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Dear Readers,

EDS Today is bursting into it's third year — a remarkable
achievement if | may say so. Remember though that this newslet-
ter would not exist if it weren't for your support and approval.
There is so much incredible information out there and we are do-
ing our best to keep up with all the new articles. We have limited
manpower and money, but have succeeded in bringing quality in-
formation to our readers. Because of you, EDS Today creates
awareness with every issue. From all of us a EDS Today we
thank Y OU, for our success.

The EDS Awareness Campaign kicked off in February and has
been quite successful. (See the special EDS Awareness Campaign
article in this issue.) Over 1,500 medical professionals were sent
information packets about Ehlers-Danlos Syndrome.

The Canadian Ehlers Danlos Association (CEDA) put out the first
CD-ROM about EDS. We thank our CEDA family for taking this
huge step forward and achieving this incredible goal. Determina-
tion, dedication and a whole lot of hard work finally made this
happen without a lot of money. Congratulations, CEDA! You
have achieved an incredible goal. EDS Today is distributing the
CD-ROMsin the USA. See our order form for more information.

If you are wondering how you can promote awareness, there are
both big and subtle ways to help. Start by taking EDS Today or
the CEDA CD-ROM to your medical team. Talk to everyone you
know about EDS, including family members, church groups, hos-
pitals, schools and neighbors to start the chain of awareness. Feb-
ruary was just the beginning. Now you have the rest of the year to
make awareness happen in your community. Wear the EDS pin or
necklace, share a newdletter, and tell a story. Let people know
how real this disorder is.

Stay well this summer, and remember your sun block!! See you

thisfall. ——=Christine Phillips
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Letter from the Editor

As Christine mentioned on the cover, EDS Today is
starting its third year. It still seems like we've only
just begun, and here we are marking another mile-
stone. | had hoped to report that our 501(c)3 appli-
cation had been approved, but we are now waiting
for the IRS to respond to our request. They have
received the application and will get back to us
sometime before the next issue comes out. 1’1l keep
you posted as things develop on that front.

The EDS Today website has undergone some major
revisions over the last month. First, we gave the site
anew overal look. Why? Because | got bored with
the old one and | am aways in the mood to
“redecorate.”

Next we added new pages for each of our regular
columns. Each column page has links to more infor-
mation about the topics covered in the column.
We' ve aso posted the full-text of selected columns
from our premier issue which isnow out of print.

In partnership with Amazon.com, the world’s larg-
est online bookseller, we have added an online
bookstore featuring al the titles reviewed in
Laura's Library and other titles which have been
referenced in EDS Today. Our bookstore will con-
tinue to expand with every issue. A portion of your
purchases from Amazon.com when ordered through
our website will benefit EDS Today. You don’'t
even have to limit yourself to the books we' ve cho-
sen, you can search Amazon.com directly from our
site.

Finally, we've expanded our resource list to include
more links to news and information about things
you'veread in EDS Today.

Check out our new look and features at:
http://www.edstoday.org/.

This issue of EDS Today includes a very specia
article about the EDS Awareness Campaign. You'll
find it in the “Announcements’ column. We're
proud to have been a part of thiswonderful project.
A heartfelt thank you goes out to all of the volun-
teers who worked on the campaign and to the other
EDS organizations who co-sponsored it with EDS
Today. We tried to include as much information
about the campaign as possible, but there simply
wasn't enough room to include everyone who par-
ticipated. To those of you who are not mentioned
by name in the article, your efforts were not forgot-
ten. We appreciate each and every one of you!

Finally, in closing, | would like to extend a huge
last minute “thank you” to the people who make my
job a little easier. Sarah Meador stepped in at the
last minute to help me edit this issue and wrote an
article on the last day to fill my one empty page. |
also wish to thank Jil, “Anjil” Manning for being
my last minute editing angel on two previous is-
sues. Thanks also to my mother and husband who
review every issue whether they want to or not! All
of your help is appreciated!

