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The 2018 Georgia 2-Day Walk for Breast Cancer was held on September 29-30,
2018. LLN had a cheering station for the walkers on the 29th!

GEBRGIA
2-DAY WALK

¢ FOR BREAST CANCER

LLN Board members who participated were (right phateated: Deb Cozzone: back: Janie SrLaura
Hoffman,Joan White, Peggy Meyer, & Jackie Echols. In tliegloto, the folks wearing the red & gray sh
work for Travelers Insuranand ITJ director Laurel Sibylrud is wearing a blatkrt.

The Lighthouse Lymphedema Network members anddsdérom Travelers Insurance cheered on the wa
in the Georgia Day Walk for Breast Cancer sponsored by It's Therky We were in the carming
neighborhood of Garden Hills, supporting this cansling organization dedicated to providing m-needed
funds for breast cancer screening, research, datgction, diagnosis and supportive services inr@aoWith
the generous and dedicated ot of donors, participants, and volunteers, &g taised over $14 million ai
awarded 335 grants for vital breast health seniiteser 100 countie The Lighthouse Lympheden
Network is proud to be one of the grant recipidrdm the generosity (It's The Journey(See our Bandages
& Garments Fund report for a description of how we have used our grant money.)



(-33 B :::) | N BANDAGES & GARMENTS FUND 2018 UPDATE

The Lighthouse Lymphedema Network's Bandages amchénts Fund, through the 2018-2019 grant from) (iflslthe
Journey Inc., has provided assistance to thirty-bveast cancer patients. We have nine more patrm are in the
gueue to receive their garments after treatmerg. hee reached six new counties with this yeardsgiant, and now
have reached a total of 71 counties in the staewofrgia. This would not be possible without thdified fitters and the
garment providers who have applied in the intevé#teir patients. We thank all of you for reachout to the LLN and
letting us be a part of your patients care thrathghgracious grant money provided by ITJ.

In addition to our grantors, It's The Journey, Jramd Komen Greater Atlanta, we heartily thanloathe garment
manufacturers, garment providers, Certified Lymmmad Therapists, and other organizations and ingisdwho have
supported the Fund with products and money. Wesifgerely thank Lohmann & Rauscher for their 88,8onation in
products for the BAG Fund, the Gloria Watts-Cox iaation which donated $600, and our other vendbis rave
provided products throughout the year.

Rebecca Hammad continues to help the non-breasercpatients with their garments. Through hegditit efforts to use
donated products from our vendor sponsors, shedas able to fit many patients this year. We caadetjuately
express the gratitude these patients have intih@rof need to receive these vendor-donated gasmen

We look forward to working with everyone next y@ath anticipation that the ITJ will grant our 2028410 funding
application. To date in 2018, we used $14,721a6d,with nine applicants still in our queue, wedavomised
$4,800.00 more. We will always have an amountwhhtome back to us in the BAG Fund, so patientsy continue to
apply for the chance we will have monies left tlglothe month of February with the current ITJ gréntou have
guestions or concerns, please contact Janie Stritir@ofell@aol.com

Actress Kathy Bates and Lymphologist Dr. Stanley Reckson on the “Dr. Phil TV” show
Thursday, January 3, 2019

You could see that Dr. Phil McGraw and award-wigréictress Kathy Bates have a genuine friendshifhydaon an
Oscar for her role in “Misery,” and she has appaamenany films including “Fried Green TomatoestdiTitanic.” Her
roles on TV include “The Big Bang Theory” and “Hg@s Law.” She was diagnosed with breast cancdrgasHarry’'s
Law” was cancelled, and she was also diagnosedowvdhian cancer in 2003. She decided to haveebdbhtemoval of
both breasts because “breast cancer runs likeeairmy family” (likely due to the BrCa gene). &Wwas scared about
developing lymphedema because her boyfriend dirtteehad it, and his arm felt like wood and at taweould leak.

Kathy now serves as the national spokespersomédcE&RN, and has talked to members of Congressmasivocate for
the National Lymphedema Treatment Act and bettaticaé awareness of lymphedema. She said “Thé&lgstrs of
my life have been the beStyears of my life”.

