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Special Edition 

This issue of FootSteps contains a question-

by-question report of the findings of TEA’s 

2008 Member Study.  

 A major project for TEA, the survey pro-

vides detailed information about the symp-

toms, onset, diagnosis and treatment of EM, 

according to Meriwether Jones, TEA board 

member who coordinated the survey. 

 Some 66 percent (427 members) returned 

questionnaires — a high response rate.  

 As a result, people with EM can share this 

information — with confidence — with doc-

tors, family and friends. Responses to each 

question are expressed graphically — one of 

the advantages of using a survey firm. 

 TEA hired Survey Design and Analysis of 

Denver, Colo., to help design the survey, con-

duct it, compile and report the results. 

 The firm reported results as bar charts in 

PowerPoint slides, which are copied inside. 

Each slide has the number of people who re-

sponded to that question. Look for “N=” to 

find that number. 

 TEA developed the survey questions and 

the firm helped word them in language that 

made them easily counted and reported.  

 Many of the same questions were included 

in the 2003 survey. Where possible, the 2003 

responses appear on graphs along with 2008. 

 In the summer and fall of 2008, the firm 

sent questionnaires to TEA members either 

by e-mail or the U.S. Postal Service.  

 The firm also sent additional paper sur-

veys to those whose e-mail addresses were 

found to be invalid. Two e-mail reminders 

were sent. 

 TEA kept the survey open to allow as 

many members as possible to receive a ques-

tionnaire and respond.  

 Jones and board member Deborah Mosar-

ski worked tirelessly to include late responses 

and check the accuracy of data. 

Doctor Directory on Web 
Now on TEA’s Web site is a member-

recommended Doctor Directory, a new TEA 

service based on the 2008 Member Study. 

 The list can be sorted by name or location. 

It is only a start. TEA encourages any mem-

ber wanting to add a doctor to the list to send 

the name to memberservices@erythro-

melalgia.org. 

 2008 Member Study respondents were 

asked if they would recommend their physi-

cians and given the chance to write in their 

doctors’ names. 

 TEA volunteers helped verify and upload 

the names to the Web site. 

 TEA does not endorse the doctors on the 

list. Physicians were recommended by mem-

bers based on their individual experiences. If 

you choose to use one of these doctors, do 

your own research regarding whether the 

physician will be a good fit for you. 



 

FootSteps Summer 2009   2 



 

FootSteps Summer 2009   3 



 

FootSteps Summer 2009   4 



 

FootSteps Summer 2009   5 



 

FootSteps Summer 2009  6 



 

FootSteps Summer 2009   7 



 

FootSteps Summer 2009  8 



 

FootSteps Summer 2009 9 



 

FootSteps Summer 2009 10 



 

FootSteps Summer 2009 11 



 

FootSteps Summer 2009 12 



 

FootSteps Summer 2009 13 

See Appendix 3 (p. 26) for “Other” detail 
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Please see following pages for Appendices 
noted on earlier slides 
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Appendix 1        Drug types – notes from p. 18  

1Anticonvulsants – drugs that aid in preventing seizures often prescribed for epilepsy as well 
as nerve pain. How some of these drugs work is not fully understood. They are thought to bind 
to certain areas in the brain that reduce seizures, nerve pain and anxiety. Drug names include 
Klonopin (clonazepam), Lyrica (pregablin), Neurontin (gabapentin), Tegretol 
(carbamazepine). 
 
2 SNRIs (serotonin-norepinephrine reuptake inhibitors) – class of antidepressant drugs that 

enhances use of both norepinephrine and serotonin in the central nervous system. Drug 
names are Effexor (venlafaxine), Cymbalta (duloxetine). 

 
3 NSAIDS – (Non-steroidal anti-inflammatory drugs) – drugs that relieve aches and pains and 
reduce fever such as aspirin; Advil and Motrin (ibuprofen); Aleve (naproxen sodium). 
 
4 Prescription pain medications –  drugs with sedative or narcotic effects similar to those 
containing opium or its derivatives. Drugs include Duragesic (fentanyl), Utram (tramadol).  
 
5 Tricyclic antidepressants – older class of antidepressant medications that is less targeted 

in its impact on brain substances than are newer antidepressants like the SNRIs. Drugs in-
clude Elavil (amitriptyline), Pamelor (nortriptyline), Tofranil (imipramine). 
 
