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elcome to the Spring-Summer 2004 issue of EDS Today.

As most of you know, 2004 has been areadly great year for
change. | am in Vermont now, missing the warm weather horribly,
but enjoying the adventures that are thrown to us on adaily basis.

In this issue, we explore the choices surrounding having children.
Some of the questions asked and answered: “Do | have children
knowing | could pass EDS to them?” “Can | physically handle the
challenge of bringing alife onboard without weakening my body to
the point of daily exhaustion and pain?’ “Do | step up to the plate
and have faith that everything will be okay?’

Some of us did not have these choices because we did not know we
had EDS. | was one of those people. | was 19 and in my first seri-
ous relationship and first sexual relationship. | was a child having a
child. | was happy, proud and wanted nothing more in my life but a
little someone | could dress pretty and love. A capricious idea, or
perhaps an oblivious young woman not knowing what would lie
ahead of me. “Pretty wet behind the ears,” | would say now. | aso
would say, after learning about EDS and al the things that could
have happened and did happen, pretty darned brave.

My pregnancy was a nightmare and delivery was a horror story.
My daughter, well let’'s put it this way, she is the most incredible
young woman | know! Love is the biggest word | learned from my
experience and would have done it again! The doctors and | did not
know that | had EDS. Things happened, but | survived.

With the information available now, many people are aware of the
consequences and the challenges. We have choices now. We are
educated. We are more aware. It is important that we are also non-
judgmental to any and al that follow their own path. Whatever
choice is made is the individual’s choice. | applaud the people in
thisissue who shared their stories. Thank you all for your bravery!

Now once again we ask you to turn the pages and share the life sto-
riesof EDS Today people.
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Letter from the Editor

Dear Readers,

This issue of EDS Today marks the start of our 5th
year. It's hard to believe it has been thislong. | till
remember when Christine emailed me about a
newsletter she was starting with Cathy Bowen. She
asked if | wanted to get involved. | had just gotten a
copy of Microsoft Publisher and was eager to test it
out on something, so the newdletter seemed like a
good chance for me to learn something new and to
help the EDS community at the same time. Pretty
soon, we were in full-swing with the first issue and
we haven't stopped.

Over the past 4 years, we have added new people to
our core group of dedicated volunteers, but EDS
Today remains a volunteer-driven organization. We
have no paid staff. Everyone involved with EDS
Today does so because we share a common pur-
pose—to help people with EDS.

Our managing team now includes 5 volunteers:
Cathy Bowen, Laura Hague, Bonnie Heintskill,
Christine Phillips and Barbara Uggen-Davis. Our
team of regular columnists includes. Cathy Bowen,
Ricky Buchanan, Laura Hague, Paula Offutt, Chris-
tine Phillips, Barbara Uggen-Davis, and Michael
Uggen LMP. We aso have numerous repeat con-
tributors, including: Sheila Archambeault, Pam
Popken-Harris, Bonnie Heintskill, Lynn Hoover
LICSW, Kendra Kuss, Jil Manning, Sarah Meador,
Jean Mulligan, Joyce Norris, Eileen Renders ND,
Jen Scherr, Judy Sobel, and Marge Tamas. Without
each of these volunteers and contributors, we
would not have made it through the first four

years. We appreciate al of their hard

As we move into our 5th year, your input iS more
important than ever. As EDS Today grows, we
want to be sure it does so in the right directions. If
you have comments, questions, or requests, please
email us at info@edstoday, leave a message at
(253) 835-1735 or write to us at PO Box 88814,
Seattle, WA 98138-2814. Y our opinions, input and
articles are what makes EDS Today special.

We are currently
seeking articles on
“Driving with EDS.”
This topic will in-
clude vehicle modifi-
cations and disabled
parking issues, and may also include tips and tricks
on how to stay in one piece while on the road. Arti-
cles may be submitted to EDS Today, PO Box
88814, Seattle, WA 98138-2814 or via e-mail at
info@edstoday.org. As always, writers are encour-
aged to contribute not only to the featured topic, but
to any of our columns as well.

—Barbara J. Uggen-Davis, Editor

IMPORTANT RENEWAL NOTICE

Check the address label on the back of the news-
letter. If the date on your labd is 4/15/04 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/funds/
onlineorder.htm

k and dedicati aking EDS
Ty the nenietr FOR, 5Y, ond QUILAMIAAOAY

ABOUT people with EDS. THANK
YOU ALL!
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in Ehlers- Danlos Syndrome Type |V
JAMES E. WIEDEMAN, M .D., ERICM. RITTER, M.D.
Am Surg 2003; May 69, (5): 424-6
From the Department of General Surgery, David Grant
United States Air Force Medica Center, Travis Air Force Base, California
Reprinted with permission

Ehlers-Danlos syndrome (EDS) Type IV
results in inadequate production of type
Il collagen and can lead to devastating
vascular, gastrointestinal, and uterine
complications. A case is presented of
spontaneous colonic perforation in a pa
tient with EDS Type IV complicated by
multiple intestinal fistulas managed with
porcine small intestinal submucosa.
Early success with this technique would
suggest additional applications in a vari-
ety of complicated gastrointestinal prob-
lems.

PONTANEOUS BOWEL PERFORATION in

patients with Ehlers-Danlos syndrome (EDS)
Type IV is arare but particularly troublesome com-
plication because it has a tendency to recur despite
aggressive surgical management. These patients are
prone to stomal strictures, anastomotic breakdown
with fistulization, and recurrent perforation of the
colon. Thus most authorities recommend subtotal
colectomy and permanent ileostomy.! Because in-
testinal complications occur at a younger age than
the more lethal vascular complications it is impor-
tant to consider quality-of-life issues. Methods to
strengthen tenuous anastomoses in these patients
could have merit in preventing dehiscence and
avoiding stomas. This case highlights the use of a
unique biomaterial-porcine small intestinal submu-
cosa (SIS)—to reinforce such an anastomosis.

Case Report

A 22-year old woman presented with acute abdomi-
nal pain after a 2-day course of constipation that had
been treated with enemas. She said she had not had
any previous gastrointestinal or abdominal opera-
tions. She was gravida one, para one. Physical ex-
amination revealed: temperature 37.6 C, pulse rate
120, and blood pressure 100/60. Her abdomen was
diffusely tender with signs of peritoneal irritation.
An acute abdomina series confirmed the presence
of pneumoperitoneum. She was taken expeditiously
to the operating room where a Hartmann's proce-
dure was performed for a sigmoid perforation. The
differential diagnosis included: diverticulitis, carci-
noma, inflammatory bowel disease, foreign body
perforation, or stercora perforation. However, his-
tologic examination of the resected specimen failed
to reveal any underlying pathology. She was dis-
charged on the eleventh postoperative day but was
readmitted 6 days later with vomiting, dehydration,
fever, wound dehiscence, and a stomal stricture. A
CT scan showed no evidence of intra-abdominal ab-
scess. She was treated with bowel rest, total par-
entera nutrition, and dilation of the stoma with ap-
parent improvement leading to discharge. However,
she was readmitted one month later with increasing
abdominal pain, malnutrition, and enterocutaneous
and colocutaneous fistulas. She again was placed on
bowel rest and total parenteral nutrition.

Upon further questioning the patient relayed addi-
tional historical information of significance. She had
had a club-foot repaired as a child, admitted to skin
fragility and easy bruisability, and had some early-
onset varicose veins. A diagnosis of EDS Type IV
was entertained and a skin biopsy was obtained for



fibroblast culture and analysis for Type |11 collagen.
The diagnosis of EDS Type IV was confirmed.

The management options included no surgical treat-
ment, resection of the fistulas and bowel reanasto-
mosis, total colectomy with ileorectal anastomosis,
or total colectomy and permanent ileostomy. Each
of the choices was problematic. No surgical treat-
ment would lead to progressive malnutrition, skin
breakdown, ongoing pain, and sepsis. Primary repair
of the fistulas with colostomy takedown and colo-
proctostomy has up to an 80 per cent recurrent per-
foration rate in the remaining colon. Total colec-
tomy with an ileorectal anastomosis has a 50 per
cent chance of anastomotic leak.? Finally, the patient
would not consent to total colectomy and permanent
ileostomy. Because multiple procedures should be
avoided in these patients, the best chance for success
iswith the initial operations.

A novel operative approach was therefore proposed.
An exploratory laparotomy revealed colocutaneous,
enteroenteral, and enterocutaneous fistulas. She un-
derwent total colectomy, two segmental small bowel
resections and reanastomoses, ileorectal anastomo-
sis, a temporary loop ileostomy, a Stamm gas
trostomy, and abdominal closure with retention su-
tures. For the small bowel anastomoses a standard
side-to-side, functional end-to-end stapled
(Autosuture Inverted Linear Anastomosis) technique
was used. Next a deeve of SURGISIS ES (Cook
Biotech, Inc, West Lafayette, IN) was fashioned so
that it loosely covered the staple line circumferen-
tially and was tacked to the serosa with interrupted
3-0 silk sutures (Fig. 1). The ileorectal anastomosis
was fashioned with a two-layer handsewn technique
with a running inner Connell layer of 3-0 chromic
catgut and an interrupted outer layer of 3-0 silk
Lembert sutures. This was similarly wrapped with
SURGISISES.

The patient had a rocky early postoperative course
complicated by subarachnoid hemorrhage from a
ruptured intracerebral aneurysm that was treated
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conservatively. She made a complete neurologic re-
covery and was discharged. At a 3-month follow-up
visit she was eating a regular diet, taking oral pain
medications, and healing her wounds well. Plans
were made for takedown of the loop ileostomy if a
contrast study of the ileorectal anastomosis showed
no leak or stricture.

Discussion

EDS is a heterogeneous group of heritable connec-
tive tissue disorders characterized by articular hy-
permobility, skin extensibility, and tissue fragility. It
affects one in 10,000 persons. The "vascular" Type
IV has the most clinical significance to the surgeon.
It is due to a gene mutation at COL3A1 and leads to
a Type Il procollagen deficit. Diagnosis is made on
clinical grounds by culturing fibroblasts, or detect-
ing COL3A1 gene mutation.> EDS Type IV patients
have an average life expectancy of 48 years and
manifest the clinical features of easy bruisability,
skin fragility, characteristic facia features, clubfoot,
and early-onset varicose veins. Complications arise
from arterial, uterine, and bowel perforations. Mid-
size arteries typically dissect or perforate in the third
to fourth decade of life resulting in significant mor-
tality. The uterus is prone to intrapartum rupture and
pre- and postpartum bleeding and vaginal and perin-
ed tears are common during childbirth. The bowel
is affected at a younger age with sigmoid perfora-
tion being the most common complication. After
surgical therapy anastomotic breakdown, fistulas,
and wound dehiscence are common.? Thus EDS
Type IV provides a formidable wound-healing chal-
lenge for the surgeon.