Did you know that there are more lymphedema patitregn MS, ALS, Parkinson’s, and AIDS combined? aherage
physician only receives approximately 15 minutestofly in school about lymphatic disease. Ms. 8aitl of a patient
going to his doctor, concerned about the swellng,he was advised to go home and “do exercises.’Phil explained
how primary lymphedema (has a genetic componeitsanondary lymphedema differ (usually acquired).

Dr. Stanley Rockson, Stanford University, co-founoieLE&RN, explained that lymphedema is not a weltognized
disease, and even patients who have coronary tsyguagery can develop it. “Cure” is too strongadhat present. His
group at Stanford is doing studies on lymphatieake. He did give us red flags to determine if axeHymphedema,
such as swelling, infection, or surgeries wheregdigmodes were removed. (Cellulitis is a bactenfgction in the skin.)

Emma Detfleson, a 10 year-old primary lymphedengept was introduced. She and Kathy are workaggther to
promote awareness of lymphatic disease and to fiansis for research.

Patient Veronica Senriz was also introduced, awsdokiar 100 years of lymphedema in her family. Adeses of the LLN
2018 fall conference will remember “Vern,” who tald her story and her diagnosis of lymphedemactiisiis.
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Prof. Michael Féldi, MD, has passed away at the age of 98. Prof. Féldi and
his wife, Prof. Etelka Foldi, MD, are pioneers of modern lymphology.
Together, they established the world-renowned F&ldi Clinic and the Féldi
College in Hinterzarten, Germany. We honor his legacy. He will be forever
missed.
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The 3-5 million men, women and children living with lymphedema in the US must
have insurance coverage for their medically necessary compression supplies!

LYMPHEDEMA
TREATMENT ACT

wwwiymphedemaTreatmentActorg

Go to the LTA website for more information and a handy script to use when contacting legislators:
http://lymphedematreatmentact.org/ As of 1/4/2019, there were 385 cosponsors in the House and 66
in the Senate.




An article about the most common cause of lymphedeaoutside the US

From The New York Times Sunday Magazine, Septemlizr2018

Traveling in Vietnam, his leg swelled terribly. Hadhe caught somethin?

By Lisa Sanders, MD

It was almost dawn when the 19-year-old man wakemed by terrible leg pain. He had no idea how loagvas asleep,
but it had been a horrible night so far. He anddtiser arrived in Hanoi the day before. They'drdgbe day seeing the
sights, and the evening eating — then drinking.dt®me back to the hotel jet-lagged and hot aittl@drunk. He
made it to his bed and fell asleep fully clotheded hours later, he was woken by cramps in hisiatth. Over the next
couple of hours, everything he’d taken in that @évgrame out. It was awful. Only when there wa$imgf left could he
go back to bed.

But now there was this strange, painful sensatf@rassure on his lower right leg. The predawntlighs enough to see
that his right calf and foot were hugely swolleris kft leg was fine, but the pants covering highticalf were stretched
tight. He peeled the denim down his leg. What tve didn’t even look like a leg — certainly nbis leg. No bones were
visible. Not his shin, not his ankle. His normatestoes looked tiny and foreign at the end of shiange sausage.

When his father woke up, he looked at the boy’'saled called the front desk. A local doctor wasaoteswhat the boy
had but recommended that he see his doctor whgntheme.

Could It Be a Parasite?

The young man felt fine for the rest of the tripcept that his sightseeing was limited by his seolloot. Once he got
back to his apartment in Boulder, Colo., he werth®urgent-care center. They ordered blood tedtsok at his kidneys
and liver, the most common culprits in leg swellimgey checked the young man’s thyroid level —litile of that
hormone can also lead to edema, an excess oftfliiding up in the body. And he was sent for anasibund of his leg:
He’d been on long transcontinental flights, whielm cause clots to form. The blood tests were atiptetely normal and
the ultrasound showed nothing but early signs atweae veins. That was probably the cause of tredlisng.

The young man tried using a compression stockimgedevating his leg as the doctors suggested. fdiped, but after a
few months, his leg was as big and painful asdtéazer been. One afternoon his leg hurt so mudtthavent to the
emergency room at Boulder Community Hospital. Cag&in blood was taken and an ultrasound done. 8hdts were
the same — normal. But the E.R. doctor was stryctab fact that the edema started while he waglirayin Southeast
Asia. In some tropical regions, a mosquito-bornagige can invade the system of delicate vessetsitculate the
protein-rich fluid known as lymph throughout thedgpa key part of our immune system. Those pasasée clog the
system, causing swelling. He referred the patiemirt Todd D. Turner, an infectious-disease spistiad Boulder.

