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Anticonvulsants, SNRIs lead drugs 
An approximate 76 percent of the respondents to TEA’s 2008 

Survey reported often getting moderate to good relief from 

medication. But not the same one. 

 Drugs classified as ―anticonvulsants‖ helped approximately 

36 percent. They include Klonopin, Lyrica, Neurontin, and 

Trental. About 80 percent of those using this class of drugs 

said they got moderate or good relief.  

 Another 20 percent of respondents reported taking a sort of 

antidepressant classified as a SNRI. Cymbalta and Effexor are 

examples. And approximately 80 percent of them got moder-

ate to good relief. 

 While aspirin has been classically considered a drug of 

choice for EM, it is among a group known as non-steroidal 

anti-inflammatories (NSAIDS) that includes ibuprofen (Advil) 

and Tylenol. Another 20 percent of respondents used 

NSAIDS, and 63 percent of them got moderate or good relief. 

TEA USED SURVEY FIRM. An outside company – Survey 

Design and Analysis of Denver, Colo. — conducted the TEA 

survey in the summer and fall of 2008. The firm sent question-

naires to 647 TEA members either by e-mail or the U.S. 

Postal Service. 

 Members responded by returning 427 questionnaires to the 

survey company – a high response rate of 66 percent. 

 Almost 80 percent of respondents were female; 77 percent 

ranged in age from 41 to 80+. About 42 percent were over 50 

when they first became aware of their symptoms. 

(Continued on page 2) 
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‘08 Appeal exceeds ‘07 

Despite dire economic conditions, TEA’s generous donors 

answered the second annual appeal with donations 23 percent 

higher than last year. 

 Mailed in late November 2008, the appeal brought in a to-

tal of $14,459 through Jan. 31, 2009. The appeal sent in 2007 

resulted in $11,757 in donations. 

 This time donors gave $5,229 to the Research Fund. The 

TEA General Fund received $9,230. 
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 The survey revealed a potentially large percentage of re-

spondents with a genetic basis for EM. While just five percent 

reported having a blood relative who also has been diagnosed 

with EM, another 20 percent believed they had relatives with 

EM symptoms who had not yet been diagnosed.  

 Just 46 percent said they have no relatives with symptoms. 

(Having close relatives with EM suggests that inherited ge-

netic mutations are causing the disorder.) 

 Almost 64 percent of respondents reported EM is their only 

(or primary) disorder. Of those, 30 percent also have another 

disease they consider secondary to EM.  

 The 25 percent with the most probable familial connections 

(the respondents with a diagnosed relative plus those who 

thought relatives had EM) were generally younger when EM 

symptoms started and reported longer times to diagnosis. 

(These correlations are statistically significant.) 

DIAGNOSIS DELAYED. About half of respondents said they 

had had their EM symptoms more than two years before being 

diagnosed with EM, and 11 percent more than 10 years.  

 Only 26 percent said their doctors were educated well 

enough about EM to diagnose and treat others with EM. 

 This survey confirmed the hallmark symptoms of EM and 

also described the painful, chronic nature of the disease. 

 Not surprisingly, 99 percent reported that flares affect their 

feet or hands, with 93 percent experiencing redness and burn-

ing. And 93 percent said hot weather made flares worse. 

 Almost 80 percent of respondents reported their worst 

flares cause an intense or excruciating degree of pain. Some 

45 percent reported feeling their pain both at the skin level 

and deep into their bodies. 

  Most people with EM (84 percent of respondents) also re-

ported they had chronic symptoms – those that had stayed 

about the same or gotten worse over time. 

FEW EVER SYMPTOM-FREE. A majority (64 percent of re-

spondents) said that since their symptoms started, they have 

had no symptom-free periods of more than few days.  

 If they did nothing to control flares, 80 percent of respon-

dents said they would flare every day. 

 A hot environment (65 degrees F or above) causes EM 

flares or makes them worse for 93 percent of those respon-

dents who said weather conditions exacerbate their flares. 

 Approximately 50 percent of respondents said they did not 

perspire at all or had reduced perspiration. 

(Continued on page 3) 

Want to read FootSteps 

online?  

If you would prefer to read 
FootSteps online, TEA can take 
you off the FootSteps mailing 
list. 
 FootSteps is posted on 
TEA’s Web site as soon as it is 
mailed. Just e-mail the editor 
and TEA will stop mailing Foot-
Steps to you.  
 It’s a ―win-win,‖ because 
TEA will save the cost of 
postage. 

