Hello Everyone.

Can you believe we are bursting into spring and summer already?
This has been aridiculously fast and furious year and we are only
into April.

EDS Today has some great gardening stories and tips for the green-
thumbed readers.

Cathy Bowen has gotten another amazing lead article that is not
only informative and helpful but also written so we can understand
it without pulling out the latest medical dictionary. So enjoy, learn
and PASSIT ON.

In Coping Strategies, there are two great |etters written by a hus-
band and wife. It will not only open your heart but open your eyes
to the reality of Ehlers-Danlos Syndrome and Coping.

A large group of people with EDS met in Las Vegas for the West-
ern Social Science Association’s 45th Annual Conference. Five
representatives of EDS Today were chosen to speak on “Invisibility
and Believability: Living with Ehlers-Danlos Syndrome.” It was
an incredible experience and we all had the best time ever meeting
so many new friends. We laughed, we cried, we watched others
with EDS, we learned, and we grew. We plan to do it again and

again.

S0, get ready to jump on board the ultimate journey of your life
with EDS Today’ s Spring Issue.

Seeyou intheFdl.... Look out Vermont here we come.

Christine Phillips, Publisher
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Letter from the Editor

We apologize for the lateness of this issue, but we
have a very good reason! This month, five speakers
from EDS Today gave a presentation on EDS enti-
tled “Invisibility and Believability: Living with
Ehlers-Danlos Syndrome” at the Western Socia
Science Association’s (WSSA) 45th Annua Confer-
ence. We delayed this issue so we could bring you
information about the presentation, which took place
when this issue would normally have been mailed.
Please refer to page 19 for more information about
the conference and the presentation.

Specid thanks to Carole Ehlers, Cindy Cook, Sue
Ginley, and Judy Sobel for helping pay for the
WSSA conference registration. Thanks to Laura
Hague for writing and submitting the proposal to
WSSA and to the five speakers: Laura Hague, Bon-
nie Heintskill, Pat Howey, Christine Phillips, and
Barbara Uggen-Davis.

The speakers met with other EDSers, friends, and
family for a group dinner. Special thanks to Bonnie
Heintskill for making the arrangements with the
Spice Market Buffet at the Aladdin Hotel and Ca
sino. Thanks aso to local EDSer, Cathe Boudreau
Alleger suggesting the Aladdin.

Back Row: Don Kachline, Clark Howey, Pat Howey, Pax, Anna
Beaudette, Marla Winter, Christine Phillips and Grace Berardini
Front Row: Darlene Uggen, Barbara Uggen-Davis, Cathe
Boudreau Alleger, Bonnie Heintskill, and Laura Hague

Not Pictured: Cyndi Edwards and Hank Hope (both were taking
photos on multiple cameras! Thank you!)

IMPORTANT RENEWAL NOTICE

Check the address label on the back of the news-
letter. If the date on your label is4/15/03 it’stime
to renew! Don’t wait, send your check and re
newal form today or renew online at:

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

Featured Topic for Next I ssue

We are currently seeking articles on “Coping with
Depression.” Articles may be submitted to EDS To-
day, PO Box 88814, Seattle, WA 98138-2814, viae-
mail at info@edstoday.org.

Welcome New Board Members

EDS Today welcomes Laura Hague and Bonnie
Heintskill to our Board of Directors.

Laura Hague has been involved with EDS Today as
a columnist and is the moderator of the EDSers
email support group. Laura is also responsible for
planning and coordinating the EDS Today presenta-
tion at the WSSA conference.

Bonnie Heintskill is a Speech-Language Pathologist
currently conducting research on EDS and speech
and language issues. See page 22 for more informa-
tion about her research. Thanks also to Bonnie for
helping edit thisissue.

Both Laura and Bonnie have EDS and are parents of
children with EDS. Laura's adult daughter, Sarah
has often assisted me with editing this newsletter.
Bonni€e's daughter, Amanda is in the ninth grade. 1
look forward to working with Amanda as an EDS
Today volunteer in the future.

Laura and Bonnie will be vauable assets to EDS
Today and | look forward to working with both la-
dies over the years to come. Welcome to you both!



Urinary Incontinence and Pelvic Organ Prolapsein
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Women with Marfan or Ehlers-Danlos Syndrome
Michael E. Carley, MD and Joseph Schaffer, MD, Dallas, Texas

Editor’s Notes:

This article refers to EDS Types as de-
fined prior to the 1997 Revised
Nosology, which redefined the 10 sub-
types into 6 major types. Beighton P,
DePagpe A, Steinmann B, Tsipouras P,
Wenstrup R. American Journal of Medi-
cal Genetics, 77; 31-37 1998, Wiley &
Sons, Inc.

"Reprinted from Publication:
AMERICAN JOURNAL OF OBSTET-
RICS AND GYNECOLOGY, Voal. 182
(5 Michad Carley, MD, and Joseph
Schaffer, MD, "Urinary incontinence
and pelvic organ prolapse in women
with Marfan or Ehlers-Danlos syn-
drome" Pages 1021-23, © 2001, with
permission from Elsevier Science" .

From the Department of Obstetrics and
Gynecology, University of Texas South-
western Medical Center. Reprint re-
guests: Michael E. Carley, MD, Depart-
ment of Obstetrics and Gynecology, Di-
vision of Gynecologic Surgery, Mayo
Graduate School of Medicine, 200 First
St SW, Rochester, MN 55905. Copy-
right , © 2000 by Mosby, Inc. 0002-
9378/2000 $12.00 + 0 6/1/105410
doi:101067/mob.2000.105410

OBJECTIVE: This study was undertaken to deter-
mine the prevalence of urinary incontinence and pel-
vic organ prolapse in a cohort of women with either
Marfan syndrome or Ehlers-Danlos syndrome.

STUDY DESIGN: Female patients with either
Marfan syndrome or Ehlers-Danlos syndrome were
identified through a medical records search at two
urban hospitals. Each patient’s medical record was
reviewed, and the history of pelvic organ prolapse
and urinary incontinence was obtained through tele-
phone interview.

RESULTS: Twelve women with Marfan syndrome
were identified. Among these women 5 (42%) re-
ported a history of urinary incontinence and 4 (33%)
reported a history of pelvic organ prolapse. Eight
women with Ehlers-Danlos syndrome were identi-
fied. Among these women 4 (50%) reported a his-
tory of urinary incontinence and 6 (75%) reported a
history of pelvic organ prolapse.

CONCLUSIONS: Women with Marfan or Ehlers-
Danlos syndrome have high rates of urinary inconti-
nence and pelvic organ prolapse. This finding sup-
ports the hypothesized etiologic role of connective
tissue disorders as a factor in the pathogenesis of
these conditions. (Am J Obstet Gynecol 2000; 182:
1021-3.)

Key words. Ehlers-Danlos syndrome, incontinence,
Marfan syndrome, prolapse.

Urinary incontinence and pelvic organ prolapse
have been attributed to numerous etiologic factors,
including parity, age, ethnicity, increased intra-
abdominal pressure, estrogen deficiency, smoking,
neurologic injury, and hysterectomy.' It has also
been suggested that genetic or intrinsic differences



in connective tissues may predispose individuals
toward urinary incontinence or pelvic organ
prolapse.? However, literature examining the preva-
lence of these conditions among women with con-
nective tissue disorders is sparse.

Marfan syndrome is an autosomal dominant connec-
tive tissue disorder linked to a defect in the fibrillin
1 gene on chromosome 15 that has an approximate

Tablel. Demographic and obstetric characteristics
of women with Marfan and Ehlers-Danlos syn-
dromes

Parameter Marfan Ehlers-
syndrome  Danlos
(n=12) syndrome
(n=8)
Age (y. mean £SD) 49 + 12 46 + 20
Race (No.)
White 8 (67%) 7 (88%)
Black 3(25%)  1(13%)
Hispanic 1 (8%) 0 (0%)
Height (cm, mean £SD) 179+ 7 163+ 8
Weight (kg, mean, £SD) T7+24 60+ 8
Body mass index (kg/m?, 24+5 22+ 4
mean £SD)
Smoker (No.) 7(58%) 2 (25%)
Gravidity
Mean + SD 13+23 30x20
Median 0.5 3
Nulliparous (No.) 8 (67%) 1 (13%)
Parity
Mean +SD 04+07 21+12
Median 0 2
History of 1 cesarean 0 (0%) 2 (25%)

delivery (No.)
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prevalence of 1:10,0000.* # Common clinical mani-
festations of the disorder include skeletal abnormali-
ties, cardiovascular complications, and ocular abnor-
malities. Although severa investigations have ex-
amined obstetric risks,> gynecologic complications
of women with Marfan syndrome have not been
well described.

Ehlers-Danlos syndrome represents a heterogeneous
group of connective tissue disorders composed of
10 subtypesinvolving collagen gene defects. The
prevalence has been estimated to be 1:5000.° Clini-
cal findings include hyperdistensibility of skin, hy-
permobility of joints, abnormal tissue fragility, and
easy bruising.® Potential gynecologic and urologic
complications include endometriosis, dyspareunia,
incontinence, pelvic organ prolapse, and bladder
diverticula

This study was undertaken to examine the preva-
lence of urinary incontinence and pelvic organ
prolapse in a cohort women with either Marfan syn-
drome or Ehlers-Danlos syndrome.

Material and methods

A medical records search of al women 18 years of
age or greater with an International Classification of
Diseases, Ninth Revision diagnosis code of either
Marfan syndrome or Ehlers-Danlos syndrome was
performed at an urban university-associated medical
center and at an urban community-based teaching
hospital. Through telephone interview each patient
answered a series of items that included demo-
graphic information and gynecologic, urologic, ob-
stetric, medical, surgical, and socia histories. Each
patient’s medical record was reviewed. Because
many patients lived far from these medical centers,
physical examination by the investigators was not
practical.

