
Two drugs for EM pain in pipeline
People with inherited EM (IEM) recently participated in trials of two experi-
mental drugs for EM pain. The drug companies developing these medi-
cations believe that if these drugs relieve the pain of IEM, they also will 
relieve pain associated with secondary EM and other forms of nerve pain. 
Both drugs have been in development for years and will not be available 
for general use probably for years to come. They are based on ground-
breaking pain laboratory research done by scientists at Yale, among others.

Pfizer holds trial of new drug for EM pain

Pfizer Neusentis, a research unit of the global pharmaceutical company,  
recently conducted a clinical trial of an experimental drug to relieve the 
pain of inherited EM. Involving people with IEM, the study is another step 
in the process of developing this new drug and getting governmental ap-
proval for its use.

This drug trial was preceded by an enabler study, in collaboration with  
Stephen Waxman, M.D., Ph.D., and his group at Yale’s Center for Neuro-
science and Regeneration Research. The enabler study, also using people 
with IEM, helped Pfizer Neusentis learn more about the clinical features 
and natural history of the disease and design the drug study. “It was very 
interesting to see that patients vary in their experience, both in the dura-
tion and the intensity of pain,” said Ruth McKernan, Ph.D., Chief Scientific 
Officer.  Both studies were carried out at Pfizer’s Clinical Research Unit in 
New Haven, CT, U.S.  (continued on PG3) 
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Experimental drug XEN402 makes progress
 
During the past year, the experimental EM drug XEN402—now TV-
45070—made significant progress toward eventual approval by govern-
ment agencies like the U.S. Federal Drug Administration. Last Decem-
ber, Teva Pharmaceuticals, a global company, announced a worldwide 
exclusive license agreement in collaboration with Xenon, the Canadian 
biopharmaceutical company that discovered and initially developed the 
EM pain drug. Teva now is paying for developmental, regulatory, and 
marketing efforts for the experimental drug. (continued on PG3)



Membership renewals up
TEA thanks all those who renewed their membership in 2013. 
Renewals are up 22 percent over 2012. This year’s renewal 
donations totaled $17,200 as of September 2013, and included 
several very generous gifts. Two members donated $2,000 each 
and another $1,020. Two other gifts were over $400. Other 
donations averaged $28, which is significantly more than the 
suggested donation “dues” of $20. Unless designated as gifts 
to the Research Fund, this money will be for general use—for 
printing, mailing, website expenses and other programs. TEA 
has no paid staff, so has no salary expenses. 

TEA now has 1,596 members. More than 1,000 are from the 
U.S., 215 from European countries, 84 Canada, 75 Australia and 
New Zealand, 10 Central and South America, 9 Africa, 3 Israel,  
5 China, 2 Japan, and 4 from other Asian countries.

One member from Hawaii included this note with her renewal: 
“Thanks for the info about NOT using ice cold water to cool 
the feet. I have now broken that habit and my feet cool off on 
their own.”
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You talk, it types

TEA former president Lennia Machen reports that she uses “a 
new tool that I have found to be hugely helpful in my work 
teaching. I talk and it types—what could be better? This one 
tool has eliminated a lot of my flares and allows me to work 
longer and more productively than just about anything I’ve 
tried. A colleague with dyslexia recommended it as it allowed 
him to write his dissertation without needing help.”

The tool she uses is a computer software program Dragon 
Naturally Speaking made by Nuance. This company provides 
many varieties and price ranges of this product that allows you 
to dictate while the software types. It is compatible with most 
computer systems (PC, Mac, iPad, etc.) and needs only a micro-
phone to help you begin communications without touching the 
keyboard. “Since I have installed Dragon I find my work time 
has greatly increased and I no longer have to schedule typing 
time and EM rest time to be able to get through my work.  
I have found that the software works with several other  
programs including QuickBooks, Excel, email and just  
about any forms of input boxes online. Find out more at:  
www.nuance.com.