Survey findings (Continued from page 1) 
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Mayo: EM not so rare, after all 

A 2008 Mayo Medical School/Mayo Clinic study found the 
incidence of EM (how many people a year are diagnosed with 
EM) was 1.3 per 100,000 people per year. 
 The rate for women was higher – 2.0 per 100,000 per year 
– than men, which was just 0.6. These statistics have a 95 
percent confidence level. 
 Conducted by Mark D.P. Davis, M.D., and K.B. Reed, 
M.D., the study also found the number of new people diag-
nosed with EM increased in the study group during every ten- 
year period over the past 30 years.  
 Overall incidence also increased with age. The median 
age at diagnosis of those studied was 61. 
 The rates reported in this study were five times higher than 
those estimated by a 1998 Norwegian study, which is the only 
other known research describing EM incidence. 
 This is the first known population-based study of EM inci-
dence. Using data from the Rochester Epidemiology Project, 
researchers drew the study group of 33 EM patients.  
 All were residents of Olmsted County, Minn., U. S., who 
were diagnosed with EM from 1967 through 2005. (None had 
inherited EM.) This rural Minnesota County includes the city 
of Rochester where the Mayo Clinic is located.  
 Incidence rates among patients in the study were sex- and 
age-adjusted to the structure of the U.S. white population in 
2000, taken from U.S. census data. 
 By statistically adjusting for factors like age and sex, re-
searchers can make meaningful comparisons between two 
very different groups like the population of Olmsted County 
and the population of the U.S. 
 Mayo researchers believed that the increased incidence 
during the last 30 years is real because physicians in Olmsted 
County have been aware of this disease for several decades. 
 The study was limited by the small number of patients and 
the potential differences among doctors in recognizing EM. 
 ―Incidence of Erythromelalgia: a population-based study in 
Olmsted County, Minnesota.‖ is in TEA’s online archive. 

Abstract 

 
Objective: To estimate the 
population-based incidence 
of erythromelalgia 

 
Background: Only one re-
port describing incidence of 
EM has been published 
before 
 

Study Design: A population-
based analysis of data from 
the Rochester Epidemiology 
Project 
 

Setting: Mayo Medical 
School/Mayo Clinic in Olm-
sted County, Minnesota (a 
rural County in southeastern 
part of the state) 
 

Patients: 33 residents of 
Olmsted County with a diag-
nosis of erythromelalgia in 

the study period (30 years) 
 

Methods: Age-and sex-
specific incidence rates of 
EM 

 

Main Outcome: Population-
based incidence rate 
 

Limits: Small number of 
patients in study group; po-
tential diagnostic differences 

 But almost half said they had some or a lot of control over the frequency of flares by con-

trolling their environment. 

 About 87 percent reported knowing certain things triggered their EM symptoms or made 

them worse. After heat, exercise/physical exertion (79 percent), showering (50 percent), al-

cohol (42 percent), and elevated emotions (42 percent) topped the list of triggers.  

 More than half did not think their symptoms started after some sort of defining event like 

trauma or life change. But 28 percent reported that they did.  

 The full report of survey findings, and the doctor list, will be posted on the Web site. 

Survey findings (continued from page 2) 
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Volunteers handle TEA information calls 
Have you ever wondered 

who answers TEA’s member 

services phone line — 610-

566-0797?  

 TEA is now fortunate to 

have three capable volun-

teers – all with EM – who 

rotate months checking the 

TEA line for messages and 

returning calls.  

 This ―telephone commit-

tee‖ handles an average of 

15 calls a month. They an-

swer questions about TEA 

services and the Web site. 

Some callers need help log-

ging onto the site. Others 

inquire about membership.  

 One volunteer is Sandii 

Berkshire, Mukilteo, Wash., 

U.S. She works part time for 

a newspaper publishing 

company and also volunteers 

at an animal shelter. 

   Another TEA telephone 

volunteer is Jan McKim, San 

Carlos, Calif., U.S.  

 A former TEA board 

member, she has a master’s 

degree in counseling.  

 Justin Wedul, Denver, 

Colo., U.S., is the third vol-

unteer. He works in financial 

services and is active in the 

EM Yahoo support group. 

