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Living with lymphedema

What it’s like to
have a disease
few know about

By DAWN REISss
Chicago Tribune

I was seven months
pregnant when a woman in
a children’s toy store
stopped me while I was
browsing a few books.

“I know what you have,”
she said very loudly, look-
ing at my legs that were
bandaged up to my knees in
seven layers of gauze and
blue medical boots on my
feet. “You just had a bun-
ionectomy.”

By this point, I was used
to the gaping stares and
people randomly telling me
how sorry they were or
asking what had happened.
Even the few children who
had inquired about my
situation had been more
polite than this.

My mind raged with the
“I can’t imagine why you
would think a pregnant
woman would have elective
surgery” retort.

Instead, I told her, “Actu-
ally, I have lymphedema.”

Confused, she quickly
displayed what I like to call
the “lympha-what” face.

So I tried to explain. I've
found moments like this
are best used for educa-
tional purposes.

Most people, unless
they’ve had breast cancer,
haven’t heard of lym-
phedema. I had no idea
until I was diagnosed.

I was five months preg-
nant.

The lymphatic system is
an important ghostlike
network of protein-rich
fluid that helps remove
toxins in the body. It is
essential to one’s immune
system. It is the cleanup
garbage crew of vessels and
nodes, like toilet plumbing
that helps you flush every-
thing out of the body.

The disease won’t kill
you; it is just extremely
painful, and there isn’t a
cure. It’s like having a
throbbing migraine in your
legs that gets progressively
worse as the day continues
while fluid drains into your
limbs. People can get it
anywhere in their body.

Our skin is our biggest
organ. When things get
messed up, it usually is the
first to shows signs. My legs
were filling up like water
balloons full of toxic waste,
and my body had no way to
release it.

Alot of other people are
suffering too. An estimated
10 million Americans have
lymphedema, according to
the Lymphatic Education &
Research Network
(LE&RN), and Stanford
University Medical Center.
That’s more than the com-
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Dawn Reiss with her then-10-month-old son after visiting the Shedd Agquarium in May 2018. Reiss was diagnosed with
lymphedema, a disease that affects the body’s lymphatic system, when she was five months pregnant with her son.

bined number of people
who have multiple sclero-
sis, muscular dystrophy,
ALS, Parkinson’s disease
and AIDS in the U.S.

Congress has a chance to
do something about this
right now. The Lym-
phedema Treatment Act,
led by Democratic U.S. Rep.
Jan Schakowsky of Illinois,
would require insurance
companies to pay for
much-needed compression
garments. This proposed
legislation has been rein-
troduced in Congress more
times than I care to count.
It has bipartisan support,
but it keeps languishing. I
really hope this time will be
different.

Lymphedema is a dis-
ease that is diagnosed

through eliminating other
potential causes, like a
blood clot or heart prob-
lems.

The initial physician
who saw me prescribed
diuretics for the swelling in
my legs. I later learned that
is one of the worst things
you can do because it
doesn’t help with the in-
flammation and can exacer-
bate the problem.

Unfortunately, as
NorthShore Medical
Group’s Dr. Joseph Feld-
man told me, “the way we
treat this disease hasn’t
changed in 40 years.”

It’s archaic at best.

It’'s wearing expensive
compression socks that can
cost $70-$250 a pair during
the day. It’s sleeping in oven

mitt-like puffy up-to-my-
knees boots at night. It’s
also using a lymphatic
drainage pump that en-
cases my foot, leg and stom-
ach like a mummy covered
in brown Velcro straps and
pliable fabric.

One treatment takes an
hour, and ’'m supposed to
do it daily. I lie flat on the
bed. T usually get cold and
sleepy as the lymph fluid is
pumped up through my
heart and into working
lymph nodes to flush out
the toxins. Once finished, I
immediately feel alert,
refreshed.

For me, the pump and
night garments make a
huge difference, but each
device costs $3,000-$5,000,
depending on insurance.

I’m one of the lucky ones.
My insurance covered
some of the cost, and I was
quickly diagnosed in less
than a year.

Those who are on Medi-
caid aren’t so lucky. Many
treatments aren’t covered,
which is why federal legis-
lation is so important.
Without these essential
garments, the disease can
progressively get worse and
spread, compounding in
stages if unmanaged.