TEA members span the globeTEA members span the globe



“We would like to express our appreciation to the 
erythromelalgia community for their support in 
this work, particularly those who participated in 
our studies and travelled to the New Haven Clinical 
Research Unit. We greatly appreciate the commit-
ment and motivation of the people who took part, 
gave generously of their time and shared their ex-
periences of Iiving with IEM with us. This is helping 
us learn more about this rare, painful condition 
and evaluate our investigational drug in the man-
agement of pain due to IEM,” said Dr. McKernan.

Based on the research findings of the group at 
Yale, a small biopharmaceutical company Icagen 

discovered and first developed this drug. Icagen 
began collaborating with Pfizer in 2007, was  
acquired by Pfizer in 2011 and became Pfizer  
Neusentis in 2012.

Some of the trial participants also donated blood 
samples for researchers to make into sensory 
neurons in the lab. “These experiments are just 
starting and will help us understand more about 
the properties of sensory nerves in erythromelalgia 
and how they are different from non-affected indi-
viduals. This effort could help us learn more about 
how the drug used in our study works in detail and 
how it might be improved,” Dr. McKernan said. 

Pfizer holds trial of new drug for EM pain
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(continued from PG1)

In April, Teva and Xenon announced the U.S. FDA 
had granted orphan drug status to TV-45070 as a 
treatment for EM. This designation encourages the 
development of drugs to treat rare diseases and 
grants special incentives to drug developers. These 
can include tax credits toward the cost of clinical 
trials and prescription drug user fee waivers. 

Xenon in 2011 held a small clinical trial of oral 
XEN402 in people with inherited EM. Published 
results show the substance may relieve EM pain. 
A topical form of XEN402 has also been trialed in 
people with shingles (post herpetic pain) and was 
found to relieve pain.

The experimental drug is a new chemical substance 
that inhibits the sodium channel Nav 1.7 that is en-
coded by gene SCN9A. Research at Yale and other 
medical schools in the past ten years proved that 
genetic mutations cause sensory nerve signals that 
pass through the channel to overexcite and cause 
the intense pain of inherited EM.

Headquartered in Israel, Teva is a world leader in 
generic drugs and also produces brand name and 
specialty pharmaceuticals. Xenon is a privately 
owned biopharmaceutical company focused on 
genetics-based drug discovery and development. It 
is headquartered in British Columbia, Canada.

Experimental drug XEN402 makes progress (continued from PG1)

This model shows the location of 
single atoms within mutant Nav 1.7 
sodium channels. It demonstrates 
how much researchers have learned 
about EM and the molecules that 
drive it, according to Stephen G. 
Waxman, M.D. Ph.D. The model ap-
pears in a recent article in the journal 
Neuroscience. Go to TEA’s online 
articles library at www.burningfeet.
org to read “Nav 1.7 sodium channel: 
from molecule to man.”



Your Stories 
Everyone can empathize with those who have experienced difficulties getting an EM diagnosis and then 
living with EM’s continuing challenges. TEA encourages you to write your story. Then, send it, along 
with a “head shot,” to Gayla Kanaster, GaylaKanaster@aol.com or 2532 N. Fremont St., Tacoma, WA, US 
98406. Because our space is limited, we request that stories be no more than 350 words in length.

Your stories 

I believe I have secondary 
EM in my hands, feet and 
face, in addition to Fibro-
myalgia and Chronic Fa-

tigue. Meg Edelsen’s story on facial EM was especially 
interesting to me since my face is getting worse. My 
symptoms began right after a harsh chemical was 
used to remove a toenail from the skin of my toe. I 
was skeptical of having this procedure and expressed 
my reluctance to the doctor. [I will listen to my intu-
ition regarding my body in the future.] I now have 
a painful, relentless itch that comes and goes with 
stress, heat, exhaustion, etc., with redness as well as 
swelling in my hands and feet. My face flushes and 
burns quickly in the heat.