 Before forming a com-

mittee, board of directors’ 

members Deborah Mosarski 

and Gayla Kanaster returned 

most calls. 

 President Beth Coimbra 

answers e-mails sent to 

memberservices-

@erythromelalgia.org – an-

other way people can get 

information about TEA. 

Sandii Berkshire 

Former president, board member honored 
Jan McKim 

TEA recently sent clocks 

with engraved remembrance 

plaques to Lennia Machen, 

founding member and for-

mer president; and former 

board member Judy Reese. 

 ―Being in TEA was one 

of the most important and 

meaningful things I have 

ever done in my life ... being 

associated with the others in 

founding TEA made all the 

difference to me in living 

with EM,‖ wrote Lennia in 

thanking TEA. 

 Lennia served as TEA’s 

president from the founding 

in 1999 through 2005. She 

led the board of directors 

through the start-up of TEA, 

launching the Web site, be-

ginning the library of medi-

cal journal articles, etc. She 

also wrote and edited the 

newsletter for four years. 

 Judy Reese joined the 

board in 2003 and served as 

Networking Chairperson for 

five years. She helped many 

members connect with oth-

ers with EM. 

 ―I appreciated working 

together for the thousands of 

EM sufferers. ... TEA’s li-

brary is an amazing tool for 

those needing to understand 

all about erythromelalgia,‖ 

wrote Judy. 

I want to participate in the 
TEA Networking Program. 

(See page 12.) 
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EM‟s best ambassador Kate  
competes as “inspiring athlete” 

2008 was an amazing year for TEA member Kate Conklin! 

 She was chosen to compete as an ―inspiring athlete‖ 

with the best triathletes in the world in the Foster Grant 

Ironman World Championship 70.3, in Clearwater, Fla., in 

November. NBC will air race coverage in mid-April. 

 Kate’s photo and a blurb about her, the Ironman and EM 

appeared in the ―Faces in the Crowd‖ column in the Dec.1, 

2008, Sports Illustrated.  

 She was the subject of an eight-minute feature on ESPN 

TV SportsCenter that aired as she was competing in an 

Ironman in Kentucky in August.  

 Kate is a certified physical trainer for Sports Club LA, 

living in New York City. She has chronic, painful EM that 

she describes as feeling like she is on fire. 

 But her goal is unchanging: ―I race in the Ironman to 

raise awareness about EM ... to help people live with ex-

treme pain, help them not give up even though it seems 

there is no hope.‖ 

 TEA recently named her an Awareness Ambassador and 

is providing her support in covering some of the expenses 

involved in competing.  

 NBC Sports cameras followed Kate from a helicopter 

during the world championship swim and bike ride. They 

gave her a bright orange swim cap so they could spot her. 

 And a camera crew filmed her from a motorcycle 

throughout the run. Kate appeared in sports reports the 

weekend of the race on NBC stations in Clearwater, New 

York City, and Omaha, Neb., where Kate grew up.  

 The mid-April U. S. national coverage of the world 

championships on NBC will include a feature on Kate as 

one of the ―inspiring athletes.‖ 

 The championship race was an Ironman 70.3 (miles). 

This means the distance was half that of an Ironman, which 

is 140.6 miles. That’s a 2.4-mile swim, a 112-mile bike 

ride and a 26.2-mile run. 

 Kate was determined to finish the race. Even though her 

excruciating EM pain was compounded by pain from a 

stress fracture in her foot, she would not quit. She crossed 

the finish line limping, but with a Kate smile on her face. 

 ―So here I go, testing myself again, embracing my pain 

and trying to make it work for me in the race,‖ Kate wrote. 

 Kate races next in an April 26, 2009, marathon in Cali-

(Continued on page 7) 

 

Kate Conklin adjusts her 
swim cap before begin-
ning the first leg of the 
Foster Grant Ironman 
World Championship — 
the 1.2-mile swim. 

 

Kate smiles for the official 
post-race photo. 
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 Kate competes (continued from page 6) 

fornia. Runners World magazine plans to do a feature on Kate. 

 Earlier in 2008, Kate ran a May mararthon in Rhode Island 

and competed in a July Ironman 70.3, also in Rhode Island.  