SIS is anatura acellular biomaterial produced from
porcine small intestine and is terminally sterilized. It
contains collagen Types I, I1I, and V; growth fac-
tors; and cytokines and promotes healing by regen-
eration of tissue rather than scar formation. SIS has
been used experimentally as a potential vascular,
urologic, dural, and abdomina wall substitute |ead-
ing to promising tissue regeneration in these models.



It has also been studied in the laboratory as an ad-
junct to esophageal repair and replacement*® and as
a bolster for duodenal perforations.® Nevertheless
there are few reported cases of clinical applications
of the material in the gastrointestinal tract. A recent
report demonstrated the utility of SIS in managing
enterocutaneous fistulas when applied as a simple
rolled-up plug in the fistulous tract in two patients.”
Another report demonstrated the potential benefit of
SIS when wrapped around the gastrojejunostomy in
laparoscopic gastric bypass surgery to prevent anas-
tomotic dilation.® When used as a prophylactic bol-
ster for difficult anastomoses, perforations, and dif-
ficult closures the substance theoretically provides
an additional latticework for collagen, strengthening
the suture line. Because patients with EDS cannot
form adequate amounts of native Type |1l collagen
added support and structure during the initial
wound-healing phases may be critical. Therefore
SIS, when wrapped loosely around such a tenuous
anastomosis, could be advantageous. Success of our
technique is judged against small series of EDS
Type IV patients with colonic complications. 3
Previous cases suggest that the recurrent perforation
or anastomotic leak rate in such patient ranges from
50 to 80 per cent.® Added uses for SIS bolstering of
the gastrointestinal tract might include esophageal
perforations, difficult duodenal stump closures, per-
forated duodena ulcers, tenuous anastomoses, and
other fistulas.
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Our featured topic in the Spring-Summer
issue will be “Driving and EDS.” Thisis
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’s note:

The views and opinions expressed are
those of the authors and are not to be
construed as an endorsement by EDS
Today.

The decision whether or not to have chil-
dren is a deeply personal choice and we
must al remember to respect the choices
of others as we would want them to re-
spect our choices. EDS Today thanks
those individuals who have shared their
storiesin thisissue.

VEDS and Having Kids
By Kim Bishop

found out | had Vascular type EDS (VEDS)

before | graduated high school. | had always felt
that if my grandmother who also had VEDS could
have two kids then | could have one. | aso felt that
this earth is too beautiful and fun to deny to a child.
And that yes, life would be shortened, however the
world isnt al that great for adults to stay too long
anyway. There are certain things one must get done
though and eventually more things got added to the
list. Although Im still enjoying the view and
playing games at this point | till feel the same. But
ask me agan in 10 years and | might think
differently.

| got married not quite as quickly as | wanted to,

though it happened when | was ready. We started a
family quickly; however, when | compared my life
to my dad s we were afew years late. It was not for
my sake, | was concerned about the age | had
experienced my father s death. | believe the older the
child is, the better off they will be when a parent
dies. With younger than school-aged children, | am
not so sure about that theory.

| set out to learn as much as possible. | set an
appointment with a geneticist, but the appointment
was a little late for pre-pregnancy guidance. |
confronted the information about VEDS at the local
college libraries, athough | had dug up some of the
scary outcomes before high school graduation. |
had visited an Obstetrician/Gynecologist prior to
pregnancy and did not find one | felt comfortable
with my care. | did fid one after | got the great
News.

| was cared for in arespectable manner, treated with
genuine concern, and referred to a perinatd
specialist, cardiologist and my MD conferred with
the University of Washington. A C-section was
planned and the M D s replacements during off times
were introduced. During the final weeks, my MD
was available for my call even during his off times.

| had asked my younger sister to help me, but she
was just not ready for pregnancy. She is 4 years
younger and still has no kids 11 years later. | had
asked about adoption too but was told the wait was
10 yearslong. So, | did what | thought was right for
me. Looking back from today | might have tried for
a second child, but at the time | felt | had dodged
one bullet and didn't feel that | could dodge the
second.

My child has asked for a sibling and the urge is
there at times but at my first temptation | acquired a
pet. Now | have two miniature schnauzers, | am a
girl scout troop leader and inevitably the mother of a
spoiled little girl.



No Children
By Joyce Norris

efore Hypermobile type EDS and other health

problems irreparably damaged my life at age
30, | was a very driven career and academic type,
the “Type A” persondity. | had decided if, by the
time | was 35, there was no man in the picture and |
had some interest in having a child that | would
have one on my own. All my healthy life, | set a
goal and found a way to achieve it, so | expected
this would be the same.

Age 35 came and went as did the notion of having a
child. I was kept busy just trying to keep myself and
my household going. | am now 38 and over the past
4 years | have been suffering constant pain, sleep
problems, ongoing dislocations and subluxations of
too many joints to count and many other problems.
Moodiness, depression, and severe bitterness, anger,
and anxiety are my constant companions.

| am thankful that no “unattached man worth hav-
ing” ever appeared in my life and that at 35, | could
no longer envision bringing a child into my world.
Days go by without me making a meal on my own. |
could never drag myself out of bed, get lunches and
belongings packed and get a child off to school. | do
well enough just to drag around by late morning.
Take out and frozen dinners wouldn’t quite work for
a baby. A child wouldn’t want a parent who didn’t
have the energy to help them get ready for school or
participate in their events. | would be the chronically
dishevelled, disorganized, late parent. | had great
parents and would want to be able to give my child
the parent | could have been 10 years ago but now
know | am incapable of being. Sometimes love isn’t
enough as much as we might want it to be.

| figure for me, who some days has problems meet-
ing the dog's needs, it would be a disaster with an
innocent victim, a child, if | had one to care for on
top of al | have to dea with now. There are times |
lose my temper with the dog over something minor
and know this would likely happen with a young
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child also. Some days | get so frustrated | literally
have tantrums, something | didn’t even have when |
was a child. | think over and over: “Thank God |
have no children. Thank God | have no children...”

If the child was born with EDS, knowing my per-
sonality | would be absolutely shattered. Nothing
would ever erase my guilt associated with making a
conscious decision to bring a life into this world
who had no say in being here; no say in what he or
she might inherit or suffer. | know others have much
different personalities than | do and could deal with
this, but that’s not me.

The key is to think things through very carefully.
Just because you have a loving home, and expect to
be loving parents is no guarantee that you will have
a healthy child to fit this image. Could you ded
emotionaly and financially with a child that might
be born or become quite disabled in addition to your
own needs, which may also change? You can't as-
sume because you are a good person or have good
intentions that you will be blessed with a perfectly
healthy child? It would be fantastic if life worked
that way.

A recent column in MacLeans magazine here in
Canada written by a female columnist said some
people thought it was so abnormal that she and her
husband did not want to have children. They were
just quite content with their lives together. Both
were healthy. | am a firm believer in “every child
should be a wanted child,” but with EDS on the ta-
ble, I think it requires more thought and insight. It
comes down to planning for all contingencies and
deciding what level of risk you can handle. Some-
thing could happen to you, the baby or both. There
are no guarantees in life but short of that, an in-
formed decision which has been given a great deal
of thought is a good way to reduce risk of getting
into a situation you can’'t handle.

My final thought: a friend and | recently discussed
thisand | remember saying: “It is a blessing to know
what you want and what you can handle...and a gift
to be able to stand by your decisions.”



An Unplanned Baby Boy
by Jodi Bertoldo

am atwenty-four year old mother of a beautiful,

sixteen month old baby boy. The decision of
having him came quick. He was not planned. He
was a surprise, but he was the best surprise we could
ever ask for.

| was diagnosed with Vascular type EDS (VEDS)
when | was thirteen. | had a ruptured bowel, which
left me with a colostomy until | was eighteen, when
my doctor reversed the colostomy, removed my
large colon and left me with just my small bowel.
My father also had VEDS. He passed away when |
was two. He also had a ruptured bowel, but this was
twenty-two years ago, and they did not diagnosis
him or know how to treat him.

My pregnancy was great in the beginning but after
the first visit to a high risk obstetrician, my husband
left in tears. We saw an inexperienced doctor, who
basically told usif | had this baby, | would be in the
hospital most of the pregnancy and have a 25%
chance of mortality. That was a very scary thing to
hear. When we got home that day, | searched the
Internet and got in touch with a group of other
woman who had VEDS. They were so helpful and
shared their experiences about pregnancy and
VEDS. | adso got in touch with Dr. Byers who was a
big help, and a wonderful person. | found a new
doctor who was great, she dealt with high risk preg-
nancies all the time. She never saw anyone through
a pregnancy with VEDS. She said she had 2 other
patients with VEDS who decided to terminate their
pregnancies. She was willing to learn everything she
could about VEDS. She was wonderful. She got in
touch with other doctors who had delivered patients
with VEDS. She told me that the chance of mortal-
ity was about 10% but she also said al the studies
on VEDS and pregnancy were ten years or older.
She aso explained that anyone who is pregnant can
have risks and a lot of patients of hers were per-
fectly healthy but had major complications. We new
the diagnosis ahead of time so we knew what to
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look out for. She made it very clear to usthat if | felt
any little kind of pain or discomfort to come in has
quickly has possible. So we went in to the preg-
nancy very positive, my family was a little nervous,
but very positive and supportive.

My pregnancy went wonderful, aside from having
kidney stones, which can happen to anyone. My
doctor said had nothing to do with VEDS. | had a
planned C-section five weeks early, just a precau-
tion because my doctor said the last month of preg-
nancy puts the most strain on the body. She did not
want me to go into labor. | had an amniocentesis to
make sure the baby s lungs were developed. The test
came back positive that his lungs were devel oped.

There were a few complications during the C-
section. | had a lot of scar tissue from my previous
surgeries so my bladder was stuck to my uterus.
When they delivered the baby, my bladder ruptured
from all the pressure from uterus. It healed fine and
| have no long-term complications from that. My
doctor said that my bladder rupturing had more to
do with the scar tissue from my other surgeries. She
said she has seen that complication happen before to
people with alot of surgeries from the scar tissue. It
was another complication but, whether it was be-
cause of VEDS or not, “who knows?’ Everything
worked out okay in the end.

