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Welcome to our 2003 Fall/Winter EDS TODAY NEWSLETTER.

This issue focuses on the subject of depression. Depression is often
pushed into the background, not only in the EDS community, but
also in society at large. It's not an easy topic to discuss because
there is a great deal of shame and embarrassment associated with
depression. In this issue, we try to shed some light on depression,
to bring it out into the open. We hope that if you are suffering from
untreated depression, you will find useful information and encour-
agement in this issue and seek the help you need, if necessary. You
are not alone. EDS Today thanks all the contributors to this issue.
They have had to dig deep and face their own depression in order
to write about their experiences. Taking about depression can be
difficult, and we applaud them all for their courage.

Speaking of “tender subjects,” | am sure you are aware by now that
EDS Today is funded strictly by contributions and staffed by vol-
unteers. As the Holidays approach, you may be thinking about gifts
to send your loved ones. This year, why not send them a subscrip-
tion of EDS Today? Keep them informed about what is happening
in the EDS community and help them learn about EDS, whether
they have EDS themselves, or just care about someone who does.
You can aso make gift donations in someone’s name. EDS Today
is a 501(c)3 non-profit organization and contributions are tax de-
ductible to the extent alowed by law.

As you read this issue, watch for the Iris, Rose, and Sunflower do-
nors who have made this newsletter possible over the years. We
thank them and thank you for your contributions to the newsl etter.

Stay warm, stay healthy and most importantly have a peaceful and
joyous new year!

— Christine Phillips Publisher

EDS Today Staff:

Publisher: Christine Phillips

Editor: Barbara Uggen-Davis © October 2003

; i EDS Today
Associate Publisher: Cathy Bowen PO Box 88814
Board Member: Laura Hague Seattle, WA 98138-2814

Board Member: Bonnie Heintskill

Inside thisissue:
Survival of an Aortic Trauma
Patient with Ehlers-Danlos
Syndrome Type IV: A Case
Report

Featured Topic

Depression and EDS 5
Regular Columns
Coping Strategies 14
Hidden Disabilities 16
Laura’'sLibrary 17
Brace Yourself 19
Poems 20
Massage Therapy 21
Announcements 24
Service Dogs 26
Reader to Reader 28
Recipes for Health 31
Mail Bag 32
Memorials & Tributes 35
Types of EDS 37

S iog
P> %



Survival of an Aortic Trauma Patient With
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Ehlers-Danlos Syndrome Type | V: A Case Report
Max P. Levine, MD, Danville, VA, Journal of Vascular Surgery,
December 2000, Volume 32, Number 6
Reprinted with Permission

Abstract:

hlers-Danlos syndrome type IV is the most

lethal variant of that illness and is associated
with fatal large vessel arterial hemorrhages. The lit-
erature reports only two survivors of elective aortic
surgery and two survivors of spontaneous aortic
hemorrhage. This article presents a 14-year-old boy
who had aortic and vena cava blunt trauma and sur-
vived. (J Vasc Surg 2000;32:1219-21.)

Ehlers-Danlos syndrome (EDS) is a rare genetic
connective tissue disorder with 12 known types. It
was first described in 1682 by Job A. Van Meeker-
en' in a 23-year-old Spaniard who could pull his
right pectoral skin to his left ear.? In 1901, Ehlers?
a Danish dermatologist, reported it, and in 1908,
Danlos,* a French physician, aso reported it. Pope
et a® revealed that the defective synthesis of type 11
collagen was due to amino acid abnormalities in the
gene COL3A1. The lack of adequate collagen oc-
curs throughout the body, causing hollow organ and
bowel perforations, easy bruisability, translucent
skin, hypermobility of joints, and other, less com-
mon phenotypic presentations. In 1960, Mories® re-
vedled the fatal nature of the arteria involvement.

The most lethal form of the condition is EDS type
IV, described as the ecchymotic or arterial variant
by Sack’ in 1936 and Barabas® in 1966. The overall
incidence of EDS is 1:150,000;* type IV accounts
for only 4% of the total but is associated with diffi-
cult-to-treat arteria pathosis and dramatic bleeding
fatalities.® Aortic disruptions are responsible for
many of the deaths in type IV cases, with only four
reports of successful elective or emergency aortic
surgeries.’o*

* [EDS Today Editor’s Note: Current incidence of
all EDS types is estimated at 1:5,000 to 1:10,000
and type 1V between 1:50,000 to 1:100,000.]

Case Report

A 14-year-old white boy who had been kneed in the
abdomen while playing basketball presented with
abdominal pain and shock to the Danville Regiona
Medical Center emergency room in May 1993. With
a presumptive diagnosis of ruptured spleen, he was
taken to the operating room where massive hemop-
eritoneum from two separate tears in a remarkably
small infrarenal abdomina aorta and inferior vena
cava were controlled with sponge sticks and laparo-
tomy sponges.

The right common iliac artery was nearly evulsed
from the bifurcation and was repaired by beveling
its media wall and anastomosing it to the medial
wall of the left common iliac artery with mattress
sutures of #6-0 Prolene (Ethicon, Inc, Somerville,
NJ). The vertical injuries in the aorta, inferior vena
cava, and stump of the right common iliac artery
were closed with interrupted #6-0 Prolene mattress
sutures. Consideration was given to using various
pledgets to aid control, but the application of Sur-
gicd (Ethicon, Inc) and compression was effective.

The patient lost more than 8000 mL of blood and
received 12 units of packed red blood cells, 3000
mL of cell-saver blood, 40 platelet packs, and 6
units of fresh-frozen plasma.

The patient had a difficult postoperative course,
marked by a need for prolonged intubation, adult
respiratory distress syndrome, and ileus. He was ex-
tubated in 2 days and soon developed a left lung
pseudomonas aeruginosa infection and pleura effu-
sion with temperatures of 103 to 105°F, requiring
intubation and total parenteral nutrition. He was re-
ferred to the pediatric surgery service at Duke Uni-
versity Medical Center where he had a skin and sub-
cutaneous dehiscence, intra-abdominal sepsis, and
enterocutaneous fistula, which closed spontane-



oudly.

The Duke University genetics service obtained a
skin biopsy showing a deficiency of type Il colla
gen, characteristic of EDS type IV. Three months
postoperatively, hepatic artery and left common iliac
artery pseudoaneurysms were ablated by an-
giographic coil embolization. Six months after sur-
gery, the abdominal aortic ultrasound scan showed a
vessel with a transverse diameter of 13 to 15 mm.

In the nearly 7 years since these events, the patient
has matured normaly and now attends college,
where he avoids contact sports and takes a gram of
vitamin C daily. The Pediatric Genetics Clinic at the
University of North Carolina-Chapel Hill has docu-
mented a family history of EDS type IV; the mother
survived an ileal perforation that was treated with
primary closure and, 3 years later, a spontaneous
colon perforation that was handled by a Hartman
procedure. The maternal grandfather survived sur-
gery for a ruptured splenic artery aneurysm, but a
maternal uncle died from a splenic hemorrhage after
an elective Nissen fundoplication with tissue de-
scribed as “fragile.”

Discussion

The diagnosis of bowel perforation or intra-
abdominal hemorrhage in a patient with EDS type
IV may be missed unless there is a known family
history or there are obvious phenotypic features. A
dender individua with blue-tinged sclerae, hypere-
lastic skin, and hypermotile interphalangeal joints
fitsthe bill. Other cluesin the history are easy bruis-
ability, especialy in pregnancy; unexpected tissue
fragility; hemorrhage during routine elective proce-
dures; and poor healing of incisions with papyrus-
like skin.*

In 1987, Cikrit et al*? reported EDS type |V patients
with spontaneous perforations of arteries, among
which were 12 aortic perforations; the authors com-
mented that “all of the ruptured aortic hemorrhages
have been fatal.” Gertsh et al,** however, presented
the successful resection of a ruptured abdominal
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aortic aneurysm in a 52-year-old white man who
had EDS type IV in 1986. They also stated that
“aortic hemorrhage was lethal in all reported cases.”
In 1988, Sery et a** documented the successful re-
section of a “spontaneous rupture and dissection of
the abdominal aorta’ in a 16-year-old boy with EDS
type 1V; they used an aortic bifurcation graft.

The literature details two successful elective aortic
reconstructions in cases of EDS type V. Burnett et
al™® resected a stable abdominal aneurysm in a 17-
year-old boy said to have type Il or mitis EDS in
1973. Mattar et a*® saved the life of a 24-year-old
woman with intact aortic and bilateral iliac aneu-
rysmsin 1994.

Berquist® reviewed all possible reports of vascular
complications in EDS type IV up to 1996, and he
confirmed enough details in 112 cases to verify the
diagnosis. No additional survivors of spontaneous
aortic hemorrhage or elective aortic resections were
noted.

There are several articles expressing concern about
the complications of diagnostic angiography and the
technical error of applying aortic clamps for vascu-
lar control in EDS type IV patients. Cikrit et a'?
stated that conventional arteriograms have “been
associated with a 67% complication and a 17% mor-
tality rate.” A more recent article by Freeman et al*®
covers the period 1975 to 1999 and states that “18
patients underwent angiography with three (22 per-
cent) minor complications and 1 (5.6 percent) mor-
tality.” Perhaps the current use of small catheters
accounts for the difference. Diagnostic information
may be more easily obtained now with color flow
ultrasound, magnetic resonance imaging, and intra-
venous digital subtraction angiography.

Because few surgeons have any experience with the
operative care of these patients, the technical details
recommended are innovative and anecdotal. The
aortic clamp proves to be an extremely dangerous
instrument, providing initial vascular control but
clearly causing further exsanguination by tearing the
aortic wall. Our patient was fortunate; he survived



because of his youth and perhaps because of the use
of handheld sponge sticks and bulldog clamps rather
than aortic clamps. Using loop magnification and
fine monofilament sutures placed in a horizonta in-
terrupted manner, with or without pledgets, seems to
be the preferred technique for vascular repairs in
true EDS type IV patients. Vessel loop and internal
balloon control are also advised.

This review found two previous survivors of acute
spontaneous aortic hemorrhages and two survivors
of elective aortic resections in EDS type IV. This
patient is the first documented survivor of abdomi-
na aortic injury with active hemorrhage in EDS
type V.

| thank Dr Keith Oldham and the staff at Duke Uni-
versity Medical Center, Durham, NC, for their care
of this patient.
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Our featured topic in the Spring-Summer
issue will be “The Decision Whether or
Not to Have Children.” This is your
newsletter and we encourage you to get
involved. Please send submissions to
EDS Today, PO Box 88814, Sedttle,
WA 98138-2814 or by emal to
info@edstoday.org.

Editor’snote: The views and opinions
expressed are those of the authors and
are not to be construed as an endorse-
ment by EDS Today.

DEPRESSION

Walking down the street,
Everyone looks more real than me.
They al have a core, aplace, but me.
I mlostinafog, in adream....

At night | cant sleep, tired all thetime
And | cant eat, cant fill that emptinessinside.
Wish | could weep, then | d drown in the tears.

If | could just get my life together.
Youd think that | could get my life together
If I could understand how it all went wrong

--But what difference would that make?

Day after day goes by,
And it all seems the same.
Theres nobody else | can blame
And | m so ashamed of myself --that | fedl this
helpless.

Start out the day, already feeling gray.
Barely drag out of bed, cobwebs in my head.
Before | walk out that door,
| put on my happy face for the day,

Just like the other days.

No, | dont even dare get my hopes up again.
They d just let me down again.

| m better off, never hold a hope or a prayer,
Dont let them see you care.

Cant think straight, my memory s shot.
| cant concentrate, cant get anything done.
Just dont ask me to make up my mind,
| dont really care, it sall the sameto me.
| remember atime, wasnt all that long ago,
When any little thing made me smile.
| had a sense of direction, a purpose,
But now | wonder if 11l get it back, that sense of
myself.
| wonder if |1l alwaysfeel lost and adrift,
All numbed-out like this,
Or if those days are gone forever

Walking down the street,
Everyone looks more real than me.
They al have a core, aplace, but me.
I mlostinafog, in adream....

At night | cant sleep, tired all thetime
And | cant eat, cant fill that emptinessinside.
How | wish | could weep,

Then | d drown in thetears.....

© 2000 Cloutier, Louise.
“Depression.” Scent of a
Burnt Rose

Scent of a Burnt Rose, isa
music CD, by Louise
Cloutier, “for people in
recovery and/or living
with  chronic illness.”
The lyrics published here
are from the song,
“Depression.” For more
information about the CD, please visit the website
http://www.burntrose.comy  or write to Louise
Cloutier, PO Box 349, Evanston, IL 60204-0349.




EDS Depression Poll Results
By Barbara J. Uggen-Davis

he topic of Depression and EDS was sug-

gested by a reader of EDS Today. Before we
made a decision about using this topic, we did a
small, informal survey of people with EDS to find
out whether depression is common among the EDS
popul ation.

