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Special Edition
2008 Member Study Results

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.



| Summary

Respondentsto this survey were:
U 96% Caucasian
U 80% female
O 77% within the age range of 41-80
EM is very distinctive
U 99% of sufferers experienceflares, primarily in their feet (95%), but also in their hands (54%) and/or
face (31%)
U Ofthe 95% with foot flares:
B 40% flare only in their feet
B 29% flare only in feet and hands
B 25% flare in all three: feet, hands and face
B 6% flare only in feet and face
93% experience burning and redness in affected areas
96% experience regular flares if their environment is not controlled
85% experience pain at the skin level and 56% also feel pain deep into their body
97% feel their condition is exacerbated by weather conditions, primarily heat

97% have been diagnosed with EM by a doctor; 58% of these credit themselves with helping the doctor
determine the diagnosis

87% feel certain things trigger flares [of those answering yes: 82% identified exercise, 49% taking a
shower, 45% elevated emotions, 44% alcohol, 36% certain foods]

Yet the disease appears to follow few patterns

Any age person can be affected

Symptoms start across all ages about evenly

Only 28% report symptoms starting with a defining event

57% report symptoms steadily worsening, but 17% report symptoms improving over time

64% report no period of even a few days in which they have been symptom-free

60% indicate at least some ability to control their symptoms, mostly by altering the temperature or
airflow of their environment

53% have a separate condition which accompanies their EM, 34% do not

Although no single other condition stands out, Raynaud's is the most frequently reported, appearing in

42% of those who named another condition (or 20% of all survey respondents), followed by peripheral
neuropathy at 29% (13% of all respondents) and thyroid disease at 25% (11% of all respondents)

U Only 46% report their perspiring as normal even when not flaring; another 38% can't sweat at all, and
that number swells to 88% during flares

O Norelationshipwas found between symptoms and age, gender, whether another conditionis present
and the ability to control flares

There does seem to be a genetic component to the disease

O 5% have a relative diagnosed with EM, and another 20% suspect that a relative has EM symptoms

U These percentages are enormous considering how rare the disease is in the general population

No treatment works consistently for all diagnosed with EM; although 79% aggressively seek treatment

U Anticonvulsants' have the greatest effect among prescription medicines, helping 43%, followed by
SNRI's?at 23% and NSAID's* at 21.7%

U Supplements/regimens and invasive therapies were credited as helpful by fewer respondents, but
some provided comparable relief among those who did use them, particularly the Mayo Clinic's
compounded topical cream (containing 1% Amitriptyline/5% Ketamine in a Plo Gel), magnesium
supplements and acupuncture

Only 26% of respondents feel confident that their doctor knows enough to diagnose and treat EM for others;
49% believetheir doctor is not educated enough to do so

NOTE: For all subsequent slides" N=" refers to the nhumber of responses used
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Respondent Age
I

N=318
53%
40% - 38.1% 38.7%
27% -
13% - 11.6%
8.2%
3.5%
0% T T T
Under 20 2140 41-60 61-80 81+
Ethnic Background
02008 N=405 02003 N=222
97.7%
Caucasian
95.6%
| Other/Multi-Racial 5
/' Asian/Pacific Islander 4
Black/African-American 3
2.3% Hispanic 2
Other Native American 1
4.4% Decline to Respond 3
0% 20% 40% 60% 80% 100%
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Gender

93%

79.8%

80% -

67% -

53% -

40% -

27% -

13% -

76.1%

02008 N=410 @2003 N=222

20.2%

23.9%

0%

Female

Male

Medical Research Participant

Would you be willing to participate in medical research concerning EM if the opportunity
presented itself?

80%

715.9%
02008 N=408 ©@2003 N=212
67% -
54.7%
53% -
40% - 36.3%
27% -
16.5%
13% B 7_5% 9.1%
0%
Yes Maybe No
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Age When Symptoms Emerged

At what age did you first become aware of your Erythromelalgia (EM) symptoms? N=423 |

30%
20.6%
15% - 12.8%
0, [} —_—
10.2% 11.1% 11.1% )
7.6% 8.0% 8.1%
4.7% H 52%
0% T ’_‘ T T |_‘ T T T T
Under 1824 2530 3135 3640 4145 4650 5155 56-60 60+
18 years years years years years years Yyears years
old old old old old old old old

Defining Event Starting Symptoms

Do you feel your symptoms started after some sort of defining event like trauma or change in

your life? N=423

67%
53.7%
53% -
40% -
27.6%
27% -
18.7%
13% -
0% T
Yes Sort of No
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Progression of Symptoms

| How have your symptoms changed since you first became aware of them? N=412

Symptoms have
generally

17.0%

improved

Note: 54% indicate that their
symptoms often fluctuate.