I read that polyneuropathy meets the description of 
my symptoms. Now the latest theory on the cause of 
fibromyalgia is that it does not begin in the brain, 
but rather, it is a neurovascular disease that starts 
with vascular problems in the hands and then be-
comes a total body pain experience. I always won-
dered if the fact that I never sweat much indicated a 
problem and my research confirms that indeed, this is 
an important factor in identifying diseases. I still am 
not quite sure what I have but my neurologist does 
not want to put me through the painful neuropathy 
test, and there is no test for secondary EM, which  
the foot doctor said he thought I have. My close  
family is deceased, so I don’t know if anyone else had 
these symptoms. 

I invented a cigarette substitute called Better Quit, 
and have a company Health Solutions, Inc. I am still 
selling Better Quit to hospitals and cancer clinics 

I was diagnosed with EM in 
my feet in 2007. My symp-
toms had begun in 1995 and 
gradually worsened with 

the hormone imbalance of perimenopause. Flare-ups 
became unbearable when menopause began in 2005. 
I increasingly used cold water immersion for relief. DO 
NOT DO THIS.  Cold water causes swelling; the body 
insulates itself from the cold. Swelling=more pain= VI-
CIOUS CYCLE. By Jan. 2008 I was in a wheelchair with 
red, swollen feet, unable to walk. As a triathlete and 
marathon runner, I was devastated. Cold water no 
longer helped; pain was unbearable. My husband and I 
cried, and prayed. Fervently. 

My recovery began with prescription pain meds to 
end my need for relief from cold water. Cymbalta and 
Ativan eased the peripheral neuropathy. Fighting back 
one step at a time, I began walking again...slowly. Then 
jogging, then running...at last!  Key word: THRESHOLD.  
I found I could once again do what I loved because 
my feet would only “heat up” to a certain [tolerable] 
threshold, and not worsen. By the grace of God I did 
four short triathlons that summer, and by year’s end, 
a half marathon. In 2009, I ran two marathons seven 
weeks apart, qualifying for Boston, which I ran in 2011 
and 2013 (and I’m going back in 2014). I have EM, con-
trolled by meds=tolerable threshold activity level. I walk 
barefoot at home 24/7. A small fan and metal cookie 
sheet are by the living room couch when flaring occurs. 
A/C and/or an air purifier circulates cool air over my feet 
at night so I can sleep. And when I lace up my running 
shoes, I feel free. Find your threshold—there’s hope!  
If you would like more detailed information, please 
contact me at Paulapsalm103@yahoo.com.

Paula Smith
Chalfont, PA, US

Laurie Southworth
Greensboro, NC, US
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Everyone has one
around the country, but it is hard to work. I am a positive 
person and would love to correspond with anyone who 
has similar symptoms. We are an isolated group, unfortu-
nately, and must make every effort to seek answers, try 
to help each other and make the best of our situation. 
My email address is BQNow@aol.com. 

Elisabeth Antoine
San Francisco, CA, US Lauren Frazer 

Renfrewshire, UK

I am 44 years old, a former 
dancer and Pilates instructor, a 
cookbook author, and a mom 
to a 7-yr-old boy. My nightmare 

began in the fall of 2010 when a pair of OTC insoles 
caused a pinched nerve in the arches of my feet. My po-
diatrist diagnosed bilateral tarsal tunnel syndrome (TTS) 
and recommended orthotics, which only made the pain 
worse. In September 2011, the pain spread to my heels, 
and I have not been able to walk at all since then. My 
neurologist dismissed the TTS diagnosis but prescribed 
nortriptyline for the pain. Within a few days of starting 
the drug, I developed the classic symptoms of EM. It came 
on gradually but got progressively worse later that year 
during a trial of HBO therapy. I tried a number of other 
treatments, medications, and supplements; none helped, 
and some made the flaring permanently worse. In a short 
amount of time, my EM had gone from mild to severe. I 
went from using cool washcloths and a fan to soaking my 
feet in cold water almost 24/7. 

