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Vana Surmanian of Helping Hands Hospice Guild delivers a Bag of Love, with a blanket, lotion and other goodies, to Edna Schooler, 98,

GIFT OF LOVE

Hospice volunteers bring comfort by the bagful

By Rebecca Allen
RebeccaAllenso2@hotmail.com

hey have gathered
on this sunny Fri-
day morning in a
light-filled room to
help people who are
dying.

It is not somber work. The
eight women and one man chat
as they fill blue cloth bags with
items meant to bring comfort
to patients in the final stage
of their lives. They form an ef-
ficient conga line, stuffing the
bags and handing them off to
have a card tied to the handle,

The first thing into the Bag
of Love is a comfy red blan-
ket rolled up like a giant bur-
rito. Then playing cards to en-
courage interaction with visi-
tors. Lotion to promote touch.

Letl,ter prompts to help patients  Michelle Wulfestieqg, left, executive director of Southern Califarnia Hospice Foundatmn
write end-of-life letters toloved  and Surmanian roll blankets for Bags of Love that will be distributed to hospice
COMFORT » PAGE1Z patients. Many of the items in the bags are donated.
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WORLD

North Korea again tests
intercontinental missile
Following Friday's launch,
some analysts conclude that
a swath of the U.S., including
Los Angeles and Chicago, is
within range of Pyongyang's
missiles. NEws3

CHIEF OF STAFF OUSTED

Shakeup
viewed

as a call
for order

Priebus gives way to
Cabinet member Kelly

By Abby Phillip, Robert
Costa, Philip Rucher and
Ashley Parker

The Washington Post

WASHINGTON » President Don-
ald Trump ousted White House
chief of staff Reince Priebus and
replaced him with Homeland Se-
curity Secretary John Kelly on
Friday, a major
shakeup intended
to bring order and
military precision
to a West Wing be-
set for six months
by chaos, infight-
ing and few tan-
gible accomplish- W=
ments. Kelly
With his legisla-
tive agenda largely stalled, Trump
became convinced that Priebus
was a “weak” leader after being
lobbied intensely by rival advis-
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HEALTHCARE
Obamacare
lives — but
threats to it
won't end

By Courtney Perkes

cperkes@scng.com
@eperkes on Tiwilter

Obamacare remains the law
of the land, for now, perhaps no-
where more securely than in Cal-
ifornia.

But health insurance experts
said Friday that
despite congres-
sional failure to
repeal any part
of the Affordable
Care Act, the law's
future remains
uncertain. And,

: they add, linger-
MecCain ing uncertainty

could cause pre-
MORE miums to become
INSIDE more expensive.

John MeCain Consumers will
was riding to  find out Tuesday,
the rescue  When Covered Cal-
Tuesday, ifornia, the state’s
then cast the Obamacare ex-
decisive "no”  ¢hange, releases
vote Friday.  rates for next year.
HEWS & “In many re-
spects, California

is likely the best case because of
how suceessful the rollout has
been here,” said Larry Levitt, a
senior vice president at the Kai-
HEALTH » PAGE 7
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Comfort

ones. Hand sanitizer. Sham-
poo. Alist of resources, pens
and a notebook. A battery-
operated candle and a copy
of the Serenity Prayer.
Vana Surmanian, who
three years ago organized
the Helping Hands Hos-
piee Guild, gets items do-
nated and buys the rest, She
allows that she spends a lot
of time in the dollar store.
All 100 blankets today
have been contributed by
an anonymous donor, along
with 500 more for future
bags. Guild member Todd
Johnson works for Med-
line, which makes and dis-
tributes medical supplies;
he has brought the bottles
of hand sanitizer and sham-

The guild is an arm of
Southern California Hos-
pice Foundation. The foun-
dation doesn’t provide hos-
pice care but works closely
with hospice providers who
do. The foundation’s aim is
to raise awareness about
hospice and grant end-of-
life wishes for patients.

