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The Erythromelalgia Association (TEA) does its best to ensure that the information 
provided is accurate, timely and useful. However, the information contained on 
the TEA website or in printed communications is not to be construed as medical 
recommendations or as professional advice. Neither the authors, The Erythromelalgia 
Association nor any other party involved in the preparation or publication of the ma-
terial presented is responsible for any errors or omissions in information or any results 
obtained from the use of such information. Readers are encouraged to confirm the 
information contained herein with other reliable sources and to direct any questions 
concerning personal health care to licensed physicians or other appropriate health 
care professionals.  

Our Mission
The Erythromelalgia Association has as its mission 
to identify, educate, and support those suffering 
EM’s painful symptoms; to help fund research lead-
ing to a cure for this rare disorder; to raise public 
awareness of EM; and to educate healthcare practi-
tioners to recognize and diagnose EM.

About TEA
Founded in 1999, TEA originated from a handful of 
EM sufferers joining together to help others with 
this rare condition. TEA now is an international, all 
volunteer, nonprofit organization. Led by a vol-
unteer Board of Directors with volunteer officers, 
TEA is assisted by a Medical Advisory Committee 
made up of doctors involved in EM research and/
or experienced in working with EM patients. TEA 
is a member of the National Organization for Rare 
Disorders.

Support & Education
TEA publishes the newsletter Footsteps filled with 
information about current EM research findings, 
treatment successes, and TEA people and programs. 
TEA hosts a website that has a growing library of 
medical journal articles about EM, back issues of the 
newsletter, member stories and much more. TEA 
also helps members network and encourages them 
to connect with others in the organization through  
its online membership directory.

Research
Part of TEA’s mission is to help fund research into 
EM’s causes, treatments and, ultimately, the cure. 
Using Research Fund dollars, TEA supports studies 
into inherited EM under way at Yale University.  
TEA also supports EM researchers in the Nether-
lands, who work in concert with Yale. You, your 
family, friends, and employers could help TEA make 
a true difference in this ground-breaking research  
by donating to TEA’s Research Fund.

Membership

To become a member of TEA, simply make a 
tax-deductible donation of $20. This small fee 
brings you our newsletter, FootSteps, sent to 
your home for one year, as well as access to 
members’ pages on our website.  Please send 
your donation and contact information to TEA, 
200 Old Castle Lane, Wallingford, PA, USA 
19086. Or use your VISA or MasterCard online 
at www.erythromelalgia.org.
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TEA in Print
In 2016, TEA released A Patient’s Guide to 
Erythromelalgia, a comprehensive resource 
covering all aspects of the disease, from symptoms 
and diagnosis to treatment and daily coping tips. 
The guide may be ordered or downloaded on TEA’s 
website. 

TEA also publishes the newsletter FootSteps, 
which is filled with information about current 
EM research, as well as EM-related news and 
announcements. Back issues of FootSteps may be 
found on TEA’s website. 

Our Mission 
TEA’s mission is to empower those affected by 
EM to improve their quality of life. TEA provides 
education, awareness, and community through 
our website, member services program, newsletter, 
social media presence, and networking programs. 
TEA promotes research through relationships 
with academic researchers, clinicians, and 
pharmaceutical companies with an interest in EM. 
TEA also raises funds to support EM research.

About TEA
The Erythromelalgia Association (TEA) is an 
international, all volunteer, nonprofit organization 
that provides educational and networking services 
online and offline that no other agency in the 
world is providing. TEA works to raise awareness 
of erythromelalgia and helps fund research into 
this rare disorder. Founded in 1999, TEA is funded 
almost entirely by donations. Most functions of 
the organization are carried out by the volunteer 
Board of Directors, assisted by some other 
dedicated volunteers. A member of the National 
Organization for Rare Disorders (NORD), TEA 
has a Medical Advisory Board, a requirement 
for members of NORD. TEA is proud to have 
gathered a group of prestigious and dedicated 
physician researchers to serve as advisors to the 
organization.

