often live with one or more

This type of care is focused on

The focus is on caring, not curing.

providing relief from the symptoms
and stress of a serious illness.

chronic illnesses and need a lot of

Hospice is not “giving up.” It’s
choosing to live the remainder of

Comfort care is often intermixed

care for days, weeks, and even

your time the way you choose.

with pallative care and hospice.

months before death.
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KEY TERMS YOU'LL HEAR A LOT
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OK GREAT, NOW I KNOW WHAT THE TERMS MEAN...
BUT WHAT DOES THAT REALLY MEAN FOR ME?
STICK WITH ME AND WE'LL CLEAR THIS UP...

end-of-life care have been tossed around by the medical community
with no consistent use or meaning. Collectively, all four terms mean an
end-of-life diagnosis has been given.
What are examples of end-of-life diagnoses?
COPD
CHF
Cancer
Kidney failure
Dementia
Strokes
Parkinson's Disease
Any disease which has a progressive nature to it which ends in death.
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For years, the terms comfort care, hospice, palliative care, and
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LET'S BUILD A PICTURE OF WHAT ALL THIS LOOKS LIKE
End-Of-Life Diagnosis Line
An end-of-life diagnosis is a diagnosis given by a doctor and is an
illness that is terminal and leads to death. This diagnosis is
worse, not better, and results in death.
Time
There is a time component to this phase of life. Time will march
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on, no matter what is tried, and you will say goodbye to your
loved one. However, no one knows how long that time will be. It
could be days, weeks, or years. And, when the time comes and
your loved one's life comes to an end, your time will continue to
go on.
End of Life
The disease process has reached its end, pain and suffering are
no more for your loved one. You will feel sorrow, as the one left
behind, and your world will change, but only for you. Your loved
one will be at peace.
Time
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progressive in nature, meaning over time your loved one will get
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THE MORTALITY LINE: THE LINE BETWEEN PALLIATIVE CARE AND HOSPICE
The mortality line is a line your loved one will eventually crossover. It's
the line between palliative and hospice care and happens when any one of

6 months to live
The decision to not treat with a curative focus
When the quality of life outpaces quantities of life
When the focus of care becomes about pain management
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The mortality line can be crossed at any time after an end-of-life
diagnosis has been given. It can be a choice made by you or your loved
one when the quality of life becomes more important than quantities of
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days.
It will be crossed when medical professionals simply have no more
treatment options available to provide and your loved one is given 6
months to live. I have seen clients who have crossed this line from the
time they get an end-of-life diagnosis and live for years with no curative

Time

treatment and high quality of life.
And, I have seen people who have treated their diagnosis for years and then died within three hours of crossing the line. I have also met
people who have crossed this line in between those two examples when they decide quality outpaces quantity.
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these criteria are decided upon or reached:
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PALLIATIVE CARE: THE LEFT SIDE OF THE MORTALITY LINE
Palliative care has the following focuses:
Treatment for curative purposes
Relief from symptoms
diagnosis.
In the real world of life, our health care system does not address the
concept of palliative care. Our health care professionals function with
the idea of curative treatments and pain management until your loved
one reaches the mortality line. Then they say, "There are no other
medical options available for treatment, I am so sorry but I suggest
you start looking at hospice."
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In reality, palliative care should start from the moment your loved one
receives an end-of-life diagnosis. Why? Because eventually, we all
cross the mortality line. Palliative care is about preparing and
understanding that this disease will eventually lead to death. And
there are a lot of emotions around that reality that need to be
addressed from the beginning.
Next, we'll talk about disease progression and what that looks like.

Time
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Extra assistance and supportive care surrounding an end-of-life
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PALLIATIVE CARE
THE LEFT SIDE OF THE MORTALITY LINE...PART TWO

Often, we believe the progression line from the time our loved one
line, indicated by the purple line in the chart. But in reality, it looks
like the yellow line.
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During the progression of your loved one's disease, they will go
through acute phases where they be very sick and begin a cycle of in
the hospital, out of the hospital and then back into the hospital.
If you hear and understand nothing from this else from this
discussion, I want you to know this:
During this phase, surviving an acute stay in the hospital and then
returning home does not mean your loved one has "beaten" or been
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cured of their disease. It just means they have survived this acute
event. The progressive disease process still marches on towards that
mortality line. They will eventually cross that line.