Guild members support
the foundation and pay an-
nual dues of $50 for the
privilege of donating their
time and energy.

“We wanted to involve
the community in a fun
philanthropic way,” says Mi-
chelle Wulfestieg, 35, exec-
utive director of the foun-
dation. After the bags are
filled, they are taken to pa-
tients by nurses or other
members of the hospice
team.

Different kind of care

“Hospice is the best-kept
secret,” Wulfestieg says.
“The most common re-
sponse to the care is, “Why
did it take me so long to get
this help?" ™

Hospice is available for
patients who have been
given up to six months to
live by their doctors. The
care allows patients and
their families to focus on
quality of life, relieving pain
and suffering.

According to a Time/
CNN poll, 70 percent of
Americans would prefer to
die at home. But the Cen-
ters for Disease Control and
Prevention reports that only
25 percent actually do.

In 2002, the Southern
California Hospice Foun-
dation was established to
promote help and pain re-
lief for terminally ill chil-
dren and adults.

The program was cre-
ated under a law signed by
President Ronald Reagan in
1982, Each case is handled
by a team of caregivers that
includes doctors, nurses,
home health aides and vol-
unteers who provide com-
panionship.

It was just such a team
that helped Surmanian's fa-
ther and later her sister as
they reached the end of life,
Her father, Monte Smith,
had Alzheimer's disease
and her sister, Vickie Wil-
liamson, died of metastatic
breast cancer.

“1 saw how the hos-
piee nurses and volunteers
treated them with respect
and care,” Surmanian said.
“Their goal was to help them
deal with pain and keep
them from suffering during
their last months of life”

It was a comfort to her
when she couldn’t be with
her dad, as her parents lived
in Colorado and she lives in
California. Her father had
hospice advocates while in
assisted living.

“My father had Alzheim-
er's, and the nurses and
volunteers were so loving.
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Doug Venanzi kisses his grandmother, hospice patient Edna Schooler, at Tender Leisure Care in Mission Vigjo as
volunteer Vana Surmanian watches.

He couldn't stay home, My
mom couldn’t pick him up
off the floor any more.”

The hospice workers
made sure he was properly
bathed and that he took
his medications. If he had
a fall, they made sure he
was treated.

On the day he died, Sur-
manian, her mother and her
sister gathered in his room.

“We were talking about
going to get some dinner,
and I saw the fear in his
eves, that we were leav-
ing him. So I went and got
a bottle of wine and some
cheese and bread and we
stayed with him.

“His hospice nurse took
off her badge and said, ‘I'm
zoing to have a drink with
Monte!” ”

After he died, hospice
workers continued to look
in on Surmanian’s mother,
helping with grief counsel-
ing and contacting her to
see how she was doing,

Still, Surmanian’s sister,
who was diagnosed with
breast cancer two vears be-
fore their father died, didn't
want hospice. She didn't
want to believe that she was
going to die.

“The last few weeks it
was just impossible,” Sur-
manian said. “1 called hos-
pice and the intake nurse
came but said, ‘If she doesn't
consent, we can't help her”

The first thing William-
son wanted to know was
how much it would cost
her. The care is covered by
Medicare and private insur-
ances. Then she wanted ev-
eryone to leave the room so
she could talk to the nurse
alone.

Surmanian's eyes fill
with tears at the painful
memory. “She was scared
to death of dying, and she
thought I wanted to euth-
anize her! Nothing could
have been farther from the
truth, but she was just so
frightened.”

After Williamson agreed
to hospice care, “she
couldn't say enough won-
derful things about the
team,” Surmanian said.
Like so many others, Wil-
liamson wondered why she
didn't get help sooner. She
died in April, comforted by
hospice care.

“It reaffirms why [ do
what I do,” Surmanian says.

Connecting
with a stroke patient
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“I saw how the hospice nurses
and volunteers treated them
with respect and care. Their
goal was to help them deal
with pain and keep them from
suffering during theirlast

months of life.”