To determine the severity of urinary incontinence
patients were asked multiple questions dealing with
urinary symptoms. Patients with incontinence were
categorized into 3 groups. women who reported one



or more episodes of urinary incontinence per week,
women who reported at least one episode of invol-
untary urine loss per day and considered the urinary
incontinence to be lifestyle-atering, and women
who had undergone a surgical procedure for urinary
incontinence. In addition, patients with incontinence
were asked a series of items to categorize the condi-
tion as stress, urge, or mixed urinary incontinence.

Pelvic organ prolapse was similarly categorized on
the basis of the patient’s report: pelvic organ
prolapse symptoms only (reported pelvic pressure
associated with a protrusion or bulge from the va-
gina), reported diagnosis by a physician of pelvic
organ prolapse, and reported surgical repair of pel-
vic organ prolapse. Patients were also asked whether

Tablell. Prevalences of urinary incontinence and
pelvic organ prolapse diagnoses among women with
Marfan and Ehlers-Danlos syndromes

Marfan Ehlers-
syn-  Danlos
drome  syn-
(n=12) drome
(n=8)
Diagnosis No. % No %
Urinary incontinence
Any 5 42 4 50
> 1 episode/wk 3 25 1 13
> 1 episode/d 2 17 1 13
Surgically treated incontinence 0 0 2 25
Stressincontinencesymptoms 5 42 4 50
Mixed incontinencesymptoms 1 8 1 8
Pelvic organ prolapse
Any 4 33 6 75
Prolapse symptoms 1 8 1 13
Physician-diagnosed prolapse 2 17 2 25
Surgically treated prolapse 1 8 3 38
Rectal prolapse O 0 2 25
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rectal prolapse had been diagnosed or treated.

Descriptive statistics were used to summarize the
demographic and obstetric characteristics. The
prevalences of pelvic organ prolapse and urinary
incontinence were calculated for women with Mar-
fan syndrome and women with Ehlers-Danlos.

Results

The medical records search by International Classi-
fication of Diseases, Ninth Revision diagnosis codes
identified 19 women with Marfan syndrome and 10
women with Ehlers-Danlos syndrome. Among those
with Marfan syndrome, 5 were dead and 2 were not
available for interview. Two of the 10 women with
Ehlers-Danlos were not available for interview. The
remaining 12 patients with Marfan syndrome and 8
patients with Ehlers-Danlos syndrome were used for
statistical analysis.

Demographic and general obstetric characteristics of
the women with Marfan and Ehlers-Danlos syn-
dromes are depicted in Table |. The prevaences of
urinary incontinence, pelvic organ prolapse, and rec-
tal prolapse among patients with Marfan syndrome
and Ehlers-Danlos syndrome in this study popula
tion are listed in Table II. Among the 12 women
with Marfan syndrome 5 (42%) reported a history of
urinary incontinence and 4 (33%) reported a history
of pelvic organ prolapse. Among the 8 women with
Ehlers-Danlos syndrome, 4 (50%) reported a history
of urinary incontinence and 6 (75%) reported a his-
tory of pelvic organ prolapse.

Comment

Although several case reports and small series have
described potential obstetric risks among patients
with Marfan syndrome and Ehlers-Danlos syn-
drome, little information regarding gynecologic and
urologic complications exists. In this series we
found high rates of both urinary incontinence and
pelvic organ prolapse among women with either
Marfan syndrome or Ehlers-Danlos syndrome.



These findings are notable in light of the young
mean age and relatively low median parity of both
groups. It isinteresting that all women with inconti-
nence described symptoms of stress or mixed incon-
tinence.

In this cohort of patients, women with Ehlers-
Danlos syndrome had a higher prevalence of pelvic
organ prolapse than did those with Marfan syn-
drome. Although this difference may be related in
part to the greater parity of the women with Ehlers-
Danlos syndrome, it may also be related to differ-
ences in the roles collagen and fibrillin play in the
support of the pelvic floor.

Reported historical prevaence rates of both pelvic
organ prolapse and urinary incontinence differ
widely as a result of differences in patient popula-
tions studied and differences in categorization of
urinary incontinence and pelvic organ prolapse. One
study found that 58% of healthy middle-aged
women reported loss of urine at some time. How-
ever, of these, only 10.5% reported one or more epi-
sodes of urinary incontinence per week.” Although
the prevalence of pelvic organ prolapse is less well
defined, one study found that 14% of white women
seen in a urogynecologic clinic had symptoms of
prolapse.®

Although patients' reports of stress or urge inconti-
nence symptoms do not always correspond to diag-
noses made through urodynamic evaluation,® the
finding that none of the patients who reported uri-
nary incontinence described urge symptoms alone is
meaningful. Stress incontinence may represent an
anatomic defect and is often associated with pelvic
relaxation, whereas urge incontinence is often the
result of detrusor instability.

Investigators examined collagen content in skin and
round ligaments and found 40% reductions in those
of women with stress urinary incontinence when
compared with those of continent women.* Theo-
reticaly, qualitative defects in collagen or fibrin
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may also result in pelvic floor weakening.

We recognize several limitations of this investiga-
tion. First, this cohort of patients was identified
through International Classification of Diseases,
Ninth Revision diagnosis codes and may not be rep-
resentative of all women with Marfan or Ehlers-
Danlos syndrome. Second, the study relied on his-
torical reports by the subjects rather than direct
physical or urodynamic evaluation. Finaly, the
study is descriptive in nature and is limited by the
absence of a control group. Larger, controlled, mul-
ticenter studies are needed to examine the preva
lence of prolapse and incontinence among patients
with Marfan and Ehlers-Danlos syndromes through
direct physical examination and urodynamic evalua-
tion. High rates of pelvic organ prolapse and incon-
tinence were found in both groups of patients, how-
ever, supporting the hypothesized etiologic role of
connective tissue disorders as a potentia factor in
the occurrence of pelvic organ prolapse and urinary
Incontinence.
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Our featured topic in the Fall-Winter
issue will be “Coping with Depression.”
This is your newsletter and we encour-
age you to get involved. Please send
submissions to EDS Today, PO Box
88814, Seattle, WA 98138-2814 or by
email at info@edstoday.org.

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

GiveOrchidsaTry
by Judy Sobel

My grand plan for a “House

Beautiful” garden ended with my

first back surgery. Not that | had ever

put this plan into motion, but | had

spent time cutting out pictures and

daydreaming of the beautiful garden

to come. | had, at one time, planted a

shade garden alongside the creek that

runs between my house and my next

door neighbor s house. But within a

month of planting, he cut down the

tree on his side of the creek that

provided shade on my side of the creek, and all my
little fledgling plants curled up and died in the
relentless Georgia summer sun.

“ABS’ (after back surgery) al outdoor gardening
came to a halt. | prayed for weeds to take over bare
gpots to provide much needed green and
concentrated on prolonging the life of the plants I
received as gifts in the hospital. Oddly enough, |

was given five different orchid plants. | had never
owned one because | aways heard that they were
the prima donnas of the indoor plant world. | bought
specia fertilizer, misters, pots, and sprays then
watched them turn brown and lose all their leaves. |
decided that | wouldnt waste my time on such
ungrateful plants, so | stowed them in my dining
room — a spot that had no direct heat or air — and
promptly forgot about them. About six weeks later,
imagine my surprise to find my once dead plants all
sprouting new stems and leaves.

All a once, | realized the secret of orchids; like
Greta Garbo, they "vant to be alone." Orchids dont
like fussing, being watered, fertilized, sprayed or
potted. They only ask to be |eft to themselves near a
window with filtered sunlight. They dont like
artificial heat or air conditioning because it dries out
the air in the room. They dont need to be watered
more than every two to three weeks. When you do
water them, they need a good soaking. Occasionally,
during their blooming season, they
might enjoy some fertilizer, but they
do fine without it. They also like to
be root-bound; it seems to encourage
the plant to create more blossoms.

I ve been raising orchids now for
about ten years, and | am constantly
amazed at how little actual care they
need. The Phaelanopsis type is
probably the easiest to grow at
home, athough | have a friend
whose white Cattlyea (the kind used
for corsages) blooms every winter going on twenty-
four years. Best of dl, if you have an orchid that
blooms once and is done for life, get on down to
your nearest craft store and buy an artificial orchid
bloom. Plant it in your pot, and all your friends will
swoon over your green thumb.



Barb@ Gardening Tips
by Barbara J. Uggen-Davis

| love gardening, always have. When | was a kid we
grew tomatoes and strawberries in the front yard.
Every day when | got home from school | checked
each plant. When the tomatoes were ripe | would
snatch them up and run into the house yelling "ripe
tomato” at the top of my lungs. Before school in the
morning, | would sneak outside to check the straw-
berries. If they were ripe | would pick them, slice
them, and put them right into my bowl of Cheerios.

Now that | am grown up, gardening is more difficult
than reaping the fruits of my parents labor. Still,
there are things that can make it easier.

Pot Gardens. If you dont have alot of yard space or
have difficulty bending down, pot gardening is the
best solution. No, | dont mean growing illegal sub-
stances. | mean planting a small garden in a wooden
planter box. | use a planter box about five inches
deep, five inches wide, and eight feet long. | have
the box resting on the deck railing, which keeps the
plants at arm level so | dont have to bend over. If
you have a wooden railing, you can screw the
planter box to therailing so it wont blow over in the
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wind. You can also put planter boxes on window
ledges.

Tools. There are a variety of tools available to make
gardening easier. My favorite is the Oxo Good Grips
gardening tools. | have the three-piece garden set
which sells for $27.00. The Good Grips line has a
soft, comfortable hand grip which reduces stress on
my hands when using the tools.