I had been bedridden for nearly a year when I finally 
found some relief. In January 2013, I had my first Quten-
za (8% capsaicin patch) treatment. Despite the epidural 
anesthesia, it was extremely painful—but it left me with 
about 50% less flaring. Finally, I could get rid of those 
water buckets! In March, I had a second treatment—this 
time with an ankle block for anesthesia. It was much less 
painful than the first and has given me an additional 
25% relief. My feet still flare daily—though less frequent-
ly and with much less pain—and I only use a fan for cool-

My name is Lauren and I’m 
19 years old. I was diag-
nosed with EM at age 12. I 
really don’t have flare ups, 

as I have severe pain 24 hours a day. I have no life, no 
qualifications and my nerve damage paralyzed me 
last year. In 2011, I had a life-threatening reaction to 
a medication for my EM (Steven-Johnson Syndrome). I 
woke up one day paralyzed from the knee and elbow 
down. Doctors told me I’d never walk or regain full 
sensation in my hands again. For seven weeks I was 
confined to one room with my Mum having to lift me. 
I was not going to accept this for the rest of my life. I 
had to fight; battle through no feeling in my legs, feet 
or hands to fully grip a walking frame. My burning 
feet swell up to 3-5 times their normal size. It seems 
like my sensory nerves and all the connecting nerves 
died on me. Sensory neuropathy also means the swol-
len feet are pressing even more on the sensory nerves. 
But I have defied medical odds! With good old deter-
mination, I am now able to walk with just one crutch. 
I may never walk unaided again, but I’m not going to 
stop trying. I still need a wheelchair for long distance. 
I now want to put my experiences to good use, so I 
created a Facebook (closed) support group last year 
that I’m so proud of, called Erythromelalgia-A helping 
hand. It has 84 members. I now keep going by helping 
others. If only I could put what I’ve overcome on job 
applications!

www.erythromelalgia.org   PG 5

ing. For the most part, the improvement has lasted. I 
feel grateful to no longer be in constant, excruciating 
pain and that I can be there for my son again. I am 
now focused on a rehab program for my nerve injury; 
I try not to get my hopes up, but I dream of being able 
to walk someday without pain. Perhaps I may even 
consider a third Qutenza treatment as well. 
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TEA’s 2012 donors - thank you!

Nancy Alexander
Cindy Alexander
Gary & Geraldine Alfson
Dot & Bob Allen
John Allen
Hala Alnasrallah
Zev Ancel
James Andrews 
Elisabeth Antoine
Eva Ares
Rosemary Argles
Jackie Arnott
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Colette Barrere
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Ann Bassett
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Michael Bear
Lorraine Beard
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Margo Beh
Audrey Bell
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Mrs. B. Berridge
Kathleen Berthiaume
Nancy Bieber
John Bielicki
Chaim Billet
Anne Birrell
William Blaha
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Sylvia Bond
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Heidi Born
Peter Borthwick
Jeannette Botza
Carol Boulais
Paige Boule
Kimberly Boyd
Susan Braddock
Linda Branham
Helen Bregman
Gina Briles
Rob And Marcea Brimmer
Sonja Brine
Eleanor Briscoe
Maureen Broderick
James Bronson
William Brunsen
Sheena Buffington
Shelly Buhay
Virginia Bullock
Heather Burgess
David Cain
Catherine Campbell
John Camren
Lauri Canales
Nancy Carbone
Kate Carless
Allyn Castaneda
Elizabeth Chalmers
Lori Chastanet
Mimi Chin
George Chippendale
Janice Ciuffa
R. Mike Clark
Emily Clisch
Mark Cocalis
Lisa Cocorochio
Vance & Arlene Coffman

