When | started making house calls for

seriws\\{ il patients after their hoeP'\tal

discharge, | had no idea how much time |

would sPend wiping tears on the porch.

| DON'T KNOW HOW MUCH
LONGER | CAN DO THIS. HE's up EVERY 20
MINUTES AT NIGHT, CALLING OUT. |'M GIVING HIM
MEDS EVERY HOUR. . .. IT'S JUST ME HERE
WITH HIM, DAY AFTER DAY.




For the first time since the early 1900s, more
Americans are dying at home than n the
hosP'utaL Most patients say that they Preqfer
to die at home, but cost incentives as well
as quality measures tracking in-hospital
deaths have further driven health systems to
embrace serious illness care outside

the hospita\ at the
end of life.
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While it might seem fke more People spending
their last da\fs at home Would be better for

everyone, seeing the brutal realities of caring for

a sick loved one at home has sobered oy

enthusiasm for sending people home o die.

Often it feels ke
We're Faihng
patients and

families at the end.




Nisiting patients at home introduces you to therr

world in a Way You never get to see i the hospita\.

The things that give life color and &

meaning for them are on full display.
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fBut when you stand with caregivers on the porch .
you can also sense the overwhelming weight. . .

s

and ]na&equacy. ..

.. that families feel when trying to
navigate the frightening landscape
of advanced iliness at home.




Modern medicine is helping Peop\e live: longer
with complex. conditions — often nvolving
around-the-clock care, complicated equipment

and high-frequency medication management.

At the same time, caring for someone
with serious ilness is a starkly foreign
Pract]ce ina societ\f where a Person's

last &ays have long been spent in

institutional medical settings.




Even the natural Ph\fs’ucal decline

of ordinary dying s an unfamiliar

Process to man\/ 01(‘ us.

SHE WON'T
EAT ANYTHING AT ALL.
I'M DOING EVERYTHING L
CAN, BUT SHE'S SO WEAK
SHE CAN BARELY SIT UP. L
CANT EVEN WALK HER TO
THE BATHROOM
ANYMORE




When isolation, lost sleep and financidl

strain are added to the gricr of losing a
loved one, the results are devastating.

I HAD TO CLOSE
OUR SHOP WHILE I CARE
FOR HIM. L HAVE NO IDEA
HOW WE'LL PAY THE NEXT

ROUND OF BILLS.




The distress is so universal that [ve actuall\, started

carving out time at the AOOrsteP after each visit.

| try to Provi&e comfort and

resources Where | can.

UnfOrtunatel\f, Im usually left wishing

there Was more help to offer.




For those in their last months, home hospice
Prov’des expertise, equipment and help with

symptoms such as Pa]n or shortness of breath,

but hospice onl\, visits a handful of times each
week. The remainder of 2't/7 caregiving falls
squarely on the shoulders of family members.




While a night in the

hosPita| costs around ’

42,000, home hospice
receives a fixed rate of
less than $200 per day to
cover medications,
equipment, nurse Visits '
and all other care they
provide. For many
situations this may be
sufficient, but for others,
this one-sizefits-al ’
approach is woeruﬂ\,
inadequate.




\npatient care at 3 hospice faciht\, Prov’des

skilled around-the-clock support, but insurance

restrictions limit this care to crisis situations,

usually n the last few days of life. Less than
27 of hospice care is defivered in a hospice
faci\'ut\f, and in many areas, inpatient hospice

units are not available.




The US. sPem&s more each ear
per capita on healthcare than any
other country. As much as 25/

of total Medicare costs oceur in

the last year of life, but our

health system devotes little to

caregiving needs at home.

$4,965. $4.974




Outside of Medicaid or veteran benefits, few
health insurers cover daily home support.
For families trying to hire help, the $20 per
hour cost of a health aide adds up
quickl\f ... Meaning it's often an option
only for the wealthiest.

For those who may still have
months to ive, the burdens of |

care can cripple a famil\i.




Many are trying to determine how we can save
costs n medicine, but when we send people home
to crisis, Were not necessar'd\{ saving costs; often

We're simPl\f shifting them from hosPitals and
insurers onto the backs of struggling families —
families that will lose Wages, spend their savings

and risk their own health to Provkle care.




Addressing this challenge will mean having
difficult conversations about where We spend
our healthcare dollars. In a system where new
cancer drugs cost on average $100000 3 year

per patient, we can't expect end-of-ife care at
home to happen on a shoestring budget in order
to offset escalating costs elsewhere.

207

57, HEALTHCARE SPENDING, % of GDP

lo%
5%

07!
190l 01

Stouece: Cenee R MEDICARE £ MEDCAID SRVICE




Many of us will have our last days extended by
hospitals, devices and drugs, but ALL of us wil
still die. i werre going to make ding outside

the hoepita\ the norm again. . .

then We must invest more in helping

Peop\e live well at home till the end.
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