Stools. Gardening can be redly hard on your lower
back because it involves a lot of bending over for
extended periods. There are a number of stools on
the market which allow you to sit while you work.
You dont have to spend a lot on a fancy gardening
stool, but you do need to find something that you
can be comfortable with. | use a step stool for some
jobs. For the really low-down, dirty work | wear a
pair of waterproof rain pants and sit right in the
mud. While stools can be helpful, they dont elimi-
nate all the stress on the spine. Make sure you al-
ways take breaks to stand and stretch at least every
fifteen minutes or more often if you feel pain or
stiffness starting.

More Information. There are great gardening tips
for people with disabilities on the Internet. Check
out EDS Today’ s website for more information.

Square Foot Gardening
M el Bartholomew
Rodale Press, 1981

Square Foot Gardening is one of the treasures of
gardening. Any gardener can use the techniques out-
lined by Mel Bartholomew to continue gardening
throughout ones lifetime. Theideais pretty simple--
so simple that you have to wonder why it is not the
dominant way of gardening. Essentially, the garden
is segmented into plots no larger than 4 feet by 4
feet, with paths in between each segment, to make it
easy to get around and tend the garden.

Bartholomew describes not only the basic idea of
using small plots, but every aspect of successful gar-
dening. Easy to understand explanations guide you

through soil types, composting, mulching, trans-
planting, extending the harvest, and what to do with
the garden at the end of the growing season so that
you can start out easily the next spring. Theres even
an appendix about the most common vegetables,
when to plant them and what to be aert to. For peo-
ple with EDS, the best part of the square foot gar-
dening technique is that it is adaptable for wheel-
chair use as well as for gardening from a standing
position.

There is a companion web site to the book at http://
www.squarefootgardening.com/. If you like to gar-
den, or are thinking about gardening, thisis the sin-
gle most important book you can have on your
shelves.



12-Step Gardening
By Joyce Norris

Have a plan that is redigtic. If you have severa
large gardens, like | do, and little energy, take a
good look at your gardens, their needs and the tim-
ing. Here in Nova Scotia, the spring bulbs come first
so those beds have to be ready and mulched up in
thefall. Thefirst task of spring isto survey any win-
ter damage and possibly fence in the beds contain-
ing bulbs. Next, are my early perennials. | have
these in a sixty X thirty foot bed. The weeding has
to start early and continue until fall. | never seem to
get all of my gardens done. | plan on about fifteen to
thirty minutes of weeding a day. Next come the mid
and late season perennials. Also at the same time,
one must start maintenance of the berry plants and
start on vegetable gardens. One of the last delights
for me is my oriental lily garden, which is perenni-
aly (pardon the pun) over-run with weeds, as it is
hard to get them out until they are a certain height.
Also in early summer are the window boxes. There
is plenty to be done.

Keep Track. If you have more than one garden, take
acalendar of the current year and note when you did
what, such as putting fencing up, pruning, planting
seeds or starting them inside. This will help you
come up with a manageable plan for next year.

Have the Right Tools. Make sure you have a good
pair of pruners and a weed lifter. My weed lifter isa
hand tool and the business end of it islike afork but
with two tines instead of four. | have tried much lar-
ger devices and find they just require too much en-
ergy and are too hard on the joints. My pruners cost
$10 (Canadian) and came from a building supply
store (Kent). My trowels, which are very good and
even have a padded handle cost $1 (Canadian) at a
dollar store. As | have so many gardens, | am a-
ways losing them so | have about four of them now.

Invest in a leaf/yard waste bag. These can be bought
for considerable cash for even basic plastic ones. |
got a perfectly fine one at the dollar store as well.
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Where | live, you can put this sort of waste in the
large compost bin with wheels which we al were
given by the town. This saves on garbage bags both
spring and fall

Carts. If you do any serious gardening, it iswise to
invest in a cart which can carry your tools, pesti-
cides, natural remedies, soil, a garden seat or kneel-
ing pad for you and anything else you might need. It
takes alot of energy to make repeated trips from one
part of the yard to another.

Finger Splints. If you have ring splints, count them
before and after moving from one area to another.
Two of mine are somewhere in one of the gardens
or backyard. | never felt them come off. You can
also apply tape around them

Gloves. Invest in severa cheap pairs of garden
gloves. Mine aways get filthy beyond salvage, so |
just throw them out. Again, very good quality ones
can be found at the dollar store.

Cleaning Up. Surgical scrub brushes are the best for
cleaning hands where dirt and weed staining are
right in the creases of your hands, or in my case, the
consequence of wearing sandals to stand in dirt and
getting my feet filthy. Before | discovered these, |
would spend at least half an hour on my feet and
sometimes twenty minutes on my hands and still
have dirt somewhere. They are gentle and last well.
| havent yet worn-out the two | bought last year.
They are also good for cleaning household items
with tiny creases that hold dirt.

Student Labor. Consider hiring a student for any
basic, yet heavier, garden work. Reasonable price,
energetic people.

Raking. An excellent rake for leaves is one which
extends and contracts its tines. This allows you to
either rake large amounts of leaves or at it's narrow-
est adjustment, to get leaves out of tiny spots which
otherwise might necessitate crawling on ones hands
and knees. The second type of rake which | would

not do without is one with three long metal prongs. |
(Continued on page 14)



In Bloom

Christine Phillips

It’s that time of the year when the seed catalogs clog
your mailbox and Garden supply magazines leave
your mailperson with a hernial Thisis how we wel-
come spring at the Phillips household.

Gardening is very therapeutic for most or we would-
n't even bother. | love to put a seed in the earth and
get the gratification of life afew dayslater. My Sun-
flower seeds burst through the soil in three days. |
smiled from ear to ear and silently patted myself on
the back on witnessing this amazing sight. Flowers
guard my front door in colors ranging from blue to
yellow. The visual is breathtaking and each and
every year | have a stream of onlookers stopping by
to tell me how beautiful everything looks. It has be-
come my Technicolor Wizard of Oz!

Gardening can also be area strain for the disabled
or those with aches and pains. The trick is to side-
track your mind enough to forget the pain. While
gardening, | forget all that is going on with me
physically. | am so planted in what | am doing that |
forget | was feeling tired and should take a nap. |
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also cheat. | have every tool, toy, and garden supply
to make my tasks easier. My latest splurge is the
Tractor Scoot, it not only saves your back, it is aso
easy on the budget too. No squatting or stooping,
and it swivels to get those things hard to reach. Free
movement in al directions. My other new toys are
hoes, rakes, and root popper. These innovative tools
prevent sore muscles, aching back and fatigue. They
extend with a pull, are adjustable and ergonomically
correct. | picked all these up at our local Lowe's
store. | love them. No bending, just twist and
blammo you have an extended tool. Keep your eyes
open for other garden tools.

Finally, plant with love. We planted iris in honor of
April Leaman. In memory of our Kara, we planted a
beautiful eucayptus tree that grows bigger and
wider every year. Johnny has a pine tree that started
as a Christmas tree that graces our yard. So, we are
not only surrounded by smells and colors but we are
surrounded by love and memories of those that
meant so much to so many of us. Gardening is about
growing and blooming wherever you are planted —
kind of like LIFE!!

African Violets
By Helen Langhorne

Gardening is one of the many things that | ve given
up. Well, outside gardening anyway, although | cant
seem to resist a few container gardens on the deck. |
always need to ask for help with those though, so |
keep them to a bare minimum. The pulled muscles,
the dlipped discs and all the physical traumas that
seem to happen to me when | dig in the soil, just
doesnt seem to be worth it anymore.

| still love flowers though, especialy when | m shut
up in the house not feeling my best. | ve learned a
few things from changing the way | think of garden-
ing. Hereswhat | ve learned.

African violets bloom several times ayear. And car-
ing for them is so very easy. African violet soil is

very lightweight, so I m able to pick it up at the
store, al by myself! Violets themselves come in a
huge variety of colors and sizes as well. They arent
very expensive either and propagation is so simple.
| ve rooted new plants by ssimply placing an African
Violet leaf in water. Its fun to swap leaves with
friends and start a new plant. There are even special
violet pots that hold a couple of weeks worth of wa-
ter, so you dont even have to water them often. | ve
also clustered several plants in bowls. All you have
to do is put them in a good spot where there is
morning sun, or filtered light and away from drafts.
If they like where they are, they will bloom and
grow for you. Its a great inexpensive way to have
fresh flowers al year without adding any more
aches and pains.
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Each time | write cop-
ing Strategies | want
to share something
new and of grea
learning value to our
readers.

The last six months

have been a true

growth period for so

many of us, especially
my husband and me. Some of us are just learning
about EDS and others are widening their views on
Coping Strategies. But all in al coping is a part of
our lives and its ups and downs.

In January, my husband, Doug, was diagnosed with
cancer. We are also in the process of moving across
country. Selling our house, moving, and deciding on
cancer treatments has all been quite overwhelming.
So, how do | cope?

| received a call one evening from a young lady that
had recently been diagnosed with Type 3 Ehlers
Danlos Syndrome. | heard something in her voice
asking for reassurance of tomorrow and it's possi-
bilities. Heck, | couldn’t even help myself, so what
could | give her? | took all my “adventures’ and
dove head first into helping her and her husband.
This proceeded to be the biggest breath of fresh air
for me. Helping others — it does work you know?

OUTCOME: Our houseis sold, Doug’ s surgery isin
the morning and he was given a thumbs up on the
cure rate. We are about to move across country to
Vermont for a few years. | am actually looking for-
ward to the summer there. As for winters, | have a
lot of friends and family in warm places!!! All in all
everything really fell into place.

This brings us to our stories today, Coping Strate-
gies and how we never walk aone!

My Story
By Jen Scherr

Ever since | waslittle | had trouble walking and run-
ning without my knees hurting or my ankles rolling.
Everyone around me thought | was making it up. No
one could aways be in that much pain when they
are young. | went to doctors for my hurting joints,
first my knees, | was told | had floating kneecaps
and that is why my kneecaps popped out. Then a
year later | went for my right shoulder. While ex-
amining my shoulder the doctor dislocated it.
Hence, why | always tried to avoid going to doctors.
| always felt that [they] there were going to hurt me
and/or not believe what | said was happening. They
just told me | had lax joints. Told me to do some
physical therapy and that it would be all better after
| completed the therapy.