Time
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receives an end-of-line diagnosis to crossing the mortality is a straight
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TRANSFORMING THOUGHT
CHANGING HOW YOU THINK ABOUT LIFE AND WHEN TO LET IT GO

medicine now has the great pleasure of being able to provide

There comes a time when

increased days for our loved ones. They can treat end-of-life

you will have to answer the

diagnoses but they cannot cure them, and eventually, your loved one

question.

will die. I know that sounds harsh and scary, but we must deal with
Is their current quality of

reality to make informed decisions that lead to quality of life.

life good enough to keep
adding more days to life?

Here is a tough truth: Every time your loved one has an acute event,
they lose about 10-20 percent of quality of life. If they have three
acute events in a year ,they could lose up to 60 percent of their quality
of life.
How do we measure quality of life? We look at things like:
Walking
Self-toileting
Getting out of bed

Because you need to

Dressing and bathing themselves

remember:

Being able to leave the house

With a progressive disease,

Not being in pain, sick, or too weak to function all the time

today is the best day of

Other self-identified important measures of life quality

their life, not their worst.
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Let's tackle the great debate of quality over quantity. Modern
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TRANSFORMING THOUGHT... YOUR TURN
QUESTIONS TO CONSIDER AND DISCUSS WITH YOUR LOVED ONE

Does your loved one have that one last quality of life
"thing" that will signal a time to choose hospice if lost?
(i.e "If I can't toilet myself anymore, it's time to
transition to hospice")

Have you discussed and created an Advance Directive
with our loved one?
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What does quality of life look like for your loved one?
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COMFORT CARE/HOSPICE
THE RIGHT SIDE OF THE MORTALITY LIN: DEFFINITIONS

through being told there are no longer any medical treatment options or
through a decision by your loved one or the family, the eligibility of
hospice is the understanding your loved one only has 6 months left to live.
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The focus of hospice care is to keep your loved one comfortable and to
manage pain until end of life.
Here is where things become confusing. The term "comfort care" can be
used interchangeably by any medical professional to mean hospice or
comfort care. Which term is used is determined by which locations your
loved one is in. Why? It's based on who pays the bills for the service.
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Hospice/
Comfort Care

The simple version is this:
Acute care setting:

Medicare/insurance pays for comfort care

Skilled Nursing/Rehab:

Medicare Pays for comfort care, with a caveat

Home:

Medicare pays for hospice coverage.
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Once your loved one makes the decision to cross the mortality line either
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COMFORT CARE/HOSPICE
THE RIGHT SIDE OF THE MORTALITY LINE: CLEARING UP THE CONFUSION

There is a lot of confusion that happens on this side of the line because
professionals and family understanding. So let's untangle that
misunderstanding.
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Doctors will say things like, "Let's move to a treatment model that keeps
your loved one comfortable until they pass" because they are too afraid to
use the word hospice; that word creates such an emotional gut-punch to
families and they are trying to avoid hurting you, the family member.
What you heard in this statement by the doctor was "comfort care." In an
acute setting like a hospital, your loved one is allowed to live out the
remainder of their days with pain management, staying in bed, and not
participating in therapy.
However, your loved one cannot remain in an acute setting until they pass
based on the Medicare of "least restrictive environment" and cost.
Usually, the hospital social worker will focus on discharging your loved
one home or to a skilled nursing facility.

Th

e

rt
Mo

a

l
li t y

in e

Hospice/
Comfort Care

Time

Li
fe
En
ds

www.advocatingforsenior.org

the terms hospice and comfort care are used interchangeably by medical
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COMFORT CARE/HOSPICE
THE RIGHT SIDE OF THE MORTALITY LINE: SERVICE BASED ON DISCHARGE LOCATIONS
HOME
organization will usually provide nursing care, pain management options,
and some medical equipment like hospital beds, undergarments, a bedside
commode, and other medical needs while your loved one is in this endstage. The cost of hospice is covered by Medicare Part A.
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Skilled Nursing Facility (SNF)
Most skilled nursing facilities are not hospice-certified, so your loved one
will be admitted as a "skilled" patient. This means they will most likely
be required to participate in therapy to satisfy the Medicare requirement
for payment.
There is much confusion for family members of a loved one who is on
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Comfort Care