Symptoms have
generally stayed
the same

26.5%

Symptoms have
generally gotten
worse

56.6%

0%

20% 40%

60%

80%

Symptom-free Days

were symptom-free? N=401

Since your EM symptoms started have you had periods of more than a few days where you

70%

60% -

50% -

40% - 35.9%

30% -

20%

10% -

0%
Yes

No
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Accompanying Conditions

Other diseases can accompany EM, either in a primary role or a secondary role. Which of the
following applies to you? N=418
EM is my only condition 34.2%
EM is my primary condition, but | have
. 29.7%
another disease
| am sure | have another condition, but 48%
it has not been confirmed by a doctor
My primary condition is another 18.4%
disease, my EM is secondary
Uncertain 12.9%
0% 10% 20% 30% 40%
EM Di I
Please indicate which of the following statements applies to your EM diagnosis.
(Select all that apply) N=422
I have been diagnosed with o
EM by a physician | 40.8%
I have been diagnosed with |
EM by a physician through 32.7%
my own efforts
1 am self diagnosed, but o
confirmed by a doctor 23.9%
Self diagnosed 92%
1 have symptoms but no o
diagnosis :l 52%
My diagnosis has been |
supported by genetic j 1.7%
testing
None of these apply to me :| 1.0%
0% 10% 20% 30% 40% 50%
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Time From First Symptoms to Diagnosis

Approximately how long did it take you or the medical community from the time you first had
EM symptoms until you had an accurate EM diagnosis? N=420

30% 27.9%
22.9%
20.0%
20% -
11.4%
10% - 9.5% 8.3%
o% T T T T T
Under one 1-2 years 3-5 years 5-10 years More than 10 | still don't
year years have an
accurate
diagnosis

Blood Relatives with EM - Diagnosed

Do you have any blood relatives that have been diagnosed with EM (or any of the other
diseases mentioned on page 8)? N=422

70%

60% - 57.1%

50% -

40% -

30% -
21.1%

20% - 17.1%

10% - 4.7%

0%

Yes, EM Yes, other disease No Not sure
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Blood Relatives with EM - Undiagnosed

Do you think any of your blood relatives have EM symptoms but have not actually been
diagnosed with EM? N=422

50%

46.4%

40%
33.8%

30%

19.8%
20%

10% -

0% T T
Yes Not sure No

Blood Relatives with EM

List your relations that have been diagnosed with EM or who you think might have EM
symptoms. N=82

Mother | 37.8%
Sister | | 20.7%
Grandmother | | 14.6%
Aunt or great-aunt |12.2% Note: 65% of relatives are
Niece -:I 8.5% female, 31% are male.

Daughter [ ]7.3%
Granddaughter 4.9%
Father | 19.5%

Brother |13.4%

Uncle or great-uncle 6.1%

Son, Grandson, nephew 6.1%

Grandfather 4.9%

Cousin [ 17.3%

0% 10% 20% 30% 40%

50%
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Location of Flares

Please indicate in which of the following locations you experience painful flares which you
attribute to your EM. (Select all that apply) N=423

Feet | 95‘%1

Hands | 54%

Face |31%
Legs 11%
Ears 10%

Knees | |5%

Ams | 4%

Other 12%

0% 20% 40% 60% 80% 100%

Control Over the Frequency of Flares

Based on actions you take to control your environment, how much control do you have over
the frequency of you EM flares? N=412

50%

42%

40% -

30% - 28%

20% + 17%

13%

10% -

0% . . .
A lot of control Some control Very little control No control
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Frequency of Flares w/No Intervention

If you did NOTHING to control your EM flares, how often would you experience a flare-up?