6 Antihistamines – drugs used to counteract allergic reactions such as gastric secretions, 
bronchial smooth tissue constriction and vasodilation. Drugs include Benadryl (acrivastine, 
diphenhydramine), Periactin (cyproheptadine), Claritin (loratadine). 
 
7 Beta-blockers – drugs often used for management of hypertension and cardiac arrhythmias 

that block the action of substances within the autonomic nervous system. Drugs include 
Inderal (propranolol), Tenormin (atenolol).   
 
8 Anticoagulants – substances that delay or prevent the clotting of blood. Drugs include aspi-
rin, Coumadin (warfarin), Liquaemin (heparin), Plavix (clopidogrel). 
 

9Calcium channel blockers/calcium antagonists – drugs often given to lower blood pres-
sure. They interfere with calcium’s role in maintaining vasoconstriction in blood vessels thereby 
causing vasodilation. Magnesium is sometimes called “nature’s natural calcium channel 
blocker” because it is believed to produce a similar result. Drugs include Cardizem, Tiazac 
(diltiazem); Norvasc (amlodipine). 
 
10 SSRIs (Selective serotonin reuptake inhibitors) – class of antidepressants that enables 
serotonin to be used more efficiently. Drugs include Prozac (fluoxetine), Zoloft (sertraline), 
Paxil (paroxetine), Celexa (citalopram). 
 

Note: These drugs do not suit all people with EM. Some drugs will improve EM, others 
will give no benefit, and some may seriously worsen EM symptoms. Many people with 
EM are highly sensitive to these drugs, so low initial dosage is advised. Please work 
closely with your doctor to get more complete information about these medications. 
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Appendix 2 
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Appendix 3 
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„Thank You‟ to Our Generous Donors 
TEA thanks the members, family, friends and organizations who made do-
nations from February 1 through May 31, 2009. 

* includes gifts to the second annual appeal 
^ includes gifts made in honor or memory of someone 
+ donation to the Research Fund 

Mike Abkin^ 

Susan Alexander  

John Allen  

Eva Ares  

Jen Bailey  

Eric Bannwarth  

Dolores Besch  

Anne Birrell  

William Blaha* 

Christine Boot  

Carol Boulais* 

Mark Bownas  

Gregg Boyle  

Dina Broadbent  

M. Bruckdorfer  

Sharon Bunch  

Terri M. Carpenter  

Heather Carvalho  

Virginia Ceresa  

Lori Chastanet  

Kelli Clark  

Charles Collura  

Justin Cook  

Pamela Costa^ 

Christopher Cozzi^ 

Tess Crotty* 

Joan Crouch  

Jessica Curtis  

Mary Ann Dacus  

Lorraine Dallaire  

Nancy Davidson* 

Leslie Davies  

Paula Denike  

Willene Domen-

ichelli+ 

Marinda du Plessis  

Richard Eaton  

Teresa Eckert* 

Debra Elder  

John E. Emry  

Gordon Erkel  

Gary Fach  

Eileen Fanwick  

Ariel Fenster* 

Bob Findley  

Carol Finke  

Debra Frenzel  

Anne Fung* 

Ajay Gandhi  

Phillip Giancarlo^ 

Deborah Goldberg  

Nicolette Greer* 

Mark Grierson  

Ruud Grootveld  

Joan Gross  

Mary Ann Harkema 

Kellie Hastedt  

Katherine Hays  

Samantha Hernan-

dez 

Doreen Hill* 

Kelly Hilliard  

Joanne Hillman  

Betty Ingraham* 

Pamela Jackson  

Jean Jeffery  

Frances Jerome  

Deborah Johnson  

Jennifer Jones+ 

Gayla Kanaster^ 

Priscilla D. Kepfield 

Karolina Kidoñ  

Marcia Killian^ 

Harry Kingsbery  

Barbara Klazmer^ 

Milan Kovacovic* 

Helena Koval  

R A Kowalczyk  

Amy Krynicki^ 

Rachel Landavazo  

Hilde Lanie  

Heidi Leeth  

Arlene Leonhardt^ 

Marilyn Long  

Laura Lopes  

Mary Beth Love* 

Shelly Loveland  

Debra Lybrand  

Susan Lymbers  

Hazel MacArthur  

Helen Macklin  

Nancy Maina  

Stina Marshall  

Charles Marti^ 

Jennifer McCain  

Virginia Meldrum  

Carol Memmott  

Charlotte Minto  

Victoria Nash  

Teresa Naunton^ 

Jennifer Neibor  

Patricia Nelson* 

Linda Nelson  

Juanita O'Malley  

Phil Palmer  

Mr. & Mrs. G.H. 