Beth Coimbra
Dennis Cole
Mary Coleman
Joan Collins
Charles Collura
Marianne Cook
Dr. Pamela Costa
Linda Costelloe
David Cowdrey
Carol Crawford
Evelyn Crews
Joan Crouch
Avery Cullingford
Jessica Curtis
Beth Curtis
Cathleen Dahlstrand
Janet Dale
Geraldine Dana
Bonnita Danna
Denni David
Leslie Davies
Maureen Davies
Shirley Davies-Owens
Charles Davis
Helen Davis
Paul Davis
Sue Davis
Mr. & Mrs. De Voe
Kristen Deacon
Dorothy Deline
Angela Demerle
Julitta Dennison
Walt Depoorter
Debra Derue
Roberta Dickson
Sandra Dionne
Willene Domenichelli
Y. Donaldson
Mardee Dowdy
Harry Drasin
Elizabeth Dubois
Eitel Dunaway
Sydney  Dunbar
Eve Duncan
Christine Dyson
Keith Dyson
Teresa Eckert
Sylvia Eckles
Mardele Eddington
Meg Edelson
Dunlop Edward
Pamela Edwards
Janis Eisler
Suzanne Elliot
Liz Ericksen
Laurence Esmonde
Diane Ettinger
Frances Everson
Shirley Ewing
Laura Ferris
Emily Ferris
Loretta Finke
Carol Finke
Rebecca Fisher
Iris Fisher
Bill Fisher
Donald Ford
Jacqueline Fox
Martha Frankel
Bertram Frankenberger Jr.
Susanne Frederick
Debra Frenzel
Barry Friessen
Herbert Frizzell
Judy Frye
Joseph Furia
Barbara Furlan
John Galbraith, Jr.
Bruno Galetovic
Gene & Pat Gallagher
Susan Gallino

Samantha Gardner
Dorothy Gardner
Jean-Guy Gareau
Nancy Gaseau
Susan Gates
Dorothy Gearon
Dan Geisler
Gary Gerken
Chantal Gervais
Cindy Gibson
Steve Gilman
Karen Gingrich
Lisa Ginilo
Jeanne Ginter
Jeanine  Ginter
Jill Giordano
Paul Goldberg
Kathy Golden
Charlene Gonsalves
Robert Gordon
Wilhelm Gortemaker
Ann Goy
Duane Gray
Anita Gray
Nicolette Greer
Heidi Grein
Michon Griffing
Dolores Griffith
Ruud Grootveld
Kev Gruenfeld
Penelope Guyton
Judi Haase
Richard Hagelstein
Kathryn Hall
Lyra Hall
Jill Hall
Ann Haller
Judd Hards
Mairi Harrvey
Kevin Harty
Ellen Healey
Renate Heinrich
Patricia Henderson
Michele Henney
Kathryn Henriksen
Emily Hester
John Hicks, MD
Jackie Hill
Danielle Hill
Mary Hipson
Edward Hitchcock
John Hollis
Goergianna Hopf
Lorraine Howes
Jane Hrynio
William Humes
Gillian Hurley
Elizabeth Huston
Beth Huston
Kimberly Hyatt
Mary Hynes
Doreen Irish
John Izzi
Barry Johnson
Marie Johnson
Luther Johnson
Henry A Johnson
Marie Johnson
Meriwether Jones
Ann Jones
Donald Josephs
Tracy Julian
Pamela Kalt
Vivian Kammerer
Gayla Kanaster
Lerie Kane
Carol Kanter
Nancy Karr
Amy Kearis
Deb/Mike Keating
Goldie Keller

Edward & Marjorie Kennedy
Julie Kennedy
Kevin Kenny
Priscilla Kepfield
Alice Killough
Harry Kingsberry
Karen Kinney
Jay Klazmer
Barbara Klazmer
Jack Klebanoff
Stanley Klescewski
Eva Klonowski
Agnes Knott
Marjorie Knuuti
Robert Kowalczyk
Gerald Kroetsch
Nancy Labbe
Sharon Labelle
James Lamb
Hilde Lanie
Laurie Larson
Sallie Larson
Eileen Lasky
Ashley Latchford
Eleanor Latham
Gayle Lavelle
Marie Lavis
Claire Leamy
Alan Leichter
Dorothy Leidig
Marion Levy
Tony Lewis
Susanna Liias
James Lockwood
Margaret Lombardi
M. Loughton
Debra Lybrand
Donna Lyon
Kevin Lyons
Beth Lyter
Nancy Mabry
Doris MacDiarmid
Wendy MacDonald
Lennia Machen
Nancy Maina
John Manges
Manuela Manuel
Julie Marrison
Tony May
M. Kelly McClusky
Bernice McDonald
Kevin McDonough
Sue McLeroy
Terence McManus
Lorna McWilliam
Barbara Means
Kim Merrill
Stephanie Meyer
Cara Mierl
Marcia Miller
Vivian Miller
Charlotte Minto
Colleen Mitchell
Beverly Moffat
Robert Montgomery
Geraldine Montgomery
Sue Moore
Maureen Moresco
Charlotte Morin
Janice Morris
Joan Morris
Eugenia Mosarski
Deborah Mosarski
Audrey Moser
Pat Mueller
Mark Mueller
Carl Mumaw
Orma Mumaw
Debra Nash
Lorraine Neely
Tracey Neithercott