Other More Dangerous Possibilities

After hearing the young man’s story, Turner dismikthe possibility that this was lymphatic filai/aghe formal name
for this parasitic infection. The resulting swefjin- sometimes so significant it's called elephasitia— takes decades to
manifest.

Turner pressed his thumb into the leg where he khevghinbone must be. His digit sank a good half into the
swollen flesh. The swelling, he reasoned, was fnlybzaused by an obstruction. But where? The twrastbunds showed
that he had no clot in the vessels of the lowerReghaps the obstruction was located higher ugal&e so many of the
possible causes of this swelling had been invastigd urner was worried about cancer. He order@d acan of the
young man’s abdomen and pelvis to look for a masntarged lymph nodes compressing the vesselaamd.R.1. of the
thigh.



The young man came to Turner’s office to get tisailts. The CT scan and M.R.I. were normal. Turtes thought the
problem was in the patient’s lymphatic system, oaya disorder known as lymphedema. As lymph flthveugh the
body, it takes up excess fluid and detritus fromttesues — usually dead cells and sometimes ingduhcteria. The
fluid then passes through the lymph nodes, whasdfiitered and returned to the bloodstream.dt@rculation that
normally works so well we don't even think aboutdut not in his case. Something was going awre f¥tung man
could barely bring himself to listen. All he realigard was that it couldn’t be fixed. He left feglidiscouraged.

His Grandmother Steps In

The patient’'s grandmother, who lived in Denver, wais/ concerned about his leg and asked her grartdszall right
after his appointment with Turner. When he didsfte called him. “What kind of problem with your Ighmatic system?”
she pressed after hearing his brief summary. Helotwemember, he told her. It started with thigedeH. “You didn't
write it down?” she scolded.

As soon as his grandmother got off the phone, wimed to the internet. She couldn’t find a singl@phedema that
started with an H. She called her grandson agaaldCTurner have said he had an inherited, or ‘dheagy,”
lymphedema? Yes, that was it. Hereditary. That ns&aese to the grandmother. Her daughter-in-lawyélieg man’s
mother, had persistent leg swelling just aftergregnancy. Sadly, she died a few years earlier fumg cancer. Could
he have inherited something from her?

The Key Is in the Eyelashes

Further searches revealed nearly a dozen difféypas of inherited diseases causing lymphedemas&ided through
the description of each. Suddenly a detail caughtltention: There was one genetic disorder #sllts in leg swelling
and a double row of eyelashes. Her daughter-in-lawthak, beautiful lashes and often complained alvioeit tendency
to poke into and irritate her eyes. Moreover, thigerited condition was also associated with aoisk cleft palate, which
her grandson had when he was born. Could thisdbspcalled lymphedema-distichiasis (from the Gree&aning a
double row of eyelashes) be the culprit?

She texted Turner, letting him know what she fodirite doctor was amazed. He'd never heard of tisigrder. Nor did
he know much about the patient’'s mother — or tloe thzat the patient had been born with a cleftteala

Now the doctor turned to the internet. The disokdas caused by a mutation in a gene called FOX@RBoigh the gene
was identified years ago, it still wasn't clear wthgse patients develop lymphedema, or have ex#lashes. The only
treatment was directed at managing the symptombiliziag the fluids with massage, elevation and poassion
stockings and eating a low-sodium diet to reduedithid retained.

Born to Swell

A child of someone with lymphedema-distichiasis &&# percent chance of getting it, too. Affecteadas usually
develop swelling at puberty. Females tend to dgwitla little later in life — often, like this yognman’s mother, at the
time of their first pregnancy. Why the swellingrssaat all is still unclear.

A genetic test confirmed that the young man hacathermal gene. Maybe, he told me, when he’s @ddrthinking
about children, he’ll be interested in talking wétlgenetics counselor. Until then, though, he&dtiof the whole subject
and ready to do what it takes to manage this angeron. He wears his compression stocking and edtsiasodium a
diet as he can manage as a non-cook. His righs legver as thin as his left, but it mostly doe$witt and gets him
around.