My son also does have VEDS, but we have a won-
derful doctor who is very aware of VEDS. He was
my doctor when | was younger aso. Heisvery posi-
tive that Joshua should be fine. He said we will be
extra careful with him and be a little extra cautious.
Hopefully, he says, there might be a cure someday.
Who knows what the future can bring?

| do sometimes feel bad that | gave my son this dis-
ease, but when | redly think about it, | have so
much to be thankful for. One thing | have realized is
that anything can happen to anyone with or without
VEDS, so we live everyday to the fullest. VEDS
might not even be what we die from. No one has a

(Continued on page 30)



DINK + Dog
By Barbara J. Uggen-Davis

hen | first got married, a co-worker called

me a “DINK.” | amost took offense, until
he explained that “D.I.N.K” stands for “Dua In-
come — No Kids’. It's one of the latest trendy
terms to define people at various life stages. | was
no longer a YUPPIE (Y oung Urban Professional) or
a SINK (Single Income — No Kids) and long past
SKIPPIE (School Kid with Income and Purchasing
Power), so | was classified aDINK

I’ve been married for amost 5 years now, and we
are still DINKSs. For the first year, we were left in
peace as newlyweds. The second year, the questions
began. “So, when are you two going to have kids?’
“Are there any little ones in your future?” “Why
don’'t you have kids yet?’

My husband, Kerry, and | both have Hypermobile
type EDS. We met in 1994 at the EDNF conference
in San Diego. We spotted each other from across the
room, but neither of us had the nerve to make intro-
ductions. The next day, we each casualy followed
another group of people to lunch so that we could
end up having lunch together without specifically
asking the other to lunch. Fortunately, once we got
past the introductions we found we had more in
common than shyness and EDS.

Over the course of that first lunch together, we dis-
covered that we both shared the same views about
having children. The group at our table was discuss-
ing sterilization surgery and how difficult it is to get
doctors to perform vasectomies and tubal ligations
on people our age (early 20s). Kerry and | both felt
we did not want to have children, knowing the po-
tential for passing the EDS gene to a child. We had
no mora problem with others making that choice,
but for us, it was just not something we wanted to
do.
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Over the next 10 months, our friendship from the
conference turned into something more serious and
we both moved half-way across the country so we
could be closer. Knowing that our relationship was
moving towards something permanent, we talked
more about the issue of having children during that
first year. Because we both have Hypermobile type
EDS, which is autosomal dominant, the potential for
us to have a child with EDS was even greater than
for couples with only one parent having EDS. When
only one parent has EDS, each pregnancy has a 50%
chance that the child would have EDS. For us, the
risk increased to 75% chance of having a child with
EDS. Within the 75% chance, there was a 25%
chance the child would inherit EDS from both of us,
guaranteeing that our grandchildren would aso have
EDS. Because of the increased risk of having a child
with EDS, we felt even more strongly that children
should not be in our future. 1 had a tubal ligation
before moving to Seattle and have never regretted
that decision. Our families are well aware of our
EDS issues and they have all been supportive of our
decision.

So, what do | tell all those people who keep asking
me about having children? Sometimes | tell them
about EDS and my reasons for not wanting to have
children. Other times | ssimply say, “l can't have
children.” Some people feel so guilty about asking
such a persona question that they don't pursue it
further. More often, however, people immediately
start making suggestions that | adopt, or have a sur-
rogate mother, or some other aternative to preg-
nancy, as if the only reason | didn't have kids was
that | didn’t know there were other options. It rarely
occurs to them that perhaps | am happy with my life
without children.

My life is full of other things that 1 would not be
ableto do if | had children. My husband | travel and
| volunteer extensively. We both have gone back to
college this year to earn our Masters degrees. If we

(Continued on page 30)



Having Children
By SanDee Vandal

he decision to have children, regardiess of

having an illness or not, is a very persona
choice. | had a vertebral artery dissection in 1993
and was not diagnosed at that time. | wastold that it
was aone in amillion luck of the draw, so | thought
very little of it and lived my life considering myself
amiracle. | had decided early in my life that | was
not going to have children but in 1998 | had a won-
derful surprise. 1 was pregnant. Despite being un-
planned, it was a welcomed pregnancy as | believe
that everything happens for a reason. During my
pregnancy, my first cousin also had a aortic dissec-
tion. | contacted my neurologist. What was the like-
lihood of two people in one family havingaonein a
million rare medical occurrence? If only the odds
could be so lucky with the lottery!

My neurologist told me about a genetic illness
called Ehlers-Danlos Syndrome (EDS) and referred
me to the genetics department in a local hospital. |
had my skin tested. | caled severa weeks later to
get the results. An intern told me that the test had
come back negative and that | didnt have to follow-
up. | went on my merry little pregnant way! My
delivery and recovery was very difficult. Forceps
were used on my child and | had an episiotomy. |
was blissfully unaware of my condition.

Two years later, we decided it was time to add a sib-
ling. After several months, we were again preg-
nant. A random blood screening test at twelve
weeks detected some chromosomal abnormalities
and | was again referred back to the genetics depart-
ment for counseling. To make a long story short,
the "negative" results that had been sitting in my file
since my first pregnancy were now determined to be
a cause for concern. In fact, | was told that despite
the negative findings. It was felt that because of my
history | did indeed have EDS. | became a high-risk
pregnancy and had to endure countless hours of ap-
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pointments and ultrasounds, etc. | found myself at
odds. How could | risk my life and deprive my
young son of his mother? Here | was pregnant,
which was supposed to be such a joyous occasion,
and | found myself having to deal with the reality of
my diagnosis as well as the possibility of serious
birthing complications. It was a horrific time. | was
very emotional and very upset.

The months leading up to the delivery were very
difficult. My emotions went from high to low. |
was trying to set up a nursery and write my will.
Thankfully, 1 found a support group through the
Internet and one member in particular helped calm
my fears. | wasnt able to talk with my husband
about my feelings. He couldnt deal with my real-
ity. | found myself with very few people to talk
to. People didnt want to hear about my fears. |
found myself insulted and isolated when people
would minimize my fears and downplay my redlity,
so | kept to myself. | went to my weekly appoint-
ments and at one point, my attending nurse asking
me point blankly, "why would you risk your life to
have another child?" | put on a brave face, but in-
side | was breaking. Why would | risk my son be-
ing motherless? Why would | bring another child
into this world, knowing that | could pass on this
genetic monster? No mother would ever knowingly
risk her childs life. Herel was, doing it. | prayed
to God that | could be the only one inflicted with
this illness. | wanted to take al the suffering and
sickness for my family, as many parents would.

My daughter didnt make her entrance into the world
until three weeks after her due date. Thankfully,
because of my diagnosis, the delivery was a
"breeze." Although | felt like a medical oddity
throughout my pregnancy and delivery due to the
rareness of this illness, al in al, things went very
smoothly. After the delivery, however, the tremen-
dous guilt I felt knowing that 1 had perhaps given
my daughter this illness was at times overwhelming.
| worried every moment that 1 would not be alive
long enough to see my children grow up. This sad-



dened me greatly. | remember taking to my
husband and stating that | hoped to make it to fifty-
five and see them grown and he said, "what about
me?' | hadnt even thought about that. 1d been so
busy concentrating on the children that | didnt real-
ize that 1 d be leaving my life partner behind in our
retirement if | died at fifty-five. Thiswas even more
heart-wrenching!

A year after my delivery, | went to the USA for a
second opinion. Up until that moment, | had been
holding out hope that | had been misdiagnosed. The
confirmation in Philadelphia was heartbreak-
ing. While they confirmed the Ehlers Danlos diag-
nosis, they did not believe it was the Vascular type
(VEDS). | havelearned a great deal since my initial
diagnosis. During my pregnancy, | had spent every
minute of every day going through the details of my
life and putting the pieces together. In my heart, |
believe | have VEDS. The symptoms of the other
types dont seem as prevaent in my life. It has been
two years since my confirmation. | dont feel the
guilt that | originaly felt. | would never knowingly
give an illness to my children and | am not responsi-
ble for it. | will, however, be very vigilant in their
medical conditions and be on the lookout for EDS
signs and symptoms. A lawsuit was started against
the Children s Hospital but | eventually dropped it. |
would have had to state that my daughter would not
have been born — that she was a mistake — and |
couldnt do that. As | mentioned earlier, | believe
that everything happens for areason. | have a beau-
tiful, robust, happy little girl. My son has a sister.
My mother has her first granddaughter. My grand-
mother has her first great-granddaughter. We are
complete. | understand and accept willingly today
why my results remained in that file. We wouldnt
have had her if they hadnt. Sheis truly a blessing
and gift.

Sadly, | do feel that she has this illness. She dis-
plays some of the signs of hypermobility and easy
bruising. Whatever the future brings, we will face it
together as a family. | have faith that the diagnosis
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has at least given some hope to my life. | now know
what | am faced with and will be very proactive
with my health and the health of my family. Had
the blood test not been abnormal, the results would
have sat in my file forever. Because of the bad re-
sults we received excellent care and knew what we
were dealing with. | wrote to the Ehlers Danlos
Support Group in England and had them deliver the
EDS and Pregnancy booklet. | gave a copy to every
doctor | visited. | often educated them about this
condition. So the chain of "bad" events led to a
beautiful little girl. She is not a mistake. She was
meant to be.

Would | have had a child knowing that | had this
illness? Probably not. Am | glad that | didnt know
and have two wonderful children? Definitely.
Would I have loved a third child? Yes. My hus-
band had a vasectomy very quickly after the birth of
our daughter. | felt damaged and defective and did-
nt want to pass my genes along to anyone else. |
didnt want to push the envelope even more. | still
regret that there wont be a third child. Having gone
through my second pregnancy and having a much
better delivery than my first (no diagnosis), | believe
that each individual must look at this issue care-
fully. There are many, many emotions on either
side of this decision that one must be willing to deal
with and live with.




Decision Not to Have Children
By Jen Scherr

he decision to have children or not was very

complicated. With being diagnosed with Hy-
permobile type EDS, | began to think of what impli-
cations it could bring in having a child for both my-
self and the child | would bear. | began to ask my-
self the following questions. With EDS being a ge-
netic condition, would | pass this on to my child?
Would | want to see my child go through the same
pain and anguish that | am enduring? Would that be
fair to a child? My husband, Terry, and | have dif-
ferent opinions on many things, so it is amazing that
we completely agree on this. It was and is our deci-
sion not to have children.

My best-friend and her husband came to visit re-
cently and she announced that she was pregnant
with their first child. That night, my husband and |
stayed up talking about children. We had talked
about it in the past, but with my best friend having a
child, Terry wanted to make sure we still agreed not
to have children. There are many reasons to have a
child, however when the mother and/or father has
EDS, there are just as many reasons not to.

Having a child is a very important decision that
should not be made on awhim. A childisalife and
an innocent one at that. They need to be taken care
of and loved. How would | ever be able to take care
of achild when | have a hard enough time making it
through the day myself? Since, | couldnt take that
responsibility, it would fall onto my husband, and he
aready does so much to try and make it easier for
me. Putting this additional responsibility on him is
something that | could never do.