IMPORTANT RENEWAL NOTICE

Check the address label on the back of the news-
letter. If the date on your label is 4/15/02 then
it’s time to renew! Don’t wait, send your check
and renewal form today or renew online at:

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

This is your newsletter, so we encourage you to get
involved. We are currently seeking articles on
Wheelchairs and Scooters for EDS. Articles may be
submitted to EDS Today, PO Box 88814, Sedttle,
WA 98138-2814 or via e-mail at
info@edstoday.org or through our online form on
our web-site at:

http://www.EDST oday.org/submissions.htm
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Oral Manifestations of Ehlers-Danlos Syndrome

Reprinted with Permission.
Yves L é&ourneau, DMD « Rénald Pérusse, DMD, MD « Héléene Buithieu, DMD, MSD «

Abstract

Ehlers-Danlos syndrome is a rare he-
reditary disease of the connective tissue
which can present oral manifestations.
A brief history of the disease is pre-
sented along with the epidemiology and
characteristics of the 8 main pheno-
types of the syndrome. The article also
describes the case of a 12-year-old pa-
tient presenting with hypermobility of
the temporo-mandibular joint and cap-
illary fragility, and highlights the pre-
cautions to take when treating patients
with this syndrome.

MeSH Key Words: case report; dental
carefor chronically ill; Ehlers-Danlos
syndrome.

© J Can Dent Assoc 2001, 67:330-4
This article has been peer reviewed

EDS Today wishes to thank John
O'Keefe for granting reprint permis-
sion for thisarticle.

Editors Note: Thisarticle usesthe old
EDS Types. Please refer to the
Villefranche Nosology for current type
descriptions.
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Ehlers-Danlos syndrome (EDS) is a hereditary colla-
gen disease presenting primarily as dermatological
and joint disorders. The first description of the syn-
drome in the literature was of a young Spaniard who
was able to stretch the skin overlying his right pecto-
ral muscle over to the left angle of his mandible.* In
1901, Ehlers described the condition as a hyperelas-
ticity of the skin and a strong tendency to bruising. In
1908, Danlos introduced the idea that the condition
represented a pseudo-tumour of a molluscoid or fi-
brous type. It was not until 1934 that Pommeau-
Delille and Soussie described the condition as
Ehlers-Danlos syndrome. Other evocative terms such
as “éastic man” (or woman) or “India rubber man”
have been used.

Severa articles describe the skin and joint problems
linked to EDS, but very few describe the oral mani-
festations of the condition.>* The purpose of this ar-
ticle is to review current knowledge about the syn-
drome, to present the case of a 12-year-old affected
by hypermobility of the temporo-mandibular joint
(TMJ) as well as vascular manifestations inherent to
the syndrome, and the precautions to take when pro-
viding dental treatment for EDS patients.

Epidemiology and Diagnosis

The prevalence of the condition varies between
1:10,000° and 1:150,000° depending on the author.
The diagnosis of EDS depends primarily on clinical
findings and family history, as it is an autosomal
dominant hereditary disorder which presents in sev-
era ways (see Table 1, Classification of Ehlers-
Danlos syndrome. Only 4 types of EDS, namely
types IV, VI, VII® and X°can be confirmed by bio-
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Table 1. Classification of Ehlers-Danlos syndrome