 For reports of just some of her endeavors see FootSteps 

Fall 2008, ―Millions see Kate on ESPN TV Sportscenter;‖ 

FootSteps Spring 2008, ―Cameras follow Kate running for 

EM awareness;‖ and Winter 2008, ―One-woman awareness 

campaign.‖ 

 Read her blog — KateConklin.blogspot.com — for links to 

her stories on ESPN and the news item in Sports Illustrated. 

Kate Conklin, TEA Awareness Ambassador, runs and 
runs and (right) crosses the finish line —  with a smile 
on her face. She competed as an inspiring athlete in 
the NBC-broadcast Foster Grant Ironman World 
Championship 70.3 in Clearwater, Fla., in Nov., 2008.  

You, too, can be   
awareness 
ambassador 

There’s only one Kate, but 

you could become an aware-

ness ambassador, too. 

 TEA board member John 

Ravetti of Stockton, Calif., 

became an EM awareness 

ambassador last fall when he 

called his local Lion’s Club 

and asked to speak at one of 

the club’s luncheons. 

 He and daughter Danielle 

told Danielle’s EM story to 

the club and asked members 

to buy EM Awareness brace-

lets. 

 John and Danielle had 

previously done much to 

raise EM awareness and 

funds for research. The red 

awareness bracelets were 14-

year-old Danielle’s idea. 

 John, a project manager 

for a waterproofing com-

pany, helped his daughter 

make the bracelet idea a re-

ality in 2007. 

 You can still order bags 

of 20 bracelets from the 

TEA Web site for a $20 do-

nation to TEA’s Research 

Fund. 

 By selling individual 

bracelets for donations to the 

research fund, you can be-

come an EM awareness am-

bassador yourself. 
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Susan Burkett writes: My EM 

symptoms started about 30 

years ago. I am now 61, totally 

EM free and would like to share 

my story in the hope that others 

might be helped. 

 Once EM took hold I suf-

fered a general intolerance to 

heat, while my feet/toes and 

hands were constantly fiery red, 

burning hot and prone to blister-

ing. Wearing anything on my 

feet was impossible, even in 

Canberra’s subzero winters. 

Doctors were baffled by my 

symptoms.  

 All this was complicated by 

co-existing medical conditions, 

including Raynaud’s, a T-cell 

defect and chronic renal failure 

requiring dialysis. 

 In 2000 I embarked on my 

own research. As a music li-

brarian, researching things has 

always been in my nature and 

part of my job as a cataloguer 

at the Australian National 

University. I had long sus-

pected that certain medica-

tions and foods were aggra-

vating if not causative factors.  

 The culprits were all 

cheeses and yogurts, choco-

late, yeast, processed meats, 

alcohol, gelatin (incl. cap-

sules), pectin, citric acid, the 

B vitamins, Vitamin C and 

aspartate.   

 Ingestion of either fer-

mented products or additives/

preservatives manufactured by 

a fermentation process will 

quickly provoke flares. By 

eliminating these from my 

diet I am now totally symp-

tom free. Fresh foods and 

commercially prepared foods 

free of additives cause no 

symptoms. Sugar as such is 

fine. 

 The reason that I origi-

nally suspected a connection 

between EM and food was 

my knowledge of horses. 

They suffer a similar debili-

tating condition resulting in 

hot/cold feet called laminitis, 

which is directly related to 

diet.  

 Although the exact 

mechanism is unclear, it is 

known that abnormal fer-

mentation in the gut, possi-

bly caused by the release of 

vasoactive amines/

glutamates, is a key factor. 

Your Stories — everyone has one! 
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TEA Articles 

Please note: Members with access 
to computers are urged to print copies 
from the Web site. 

Treatment  

A case of inherited erythromelalgia. Novella SP, Hisama FM, Dib-Hajj SD, Waxman SG. Nature Clinical Practice Neu-

rology 2007, 3:229-234. Case study of 15-year old boy with a sodium channel 1.7 mutation. Includes technical informa-

tion on sodium nerve channels. 

Erythromelalgia Davis MD, Rooke T. Current Treatment Options in Cardiovascular Medicine 2006, 8:153-165. An update 

of their 2002 paper with new information on treatment of EM.  
Lidocaine patch for pain of erythromelalgia: follow-up of 34 patients. Davis MD, Sandroni P. Archives of Dermatology 

2005, 141(10):1320-1321. Improvement in pain of EM for 18 out of 34 patients.  