For us, there are the obvious reasons not to have
children. First of all, the child could geneticaly in-
herit EDS from me, and secondly, complications
could occur with the pregnancy, such as the mem-
brane rupturing. | know there is a 50% chance that
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the child could inherit EDS, and it could be less se-
vere than mine, however there is also a chance that
it could be more severe. Again, | am not going to
take that risk with achild’ s life. A childis supposed
to have fun, run around, and play. If my child were
to inherit EDS, how am | supposed to sit by and
watch that child not be able to do those things be-
cause of the disease that | passed on to them? It is
not fair to the child!

| see people having children because their friends
are, and they want to “keep up” with other people.
Thisis not a good reason to have a child, nor is hav-
ing one to fill avoid in your life. | see my friend
getting pregnant and wonder if she, or her husband,
have a clue about what they are getting themselves
into. Neither one has a job. She is expecting to find
ajob while five months pregnant and when the baby
IS born her husband will be in his first semester of
law school. People jump into this decision, to have
a child, because they think it is what they are sup-
posed to do. People should have children because
they have a full life and want to share it with a
child. A child should be loved, cared for, and pro-
tected from the pains of the world.

When talking with my husband, we decided that if
we ever found a child with a condition like EDS, we
would adopt that child. Just like any child, a child
with EDS needs to be taken care of, protected, and
most importantly, loved. A child with EDS has
more needs than a normal child, such as assistance
in doing daily activities, understanding their limita-
tions, and learning to accept their disability. Every-
day on the EDS newsgroup, | read about parents try-
ing to establish a better life for their children, fight-
ing to get their child medical and school help along
with everything else. These parents have to watch
their children in pain and have medica
“professionals’ not believe them. They are con-
stantly doing everything they can to help their chil-
dren have a normal life.

(Continued on page 30)



Under standing Genetic Inheritancein EDS
By Barbara Uggen-Davis

ust because you have EDS, doesn’'t mean your

kids will automatically have EDS too. Before de-
ciding whether or not to have children, it is a good
idea to learn about the genetic inheritance patterns
associated with your type of EDS. It may also help
to spend some time talking to a genetic counselor to
address any concerns you have about genetic inheri-
tance. The following is an overview of how EDS
may be inherited.

There are six types of EDS, but not al types of EDS
are inherited in the same manner. There are two in-
heritance patterns associated with EDS. autosomal
dominant and autosomal recessive. In addition,
some cases of with EDS result from a new genetic
mutation, in which there is no family history of
EDS.

Autosomal Dominant Typesof EDS

The most common types of EDS are inherited in an
autosomal dominant pattern. The Hypermobility
Type, Classica Type, Vascular Type, and Arthro-
chalasia Type are all autosomal dominant. Hyper-
mobility is the most common form of EDS, affect-
ing between 1 in 10,000 to 15,000 people. Classica
Type affects between 1 in 20,000 to 1 in 40,000
people. The Vascular type affects between 1 in
100,000 to 200,000 people. Half of the people with
thistype of EDS inherited it from a parent, while the
other half of EDS cases resulted from a new genetic
mutation. Finaly, the Arthrochalasia type is re-
ported to affect fewer than 30 people worldwide.

Autosomal Recessive Types of EDS

The rarest forms of EDS are inherited in an auto-
somal recessive pattern. Kyphoscoliosis type is re-
ported to affect fewer than 60 people worldwide and
the Dermatosparaxis type, less than 10 people.
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Basic Genetics

Each person has 46 chromosomes. We inherit 23
from our father and 23 from our mother. Of the
chromosomes we inherit from each parent, 22 are
autosomes, which are the same for both men and
women, and 1 is a sex chromosome which is desig-
nated either X or Y. Women inherit two X chromo-
somes and men inherit one X and one Y chromo-
some. Each chromosome contains thousands of
genes. These genes determine our traits, such as hair
color, eye color, height, and other characteristics.
Genes are aso responsible for disorders, such as
EDS. The genes we inherit from one or both of our
parents determines whether or not we have EDS.

Autosomal Dominant Inheritance

In autosomal dominant inheritance, only one copy
of the EDS gene needs to be passed to the child in
order for the child to have EDS. Let's say the
mother has EDS. She has 46 chromosomes, but will
only pass half of the chromosomes to the child. She
will have one EDS gene and one non-EDS gene.
There is a 50% chance that she will pass the EDS
gene to the child, meaning the child has a 50%
chance of having EDS. The EDS gene overrides or
dominates the healthy gene. The magjority of EDS
types are autosomal dominant.

Autosomal Recessive I nheritance

In rare types of EDS, the inheritance pattern is auto-
somal recessive. In recessive inheritance, there must
be two copies of the bad gene in order for the person
to have EDS. If the mother has a recessive type of
EDS, she has two copies of the EDS gene. Because
she does not have the non-EDS gene, she is guaran-
teed to pass the gene to her child. However, the fa-
ther must also pass a copy of the EDS gene to the
child in order for the child to have EDS. The father
might not have EDS symptoms, but could be a car-
rier of the EDS gene, meaning he has only one copy

(Continued on page 31)
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Editor’s
Note:

The  views
expressed are
those of the
author  and
are not to be
construed as
an endorse-
ment by EDS
Today.

Always consult with your physician be-
fore trying any new therapy or supple-
ment. Remember, vitamin supplements
may have harmful interactions with
some medications, so be sure your phy-
sician is aware of every vitamin and sup-
plement you are taking.

Coping Strategies
By Christine Phillips

s most of you know, we have taken the big

step that we tried to steer away from. We
moved to Arizona so | would be able to “feel bet-
ter.” Eight years of still trying to feel better, my hus-
band was transferred to Vermont. Talk about drastic
weather changes!

“How was | going to make it nhow?’ was the big
guestion, but | got mushy and said | can do anything
as long as we were together.

Do | hurt more in the cold? Do | tire easier in the
cold? Am | more accident prone because of the ice

and snow? On the flip side, did the heat make me
hurt more? Does the barometric pressure during
monsoons caused more or less pain then the baro-
metric pressure of snowstorms? Did | tire easier
because of the heat? Where does it end?

In actual fact, it doesn't.

Your mind is the deciding factor. You have to de-
cide inside of yourself to either go with the flow or
go against it. It is not the weather that causes depres-
sion, or pain, or attitude adjustment. It is how we
take control of all these issues and activate them into
the power of positive thinking.

Cdlular cement is not something we have, but it
does not mean our brains are malfunctioning, our
hearts are not compassionate, our lives are ho-hum
or that we will be constant complainers because we
have Ehlers Danlos Syndrome.

Whether or not you can still keep busy or you can
still help others, isonly up to YOU.

Eileen and | have been talking and she has re-
searched a couple of good nutrients that could help
if you are willing to work with them. The SAM-e
hated my stomach, so we had several go-arounds,
but that does not mean you quit. Have faith, have
hope and challenge that spirit of yours to shine, no
matter what the weather is.



Nutrientsfor the Mind, Cartilage for the bones
and Joy for the Soul!

By: Eileen RendersN.D.
Copyright March, 2004

t is a well-known fact that our mind has a defi-

nite link, if not power, over the body. When we
are depressed, the body responds with fatigue and
therefore, releases fewer stimulatory hormones. In
this state, we are more likely to experience a re-
duced pulse, heart rate and immune response.
Therefore, we would become more vulnerable for
susceptibility in contracting disease.

Another way of referencing the body/mind connec-
tion is to understand that what the mind perceives or
believes, the body will respond to in a similar way.
For example, whether an individual is experiencing
a job promoation (good stress), or the loss of a good
friend (bad stress), the body may react similarly.
And if an individua is hypersensitive to chemicals,
it matters not whether the chemicals are found in
prescribed medications (good drugs), or "street
drugs" (bad drugs)! The reactions may be typically
the same: rash, headache, swelling, itch, etc.

Therefore, in adopting a positive attitude, we are
telling our body to move into high gear to run opti-
mally! The body will obediently release a satisfac-
tory number of good hormones that will in turn
stimulate the release of those hormones that
strengthen the immune system. "Fake it until you
make it!" If that is an order that seems too tall to
handle, consider a non-toxic, non-addictive tempo-
rary helper that will help to turn on the switch and
assist in making a positive transition. SAM-e is a
nutrient known as (S-adenosylmethionine) which
not only helps to promote a positive mood, but will
help to build healthy joints!

Consider MSM or Methylsulfonylmethane an or-
ganic source of sulfur, which provides the raw mate-
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rials, which is needed for building cartilage. This
product is especially good for individuals who can-
not tolerate shellfish-based joint support products.
MSM is also one of the recommendations often used
when the goa is to remove toxins from the body
tissue, such as in oral chelation. Today, Glucosa
mine Sulfate combined with MSM is a popular
product source for minerals necessary for support
bone joints. A good dose would be 1,500 milligrams
of Glucosamine Sulfate combined with 1,000 milli-
grams of MSM taken twice daily. Bones and joints
also require sufficient amounts of Boron, Silica, Vi-
tamin-C and boron.

With SAM-e it is necessary to begin supplementing
with 200 milligrams once a day for the first two
days. Then taking 200 milligrams twice a day for a
few days with a goa of reaching 600 to 800 milli-
grams a day (once a day) as a beneficia dose. This
will eliminate the risk of gastrointestinal distress for
those who may be sensitive to SAM-e. Keep in
mind that it will take from 3 to 5 weeks for maxi-
mum benefit to be attained. Shop around a bit as
these supplements can vary from Manufacturer to
Manufacturer.

On afinal note, and since we talked about the body
and the mind, let us not forget the spirit! For me the
spirit is the way one wills to live, or in the way one
might show compassion or love. It isin our ability
to love, share and forgive, that might describe a
good human spirit for me. And perhaps in some
small way, it is our spirit and acknowledgement of
God that provides us with faith and hope. All of
which nourishes both body and mind!

Eileen Renders N.D. is a Doctor of Naturopathy
who founded a Consultation Practice in New Jersey
in 1995. Her degree as Naturopath is earned
through The Clayton School of Natural Healing/The
American Holistic College of Nutrition.

http: //www.natural healingdr.com
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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/

Believing In Your self

lot of the time, | have a hard time believing
I mredly sick.

Most people will find this hard to believe - espe-
cially coming from me. | mean, | m an invisible dis-
abilities advocate! | write extensively about IDs, my
work has been published in Australia, the USA,
Germany and South Africa, and other places. | run
Internet support groups for people with CFS, Fi-
bromyalgia, and other invisible conditions. | fight
for other peoples rights and yell a lot when people
are trampled on.

But the truth is, deep down I m terrified that some
“Big Scary Person” is about to walk up to me and
scream at me that | ve been lying and exaggerating
and making it up and theres nothing really wrong

with me and | should get out of bed and go to work
or school like a“Normal Person” and stop making a
fuss.