Type Transmis- Clinical Features Biochemical Defects| % of
sion Cases
| —Severeor AD? Skin hyperelasticity and fragility, Unknown
classic Dystrophic scars, Joint hypermobil-
ity, Abnormal bleeding tendency 80%
Il — Moderate AD Symptoms less pronounced than in Unknown
typel
Il — Familia AD Joint hypermobility, Multiple dislo- Unknown
hypermobility cations, Skin hyperelasticity, Ab- 10%
sence of dystrophic scars, Normal
coagulation
IV —Vascular AD (A, B, C), | Vascular fragility (arterial rupture), Deficit of collagen
(Sack-Barabas) AR (D) [Moderate hypermobility of the fin- typelll 4%
A,B,C,D, ger joints, Perforation of certain hol-
low organs (uterus, intestine),
V — Chromo- XL Similar to types I and 11 Unknown
some X linked
VI —-Ocular A,B| AR(A, B) [Hyperelasticity of skin, Joint Hyper- | Lysyl hydroxylase
mobility, Detached retina, Severe deficiency
scoliosis
VIl — Arthro- AD (A, B), |Congenital luxation of the hips, A - Faulty pro-alpha
chalasis multi- AR (C) [Multiplejoint dislocations, Moder- 1 structure » 6%°
plex congenita ate hyperelasticity of the skin, Small | B - Faulty pro-apha
A.B,C. stature 2 structure
C - Procollagen n-
proteinase deficiency
VIl — Periodon- AD Generalized early-onset periodonti- Unknown
tal tis, Moderate joint hypermobility,
Variable skin hyperelasticity, Skin
ecchymoses

3AD Autsomal dominant, "AR Autosomal recessive, °XL Chromosome X linked , ®Approximate % includ-

ing al other types (V - XI, Hernandez, Friedman-Harrod, Beasley-Cohen, Viljoen)

chemical and molecular tests. Since humans possess
19 types of collagen, it is especialy difficult to es-
tablish a precise diagnosis.” Even when there is a
bleeding disorder associated with the syndrome,
blood analyses are not diagnostically useful, in that
no correlation has been made between the findings
of such tests and the various types of EDS.

The differential diagnosis of EDS includes Mar-
fan’s syndrome, generalized familia joint hyper-
mobility syndrome, cutis laxa, pseudoxanthoma
elasticum and Larsen’s syndrome.

Characteristics of EDS



The classic signs of EDS are joint hypermobility;
hyperelasticity of skin, which is soft, thin and frag-
ile; the presence of dystrophic scars; and a tendency
to excessive bleeding manifested by bruises, ecchy-
moses and hematomas. At least 15 phenotypes of
the syndromes have been catalogued to date, with 2
having recently been reclassified.>® We present a
description of the first 8 of these phenotypes, but
recommend that you read the works of Pope® and
Gorlin® for further information.

Typel

In type | the skin is hyperelastic. Bony prominences
such as the forehead, chin, elbows, knees and an-
kles are constantly lacerated. Given the limited
healing power of the skin with this condition, pig-
mented and atrophic scars (“cigarette paper scar”)
are frequently found in these areas and they are ac-
companied at times by fibrous nodules caused by
the fibrous transformation of subcutaneous hemato-
mas.

The patient usually has a mesomorphic appearance
with hands and feet being slightly larger than aver-
age. Along with a generalized hypermobility of the
joints there is usually an abnormal bleeding ten-
dency. Occasionaly the syndrome is accompanied
by mitral valve prolapse.

Over half of pregnant women with the condition
give birth prematurely, following rupture of the fe-
tal membranes.

Typell

Similar to type I, this form is less severe clinically.
The scarring is less common, bleeding tendency is
less pronounced and nodules are much smaller or
totally absent. However, joint hypermobility is
similar to that observed in type | and premature
births are also a feature of type |1, even if they are
less common.

Type Il
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The patient with type 11l is usualy tall and thin, as
in Marfan’s syndrome. The dominant features of
this variation are joint hypermobility and hyperelas-
ticity of the skin, which often feels velvety. Bruises
and dystrophic scars are rarely observed.

TypelV

Type 1V is characterized by a marked fragility of
the vascular system. The individua is usually
smaller than average. The skin of the hands and of
the back appears to age prematurely (acrogeria).
The eyes are widely spaced, the nose is narrow, the
ear lobes are atrophied and the hair is thin. Aneu-
rysms of the large and medium-sized arteries
(axillary, femoral and carotid) are common. Fre-
quently scar tissue appears to be hemorrhagic. Rup-
ture of internal organs is common even at a young
age, and perforation of the intestinal tract can be a
problem.® Joint hypermobility is usually limited to
the small articulations of the hand, with acro-
osteolysis of the distal phalanges. Mitra valve
prolapse can also be present.