Researchers find the right combination to unlock neuropathic pain. Medical News Today, 16 Sep 2006. Pain relief with a 

combination of oxycodone and gabapentin.  

Pregabalin and gabapentin for neuropathic pain and CRPS/RSD. Stacey BR, Campbell P. Oregon Health and Science Uni-

versity. Published by Reflex Sympathetic Dystrophy Association 2006. Comparison of pregabalin and gabapentin for pain 

relief.  

Combination gel of 1% amitriptyline and 0.5% ketamine to treat refractory erythromelalgia pain: a new treatment option? 

Sandroni P, Davis MD. Archives of Dermatology 2006, 142(3):283-286. Dramatic improvement of EM in 17 year old 

female with amitriptyline and ketamine gel.  

Alleviation of erythromelalgia with venlafaxine. Dicaudo DJ, Kelley LA. Archives of Dermatology 2004, 140:621-623. 

Relief of EM in one woman given venlafaxine.  
Fighting pain with fire: hot chili peppers offer relief. Field Mike. The Gazette, John Hopkins University July 25 1994. 

How capsaicin extracted from peppers can knockout pain.  

The prostaglandin E1 analog misoprostol reduces symptoms and microvascular shunting in erythromelalgia – a double-

blind, crossover, placebo-compared study. Mork C, Salerud EG, Asker CL, Kvernebo K. Journal of Investigative Derma-

tology 2004, 122:587-593. Improvement of EM in 14 out of 21 patients given misoprostol.  

Aspirin-responsive painful red, black toe, or finger syndrome in polycythemia vera associated with thrombocythemia. 

Michiels JJ, Berneman Z, Schroyens W, van Urk H. Annals of Hematology 2003, 82:153-159. Abstract only. Success 

with aspirin for 3 EM patients.  

The one-size dose does not fit all. Cohen Jay. Newsweek December 6,1999. Physicians and patients should look beyond 

the guidelines recommended by drug manufacturers.  

Resolution of refractory symptoms of secondary erythermalgia with intermittent epidural bupivicaine. Stricker LJ, Green 
CR. Regional Anesthesia and Pain Medicine 2001, 26:488-490. Remission of EM in 28 year old female.  

Treatment of primary erythromelalgia with cyclosporine. Sano S, Itami S, Yoshikawa K. New England Journal of Medi-

cine 2003, 349:816-817. Successful treatment with cyclosporine in adult with inherited EM.  

Erythromelalgia: an endothelial disorder responsive to sodium nitroprusside. Chan MK, Tucker AT, Madden S, Golding 

CE, Atherton DJ, Dillon MJ. Archives of Diseases in Childhood 2002, 87:229-230. Dramatic response by 2 children to 

nitroprusside infusion.  

Lidocaine patch for pain of erythromelalgia. Davis MD, Sandroni P. Archives of Dermatology 2002, 138:17-19. Success-

ful pain relief using lidocaine patches for 15 year old girl.  

Treatment of erythromelalgia with a serotonin/noradrenaline reuptake inhibitor. Moiin A, Yashar SS, Sanchez JE, Yashar 

B. British Journal of Dermatology 2002, 146:336-337. Improvement of EM in 10 patients treated with venlafaxine.  

Erythromelalgia: response to serotonin reuptake inhibitors. Rudikoff D, Jaffe IA. Journal of American Academy of Der-

matology 1997, 37:281-283. Rapid relief of EM in 3 adults with venlafaxine or sertraline.  
Unexpected healing of cutaneous ulcers in a short child (with erythermalgia). Cimaz R, Rusconi R, Fossali E, Careddu P. 

Lancet 2001, 358:211-212. Cessation of EM and associated ulcers in 12 year old using growth hormone.  

Refractory idiopathic erythromelalgia. Rauck RL, Naveira F, Speight KL, Smith BP. Anesthesia and Analgesia 1996, 

82:1097-1101. Remission of primary EM in 2 adolescent males using various epidural infusions.  

Nitroprusside treatment of erythromelalgia in an adolescent female. Stone JD, Rivey MP, Allington DR. Annals of Phar-

macotherapy 1997, 31:590-592. Remission of EM in 15 year old using nitroprusside infusion.  

Erythromelalgia pain managed with gabapentin. McGraw T, Kosek P. Anesthesiology 1997, 86:988-990. Successful treat-

ment with gabapentin for one child and one adult.  