— Vana Surmanian, founder and president of

Helping Hands Hospice Guild

Surmanian to the founda-
tion is Wulfestieg, the di-
rector of the hospice foun-
dation. What vou notice
first about Wulfestieg is the
abundance of golden curls
and the dazzling smile. As
she moves, she walks with
a pronounced limp. She
greets me warmly and of-
fers her left hand to shake.

When Wulfestieg (then
Taylor) was 11 years old, a
stroke paralyzed her right
side. It was caused by a
congenital condition that
caused bleeding in her
brain. She had to relearn
to walk, get dressed, tie her
shoes and use a computer.
She did all those things,
with great effort, and even
joined her high school vol-
leyball team.

In her senior year of col-
lege, she took a death-and-
dying class and was as-
signed to Betsy, an 84-year-
old patient in a nursing
home. Betsy, whose left side
was paralyzed by a stroke,
had difficulty speaking and
was embarrassed to try. But
after she learned that Wul-
festieg also had suffered a
stroke and had paralysis,
they bonded. They visited
every Tuesday at 4 p.an.

Betsy had a clock in-
stalled on her wall so she
would know when Wulfes-
tieg was going to arrive.

When Betsy died, Wulfes-
tieg was asked to give the
eulogy at her funeral.

The college death-and-
dying class helped chart the
course of Wulfestieg's life.
She met the man she would
marry, Steven, in the class.
And in 2004, she found her
passion and a job with hos-
pice after graduating from
college.

Wulfestieg had another
stroke as a young bride at
age 25 in 2008 and had to
have brain surgery. One of
her main goals as she re-
covered was to return to
her hospice patients at
work. To do that she had
to type, talk, give speeches,
plan events, raise funds and

.
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meet with patients.

Today she does all those
things. She still has limited
use of her right arm and
walks with the aid of a leg
brace.

Her experience has
helped her understand
how precious life is. In her
memaoir, “All We Have Is
Today,” she writes: “Know-
ing that we all have a lim-
ited amount of time on this
earth, I thought about how
[ could make a bigger differ-
ence in my hospice patients’
lives, I thought about ways 1
could help bring them more
comfort and more dignity
during the most sacred time
of life.”

Volunteers

Under the hospice law
signed by Reagan, 5 percent
of hospice care has to come
from volunteers.

The foundation partners
with several hospice provid-
ers that use a team of paid
doctors, nurses, casework-
ers and therapists. Hospice
volunteers go through rig-
orous training and undergo
a background check and a
test for tuberculosis. They
visit patients to give emo-
tional support and compan-
ionship.

But foundation wol-
unteers like the Helping
Hands Guild have a more
relaxed training because
they only occasionally go to
a patient’s bedside to take
a care bag or help make a
wish come true for a dy-
ing patient. Their main fo-
cus is raising awareness of
hospice and raising money
for the foundation. Their
next meeting is a wine and
cheese tasting at a venue
where each guild member
can buy a bottle and donate
it to the annual wine soiree
the foundation will hold in
September at the Marconi
Auntomotive Museum in Tu-
stin.

They have a social once a
quarter, like a jewelry party,
where part of the proceeds
go to the foundation.

tranzzon

And they have fun. As
they put together the Bags
of Love, they chat about
Surmanian’s daughter's
wedding. Arianna Vaughn's
sister is also getting mar-
ried. And they bemoan that
it is Wulfestieg's daughter's
last day of kindergarten. As
it turns out, volunteer Mary
Chiaverini’s grandson had
his last day of school that
day, too,

Soon the bags are full
and Lauren Uranga and
Surmanian tie cards onto
the bag handles. Sandy Sli-
gar loads down both arms
with so many bags that she
has trouble getting into the
elevator. She transports
them to a hospice in River-
side where she lives.

A gift of love

In Mission Viejo, Edna
Schooler, 98, is sitting in
a recliner with her feet up.
It's 100 degrees outside, but
she has on a white sweater,
khaki pants and socks un-
der moceasins. She’s in the
living room of the Tender
Leisure Care home listen-
ing to a caregiver sing ka-
raoke.