My parents got sick of hearing me complain so |
eventually stopped complaining and tried to ded
with it on my own. That worked for many years un-
til it started to get too bad for me to handle during
my junior and senior years of college. | remember
one spring day in lowa it was raining as usua and
every singlejoint in my body hurt. | collapsed trying
to get to the closet to get my braces out. My boy-
friend at the time, now husband, Terry, pulled out
all of my braces and put them on me. Then he had to
lift me onto my bed, where | spent the rest of the
night crying. | knew this was not right, the next day
| went to see a doctor, she looked at my joints ques-
tioningly because there was no swelling. She did
run a test for arthritis, which came back negative.
She just thought the pain was in my head since there
was no swelling and no sign of arthritis. | was frus-
trated, and felt hopeless since | knew there was
something wrong with me but there was no one for
me to turn to for help.

The summer before my junior year of college | dis-



located my shoulder rolling over in bed. | went to
the hospital and they told me to see an orthopedic
surgeon. When | went home for the 4th of July |
went to the doctor and he looked at my shoulder,
told me | was Gumby, and that | had to have sur-
gery. | had the surgery and went through the reha-
bilitation of my shoulder but it seemed to pick the
flexibility right back up. My shoulder does not dis-
locate as much now. Only once in awhile, however,
now | have a pinched nerve in my shoulder and
shocks of electricity go through it, which to me is
more painful than the dislocations.

Upon graduating from college, Terry and | moved to
Arizona. The painful joints came and went, some
days | was perfectly fine others it hurt to just lay in
bed. Terry and | decided that | needed help dealing
with this. | went to a general practice doctor, he
looked at my joints, and told me that he thought |
had a collagen disorder, there was a name for it but
he was not completely sure, and suggested that |
went to see a rheumatologist. |1 did about a month
later. This doctor diagnosed me with having Ehlers
Danlos Syndrome Type Ill. Well, now | had a
name. At least | knew that this was not in my head
and that there really was something wrong with me.
Now | wanted answers. The doctor did not have any
answers to my questions so | tried to research it my-
self. | went to the web and called my mom to have
her look in her medical volumes, they all told me the
same things. EDS is a genetic disorder, the treat-
ment varied depending on what type you had, and
there are six different types. There was nothing that
| found that would help me handle the pain or the
dislocations. | kept looking and eventually found a
message board on Yahoo. There | posted a request
for a doctor in the Phoenix area. Barbara Uggen-
Davis e-mailed me and told me to speak with Chris-
tine Phillips since she lived in the Phoenix area as
well. | wrote Christine and we started talking. Then
one-day Terry and | went to visit with her and her
husband. We sat and talked for a while. It helped to
know that she had gone through the exact same
things as | am and that she survived. It also helped
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Terry understand what | was going through. He
knew that | wasin pain but | was not able to explain
it in away that he could understand. Christine told
me about her doctor and we decided to set me up
with an appointment with him. After we left Chris-
tines | felt relieved to know that | could learn to
manage. For me, just to know that there is someone
out there feeling the same way | do, gave me a sense
of belonging since | was felt like an outsider not be-
ing able to do the same things other people could,
and being able to do things other people cant.

On my 22nd birthday, Feb. 19th, Christine and | met
at the doctor’s office. 1 aways get nervous at the
doctor’s office, which is funny since then my blood
pressure becomes normal. She went in with me and
told him what we had been talking about. He did his
exam and then listened to what | had to say, which
was the first time in my life a doctor listened to me.
| had brought a list of questions to ask him and he
went through them all with me. He gave me some
more answers and some pain medication to help
manage my pain. | left his office feeling like | could
handle EDS | could live my life. Granted, | need to
moderate myself and make sure | get plenty of rest
and down time. But | can do whatever | want. | just
need to take my time and not be rushed by others.
The way Terry puts it is that | will be taking better
care of myself than anyone around, and when | get
older I will be the healthiest 40 year old around.

| know that | am not the only one with EDS in the
world, | think the most important thing people with
EDS can do is share with each other, share their ex-
periences and their lives. Y ou always need someone
there that understands what you are going through to
help you through your days. If it were not for Chris-
tine | would still be lost and alone not knowing what
to do. Thank you Christine!



From the Eyes of the Person Next to You
By Terry Scherr

It is definitely tough watching the woman you love
go through excruciating pain everyday. Although |
do not feel her physical agony, | do feel her mental
anguish, for | feel it to. What makes the situation
even worse is the helplessness, the helplessness that
with al my strength and intelligence, | cannot take
the pain away. It is a feeling that is hard to cope
with. Believe me, | m still trying.

Jen is the most important person in my life. She is
my best friend and my wife. Since the day we met,
| ve been completely and unconditionally in love.
She has been there for me through my toughest
times, and for that, | owe her my life.

To be quite honest, | did not know that much about
EDS when Jen first brought it up in conversation.
To be even more honest, | m still learning. | have a
good idea of how it is affecting Jen, but | am always
trying to better understand the details of it. | know
that she experiences constant joint agitation and
pain. | know that she bruises easily. | know that she
has low blood pressure. |1 know that she expends a
majority of her energy just dealing with the pain. |
know that this is the toughest thing she has ever had
to deal with it. | know it is going to be tough for her
if she hasto deal with this alone.

It was as if the pain slowly consumed her. It didnt
just hit her overnight, but progressively impaired her
physical activity. When | first met Jen, she had a
glimmer about her, but as the years went by, that
glimmer faded. The love between us grew, but |
could tell Jen was growing increasingly unhappy. At
first, | didnt really understand what was going on.
All | knew was that the woman | love was not en-
joying being alive.

Over the last few months, we have been able to fig-
ure out what Jen has been going through or at least
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identify the problem. It has been tough for Jen to
handle. | dont know if she has quite accepted it. It is
a hard thing to accept. In youth, we often think we
are invincible. We are supposed to be active and vi-
brant when we are young. Caring about our health is
supposed to be something we do when we are older,
you know, when a doctor slaps you on your back
and says "have you ever thought about your choles-
terol?' But when we are young, we are popping
Twinkies in our mouths, listening to heavy and an-
noying rock music, and picking up every bad habit
known to man. There are few young adults that are
faced with a situation where they have to make a
major responsible lifestyle change, before they even
reach plausible adulthood. Jen has had to make the
leap to maturity way too soon. To ensure a better
life for tomorrow, Jen has had to set a regiment of
vitamins, pills, healthier foods, massage oils, and a
little tender love and care to try and decrease the
daily pain that holds her.

| m unfortunately avery busy guy. Between working
as a consultant, taking care of two attention-starved
puppies, and trying to keep our first house in a tidy
condition, it has been hard to devote the time to Jen
that she really needs and deserves. But everyday | m
trying. In everyway, | want to get more involved in
what she is going through. She shouldnt have to
deal with this aone. If it means going on diets with
her, giving her daily massages, or even staying up a
little later every night just to hold her, it is worth it
to see alittle glimmer of that happiness come back.

Between you and me, since day one, | have always
had a little nickname for her. | call her my guardian
angel. She has and still looks after me. | have a
knack for finding trouble, so having an angel on my
side is sometimes essential. But right now, my angel
needs my help. | was brought up to think that the
most important thing you can do in life is help those
in need, especially those you love. Jen deserves the
best help possible; | only hope that | can provideit.

(Continued on page 14)



| apologizeif thisarticleisnt very specific or techni-
cal. Maybe, as | learn more about EDS, |1l be able
to convey more applicable and intelligent thoughts
and views. But for right now, you are getting the
raw emotion and feeling of someone trying to both
cope and aid their spouse through the experiences
that EDS brings.

Because Jen has EDS, it doesnt change my feelings
towards her, or hamper the love | have for her. It
just means that we both have to conduct our lives
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differently so she might have a better and enjoyable
life as we both age together. This is not just her
problem, but a problem that we must both handle as
a husband and wife. Like | said, she is my angdl,
and | will do everything possible to make sure that
she gets to experience the most enjoyable and ful-
filling life possible, because she deserves the best.

12-Step Gardening Continued

(Continued from page 9)

was actually able to prepare my own strawberry and
potato beds myself. Otherwise, a fork and heavy-
lifting would have been required or atiller, which |
could not operate and would have to pay to rent and
to hire someone to do it.

Weeding. Instead of pulling every single weed or
growling at those dandelion and buttercup weeds
that break off at ground level only to regrow, try
this. Buy a spray container of Round-Up brand weed
killer. Damage the weed by hand, for example tear
part of it off or damage it with something sharp, so
it has an open, raw area. Apply only the tiniest of
sprays directly on the weed. | put the nozzle straight
on top of the exposed area in the weed. If you give it
a big spray, chances are you will kill plants and
grass. Within three days it is dead and you have
used minimal effort and minimal chemical

Watering. As the number and size of my gardens
grew (I have five fruit and vegetable, and twelve
flower gardens), it became impossible to water them
with one outdoor hose. Eventually, even severa of
them all attached together still didnt reach every-
thing. The latter was actually very heavy and tiring
to deal with. | paid about $50 (Canadian) and got
another tap on the back of the house and found a'Y
connector pipe which alows two hoses to run off

the one tap. Y ou use a switch to go between the two
hoses. One is fifty feet for the lower backyard gar-
dens and the hundred foot hose is left threaded up to
the upper veggie gardens. | pretty much stand and
spray instead of lugging hoses. The upper garden
requires navigating plants and a drainage ditch not
to mention it isuphill. It is so easy to flip my switch,
walk up top and just stand and spray.