Rupture of arteries and hollow organs such as the
uterus and the intestine”*** explains the high mor-
tality rate (51% before age 40). Type IV is conse-
quently, the most serious form of EDS.

TypeV

Women are only carriers of this rare form, similar
to types | and 11, because transmission is associated
with the X chromosome.

Type VI

This form resembles type | except for an ocular in-
volvement with detached retina being a common
feature. Severe scoliosis and vascular rupture are
aso features.

Type VII
(Continued on page 33)
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EDS and Exercise

EDS Today is proud to feature four ar-
ticles about exercise written by people
with EDS.

Our featured topic in the Fall-Winter
issue will be Wheelchairs and Scooters
for EDS. This is your newsletter and
we encourage 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’s note: The views and opinions
expressed are those of the authors and
are not to be construed as an endorse-
ment by EDS Today. Always consult
your physician before beginning any
exercise program.

EDS and Exercise: Isthisan Oxymoron?
By Judy Sobel

“No pain, no gain” is my husband's
philosophy. He was a High School
basketball player whose sadistic e=—"2
coach convinced the team that
running on a sprained ankle was the
way to cure it. He's applied this to all
manners of exercising and tried to get
me to go along. Throughout the years,
| steadfastly refused to enter into his sports mania,
thank goodness!

| have EDS-hypermobile type (HEDS) which
wasn't properly diagnosed until | was 55. From
childhood on, | was a mgjor klutz because of flat
feet and ankles that bend every which way. | dways
tried to avoid gym by volunteering to do anything

other than run, dance, play ball or any other activity
where | would trip over my own feet. Of course, |
was super at flexibility exercises that we did when
we stood in one spot. | avoided P.E. in College by
joining the Archery team. | found | could stand still,
and if | hit the target, | wouldn’t even have to bend
down to pick up the arrows. | was #12 on a 12
person team, so | had plenty of time to sit around
and gossip until it was my turn to shoot. “Left hand
loose” was the key to being a good archer, and who
better than and EDSer for aloose left hand!

Later on, when | developed arthritis at an early age,
| was advised to try yoga to maintain flexibility. |
was too flexible for yoga and started subluxing and
dislocating joints.

Finaly, | found an exercise that actually helps me
to maintain joint strength without causing damage
and pain. It is water aerobics. | am lucky that the
Arthritis Foundation and a local hospital run a
program at the Marcus Jewish Community Center
in Dunwoody, GA, about 20 minutes from my
house. We have certified instructors that have
arthritis range of motion classes 3 days aweek for 1
hour and Fibromyalgia classes 2
days weekly for 45 minutes.

= | find that even on my worst day, if
| can force myself to go, | aways
feel better. | can't always do every
exercise, but at least | am able to
try. My one complaint is that the
water isn't warm enough. | take a
hot shower or a dip in the hot tub
before entering the pool and it makes it easier for
me to adjust to the water.

We aways end with deep breathing exercises and
visualization which helps make the transition back
to the painful real world alittle easier. | recommend
water aerobics as an outstanding choice of exercise
for EDSers.



The Core Program
By Jen Murphy

| wanted to pass along an exercise book |
discovered that | have really enjoyed. About
amonth ago, my son s physical therapist told
me about a book called, “The Core Pro-%~
gram.” It swritten specifically for women by
afemale physical therapist. Its purpose is to
tone and strengthen core muscles in the pel-
vis, abdomen and hips so that joints will be
more stable and pain will be reduced. While
she doesnt mention EDS in her book, she
promises it is helpful for any person regard- -

less of their physical abilities. She does é,

mention arthritis, chronic fatigue, Epstein
Barr Virus, joint pain, et cetera. | ve been feeling so
much better than | did at Christmas and its been a
self-fulfilling prophecy to continue them since |
started to feel better immediately. | hope it can help
someone el se.