For people with EDS, depression can be caused by
the shock of initial diagnosis, chronic pain, de-
creased abilities, or biochemically or circumstan-
tially induced. Whether the depression is biochemi-
cal or circumstance induced, the symptoms can be
devastating.

Though more people are openly discussing depres-
sion, society still attaches a stigma to depression.
This makes it difficult for those with depression to
discuss their problems. We hope this issue sheds
some light on the topic and encourages those suffer-
ing from depression to seek help.

M ethods

An online poll, consisting of two questions, was
submitted to nine EDS email groups. The first ques-
tion asked whether or not the individual had experi-
enced depression. The second question listed typical
symptoms of depression and asked the individual to
select al symptoms that he or she experienced.

The poll results were tabulated for each email group,
then consolidated into one spreadsheet. Duplicate
responses, from people who participated in the poll
in more than one email group, were del eted.

Results

A total of sixty-six people participated in the poll.
An overwhelming majority of those respondents,
85% or fifty-six people, clamed to have experi-
enced some form of depression. Only ten of the par-
ticipants did not experience depression.

Participants who responded “yes’ to having depres-
sion were asked to indicate whether they experi-
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enced any of twelve possible symptoms. Over half
the respondents with depression, 53.6%, suffered
from seven or more of the listed symptoms.

The majority of respondents with depression experi-
enced the following symptoms:

86% - Sleep disturbances

79% - Low self esteem

77% - Self-doubt

70% - Mild depression

66% - Self-blame

64% - Changes in appetite

52% - Suicidal thoughts.
Less frequently reported symptoms were:

41% - Unable to accept love and support
41% - Other symptoms not listed
25% - Desire to injure self
16% - Causing physical harm to self
14% - Suicide attempt

Summary

Suicidal thoughts and attempts as well as a desire to
cause injury to oneself are some of the most danger-
ous symptoms of depression. While a minority of
the respondents had actually attempted suicide,
more than half of the respondents had considered it.
Early intervention and treatment of depression is
critical in preventing suicide and self-mutilation.

The most frequently reported and |ess serious symp-
toms may till have a devastating effect on one's
life. Again, early intervention and treatment of de-
pression isimportant.

While depression may not be a definite symptom of
EDS, it can be a potential side-effect of both chronic
pain and the life-changes associated with EDS.

If you are suffering from depression and are feeling
suicidal, please call 1-(800) SUICIDE or 1-(800)
784-2433. The suicide hotline is available twenty-
four hours a day, seven days a week. For a list of
local hotlines in your state, please visit the website
http://www.suicidehotlines.com/



Depression
By Paula Offutt

ello. My name is Paula, and | endure clinical

depression. No, that’s not quite right. | suffer
from clinical depression. Well, not exactly. | have a
condition called Ehlers-Danlos Syndrome and a
condition called Clinical Depression.

EDS is a genetic connective tissue collagen disorder
thing that | had nothing to do with. Depression is a
disorder thing that | had nothing to do with either.

Whileit istrue that depression did not give me EDS,
it could be said that EDS gave me depression. At the
least, it did not help any. Depression can range from
a blue day, to the winter blues, to suicidal binges. It
can range from thoughts of self-unworthiness, to
self-hatred, to extreme sadness. That makes it more
than just gloom and doom.

Let me back up some. Many years ago, when | was
in college, 1 had my first magor episode. | disliked
my body so much that | wanted to damage it. | had
not been diagnosed with EDS yet, other than the
typical ‘lose-weight’ theory. Been there, did that,
didn’t work. For a period of several months | tried to
hurt my body. Not commit suicide, but hurt myself.
Like, “run head first into brick walls’ kind of hurt.
My body was not my own; it had abandoned me to
join some Pain Cult.

| pulled out of that a different person. | finished col-
lege soon after, moved up "Nawth" to be with the
rest of the clan, and changed my last name. Paula
Johnson no longer existed. Paula Offutt did. A few
years later, Mom and | were diagnosed with EDS
Type I11, (Hypermobility). For a while, al was fine.
My body and | had a symbiotic relationship - it
needed meto feed it and | needed it to get around.

In 1992, 1 moved down here (North Carolina) with
my partner, Lorna. | had dreams of being a potter
and she wanted to see the mountains. By the time |
finished the production craft program, my body had
betrayed me. My body was starting to fall apart. |
hurt al the time in many places. Ever had your feet
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hurt all the way to your knees? My dream of being a
potter was no longer a possibility. | was unable to
hold afull time job, so my feelings of self worth and
being of use to my partner plummeted. | stopped
taking my meds because if | took them | would need
more, and that would cost money that | couldn’t
contribute. | stopped eating because it really was
Lorna' s food, not mine, since | hadn't purchased it.
They cannot hook me up to a “Pain-O-Meter” and
say, “Yes, you are in X amount of pain. We validate
your statements.” There was no way to prove how
much | hurt. Then one day, | found myself sitting on
the side of the bed with a big knife in my hand. |
was going to cut myself so that | could feel legiti-
mate pain, so that people could see the wound and
say, “that must hurt.” The pain would be my punish-
ment for being inadequate, for having a body that
was not “normal.”

| caught myself in time and threw the knife across
the room, then called my pastor. She put me in
touch with amental clinic where | began counseling.
The first thing they did was put me on medication. |
began to see through the fog. | went to group coun-
seling and got to hear from others who had thoughts
similar to mine.

Then last year, it began again. It actualy started the
year before but | didn’t seethe signsintime. | sat in
one place all day. | stopped taking my meds, even
though | now had Medicaid to pay for them. Taking
them would ease the punishment, and | didn’'t want
it to ease. | stopped bathing and caring for myself.
Some nights | slept two or three hours; other nights |
dept twelve or more. Finaly, several months ago, |
started counseling again. | had recently switched
physicians and the office had a counseling depart-
ment. After discussing my problems the first day, it
was decided to raise my medication. | now take two
medications and | am doing okay.

My point in sharing al thisisto let you know that if
you feel something similar to this - it's not your
fault. It's life. It's brain chemicals. It’s not aform of
punishment; you are not a bad person. Nor is it be-



cause you are lazy or anything like that. And it isthe
“Pain Cult.” Many live in chronic, never-ending,
“won’t it ever go away?’ pain that drains what little
mental strength we have. Know that you are not
alone. Our bodies and ourselves are not separate en-
tities, though we wish that they were. This pain can
send one to deep depths of depression, pits that
Seem too narrow to breathe.

The vast mgjority of people with disabilities have
had to adjust to life around them. Even those born
with their disability (and knew it existed) had to ad-
just to being different. For people with EDS, this
adjusting is complicated by the fact that it's not al-
ways the same problem. It depends on what we have
injured, what we have over-used, and what kind of
weather front is approaching. This variability makes
coping and adjusting very difficult.
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Not everyone needs medication. Most of the time
you just learn different coping mechanisms. At the
same time, those around you are also under mental
pressure. Your kids can’'t play ball with you and
don’'t understand why. Y our spouse wants to go out
to a quiet dinner, but your crutches clash with your
outfit. The list goes on. They aso should seek coun-
seling, if only to go with you once in awhile. Coun-
seling need not be with a Psychiatrist or a Social
Worker. Counseling can be found in support groups,
pastors, priests, and rabbis. Many cities and towns
have counseling agencies that charge on a dliding
scale. Medicare and Medicaid aso pay for it. If
nothing else, e-mail me at paula@holyroller.org and
I will listen. Just reach out beyond your walls and
get help. | did and look at me now! Well, okay, so |
am not a Poster Child candidate. But | have sur-
vived.

Coping Mechanisms
By Paula Offutt

oping mechanisms are the things we do that

help us “deal with it.” Some people wash
dishes when they need to think. Others cook to lift
their mood. Some write a letter they will never mail
to the person they just fought with.

Some coping mechanisms can also be unhealthy,
such as eating too much “comfort” food or using
alcohol.

To get past my pain, | tend to play computer games,
like "Zeus," "Pharaoh,” “Black and White" or
"Recoil". | play them to go places away from my-
self, making the pain seem further away. | build
towns and blow up things and other fun stuff. | also
read. | read lots of different genres from fantasy to
science fiction, and yes, even romance novels. Re-
cently, my saving hobby has been amateur radio. |
am KG4VPY.

Try finding a hobby. What part of your body still
works the best? Your brain? Read al you can, then
read some more. Learn a new word a day and try to

use it. Learn a new language. A study of nuns has
found that those that kept ajournal and continued to
read and learn were far less likely to get Alz-
heimer’s or dementia

Still got a hand that works? Write, type, hold a
book, knit, needlepoint — do something. Hand works
but not shoulder? There are a plethora of gadgets
and doohickeys out there to help with that.

Still walking? DO IT!! Walk often, especialy in
quiet areas like a park or an easy trail. Join a walk-
ing group. Start taking short hikes. Become a volun-
teer at the hospital.

Got a wheelchair? Read books to kids at the library.
Volunteer for an after school program and help kids
with homework. Stuck at home? Get on the Internet!
It's not as expensive as it once was. The amount of
information, the number of support groups and edu-
cational opportunities out there are amazing!

The best coping mechanism is to do something and
to find the joy in the doing, not the getting it done. |
know that once | plant some seeds, | may not be
able to come out and check them every day, but |
find joy in the doing.



Chronic Pain and Depression
By Laura Hague, Ph.D.

hronic pain and depression—these two un-

wanted guests keep inviting themselves into
the lives of people with Ehlers-Danlos Syndrome.
While the two are not necessarily making a mess of
your life at the same time, they are vandals sharing
the same breaking and entering tools. Both have to
be tackled at the same time if there is to be hope of
limiting their combined damage. In testimony before
Congress, the director of the National Institute of
Mental Health explained that “pain can cause de-
pression, and depression turns up the gain on pain,
making the pain less tolerable and moving it front
and center in the sufferer s life.”* Depression can be
successfully treated, though, no matter what its
cause.

Depression is nearly three times as common among
people with chronic pain as opposed to those who
do not have chronic pain.? According to investiga-
tors at the University of lowa, two-thirds of 252
chronic pain patients who responded to a question-
naire had been diagnosed with depression. Of the
remainder, 34% evidenced depression on the Beck
Depression Inventory, although they did not have a
diagnosis of depression. The diagnosis of depression
came prior to the diagnosis of chronic pan in 68% of
patients.® That may mean that depression often leads
to chronic pain. In another study of 18,980 people in
Europe, researchers discovered that 17% of the gen-
eral population suffer with chronic pain while only
4% have diagnosed depression. What startled these
researchers from the Stanford School of Medicine
was the finding that, of the people with diagnosed
depression, 43% aso had chronic pain. One of the
researchers expressed shock upon learning this, and
suggested that psychiatrists should perhaps be ask-
ing depression patients if they also experience
chronic pain. Patients who have both depression and
chronic pain may benefit most from antidepressant
medication that also treats the pain.*
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So, what does this mean for a person with EDS? If
you have chronic pain and are currently suffering
from depression as well, it does not matter to you
personadly if the chronic pain caused the depression
or the depression caused the chronic pain. What
does matter is that there is link between the two that
researchers are only now beginning to understand.
Researchers theorize that both pain and depression
travel along the same pathways in the brain. This
may be why there is so much overlap between de-
pression and pain.®

Some doctors, noting the link between chronic pain
and depression, will prescribe antidepressant ther-
apy for people who come to them complaining of
chronic pain. While there is not much evidence that
antidepressants significantly alleviate pain in people
without depression,® it is very important that people
who have chronic pain not hide any depression they
may experience. A recently released study suggests
that long-term antidepressant use by women with a
lengthy history of depression prevents memory loss
and poor concentration.” Needless to say, a good
memory and an ability to concentrate are very useful
in dealing with the everyday problems that EDS
brings. If you do get a prescription for an antide-
pressant, be sure that all your doctors know you are
using one, so they can adjust your other medications
to avoid drug interactions.? Tell the doctor who pre-
scribes the antidepressant about all of your EDS
symptoms, so your physician can choose a medica-
tion that will not exacerbate problems like constipa
tion or high blood pressure.’

