
TODAY: It’s still spring and fairly
easy to be outdoors. Time to take
that Barrier Island walk, a free guided
walk from 1 to 2:30 p.m. Fridays and
9:30 to 11 a.m. Tuesdays, Bowditch
Point Park, 50 Estero Blvd., Fort Myers
Beach. (239) 533-7444
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GET
OUT
AND PLAN
YOUR DAY

WEDNESDAY:Avoid midweek meal blahs. Find
custom foods and fresh produce at these farmers
markets today — 7:30 a.m. to 2 p.m. Veterans Com-
munity Park, Elkcam Circle and Park Avenue, Marco
Island; 8 a.m. to noon, First Christian Church, 1789
Mandarin Road; 2:30 to 6:30 p.m., St. Monica’s Epis-
copal Church, 7070 Immokalee Road, Naples.

Jennie Cummins was everything to her husband and family,
and losing her was devastating to them, he recalls. However,
Cummins says one of the worst things about her disease was
never knowing the cause or being able to obtain treatment. In
fact, PSP is so difficult to diagnose it can take years for patients
such as Jennie Cummins to receive an accurate diagnosis.

Dr. Ross L. Levine, the medical director of vascular neurol-
ogy at Lee Memorial Health System has seen cases of PSP
in his practice. He says while the disease is a rare neurologi-
cal degenerative disease that’s genetically determined, the
symptoms that cause the disease continue to frustrate families
and doctors alike.

“PSP is really that part of the central nervous system is aging
faster than the rest of the body, and when a patient presents
(himself) with symptoms, people often first often think it is
Parkinson’s or even Alzheimer’s disease,” he says. “But as
the disease progresses, the symptoms that are unique to the
disease tell us that it is progressive supranuclear palsy.”

While experts know something in our genetics causes PSP,

If you go
Cure PSP Awareness & Memorial Walk

When: Registration 10:30 a.m., 0.6-mile walk 11:30 a.m., lunch 12:15 p.m.
Where:Mackle Park, 1361 Andalusia Terrace, Marco Island

Cost: $20 adults, $10 students. Registration includes a T-shirt and a catered lunch along with prizes and a raffle.
For information on PSP:www.curepsp.org and Neurology Center Naples at (239) 643-4030

COLLIER WALK HOPES TO EMPHASIZE
AND RAISE AWARENESS FOR

By Kelly Merritt
Daily News Correspondent

C
harlie Cummins has just a few days to prepare for this weekend’s “Cure PSP Awareness & Memorial Walk.”

It’s an event that will be bittersweet for the Marco Island resident.

“Jennie and I met when we were 15 years old, and we were married to each other’s best friends — her two

sons and my four kids grew up together — she was the godmother of one of my children and I am the god-

father to one of her children,” said Cummins of his bride, whose beauty allowed her to be a part-time model many years

ago. “She was just such a lovely woman, a great mother and a beautiful gal.” Theirs was a second marriage that lasted

more than 40 years before complications from progressive supranuclear palsy (PSP) took her life.

By Harriet Howard Heithauis
hkheithaus@naplesnews.com

ThePhilharmonicCenter for the
Artswill offer the two bookends of
the 2010 Tony awards next season:
high-wattage musical “Memphis,”
about the birthing pains of rock
’n’ roll; and “Red,” a dissection
of artist Mark Rothko’s creative
conscience.

The plays won their respective
categories in musical and drama,
and “Memphis” has the added
patina of having a Naples arts
patron, Patty Baker, among its
producers.

The Phil announced some of its
major attractions for the coming
season at the community report
delivered Monday night to sup-
porters and the media. (A news
story appears in the A section.)
The only tickets that will be avail-
able soon, however, will be the
Broadway Series subscriptions.
Those can be purchased begin-
ning April 8 only at the box office
or online.

Among the major names in that
series:
■ “Memphis,” theTony-winning

musical the chronicles the 1950s
germination of rock ’n’ roll set to
the meeting of a white radio DJ
with big dreams and black club
singer who wants her big break.
■ “Red.” This British-produced

story follows a commission pro-
posal to the hungry artist Mark
Rothko: Put your philosophical
paintings aside to make money
with a series of superficial murals.
The two-character play digs deep
into the philosophy of art, the
tyranny of changing times and
other topics to rivet both artists
and art lovers.
■ Two new productions of

blockbusters: the musical “Les
Miserables” and “La Cage Aux
Folles.” The first is a 25th anni-
versary production of the musical,
with new sets and staging under
producer Cameron Mackintosh,
whose credits include the original
“Les Miz” and a current Broadway
favorite, “Mary Poppins.”
■ “Damn Yankees,” a revival of

the famous boys of summer tale
with some of Richard Adler’s and
Jerry Ross’ best-known tunes:
“(You’ve Gotta Have) Heart”
and “Whatever Lola Wants, Lola
Gets.”
■ “Come Fly Away,” the music-

and-dance story of four couples
falling in and out of love on a sul-
try summer night, fueled by Frank
Sinatra tunes and choreography
by Twyla Tharp (“Movin’ Out”).
■ “Million-Dollar Quartet,” the

re-creation of a true one-time-
only recording session blending
the voices of rock’s formidable
pioneers: Elvis Presley, Johnny
Cash, Jerry Lee Lewis and Carl
Perkins.