Raised Boxes. Sincethetiller isanissue, | am start-
ing to have my vegetable area divided and raised
wooden boxes installed to frame them into manage-
able areas that a student could easily dig up. My first
one was a ten foot by eight foot for my strawberry
runners. Because each is about $50 to buy the
spruce lumber, get it cut and have someone put it in
place, | will only do one or two a year.
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Columnist Bek Oberin

wrote a regular column
on Invisible Dis
abilities for the for-
mer website
Themestream. She
has generously
granted reprint per-
mission for the se-
riesto EDS Today.

What@ an I nvisble Chronic IlIness?

Now that weve defined Invisible Disabilities, we
can move on to a very similar definition - that of
Invisible Chronic IlInesses, or ICls. ICls are a group
of illnesses that share certain characteristics. Not
every ICI has al of these characteristics, but most
|Cls share most of them:

Invisible - They cant be seen by a casua observer
the way you will notice somebody in a wheelchair,
or with aguide dog. All ICIsareinvisible.

Chronic - With most illnesses you get sick, then you
get better. With ICls, this doesnt happen. Y ou might
get better, or you might not, and usualy theres no-
body who can predict what will happen. All ICIs are
chronic.

Non-measurable symptoms - IClI symptoms typi-
cally include things like pain and fatigue that a doc-
tor cant measure.

Difficult to define and to diagnose - Many ICls,
have overlapping symptoms. Others, such as Fi-
bromyalgia, are diagnosed just by excluding any-
thing else that might cause the symptoms.

No cure - Theres no "magic potion” that will cure

ICls. If they were curable conditions, they wouldnt
be chronic in the first place.

Common symptoms - Many of the symptoms that
many IClIs share, like fatigue and pain, are things
that even heathy people fed alittle of. This makes
the symptoms easier for the public, and medical
people, to trivialize and normalize, "Oh, that s noth-
ing, | getital thetime...".

Difficult to treat - For most ICls, there is no one
treatment. Y ou may have to "shop around” until you
find something that works a little bit for you, or
there may not be anything that works. Many treat-
ments for ICls are still experimental or have not
been tested at all.

Multiple Diseases - Anecdotally, many people with
ICls seem to have more than one of them. For exam-
ple Fibromyalgia and Multiple Chemica Sensitivi-
ties, or Chronic Fatigue Syndrome and Asthma. |
dont know if the studies show thisis common or its
just an artifact of the type of people who tend to be
on the net, but it s definitely noticeable.

All of these things together mean that living with an
ICI can be ahuge challenge!

So what s the difference between an ICI and an In-
visible Disability, or ID? Not a huge lot, really; both
forms share many of the characteristics noted above.
| think the usual naming conventions put "illness"
where theres a pathogen and a fluctuating state in-
volved, and "disability” where it s a steady state. For
example a hearing loss would be an invisible dis-
ability, whereas Q Fever is an invisible chronic ill-
ness. Other conditions, such as Multiple Sclerosis,
are commonly referred to under both categories.

Invisible Disabilities and Invisible Chronic IlInesses
arent two big competing entities trying to grab your
dollars and attention. They re just two ways of |abel-
ing conditions which cause very similar problems,
both heath-wise and between the person and soci-
ety. Reading this column will be of benefit to both
groups, so pick whichever label you like, every-
body!
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Book Reviews by Laura Hague

Laura Hague is a
history instructor
a Austin Com-
munity 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 HEDS, 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.

Most recently, Laura was the moderator
of a presentation on EDS at the Western
Social Science Association’'s (WSSA)
annual conference. The presentation was
Laura's idea. She wrote and submitted
the proposal to WSSA and coordinated
with EDS Today to find additional
speakers. EDS Today thanks Laura
Hague for her hard work in putting this
presentation together!

Pain: TheFifth Vital Signal
Mar ni Jackson
Crown Publishers, 2002
Why We Hurt: The Natural History of Pain
Frank T. Vertosick, Jr., M.D.
Harcourt, Inc., 2000

Y ou know those dreadful women who lean in far too
close to you at parties and tell you in excruciating
detail the vagaries of their lives, not because they
are complaining or bragging, but because they are
just so sure you will find the mundanities of their
lives compellingly interesting?

"My dear," she softens you up for the attack, "how
have you been? | have been so concerned about you
since | heard you were thinking of getting a wheel-
chair."

You reply innocently, thinking this is going to be
about you, "Oh, | would like one so that | can get
out of the house more even on days when | hurt too
much to walk."

But it is not about you. With her, it is never about
you. It is about her. "Oh, |1 d hate to see that, but
you know, | have these dreadful migraines every
few years and they are so awful and | was just sure
it was a brain tumor and it wasnt but | still worry it
IS every time Hubby takes the car for an oil change
and | was taking to Martha who told me about her
mystic healer who...."

And now you, mobility impaired you, for what
seems an eternity, are trapped by this lioness of the
€go.

And that is how | feel about Pain: The Fifth Vital
Sgn. | had high hopes at first. An entire book about
what is known about pain, written in layman sterms.
Perhaps there would be discussion of the problems

getting pain relief, the problems getting doctors to
(Continued on page 25)
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By Barbara J. Uggen-Davis

Last issue, |
shared the re-
sults of the
online poll
“What Braces
Do You
Wear? and
included a
new  survey
regarding
wrist supports. EDS Today readers and
members of online support groups re-
sponded to the survey and shared their
comments about various types of wrist
braces.

I’d love to hear from you. If you've got
a brace you love, or one you hate,
please share your experience with our
readers. Email me at
info@edstoday.org or write to EDS To-
day, PO Box 88814, Seattle, WA
98138-2814.

Barbara Davis, Editor

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

Wrist Support Survey

The results of the wrist support survey are in. Those
who participated in the survey had alot to say about
what they do and do not like about wrist braces. Fol-

lowing is a summary of the survey results and some
enlightening comments from our readers.

Brace Use. All of the respondents to the survey
wear wrist braces. Eighty percent of the respondents
wear awrist brace on both wrists. Of the twenty per-
cent who only wear a brace on one wrist, half wear
the brace on their dominant wrist and the other half
wear the brace on their non-dominant wrist.

Brace Types. Participants were asked whether the
braces they have were custom-made or purchased
over-the counter. Sixty percent had only over-the-
counter braces. Ten percent had custom-made
braces. The remaining thirty percent had both cus-
tom-made and over-the-counter braces. All of those
who had custom-made braces required a prescrip-
tion for the brace.

Brace Manufacturers. Not everyone was able to
identify the specific manufacturer of their brace, but
listed manufacturers included: Royce Medical,
Wrap-Rite, Ace, Oapl, Bauer and Black, EBI,
Sammons Preston, Thermaskin. My personal favor-
ite response to this question was, “nasty brown NHS
one with ametal plateinit.”

Brace Quality. Respondents were asked if they had
tried other braces that did not work. Eighty percent
had tried at least one other wrist brace that did not
work.

Brace Material. Braces can be made from plastic,
neoprene, elastic, mesh, foam, and nylon. No par-
ticular material stood out as more common or more
functiona than any other. Many respondents had
more than one brace made from various types of
materials.

Brace Comments. There were numerous comments
about the good and bad braces used. Here are the
highlights.



Kudos

“My store just started carrying ‘Pil-O-Splint” wrist
support. For night time pain relief. It was devel-
oped by an Orthopedic Surgeon and it s wonderful!
It breaths, the rigid stays are on top. It extends al-
most to your fingertips and it has a "pillo" pam to
keep your hand, wrist and fingers well supported in
comfort. It was well worth the $30. (May not be
enough support for everyone, slips out of the box
easily and most drug stores will let you try it on.)”

“l love the foam one as it gives enough support
without being too restrictive. We did have to modify
it alittle as the thumb hole was a little too small so
we used a Dremel to make it bigger, this was ex-
tremely easy to do, and also the material liner tends
to come away and can swirl under the brace causing
pressure.”

“1 only wear my braces on and off, when needed and
they really help, as do al of my other braces, | use
my braces and my 1st stop in pain management as a
lot of times if | use my brace | dont need to take a
break through pain meds and that is a great thing in
my mind. On occasion | have also worn rollerblade
wrist guards and these work pretty good as they
have plastic staysin front and in back.”

“1 prefer the store bought ones because they breath
more than the other.”

“1 have weight lifting gloves with wrist supports -
out of the sports store; they have gel inserts. Perfect
for driving and holding on to bags and steering
wheels with less effort. | wear craft gloves when
typing. They massage as you type and they are the
ones that | get the most help from. They are wash-
able; and sell for about $20 a pair at craft stores. |
love them so much that | bought a longer pair of
craft gloves with finger supports for $35 through
self care”

“l guess they are a necessary evil for us ED-
Sers. They are very helpful in that they help with
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subluxation and also reduce wear and tear on the
wrists and thumbs.

Complaints

[Brace is] “hot in the summer.” “It does help a lot
and | have also used tape on my left wrist from the
therapist (some Chinese tape) to keep the wrist up.”

“1 have trouble with the metal stay contouring to my
pam. ‘Size Small fits all’ mentality. Must wear a
cut-out sock to absorb wetness.”

[Nylon brace] “not enough support.”

“1 have one the white stuff that the hand OT used to
mould the braces; | used to use them for driving but
slowly there was a shooting pain into the thumb
where it touched in one area of the hand. These go
3/4 of the way up the arm. | have shorter ones be-
ginning at the wrist and supporting the thumb of the
same material with the same results. | am no longer
able to wear the custom made ones for this reason. |
have one pair that | sleep in that look ratty and have
the metal stays and the fabric covering (Sammons
Preston) with the Velcro® closures. | use these
lightly at night when hands hurt. | have some strictly
thumb splints. They are blue neoprene material
which makes the thumb too warm and more hyper-
mobile causing more problems when | remove them.