Antidepressants alone are not sufficient to deal with
both depression and pain in people with chronic
pain. The right treatment for depression in chronic
pain patients includes pain relief.’® Medication is
only part of the recommended treatment for people
with chronic pain and depression. Dr. Hyman
warned the House committee that “for many there
can be avicious cycle of depression and disability if
people disengage from their normal work and family
lives. People with chronic pain should be encour-



aged to work and to retain responsibility at home at
the level their pain and underlying medical condi-
tions allow.”* Talk therapy, that is, therapy involv-
ing regular communication with a mental health pro-
fessional, is another important part of depression
trestment. Brain scans have revealed that antide-
pressants and talk therapy treat two different parts of
the brain. People who get talk therapy experience
better sensory integration and development of lan-
guage-related abilities than people than people who
get antidepressants aone.* There are different types
of talk therapy, too. When we think of talk therapy,
we often have in mind the traditional psycho-
dynamic-interpersonal therapy conducted by a psy-
chiatrist. However, studies indicate that cognitive-
behaviora therapy, which focuses on teaching new
behaviors, has the better outcome.”* Finally, do not
neglect to eat well. Depression has been connected
to low levels of several nutrients, including iron, B
vitamins, selenium, and zinc.*

It may seem to go without saying that people with
EDS are prone to depression. Pain itself is stressful,
and with it comes the constantly shifting limitations
that our constantly shifting bodies come up with to
make life, uh, “interesting.” And then there are the
demands to balance doctor appointments, paperwork
processing, family, work, and social expectations.
No wonder we get depressed! But we should not
resign ourselves to suffering with depression. De-
pression can be a serious, potentially life-threatening
complication in our lives. Unlike EDS, depression is
very treatable.

Take the free depression screening test at
www.depression-screening.org. You will get instant
results that will help you
know if you should talk
with a doctor about de-
pression.
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Except From “Deep Dark And Blue”

By Cathe B Alleger
http://catheb.com/books/pdfs/deep. pdf

What it startslikeis
Burning behind top lid of eyes,
Asif gasoline has been lit
Behind the sockets
With rotting melting flesh

Blocking tears.

My face melts
Softens, becomes
Moist to the touch.
No matter how many times | wash
| feel dirty.

The brain loses contact.
| placeitemsin the fridge
That belong in the bathroom.
The pet gets fed
Too much or someday
| have conversations

Forgettingwho it is| talk with.
My home number and the date

Become one.
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Dear Doctor
By Joyce Norris

Did you really mean to hurt me?
Do you know you made me cry?
Do you know the sting of your words,
Long after we said goodbye?

Did you really mean to hurt me,
When you could have helped?
A kind word, a caring thought,

| cant help the hand | ve been dealt.

Did you really mean to hurt me,
Someone who had alife,
With hopes and goals and dreams,
Now knowing just pain and strife?

Think before you speak, dear doctor.
Y ou only see what s wrong,
And not what used to be right,
Not right for so very, very long.

Think before you speak, dear doctor.
What of thelife | had?
Do you know the harm of your words,
Which rain down on one so sad?

Think before you speak, dear doctor.
How can we move ahead?
I m ready, willing, able,
But thoughts of you just bring me dread.

Learn from your patients, dear doctor.
They have much to teach you.
Open your ears, mind, and heart,
To things not taught in school.

EDS Today wishes to thank the following generous
contributors for their financial assistance with this

newsletter since itsinception.

IrisLevel Contributors ($500 +)

Doug & Christine Phillips
Steven & Robin Polischeck



9 Strategiesthat Work Against Depression
by Dayna Hamp

tisarare person in today’s fast-paced world who

doesn’'t, at some time or another, struggle with
depression. Depression often occurs when a per-
son’s stress level exceeds the body’s ability to cope.
With this in mind, it is no wonder that those with
chronic disease or disability often face depression
on a daily basis. Often just the stress and difficulty
of getting through the day is enough to darken the
spirits of the already struggling mind.

There can be different origins of depression. Many
people are predisposed to depression by their ge-
netic or chemical make-up. For instance, if your
mother and your grandmother both struggled with
depression, there is afair chance you will too. Some
people carry such a heavy stress load that the chemi-
cas in the brain that control emotions become de-
pleted. This condition can also cause depression.
Thankfully, depression, regardiess of the cause, does
not have to control you.

How do you know if you have depression? Many
people fed very “dark” and “down” when they are
in a state of depression. At these times, nothing
seems right, nothing seems happy, and it seems life
is amost unbearable. Some people will cry uncon-
trollably; others will feel angry. These times of de-
pression can be caused by something as minute as a
disappointing change of plans or being left done in
an empty house.

Chronic depression shows up with other symptoms,
such as inability to sleep or an unquenchable desire
to sleep, lack of appetite or eating binges, or even
physical manifestations such as dizziness, stomach-
ache, headache, fatigue, diarrhea or constipation.
The most dangerous symptom, of course, is thoughts
of harming yourself or others. Any of these symp-
toms are signs that you need to get help for your de-
pression.

When depression hits our family, we must take ac-
tion. Here are nine strategies we have found helpful:

1
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| take St. John’s Wort. This is an herb that is
avallable at the health food store and is rela-
tively safe to take, provided you are not on any
other antidepressants. | have found it to be quite
effective in treating my bouts of depression.
Some people find that it takes a month to start
working, but | can tell the difference in a day or
two. Perhaps that is because | take 2-3 capsules
twice a day. (This is not meant to prescribe, but
to give an idea what one person does success-
fully.) I think some people don’t get results be-
cause they don’t take enough. | also think it is
important to get a reputable brand.

My husband takes Serotain™ (5-HTP). Thisis a
relatively new product for depression, and he
has found it more effective for him than St
Johns Wort. We were very happy to learn of
Serotain™ (5-HTP) because we have a great
aversion to chemicals in the body, and didn’t
want to take drugs. Serotain™ (5-HTP) does
what the drugs couldn’t, with no side effects.

Sometimes, when a person can't sleep, Kava
Kava root or Valerian root can be helpful. Be
sure to read up on these herbs before taking ei-
ther of them, and remember to take them at night
before bed. Don’t drive afterward, as they make
you drowsy.

Especially in times of depression, we find great
comfort in our relationship with God, in times of
depression. My husband s first action is to go to
achurch close by and read his Bible and pray —
sometimes for hours — until the depression
passes. Sometimes we pray together. He has
found this to be the most effective treatment.

Sometimes a change of paceis called for. | used
to go treat myself to an ice cream or a walk
through my favorite antique shop. Now | like to
go fabric shopping or to an auction. Whatever
you enjoy doing - thisisagood timeto do it.

There have been many studies done that prove
(Continued on page 33)



Exerciseto Beat Mild Depression
By Judy Sobel

any years ago, before | was diagnosed with

Hypermobile type (old type Il1) EDS, | ap-
plied for atotal fitness program. The entrance exam
was very thorough and included a complete physical
as well as a psychological evaluation. Since | was a
graduate student at the time and had taken several
classes in testing and evaluation, | thought | knew it
al. | breezed though the psychological question-
naire about activity choices. | remember wondering
why nothing on the list interested me enough to rate
as a first choice, and decided that it was just a
poorly designed test.

When the psychologist called me in for my review,
the first thing he said was that | was depressed. |
was shocked and asked what led him to that conclu-
sion. He said that | seemed to be negative about
everything and rated nothing as an activity | en-
joyed. | protested that it was a poorly conceived test
and just didnt have choices that | would have
made. He asked me how | would fix it, what activi-
ties | would add, and | couldnt think of athing. He
explained that lack of interest in the world around
was often a sign of mild depression. Here | was, a
graduate student taking psychology courses, and |
couldnt even recognize signs of depression in my-
Self!

When we fal into that dark hole, we often lack the
resources to recognize depression, especialy if it is
mild. Denial also plays a part in the recognition of
depression. | blamed the tests for being poor instead
of looking at myself.

The psychologist prescribed mild exercise. This
was in the 1970s when psychotropic drugs were
the typical treatment. His suggestion was revolu-
tionary. At hisrequest, | started walking a half mile
every morning, even when | absolutely had to drag
myself out of bed. After the program ended, | found
that my bleak mood had lifted. Exercise had worked
for me.
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Now that my EDS is quite advanced, other than wa
ter aerobics, | dont have the exercise opportunity. |
had to give up my job because of my physical dis-
abilities. | started volunteering to get myself out of
the house, and my volunteer activities turned into a
part-time job that keeps me busy working with oth-
ers.

Here are some tips for relieving a mild depression,
according to Michael Castleman:

1. When things get tough, take some deep
breaths. Stress leads to shallow breathing while
deep breathing is an essential part of al relaxa
tion techniques like meditation, yoga and sleep.

2. Count your blessings; things could aways be
worse.

3. Cadl afriend. Self absorption leads to loss of
perspective and stress.

4. Loveapet. Petsarenot for everyone, but if they
are for you, caring for a pet can help keep you
cam.

5. Tend a garden or care for house plants. For
many people, connections with the natural world
are caming.

6. Volunteer. Theres nothing like helping others
to put your problems in perspective.

If these simple techniques do not help, you may

have a more serious form of depression, and should

consult adoctor.




Coping Strategies
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As you have
been reading,
depressionisa
very difficult
“beast.”  So,
how do we
deal with it
naturally? |
have learned
that Calcium
is vital in the formation of not only
strong bones and teeth but also impor-
tant in the upkeep of regular heartbeat
and the transmission of nerve impulses.
It is needed for muscle growth and for
the prevention of muscle cramps. This
important mineral is also essentia in
blood clotting and has been known to
prevent colon cancer. It aso lowers
blood pressure and prevents bone loss
associated with osteoporosis. Often a
calcium deficiency may result in the fol-
lowing symptoms. muscle cramps, nerv-
ousness, heart palpitations, brittle nails,
eczema, hypertension, aching joints, de-
pression, increased cholesterol, and
numbness in the arms and legs. | have
taken calcium al my life in some form
or another, but never looked at the flip
side of what it could be doing to my
body if not assimilated correctly. So, get
ready to read what Eileen Renders, N.D.
has to share with all of us.

—Christine Phillips

Calcium and Depression
By Eileen RendersN. D., © July 1999

recent report from clinical psychologist, Dr.

Richard Malter, Director of the Malter Institute
for Natural Development in Illinois, states that serious
psychologica problems can result from extended use
of calcium supplements. Other adverse conditions
associated with calcium supplementation include fa-
tigue, exhaustion, depression, anxiety, panic attacks,
headaches, paranoia, loss of memory and concentra-
tion, headaches, and insomnia.

An example is a patient who had just celebrated her
fortieth birthday and had read in her local newspaper
about the dangers of osteoporosis attacking women
her age. Consequently, she began to self-medicate
with calcium supplements. Soon thereafter she be-
came depressed. Months later she was engulfed in
waves of depression coupled with fits of anger and
crying spells for no apparent reason, and even became
suicidal. After attending a lecture by the doctor, she
put two and two together and realized that her prob-
lem began after starting the calcium supplements. She
consulted with Dr. Malter, who advised that she ob-
tain a TMA (Tissue Mineral Analysis) or Tissue Hair
Analysis. In the meantime he suggested that she dis-
continue the calcium supplementation. Within a very
short time the anxiety attacks disappeared, the depres-
sion lifted and her mental health returned. It should
be noted that the TMA confirmed that this patient
should not have been taking calcium supplements at
that time.

Another example is a doctor who treated a woman for
depression for four years without a positive re-
sponse. After reading the above published article, he
decided to visit the laboratory where the TMA testing
was conducted by Dr. Malter. After relating his treat-
ment of the woman for four years without noting any
progress, it was decided that a TMA be completed on
that woman. After reading the results of the TMA and



speaking with the woman, they learned that she had
been taking calcium supplementation for the previ-
ous four years. Soon after ceasing calcium supple-
mentation, she too was returned to a healthier psy-
chological state. These women are what is known
as Slow Metabolic Types, states Dr. Malter. Slow
metabolizers are more likely than fast metabolizers
to develop psychological problems when they take
calcium supplements to correct a calcium disor-
der. A Slow Metabolizer Type individual requires a
much different approach to correction of calcium
disorders.

Another factor associated with excess tissue calcium
is susceptibility to viral infections. Studies have
shown that when calcium is added to tissues con-
taining a dormant virus, the virus will become more
active and proliferate readily. Blood calcium, cal-
cium circulating in the blood, should not be con-
fused with tissue calcium. The body s tissue calcium
balance is not aways associated with abnormalities
in serum calcium. Hypocacaemia is a relatively
rare clinical problem. It occurs when the total serum
calcium falls below 7 milligrams percent. Chronic
renal failure, intestinal malabsorption problems, and
an inactive parathyroid gland are usually associated
with Hypocalcaemia. When circulating calcium
falls below a certain threshold, hyper-irritability can
ensue.

Pagets and Addisons disease are associated with
hypocalcaemia as well as the use of diuretic medica-
tions.

Hypercalcaemia is a condition defined as having a
serum cacium above 10.5 milligrams per-
cent. However, symptoms of the condition may not
appear until serum calcium reaches 12 milli-
grams. One danger of excess calcium is Atetany, a
condition that causes periodic and painful muscular
cramps and even seizures. If the condition becomes
severe, the sufferer may die from respiratory failure.

Vitamin-Mineral Synergists. Synergistic to calcium
(necessary for the absorption of calcium) is Magne-
sium. Other synergists include Vitamin-C, or cay-
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enne in minute amounts.