Heres my story.

| have EDS type IIl but thankfully, I'm mild in
comparison to some of the people who have told
their stories here before. | had hip dysplasia at birth
and then started dislocating my knees starting at
about age 9 or 10. | fractured one once during 6th
grade gym class when a well meaning teacher tried
to "pop" it back in. I cant count the number of
times | had dislocations but for some reason, they
have seemed to lessen over the years. However, | ve
started to have joint pain with frequent creaking and
popping and its not just in my knees. The mgjority
of the pain is currently in my ankles. The lower por-
tion of my body has always been disproportionate
in size in comparison to the upper, to the point that
my parents took me to University of Michigan Chil-
drens Hospital when | was about 11 to see why my
legs seemed to "swell". I m wondering if anyone
else has this phenomenon - also known as lymphe-
dema precox/Milroy s disease. | wasnt diagnosed
with that particular term until my late twenties. Of
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course, the doctors at U of M way back then
had nothing to contribute, even though by
that time | was having frequent dislocations.

| ve started to have regular joint pain in my
>hips and knees, but especially my ankles. |
/~ can now create a loud pop in my right ankle
if 1 stretch it in the right position. | think I m
partially dislocating it when | ve been on my
feet for along time. To make matters worse,
I m a nurse and spend way too much time on
my feet and legs. The exercises in this book
have not really eliminated my ankle pain, but
they have definitely made my hips and knees
feel better. My pelvis feels sturdier and my
hip pain is definitely better. | would strongly
recommend it to anyone who needs to
strengthen abdominal muscles and tone leg mus-
cles.

These are not difficult exercises. The first group of
exercises involve only floor activities. And they can
be done in 15-30 minutes. | m not one to buy into
the exercise market but this was worth the $24.00. |
hope it will help others.

I m also going to re-join the YMCA next month and
start back into their water programs. | d love to hear
from anyone who has found success while exercis-
ing in the pool.

Book Details
Title: “The Core Program”

Authors: Peggy W. Brill, Marc Witz
(Photographer), and Gerald Secor Couzens

Retail Price: $24.95

This book is available online through EDS Today’s
Amazon.com bookstore! Check out this and other
great books at:

http://www.edstoday.org/bookstore.htm




Finding an Accessible Gym
By Barbara J. Uggen-Davis

For many people with EDS, starting an exercise
program can be daunting. First, there's the concern
that if you start an exercise program, you may end
up getting hurt. Second, it may be difficult to find a
gym that can accommodate your specific needs.
After you and your doctor have decided on an ap-
propriate exercise program, the job of finding an
accessible gym iscritical.

Gyms are traditionally designed for the healthy, ac-
tive individual. When you enter the gym, you may
expect to be surrounded by skinny, muscular,
young people with perfect bodies and no disabili-
ties. The fact is that most people aren’t the models
of perfect health and today more gyms are focusing
on the needs of the not-so-perfect body.

Accessible gyms are popping up across the country.
In Clinton Township, Michigan, Crosstrainers Fit-
ness Forum, is designed with the wheelchair user in
mind because owner Christopher Grobbel is a
wheelchair user.! While Gold’s Gym doesn’t have
an accessibility policy company-wide, many indi-
vidual gym owners are implementing accessible
facilities like the Gold's Gym in Venice, Cdlifor-

nia.?

While there are certainly more accessible gyms than
there were 20 years ago, it can still take some work
to find one near you. According to iCan Online,
here are some things you should consider when
looking for an accessible gym:

1. Are the aides between machines wide
enough for wheelchairs, walkers, crutches
and other assistive devices?

2. Isthe staff trained in sensitivity to disabili-
ties and assistive technology? Are staffers
willing and competent to help with transfers
or adjusting equipment?

3. Is there disability-specific exercise equip-
ment -- for example, a cycle that utilizes arm
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power and allows the user to strap in legs,
or aroll-in strength training machine.