A way to understand erythromelalgia. Zoppi M, Zamponi A, Pagni E, Buoncristiano U. Journal of the Autonomic Nerve 

(Continued on page 10) 
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System 1985, 13:85-89. Successful treatment of 3 EM patients with 10 daily sympathetic nerve blocks.  

Treatment of refractory primary erythromelalgia in a child using a continuous epidural infusion. El-Dabe S. The Pain 

Clinic, Cleveland, UK 2000, 12 (1):65-69. Improvement of EM with bupivacaine and clonidine in 4 year old boy.  

High-dose oral magnesium treatment of chronic, intractable erythromelalgia. Cohen JS. Annals of Pharmacotherapy 2002, 
36:255-260. Author’s remission of EM and response of 12 other patients to magnesium.  

Erythromelalgia Davis MD, Rooke T. Current Treatment Options in Cardiovascular Medicine 2002, 4:207-222. Survey of 

99 patients response to treatment.  

Research  

Mutations in sodium-channel gene SCN9A cause a spectrum of human genetic pain disorders Drenth, Joost P.H. and 

Waxman, Stephen G., The Journal of Clinical Investigation, Dec. 2007, Vol. 117, pp. 3603-3609. Recent genetic studies 

have identified Nav1.7 dysfunction in three different human pain disorders  

Thermoregulatory sweat testing in patients with erythromelalgia. Davis MD, Genebriera J, Sandroni P, Fealey RD. Ar-

chives of Dermatology 2006, 142(12):1583-1588. Absence of sweating, damaged small nerve fibers are prevalent in EM.  

Histopathological findings in primary erythromelalgia show a decrease in small nerve fiber density. Davis MD, Weenig 

RH, Genebriera J, Wendelschafer-Crabb G, Kennedy WR, Sandroni P. Journal of American Academy of Dermatology 

2006, 55(3):519-522. Skin biopsies of EM patients show a decrease in nerve density.  

Neurobiology: a channel sets the gain on pain. Waxman SG. Nature 2006, 444(7121):831-832. Different mutations of 
sodium channel Na1.7 can trigger intense pain of EM or prevent all pain sensation.  

Mutations in SCN9A, encoding a sodium channel alpha subunit, in patients with primary erythermalgia. Yang Y, Wang 

Y, Li S, Xu Z, Li H, Ma L, Fan J, Bu D, Liu B, Fan Z, Wu G, Jin J, Ding B, Zhu X, Shen Y. Journal of Medical Genetics 

2004, 41:171-174. Discovery of 2 mutations in sodium channel 1.7 gene in Chinese family.  

Autosomal dominant erythromelalgia. Finley WH, Lindsey JR, Fine JD, Dixon GA, Burbank MK. American Journal of 

Medical Genetics 1992, 42:310-315. Study of Alabama family with inherited EM.  

Erythromelalgia: vasculopathy, neuropathy, or both? A prospective study of vascular and neurophysiologic studies in 

erythromelalgia. Davis MD, Sandroni P, Rooke TW, Low PA. Archives of Dermatology 2003, 139:1337-1343. Abstract 

only. Detailed study of nerve abnormalities in EM patients.  

SCN9A mutations define primary erythermalgia as a neuropathic disorder of voltage gated sodium channels Drenth JP, Te 

Morsche RH, Guillet G, Taieb A, Kirby RL, Jansen JB. Journal of Investigative Dermatology 2005, 124:1333-1338. So-
dium channel mutations cause neuropathic pain of EM.  

Genetic heterogeneity and exclusion of a modifying locus at 2q in a family with autosomal dominant primary erythermal-

gia. Burns TM, Te Morsche RH, Jansen JB, Drenth JP. British Journal of Dermatology 2005, 153:174-177. Discovery of a 

second gene for EM?  

Gain-of-function mutation in Nav 1.7 in familial erythromelalgia induces bursting of sensory neurons Dib-Hajj SD, Rush 

AM, Cummins TR, Hisama FM, Novella S, Tyrrell L, Marshall L, Waxman SG. Brain 2005, 128:1847-1854. Study of 

third mutation in the gene for sodium channel 1.7 in Alabama family.  

Erythromelalgia: a hereditary pain syndrome enters the molecular era. Waxman SG, Dib-Hajj SD. Annals of Neurology 

2005, 57:785-788. Painful symptoms of EM caused by defective sodium ion nerve channel 1.7.  