Whos to blame? | dont know. Partly a society that
trivializes and ignores invisible disabilities. Partly
my own ingrained distrust in myself. Partly others
distrust of me - for example earlier in the course of
my illnesses | received the results of some urine
tests. The test results were full of abnormalities, and
my Mother helpfully suggested it was probably be-
cause | spent so much time in bed. Maybe she was
just trying to make me feel better. She probably
doesnt even remember the event, but that moment
of disbelief has been etched into my brain.

| think that it doesnt matter who to BLAME
though, it matters who can SOLVE the problem.

Others can help, sure, but ultimately only | can
solve it for me, and only you can solve it for you.
And what can you do? | thought of afew things.

If theres somebody or something around thats
sucking away your belief in yourself, get away from
them. If you cant physically remove yourself from
the situation, you might want to visualize an energy
shield around you, visualize their harsh words
bouncing off the shield and never getting to you.

Take a look at what you are saying to yourself -
self-talk isimportant. When greeted with skepticism
or doubt that your disabilities are real and serious,
are you able to defend yourself, or do you curl into
an upset ball and inward terror that they might be
right? Tell yourself frequently the truth - that you
are not exaggerating or making up your disabilities,
that they are just as rea and serious as anything
visible.

If your disbelief in yourself is much ingrained, you
may even want to write out these positive sayings
on cards or posters and put them somewhere you

(Continued on page 32)
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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.

Power to the Patient: The Treatments to Insist On
When You®e Sick

|sadora Rosenfeld, M.D.
Warner Books, Inc., 2002

s anyone dedling with Ehlers Danlos syn-
drome knows, the best way to make sure that
you get proper medical care is by doing your home-
work before seeing the doctor. Isadore Rosenfelds
Power to the Patient is one of a growing number of
patient self-education manuals. While by no means

comprehensive or perfect, it deserves a place on the
shelf many of us reserve for medical information.

Power to the Patient covers 39 conditions, with a
chapter devoted to each. The chapters cover diag-
nostic criteria and treatment, and each ends with a
summary section that highlights "the treatments to
insist on." The information is presented in small,
digestible chunks, using layman s language, which is
something to appreciate if you are in a hurry or try-
ing to read while acutely ill. The maladies Rosenfeld
chose to discuss are not necessarily the most com-
mon. Frankly, | think thisis a good thing. The most
common illnesses and disorders get plenty of print,
so there is plenty of room for a book that includes
Lyme disease, shingles, gout and phlebitis.

On the other hand, is there really a need to "insist”
on atreatment for hereditary hair loss any more than
"insisting” on atreatment for graying hair? There is
simply no apparent standard used in the selection of
these illnesses and disorders. The sense that the
book was thrown together quickly and with little
forethought is accentuated by the poor proofreading
on the part of the publisher: Far too often, a sen-
tence or paragraph will directly contradict the ones
just before and after, leaving the reader to wonder
how the word "no" or "not" came to be left out. (I
have not read the paperback edition, so perhaps that
particular problem has been cleared up.) Most an-
noying, Rosenfeld s conversational chattiness some-
times gives way to patronizing head-patting, as is
most evident (no surprise) in the chapter on pre-
menstrual syndrome.

Despite these drawbacks, Power to the Patient is
still worthwhile. It is to-the-point, mostly clear in
style, and informative regarding current widely
available treatment. If you are just getting started in
putting together your home medical library, buy this
book. If your shelves are already sagging, take a
look at the table of contents to check for duplication

(Continued on page 32)
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By Barbara J. Uggen-Davis

Barbara Davis,
Editor

The views and

opinions  ex-

pressed here

are those of

the author and

are not to be

! construed as

an  endorse-

ment by EDS

Today. Always consult your physician
before trying any brace.

Broken Beauties
By Robert L. Heim, Jr.

wanted to take a moment of your valued time to

summit this short article and to bring to your at-
tention a great company that goes above and beyond
the call of duty to help others find the necessary
products or services in a timely manner and is al-
ways there to help any of usin need, no matter what
the time of day or night.

| received the information from a fellow sufferer of
a different syndrome that affects this person much
differently than us with EDS, she suffer from
"Osteogenesis Imperfecta Type 111" and offered her
time to let me know about the company in question
in the event that | may require their services and
products. As we all know, | did need them and they
jumped up to the challenge and offered me the prod-
ucts | needed during my recent surgery (total left
ankle reconstruction.) The products that were for-
warded to me were as follows and can be found on
their site at www.brokenbeauties.com or by tele-
phone at 1-866-692-1916

1. The Duro-Dry™ Cast Shower and Bathing Pro-
tector

2. CastBlast™. Its the only product specifically
developed to eliminate the itching that occurs
inside a patient’s cast.

3. Warm up your crutches with Crutch Muffins™
crutch covers. These Fashionable covers are
conveniently loaded with pockets for cell phones
or keys and are comfortable and padded in all
the right places. Serve them up as get-well gifts
for your friends and family.

| would aso encourage each of you to take a mo-
ment to personally speak with the owner of the com-
pany, Mrs. Michelle Kirk (Owner), who iswilling to
address any and al of your concerns and product
requests.

Please take a moment of your valued time to visit
the website and to speak with Michelle or one of
their customer service representatives and all of
your requests or questions will be met with in area
sonable time.

| have and continue to establish a bond and friend-
ship with the representatives and the owner of the
company to further educate them about the type of
products and services that we will and can use as
EDS clients to help us maintain a proactive and pro-
ductive life during this journey with EDS.

In closing, in the event that you wish to contact me
please feel free to do so and | will answer your ques-
tions and concernsin atimely manner, al that | ask
that you place something within the subject line re-
ferring to this correspondence.

Robert Heim publishes a free Service Guide for peo-
ple with Hidden Disabilities. Contact him by phone
or email for a copy. Mr. Robert L. Heim, Jr., Presi-
dent Philadelphia, PA., Internet Support for Invisi-
ble/Hidden Disabilities. Daddio5600@aol.com 215-
744-4057
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By Michael W. Uggen

Michad W,
Uggen is a Li-
censed Mas
sage Practitio-
ner in Sesttle,
WA, USA. He
aso has Hy-
permobile type
EDS.

Do you have

guestions
about massage therapy and EDS?
Emall your questions to Mike at
mike@uggen.net.

Mike has compiled a recommended
book list for people with EDS, includ-
ing books on drug reference, medical
reference, anatomy and kinesiology,
acupressure, Fibromyalgia, Scoliosis,
Carpal Tunnel Syndrome, Fascia, Mas-
sage Modalities, and Energy Medicine.
You can view the booklist and buy
online a& EDS Today’s online book-
store & more page.

www.edstoday.org/bookstore/

Editors Note:  The views and opinions
expressed are those of the author and
are not to be construed as an endor se-
ment by EDS Today. Always consult
your physician before trying any alter-
native therapy program.

Best types of massage therapy for Hypermobility
Type EDS Patient PART I

he fascial system is what in reality alows the

body to maintain an upright posture. It is not
the bones or muscles - it is the fascia. Fascia liter-
aly is one continuous sheet throughout the entire
body that wraps and encloses every muscle, bone,
organ etc. It can be opaque and almost liquid in the
eyeor like alarge, broad tendon in the low back, and
every degree in between. And because it is continu-
ous, a restriction in one area can have profound in-
fluences elsewhere. One of my instructorsis fond of
saying, "identify the location of pain or discomfort
and then look elsewhere for the cause.” There is
much truth in this. For fifteen years, my daughter
stood with both feet/legs rotated outward by 45 de-
grees and both little toes off the floor because her
feet were pulled upward. She went through four Os-
teopaths, four Chiropractors and two Physical Thera-
pists during that 15 years - none of whom were able
to do anything about her condition. As part of an
assignment during my second term, | did a series of
eight massages on her over a six week period. Dur-
ing this series, | started doing Myofascial Release
(MFR) on her back. By the end of six sessions, her
little toes were flat on the ground and her feet were
pointing straight ahead. That was about two years
ago. Her feet still point straight. She had had a fas-
cia restriction in the low to mid back area that
caused her legs to rotate outward. Releasing that
restriction alowed her legs and feet to return to a
normal position. MFR isavery powerful modality.

| do, however, have a caveat here. There are more
than a couple of ways to teach and do MFR, ranging
from very gentle and non-invasive to very aggressive
(like in Rolfing). You do NOT want the aggressive
techniques because they are, frankly, quite painful. |
know, because | ve had them done to me. If | were
seeking MFR work for myself, | would look for



someone who has been trained in the John Barnes
method. Full body acupressure and Polarity re-
leases are also effective for loosening restricted fas-
cia

Cranial Sacral Therapy (CST), as developed by Dr.
John Upledger, is an offshoot of cranial osteopa-
thy. It is aso a very gentle modality. The basic
premise is that the cranial and facial bones are de-
signed to move and that restrictions in the crania
system can affect the entire body. MFR, as taught
by Barnes, incorporates CST; CST, as taught by
Upledger, incorporates MFR techniques. In one
respect, they both do the same thing. They just ap-
proach the problem from 180 degrees apart.

MFR is fairly easy for most western trained/
oriented people to understand and accept. Some of
the precepts of CST are more difficult. The next
modalities, Jin Shin Do (JSD) and Polarity, will
probably push your envelope because they stem
from or are based in Traditional Chinese Medicine
(JSD) or the Ayurvedic Tradition of India
(Polarity).

The underlying premise of these two is that the hu-
man body is more than just the physical — there is
also an energetic body and that restrictions and
blockages in the energetic body can manifest them-
selves in the physical. | think most people these
days are at least aware of the concept of acupunc-
ture meridians and points, whether they accept the
idea or not. The three main eastern/oriental systems
are Chinese, Japanese and Indian. All threein es-
sence say the same thing; they just use different
terminology. As an example, al three postulate a
life force: Pranain India, Ki in Japan and Chi in
China. One of the primary principles of Ayurvedic
relative to the energetic body is a system of
"Chakras' or energy centers. | am sure you are fa
miliar with the Caduceus/Staff of Hermes/
intertwined serpents representing the medical pro-
fession. Are you aware that a similar symbol is
used in the Ayurvedic tradition to represent the
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seven main energetic Chakras? As for acupuncture/
acupressure, the basic premise is that there are 14
primary "meridians” in the body plus eight extraor-
dinary meridians. It is aong these meridians that
the life force (Chi/Ki) flows.

There is absolutely no dispute by anyone that there
is an energetic component to the body. What are
EEG and EKG but measurements of the electrical
discharges of the heart and brain? The dispute be-
tween eastern and western traditions lies in the con-
cepts of life force/Chi/etc and their effects/
influences on the physical body. But that s a whole
other subject. | can tell you that my experience in
working with these modalities has been enlighten-
ing to say the least. | am getting results with them
that | was unable to achieve with standard meth-
ods. And they are al very gentle and non-invasive.
But finding a qualified provider for these can be
even more difficult than for standard bodywork be-
cause there arent that many out there. To give you
an example, there are 9500 Licensed Massage Prac-
titioners in the state of Washington. There are only
7 certified Jin Shin Do practitioners. | have a bit
over 70 hours training in it myself and am still at
least a year away from certification.