In the case of Hypercalcemia, another protocol
would be recommended in order to excrete excess
calcium, along with ceasing the supplementation of
same.

FINAL NOTE: In serious conditions such as noted
above, do not attempt to self- medicate and NEVER
fall victim to the theory or practice that includes
"Moreis Better!"

If you are depressed and taking calcium, talk to your
doctor about your calcium intake and depression.

© July 1999, Eileen Renders N.D., Renders Well-
ness. http://www.cyboard.com/RendersWellness/
articles/calcium.html

Editor’s Notes:

For more information on the Malter Institute, visit
their website at http://www.malterinstitute.com or
contact them directly at:

Malter Institute

2295 W Trail Blazer Dr
Cottonwood, AZ 86326
928-649-9343

Email: Info@malterinstitute.com

Tissue Mineral Analysis or Tissue Hair Analysis can
run between $100 to $200. There are 14 federally
licensed labs in the USA that perform Tissue Min-
era Anaysis. The report is between 10-30 pages,
depending on the findings. Medical insurance
*may* cover a Tissue Mineral Analysis if it in-
cludes “wellness coverage,” but you should check
with your insurance company in advance.



Hidden Disabilities
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By Bek Oberin, a.k.a. Ricky Buchanan

Columnist Bek Oberin,
ak.a Ricky Bu-
chanan, wrote a
regular column on
Invisible Disabilities
for the former web-
site  Themestream.
She has generously
granted reprint per-
mission for the se-
riesto EDS Today.

To read more about Bek Oberin, ak.a
Ricky Buchanan, check out her website on
Invisible Disabilities, entitled Invisible
Disability Agora. “Agora’ means “A
place of assembly for the people, espe-
cialy in ancient Greece.”

http://www.tertius.net.au/id/

Writing about Invisible Disabilities

hy is it important that we talk and write

about invisible disabilities? Because by
writing and talking about invisible disabilities, also
known as IDs, we can affirm their reality. Articles,
letters, lectures, journals, discussions, notes, and
books can start to teach people that IDs are big and
real and important, and that 1Ds can be just as dis-
abling and serious as better known and visible dis-
abilities.
If you dont talk to your friends about your ID, or
show them literature about it, they have no chance
to get over the standard Western cultural stereotype
- thinking your problems are minor, temporary and
only an inconvenience, or worse, “only in your
head”.

Genera articles like my Open Letter To Those
Without CFS can be printed out and spread around
to friends and family, increasing their general
knowledge about your individual disability and
about IDsin general.

If somebody makes an ignorant comment in discus-
sion, you can make a point of taking them aside
then - or later on when its more appropriate - and
politely explaining some alternate points of view.
Tell them what s true for you without sugar-coating
it. Perhaps offer to show them some articles, or talk
to them more at alater time, if they re interested.

Once a person has read a well-done article about
invisible disabilities, or had an in-depth discussion
and grasped the concepts involved, that person has
no excuse for ignorance. He or she should not trivi-
alize or minimize your problems anymore, and if
they do then you can call them on it: "Remember
what you read in that article? Remember what | was
telling you the other day? That applies here!"

Once all the people with invisible disabilities edu-
cate themselves about IDs ... then educate their
families ... and then educate their friends ... pretty
soon everybody on the planet will know somebody
with an ID. Finaly people will start to think its
"obvious' that IDs should be treated seriously and
with respect. Sounds impossible? Its pretty much
what’'s been done over the past decade by people
with visible disabilities and it s worked for them! A
decade might sound like a long time, and perhaps
itll take even longer because our problems are less
obvious, but it beats sitting down and waiting for
something to happen al by itself.

Change begins at home. Change begins with you
and you and you and you and you. Why is it impor-
tant that we talk and write about invisible disabili-
ties? Because then they wont be invisible anymore.
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Book Reviews by Laura Hague

Laura Hague is a his-

tory instructor at

Austin - Commu-

nity College. She

has a Ph.D. in

history from the

University  of

Texas and is cur-

rently doing re-

search on

changes in the

perception of disability at the end of the

19th century. She also has a grown

daughter with Hypermobile type EDS,
Sarah Meador.

Editor’'s Notes:

All the books reviewed in Laura's Li-
brary are available on EDS Today's
website through our affiliation with
Amazon.com. Just go to http://
www.edstoday.org and click the
“ Bookstore and More” link for complete
details. Amazon.com donates a portion
of all sales through the EDS Today web-
siteto EDS Today.

The Official Patient s Sourcebook on Ehlers-
Danlos Syndrome: A Revised and Updated Di-
rectory for thelnternet Age

James N Parker, M.D. and Philip M. Parker,
PhD., editors

| CON Health Publications, 2002

hy did trees have to die for this? James N.
Parker and Philip M. Parker have collected
their internet search engine printouts and published
them as The Officia Patients Sourcebook on

Ehlers-Danlos Syndrome.

The very title of James N. Parker and Philip M.
Parker s book |ets the reader know that this publica-
tion is largely a money-making scheme. The Offi-
cia Patients Sourcebook on Ehlers-Danlos Syn-
drome? The title implies authorization from some
agency guaranteeing that the content of the book
reflects their stance. There are two problems with
this regarding The Official Patients Sourcebook.
First, no agency, reputable or otherwise, has en-
dorsed this book. Second, this book takes no stance.
It is merely an instruction manual on how to use the
Internet to find information on Ehlers-Danlos Syn-
drome.

The first chapter gives basic information on herita-
ble diseases of connective tissue. One gets the feel-
ing that this chapter was used, with few changes, in
The Official Patients Sourcebooks for Epidermoly-
sis Bullosa, Marfan Syndrome, and Osteogenesis
Imperfecta. Still, if you are new to your diagnosis,
this part of the book may be news, as may the over-
views in other chapters. If you are looking for spe-
cific information regarding EDS, you will not find it
here. The book does not even mention, in a passage
on how heritable diseases are diagnosed, that two
forms of EDS, Classic and Hypermobile, which ac-
count for 90% of all cases of EDS, cannot be diag-
nosed in the laboratory and must be diagnosed on
the constellation of symptoms.

Even the little information that is presented in this
book is not necessarily correct or consistently re-
ported. The overwhelming feeling is that the editors
did not actually read the sites they present. For in-
stance, on page fourteen they state that there are ten
types of EDS. However, they later summarize pam-
phlets from the Ehlers-Danlos National Foundation
(EDNF), which do have the correct nosology as con-
sisting of six types. They also list the correct address
for EDNF once, and then consistently present an

(Continued on page 33)



Shadow Syndromes

John J. Ratey, M .D. and Catherine Johnson,
Ph.D.

Pantheon Books, 1997

hen most of us think about mental illness,

we think of peoplein crisis, perhaps halluci-
nating or suicidal. Shadow Syndromes disabuses the
reader of the notion that thereis a clear dividing line
between what passes for normal and what is a diag-
nosable mental illness. John J Ratey, M.D., and
Catherine Johnson, Ph.D., explain how a wide vari-
ety of serious illnesses have less severe manifesta-
tions. The authors discuss several different psycho-
logical disorders, along with their milder manifesta-
tions. Depression, bipolar disorder, rage disorder,
ADD, autism, and anxiety al have "shadow" ver-
sions. In these “shadow” versions, the symptoms
are less marked but remain a hindrance in life, even
leading to serious problems if not recognized and
treated. These disorders create a "noisy” brain that
drowns out the ability to organize thoughts produc-
tively. "When we must struggle with a chronically
noisy biology, it is amost impossible to be focused
or directed; it is amost impossible to embrace a
genuine and heartfelt ambition.”

Some of the information in the book is dated, given

that science is constantly changing and adding new
data to the store of human knowledge. For instance,
the authors claim that genetics cannot protect any-
one from depression, but avery recent study has dis-
covered that there are indeed a few people who are
predisposed to not so much as notice when the going
gets rough. Still, the advice given in the book is so
practical, and so much of the information based on
clinical observation, that new additions to scientific
lore will not detract from its overall value.

The chapter on depression may very well be of the
most interest to readers. Reading that chapter when |
was at the bottom of a major depressive cycle was a
great relief. Here was a description of depression the
way | experienced it, a description that helped me
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chart the course of my depressions development.
The problem for most sufferers of major depression,
Ratey and Johnson reveal, is that they have a ten-
dency toward being depressed to begin with that
manifests as subclinical depression, a depression
that has fewer overt symptoms than even dysthymia.
They recommend anti-depressant treatment, lest on-
going subclinical depression become a full-blown
case of maor depression. "The mildly depressed
person cannot embrace the stress he needs in order
to thrive. Rather, the depressed person must con-
stantly seek ways and means to relax, to soothe his
system, to still his mind and its spinning ways.
Learning and development slow to a crawl as the
depressed person grows ever more avoidant, turning
his back upon the people, places, and commotion
that bring color to our cheeks."

The other chapters are equally compelling and un-
derstanding. It is nearly impossible not to see many
of the people we know in the descriptions of other
sub-clinical disorders. The authors discuss
"intermittent rage disorder,” which they see as a
manifestation of mild frontal lobe damage (severe
damage can turn a person into a vicious criminal).
Think of al the young boys who take a tumble from
a tree onto their forehead, and suddenly it seems
very reasonable that this may indeed be why so
many men have a tendency to lose their tempers.
Shadow Syndromes explains that there are many
other causes of the same disorder, and discusses
them. Again, the authors encourage use of psy-
choactive medication after a proper diagnosis. They
are aware that some people feel that such problems
should be overcome through will-power alone, but
answer that "severe and chronic anger is too signifi-
cant a problem to justify a refusal to medicate as a
moral stance."

Lest anyone think that Ratey and Johnson over-
emphasize medication, there is an entire chapter on
"The Care and Feeding of the Brain." In this find
chapter, the authors describe how creating a disci-

(Continued on page 34)
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By Barbara J. Uggen-Davis

This issue, we
hear from
reader Bridget
Strudwick
about her
Ova-8® fin-
ger  splints
from 3-Point
! Products.

3-Point  Prod-

ucts may be
ordered through your physica thera-
pist, occupational therapist, or other
health care provider. Catalogs may be
requested by your health care provider
by caling (888) 378-7763 (USA only)
or (410) 604-6393, fax (410) 604-6398.

3-Point Products, Inc.
1100 Butterworth Court Unit B6
Stevensville, MD 21666
http://www.3pointproducts.com

I’d love to hear from you. If you' ve got
a brace you love, or one you hate,
please share your experience with our
readers. Email me at
info@edstoday.org or write to EDS
Today, PO Box 88814, Seattle, WA
08138-2814.

Barbara Davis, Editor

The views and opinions expressed here
are those of the author and are not to
be construed as an endorsement by
EDS Today. Always consult your physi-
cian before trying any brace.

3 Point Products Finger Splints
By Bridget Strudwick

have Hypermobile type EDS (old type Ill). My

fingers are very hypermobile. | have been to the
Rheumatologist here in my home town and also the
Mayo Clinic in Rochester, Minnesota. | have seen
many Occupationa Therapists and Physical Medica-
tion Rehabilitation doctors who gave me hand exer-
cises, then told me there was nothing more to be done.

| didnt want to accept that my hands were getting
weaker and weaker. | could not brush my teeth or
comb my hair. Even taking care of personal hy-
giene was a chore. | had difficulty putting on my
clothes if there were buttons or snaps. It was even
hard to pull up elastic waist pants. | could not start
the dishwasher, open jars or cans, and holding the
phone was a chore. Typing on the computer, which is
my outlet to the outside world, was difficult. Well,
you get the picture. Life was getting very complicated
and small. Normal everyday tasks that others take for
granted, | could not do.

My fingers not only bend backwards, they aso dislo-
cate side to side; therefore, lateral support is impor-
tant.

| went back to my Rheumatologist and begged him to
find me something. He sent me to the local hand
therapist. She made a splint for my thumb. That was
heaven! | could hold the phone again, hold a glass,
and drive for longer periods of time. Life was coming
back to me.

On my next visit | got an Oval-8® finger splint, from
a company called 3-Point Products, for my index fin-
ger.

| could now brush my teeth. | could also push the one
button needed to start the dishwasher. | was thrilled. |
went back to the Occupational Therapist and | told her

that | had to have three more. | got them for the other
(Continued on page 32)



How | Inherited Ehlers-Danlos Syndrome
By Rachel McBain
April 2003

The women on my father’s side were durable,
Not like steel but plastic.
These pioneer women
Could contort their forms
To fit any situation.

Nancy Annabelle wore an eye-patch.
She damaged her |eft eye as achild
On the point of arocking chair.
Nancy never walked right,

But managed
To create an air of exoticness
About her person.

In her family portrait sheis
A proud aguiline-nosed gypsy
With flowing hair.

Her past as colorful as a sunset
On some foreign shore.