Erythromelalgia: studies on pathogenesis and therapy. Mork C. Thesis. Publisher: Unipub AS, Oslo 2004. Summary of 

earlier research in Norway on vascular and neurological causes of EM. Useful list of 200 other EM papers.  

Microvascular arteriovenous shunting is a probable pathogenetic mechanism in erythromelalgia. Mork C, Asker CL, 
Salerud EG, Kvernebo K. Journal of Investigative Dermatology 2000, 114:643-646. Abnormal blood flow in the skin 

(shunting vessels) of EM patients. A comment by Mark Davis and reply by Cato Mork follow this article.  

Skin perfusion in patients with erythromelalgia Littleford RC, Khan F, Belch JJ. European Journal of Clinical Investiga-

tion 1999, 29:588-593. Detailed study of blood flow in the skin of EM patients.  

Impaired neurogenic control of skin perfusion in erythromelalgia. Mork C, Kalgaard OM, Kvernebo K. Journal of Investi-

gative Dermatology 2002, 118:699-703. Nerve regulation of skin blood flow in EM patients.  

Skin blood flow in adult human thermoregulation: how it works, when it does not, and why. Charkoudian N. Mayo Clinic 

Proceedings 2003, 78:603-612. Review of many studies on temperature regulation of blood flow in the skin. Long techni-

cal paper.  

Red skin re-read. Schechner J. Journal of Investigative Dermatology 2002, 119:781-782. Short summary of findings by 

Kvernebo and Mork on skin blood flow in EM.  
Impaired skin vasomotor reflexes in patients with erythromelalgia. Littleford RC, Kahn F, Belch JJ. Clinical Science 

(London) 1999, 96:507-512. The effect of the sympathetic nerves on skin blood flow in EM patients.  

(Continued from page 9) 

(Continued on page 11) 

Treatment  
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Pathological C-fibres in patients with a chronic painful condition. Orstavik K, Weidner C, Schmidt R, Schmelz M, Hil-

liges M, Jorum E, Handwerker H, Torebjork E. Brain 2003, 126:567-578. Abstract only. Changes in nerve conduction in 

chronic EM.  

A single sodium channel mutation produces hyper- or hypoexcitability in different types of neurons. Rush AM, Dib-Hajj 
SD, Liu S, Cummins TR, Black JA, Waxman SG. Proceedings of National Academy of Sciences USA 2006, 103

(21):8245-8250. The EM sodium channel acts differently in 2 types of nerves.  

Reduced skin capillary density during attacks of erythromelalgia implies arteriovenous shunting as p Mork C, Kvernebo 

K, Asker CL, Salerud EG. Journal of Investigative Dermatology 2002, 119:949-953. Abstract only. Abnormal blood flow 

in the skin (capillary vessels) of EM patients.  

 

EM/Raynaud's 

Coexistence of erythromelalgia and Raynaud’s phenomenon. Berlin AL, Pehr K. Journal of American Academy of Der-

matology 2004, 50:456-460. A case report and comparison of the underlying causes of EM and Raynaud’s.  

Serotonin reuptake inhibitors, Raynaud’s phenomenon and erythromelalgia. Rey J, Cretel E, Jean R, Pastor MJ, Durrand 

JM. Rheumatology 2003, 601-602. Sertraline and fluoxetine relieve Raynaud’s but induce EM in 2 adults.  

Treatment of Raynaud’s phenomenon with the selective serotonin reuptake inhibitor fluoxetine. Coleiro B, Marshall SE, 

Denton CP, Howell K, Blann A, Welsh KI, Black CM. Rheumatology 2001, 40:1038-1043. Comparison of fluoxetine 
with nifedipine in 53 patients with Raynaud’s.  

Temperature-associated vascular disorders: Raynaud’s phenomenon and erythromelalgia. Belch JJ. A textbook of vascular 

medicine Lowe GD, Tooke JE. 1996, chapter 22:329-352. Long thorough account of all aspects of EM and Raynaud’s 

including cause, diagnosis, and treatments for different types of EM.  

Coexistence of Raynaud’s syndrome and erythromelalgia. Slutsker GE. Lancet 1990, 335:853. Lazareth I, Priollet P. Lan-

cet 1990, 335:1286. Two letters with brief discussion on association of Raynaud’s with EM. 