Getting into a bit more specific detail on the two,
JSD primarily uses patterns of a series of acupunc-
ture/pressure points in pairs to release tension in
various parts of the body. At least 90 percent of the
treatment work | have been doing lately is ether
totally or partially JSD. At aminimum, | will useit
as a starting point before addressing an area with
other techniques. 1 find it particularly effective for
pain control or management. As an example, | can
usually stop a headache absolutely cold in less than
two minutes with one particular acupressure hold at
the base of the skull and the forehead. | personally
took between 100-150 Aleve a month for over 25
years for brutal tension headaches. After | started
doing acupressure on myself about 17 months ago,

(Continued on page 31)
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Announcements

Screening and Diagnosis of Patients With Con-
nective Tissue Disorders

Protocol Number: 04-CH-0077

Summary: We propose to diagnose and treat certain
disorders of bone and connective tissue, and in so
doing to expand our knowledge about these disor-
ders and provide access to patients of interest for
research, teaching, and clinical experience. Many
patients seen under this protocol will go on to en-
roll in a specific disease-related protocol.

Sponsoring Institute: National Institute of Child
Health and Human Development (NICHD)

Recruitment Detail:

Type: Active Accrual Of New Subjects

Gender: Mae & Female

Expected Total Enrollment: 400
Referral Letter Required: Yes

Population Exclusion(s): None

Eligibility Criteria

INCLUSION CRITERIA: Patients with a suspected
connective tissue disorder and their unaffected fam-
ily members will be digible for inclusion in this
protocol. They will be admitted as inpatients or out-
patients at the discretion of the Principal Investiga
tor, based upon research interests and expertise.
Patients under one month of age will be admitted
only if they are in good health and require admis-
sion to the Clinical Center for confirmation of a
presumptive diagnosis based upon family history.

Keywords: Osteogenesis Imperfecta, Ehlers-Danlos
Syndrome, Bone Matrix, Osteoporosis, Connective
Tissue Disorders, Errors of Bone Matrix and Me-
tabolism

Recruitment Keywords. None

Conditions:
Investigationa Drug(s): None
Investigational Device(s): None

Contacts:

Patient Recruitment and Public Liaison Office
Building 61

10 Cloister Court

Bethesda, Maryland 20892-4754

Toll Free: 1-800-411-1222

TTY: 301-594-9774 (loca)

1-866-411-1010 (toll free)

Fax: 301-480-9793

Electronic Mail:prpl@mail.cc.nih.gov

More information:
http://clinicalstudies.info.nih.gov/detail/A_2004-
CH-0077.html

Website Changes

ave you checked out our website lately?
We've made some big changes, and more
are on the way!

First, the EDS Today site has a brand new look. On
the main page at www.edstoday.org, you will no-
tice that the lead article and featured topic for the
upcoming issue are listed in the right column. You
can also subscribe or renew online from the right
column. The left column has links to other pages on
the site and you can order from Amazon and raise
money for EDS Today from any page on the site.

We've updated our support group information to
include more Internet support groups and updated
links for the international groups. There are now
over 60 online forums and email support groups.

Finally, we are expanding our EDS information
section. Watch for more changes coming soon!
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Product Reviews
(Visit our website for more information)

Dawn Power Dish Brush, $7.00
By Laura Hague

ow could | resist? A battery-powered dish

brush, with batteries! | don’t currently have a
dishwasher, so the temptation was strong, and | suc-
cumbed to the hope that | would save my hands a lot
of scrubbing. Perhaps my dishes would even be
cleaner.

The Dawn Power Dish Brush looks a lot like an
over-sized electric toothbrush. It is turned on by
depressing a large blue button with the thumb. This
action takes very little pressure, and | often found
myself accidentally turning the brush on. There are
severa different types of bristles on the brush head,
which alegedly is replaceable, though | did not see
the brush heads for sale separately.

| tried the brush both with a full sink of water and
under the tap. The brush works much better if the

dish is submerged rather than merely with a wet
dish or one held under running water. The brush
also does not completely remove material, so it has
to be followed up with a sponge or dish cloth.

But does it cut down on scrubbing? Yes, it per-
forms like a champ in this regard. It loosened
baked-on meat drippings from a glass baking dish.
It easily removed the coffee-stain from my favorite,
poorly cleaned mug. Most remarkably, it took the
glued-on label off ajar | had soaked overnight with-
out a hitch. The paper and glue from the label were
easily cleaned from the brush head. | then tried re-
moving residual adhesive from the bottom of some
wine glasses, with equally good results, and no dam-
ageto the glasses.

The Dawn Power Dish Brush will not replace your
sponge, but it may very well replace your scouring
pad. Seven dollars isn’'t a bad price to save wear-
and-tear on knuckles and manicures.

lce Grip CaneTip, $6.00
By Christine Phillips (Winter Warrior)

haven't spent a winter in snow for over 20

years. On moving to Vermont, | had to think
about how the weather would affect my EDS. |
knew | had to relearn to drive—pumping brakes,
black ice. What is black ice, anyway? | knew fol-
lowing a gravel truck was good, better yet snow-
plows! But wait, | aso had to walk to the mail box,
the garage, those everyday little things. No, they
were really big things. | kept thinking if | fell, no
one would hear me. | knew something would break
or bruise. | bought shoe grips which seemed to help,
but | still had trouble with balance. What could |
grab for reinforcement? My cane is a great tool, but
it would go down with me when | fell. | asked peo-
plealot of questions about winter and disabilities.

Thankfully, I mentioned this to an old pro from
Alaska who endured these exact trials and survived,
Barb Uggen-Davis. She said "you need an ice grip
for that cane." Befuddled | asked “an ice pick as a
cane?' “No,” she said. “I know exactly what you
need and Santa will help.” Within days | received a
box. Rip. Tear. Shred. “Wow, a thingamajig with
claws!” It was an ice grip that clamps onto the cane.
Amazing! When you go indoors, just pull the claw
up so you don't scratch the floors. Barb’'s mom,
Darlene, told me it makes a good weapon too. Smart
gdl, | feel more secure walking my puppy now.

As | walk, it grips the ice. Even poking it into the
snow helps me keep my balance. It gives me a great
sense of security. This ice grip has saved me from
many near fals. It has been an incredible blessing. |
would highly recommend you to get one for the
winter coming up.
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Children and your
Service Dog (or pet

dog)

By Paula Offutt and
Jodlla, the
RottnWeiler Service
Dog.

ou have Ehlers-

Danlos  Syn-

$l drome. You have de-

cided to obtain or train

your own Service Dog

(SD). And now you are deciding about having chil-

dren of your own. It is a tough decision, much
tougher than the SD process.

Yet, both decisions are interlocked. A SD is much
more than a pet. She is neither robot nor save; she
is aworking dog. Children are much more than just
little versions of you. They have a massive curiosity
that some dogs cannot tolerate. Children move fast
and sudden and they can be more physical than a
child your SD meetsin public. If you have had your
SD for a long time, you need to consider her feel-
ings and role in the process of having a baby.

There are some tests that you can do with your SD
or pet dog. One is the Canine Good Citizen (CGC)
which is a simple obedience test. The other, and
more important, test is called the Temperament
Test (TT). The TT is used byjydmany animal

rescue organizations to de- termine the
temperament of a stray -
the animal is put up for

before
adoption. The dog must be at
least eighteen months old and dur-
ing the test, the handler can not
speak to the dog. This test expos&
your dog to a wide variety of stimuli }

like a pistol shot, a crazy person, etc. |
believe al SDs should pass this test and

| believe al pet dogs should at least be put to the
test. For more information about either the CGC or
the TT, seethe resource list at the end of this article.

| had awonderful dog: Zeus. He was not my SD but
was still much more than a pet. Zeus was patient
with the cats. He would let them eat from his bowl
and not snap at them, just look at me to make them
go away. He was gentle, playful and the best dog
ever, in my humble, “unbiased” opinion.

When my nephew Ryan was two or so, | took Zeus
with me when visiting. They had a dog, Sparky,
who was fantastic with Ryan. He let Ryan pull on
him, lay on him, etc. So here was my gentle Zeus —
and Ryan. Ryan kept trying to get Zeus to play, but
Zeus didn't. One day we were sitting around, Ryan
on the couch and Zeus at my feet; before we could
stop him, Ryan jumped off the couch onto Zeus
back.

We didn't know if he meant to land on Zeus. Gentle
Zeus snapped at Ryan, his canine tooth grazing
Ryan’'s forehead. Zeus immediately waked away.
Ryan, of course, was screaming his lungs out. | had
Zeus in a down/stay while my brother checked him
over. He was fine, but still crying. His dad took the
opportunity to say this was why we had been telling
him to not treat Zeus like he did Sparky. Not al
dogs liked rough play.

Looking back, knowing Zeus and the way dogs live
together, he had treated Ryan just as he would have
a puppy, giving a warning nip. The experience
taught me that even the most docile of dogs can
have unexpected and uncharacteristic re-
sponses to children. But children are

not puppies and dogs need to under-

stand that difference. | am very

aware he probably would not have

\ passed the Temperament
Test.

(Continued on page 32)
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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

Should Auld Acquaintance be Forgot
By Judy Sobel

ow that | am past the big “6-0,” | have been

dealing with a very strange new feding;, a
combination of nostalgia and the awareness that
time has fled faster than | ever imagined.

| grew up in New York City, went to high school
and college there, got my first teaching job in the
city, married aresident of the city and lived there for
three years. We moved to Atlanta about forty years
ago, blithely saying farewell to al, and inviting
them to come South to visit. A few friends did in the
early years, but we al were caught up in our own
lives and families, and we lost touch. Suddenly, last
year, | realized no one in Atlanta had known me as a
child or single person; to everyone here | have a-
ways been half of a couple, or mom to three boys
and grandmother to two granddaughters. | wanted to
find someone who knew me as akid.

| had an opportunity to visit a childhood friend in
LA. Weve kept in touch fitfully over the years,
sending cards and pictures, but | m not much for
snail mail. When | saw her, we reminisced about the
old neighborhood, our shared GP whom we called
Dr. Jack, Lafayette HS and the first teaching jobs we
had together. | realized that she was one of the few
people who knew my parents, remembered my
younger brother when he was a pest instead of a
friend and had spent time in my childhood home.
There was no one in Atlanta that could make that
clam despite the fact that we have firm friends

here. | remembered her parents, her big brother
when he was called Sonny and not Ernie, and their
enormous Christmas tree that took up the entire liv-
ing room of their tiny apartment every year.