The Southern gypsy gave birth to
Lily Ethel. My great-grandmother,
Who refused to answer to “Lily”.
Ethel would amuse her children
By pulling the skin on her chin
Up over her face.
Ethel defied the local doctor
And named her first daughter
After acharacter in a serialized novel.
Ethel always said she'd rather have a baby
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Than a knee dislocation.

She had five children and countless
Didocations.
After her husband John
Died too soon,
She found herself snapped out of joint.
Ethel relocated.

Moved their children from Texas to Oklahoma
—Two boys and my father’s mother Reba,
Who can play violin, but never crawled as a baby—
Ethel lived near her mother
And reshaped her life.

Thetransition
From wife to widow
Caused bruising,
Internal bleeding
But Ethel was adept at receiving
Dents and scrapes
Without complaint.

The women of my father’s family
Were abnormal.
They were shape-shifting origami creatures.
Not normal,
But extraordinary. They
Bent but never broke.
Popped but never snapped,
Creaked but never groaned.

It was from these women that
| inherited my condition.

EDS Today wishes to thank the following generous
contributors for their financial assistance with this

newsletter since itsinception.

Rose L evel Contributor s ($100-$499)

Kim Bishop

Melanie Brown

Cindy Cook

Carole Ehlers
Thomas Jumper DDS
Barbara Uggen-Davis
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By Michael W. Uggen

EDS Today is
proud to wel-
come Michael
Uggen, Li-
censed Mas
sage Practitio-
ner. Mike is
my father, and
like me, he has
Hypermobile
type EDS.

Mike started studying massage in an
effort to help me with pain manage-
ment. The benefits of massage were
apparent immediately, and he soon en-
rolled in Ashmead College School of
Massage, where he completed his ini-
tial training. He became a Licensed
Massage Practitioner in May, 2002.
After getting his license, he continued
to take advanced training in various
modalities. He retired earlier this year
from his full-time job so that he could
pursue additional training, practice, and
research in massage therapy.

--Barbara Uggen-Davis, Editor

Do you have a question about massage
therapy? Send your question to Mike.

Mike Uggen, LMP

C/O EDS Today

PO Box 88814

Sesttle, WA 98138-2814

Email: mike@uggen.net

Phone: (253) 835-1735 (message only)

Best Types Of Massage Therapy For Hyper -
mobility Type EDS Patients

Question:

This request is in regard to finding the best type of
massage therapy for a person that suffers from the
Hypermobility type of EDS. | reside in Philadel-
phia, PA, and want to start looking for a qualified
provider in my area, and want to be as informed as
possible on who, what and the specific qualifications
that a provider will need to help us and not to do
more damage to our bodies.

Answer:

In genera, there are two basic categories of mas-
sage/bodywork: Spa/Relaxation and Medi-
cal/Treatment. | did not use the term "therapeutic”
because even spa sessions have some therapeutic
benefit.

Finding a Provider

Thirty-some states in the USA have certifica
tion/licensing requirements. Pennsylvania is not one
of them. The minimum number of training hours
varies from state to state. Most states require 500
hours, but some require 600, others 750 and three
states require 1000. By comparison, most Provinces
in Canada require 3000 hours. Training is in Anat-
omy and Physiology, Kineseolgy (including postural
and gait anaysis), and Massage Practice and Tech-
nique. My personal opinion is that 500 hours gives
someone the knowledge and skill to do basic “fluff
and buff” relaxation, but is totally inadequate for se-
rious treatment work.

Y our concern about finding someone who is not go-
ing to unintentionally do more damage to your body
is justified because that can happen. More hours of
training do not necessarily equate to greater skill in
bodywork techniques. As a case in point, | recently
had a massage in Canada. The person working on
me had more than double the total hours of training



that | have had, yet my background in various mo-
dalities exceeded his. He didnt even know what |
was talking with regard to some of the advanced
techniques. He also used some deep tissue tech-
niques that, while effective and proper, were unnec-
essarily painful. My right shoulder was sore three
days later - not from being sore before | went in,
but because of the techniques used. Finding the
right provider for what you need can sometimes be
amatter of trial and error.

Since your state does not have state-wide licensing,
it will be best for you to ask questions when mak-
ing an appointment. Where did they take their train-
ing? How many hours? What modalities do they
practice? How many hours of training have they
had in specialized techniques and who have they
trained with? Are they energy sensitive? Do they do
energy work? If they either cant or wont answer
your guestions to your satisfaction, go someplace
else.

Types of Massage Modalities

There are literally dozens of modalities from which
to choose. When most people think of massage,
they think of basic Swedish massage. This consists
of long, gliding strokes (effluerage), kneading and
squeezing (petrissage), rubbing (friction), and tap-
ping (tapotement). All of these techniques can be
done lightly or deeply for either relaxation or treat-
ment. These techniques can be therapeutic because
they affect heart rate, circulation, and blood pres-
sure. They are aso effective in treating various
muscle aches and pains, sprains, strains, etc. But
they just scratch the surface of what can be done by
some of the advanced, specialized modalities.

Just to list a few, some of the other modalities in-
clude: Tha Massage, Shiatsu, Acupressure, Polar-
ity Therapy, Myofascial Release, Crania Sacral
Therapy, Chi Nel Tsang, Lymphatic Drainage,
Sports Massage, Reflexology, Reiki, Trager, Rolf-
ing, Feldenkreis, Structural Integration, Neuromus-
cular Therapy, and Visceral Manipulation. This list
just scratches the surface. My personal background
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includes post-school training in Thai, Shiatsu, Po-
larity, Myofasical Release, Cranial Sacral, Lym-
phatic Drainage, Jin Shin Do Acupressure, Chi Nei
Tsang, and Reiki. | have also had Sports Massage
and Rolfing performed on me. In addition to having
EDS myself, both my daughter and son-in-law have
EDS. | think | have a certain level of qualification
on the subject of bodywork for EDS.

Getting a Massage

So, what can or should you expect when you go in
for your first session? Right off the bat, in those
states with licensing requirements you can expect
to fill out a health history intake form. It is the same
kind of thing you fill out when you see a Doctor or
Dentist, but the questions obviously have a differ-
ent slant. The form should include a section on any
medications you take, because massage can not
only affect blood pressure and circulation, but also
the rate of absorption of medication into the sys-
tem. There are aso conditions and situations that
are contraindicated for massage, either localy or
systemically.

After the intake form, you should expect a postura
and gait analysis. You would be amazed what a
trained practitioner can tell from simply looking at
someone. About a year ago, my wife and | were
walking down the street about a quarter block be-
hind two very attractive twenty-something females,
both of whom | was staring at intently. About the
time my wife was ready to give me an elbow in the
ribs, | commented, "See the one on the right? Shes
got a pronounced anterior pelvic tilt, slight scoliosis
and fascial restrictions in her right shoulder." One
of the down-sides of training - you look at "things'
in awhole new way. My point is that visual obser-
vation goes a long way in determining problems
and possible treatment options.

After the postural/gait assessment, you should ex-
pect range of motion (ROM) testing. The purpose
of ROM testing is to determine if there are any con-
tracted muscles or fascial restrictions limiting
movement on any particular joint. There are three



"end feels' in the body: soft, medium, and hard.
There is only one “hard end fedl” in the body,
which occurs where backward motion of the elbow
Is stopped by bone on bone. The other two “end
feels’ relate to range of motion stopped or limited
by muscle to muscle contact (bending the arm or
leg), or by a contracted muscle, etc. not allowing
the full normal range. All ROM testing needs to be
done slowly, gently, and carefully - especially for
someone with hypermobility. By definition, hyper-
mobile means that range of motion is going to ex-
ceed what is normally expected. One concern with
hypermobility is that the joint will be brought to
dislocation during testing. Another concern is that
the person being tested might not experience pain
during the test, but might later because of the
stresses involved.

One very common concern or question about mas-
sage or bodywork is the issue of disrobing. Right
up-front, therapeutic massage and bodywork are
categorically NON-Sexual. The general procedure
Isto inform the client to disrobe to the client’s level
of comfort and then to lie on the table UNDER the
sheet. During the session, only those areas being
worked on at the time are exposed, and even then
exposure never impinges on the client’s modesty.
Some modalities and techniques do require skin to
skin contact to adequately engage the tissue for
treatment, but many others can be and are done
fully clothed.

What happens next depends entirely your practitio-
ner and their level of skill and training. Keep in
mind that | am talking in generalities, and that that
isall | can do at a distance without actually seeing
you, although | will also tell you what has worked
for my family.

The modalities | have found particularly effective
and would recommend checking into are Myofas-
cia Release (MFR), Cranial Sacra Therapy (CST),
Jin Shin Do Acupressure (JSD), and Polarity Ther-
apy. In future columns, | will go over each of these
modalitiesin greater detail.
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Always remember that it is YOUR massage and
YOU are in control. Give your therapist feed-back
during the session. If the pressure is too deep or
painful, tell him or her to back-off or lighten up.
Dont get me wrong, sometimes there will be a de-
gree of pain required to get results, but you NEVER
work past what the patient can handle. If your
therapist cant respect this basic tenet, find someone
else. And if necessary, dont hesitate to stop the ses-
sion.

Consider this a broad, starting overview. If you
need help finding providers in your area, fed free
to contact me. | say “providers’ because you may
need more than one depending on what you want to
try. Most practitioners tend to specialize and dont
branch out in a broad approach the way | have.

Feel free to contact me directly with questions at
any time. One of the reasons | "retired" was to have
the time to do just this.

Do you have a question about massage therapy?
Send your question to Mike by phone, email, or
mail.

Mike Uggen, LMP

C/O EDS Today

PO Box 88814

Seattle, WA 98138-2814

Email: mike@uggen.net

Phone: (253) 835-1735 (Ieave message)
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Announcements

\Washington DC, May 19, 2003 — The Genetic Alli-
ance has launched the first stage of Disease Info-
Search - an innovative public information search
tool for genetic disease information that can be
viewed a http://www.geneticalliance.org/DIS.
The Genetic Alliance developed this Internet-based
search tool to facilitate public access to quality lay-
oriented information about genetic and rare dis-
eases in language that is understandable and useful.

Disease InfoSearch (DIS) is a robust catalogue of
genetic conditions - rare to common - that is
searchable according to Clinical Description (signs
& symptoms), Treatment Research, Genetic Infor-
mation (molecular), Support Groups & References
(newdletters, listservs, self-help books), Insurance
Issues, Arts & Literature, and Other Resources. At
this time, Disease InfoSearch has been popul ated
by more then 60 genetic conditions, including Tu-
berous Sclerosis, Tay-Sachs disease, Lowe syn-
drome, Breast Cancer, Gaucher disease, Fabry dis-
ease, Mannosidosis, Progeria, and others. It is now
ready for expanded population by the 600 member
organizations within the Genetic Alliance coalition.

This dynamic and up-to-date public information
system is driven and maintained through the exper-
tise and vigilance of disease-specific lay advocacy
organizations and their professional advisory
boards; editorial review and quality control are pro-
vided by genetic counselors who staff the Genetics
Education and Resource Center.

With increasing freguency, the patient advocacy
community is the place where the public goes to
find useful and credible information about specific
genetic diseases in lay language. Capitalizing on
the enhanced expertise of disease specific lay or-
ganizations, sixteen years of experience responding
one-by-one to Helpline caller inquiries, and new
technologies that allow a high tech/ high touch ap-
proach, Disease InfoSearch was developed to pro-
mote easy and fast access to information essential

to making health care decisions. Disease Info-
Search represents the Genetic Alliance’s renewed
commitment to provide high quality information
and cost effective resource search tools that serve
many people 24 hours aday, 7 days aweek. Users
are invited to contact the Genetic Alliance Helpline,
after researching a condition, for assistance from
genetic counselors in understanding the information
found through the Disease InfoSearch tool.

To date, biotechnology leaders Genzyme Corpora-
tion of Cambridge, MA and Perlegen Sciences of
Palo Alto, CA have provided critical funding sup-
port for this project; additional funding is being se-
cured to support continued population of this new
information resource for genetic diseases, disorders
and conditions.
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As the leading advocacy, support and education
organization for those with genetic conditions, the
Genetic Alliance works together with more than
600 members — patients as well as research and
health care member organizations — to promote
healthy lives for everyone with a genetic condition.
The Genetic Alliance combines the voices of those
at the forefront of genetic research to shape public
policies that ensure affordable and equitable access
to the services and technologies holding the prom-
ise of healthier living. Essential information and
support are provided to people with genetic disor-
ders and technical capacity building assistance is
provided to advocacy groups. The Genetic Alliance
Is located at 4301 Connecticut Ave NW, Suite 404,
Washington DC 20008-2369; 202.966.5557 (tel);
202.966.8553 (fax); info@geneticalliance.org
(email) and www.geneticalliance.og
<http://www.geneticalliance.og/> (website)



EDS and Speech, Language, Hearing, Voice,
and Swallowing Survey

EDS Today and CEDA (Canadian Ehlers Danlos
Association) are proud to announce that the EDS
and Speech, Language, Hearing, Voice, and Swal-
lowing Survey has been published.