Palmer  

Christina Parr  

Dianne Pennington  

Frederic Pierre  

Anne Pression  

Carolyn Quinn  

Rhonda Quintana  

Joy Ragnow-Guzy  

Stacy Raphael  

Scott Rawlings  

Susan Raybourne  

Linda Reger^ 

Hilda Rempel  

Rose Richardson  

Ann Roberts  

Geraldine Robinson  

Jayme Sadlier  

Richard Shelling  

Maggie Shevelew  

Nancy Ann Shores^ 

Diane Simpson  

Ronel Smith  

Pam Smith  

Glenda Snyder  

Nina Solomon^ 

Connie Spencer  

Annamarie Stainton^ 

Georgia Stokowski  

Dana Tigani  

Diane Tiltman  

Sheri Walker  

Rachel Ward  

Mary Lou Wascavich 

Louis Webb  

Marie Welsh^ 

Gail Werthman  
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FootSteps is published by  

The Erythromelalgia 

Association 
200 Old Castle Lane, Walling-
ford, PA, USA 19086 

Information: memberser-

vices@erythromelalgia.org 

Tel: (610) 566-0797 
President, Treasurer 
Beth Coimbra 

Vice President 
Isabelle Davis 

Secretary; Chair, Networking 
Program 
Gayla Kanaster 

 

FootSteps online: 

www.erythromelalgia.org, 

www.burningfeet.org 

FootSteps Editor, Principal 

Writer 
Isabelle Davis 

Contact: 
Isabelle.Davis@gmail.com 

 

Any information contained in this 

publication is protected by copy-

right and may not be reproduced 

without express permission from 

the editor. The intent and purpose 

of this publication is to inform 

those with EM or their friends and 

families — not, in any way, to pro-

vide medical advice. 

Your stories — everyone has one 

Most of us have tales to tell. TEA encourages you to write your story. Then, send it to Gayla 
Kanaster, gaylakanaster@aol.com or 2532 N. Fremont Street, Tacoma, WA, USA 98406. 

tor for Canada.) I am 33 

years old and live in Barrie, 

Ontario, Canada. I suffer 

daily from EM as well as 

fibromyalgia, Raynaud's, 

endometriosis, interstitial 

cystitis and irritable bowel 

syndrome, among others. 

   Before EM, I traveled in-

ternationally as a fashion 

model. I later married and 

had a son, now 14. I then 

worked as a medical office 

administrator for a “Pain and 

Stress Clinic” — ironic, I 

know. I was forced to quit 

due to increasing health 

problems. Doctors told me I 

had optic neuritis and a lu-

pus-like connective tissue 

disease, but had no explana-

tion for the burning, redness 

and pain — only suggesting 

counselling. I did research 

Gillian Birrell writes: 

Hello.  I’m happy to be vol-

unteering with TEA and 

hope to help and support 

others by networking with 

other EMers in Canada. I 

work as much as my severe 

EM will let me. (Editor’s 

Note: Gillian is the TEA Net-

working Program Coordina-

Gillian Birrell 

on the Internet and discov-

ered a disorder called eryth-

romelalgia. My neurologist 

finally confirmed it. Depres-

sion hit me hard at first. I 

then found TEA and imme-

diately knew I was not alone. 

… I am trying to spread the 

word that EM DOES EXIST 

by contacting local newspa-

pers and news channels. 

Q & A   Q & A   Q & A   by Gayla Kanaster 
Q  Marcy Lilley,  Thousand 

Oaks, Calif., U.S.: Do oth-
ers have more flares when  
under stress, such as when 
rushing around or feeling 
anxious about something?  
 
Also, does the EM cause 
extremely dry skin on your 
hands and feet? 
 

Q  Rae Ann Anderson, 

Templeton, Calif., U.S.: 
Has anyone tried taking Be-
nadryl and Aleve at night? 
It’s really helped my EM. 

The Benadryl seems to con-
strict blood vessels and 
keep them from flaring and 
the Aleve decreases the dis-
comfort. 
 
I also wonder if others have 
found that flares happen 
less often when fighting an-
other illness. Mine went 
away when I had pneumo-
nia. 

Send your answers (and 
questions) to Gayla Kanas-
ter, 2532 Fremont St., Ta-
coma, WA, USA, 98406 or 
GaylaKanaster@aol.com. 

mailto:gaylakanaster@aol.com
mailto:GaylaKanaster@aol.com