[I don't like] “the price and the drying time. They
get hot and sweaty in the summer months and need
to be washed often. They cost $25.00 each, and
need to be hand washed and must air dry. That
takes time. A double set would be great, but not at
that price.”

“They rub me when | wear them during the day.”
“It looks nasty, isnt very comfy, and its heavy.”

“Annoying, get hot and sticky, restrictive!! Some-
times | am not sure whether it is the wrist support
that is hurting me more than mel!”



EDS Presentation at the Western Social Science
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Association’s (WSSA) 45th Annual Conference
By Barbara J. Uggen-Davis

On April 10, five speakers from EDS Today gave a
presentation on EDS at the Western Social Science
Association’s (WSSA) 45th Annual Conference in
Las Vegas, Nevada The staff of EDS Today is
proud to share some information about the confer-
ence, the speakers, and the presentation.

The Conference

The Western Socia Science Association (WSSA) is
an organization dedicated to fostering professional
study, to advance research, and to promote the
teaching of social sciences. Formerly the Rocky
Mountain Social Science Association, WSSA was
founded in 1958. Severa effiliated organizations
meet concurrently with the WSSA conference and
share in the development of the conference.

The 45th Annual WSSA Conference was held April
9-12 at the RivieraHotel in Las Vegas, Nevada. The
conference was divided into twenty-nine sections,
each covering a different area of social science, in-
cluding ethnic groups, criminology and justice,
chronic disease and disability, political science and
more.

WSSA issued a call for papers and presentations in
preparation for this conference. EDS Today colum-
nist, Laura Hague, PhD learned of WSSA’s confer-
ence and suggested that EDS Today develop a panel
discussion group to present at the conference. She
wrote the proposal and submitted it to WSSA and |
contacted potential speakers.

The Speakers

The panel included a moderator and four speakers.
As the instigator of the project, Laura Hague served
as moderator and coordinator for the presentation.
The speakers were Patricia Howey, Bonnie Heint-
skill, Barbara Uggen-Davis, and Christine Phillips.

Laura Hague, Ph.D.

Laura Hague is a history
instructor at Austin Com-
munity College. She has a
Ph.D. in history from the
University of Texasand is
currently doing research
on changes in the percep-
tion of disability at the
end of the 19th century.

Laura has EDS and is the
parent of a grown daughter with EDS, Sarah
Meador. She is the list owner/moderator for the
email support group EDSers on Y ahoogroups. Her
involvement with EDS Today began with her col-
umn, “Lauras Library” and is now a member of
EDS Today’ s Board of Directors.

Patricia Howey, Special Educa-
tion Consultant

Patricia Howey is a special
education consultant in
Lafayette, Indiana. Sheis
a frequent lecturer on spe-
cia education issues. Pat
has a series of four work-
shops for parents and edu-
| cators. Details about her
workshops and speaking
engagements may be
viewed on her web-site at www.pathowey.com.

Pat has four adult children, and six grandchildren,
some of whom have EDS. Her involvement with
special education began when her daughter with
EDS needed accommodation in school.

Because of her unique experience with EDS and
specia education, Pat has offered to advise other



parents of children with EDS. If you have questions
about specia education for your child, please send
them to info@edstoday.org and they will be for-
warded to her. She cannot provide specific informa-
tion in al states, but she can give general informa-
tion about specia education law, your child’s rights,
and may be able to give referrals to attorneys in
your state.

Bonnie Heintskill, CCC/
SP

Bonnie Heintskill is a
Speech-Language Pa-
thologist from Thiens-
ville, Wisconsin. She
recently joined the EDS
Today Board of Direc-
tors. She is passionate
about research, educa
tion, awareness, and ad-
vocacy.

She is currently working with two other speech and
language pathologists in Wisconsin to research
Speech and Language issues in EDS. The study is
“EDS and Speech, Language, Hearing, Voice, and
Swallowing Survey.” The survey will be posted
online a the Canadian Ehlers Danlos Association
website www.ceda.ca. Paper copies of the study are
available by contacting Bonnie Heintskill, MS,
CCC/SLP, principal investigator, by email:
bheint@execpc.com or regular mail through at: 307
N Bel Aire Drive, Thiensville, WI 53092-1429.
Home phone number: 262-242-1642

Bonnie and her daughter, Amanda, both have EDS.
Amanda, joined us in Las Vegas after the confer-
ence to attend the Celine Dion concert. She's avery
bright 9th grader and is likely to be joining the EDS
Today team someday.
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Barbara Uggen-Davis

Most of you know me
through my involvement
within the EDS commu-
nity as both Editor of EDS
Today and through my
participation in twenty
online support groups. |
am also an active volun-
teer in other areas as well.
| currently serve as Secre-
tary for DAHRT (Disabled Americans Have Rights
Too), a Seattle-based disability advocacy group. |
am aso the newest member of the Board of Direc-
tors of the Refugee Women's Alliance (ReEWA).
ReWA provides many services to the refugee and
immigrant population in Seattle.

When | am not volunteering, | work full-time for a
company that makes neoprene and elastic braces.
It's a perfect job for someone with EDS. | hold a
BA in Business Administration from the University
of Washington. And in my spare time, my husband,
Kerry, and | have our own freelance web design ser-
vice. Kerry also has EDS and is Pat Howey’s third
child.

Christine Phillips

Christine is the power and
spirit behind EDS Today.
It was her vision and pas-
sion for helping people
with EDS that created
EDS Today. She is EDS
Today's founder, pub-
lisher, and primary con-
tributor.

Chrisis married to Doug Phillips. Doug is currently
undergoing treatment for cancer. Both Chris and
Doug have aways put the needs of others with EDS
before their own. In fact, Doug was scheduled for



surgery only three days after Chris returned from the
conference. He didn’'t want his surgery to interfere
with her speaking at the conference because he too
IS passionate about promoting awareness of EDS.

The Presentation

The EDS presentation “Invisibility and Disability:
Living with Ehlers Danlos Syndrome” took place at
2:45 pm on Thursday, April 10. It was placed in the
section on “Chronic Disease and Disability and RC-
49 Research Committee on Mental Health and I111-
ness of the International Sociological Association.”
There were seven presentations within this section
over two days, each lasting 90 minutes. The presen-
tations were given in an informal, intimate setting,
allowing for easy communication and discussion
between the presenters and the audience.

Laura Hague began the discussion with an historical
overview of disabilities, and in particular, invisible
disabilities. She presented the case of a slave who
was accused of malingering, (faking illness to avoid
duty), because he frequently dislocated his shoulder.
She compared this to the plight of people with EDS
whose disabilities are not understood or believed by
their friends, family, or co-workers.

The first speaker, was Patricia Howey. Pat’s presen-
tation, “ She Looks Okay to Me” outlined the numer-
ous laws pertaining to special education and the
problems parents may face in dealing with the
school system.

The title of the presentation came from a comment
made to Pat about her daughter with regard to why
accommodations were not granted. On the wall be-
hind the speakers were several pictures of children.
The audience was asked to identify based on their
appearance, which children had a disability and
which did not. All of the children shown had invisi-
ble disabilities, many with EDS, and some with
multiple disabilities.
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Next, Bonnie Heintskill spoke of her struggles with
the school system when requesting accommodations
for her daughter, Amanda. She gave a brief history
of the problems and triumphs they had with the
school. Then she shared a specific incident involv-
ing her daughter’s run-in with a school bully that
resulted in a serious injury to Amanda s wrist.

Bonnie had been concerned about the potential for
injury at school in the crowded hallways because
Amanda had to use a rolling backpack to transport
her books between classes. Amanda was injured in
the hallway by a classmate who deliberately kicked
her backpack twice, rolling her backpack onto its
side and causing injury to her wrist, elbow, and
shoulder. The school is denying liability for the in-
jury and failed to notify the student’s parents about
the incident. Bonnie has hired an attorney to handle
Amanda s case, which is still ongoing.

Moving from school to adult life, | presented a brief
overview of the role of support groups for people
with Ehlers Danlos Syndrome. In my discussion,
“Invisible Disabilities: Bringing Them All To-
gether,” | explained that people with invisible dis-
abilities have a greater need for support groups be-
cause there is so little acceptance and support from
the general public, friends, and family for people
whose disabilities are invisible.

Finally, in closing, Christine Phillips talked more on
support groups and advocacy. She shared a personal
story of her involvement with a young woman, re-
cently diagnosed with EDS, and her husband. The
story of this young couple may be read in Chris-
tine’'s column Coping Strategies.

Audience members were alowed to ask questions
after the presentation. Further discussion on all of
the topics followed.

EDS Today was pleased to be selected to present at
the WSSA Annual Conference and we hope to be
ableto do similar presentations in the future.



Announcements
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Wanted: Immunology/Allergy Resear cher for
the hypermaobile form of EDS (HEDS)

President Bush named the years from 2002-2011
the National Bone and Joint Decade calling on
medical researchers to do needed research on ar-
thritis for our aging population. One third of the
population of the United States has some form of
arthritis, and the state where | reside also has this
same dismal percentage of arthritics. Who better to
represent this group than EDSers with early arthri-
tis and disability?

| believe our syndromeis triggered and fueled by a
faulty immune system with allergies.

These symptoms are a'so common to classical and
vascular EDS. The Linus Pauling Institute in Ore-
gon has my original research letter but has been
unable to recruit a tenured faculty member knowl-
edgeable about EDS. They will forward my materi-
alsto the researcher that we find. One of our EDNF
members, Marlene Spear, was told at Johns Hop-
kins twenty-five years ago that people with EDS
type 111 have problems with their heart, lungs, and
bowels; and also that it is an autoimmune disease.
Therefore, we no longer have to speculate about an
immune problem but need to find that “specia” re-
searcher. | thank you for your help.