Paper copies are available by contacting Bonnie
Heintskill, MS, CCC/SLP, principal investigator,
by email: bonnieh4455@sbcglobal.net or regular
mail at: 307 N Bel Aire Drive, Thiensville, WI
53092-1429. Home phone number: 262-242-1642.

This is a volunteer effort by Bonnie, who also has
EDS herself, with the help of two other prominent
speech language pathologists at a local Milwaukee
area hospital. The survey covers all aspects of
speech, language, swallowing, hearing, and voice
disorders. Bonnie is trying to correlate the above
listed possible problems and to the fact that they
may be caused by EDS. Preliminary findings will
help with possible funding for alarger research pro-
ject.

Cascade Holiday Wreaths Fundraiser

Make your home festive this holiday season and
help EDS Today at the same time! Cascade Holiday
Evergreens will donate 15% of your order to EDS
Today when you buy one of their beautiful, fresh
holiday decorations. Cascade offers a selection of
wreaths, centerpieces, door swags, pinecone bas-
kets, Yule logs, and garlands to adorn your home
and fill the air with a fresh pine scent. Cascades
traditional style makesthese decorations perfect as
gifts for church or club decoration. They’ve beenin
business for over twenty years and guarantee their
products to be delivered fresh and last throughout
the holidays.

To order, visit the Cascade Holiday Evergreens
website at http://www.cascadewreaths.com/ or call
1-800-479-3693 to place your order. Use the pro-
motional code “EDS’ so that EDS Today will re-
ceive a 15% donation for each item ordered.
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Current Catalog Fundr aiser

EDS Today and Current Catalog have teamed up to
bring you a great opportunity to help EDS Today
while you shop the Current Catalog online or by
mail. You can shop online yourself, or you may
choose to help EDS Today by collecting orders
from your friends, family, and co-workers. Here's
how it works.

To shop online:
1. go to the website http://www.currentfun.com/

2. Click the link in the center marked “ Start Shop-
ping Now!”

3. Shop for items. When finished, click the
“Proceed to Checkout” button.

4. You will be asked to “Choose your organiza-
tion's state’. Click “Washington”, then click
“Next”.

5. Then you will be asked to “ Choose your organi-
zation.” Click on“EDS Today”, then click “next”.

6. From there, complete your billing information
as you would on any other online shopping site.

To shop by catalog:

1. Request a catalog from EDS Today by calling
253-835-1735 or emailing info@edstoday.org.

2. Be sure to provide your full name, mailing ad-
dress, and your phone number in case we need to
contact you.

To collect multiple orders:

1. Request an order kit and catalog from EDS To-
day by cdling 253-835-1735 or emailing
info@edstoday.org.

2. Be sure to provide your full name, mailing ad-

dress, and your phone number in case we need to
contact you.

3. You will be provided with a participant 1D
number and instructions.
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Service Dog Re- gram” with various vets. You must be a member to
sources participate. Membership is $15 a year. There are
By Paula Offutt other benefits to joining.
and Joella, the IAADP c/o Jana Klepsch
RottnWeiler Service 11318 Sioux
Dog Redford, M| 48239

o far, we have
discussed various
stuff on how to decide
I'$ if you need a Service

Dog, how to select a

dog to train, training

that dog, etc. There are alot of businesses that have
supplies, information, books, resources, etc to assist
you with your Service Dog. If you have access to
the internet, that list grows tremendously. One place
to go that has along list of resources is the DAHRT
link page at http://www.dahrt.org, then click on link

page.

For those of you without internet access, or who
would rather have something in your hand to hold, |
am going through the links to provide the ones that
have addresses, catalogs, or phone numbersto call.

| nsurance plans

Banfield Pet Hospital - has several plans for insur-
ance for your dog.

Banfield, the Pet Hospital

11815 NE Glenn Widing Drive

Portland, OR 97220

Optimum Wellness Plans

New Optimum Wellness Plan Information and In-
quiries. 1-866-277-7387

Email: owp@banfield.net.

International Association of Assistance Dog Part-
ners - offers a “Veterinary Care Partnership Pro-

Veterinary Pet Insurance (VPI) - offers an insurance
plan that reimburses so it's good for any veterinar-
ian. 1-800-USA-PETS

Legal Information

A free CD-ROM containing a complete collection of
the Department of Justice ADA materials, including:
regulations, architectural design standards, and tech-
nical assistance publications, may be ordered by
calling the ADA Information Line at 1-800-514-
0301 (voice) or 1-800-514-0383 (TTY) 24 hours a
day. It can also be found viathe Internet at:

http://www.usdoj.gov/crt/ada/cdrequestform.htm

You can aso cdl the above numbers to obtain a
copy of the "Commonly Asked Questions About
Service Animals'”.

http://www.usdoj.gov/crt/ada/gasrvc.htm

The U.S. Department of Justice provides informa-
tion about the Americans with Disabilities Act
(ADA) through a toll-free ADA Information Line.
This service permits businesses, State and local gov-
ernments, or others to call and ask questions about
general or specific ADA requirements including
guestions about the ADA Standards for Accessible
Design.

ADA specidists are available Monday through Fri-
day from 9:30 AM until 5:30 PM (Eastern time) ex-
cept on Thursday, when the hours are 12:30 PM un-
til 5:30 PM. Spanish language service is also avail-
able.

For general ADA information, answers to specific
technical questions, free ADA materials, or informa-



tion about filing a complaint, call: 1-800-514-0301
(voice) or 1-800-514-0383 (TTY)

Service Dog Organizations:

TOP DOG

800 N. Swan, #126

Tucson, AZ 85711

1-520-323-6677, Fax #: 1-520-323-3512
E-Mail: Info@topdog.org

International Association of Assistance Dog Part-
ners

Editor / Information and Advocacy Center

38691 Filly Drive

Sterling Heights, M1 48310

1-586-826-3938

Canine Companions for Independence

PO Box 446

Santa Rosa, CA 95402-0446

Toll-Free 1-800-572-BARK  (1-800-572-2275),
Connects to nearest regional center. National Head-
quarters 1-866-CCI-DOGS (1-866-224-3647).

Equipment:

ABLE-PHONE (Model 3000 is designed for aSD to
use)

1246 Losser Ave

Gridley, CA, 95948

1-530-846-PHONE

Email: ablephone@juno.com

Bridgeport Leather has handmade (but off the shelf)
harnesses, |eashes, and collars

Bridgeport Leather

231 Morrison Road

Columbus Ohio

1-800-678-7353

1-614-864-0336,

FAX 614-759-4718

Cool Capes has mesh capes for Service dogs, owned
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and operated by people with disabilities.
Cool Capes

3702 Auburn Way South #R202
Auburn, WA 98092

1-253-887-0811

Email: COOLCAPES@aol.com

LDS Leather Company has custom made harnesses,
collars and |eashes.

LDS Leather Company

1118 Mockingbird Lane

Norman, Oklahoma 73071

1-405-701-2707

Orders only 1-877-434-9869

Email: InNfo@LDSL eather.com

Nu-Capes has reflective identification capes and ac-
cessories; owned and operated by people with dis-
abilities.

Nu-Capes

PO Box 52648

Philadel phia PA 19115

1-215-677-1352 (voice, tdd, fax)

Email: NuCapes@wyndtell.com

PlanetDog has ecological and environmentally
friendly dog toys and gifts. Call 1-800-381-1516 for
catalog.

Dogwise - a Direct Book Service Inc. Company
Dogwise

701 B Poplar

Wenatchee, WA 98801

1-800-776-2665

Good golly! There are a LOT of links on the
DAHRT link page. | thought this would be easy! |
suggest that if you do not have access to the Inter-
net, go to your loca library, since many of them
have free access. Go to the DAHRT website and
check out the links. | hope the above listing was
helpful, if not tempting. They are just the tip of the
iceberg!



Reader to Reader
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EDS Today is pleased to bring you a
new column. As the newsletter for, by,
and about people with EDS, the new
“Reader to Reader” column is al about
you—your comments, stories, advice,
etc.

To submit an article for the Reader to
Reader column, please send it to: EDS
Today, PO Box 88814, Seattle, WA
98138-2814 or by email to
info@edstoday.org

Better Safe Than....
By Judy Sobel

he day before my second lumbar surgery, |

raced through the grocery store grabbling last
minute items. A strange man stopped to ask me
where the canned soup was located. | answered his
guestion, picked up the loaf of bread | d been look-
ing for and headed for the check-out counter. When
| got there, | realized that my wallet was gone.
Luckily for me, | keep my credit cards separate from
my wallet. | didnt have alot of cash, but | had just
inserted a new book of checks.

Stolen identity! Although | hadnt heard this term
before, | became very familiar with it. | called the
bank and closed the account as soon as | realized the
checkbook was missing. | explained that | was about
to have surgery, and although | would make a police
report, everything else would have to wait.

Then the phone calls started! Every store in Atlanta
got one of the checks from my now closed account.
For each instance, | d have to go to the bank and get
a notarized statement from them explaining that |
was a victim of identity theft. | had to notify al the

credit card companies to make sure my credit was
not destroyed. All this after painful surgery that |eft
me unable to sit or drive! | would go to the bank and
lean against a post to wait my turn; 25 checks
equaled 25 vigits. In the meantime, no one particu-
larly cared about catching these thieves! We were
able to find out their real names and addresses, but
they lived in the next county and there wasnt any
reciprocity. The bank was not losing any of its
money, so it didnt care, and none of the stores
wanted to bother to prosecute because so little
money was involved! The car dealership that identi-
fied these miscreants couldnt even get the police in
their county to arrest them for passing bad checks,
yet the dealership had been able to supply the police
with their names and addresses!

Identity theft has become one of the biggest white
collar crimes in our country. Here are some tips
from experts to help you keep your identity safe.

About checks:

Dont print your full name on checks. Use your ini-
tid and last name so the finder doesnt know if
youre mae or femae. Always sign your checks
with your full name. Thisis an immediate signal to
your bank that something is wrong. Never put your
SS number on your check, or your telephone num-
ber. If you must, writeit in at the time you write the
check. Use a work address or a post office box, if
possible, for your address.

Place the contents of your wallet on a photocopy
machine and photocopy both sides of each license,
credit card, etc. You will know what was in your
wallet, as well as al of the account numbers needed
to cal and cancel lost or stolen cards. Keep the pho-
tocopy in asafe place.

A corporate attorney sent the following out to the
employees in his company; | passit along to you.
(Continued on page 34)



Tipsfor Surgeons, Doctors, and Nurses Treating

People with Ehlers-Danlos Syndrome
By Andrea Fuller

s a person with Ehlers-Danlos Syndrome
(EDS), | have experienced my share of surger-

ies. Based on the problems | have had and stories
shared with me by other people with EDS, | have
compiled a list of tips for surgeons, doctors, and
nurses for dealing with people with EDS.

1.

IVs may not flow normally for patients with
EDS. For example, gravity fed IVs dont work
for me. Have an IV pump handy just in case.

Some people with EDS have problems with
medical adhesives. The skin may tear when re-
moving medical tape, so please check with the
patient before applying adhesive tape.

Finding usable veins to draw blood or set an IV
can be problematic. Sometimes, you'll have to
forego the arms and use aternate limbs. For oth-
ers, acentral line may be appropriate.

People with EDS may experience bleeding prob-
lems, so try to keep any surgery as blood free as
possible. Schedule extra time for the surgery to
accommodate potential complications. Compli-
cations are more likely in patients with EDS due
to tissue laxity and fragility. Plan ahead for pos-
sible complications. Discuss potential complica
tions and solutions with the patient in advance.
People with EDS have often aready experienced
various complications and can be a valuable re-
source regarding the particular complications
they are more likely to experience and what has
worked to fix or prevent them.

If surgery is needed, EDS should not be a bar to
treatment. While the surgical risks may be
greater in a person with EDS, so are the risks of
not treating the injury.

When possible, use Steri-strips instead of
stitches because stitches often tear fragile EDS
skin. You may also need to use more steri-strips

10.

11.
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on a patient with EDS than a “normal” patient.
Steri-strips will not eliminate the halmark
“cigarette paper” scarring common in EDS, but
they will help minimize the problem. Leaving
the steri-strips on longer than normal can also
help.

When fixing or moving bones, use plenty of
metalwork. Due to the increased range of motion
in people with EDS, the smaller K wires or other
minor metal work may not be sufficient to hold
bones in place. Dont remove internal metal
work unless absolutely necessary due to compli-
cations or to allow additional surgery to proceed.
If removing existing metal for a subsequent sur-
gery, try to do both at the same time to reduce
the number of surgeries the patient must endure.