N=418
50%
43%
40% -
30% -
20% - 18% 17%
10
10% - o 9%
3%
0% T T T T
Less than 1-2 times/ 34 times/ More than 8 On and off all Too hard to
oncel/day day day times/ day day predict

Degree of Pain During Flare Up

of pain you feel during a flare up. N=423

Please indicate the worst degree of pain you might feel during a flare-up and the typical degree

[JNo pain [ Slight pain [0 Moderate pain Intense pain @ Excrutiating pain ‘

Typical degree | 4P4:14% 529

Worstdegree | 4%

16%

0%

20% 40% 60%

80%

100%
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Level of EM Pain

At what level would you say you experience your EM pain? N=400

50%

40%

40% -

30% -

20% -

45%

11%

10% -

0% .

Skin level Deep into my body Both

Type of Pain with Flares

Please indicate the type of pain you experience with your EM flares.
(Select all that apply) N=420

Burning with redness

Pins and needles sensation

ltching

Achy pain

Stabbing pain

Sharp pain

Burning pain without redness
Walking on broken glass sensation
Swelling and or tightness/pressure

Other

| 939

| 50%

 ]30%
 28%
 ]26%
L 125%
L 124%
2%
[2%

11% See Appendix 3 (p. 26) for “Other” detail

0% 20% 40% 60% 80%

100%
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Perspiration

| Which of these choices most closely describes your perspiration (sweating)? N=419 |

| Excessive O Normal @ Reduced 5 Nonhe |

46%

During a flare-up 34%

0% 20% 40% 60% 80% 100%

Weather Conditions and EM

Which of the following weather conditions, if any, cause or exacerbate your EM flares?
(Select all that apply) N=376

Heat (> 65 degrees) 193.9%
Humidity | | 50.3%
Change in seasons | |23.8%
Cold [T 9.5%
Rain _:| 10.2% Note: Data is from the 97% who said weather

conditions exacerbate their conditions.

Dry conditions | ]4.5%

_ *Change from cold to warm
*Change in barometric pressures
0,
13.5% *Heat above 55, any type of direct sun
. ) *Rapid temperature changes
Direct sunlight | 132% -Stale stagnant air

Other [|16%

Windy conditions

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%
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EM Triggers

Have you established that certain things you do can trigger your EM symptoms or make them

worse? N=420

100%

90% - 86.9%

80% -
70% -
60% -
50% -
40% -
30% -
20% -
10% -

5.7%

7.4%

1

0%
Yes

No

Not sure

EM Triggers

(cont’d)

Which of the following do you feel might trigger your EM symptoms to occur?
(Select all that apply) N=391

Exercise / Physical exertion

182.0%

Taking a shower

| 49.2%

Elevated emotions (stress)

Alcohol

135.7%

Certain foods

Sleeping habits

[31.0%

Mental exertion

Eating habits |

Standing or walking |

Wearing shoes and or socks |

None of these

Other

T 1143%
T 113.3%
]4.4%
13.1%

145.1%
|43.5%

11.3%

See following slide for
details.

/

14.1%

0%

20% 40%

60% 80%

100%

FootSteps Summer 2009 15




wealo Apoq 1o Bnip Jojeie[iposep

pag ul siayuelq Auew 0o]

Bunjows

paqg ul Buld] ‘umop je3) ypm Bunys
‘sealbap g9 aAoge alnjeladws) Wooy
ajel Mesay ul sbueys Aue Bunssy

Apjoinb 00}
dn wuem | JI INT 186 | usy} ‘Buiyoue|q
sesned s80) Aw Ul s pheuley

ale
INT 1966111 sAemje |Im apis Awl coAmc_\_m_
10 ‘Juapuadap sba| :'6'3) |euoljIsod
auols)sabold Jo shep z| AN
uonoaU|
saysel} JoH
uolejussaid e
Buinib uaym ayI| passans usym ‘sed
10 dojde| e sy 108lqo wem e BuipjoH
dn juiod ss0] yum dn 1984
P3ISA0D 10 39BJINS WIBM U0 1934