His grandmother, for her part, was delighted than&r was open to what she found. “We needed ethehn  figure out
what was going on,” she told me. “He is the expertmedical information, and of course that's edakrBut | was the
expert on my family, and that was important, toot Bvery doctor is as open as Dr. Turner to thad kif expertise.”

Lisa Sanders, M.D., is a contributing writer foe tinagazine and the author of “Every Patient Te8saay: Medical
Mysteries and the Art of Diagnosis.” If you haveaved case to share with Dr. Sanders, write her at
Lisa.Sandersmd@gmail.com




From Science NewsThe long-term financial toll of breast cancer

Date: August 22, 2018

Source: Johns Hopkins University Bloomberg Schéétublic Health

Summary: The financial fallout from breast cancan tast years after diagnogmrticularly for those with
lymphedema a common side effect from treatment, causing datime and cascading economic consequences for
survivors, their families, and society, a new stadggests.

The financial fallout from breast cancer can lasirg after diagnosis, particularly for those wjtmphedema, a common
side effect from treatment, causing cumulative eastading economic consequences for survivors, ferailies, and
society, a study led by Johns Hopkins Bloomberg8thf Public Health researchers suggests.

Excluding productivity costs, those with lymphedemwexre estimated to have an average of $2,306 Hofepbcket costs
per year, compared to $1,090 for those without lyetema -- a difference of 112%, the study foundekMactoring in
productivity costs, those with lymphedema sperdarage of $3,325 in out-of-pocket costs, comparyek®,792 for
those without lymphedema.

"That extra $2,000 or so may not break the bardnmyear," says study leader Lorraine T. Dean, &sBistant professor
in the Department of Epidemiology at the Bloomb8oiool. "But it can take away discretionary spegdor whittle
away retirement savings. If it's a recurring burdanh year, how can you ever rebuild? That extf@dRin spending can
cripple people over the long term."

The findings, published Aug. 18 in teurnal of Supportive Care and Cancer, are a call to action for policymakers to
develop new ways to curb costs after cancer, tHeeisay.

A growing body of research highlights the "finahd¢@icity" of cancer, a term that pertains to tlemful personal
economic burden caused by cancer treatment, egpgtabauthor Kala Visvanathan, a professor in tleoBlberg School's
Department of Epidemiology. The financial conseaqesof cancer have been shown to affect mentahhaadl a variety
of other health outcomes, including rates of death.

Although previous studies have attempted to tathy Imuch breast cancer survivors spend on their, taiseearlier
research has largely focused on costs in the srontafter diagnosis or used insurance claims lttutzde costs --
measures that can miss much of what patients &eallcspending, Dean says.

To get a handle on real expenditures and how teeade affects patients over the long term, shénandolleagues used
several different methods to assess cancer-retatgtd in 129 breast cancer survivors from Pennsidvand New Jersey,
who were an average of 12 years out from diagrasgishad a mean age of 63. Just under half of tteehthyimphedema,
an adverse effect of breast cancer treatment tfeat®.an average of a third of breast-cancer garsi All were insured
by public or private providers.

These volunteers were asked to keep diaries faneiths of all direct and indirect costs relatethgr overall health
care, from doctor and emergency department visitsedications and gym memberships. For those wtio ha
lymphedema, they also included all lymphedema-$igdu@alth care needs, such as compression garmedtsandages.

Additionally, participants recorded productivityskes at work and home. These were defined as witmes they couldn't
perform usual activities or needed help to carrydauly activities.

To help capture a full year of data, the reseaschsked the volunteers to recall these types adresgs, using personal
calendars, insurance statements and receipts asmnards for the previous three months. They wége asked to
project the next three months of health care-rdlatgenses.

To better understand why participants spent whet thid and how their financial situations evolvid researchers
interviewed a subset of 40 patients representiramnge of socioeconomic statuses and ages andlithsand without
lymphedema.



The interviews provided insight into what thesetsoseant for these women's lives. Many reportediiecof savings,
loans, or debt to cover medical costs, which wétencso large that they compromised patients'teslio manage basic
needs like utility bills. These costs had rippleftects on their future financial status, decregsireir ability to help
family members, support their children's educati@maleavors, and retire. For those with lymphedanelical costs
also affected their ability to effectively manadeit condition.