If external fixation is required, make sure al the
hardware is accessible to the patient. To prevent
bone infections, he or she must be able to thor-
oughly clean and sterilize the equipment daily.

When possible, move the X-ray, not the patient.
Didlocations and subluxes may occur when
moving a patient with EDS. If the patient is not
capable of shifting position independently, it's
better to move the X-ray than risk further injury.

When in doubt about a particular treatment,
don’'t pursueit until you have exhausted all other
options and fully researched al potential com-
plications. Talk with the patient and include him
or her in the planning process. Sometimes peo-
ple with EDS may have unigue suggestions that
may be appropriate. People with EDS are accus-
tomed to being “flexible” in terms of accommo-
dating and solving their unique problems, even
if those solutions seem somewhat unorthodox.

Remember that patients with EDS often know
more about their condition than the average pa-
tient. People with EDS were born with it and
have usually experienced symptoms their whole
lives. Because EDS is rare, patients with EDS
often must educate themselves, and many be-



12.

13.

14.

15.

16.

come well-versed in all things EDS-related.
Make sure you and the patient are both happy
with any proposed treatment.

The “impossible” is possible for people with
EDS. EDS bodies are unique and capable of
amazing things. It is not uncommon for people
with EDS to reset multiple subluxes or disloca-
tions a day.

Surgery is not the only option. Splinting, braces,
physical therapy, and other alternative treatment
options should be exhausted before considering
surgical intervention. Braces are reversible; sur-
gery is not. Only when all other options are ex-
hausted and the patient cannot stand the pain and
disability should surgery be considered.

The increased laxity common to people with
EDS means that a partial or mini arthrodesis
(joint fusion) is less likely to be successful than
a full arthrodesis. A complete fusion will stabi-
lize the joint more effectively and avoid further
surgery. Loss of function versus stability is a
choice best left to the patient. Aslong as the pa
tient is fully aware of all options and potential
risks, the decision ultimately rests with the pa
tient.

People in chronic pain often adapt and function
normally without overt signs and symptoms in-
dicative of the pain they feel. This does not
mean they don't suffer. If a patient reports pain,
don't rely on physical evidence aone to judge
the existence or severity of the reported pain.
People with EDS typically hide their pain to
avoid alienating the people around them. Hiding
pain does not make it go away. If a patient with
EDS asks for help with pain management, don’t
assume that they are just “drug seeking.”

The standard approaches to problems may not be
appropriate for people with EDS. Think "outside
the box" and look at the problem in a different
way. Unconventional approaches may be the
answer.
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Only the patient can judge his or her pain level.
If possible, allow the patient some control over
pain management techniques and medication.
Dont tell a patient in chronic pain to “live with
it” — they live with it every day.

Patients with EDS are chalenging. They help
remind you that no matter how good you are,
things can, and do, go wrong. So-called normal
outcomes aren't the norm with EDS. People
with EDS are accustomed to this.

Local anesthetics may not work well for some
people with EDS. Ask the patient ahead of time
if he or she has had difficulty with anesthetics.
Try to test the anesthetics with the patient before
proceeding with surgery and watch for signs that
the anesthetic has worn off early or is not having
the desired effect.

When intubating, be very careful not to bruise or
tear the wind pipe. EDS tissue is fragile and
prone to damage from minor trauma.

As with X-rays, use caution when moving pa-
tients for surgery. If possible, have the patient
awake going into the operating room and allow
them to place themselves on the table to prevent
potential injury. If the patient must be handled,
move them carefully, supporting the joints.

If alimb must be elevated, make sure that the
adjacent joints are supported properly. Pillows
and other padding can make the difference be-
tween ajoint dislocating or not.

If ajoint dislocates or subluxes, allow the patient
to self-reduce whenever possible. Most patients
with EDS do this every day and know what
works and what does not. Typica forceful
methods of re-setting a joint can often cause fur-
ther joint damage.

Finally, as they say, “the only stupid question is
the one you do not ask.” People with EDS are
unigue and are accustomed to being asked ques-
tions frequently.



Casserole Muffins

By Laura Hague

developed this recipe as a sandwich substitute,

because | cant eat wheat. Asit turned out, | had
not only made something | could have instead of a
sandwich, | had also solved the problem of how to
bring a casserole along for brown-bag lunches (look,
ma, no fork)! These muffins may be eaten right
away, or frozen for later. If taken along for brown
bag lunches, just let them thaw naturally--they are
fine cool--or they can be reheated in the micro-
wave. These also make great covered dish bring-
aongs. You can change the filling to anything you
wish.

They are a bit time-consuming to prepare, but you
can cut down on the time in the kitchen. Garlic can
be bought pre-minced, mushrooms pre-sliced. You
can use a corn muffin mix if you dont have to watch
your ingredients. Line the muffin tins with non-
stick liners and save yourself some clean-up time.

The only ingredient | have listed that might be hard
to find is red pepper preserves. | use a spicy Hun-
garian style, but regular pimento and a dash of pa-
prikacan fill in.

Ingredients

Filling:
16 oz. of sliced fresh mushrooms
2 tsp. minced garlic (or to taste)
1/2 stick of butter
1-2 Tbs. red pepper preserves
Salt and pepper to taste

Muffins:
2 cups corn meal
2 tsp. baking powder
2tsp. to 1 Ths. sugar (or leave it out)

Recipesfor Health
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1/2 tsp. salt
2 eggs
1/3 cup corn ail
1 cup water
Directions
Filling:

1. Sautee the mushrooms and garlic in alarge skil-
let until the mushrooms are about half the size
they used to be. Putina bowl. Mix inred pep-
per preserves, salt and pepper. Set aside.

2. Recipefor 1 dozen corn bread muffins:
3. Prepare muffin tins.

Muffins:

1. Pre-heat ovento 375 F.

2. Whisk together the dry ingredients.

3. Separate 2 large eggs. Whip egg whites to stiff
peaks and set aside.

4. In small bowl or large mixing cup, mix the re-
maining wet ingredients (yolks, oil, water).

5. Mix egg yolk mixture into dry mixture.

6. Fold egg whites into batter until the whites are
evenly dispersed throughout the batter and no
large bits remain.

7. Using a smal gravy ladle, put
one ladle of batter into each
cup. Using a spoon, divide filling
into each cup. Top each cup with
part of the leftover batter.

8. Put the muffin tins in the oven
and bake for 15-20 minutes. Cool
and then eat, or freeze for later.



Mail Bag
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Letters to the editor may be submitted by email to
info@edstoday.org or by mail at:
EDS Today

PO Box 88814
Sesttle, WA 98138-2814

Dear EDS Today:

UERY:: Last issue | got had fine article on Al-

monds, but nowhere did it say whether it re-
ferred to blanched almonds or the ones with that
nice brown skin on. Asyou know, in many vegeta-
bles [and] fruits, the skin has the key values. With
others, skins contain things best uneaten, so thisis a
relevant matter!...

Thanksfor all your work and keep the faith,
AG....

P.S. In case the urinary incontinence article does
NOT have this, you should know that Uppsala Uni-
versity Medical School (or Hospital, not sure which)
has found a small tuck-up-and-stitch-around op that
works for many. | saw this mentioned on Swedish
TV last summer and the quote was "if this works as
well for as many women as we believe it will, they
will be beating a path to our door to learn how to do
it.” My own feeling when | began to leak was defi-
nitely that it was prolapse-caused -- will be asking

my doc about this. You will find Uppsala on the
net, | imagine. EDS was not mentioned, BTW - the
reference was to all women.

Dear A.G,

Thank you for your letter. First, with regard to the
urinary incontinence study, readers may view the
whole report online at:

http://www.medweb.it/iuf/ulmsten.htm

| passed your question about the ailmond article to
the author, Eileen Renders N.D. of Renders Well-
ness. Hereis her response.

— Barbara Davis, Editor

“... With regard to almonds think of the skin as less
significant than the amond itself. The nutrients are
contained within the aimond itself. The important
factor here isto avoid processed almonds containing
high sodium and other food additives, and opt for
the natural, unprocessed varieties. Almond milk
(contains less of the almond, but still nutritious) is
also available in many areas.

God bless,
Eileen Renders, ND.”

Brace Yourself (Continued)

(Continued from page 19)

index finger and both middle fingers. What a differ-
ence! | can type. | can do aimost everything | used
to be able to do.

The look was not the greatest — little plastic pink
things that look foreign. So, she suggested that | get
Silver Ring Splints. Insurance said they would
cover them 50%. | was all set to get them. | was
fitted and they arrived sooner then expected. | was
thrilled. They looked like normal rings. | put them

on and wore them for a week.

My hands were fatigued and not doing well. | still
had the 3-Point Products splints and so | put them
back on, and oh, what a differencel My fingers
were supported again. Even with the lateral splints
on the Silver Ring Splints, | did not get the support
that | needed. So | am afirm (no pun intended) be-
liever in the little strange looking pink plastic
splints. They have changed my life. | am no longer
dependent on others to do things for me.



9 Strategiesthat Work Against Depression (Continued)

(Continued from page 12)
the positive effect of exercise on the mind.
Sometimes a brisk walk, a tumble on a trampo-
line, or a game of basketball will ease depres-
sion. Not everyone will have the physical ability
for these kinds of activities, but even a stroll in
the fresh air in your wheelchair may do the trick.

7. Helping others can be a great way to combat de-
pression. It istruethat "it is better to give than to
receive." Doing for others is great therapy. Per-
haps you want to make or buy a present for a
friend, or you might like to go as far as to com-
mit to helping alocal charity on aregular basis.

8. Some people throw themselves into action when
depression hits. A friend of ours was in a bad
marriage, and though he tried to save it, his wife
divorced him. When the discouragement came to
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him, he would go pass out tracts about Jesus.

9. Of course, we al realize that the best remedy is
to reduce our stress levels where possible. Per-
haps that requires a job change, or just learning
to say "no." Perhaps learning to delegate some
of our duties to others will ease the load. Some-
times, however, when life wont slow down, we
have to slow down inside, in spite of the world
around us. It takes effort, but if you can com-
mand your insides not to get uptight, but to let
those cares just float on by, your mind and body
will be in a much calmer state. In our family we
find solacein letting God carry our worries.

Struggling with EDS or any other disability can be
stressful, but perhaps some of these strategies will
help you cope in such a way that discouragement
and depression do not have to be your daily fare.

The Official Patient s Sourcebook on Ehlers-Danlos Syndrome: (Continued)

(Continued from page 17)

outdated address throughout the rest of the book. Of
course, that is better than listing outdated addresses
throughout, as they did with both the UK Ehlers-
Danlos Syndrome Support Group and the Canadian
Ehlers-Danlos Association; they do not mention
EDS Today at all. One has to wonder, do the editors
really know what information is being presented in
the sources they list, or are they merely filling up
space?

Speaking of just filling up space, Part Il of this
dead tree fest is a set of appendices consisting
largely of over 100 pages listing some ailment not
specifically connected to EDS (like acne or chicken

pox), or some supplement, such as comfrey or fever-
few. For each term listed, they give one or more
URLs for a site, such as drkoop.com, where you can
get basic hand-patting information about the condi-
tion or supplement. Absolutely no other information
is presented, nor is there any attempt to present only
the information that is of special concern to people
with EDS.

| really cannot imagine anyone who needs this book.
If you can use a search engine and have some basic
literacy skills, you can find online al of the infor-
mation presented in the book. If you cannot use a
search engine and are not literate, this book will be
useless.

Sunflower Level Contributors

EDS Today wishes to thank the ($1-$99)
following contributors for .

Mary Ellen Birch

Jean Mulligan
D SilviaNieves
Joyce Norris

their financial assistance. Susan Ginley Pam Popken-Harris
HFP Architects Lisa Schoenberg
Ann Horowitz Judith Sobel
Jil Manning Edith Vaden



Reader to Reader: Better Safe Than... (Continued)

(Continued from page 28)

Weve all heard horror stories about fraud that s
committed on us by stealing a name, address, Social
Security number, credit cards, etc. Unfortunately I,
an attorney, have first-hand knowledge because my
wallet was stolen last month. Within a week, the
thief ordered an expensive monthly cell phone pack-
age, applied for a VISA credit card, had a credit
line approved to buy a Gateway computer, and re-
ceived a PIN number from DMV.

Here s some critical information to limit the damage
in case this happens to you or someone you know:
We have been told we should cancel our credit
cards immediately, but the key is having the toll free
numbers and card or account numbers handy so
that the necessary companies may be alerted. Keep
those where you can find them easily.

File a police report immediately in the jurisdiction
where the cards were stolen; this proves to credit
providers that you were diligent, and is a first step
toward an investigation (if there ever isone). Heres
what is perhaps most important (I never even
thought to do this): Call the three national credit
reporting organizations immediately and place a
fraud alert on your name and Social Security num-
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ber. | had never heard of doing this until advised by
a bank that called to tell me an application for
credit was made over the Internet in my name. Be-
cause of the alert, any company that checks your
credit knows that your information has been stolen,
and the company has to contact you by phone to au-
thorize new credit.