Jayne Nelson
Patricia Nelson
Helen Nelson
Roger Netterfield
Patricia Neuffer
David Newman
Keith Nisson
Della Noonkester
Ruth Norris
Sisters Of Notre Dame
Kathleen O’Donnell
Edna O’Donnell
Harold Ohlenkamp
Joann O’Linger-Luscusk
G. Olsen
Diana Parad
Barbara Parnell
Emma Partridge
Faith Payne
Cheryl Penner
D.H. Perry
Parri Sue Perry
Wesley Peters
Cyndi Peterson
Sandra Pick
Russell Pickersgill
Architectural Plastics, Inc.
Janet Pleger
H. Pleger
Jan Pleger
Neil Plumpton
Dr. Travis Polischuk
Richard Pottenger
Roch Poulin
TJ Powers
Patrice Powersfeigel
Jodie Prado
Jaunita Price
Sue Ellen Price
Nicola Price
William Prinzmetal
Bonnie Pritchard
Nova Pusey
Sharon Quin
Patricia Raikowski
Nerlene Ramsey
Mary Randa
Agnes Rath
Ashley Ray
Kelli Ray
William Reed
Linda Reger
Susan Reinecke-Masak
Shaun Richards
Chelsea Rickard
Jill Risch
Catherine Robards
Andrew Robinson
Kala Romero
Anthony Rood
Rena Rosenberg
Michael & Sue Ross
Barbara Rothschild
Jonathan Rue
Patricia Rusch
Catherine Ryan
Donnis Sakran
Hanne Sall
Raymond Salza
Christine Samson
Mareth Sapiens
Cornell Scanlan
Patricia Schlotthauer
Steven Schneider
Frank Schultz
Alan Schwartz
Jane Schwartz
Agnes Scott
Karen Segal
Lauri Seglund
Ann Seiler

Doreen Senior
Susan Shannon
Maggie Shevelew
Judy Shumaker
Cathy Shuman
Marjorie Simmons
Joanne Skirving
Lynda Smith
Joan Smith
Angela Smith
Todd Smith
Geoffrey Smith
Lynda Smith
Carol Snyder
Charice Snyder
Betty Springer
Carol St. Clair
Vivian Stafford
Michelle Stewart
Georgia Stokowski
Elaine Sturton
Patricia Suleiman
Soraya Sussman
Mr. & Mrs. James Sweeney
Carole Swindoll
Mojdeh Talebian
Kathleen Talley
Jan Peter Tanghe
Sid Taylor
Mary Thomas
Jennifer Thompson
Stuart Thomson
Diane Tiltman
Patricia Timmons
Marie Toole
Linda Tsai
Katherine Turner
Mary Olive Tyers
Lori Ushman
Tiny Uyterwijk
Guy Valentine
Marijke Van De Riet
Tino Venturi
Sharon Vitale
Lois Vogel
Polly Vogel
Eileen Wagner
Matt Walker
Bill Walsh
Edith Walsh
Michelle Walter
Linda Watson
Steve Webber
Lisa Weeks
Laura Weiss & Associates
Gregg Wernecke
Mary Ann Wieck
Mark Williams
Emily Williams
Neata Williams
Russell Wilson
Simona Wilson
Steven Withers
Anita Woods
Robinson Worley
Laurie Yamamoto
Sandra Yaremko

Listed here are those who gave to TEA in 2012. FootSteps 2013 Spring issue recognized 2012 Annual Appeal  
donors. Those who donated during 2013 will be featured next year. 