Three other plays that are not

Charlie and Jennie Cummins celebrate Charlie’s 80th birthday on
May 5, 2010. Jennie died five weeks later at Avow Hospice from
aspiration pneumonia. Charlie Cummins

Jazz artist Diana Krall, a double-threat
pianist and smoky-voiced singer, will
perform at the Philharmonic Center
for the Arts next season.
Philharmonic Center for the Arts

AND NO CURE

A KILLER
DISEASE

THAT HAS
MISLEADING
SYMPTOMS

The Phil
announces
broad new
season
The lineup includes
‘Memphis,’ Diana Krall
and Barbara Walters
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there is no cure and only very limited treat-
ments are available. Early symptoms can
include the inability of patients to move
their eyes properly,meaning they can’tmove
their eyes up and down.
This can cause what doctors call swan
neck posturing, and has become a tell tale
sign of PSP. Patients can often begin falling
— another sign of PSP — fairly early in the
course of the disease.

It can take two to three years for victims
of PSP to manifest enough of the disease
features for diagnosis be specific. Dr. Levin
says with some diseases doctors can pro-
vide a clear diagnosis using a brain image
such as an MRI or CT scan, but with PSP,
often by the time a patient is diagnosed, it
is too late to treat the degeneration. Nor
is there currently any confirmatory blood
test available to identify the specific genet-
ics of PSP.

Cummins took Jennie to multiple doctors
for CT scans and other tests, to no avail.
A therapist and the head of a care facility
couldn’t make sense of Jennie’s disorder.
Eventually the Cummins family found sol-
ace in a diagnosis that came by way of Dr.
Brian Wolff, MD, a doctor at Neurology
Center Naples.

“In 15 minutes Dr. Wolff diagnosed what
Jennie had, and that’s why this is a big part
of what we are trying to accomplish with
the walk this weekend — to raise awareness
about the symptoms of PSP so everyone can
be aware like he was about her disease,” said
Mr. Cummins.

Wolff says the different features of the
disorder don’t materialize at the same time.
To make the diagnosis early on, a physician
has to have a high clinical suspicion and the
time to suspect it, he says.

“I was suspicious, based on the history I
was given by the Cummins family, and Mrs.
Cummins had the typical eye movement,”
said Wolff.

“It’s a terrible assault on a person and,
unfortunately, it’s not highly responsive to
treatment. Although we use many of the

same drugs that we use to treat Parkinson’s,
the response is quite limited, if any, and the
treatment is primarily supportive, such as
to keep the patient from injuring them-
selves.”

Stage and film actor Dudley Moore, who
suffered fromPSP anddied frompneumonia
complications, was diagnosed by one of
Wolff’s professors at Mount Sinai Medical
Center in New York, where Wolff did his
residency. Wolff feels fortunate to have
seen a wealth of patients with movement
disorders.

“I’m sure I’m a better doctor for that ex-
perience, and I was really touched by Mr.
and Mrs. Cummins,” he said. “Mr. Cummins
was exceptionally devoted to his wife, and
it’s truly heartwarming to see that. When
I looked at the Cumminses, I know that is
what marriage is all about because there is
hardly anything worse for a couple to go

through than for one of them to develop
a devastating degenerative, relentlessly
progressive illness.”

PSP itself isn’t painful, but the complica-
tions from the disease can be excruciating.
“Certainly the head and neck posture that
helps patients try to compensate almost
becomes like dystonia, which is going to be
painful.” Dystonia is defined as sustained
muscle contractions that cause twisting
and repetitive movements or abnormal
postures.

Despite the rarity of PSP, Naples is a hot-
bed of support for many family members
of patients who suffer from the disease.
Cindy MacDonald, whose mother had PSP
and passed away, is the Naples PSP support
group creator and leader. She welcomes
people like Doug and Teddy Payton who
travel all the way from Haines City, Fla., to
attend the support group meetings.

JoNell Modys, public relations and com-
munications manager for the Naples-
Marco Island-Everglades Convention &
Visitors Bureau, knows all too well the
challenges of being the caregiver for a
family member with PSP. Her mother,
Nathetta Patterson, has the disease and
her father, Robert Patterson, is his wife’s
full-time caregiver.

“They’ll be 79 this year and my mother’s

progression is unusual in that it affected
first her gait, then her balance, and now she
can’t walk, stand or balance on her own, so
it is a full-time job to help her with moving
around,” said Modys, whose parents live
in Orlando.

“Now my biggest worry is for my father,
who insists on doing everything on his own
and hasn’t felt comfortable with getting any
home health care yet.”

Modys has been instrumental in the PSP
support group and recently facilitated a
public service announcement about the PSP
walk. She credits people like Cummins with
incredible courage to march on in the wake
of such a loss.

For Cummins, the walk is as much about
uncovering the mystery of PSP as rais-
ing awareness. He is covering most of the
expenses for the event, including the food,
he says, while Manor Care is providing the
t-shirts, so all funds raised can go toward
the foundation.

“Many other people will be honored
and memorialized at the walk, but we all
want to find a cure or medication to ease
the suffering of our loved ones,” he said.
“I lost my wife last year on June 9, 2010.
I loved her.

“Wouldn’t it bewonderful ifweknewwhat
caused PSP and how to treat it?”

Charlie Cummins was president and Jennie
Cummins was first lady at the Island Country
Club during 1993-94. Charlie Cummins
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