She greets her visitors,
Surmanian and Wulfestieg,
whao have come to deliver a
Bag of Love.

When Surmanian gives
her the bag, Schooler asks,
“Do I deserve this?”

She pulls out the red
fuzzy blanket. “Oh good”
she exclaims. “I'll be nice
and warm. *

Next she extracts a bottle
of shampoo. “Are they try-
ing to tell me I'm stinky?”
she asks, getting a laugh
from all assembled, includ-
ing three other residents
of the board and care, two
caregivers, her grandson
Doug Venanzi and a nurse
and caseworker from Com-
panion Hospice.

Venanzi reads her the
card: “We hope this ‘Bag
of Love' brings you some
comfort. Please know it was
created by volunteers who
care.”

“That's so nice,” Schooler
says. “Sometimes we need
more love than you can
imagine.”

She turns to Surmanian
and Wulfestieg and says, 1
remember when I did some
of the things you are doing,
It's always a great feeling
to know you have helped
someone.” Her face crin-

kles and it looks as if she
might ery.
Venanzi asks,

“What's

the only thing missing from
the bag?" And answers for
her: “Chocolate.”

“Did you eat the choco-
late?” she asks with mock
indignation.

“Oh, I would never do
that!” he says.

“1 hope it made you
sweet.”

It's a good day for
Schooler. Some days she is
confused. She has vascular
dementia, but with blood
thinners and other medica-
tions and a lot of love, she
has come back from pneu-
monia that she caught in
the hospital in April.

When she was released,
Venanzi insisted that she
come to Tender Leisure
Care, one of the board-
and-care homes the family
owns, His father, Stephen,
is a psychologist with the
COMpany.

She was in such bad
shape that Venanzi, who
is a nurse, says, “1 honestly
didn't give her three days.
She barely recognized me. [
insisted that she come and
stay here so we could love
her back to being alive.”

In fact, she is doing so
well that she was taken out
to get her hair styled and a
manicure the week before
this visit,

Tender Leisure Care has
six beds in a house on a
residential street in Mis-
sion Viejo. You would never
guess from the outside that
it ig a care home. The back-
vard includes an aviary
with finches and doves and
a molting parakeet.

It's where the staff grows
sguash, corn, asparagus, to-
matoes and Concord grapes.
Trees provide figs, blood or-
anges, Meyer lemons.

The Venanzi family hails
from Italy, and they care a
lot about food and drink.
Schooler shares her recipe
for homemade root beer:
“We used root beer extract.
We had to wash the bottles
and put them out in the sun
to make sure there were no
germs in them. Then we
filled the bottle with root
beer, capped them and put
them back in the sun for the
afternoon. Then they went
in a dark closet for five days.
Then we had root beer all
summer!”

This is the first time Ve-
nanzi has heard the root
beer story.

“You can tell how much
she enjoyed the visit,” he
said. “She just lit up. It's
the attention and the care.
It means a lot”

After a long visit with
Schooler, Surmanian heads
off to a dollar store to try to
find more playing cards for
the Bags of Love. She likes
to get the packets with two
decks for $1. She wants to
spend the guild's funds
wisely.

“I like a bargain!” she
says brightly as she gets in
her car and zips away.

Waulfestieg is off to plan
awedding for a hospice pa-
tient whose last wish is to
get married to her compan-
ion of 10 vears before she
dies. She has to go visit the
venue, And later will meet
the patient at a bridal shop
to pick out a wedding dress,
bridesmaids’ dresses, shoes
and jewelry. All of it will be
paid for by the foundation.

It takes a lot of planning
and effort to bring comfort
to the dying. And they are
delighted to do it.

This iz one in a series of
stories underwritten by
the SprowtOC Project, a
registered nonprofit that
Relps local charitable
organizations tell their
stories and fund their
initiatives in ways that
help them grow. Learn
more @t §proutoc.org
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