TEA owes a debt of grati-
tude to the Ravetti family 
of Stockton, CA, U.S. For 
the past six years, they have 
bought, bagged and mailed 
EM awareness bracelets, 
donating their time and all 
money raised to the TEA 
Research Fund. And father 
John has served on TEA’s 
Board of Directors.

At 14, daughter Danielle thought of the bracelet 
awareness fundraiser after enduring a grueling 18 
months of relentless EM pain. The family had em-
barked on a long journey of seeing specialists and 
getting misdiagnoses before her EM was finally rec-
ognized at the Lucille Packard Children’s Hospital at 
Stanford University, CA, U.S. She was then successfully 
treated with an adult procedure just being pioneered. 
After all that, she and her parents John and Karen de-
cided to help others by raising funds for EM research.

They bought 1,000 red bracelets stamped with “EM 
Awareness,” packaged them in bags of 10, attached a 
short description of EM and a box of Hot Tamales can-
dies. Then they sold them for $20 donations to TEA’s 

Research Fund. They also encouraged purchasers to 
sell individual bracelets for further donations. In 2013, 
funds raised total more than $3,600.

Along the way Danielle became a junior member of 
TEA’s Board of Directors, adding helping other chil-
dren with EM to her busy school schedule. John just 
recently stepped down from his board position, but 
Danielle still encourages other young people with EM 
to contact her by email at danielleravetti@hotmail.com.

Danielle is continuing to live with EM. The effective-
ness of her first successful treatment wore off. She 
was able to repeat the treatment but then had to 
stop because of side effects. She graduated from high 
school in 2011 and has begun online college courses 
studying to become a child life specialist. She volun-
teers at Stanford’s children’s hospital school, helping 
with art therapy, and assists in the training of her 
service dog Monty, who is close to being certified.

The Ravetti family recently turned over the bracelet 
fundraiser to TEA. Rebecca Fisher, TEA board  
member, at memberservices@burningfeet.org, is  
now handling orders for the bracelets embossed  
with “burningfeet.org”
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Ravetti family founded, funded EM bracelet awareness

Vivian Stafford 
Schenectady, NY, US

I started having EM symp-
toms about eight years ago 
with burning and red feet. 

My doctor prescribed high blood pressure medicine 
and an antidepressant; however, these didn’t help my 
EM.  As time went by, it got worse and spread to my 

hands, knees, legs, face and ears. I’m now taking 
gabapentin, trazodone, Ambien, plus six others for 
various health issues. 

It’s difficult living alone with this painful condi-
tion. I’m basically bedridden, so I thank God for my 
sister and a good friend. They do my shopping and 
pick up my medications so I don’t have to leave my 
apartment. I’m fortunate to have a caring doc-
tor.  I don’t have a computer, but would welcome 
phone calls or letters from TEA members. Please 
call weekends or after 9:00 PM EST (518) 281-6663.  
My address is 20-G Lincoln Heights, Schenectady, 
NY 12305.

Your stories (continued from PG5)



Last summer TEA joined the huge number of organizations on Facebook, one 
of the world’s most popular social networking services. Environmental attorney 
and TEA board member Laura D. Beaton manages the page on behalf of TEA. 
Those who “like” TEA’s page automatically notify their Facebook friends of 
their decision. Those friends then may choose to go see TEA’s page and like it 
themselves, thus compounding the number of people made aware of EM.

TEA’s page helps visitors learn about EM through descriptions of the condition, 
postings about research findings and links to vetted articles about EM—infor-
mation that can be trusted because it’s coming from TEA. When you “like” TEA 
on Facebook, updates from TEA will be added to your newsfeed, so you will 
know the latest developments about EM. Join TEA on Facebook by going to 
www.facebook.com/erythromelalgia and clicking “like.”

Raising Awareness. 
Raising Research Funds. 
Raising Hope.

FootSteps

200 Old Castle Lane,
Wallingford, PA, USA 19086
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