jeay Apog pajeAs|3

awl} Jo spoliad

Buoj 10) Bumis ‘sabetansq joy BupuL
(swealo

you Jo asn Buipnjoul) 198} Bulisrod
saoe)Ins

181J0S uo Bunus usym :(Buiysem

puey) Jajem Buiuuni yum joejuo)d

sassaldwod 921/pjoD

s9nuIW M)
e uey} aiow lJoj Buipuels ‘1ano Buipusyg

13yjesm p|od Ul SISA0D

paq Japun lo passalp Ajuwiem Buisg
ainjeladws) jusiquiy

i

Buiusas sy} Ul joy/uiem 1ob ss0) os|y

wJem Asyy se salejl N3 - PIOD
Aljeal 196 0} 198} 10 spuey Aw Buimo|y

(2) squuij jo uoleAs|3

() leamyoo] Jo adA |

(g) aoeld wiem e ul Buieg

(9) ureq joyseds/gny JoH

(9) wbiuns 10211p 0} ainsodxg
(/) p@ieAs|e jou/umop sba

£,1N220 03 swoidwAs [T 1noA 18bb1} Jybiw (881 nok op BuImol|o) ayj JO YIIYAA

sasuodsay (I, :SIISSU],

FootSteps Summer 2009 16



EM Treatment

affects your EM.

Please rate how aggressively you treat your EM condition or ancther primary condition that

5= Very aggressively 4=Aggressively 0O 3=Somewhat aggressively
O 2=Passively [ 1=Not at all

Treating another
primary condition
N=216

22% 16%

Treating your EM

symptoms N=394 Sk

Treatments Over Time

to lose their effectiveness over time? N=396

Have you found that some treatments are effective at reducing symptoms for a period of time, only

40%
34%
30% -
23%
20% -
14%
12%
10%{ 9% 8%
0% T T T T
Yes, that Yes, that Yes, that has Maybe, toa No, that has Not sure
happens all happens happened small degree never
the time sometimes happened
with me
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Medication Relief

| Please RATE each medication or treatment's effectiveness for treating your EM symptoms. |

Percent expressing “Good” or “Moderate” relief shown in this chart

Anticoagulants N=25 |52.0%

Perscription Pain Meds N=42 | |76.0%

Tricyclic Antidepressants N=40 | 150.0%

NSAIDS N=56 | |62.5%
Antihistamines {(OTC) N=40 | |49.0%
Anticonvulsants N=119 | |80.0%
SNRI 's N=70 | |76.0%
Beta Blockers N=34 | |44.0%
0% 2(;% 4(;% 6(;% 80|% 100%

Most Successful Supplement/Regimen

With which of the following topical creams, supplements and/or regimens have you had the MOST
success in treating your EM symptoms or your primary condition? (Select NO MORE THAN 4) N=308

This graph shows the percentage of respondents selecting the listed item.

Magnesium | 14.6%
Lidocaine patches |13.0%
Acupuncture |12.7%

Mayo - AMUKET [—————Js:s%
Alpha Lipoic Acid _:I 3.9%
OTC capsaicin cream _:l 32%
Fentanyl patches _: 3.2%
Biofeedback [T02.3%

Prescription capsaicin cream [ ]19% ‘Hypnosis ()

External stimulation unit like TENS 1.9% "EMLA cream (1)
Magnets % *Doxepin cream (2)
Other [=1.3%

0% 5% 10% 15% 20%
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Supplement/Regimen Relief

Please RATE each topical cream, dietary supplement or regimen's effectiveness for treating
your EM symptoms.

Percent expressing “Good” or “Moderate” relief shown in this graph

Lidocaine patches

N=39 38.5%

Magnesium N=34 |67.6%

Acupuncture N=32 |65.6%

Mayo Cream -
AML/KET N=16

Alpha Lipoic Acid N=8 25.0%

0% 20% 40% 60% 80% 100%

|68.8%

Most Successful Invasive Treatments

With which of the following invasive treatments have you had the MOST success in treating your EM or

primary condition symptoms? (Select NO MORE THAN 3) N=257

Spinal cord or peripheral stimulator implantation |9
10% capsaicin application |5
Lidocaine infusions |5

Spinal block/lumbar/epidural or cervical blocks 4

Pain pump 2

Radio frequency lesioning []1 Number indicates how many
i respondents selected the

Intravenous immunoglobuin (IVIG infusions) | ]1 treatment

V beam light treatment [ ]1

Remacaide | |1

REMICADE 700mg every 8 weeks [ |1

Counts

15
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Doctor Able to Diagnose and Treat EM

[ Do you think your doctor is educated enough to diagnose and treat others that may have EM? N=409 |

60%

50% 49.1%

40% -

30% -
26.2% 24.7%

20% -

10% -

0% . .
Yes Maybe No

Survey Relevance for Respondent

Please rate how well you feel this questionnaire provided you the opportunity to characterize your EM
experience? N=400

50% 46.8%

40% -

30% 4 29.0%

20.3%
20% +
10% -
3.5%
0.5%
0% T T T T
Very well Well So so Not very well Not at all

FootSteps Summer 2009 22




To view the raw survey results, visit the web link below.