Kindest regards,

Judy Downey

1815 46™ Street

Des Moines, |A 50310-3026

judy@ednf.org or jdowney@highstream.net

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

EDS Today and CEDA (Canadian Ehlers Danlos
Association) are proud to announce that the EDS
and Speech, Language, Hearing, Voice, and Swal-
lowing Survey has been published. It will be on-
line at the CEDA website www.ceda.ca. Check the
EDS Today website for the link to it. Paper copies
are available by contacting Bonnie Heintskill, MS,
CCC/SLP, principa investigator, by email:
bheint@execpc.com or regular mail at: 307 N Bel
Aire Drive, Thiensville, WI 53092-1429. Home
phone number: 262-242-1642.

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

Jil Manning has designed aline of angel note cards.
Each set of note cards includes ten unique designs,
with pastel envelopes. You may order your note
cards from for $8.00 plus $2.50 shipping and han-
dling. For each note card set sold, Jil will donate $3
to EDS Today.



Service Dogs
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Thoughtson Dog Train-
ing

By Paula Offutt and
Jodlla, the
RottnWeiler Service
Dog.

If you have been fol-
lowing aong, you
H

$ know that | have a ser-
vice dog named Joella.
Jo came to me when she was six months old, in
January of 2001. She is now two and one half years
old and doing great. | have lately been thinking of
the process so far with Jo and | as well as the jour-

ney ahead.

Has Joella been a help to me? (a resounding) YES!
She has not only gotten me out of my mental rut, but
has also been physically helpful. She picks stuff up
that |1 drop. Sounds like no big deal, except that
when | bend and twist to do it myself, there will be a
muscle somewhere that gets pulled and/or spasms.
She hands me the dirty clothes out of the laundry
basket. No bending over twenty times per wash. She
carries smaller objects when my hands get full at the
grocery store. (just dont give her the bag with the
tomatoes or the bread).

Would | get another one if | had to retire Jo? Y ep.
Would it be the same breed (rottweiler)? Probably.
Depends on if | can find the one I am looking for.
Not just any dog can be a service dog. Not even all
Golden Retrievers would make a good service dog.
CCI has a ninety percent flunking rate of the dogs
they breed just for service dog work. Whatever dog
| get will be a large dog, sixty-five pounds plus.
Less bending over to touch it or to get whatever out
of its mouth.

Did | just hit the lucky slot machine when | got

Joella? Well, while Jo is a sweetie and is doing great
with me, she does have her faults and problems. She
is almost too intelligent for one. Yes, that is possi-
ble. An intelligent dog knows it can choose to do
something or not. ("Y ou dropped it, you pick it up.")
An intelligent dog can find ways to get out of doing
something. ("Is this what you wanted? No? Okay, is
it this one?') And sadly, Joella has been diagnosed
with mild hip dysplasia. That means | cannot use her
for weight bearing and probably not for pulling a
cart. The waking she will do alongside my chair
will be good exercise for her. And it means that |
will start the process of looking for another dog in
about two yrsor less.

What would | do differently? For one, get a younger
pup. At six months, Joellawas aready messed up by
her previous owners. It took me several months to
get her self esteem up. Another thing would be to
make sure the basics of obedience was successfully
understood. Joella will do lots of things, but STAY
and COME are two commands she pretends to be
deaf when she hears.

What would | do the same? SOCIALIZE, SOCIAL-
IZE, and then | would get the pup to meet as many
people as possible. A service dog in training (SDIT)
cannot be introduced to too many people. The wider
the variety the better. And not just people, but other
animals, sports mascots (Joella had the snot scared
out of her by the Easter Bunny when she was just
nine months old), and different situations.

So, if you are adog person, a service dog can indeed
be of use to a person with EDS. From picking up
keys (the #1 thing | drop) to helping with laundry to
helping you stand, a service dog is the cutest piece
of medical equipment ever. But of course, | am bi-
ased in that statement.



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

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

Tipson Visiting The Mayo Clinic — One Patients
Per spective

by C. Kamuchey

| recently visited the Mayo Clinic in Scottsdale, AZ
to try to understand a health problem unrelated to
EDS. The following are tips and suggestions based
on my experiences, but these tips can be relevant to
any medical clinic.

My Background

| am in my 30s and have been suffering from persis-
tent joint and soft tissue injuries, dislocations and
subluxations in my knees, back, hips and shoulders
for the past seven years. After dislocating my shoul-
der last summer while swimming, my orthopedic
surgeon sent me to a rheumatologist in his clinic.
She examined my medical records and diagnosed
me with benign joint hypermobility (or, as | later
learned, Hypermobile type Ehlers-Danlos Syn-

drome, formerly called Type 111).

The following observations are based on my experi-
ences during a short stay at one of the three Mayo
Clinics and are highly subjective. Many patients
have had different experiences. So with that caveat
aside...

Contacting the Mayo Clinic: Scheduling

There are two ways to get into the Mayo Clinic. One
Is via doctor referral and the other, if your health
care insurance permits, is self-referral.

The clinic has a well-staffed toll-free number that
walks you through their admittance process. In my
case, even though | had a specific referral from my
surgeon to see an endocrinologist, the Mayo endo-
crinology department turned me down.

The scheduling desk recommended | “self-refer”
myself to a Mayo intake doctor. The intake doctor
would do an initial evaluation and then recommend
me to specialists as needed. The wait period for the
intake doctor can vary — in my case | had to wait
four weeks for my appointment.

Sometimes, however, you may need to see a special-
ist or the wait list is long. At this point, the schedul-
ers will recommend you fly to the clinic directly and
put yourself on the stand-by list. They warned it
may take weeks to get in — but one of my colleagues
was able to get in within a few days, so be flexible
with your time expectations.

Things To Do Before You Arrive

The Mayo clinic has atwo to three page intake form
— it aways helps to fill it out and fax it ahead of
time. | also prepared a copy of all my pertinent
medical records and mailed them. | hand-carried a
second set with me. This turned out to be a good
decision. One of my colleagues who had visited the
Mayo Clinic suggested | keep my records organized



Laura’sLibrary (Continued)

(Continued from page 16)

take serioudly patient complaints of pain, the differ-
ent sorts of body pain and what they indicate. That
would be a book to treasure. This one, well, it does
have some useful information squeezed in here and
there. Unfortunately, author Marni Jackson is so
self-absorbed that it is hard to pay attention.

She flits around from scene to scene, a pain clinic, a
Buddhist meditation center, an international confer-
ence of pain experts, a medical research library. She
tells the reader what she drank, what sort of sand-
wich she ate, where she relaxed, what shoes she
wore, who she spoke to and what she read. She goes
on entire chapters about her family, her parents, her
sister, her aunt, how sad she feels when her husband
is away on business. Once in a while, she will even
mention something about pain that she picked up
along the way, but she is stingy with actually pass-
ing that information on, and she inevitably relays the
information as a confidence given her, or given by
her to someone lucky enough to know her. Like her
dentist.

If you make the effort to pay attention, or if you like
the Ann Lamont-style approach Jackson takes, you
will find some good bits. She interviews a doctor
who had his license revoked for supposedly over-
prescribing narcotics to chronic pain patients. She
covers the argument surrounding the "placebo ef-
fect." Painis"thefifth vital sign,” welearn, because
doctors should check it along with such standards of

Mayo Clinic (Continued)

(Continued from page 24)

in a three-ring binder with dividers. | organized the
binder by medical speciaty. Again this was very
helpful during my stay.

My doctor suggested | prepare a two-page summary
with my main medical complaints, a brief chronol-
ogy of the treatment, and diagnosis to date. She also
suggested | list my medications. This two-page form
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well being as heart rate and blood pressure. But you
will learn far more about the real subject of the
book--Jackson herself.

It is possible to write a book on pain that is personal
and not crush the reader with false intimacy. Why
We Hurt: The Natural History of Pain does this
through the presentation of case studies, with side
trips relating specific medical information as well as
the occasiona anecdote from author Frank T. Verto-
sick s life. And he is far more droll in talking about
his own life. | loved his observation regarding his
role as birthing coach while his wife gave birth:
"Telling a woman on the verge of passing out from
hyperventilation to breathe is like leaning over the
Titanics tilting deck rail and screaming Drown! to
those bobbing in the sea." Heres a doctor who does
not take himself too seriously. Oh, yeah. Vertosick
IS a neurosurgeon.

Dr. Vertosick is one those precious gems, a doctor
who does not need to be convinced that his patients
suffer. Rheumatoid arthritis he calls "the horror."
Carpa tunnel syndrome he likens to the suffering of
crucifixion, and details how the similarity extends
from pain experienced to the very same nerve in-
volvement from wrist to neck. Just reading that gave
me new respect for my own arm pan. Vertosick
coversin thirteen precise chapters the same issues as
Jackson does in thirty-three, but with more effi-
ciency and humor.

was perhaps one of the most important pieces of pa-
per in my binder and we used it over and over again.

We hand-carried films, MRIs, and X-rays to the
clinic.

How Long To Stay and Where To Say?

The scheduling department suggested a two-week
stay — and as it turned out, it wasn't enough time to



meet with all the specialists. We bought refundable
plane tickets so we could have flexibility. We found
an extended stay hotel with a free shuttle to the
clinic. The Mayo Clinic faxed over a list of hotels
and motels with negotiated rates. We chose a hotel
with akitchen to reduce costs.

Your First Day

When you arrive, your intake doctor will review
your notes. In my case the medical records | had
sent ahead were misplaced, so the hand-carried,
two-page summary sheet was very helpful. The doc-
tor spent a good hour taking notes, and then referred
me to the endocrinologist, as my primary physician
had requested. He also sent me to a rheumatol ogist
(for the EDS) along with a surprising visit to a der-
matologist, plus other specialists. We then waited
for about one hour for our schedule. The schedule is
Mayo'’s strong point. They will coordinate your tests
before meeting with the specialists, so the doctors
will have information to review. So in my case,
blood work, MRI and CT scans were all done before
seeing the specialists. The schedule is spread out
over the two-week period, which ends with an exit
interview where the intake doctor will summarize
the findings.