4. Machines with cables and pulleys that are
adjustable for people of different heights.

5. Locker rooms with accessible lockers,
hooks, benches and shower and toilet facili-
ties.

6. An accessible elevator. ®

If you are unable to find an accessible gym in your
area, you may want to talk to the managers of the
local non-accessible gyms and request that they
make accommodations for you under Title 111 of the
Americans with Disabilities Act (or applicable laws
outside of the United States). Sometimes you can
get lucky and find an owner or manager who is
willing to accommodate your needs. If not, you
have to decide whether or not you want to pursue
legal action or invest in home gym equip-
ment.

References

1. “Gym makes working out easy for al,” By
Tracy Boyd, iCan News Service, staff writer
August 9, 2001 http://www.icanonline.net/
news/fullpage.cfm?articleid=C6CC94AE-
A032-449F-AAAFB43077AEA3EE& cx=
hedlth.stay_fit

2. “Gyms court people with disabilities’ By Tracy
Boyd, iCan News Service, staff writer
February 23, 2001 http://www.icanonline.net/
news/fullpage.cfm?articleid=639DA5A 1-
c 1 7 D - 4 B 4 F -
8EDF065994F460C3& cx=hedlth.stay_fit

3. “Find a disability-friendly gym” August 9,
2001, http://www.icanonline.net/news/
fullpage.cfm/articleid/93288655-68CA -475F-
948A5EFE71AB1459/cx/health.stay_fit/



Exercise! (don’t)
By Sarah Meador

Exercise for me has always been a form of self tor-
ture, inflicted in the name of heath and getting
through grade school. My adventures in gym class
resulted in dislocations, failing grades, and lots of
pain. My attempts at aikido brought on two dislo-
cated hips, a year of dislocated vertebrae, and more
pain. Bicycling left me numb from the waist down,
which fooled me into thinking it didn’t hurt me un-
til the day my legs swelled up like inner tubes fol-
lowing a jaunt around the block. If physical pain
and physical accomplishment really had any corre-
sponding relationship, a two minute bout of weight-
lifting should have turned me into Ms. Universe.

Somehow, that didn’t happen. | figured out fairly
quickly that perhaps exercise didn’t have the same
benefits for someone with a severe case of EDS hy-
permobile that it did for someone whose muscles
and tendons worked according to plan. But doctors
and school guidelines continued to insist otherwise.
Exercise—defined as any extra physical activity
that | didn't get in normal life-- would give me
muscle tone! 1t would give me energy! Aerobic ac-
tivity would slim me down, making it easier for my
joints to carry me! Weight bearing exercises would
prevent arthritis! All | had to do was follow their
varied athletic plans, and |1 would be good as nor-
mal!

Or, as my body insisted on demonstrating, as good
as paralyzed. Exercise exhausted me, leaving me
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with no energy to get through my real life. Attempts
to lose my excess weight doubled and tripled it as
my tissues inflamed (at my worst point, | was carry-
ing fifty pounds of water weight). Any muscle tone
| gained while exercising quickly atrophied in post-
exercise immobility. It took awhile, but | came to
realize that perhaps people who didn’t live with my
body didn’'t know what on earth they were talking
about.

So around the time | got my KFOs, | came up with
a new exercise plan, based on a revolutionary un-
derstanding with my body: if it hurt, | wouldn’t do
it. Not one walk, not a single weight curl, not a sit-
up would | do unless | could do it without pain. |
would spend my energy on my actual life instead of
some expert-mandated athletic plan to “improve’
my health.