Having the internet has made an enormous differ-
ence in finding old friends and acquaintances. The
boys were easier to find than the girls because their
names have stayed the same. | believe that all my
girlfriends eventually married, but |1 didnt know
what their last names were. When | checked out
sites like www.classmates.com girls were listed by
maiden names and then married names. There must
have been 3,000 students in my high school, and
when | checked the list, | didnt recognize a lot of
the names. But | did find a buddy who lived on my
block in Brooklyn. She and her husband retired to
Florida, and | was able to contact her viae-mail. My
two closest high school friends, though, were not on
the list. When | was in Manhattan last year, | looked
one of them up in the phone book, and found she
had sold her house on Long Island and was living in
the city. | was able to have a wonderful reunion with
her and catch up on the past forty years. She doesnt
have a computer, so cell phones are our way of com-
municating. She informed me that Judy, our mutual
friend, had died several years earlier. | mourned for
Judy, and for the length of time it took for me to
start this quest. My search has taken me all over the
country. A friend from high school who was deter-
mined to go into "show biz", actualy did and is
quite well known asa TV, movie and theater actor. |
spoke to him just last week and he told me about his
exciting life. | am now searching for my former next
door neighbor through the Internet.

Some of the relationships with people | ve found
havent survived the forty year separation, and after
we say hello, there is nothing more to be said. But,
al in al, 1 ve been amazed at how my friends have
stayed the same regardless of the passage of time.
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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,

ayna Hamps otherwise helpful article about
combating depression contained a suggestion
that EDSers use kava kava when they have trouble
sleeping. Recent studies have found that kava kava
causes liver damage, even at small doses. | would

Sweet Potato Scones
Prep and cook time: 35 minutes
Makes: About 12 scones servings

Ingredients

1 3/4 cups whole-wheat flour

1 tablespoon baking powder

3/4 teaspoon baking soda

1/2 cup firmly packed brown sugar

1 teaspoon ground cinnamon

1/4 teaspoon ground nutmeg or mace

3/4 cup raisins

1/2 cup chopped walnuts

1/3 cup Lucerne Low-Fat Buttermilk

1/4 cup liquid egg substitute or 2 Large Eggs
1 teaspoon vanilla

1 cup mashed cooked sweet potatoes or yams or
drained canned sweet potatoes or yams.

not recommend that anyone take it, even occasion-
aly. The FDA is considering pulling kava kava
from the market, or at least requiring manufacturers
to print warning labels on the bottles. Valerian
(which Hamp recommends) is fine, as is Melatonin
(though Melatonin can cause migraines in suscepti-
ble people, so start with a small dose!) Chamomile
Is aso helpful for some people.

Thank you for al your good work. Be well.
Kim Christensen, EDS IV, NY

Recipesfor Health

I nstructions

1. Inalargebowl, stir together flour, baking pow-
der, soda, brown sugar, cinnamon, nutmeg, rai-
sins, and walnuts.

2. In another bowl, beat to blend buttermilk, egg
substitute, vanilla, and sweet potatoes.

3. Add buttermilk mixture to flour mixture and stir
until evenly moistened.

4. Mound batter in 12 equal portions (about 1/4
cup each) on alightly oiled 14- by 17-inch bak-
ing sheet, spacing at least 2 inches apart.

5. Bakein a375° oven until browned, 12 to 15
minutes. Transfer to arack and let cool at least 5
minutes; serve hot, warm, or at room tempera-
ture.

Nutritional Information Per serving: 193 cal.,
19% (36 cal.) from fat; 4 .6 g protein; 4 g fat (0.4 g
sat.); 37 g carbohydrates (3.7 g fiber); 226 mg so-
dium; 0.3 mg cholesterol.
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By Cathy Bowen

"Those of us who have
worked through our grief
- and found there is a fu-
ture - are the ones who
must meet others in the
valley of darkness and
bring them to the rim of

light."
| 0 — Rev. Simon Stephens,
The Compassionate

Friends Founder
Tothosewho are Grieving
By Cathy Bowen

only wish | could take away your pain, and pre-

vent this kind of sorrow from ever happening
again to another loving family. My heart truly goes
out to you.

There are no easy ways, to get through this. It takes
many deep breaths, tears, emotional rages, positive
anger, hugs and love from family and those that
truly understand. You have to find what works for
you and just do what you need to do at that time.
There are no right or wrong ways to grieve. Thisis
an emotional journey filled with agonizing pain that
is hard to endure at times. You must do whatever
helps to get you through a second, a minute, an
hour, or a day. You truly need to take it just "one-
day-at-a-time."

The stages of this kind of grief are overwhelming.
There arent even words to explain it. I’ ve had to try
and blank my mind some days, even pretending
nothing happened and my son was still alive (as |
thought | would go insane) just so | could get
through one day. It is like riding a continuous roller
coaster everyday, the ups-and-the-downs of your
emotions. And you still have to function and dedl

with everyday life besides. It s the hardest work you
will ever have to do.

Thetruth is, you lost that person that you loved and
treasured more than words could ever explain.
There is a hole so deep in your soul its like a bot-
tomless abyss of retching despair and unbearable
suffering. Y our body and you heart physically ache.
This cup of sorrow that we were forced to drink, it
shakes us to the core, shattering our livesinto atril-
lion pieces. Everyday we have to try and put a piece
back together...but there will always be pieces
missing.

There will be times when we feel that we just
“can’t” go on, we just want the pain to "stop."
Thats how | felt many times. Then we must take
the time we need away from everything, to be alone
with our thoughts and to express the explosive pain
that s inside of us. We need our time to grieve for
that person, for ourselves, what we lost, and to cry,
deep, reflect, cry again, and sleep some more. Its
okay to be depressed. It isnt weakness when we fall
for awhile, we were just going down for more
air, thats all. Only time and dealing with our feel-
ings will lessen this agony with less intensity the
next time. Each time we rise back up (make sure
you pull yourself up) well be filled with more
strength to continue on, enabling us to reach for
that extended hand of help - which comes in many
forms; those who need and love us, the purposeful
distractions that come our way, other bereaved peo-
ple, a support person or group, a drive and/or dedi-
cation to helping others (like EDS), and the most
important hand of al, isyours.

We have the choice to persevere and prevail over
this tragedy. Try and turn this negative “EDS’ ex-
perience into a positive “EDS’ legacy. So we must
allow ourselves to go through al the many emo-
tional stages of grief. Believe me, it's extremely



hard when we face these feelings. But when we do,
thereisalight at the end of this tunnel, | promise. |
didn’t believe it either in the beginning, but it does
eventually shine through. One of my main saving
graces, was music (others - my daughter, husband,
anger, and my love). It reached deeply into my soul
and helped me to expel my enormous anguish. It
spoke to me and eventually soothed my spirit. The
sadness and pain never goes away, it's aways
there, incorporated into that new person we've be-
come. We will always long for that person. Always.
We have to survive, though! Because we are the
keepers of our loved ones memories, through us
they can continue to speak and live on and make a
difference.

Though this experience is very traumatic, it does
force us to go very deep through many dimensions,
which eventualy leads to an emotional, spiritual
understanding, an insight, that gives us a heart of
wisdom.

My son David, lost his life on July 8th, 1996, at the
age of fourteen. He wasn’t diagnosed with Vascular
EDS until three days before his death. David was
an “EDS Martyr” along with all the others who
also lost their lives.
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On Grief and Healing

he surest road through grief is to feel it, not

deny it. If you are hurting, the best advice is
to allow your fedlings...Cry, if you need to cry.
Rage, if you need to rage. Admit the longings,
the loneliness or whatever you are feeling. Dont
suppress yourself. Feelings, expressed, ultimately
disappear, but when you suppress yourself, nothing
changes.

~Author unknown~
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Stepping Stones

ome, take my hand, the road islong. We must

travel by stepping stones, No, youre not
alone, 111 go with you. | know the road well, 1 ve
been there. Dont fear the darkness. | || be with you.
We must take one step at a time. But remember we
may have to stop awhile. It is a long way to the
other side and there are many obstacles.

We have many stones to cross. Some are bigger
than others.....SHOCK, DENIAL and ANGER to
start. Then comes GUILT, DESPAIR and LONE-
LINESS. Its a hard road to travel but it must be
done. It sthe only way to reach the other side.

Come, dlip your hand in mine. What? Oh yes, its
strong. |1 ve held so many hands like yours. Yes,
mine was, one time, small and weak like yours.
Once, you see, | had to take someones hand in or-
der to take the first step.

Oops! Youve stumbled. Go ahead and cry. Dont be
ashamed, | understand. Lets wait here a while and
get your breath. When youre stronger well go on,
one step at atime. Theres no need to hurry.

Say, its nice to hear you laugh. Yes, | agree, the
memories you shared are good. Look, were half
way there now; | can see the other side. It looks so
warm and sunny. Oh, have you noticed? Were
nearing the last stone and youre standing alone.
And look, your hands, youve let go of mine, and
weve reached the other side.

But wait. Look back. Someone is standing there.
They are alone and want to cross the stepping
stones. | better go; they need my help. What? Are
you sure? Why yes, 11l wait. You know the way,
you ve; been there.

Yes | agree-It s your turn, my friend-to help some-
one el se across the stepping stones.

~Author Unknown~



Physician who brokeracial barriersdies

By BRADY DENNIS, Times Staff Writer
Published March 24, 2004

Copyright St. Peter sburg Times 2004. Reprinted
with permission.

r. Kirk Woodson, an obstetrician who be-

came one of the first black men to integrate
Tampas Ye Mystic Krewe of Gasparilla, died re-
cently at his home in Philadelphia. He was 51.

"He had many trias that he overcame,” his wife,
Carolyn Woodson, said Tuesday. "He aways did it
with asmile on hisface."

Two of Dr. Woodson s most public trials came dur-
ing his stay in Tampa, where he moved with his
family during the mid 1980s. In 1991, Dr. Woodson
joined three other men to become the first black
members of Y e Mystic Krewe.

Earlier that year, the krewe had refused to integrate
in the face of public pressure, and the annua Gas-
parilla parade was canceled. It later invited four
black membersto join.

"At that time, the black community in Tampa was
very anxious about that entire situation,” said Dr.
Fred Reddy, another original black member in the
krewe. "We saw it as a chance to bring it to a close.
It was something the community needed to get
over. It should have happened many, many years
earlier.”

Carolyn Woodson said her family received threats
and her husband lost patients who felt the krewe
should not be integrated. They found offensive
notes and packages on their doorstep that "you
wouldnt want your children to open,” she said.

Dr. Woodson withdrew from the krewe two years
later, saying he felt the group wasnt truly commit-
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ted to increased diversity. Even so, Carolyn
Woodson said her husband held no ill will.