Research
Helping fund research that will lead to new 
treatments—and eventually a cure—is a central 
goal of TEA. Using Research Fund dollars, TEA has 
succeeded in helping fund encouraging research 
being done by scientists at highly regarded 
universities such as Yale. When making donations 
to TEA, you may choose to allocate your gift to the 
Research Fund.

Membership
TEA’s current membership base extends into 17 
countries worldwide. To become a member simply 
click the Join button at erythromelalgia.org. 
Making a donation of $20 or more is encouraged. 
Donating may be done on the website or 
by sending a check to TEA, 200 Old Castle 
Lane, Wallingford, PA, 19086, USA. This small 
contribution allows you exclusive access to TEA’s 
online Member Directory of members who have 
opted to be included. 

Funding
To help underwrite our programs and services, 
we rely on contributions from members, 
grateful patients, their families, concerned 
individuals, small businesses, and foundations. 
There are many ways to donate, including a 
direct tax-deductible donation of any dollar 
amount, shopping with AmazonSmile (choose 
Erythromelalgia (Erythermalgia) Association as 
your charitable organization), or by participating 
in the TEA Bracelet or Bookmark Fundraiser. See 
erythromelalgia.org for details. 
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Any information contained in this publication is protected by copyright 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 provide medical advice. Updated in 2018.



What Is Erythromelalgia? TEA OnlineAbout Erythromelalgia
Erythromelalgia  (EM) is a rare and frequently dev-
astating disorder that can severely limit people’s 
lives. The painful, hot redness most often affects 
feet and legs, but also may appear in the hands, 
face, ears, knees, or other parts of the body. 

Even mildly warm temperatures (65 degrees F or 
above) or moderate exercise can bring on burning 
sensations so intense that those with EM attempt 
to cool their feet any way they can. They adjust 
their lifestyles to avoid triggering flare-ups.  
Some move to cooler climates. Some become 
housebound.

•	 Along	with	burning	pain,	affected	parts	of	
the body may be very red to purple in color, 
perhaps swollen, and hot to the touch.

•	 The	intensity	of	the	symptoms	varies	from	
person to person. Some notice a continual 
burning pain while others are troubled with 
“flare-ups” or episodes lasting from minutes 
to days in length.

•	 Some	with	EM	report	that	foods,	chemical	
additives like MSG, alcoholic beverages, and 
some drugs can make EM symptoms worse. 

•	 The	name	erythromelalgia	describes	the	clini-
cal features: erythros (redness), melos (extrem-
ity), and algia (pain).

•	 EM	is	more	than	twice	as	likely	to	strike	
women as men.

•	 The	majority	of	people	with	EM	are	between	
the ages of 41 and 80, but young people can 
be affected as well. 

•	 At	least	five	percent	of	those	with	EM	have	
inherited EM. Some of their family members 
also have the disorder.

•	 EM	may	also	be	spelled	erythermalgia,	which	
emphasizes heat (thermos).

Medical Explanation 
What goes wrong in the body during EM flares is 
not definitively understood. A problem with blood 
flow known as arteriovenous shunting has been 
shown to be a contributing factor as has the neuro-
logical malfunction small fiber neuropathy. EM may 
be associated with other diseases—the blood  
disorder myeloproliferative disease, for one.  
And EM is known to be secondary to many other 
underlying diseases.

Inherited EM is caused by a genetic mutation that 
makes pain-signaling nerve fibers overexcited and 
pain sensations much more intense than normal. 

Treatment
Treatment begins by learning strategies that help 
prevent flares such as avoiding warm weather, stay-
ing in comfortably cool environments, elevating the 
feet and using fans.  Frequent exercise like swim-
ming or other moderate methods also can help.

A number of different therapies help different 
people. With the guidance of knowledgeable 
physicians, people with EM can systematically try 
various drug therapies until one is found that 
helps. TEA’s 2008 Member Survey showed that 
most respondents who reported good results 
used one of three kinds of drug therapies—an-
ticonvulsant medications, SNRI antidepressants 
or non-steroidal anti-inflammatories (NSAIDS), 
which are over-the-counter pain medicines.  
Other categories of drugs helped some others 
including prescription pain medications, anti-
histamines, and other kinds of antidepressants. 
Supplemental magnesium, acupuncture, and 
Lidocaine patches helped still others. (Join TEA  
at www.erythromelalgia.org to read the full  
results of the 2008 Member Survey.)