"comfort care" and then discharged to a SNF. There's a lot of anger when a
therapist walks in to evaluate your loved one for therapy because you, your

Time

family, your loved one, and the doctor all agreed that it was time for
hospice/comfort care. Now some therapist is telling you your loved one is
going to have therapy? It's madding. But please understand this:
If your loved one does not participate in therapy, Medicare will not pay for your loved one's stay. You will have to pay privately for their stay.
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When discharged home, people receive hospice care. A hospice
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PUTTING IT ALL TOGETHER
Your loved ones' therapists are very, very good at being gentle with your
loved one and understand the situation. They will not do "intense"
decreased pain during this end-stage; this still meets the Medicare
requirements for decreased financial burden on the patient and family.
When doing hospice care at home, the majority of the burden of care falls
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on the family. Some hospice organizations also provide aids to help with
bathing and some care needs, but that access is the exception, not the
norm. Be prepared to do a lot of care for your loved one when they do
hospice at home.
Main Takeaways
1. To prevent ongoing confusion, ask the doctors to clarify what they
mean when they use terms like end-of-life diagnosis, comfort care and
hospice so everyone is on the same page.
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2. Verify with your local hospice organization what they provide and the
services they offer.
3. Do not be afraid to ask for emotional and mental health support
during this time. Most hospice organizations offer emotional and
Chaplin support during your journey, and you will need it.

Time
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therapy but instead focus on positioning and range of motion for
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TRANSFORMING THOUGHT: CHOOSING HOSPICE IS NOT GIVING UP
Choosing hospice is dignity. End-of-life is messy and hard, full of hard emotions, fear,
sadness, role changes, pain, and waiting. A lot of waiting. But it is not giving up. It is
accepting the reality of life: That life ends in death.

Choosing home-based hospice allows you and your loved one to have more control over
sterile and impersonal, and may not offer the spiritual consideration you need.
Some people believe choosing hospice means the medical professionals have abandoned
them or their loved one because they withhold care. This is not true. While care providers
do shift from curative to symptom and pain management, they do not abandon the patient
or the family members. If anything, care increases as part of hospice care as access to
Chaplins, social workers, and other supportive staff becomes a focus during this time.
So, why does it take us so long to talk about hospice? Why do doctors not address hospice
earlier in the end-of-life process? Medical providers are trained to prolong life to beat the
disease, not talk about the end of life. As a society, we fear looking at and accepting our
mortality. And, since our medial treatments has become so good at adding quantity of days, it's hard to predict when a patient reaches the
6-month qualifier. Referring a patient too soon may be perceived as taking away hope. Accepting hospice is not about giving up; it's about
accepting the reality of life.
It's about you and your loved one choosing how those last days look like. It's about dignity, comfort, and the quality of the remaining days.
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the dying process. It's not as restrictive as a hospital setting, which limits family access, is
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TRANSFORMING THOUGHT... YOUR TURN
QUESTIONS TO CONSIDER AND DISCUSS WITH YOUR LOVED ONE

Have you asked your loved one how they feel about hospice?

participate in hospice care?
How do the rest of your family members feel about
participating in-home hospice care?
What type of training do/will you need to prepare to care for
your loved one during this time?
What other emotional supportive access will you need while
you navigate this time with your loved one?
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Do you know which setting your loved one would like to
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OPPORTUNITY FOR MORE
Dr. Lorena Hawkins is an occupational therapist and has spent the last 7+ years working in the
medical profession with the geriatric population. She has developed a passion for teaching
people how to advocate for their loved ones during this phase of their life.
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If you like this report and want to learn more, or have a concern or question regarding your loved
one that you would like to talk through with me, use the QR code below and schedule a 45 min
conversation with me.

"Never be afraid to raise your voice for
honesty and truth and compassion..."
― William Faulkner

Dr. Lorena Hawkins OTDR/L

Disclaimer: This information is intended for educational purposes only. It is not medical advice. Please consult your medical professional with any medical concerns.