  

General  

Incidence of erythromelalgia: a population-based study in Olmsted County, Minnesota. Reed KB.  Davis MD. Journal of 

the European Academy of Dermatology and Venereology 2009 Jan;(1):13-5. Epub 2008 Aug. 18. Second known study of 

EM incidence. 

Natural history of erythromelalgia: presentation and outcome in 168 patients. Davis MD, O’Fallon WM, Rogers RS, 
Rooke TW. Archives of Dermatology 2000, 136:330-336. Review of 168 EM patients seen at Mayo Clinic from 1970 – 

1994.  

Erythromelalgia: an underrecognized manifestation of small-fibre neuropathy. Kumar N, Davis MD. Mayo Clinic Pro-

ceedings 2006, 81(8):1001. Creating awareness that EM involves small-fiber neuropathy.  

A refractory case of erythromelalgia involving the ears. Ramirez CC, Kirsner RS. American Journal of Otolaryngology 

2004, 25:251-254. Detailed report of one EM patient who remained resistant to all treatment.  

Poxviruses isolated from epidemic erythromelalgia in China. Zheng ZM, Zhang JH, Hu JM, Liu S, Zhu WP. Lancet 1988, 

1:296. EM epidemic associated with throat viral infection.  

Hot feet: erythromelalgia and related disorders. Layzer RB. Journal of Child Neurology 2001, 16:199-202. Short review 

of symptoms and a neurological cause of EM.  

Erythromelalgia: symptom or syndrome? Belch JJ, Mackay IR. Vascular Medicine Review 1992, 3:31-39. This covers all 

aspects of EM and includes treatment for different subtypes.  
Erythromelalgia caused by platelet-mediated arteriolar inflammation and thrombosis in thrombocythemi Michiels JJ, 

Abels J, Steketee J, van Vliet HH, Vuzevski VD. Annals of Internal Medicine 1985, 102:466-471. Erythromelalgia – a 

mysterious condition? Mork C, Kvernebo. Archives of Dermatology 2000, 136:406-409. Short review of diagnosis, classi-

fication and prognosis of EM.  

Erythromelalgia – A condition caused by microvascular arteriovenous shunting. Kvernebo K. VASA Journal of Vascular 

Diseases 1998, 51:1-39. This covers all aspects of EM and how it is caused by abnormal blood circulation. Very technical. 

Erythromelalgia: a clinical study of 87 cases. Kalgaard OM, Seem E, Kvernebo K. Journal of Internal Medicine 1997, 

242:191-197. Study of symptoms and prognosis for 87 patients.  

(Continued from page 10) 
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The Erythromelalgia Association 
200 Old Castle Lane, Wallingford, PA, USA 19086 

Thanks for Goodsearching 

Members, family and friends earned 
money for TEA in 2008 simply by search-
ing the Internet using Goodsearch. 
 TEA received a check for $150.70 
from Goodsearch.org for 2008. That 
means more than 11,000 searches were 
made with TEA as the beneficiary. 
 Goodsearch is a fund-raising, Yahoo-
powered search engine and online shop-
ping Web site. Each search earns TEA a 
one-cent donation. 
 By shopping through GoodShop.com, 
TEA earns donations averaging three 
percent (and up to 37 percent) of the 
value of your purchases. 
 It’s easy to use. Go to Good-
Search.com, click on ―Who do you Good-
Search for?‖ Then enter ―Erythromelalgia 
Association.‖ Follow directions for making 
Goodsearch your homepage.                                                             

TEA members who live in Canada now have 

a Canadian Networking coordinator — 

Gillian Birrell, Barrie, Ontario. 

 The TEA Networking Program helps 

members without computers contact other 

networking members living nearby. 

 To network, Canadian members now can 

contact Gillian. All others still contact Net-

working Chairperson Gayla Kanaster. 

  Receiving hard copies of medical journal 

articles from TEA’s Web site archive is an 

additional service for those without access to 

the Internet. There is a nominal charge for 

printing and postage. (See page 8.) 

  To become a Networking Program mem-

ber, complete the application form on page 4.

  You can write to Gillian at 51-490 Vet-

eran’s Drive, Barrie, ON, Canada L4N 9N4. 

 Write to Gayla at Gayla Kanaster, 2532 N. 

Fremont St., Tacoma, WA, USA 98406.   

Canadian coordinator named 