By the time | was advised to do this, almost two
weeks after the theft, all the damage had been done.
There are records of all the credit checks initiated
by the thief’ s purchases, none of which | knew about
before placing the alert. Snce then, no additional
damage has been done, and the thief threw my wal-
let away this weekend (someone turned it in). The
fraud alert seems to have stopped them in their
tracks.

The numbers are:

Equifax: 1-800-525-6285

Experian (formerly TRW): 1-888-397-3742

Trans Union: 1-800-680-7289

Social Security Administration (fraud line): 1-800-
269-0271

Hopefully, these tips will prepare you to dea with
the loss of your wallet, credit cards and/or check-
book, and keep your identity safe.

Shadow Syndromes (Continued)

(Continued from page 18)

plined program, tailored to the individual, helps a
person (who is aso using medication) create a new
balance in the mind. Exercise, meditation, work, or
anything that stimulates a person s passion and self-
discipline is essential to good mental functioning.
But more than that, Shadow Syndromes emphasizes
that it is time to stop feeling guilty or ashamed, and
time instead to move forward.

Now, you may be thinking: All that is fine, but here
| am, unable to exercise or work. What am | to do?
This is a weakness in the book, from the standpoint
of people with Ehlers-Danlos syndrome. Still, the
concept that medication combined with finding your

passion is a useful notion. So, too, is the authors
notion that there are good sides to psychological dis-
orders, which might be harnessed if the condition
can be controlled. Mildly depressed people, for in-
stance, supposedly are more likely than people with
no depression at all to be able to see both the good
and the bad in a situation, which can help them be
better planners. | do not know how true that is, but
[ 1l take al the good news | can get!

Despite the shortcoming of not addressing physi-
caly disabled people, Ratey and Johnsons Shadow
Syndromes is a reassuring and eye-opening work. |
wish that more popular works on medical conditions
were as accessible and useful as this one.
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By Cathy Bowen

%

Steven was the
fourteen-year
old case report
patient  pre-
sented in this
issue’'s medical
journal article.
Sadly, ten years
later, he lost his
life.

The dsaff of
EDS Today ex-

tends their deepest condolences to the
Smith family. We thank them for shar-
ing their beautiful, precious son with us
and our readers. It is our hope, along
with the Smith family, that the medical
information contained in this article
might benefit someone else, and that
the essence of their beloved son will
continue to inspire and strengthen those

with EDS.

— Cathy Bowen

Steven Ray " Rooster"
Smith

5-8-79to 3-12-03
By Tim Smith

teven was born a cou-

ple weeks early,
weighing 5 Ibs., 8oz. Both
of his feet were clubbed.
Other than the treatments
to repair hisfeet, and occa-
siona ear infections, his
childhood proceeded normally. It was only when he
turned 14 years old that our life changed. Steven
almost lost his life from an aortic trauma, just from
playing basketball. He was shortly diagnosed with
the Vascular Type (IV) of EDS. Eventualy, his
mother, my wife Angie, was aso diagnosed.

& &
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When Rooster was a young boy, he loved to collect
baseball cards. His collection grew to about 3500
cards. He enjoyed fishing, four-wheeling, music,
gports, going to the beach, and laughing with his
friends and family. At one point, he was into low
riding trucks. The first truck he had of course, he
lowered it, bought some fancy whedls, and had the
tailgate air-brushed. Then he entered it in a custom
show, not expecting to win. He ended up taking
first place in his division. | can still see the joy on
his face as he came up the road blowing his horn,
hanging out the window holding that trophy.

At 16 years old, he started working at a local golf
course on the grounds crew. He really enjoyed this
and became very passionate about this type of
work. Rooster attended North Carolina State Uni-
versity, magjoring in turf and grass management. His
dream was to be the head grounds keeper of a top
notch golf course. Sadly this was one thing he did-
nt get the chance to accomplish.

Rooster was a huge fan of NASCAR. He would



normally attend about eight NASCAR events a
year, with hislife-long friend Ricky. He did confide
in Ricky about EDS, and told him that he knew he
wasnt going to live along life. Rooster said to him,
"I'd rather live and enjoy a short life than live a
long life and not ever enjoy it." He did love life and
tried to live it to the fullest each day. He was com-
passionate and kindhearted, with a winning smile
and an outgoing personality. When we meet some-
one who came in contact with Steven, we are al-
ways told, "What a nice and well mannered son you
have." Thisreally makes hismom and | very proud.
He was an extraordinary son, a great friend, a good
man, and someone you couldnt help but like.

Steven learned to deal with having EDS. He never
let it get him down and never complained. He was a
very hard worker and made no excuses about his
illness. His biggest struggle was knowing that he
shouldnt have children. He aways wanted to marry
and have a family before his time on earth was up.
In October, during a doctor s visit, he met a nurse
and they both seemed to believe they were meant
for each other. It just so happens that she had two
beautiful, lovely little girls, Kayla and Kourtney. In
February they were married, and Rooster was plan-
ning to adopt Kayla as his daughter. That would
have made his life complete. Sadly, it was only a
short five weeks later that his time on earth was
over and hislifetruly did begin.

"You Will Be Loved As Much Tomorrow As You
Were Loved Y esterday!!!"

Mom & Dad
Love,
Y our Heartbroken Dad
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Special Note:

Rooster and his family were especially grateful to
Dr. Max P. Levine, a vascular surgeon in Danville.
Along with God guiding his hand, Dr. Levine
helped to give us ten more precious years with our
beloved son. He stayed involved with Rooster s
care and treatment. During those last 2 1/2 weeks,
he remained with Rooster and our family during the
many long hours until his death. Dr. Levine ex-
pressed his helplessness and anguish - few doctors
would have shown the love, caring, and yearning
for knowledge about EDS that Dr. Levine did. We
are truly thankful for the compassion that he
showed to our son and us. We deeply appreciate all
that he did do to try and save our sonslife.

Tim & Angie Smith



Types of Ehlers-Danlos Syndrome
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Reprinted with Permission from the
Canadian Ehlers-Danlos Association (CEDA)

hlers-Danlos Syndrome (EDS) is a heterogene-

ous group of heritable connective tissue disor-
ders characterized by articular hypermobility, skin
extensibility and tissue fragility. There are six major
types of EDS. The different types of EDS are classi-
fied according distinct features.

Classical Type

Marked skin hyperextensibility with widened atro-
phic scars and joint hypermobility are found. The
skin manifestations range in severity from mild to
severe expression. The skin is smooth and velvety
with evidence of tissue fragility including hiatal her-
nia, ana prolapse in childhood, and cervical insuffi-
ciency. Hernias may be a post-operative complica-
tion. Also evident are molluscoid pseudotumors fre-
guently found over pressure points and subcutane-
ous spheroids which are mobile and palpable on the
forearms and shins.

Complications of joint hypermobility include
sprains, dislocations/subluxations and pes planus.
Recurrent subluxations are common in the shoulder,
patella and temporomandibular joints. Muscle hypo-
tonia and/or delayed gross motor development may
be evident.

Abnormal electrophoretic mobility of the proa 1(V)
or proa 2(V) chains of collagen type V has been de-
tected. Inheritance: Autosomal dominant.

Hypermobile Type

Skin involvement (hyperextensible and/or smooth,
velvety skin) as well as bruising tendencies are both
variable. Joint hypermobility is the dominant clini-
cal manifestation. Generalized joint hypermobility
that affects both large and small joints is evident in
Hypermobile Type EDS. Recurring joint disloca
tions are common occurrences. Certain joints, such
as the shoulder, patella, and temporomandibular
joint dislocate frequently.

Chronic joint and limb pain is a common complaint
among individuals with Hypermobile Type EDS.
Skeletal X-rays are normal. Musculoskeletal pain is
early onset, chronic and may be debilitating. The
anatomical distribution is wide, tender points are
often elicited.

To date, researchers have identified no distinctive
biochemical collagen finding. Inheritance: Auto-
somal dominant.

Vascular Type

Thin translucent skin reveals the subcutaneous ve-
nous pattern, and is particularly apparent over the
chest and abdomen. Facial appearance is character-
istic in some affected individuals. A decrease in sub-
cutaneous tissue, particularly in the face and ex-
tremitiesis evident. Minor trauma can lead to exten-
sive bruising. Arterial/intestinal/uterine fragility or
rupture commonly arise in thistype of EDS. Sponta-
neous arterial rupture has a peak incidence in the
third or fourth decade of life, but may occur earlier.
Midsize arteries are commonly involved. Arterial
rupture is the most common cause of sudden death.
Life expectancy is shortened with a mgjority of indi-
viduals.

Joint hypermobility is usually limited to the digits.
Tendon and muscle rupture can occur. Talipes equi-
novarus is frequently seen at birth. Other manifesta-
tions that may be found include: acrogeria; early
onset varicose veins, arteriovenous, carotid-
cavernous fistula; pneumothorax/
pneumohemothorax; gingival recession; complica
tions during and after surgery.

Vascular Type EDS is caused by structural defects
in the proaAl (111) chain of collagen type 111 encodes
by COL3AL1. Inheritance: Autosomal dominant.

Kyphoscoliosis Type

Generalized joint laxity and severe muscle hypoto-
nia at birth are seen in this type of EDS. Muscular



hypotonia can be very pronounced and leads to de-
layed gross motor development. Individuals present
with scoliosis at birth. The scoliosis is progressive.
The phenotype is most often severe, frequently re-
sulting in the loss of ambulation in the second or
third decade. Sclera fragility may lead to rupture of
the ocular globe after minor trauma.

Tissue fragility including atrophic scars and easy
bruising may be seen. Spontaneous arterial rupture
can easily occur. Other findings may include mar-
fanoid habitus, microcornea, and radiologically con-
siderable osteopenia.

Kyphoscoliosis Type EDS is the result of a deficient
lysyl hydroxylase (PLOD). Inheritance: Autosomal
recessive.

Arthrochalasia Type

Congenital hip dislocation is present in all, as well
as severe generalized joint hypermobility with re-
current subluxations, skin hyperextensibility with
easy bruising, tissue fragility including atrophic
scars, muscle hypotonia, kyphoscoliosis, and ra
diologically mild osteopenia.

Arthrochalasia Type EDS is caused by mutations
leading to deficient processing of the amino-
terminal end of proa 1(1) [type A] or proa 2 (l) [type
B] chains of collagen type I. Inheritance: Autosomal
dominant.
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Dermatosparaxis Type

Individuals demonstrate severe skin fragility and
bruising. Wound healing is not impaired and the
scars are not atrophic, skin texture is soft and
doughy. Sagging, redundant skin is evident. The re-
dundancy of facia skin results in an appearance re-
sembling cutis laxa. Large hernias (umbilical, ingui-
nal) may also be seen.

Dermatosparaxis Type EDS is caused by a defi-
ciency of procollagen | N-terminal peptidase. Inheri-
tance: Autosomal recessive.

Prognosis

The prognosis of EDS depends on the specific type.
Life expectancy can be shortened with the Vascular
Type of EDS due to the possibility of organ and ves-
sel rupture. Life expectancy in all other typesis nor-
mal.

Reference:

Beighton, P., De Paepe, A., Stelnmann, B., Tsi-
pouras, P., & Wenstrup, R. (in press). Ehlers-Danlos
Syndrome: Revised Nosology, Villefranche, 1997.
American Journal of Medical Genetics.

DS Today is a501(c)3 non-profit organization,

dedicated to providing information and sup-
port to people with Ehlers-Danlos Syndrome, their
families, friends, and the medical community.

EDS Today is staffed completely by volunteers. We
do not pay any employees. Everyone involved with
EDS Today does so in their spare time because of
their own commitment to EDS Today’ s mission.

Columnists and article contributors receive a free
copy of the issue of EDS Today in which their arti-
cle appears. With the exception of the lead article,
EDS Today does not pay for articles, but gratefully
accepts the contribution from our dedicated readers.

EDS Today is the newdletter for, by, and about peo-
ple with Ehlers-Danlos Syndrome. This is your
newsletter and we encourage you to contribute.
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IMPORTANT RENEWAL NOTICE

Check the address label on the back of the news-
letter. If the date on your label is 10/15/03 it’s
time to renew! Don’'t wait, send your check and
renewal form today or renew online at:

http://www.EDST oday.or g/onlineor der .htm

Featured Topic for Next |ssue

We are currently seeking articles on “The Decision
Whether or Not to Have Children” as part 1 of a se-
ries of articles on family planning with EDS. Arti-
cles may be submitted to EDS Today, PO Box
88814, Seattle, WA 98138-2814, or via e-mail a
info@edstoday.org.
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