A strong word of caution about the use of 
cold water soaking, icing, or any form of artificial 
cooling. Although cooling may seem to be the 
most obvious action and may bring immediate 
relief, it can create other serious problems from 
increased flaring to skin tissue and nerve damage, 
frostbite of varying degrees, or severe ulcers that 
can take long periods to heal. 

The painful, hot redness most often affects feet 
and legs, but also may appear in the hands, face, 
ears, knees, or other parts of the body. 

Affected areas can be red to purple in color, 
perhaps swollen, and hot to the touch.

EM patient’s feet during a flare. 

Erythromelalgia (EM) is a rare 
neurovascular condition that most 
commonly affects the feet, but may also 
occur in the hands, face, or other parts 
of the body. The term “neurovascular” 
indicates that both nerves and blood vessels 
are involved. The three hallmark symptoms 
of EM are:

	1.	 Redness, caused by excessive blood  
		 flow to the area

	2.	 Heat, meaning that the skin will  
		 feel warm or hot to the touch

	3.	 Pain, which may range from mild  
		 tingling to severe burning

Additional symptoms may include swelling 
or changes in perspiration, and the skin 
may be cold and/or bluish purple when not 
actively flaring.  

EM flares may be intermittent or 
continuous and are most commonly 
triggered by warmth, physical activity, 
or stress. Flares are generally relieved 
by cooling the affected area; however, 
extreme measures such as soaking in 
cold water or use of ice packs are not 
recommended as they can damage the skin 
and worsen the condition. 

•	 The term “erythromelalgia” derives  
	 from the Greek words erythros  
	 (redness), melos (limb or extremity),  
	 and algia (pain). An alternate name is  
	 “erythermalgia,” which incorporates  
	 the Greek word thermos (heat). 

•	 EM is considered a rare disease, with  
	 estimates of affected people ranging  
	 from 1.3 to 15 per 100,000. 

•	 Studies have found EM to be more  
	 prevalent in women than men. 

•	 An estimated 5 to 15% of EM cases  
	 are hereditary, caused by mutations of  
	 the SCN9A gene. 

•	 Primary EM describes cases not caused  
	 by another disease. Most cases of EM  
	 have no identifiable cause.

•	 Common causes of Secondary EM  
	 include blood disorders, peripheral  
	 neuropathy, autoimmune diseases, and  
	 nerve damage. 

There is currently no cure for EM, nor a 
single treatment that works for everyone. 
Many treatment options are available, 
and a trial-and-error approach is often 
recommended. 

TEA’s newly designed website, erythromelalgia.
org, contains a wealth of resources aimed to 
educate and support those affected by EM. A 
key component is its growing library of almost 
100 Medical Articles, where you can sort by 
category—General, Treatment, Research, 
and EM/Raynaud’s. Each article is concisely 
summarized for easy browsing. “In the News” 
articles, FootSteps newsletters, and the Research 
Timeline, a chronological list of major scientific 
findings, will help keep you up to date on all 
the latest EM news. 

Aided by members around the world, TEA has 
compiled a Physician Directory, an international 
list of doctors who treat EM, searchable by 
location. On the Member Stories page, members 
have shared accounts of their individual EM 
journeys. The website also features a Q&A with 
two leading EM researchers, results from the 
2008 Member Survey, and details about TEA’s 
2012 Art Contest “Paint Your Pain.” The winning 
entry “EM” is on the cover of this brochure, 
courtesy of artist Andrea Davenport.

Members of TEA and those who join TEA while 
online may access the Member Directory. TEA 
provides this directory of 
members, who have 
agreed to be listed, as 
a service for members 
who would like to 
meet others with 
EM. In addition, 
TEA hosts a 
Facebook page, 
which provides 
the latest EM 
news as well as 
an opportunity 
to connect with 
others through 
social media.