Breast cancer and resulting lymphedema also hdadaragffications on the participants' finances thed lasting impacts,
Dean explains. For example, many of those intergtethad stories of lost jobs or educational opparasthat were
directly or indirectly caused by their medical ciimhs, events that they never financially recodeirem.

Together, Dean says, these results show that trestc burden of breast cancer and its complicateam continue long
after diagnosis, even among those who have inseradkhbile the annual costs may not seem extrema foiddle-class
household, she adds, the amounts add up over time.

Measures often discussed to help patients cut,csth as encouraging healthier behaviors, placertis directly on
patients to find ways to save, says Dean. Ratlaer filwther burden patients still dealing with tleesequences of a
serious disease, she and her colleagues suggsegs that change the health care system artiviban of financial
responsibilities between patients and insurersekample, most insurance companies don't fully cwephedema care
needs, which can be substantial. Congress is anisiplegislation (HR930; SB497) that could amenediMare to cover
certain items, such as compression garments, abldunedical equipment.

"The U.S. is too resource-rich for people to havenake decisions between their health and theittive®ean says. "By
making some important changes in coverage, we ekmbineast cancer survivors who continue to steuggth economic
burdens long after their cancers are consideresticur
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2019 Lighthouse Lymphedema Network Calendar Dates to Remember:
e LLN Board Meeting, Country Club of Roswell, Saturday January 12”‘, 9:30 AM
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LymphEd  LymphEd's 2019 and 2020 Courses

Still Scheduling Additional Dates!

Complex Lymphatic Therapy (CLT) Certification Course
135 hour LANA approved certification course for RIsI's, COTAs, PTs, PTAs, MDs, LMTs, DOs, and
DCs. Incorporates the latest evidence-based résearthe lymphatic system and effective treatment
techniques in a 45 hour interactive home prograch@hhours of in person instruction.
Dates: Split Course*"Weekend 1/24/19-1/27/19"2Weekend
2/22/19-2/24/19; and®BWeekend 3/22/19-3/24/19 in Atlanta, GA

Advanced Courses are all 20 hour and evidence-bdsedertified therapists with a 4
hour interactive home program and 2 days of in pensinstruction.
Current Advanced Courses:

Advanced Concepts in Lymphedema Treatment
Advanced treatment techniques for upper and lowiemity involvement, including new pathways for
clearance, patient involved MLD, adjuncts to treanin(cupping, taping), and compression problem-
solving.
Dates: February™ February 18, 2019 in Atlanta, GA

Advanced Treatment of Genital Lymphedema
Advanced treatment techniques for male and femaiéa lymphedema with an in-depth review of
anatomy of pelvis/genitals, alternative pathwaysMa.D, compression problem-solving, and importan€e
the pelvic floor with genital lymphedema.
Dates: May % - May 5", 2019 in Atlanta, GA
May 2%May 3¢ 2020 in Calgary, Canada

Advanced Pediatric Lymphedema
Advanced evaluation and treatment options for gaigiric lymphedema population, including the cause
and diagnosis of the pediatric lymphedema, MLD, paasion, and other concepts in treatment.
Dates: September 28 September 29 2019 in Calgary, Canada

Advanced Treatment of Head and Neck Lymphedema
Advanced evaluation and treatment options for leabineck lymphedema, with in-depth review of
anatomy of head and neck, alternative pathwayMfdd, and compression problem-solving.
Dates: To be scheduled

If you are interested in attending a LymphEd courseplease visit the websitevww.LymphEd.com, or
contact Shelley Smith DiCecco, PT, PhD, CLT-LANA, GCS at shelleydicecco@LymphEd.com.

Stay Connected: Join the Facebook page for updates upcoming course dates, discounts, events, and
other important information pertaining to lymphedema.

Course Discounts!!!
Check out the website for information on great course
discounts! All discounts can be combined!