There were a few hitches — some specialists (for ex-
ample, the neurology department) were very backed
up. The first available appointment was three weeks
out — a full one-week after we were supposed to
leave. They had no openings in the endocrinology
department, so they scheduled a meeting with aresi-
dent.

We were told to go stand-by for those departments
that were hard to fit in. We were not told that every
department has different procedures for how to
stand-by. So, remember to ask detailed questions
before you arrive to go stand-by. Some departments
will give you a pager. Others will not alow you to
leave the waiting area to eat or drink. Just be pre-
pared, and ask questions. Although the clinic is
well-run, they did fail to communicate a few key
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steps so we had to learn by trial and error.

Medical Records

This is where the process was poorly spelled-out
and we hit the biggest obstacle. Mayo does not like
to release medical records until after the fina exit
interview. For us, this meant we had to talk to doc-
tors about test results without having the results to
look at. In some cases, this worked out fine. The
doctors were clear and we were able to follow their
explanations of the test results.

In other cases, the doctors were not so clear, or the
test results themselves were not easy to interpret.
We were able to catch a few medical mistakes by
firmly and repeatedly asking to see the medical re-
cords and reviewing them ourselves before the doc-
tors left the room. Be warned: you may need to push
to see the actual raw test data before you leave the
clinic.

In retrospect, we redlize that part of our problem
was our approach to medical care. We were used to
being partners with our doctors, having questions
prepared and taking notes during our doctor’s dis-
cussions. Some doctors were fine with this. Others
were upset or felt our desire to have access to the
blood work or raw test data was unusual. So, if this
IS your patient-style — inquisitive and wanting to be
afull partner, you may need to be prepared for afew
comments along the way.

When you do leave the clinic, you may request that
your medical records be sent to you. If you give
them same-day notice, they can print out the records
in their database and give them to you to carry home
yourself. Copies of MRIs and CT scans are a snap —
they are stored electronically and copies can be pre-
pared with a 48 hour turn-around. Be aware that the
database stores only the doctor’s dictated summary
reports and blood work — the actua raw test data
may require some additional digging to obtain.

Soecialists

Once you have completed your tests, you will meet



with your speciaists. They will review the results
and, if needed, order more tests. This is where you
might run over your anticipated two-week stay since
the clinic usually needs at least three to four days to
schedule some tests.

Also be prepared to repeat your story over and over
again to each specialists. Although each doctor dic-
tates notes into the medical records system, the
Mayo doctors like to talk directly with patients.
Having the two-page summary of my medica his-
tory was essentia to our ability to quickly and suc-
cinctly outline my medical problems. Also, the
three-ring binder was a great help — the doctor could
open the binder and look under his specialty for pre-
vious lab work and then compare results.

The Exit Interview

Our exit-interview was a bit rushed. We had the exit
meeting before we met with the key specialists. But
by then we had a rough genera direction, had ruled
out severa medical conditions and had narrowed it
down. The clinic will summarize the fina recom-
mendations and mail the exit report to you within
two weeks.

Final Thoughts

Take a friend or a family member and insist that
they be there at all times. They can hold your hand,
list questions, or, asin my case, catch a major error
in the calculation of a blood test result. So even
though it was a huge burden for the both of usto be
there full-time for two weeks, having someone there
was the single most important |esson.

Things We Wish We Had Known

1. Time Commitments. We spent nearly every day
at the clinic, even on days when we had nothing
scheduled, because we were on stand-by so of-
ten. Communicate this to family and employers.

2. Odd Hours. Prepare for appointments at odd
hours. To some people a 5:30 AM CT scan may
be normal, but it was awfully early for us.
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3. Be On Time or lose your spot forever. The only
time the clinic ever made an exception was
when the roads were closed after a fata traffic
accident. Lucky for us, they proceeded with my
MRI once the road reopened four hrslater.

4. No Cell Phones. Don't rely on cell phones to
stay in contact. They have a no cell phone rule
that they enforce religiously inside the entire the
clinic. And since you cannot be on stand-by out-
side the waiting areas of some departments, you
may be there for a while without any phone con-
tact.

5. Bring Food and Water. The cafeteria has limited
hours (although prices were reasonable). If you
are going to be on stand-by, some departments
will not allow you to eat or drink in the waiting
areas, even if you have a medica condition. If
you leave the waiting area to eat, you will lose
your place. This is where having a second per-
son is handy — one of you can hold your place
while you sneak off into the bathroom to eat or
drink. Since the waiting can go on al day, just
be resilient and flexible and you will get in.

6. Fasting. Since | could never be certain when |
would be asked to participate in a fasting blood
test, | would fast on days | would meet with a
likely specialist. This turned out to be a good
idea since | was able to do same-day testing,
rather than having to wait for an appointment in
the following weeks. For many of us, it can be
hard. | chose to do it because | firmly believed
that the specialists needed all the necessary
blood work before our fina exit meeting. And
since | couldn’'t wait another two weeks to re-
schedule with the specialists, | fasted.

7. Don't Forget the Patient Liaison Office. If you
have problems or seem to be stuck in a never-
ending cycle of “sorry, can't do”, contact them
and see if they can point you in the right direc-
tion, or at least give you areality check and help
yOu reset your expectations.




Mail Bag

Page 28

Foodsthat Fight Pain

In a recent issue of your newsletter, your book re-
viewer stated that Dr. Neal Barnards book, Foods
That Fight Pain, would probably not be useful for
EDSers. | strongly disagree. | bought Dr. Barnards
book because | couldnt find any pain medication
that sufficiently relieved the great pain | was in. |
followed his recommendations to eat a vegan diet,
take high doses of Vitamin B6, and ginger, and sur-
prisingly, my pain disappeared. In addition, | used to
bruise very easily, but after starting Dr. Barnards
regimen, | rarely bruise. Several weeks ago, | re-
introduced dairy products into my diet, and within 2
weeks, | was in unbearable pain again - a reaction
that Dr. Barnard also found to be true in his studies.
| am now eliminating dairy again, and am sure | will
be pain-free once more.

No Bake Chocolate/Peanut Butter Yums

By Christine Phillips

Ingredients:
- 2 cups sugar
4 Tablespoons cocoa
1/2 cup milk (soya)
1/2 cup butter
1tsp vanilla
2/3 cup peanut butter (soy nut butter)
3 cups Quick Oats

Your reviewer concludes that since we al know
about the standard recommendations for good
health, Foods That Fight Pain doesnt offer much
that s new. But | think shes missing the point - its
not a matter of simply eating a healthy diet, its the
elimination of all animal products that is the secret
to pain management. Contrary to your reviewers
conclusions, | suggest reading the book and giving
Dr. Barnards ideas a try. It is well worth the extra
effort to live amuch more comfortable life.

Kate James

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

EDS Today
PO Box 88814
Seattle, WA 98138-2814

Recipesfor Health

Directions

Combine sugar, cocoa, milk, and butter in a pan,
bring to a rolling boil (approx 1 minute) remove
from heat. Add the vanilla, peanut butter, oats. For
variety, you may add 1/2 cup of nuts, raisins, cran-
berries, or pumpkin seeds. Mix. Drop by spoonfuls
on wax paper let them cool. Make some tea while
you wait, then enjoy!

This recipe was submitted by EDS Today Publisher,
Christine Phillips. To submit your own recipe, send
it to info@edstoday.org or to EDS Today, PO Box
88814, Seattle, WA 98138-2814



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

Ehlers-Danlos Syndrome (EDS) is a heterogeneous
group of heritable connective tissue disorders char-
acterized by articular hypermobility, skin extensibil-
ity and tissue fragility. There are six mgjor types of
EDS. The different types of EDS are classified ac-
cording 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 the evidence of tissue fragility including; hiatal
hernia, anal prolapse in childhood and cervical in-
sufficiency. Hernias may be a post-operative com-
plication. Also evident are molluscoid pseudotumors
frequently found over pressure points and subcuta-
neous 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, delayed gross motor development may be evi-
dent.

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

Hypermobile Type

The skin involvement (hyperextensible and/or
smooth, velvety skin) as well as bruising tendencies
are both variable. Joint hypermobility is the domi-
nant clinical manifestation. Generalized joint hyper-
mobility that affects large and small jointsis 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
amongst 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. Autosomal dominant
inheritance.

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 muscles rupture can occur. Talipes
equinovarus is frequently seen at birth. Other mani-
festations that may be found in include: acrogeria;
early onset varicose veins; arteriovenous, carotid-
cavernous fistula; pneumothorax/
pneumohemothorax; gingival recession and compli-
cations during and after surgery.

Vascular Type EDS is caused by structural defects
in the proaAl (111) chain of collagen type 111 encodes



by COL3A1. Autosomal dominant inheritance.
Kyphoscoliosis Type

Generadized 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 that is progressive. The phe-
notype is most often severe, frequently resulting in
the loss of ambulation in the second or third decade.
Scleral 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). Autosomal recessive
inheritance.

Arthrochalasia Type

Congenital hip dislocation is present in all and se-
vere generalized joint hypermobility with recurrent
subluxations; skin hyperextensibility with easy
bruising, tissue fragility including atrophic scars;
muscle hypotonia; kyphoscoliosis and radiologically
mild osteopenia.

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

Dermatospar axis Type

Individuals demonstrate severe skin fragility bruis-
ing. Wound healing is not impaired and the scars are
not atrophic, skin texture is soft and doughy. Sag-
ging, redundant skin is evident. The redundancy of
facia skin results in an appearance resembling cutis
laxa. Large hernias (umbilical, inguinal) may aso be
seen.

Dermatosparaxis Type EDS is caused by a defi-
ciency of procollagen | N-terminal peptidase. Auto-
somal recessive inheritance.

Prognosis

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

Reference:
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