Of particular interest, all the write-in responses can be viewed at this site.

Note, however, that some of the bar charts will not match those in this
summary. Some respondents relied on the fill-in boxes to respond to
questions or otherwise elaborate on their conditions or treatments. As a
result, the “Other” categories for those questions were artificially inflated,
and some of the response options were undercounted.

This summary reflects adjustments based on what people wrote when
given the opportunity to complete open-ended “Other” lines; the web link
shows only the data as originally entered.

http://app.sqizmo.com/reports/2747/40761/YS11X69R3L J3IB6AYCS8HHRB7H090YB/

Please see following pages for Appendices
noted on eatrlier slides
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Appendix 1 Drug types — notes from p. 18

'Anticonvulsants — 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).

2SNRIs (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).

¥ 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).

“ Prescription pain medications — drugs with sedative or narcotic effects similar to those
containing opium or its derivatives. Drugs include Duragesic (fentanyl), Utram (tramadol).

® 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).

¢ 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).

" 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).

& Anticoagulants — substances that delay or prevent the clotting of blood. Drugs include aspi-
rin, Coumadin (warfarin), Liquaemin (heparin), Plavix (clopidogrel).

®Calcium 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).

® 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 3

uolnesuss sy201 Uo Bupjiepn

UDS JJO pauing Yum aily uo Bupjiepn
sI9)s1|q Uo Bupjiepn

pues joy Buiuing ul daap-apjue Bujiepn
UIS 10y 3|geuoiuosun

S9UOIML

Hds o) Apeal s|@a) UNS

Buiflo pue BuIyLAA

Buising

‘pauels

lle 3 81aym 3004 Jybl Aw o |leq ul uled
2oe} U0 A3 wol) uled snuis

199) Aw

JO swoneg ayl uo uing jeydse ue ayI
sawlswos

squi Aw ul 8yoeyjoo} peq e 8| S|
sBa)

lo/pue swiie ul Buiyoe pue ssauiresH
}sing |jim Asyy 91| |93} Sapjue pue 1984
[[ews 00} sazZIs /€ Sl S| S|93) UIMS
‘S])|0g/SINU [e1BW Uo Bupjiem wi,| a1 s|ee4
Buiuing ‘Buiyoy ‘ysel

a|pau Buibuns ‘yuing ‘ysaly mel jo Bulsad

199} JO wonoq
uo sia)sl|q |njuied abie| jo Buleay

all} uo bBuiag jo Bulpa4y

ured mel pue ‘yjes) ‘euoq [eloed
AJIAIISUSS UDS aWalX]

uled auoq dsaq

suolnesuas Buymel)

Buidwein

199} JO wopoq pue sa0} ul uled Buizzng
2l0s A|qIipaJoul 198} JO wonog

193] 1ano palnod pioe Buljlog
sbuns-ssg

199} payoualp

auljoseb 0} payonoy si Yo1o} Mo|q JaYY
sauo)s dieys a1 s|es) 1adien

spunom uado
8} ol pagani jjes usyy g Jo paddul
usaqg sey ups jo 1she| e oy s|gs4

(¢) 1o paddu
uaaq sey uns Jo lake| e ay| s|ea4

(¢) uied Buiysnip
(1) 1984 Ul UOIIESUSS [BOL}O8|T
(g) BuiggoiyL

‘sale]) INT InoA yum aousuadxa noA uied jo adA) syl sjeoipul ases|d

sasuodsay JoyuQ, ureJ jJo adA 1

FootSteps Summer 2009 26



“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

A 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 Kidon

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
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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



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.

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-

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.

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, |
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

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.
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The Benadryl seems to con-
strict blood vessels and
keep them from flaring and
the Aleve decreases the dis-
comfort.

| also wonder if others have
found that flares happen
less often when fighting an-
other illness. Mine went
away when | had pneumo-
nia.

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