The Woodsons also endured a drawn-out court bat-
tle over their South Tampa home. They had pad
$475,000 for a house on Parkland Boulevard, be-
coming among the first black homeownersin Palma
Cea

But the house had problems, and they sued, saying
the builders colluded with a real estate agent to
stick them with a poorly constructed home. Dr.
Woodson even draped a sign across the house that
read, "The Money Pit: Part 2."

Their case reached the Florida Supreme Court,
where they won the right to sue the agent, and set a
legal precedent.

Despite such trying experiences, the Woodsons
loved Tampa, she said. And yet they moved away
when Dr. Woodson encountered his toughest trial
of all.

Hed been diagnosed with Ehlers-Danlos syndrome,
a degenerative connective tissue disorder that hin-
ders collagen production, causing fragile skin and
muscle tissue and excruciating joint pain. The dis-
ease forced him to give up medicine.

"It was crushing,” Carolyn Woodson said. "He
loved his patients. He loved his practice. It was his
passion. He never really got over that loss.”

The Woodsons moved to Palo Alto, Cadlif., a place
Dr. Woodson had fallen in love with years earlier.

"He said, "I dont want to run into patients and have
them feeling sorry for me. | want to go someplace
where nobody knows me," his wife said. "He just
didnt want to have a constant reminder of what he
couldnt do (anymore)."

In California, Dr. Woodson mentored students from
poor families and took time to bond with his chil-



dren, Marcus and Lauren.

The family moved to Philadelphia in 1998 to be
near relatives. There, he sought to educate people
about his disease and comfort those who had it.

"He touched my life in so many aspects,” said
Robert Heim, who aso has Ehlers-Danlos syn-
drome and became close to Dr. Woodson. "It was
more than just a friendship. Each time we spoke,
we totally understood each other.”

Dr. Woodson was born in Flint, Mich., and grew up
in Detroit. He attended C.W. Post, a small univer-
sity on Long Island, N.Y ., where he met his future
wife, Carolyn, in 1971.

He later graduated from medical school at Brown
University and, after a residency at Columbia Uni-
versity, began practicing in New Y ork.

Friends and family recalled his keen affection for
the arts and for black culture. He was a board mem-
ber of the Freedom Theatre, Philadelphias oldest
African-American theater. He was a longtime mem-
ber of Sigma Pi Phi, the nations oldest predomi-
nantly African-American Greek-letter fraternity.

"He really promoted the idea of having a notion of
ethnic self,” said Victor Wright, a Bartow podiatrist
and close family friend, "and that its okay to be
part of something and still be ourselves."

Dr. Woodson died in his sleep March 17 of a mas-
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sive heart attack. He had spent the evening with his
wife, watching television and laughing.

On Tuesday, she recalled his love of planning par-
ties and gardening, and how he spent seven weeks
last year in the south of France, a place hed always
wanted to visit and knew he might never have the
chance again.

She aso remembered how he sang "even in the
worst of times." He had about 15 surgeries during
the course of his disease, and each time he made the
doctors play a cassette as they put him under anes-
thesia. Billie Holiday, Chet Baker, Louis Arm-
strong and others.

She said he adored his children. Marcus will gradu-
ate from Temple University law school in May.
Lauren is afreshman at Hampton University in Vir-
ginia.

About two weeks ago, Dr. Woodson told his wife
he was thankful for the gift of illness. "It showed
him how strong people could be," she said. "He had
time with his family and friends, time to get to
know his children. Most people dont get to do
that."

A celebration of life ceremony is planned for Dr.
Woodson on Saturday evening at the Freedom
Theatre in Philadelphia. Family members ask that
in lieu of flowers, donations be made to the Na-
tional Organization for Rare Disorders in Washing-
ton.

National Organization for Rare Disorders
55 Kenosia Avenue

PO Box 1968

Danbury, CT 06813-1968

Phone Number: (203) 744-0100

Tollfree: (800) 999-6673 (voicemail only)
TDD Number: (203) 797-9590

Fax Number: (203)798-2291

E-mail: orphan@rarediseases.org
Website: http://www.rarediseases.org



Decision Not to Have Children (Continued)

(Continued from page 12)

| often wonder if my mother had known about EDS
and that she had it, if she would have had me. |
would like to think that if she had known that there
was a chance that | would have it and be in as much
pain as| amin on adally basis, that she would have

Page 30

chosen not to have me. But for her, there was no
real way of knowing since she does not display the
majority of symptoms. Since | understand what is
wrong with me is genetic, | can not see myself put-
ting anyone else through what | have to go
through. No one deservesto live their lifein pain.

DINK + Dog (Continued)

(Continued from page 9)

had children, we would have neither the time, nor
money to do the things we enjoy. Furthermore, | be-
lieve that a pregnancy would have been difficult for
my body, which has already endured enough.

We have decided to remain DINKS for a long time
to come. We did adopt a “child,” but he is of the
four-footed and furry variety. Our fur-kid, Sherlock,
is a 3-year old Siberian Husky/German Shepherd
mix. Surprisingly, we have suffered all the emo-
tional pain with Sherlock we had sought to avoid by
not having children. Sherlock was diagnosed with
arthritis in his knees at a very early age. The joint

pain he suffers is so similar to my own experience
with EDS, it isamost like having achild with EDS.

Not having children was the right decision for us.
We are happy and we don’'t feel we are missing any-
thing in our lives by not having children. Our fami-
lies support our decision, so there's no pressure
about giving them grandchildren. Our dog gives us
all the love we need and we give him al our nurtur-
ing. Our parents even call him the “grand-puppy.”
Now if | could just come up with a more creative
answer to get the rest of the world to stop asking me
when | am going to have kids and stop being a
DINK.

An Unplanned Baby Boy (Continued)

(Continued from page 8)

guarantee on life. | had a wonderful childhood. | did
not get diagnosed until | was thirteen, but | did eve-
rything | wanted to. | was never treated differently
and my son will not be either. Many doctors have
told us that VEDS should not rule our life. It can be
life-threatening and we have to realize that and it
can be very serious. It is something to keep in the
back of our minds and be glad we have the diagno-
sis and information but it might not effect us ever
again, but if it does we have to be prepared.

| think everything happens in life for a reason. My
son was not planned, but if my husband and | were
faced with the decision on whether or not have chil-
dren, we would have to weigh the good and the bad.

| would say we would take the chance, now that |
have him. | dont think | would try it again because
we are both very thankful for a healthy baby.

This is just my opinion and my experiences with
VEDS. | know others have different opinions and
other experiences. | am fortunate and my son is too.
So far we have no other symptoms besides bruising
alittle easy. We have wonderful doctors, a wonder-
ful husband/father who is very supportive, and we
have a lot family and friends that are strong for us
and are very positive. | would like to keep in touch
with anyone who would like to talk. My emalil is
JSPB22@aol.com.



Under standing Genetics (Continued)

(Continued from page 13)

of the gene.
X-Linked Recessive

Another type of genetic inheritance you may have
heard about is called X-linked Recessive. At one
time, there was an EDS type that was X-linked Re-
cessive. This type has been reclassified and is no
longer considered part of the Ehlers-Danlos Syn-
dromes. X-Linked Recessive is an inheritance pat-
tern that is related to the X-Chromosome. Like
autosomal recessive inheritance, you must inherit
two copies of the gene in order to have the disorder.
Because the gene is on the X-Chromosome, only
people who inherit two X-Chromosomes (women)
will have the disorder.

Mutation

Sometimes people have EDS when there is no his-
tory of EDS in the family. If the EDS type is not a
recessive type, then it is most likely that the individ-
ua has EDS as a result of a new genetic mutation.
Each gene is made up of a series of bases, which
form the instructions for making a single protein.
There are four bases, designated A (adenine), T
(thymine), G (guanine), and C (cytosine). A muta-
tion is a change in the sequence of the bases that
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form a particular protein. Imagine that the bases
form words, and each word represents a protein. A
mutation occurs when one of the words is mis-
spelled. Approximately half of the cases of Vascular
type EDS are the result of a new mutation.

Genetic Counseling

Genetic counseling is avaluable tool for people with
genetic conditions. Genetic counselors are educated
about numerous genetic conditions and can help pa-
tients understand genetic inheritance patterns.
Where appropriate, genetic counselors recommend
and arrange for genetic testing and help explain the
test results. If you have questions about having chil-
dren, a genetic counselor may help provide guidance
and support.

References:

1. Ehlers Danlos Syndrome, Genetics Home Reference, Ac-
cessed March 4, 2004, http://ghr.nim.nih.gov/ghr/disease/
ehlersdanlossyndrome

2. Adams, A., Genetics 101 Overview of Genetics, Accessed
March 9, 2004, http://www.genetichealth.com/
G101_Genetics Demystified.shtml

3. Adams, A, Resources, What is Genetic Counsdling?, Ac-
cessed March 9, 2004, http://www.genetichealth.com/
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Massage Therapy (Continued)

(Continued from page 20)

| have taken exactly 8 Aleve. And they were for
severe pain from three broken ribs, each broken in at
least three places, last summer. | have taken exactly
ZERO for headaches. | KNOW that this works.

There are numerous similarities between JSD and
Polarity. | would say the primary differences lie in
JSD being point specific where Polarity tends to use
a broader span with the hands instead of finger

tips. The other main difference is that JSD focuses
on the meridians and points where Polarity focuses
more on the Chakras. Both modalities are very ef-
fective. And neither one poses arisk of inadvertent
injury or damage because neither one uses forceful
mani pulation or aggressive techniques.

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



Laura'sLibrary (Continued)

(Continued from page 17)

with what you already have. Judging from the hot
topics on the email support lists, people with EDS
will particularly be interested in the chapters on ar-
thritis, diverticular disease, irritable bowel disease,
mitral valve prolapse, strokes, and urinary inconti-
nence. Having information on those issues all in one
book may be reason enough to have your own copy
of Power to the Patient.
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Hidden Disabilities (Continued)

(Continued from page 16)

will read frequently. Use these positive messages as
an antidote to al the negative messages society
sends about invisible disabilities. | have used this
method with sayings such as:

What | fed isrea

| am not faking

| can trust my feelings
Thisisreal and serious
| am not exaggerating
Only I know what | feel

Nobody knows you as well as you know yourself -
believe in yourself. Oh, and dont let the turkeys get
you down!

Service Dogs (Continued)

(Continued from page 23)

‘Canine Good Citizen': The AKC has information
on the test: http://www.akc.org/love/cge/index.cfm.
You can aso get more information at most pet
stores.

Temperament Test: The American Temperament
Test Society, Inc. has information and scheduled
tests: http://www.atts.org. The main office is in St.
Louis and their phone number is 314-869-6103.

Those of you with internet access can go to Dr. P's
website for resources concerning children and dogs.
http://www.uwsp.edu/psych/dog/lib-prob.htm#kid



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.
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