2018 Donations:
Honoring:
Everyone living with
lymphedema

Billie Barron
Annette Bymes
Deb Cozzone
Courtney Day
Vicky Day

Elaine Gunter
Rebecca Hammad
Clint Labarthe
Peggy Meyer
Jean Miller
Charlotte Murphy
Stacy Saraydar
Carson Sollenberger
Beverly Thompson
Doug White

Joan White
Memory:

Sharyn Bates
Helen Fink

Larry Hart

Betty O'Brien

Bill O’Brien

Jolene White

Donations:

Several Anonymous Donations
Paul and Doris Alexander
Larry Ashmore

Carol Bauldree

Sherilyn Bell

Michael Bernas

Charities Aid Foundation of
America

Marlene Cherry

Melissa Curtis Cherry
Bernice and David Cohen
Scott and Kelly Combs
Sarah and John Conroy
Deb Cozzone

Carol Crochet

Linda and Ray Crough
Arlene Crump

Custom Compression
Consultants

Barbara Dickson

Frances Kaye Dixon
Ellen Donelson

Laura Duncan

Amy Ebker

Virginia Fenlon
Shannon Ferguson
Mary Filoso

Gloria Watts-Cox Foundation
Melanie Gaboardi
Melanie Goering
Patricia Grey

Elaine and Gary Gunter
Mark Hammad

Mary Hammad
Rebecca Hammad
Imogene Hart

Andrea Hill

Mary Sue Holcombs
William and Jane Hole
Adrienne Johnson
Carol Johnson

Marlynn Kelsch

Brian King

Cindy and Stan King
Joan L. Kramer
Virginia Krueger
Deborah and Clint Labarthe
Kimberly and Shane Labarthe
Karen Lemon

Martha Lemond

Mary Lord

John K. Martin, D.D.S.
Ben McMurry

Wilda McWilliams
Pauline Meyer

Colin Murphy

Janet Hull Nash
Network For Good
Vera Newman

James and Shirley Petersen
Peyton Foundation Inc.
Barbara Pinner

Diane Pruente

Jenny Rand

Dr. Pravin Reddy
Tammy and Bret Reid
Keenan Robbins
Jessica Rodbell

Juliet Saraydar

Dr. Bryan Sleigh

Lisa Sollenberger
Southern Loss Association
Stavres Family

Beverly Thompson
Daniel White

Doug and Joan White

June White

Philip White

Ron and Rene White
YourCause for HCA Caring for
the Community

Special thanks to those
businesses who exhibited at
our all-day medical
conference and support the
LLN throughout the year:
Body of Health and Life, LLC
BSNMedical Inc. an Essity
Company

Gloria Watts-Cox Foundation
JUZO USA

L&R USA Inc.

LYMPHED, LLC

MEDI USA

SIGVARIS Inc.

Wear Ease

Grant: It's The Journey

Honoring the LLN Board of
Directors:

Larry Ashmore

Billie Barron

Dolores Bradley Brennan
Samantha Cannon Martin
Deb Cozzone

Vicky Day

Shelley Smith DiCecco
Melissa Driggers

Jackie Echols

Jade Gross

Elaine Gunter

Gary Gunter

Rebecca Hammad

Laura Hoffman

Gwen Forbes-Kirby
Debbie Labarthe

Bret Martin

Peggy Meyer

Charlotte Murphy

Molly Sleigh

Vera Newman

Stacy Saraydar

Janie Smith

Beverly Thompson

Joan White



Thank you, Lighthouse Lymphedema Network

Please accept my gift/donation in appreciationyfmrr efforts to support, educate, and create avesseabout a serious medical
condition called lymphedema.

Donor’'s Name:

Address:

Phone: (Home) (Work) (Cll

E-mail:

Enclosed is my tax deductible donation of $ , to be used for the General Fund __, or the@.Fund

The Lighthouse Lymphedema Network is a 501(C) (8)-profit organization. Please make all checksap&yto the Lighthouse
Lymphedema Network and mail to theN, 10240 Crescent Ridge Drive, Roswell, GA 30076. Call 770-442-1317 for information.
You can also make a donation on-line by credit cahg donation page is: http://lighthouselymphedsng/get-
involved/donate.htm

Change of Address RequestWe try to keep our mailing list updated constariflyou have any changes that should be made to
your mailing or e-mail addresses, please sendrtfismation to the LLN address above, or by e-ntmélaine.gunter@comcast.net

Remember: Don’t forget to give us your e-mail addsaf you want to be reminded about meetings, toeree
the LLN newsletter as a PDF file (in color!), andthelp us save mailing costslaine.gunter@comcast.net.

LLN’s website ishttp://www.lighthouselymphedema.orqg

Return service requested to:

LLN Newsletter Editor
1625 Sprucewood Court
Decatur GA 30033 USA
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