Many people with lym-
phedema are breast cancer
patients who get this dis-
ease after their lymph
nodes are removed during a
mastectomy. It happened to
actress Kathy Bates, na-
tional spokesperson for
LE&RN, who has said, “For

me, living with lym-
phedema is almost worse
than having cancer?”

About 10 percent of us
who have lymphedema
have primary lymphedema,
which is hereditary and
associated with more than
40 rare diseases.

When I was pregnant, I
had to make a difficult
decision: immediately enter
intensive hospital treat-
ment or wait until after the
baby was born. Without
any medical studies to
guide me, I listened to my
gut and decided to be pro-
active.

I was the first pregnant
patient of Jennifer
Kamieniak, a lymphedema
specialist at Illinois Ma-
sonic Hospital in Chicago.
Each session began with
manual lymphatic
drainage, a type of light
touch massage. She was
careful not to rub my belly,
but every time she worked,
the baby moved. He’s
happy, I told her. He
seemed calmer after every
treatment. After moving
the lymph fluid out of my
body, she wrapped my legs
and feet in layers of foam
and gauze to contain the
swelling. T always felt bet-
ter.

Unfortunately, patients
with lymphedema are
much more likely to get
cellulitis, a skin infection
that can kill you. After my
son was born, I got cellulitis
for the first time in my
C-section incision. It
spread like wildfire. In less
than a day, I had a footlong
burning rash in my incision.

Even a small shaving cut
is now something I have to
worry about because 'm
more prone to infection.
Within hours, a bug bite or
bee sting can send me to
the hospital with cellulitis.
It’s not something an
EpiPen or Benadryl can
help.

Along with antibiotics,
an emergency room doctor
realized, Pepcid — because
it’s a histamine H2-recep-
tor blocker that decreases
inflammation — makes a
difference even though I
don’t have acid reflux.

A series of severe reac-
tions to bee stings
prompted me to do genetic
testing at Lutheran General
Hospital in Park Ridge.
They told me I was the first
to get tested for lym-
phedema, which revealed
two genetic mutations of
“uncertain significance.” T
now must wait until scien-
ce catches up to technology.

What I have learned on
this journey, I already knew
as a journalist. I never
stopped asking questions,
and I switched doctors
when I wasn’t getting the
help Ineeded.

Dawn Reiss is a freelancer.

Popularity, scrutiny of CBD on the rise

By CARLA K. JOHNSON
AND CANDICE CHOI
Associated Press

With CBD showing up
everywhere, U.S. regulators
recently announced they
are exploring ways the
marijuana extract could be
used legally in foods, die-
tary supplements and cos-

metics.

The Food and Drug
Administration said it will
hold a public hearing May
31 to gather more informa-
tion on the science, manu-
facturing and sale of canna-
bis compounds such as
CBD. In the meantime, it
issued more warning letters
to companies for making

unapproved health claims
about CBD products.
Products containing
CBD are already in stores
and sold online, so it’s easy
to believe there must be
something special about
the ingredient. But the
claims are largely unproven
and quality control stand-
ards don’t exist. A look at

what we know as U.S. regu-
lators work out what will
and won’t be allowed:

Whatis CBD?

CBD is one of more than
100 compounds found in
marijuana. It’s extracted
using alcohol or carbon
dioxide in factories. It’s

added to oils, mixed into
creams and lotions and sold
in candies and liquid drops.

Widely sold online, CBD
now is going mainstream,
with major retailers offer-
ing salves and balms for the
skin. Prices range from $12
to $150 an ounce at high-
end shops.

CBD often comes from a

cannabis plant known as
hemp, which is defined by
the U.S. government as
having less than 0.3 percent
THC. That’s important
because THC is what
causes marijuana’s mind-
altering effect.

CBD doesn’t get people

Turn to CBD, Page 2
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10 Things You Might Not Know About Nearly Everything
contains a plethora of fidbits and frivia that will appeal to everyone, from
history buffs to sports fans to foodies. From lighthearted topics such as
misspellings and extreme eating, to serious subjects such as WWII and
prison, this book leaves readers brighter and wittier than ever before.
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