My health, following the rule of irony, has of
course improved. My skin is finaly sitting on its
muscle again instead of floating on a bed of water. |
can make my daily trip to the mailbox and back
(more impressive than it sounds—I'm a country
girl, and my mailbox is five minutes away), and get
a reasonable amount of housework done. Getting
more activity, however unaerobic, has given me
much better muscle tone than a thirty minute bout
of “exercise” followed by a 23 hour bout of immo-
bility. | look better than | have in a while, and on
some days | feel amost normal. And | oweit all to
alack of exercise.
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The Exer cise Partner ship

By Barbara Davis

My true passion in life, before my EDS diagnosis,
was ballet. | thrived on competing with other
dancers and spending time with my friends in class.
Now that | have given up dance to preserve my
joints, | find it difficult to establish and maintain a
regular exercise program.

| have two problems getting motivated to exercise.
First, there is a deep resentment that | cannot do
what | love. Second, | find it difficult to commit to
aregular routine by myself. | can’t tell you how to
solve the first problem because | still haven't
figured it out. For the second problem the answers
comealittle easier.

Believe it or not, | am a shy person. Even when |
am with alarge group of people in awater aerobics
class, | feel very isolated. Everyone else knows
other people and they talk to each other, but | tend
to hang out in the back row, away from people, and
just concentrate on the clock. This makes the time |
spend in the water drag like an eternity. It aso
makes it easier for me to “blow off” a class because
no one will noticeif | am absent.

The obvious solution would be to break out of my
shyness and force myself to talk to strangers. When
| figure out how to do that, I’ll let you know. In the
meantime, my solution is to drag my mother to
class with me. By going together, we each have
someone to talk to, which makes the time pass
easier. We aso help motivate each other to actually
go to class (sometimes).

In addition to my mom, | have another more
“faithful” exercise partner. This partner is always
ready to go and will often insist that | exercise
whether | want to or not. His name is Sherlock and
he'smy “servicedog in training.”

Sherlock and | do several activities together. Every
Monday night, we spend one hour at obedience
training. The first 30 minutes of training is a brisk
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wak around the track to practice the “heal”
command. According to the Persona Diet and
Fitness Journa on WebMD?*, | burn about 86
calories during class.

A dog like Sherlock isn’'t happy with one walk per
week. In training, he's okay to walk at my pace, but
he really needs to run. | can’t keep up with him at
all when he's running, but | can ride a bike. Our
dog trainer recommended the Springer Bicycle
Jogger for Sherlock. The Springer is a spring that
connects to the frame of the bike. Connected to the
spring is a short leash which attaches to a harness
on the dog. The Springer lets Sherlock get in a
good run without forcing me to run at his pace. At
the sametime, | get exercise from riding the bike.

The Springer also has an advantage over an
ordinary bike because it gives the bike “Iditarod
Power.” Sherlock is a husky, so when he runs, he
can pull weight just like the dogs in the Iditarod
sled dog race in Alaska. That means, when | tire or
need a break, Sherlock keeps us going. | try not to
let him pull me around the block, but it’s nice to let
him assist from time to time.

We bought the Springer Bicycle Jogger from JB
Wholesale Pet Supplies. The price is $43.95. JB's
phone number is (800) 526-0388. A link to their
site will be posted on EDS Today’ s website.

Finally, my third exercise partner is my husband.
Now that the sun is still shining when we get home
from work, we've been trying to take walks with
the dog in the evening together. We have trails
behind our house that we hike together and can let
Sherlock run off leash.

Having a partner to exercise with makes the task
more enjoyable. It also helps keep me on track with
my exercise goas. Whatever exercise you choose,
find afriend to exercise with and have fun.

References

1. Web MD Personal Diet and Fitness Journal,
http://my.webmd.com/diet_fitness journa
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Dear Readers,

This issue | have
decided to tak
about a "mouth-
watering" subject,
which  will not
only help our
bodies through
the summer, but
through the rest of our lives as well.
WATER.

| would like to share alittle knowledge
and a lot of common sense. We have
spent tons of money on bottled water,
distilled water, spring water, sparkling
water, and just plain old tap water with
screw-on filters, built-in filters and
plain-old home made filtering screens.
WEell, guess what? Water is the answer
and is essentia for our lives. Water is
the most common chemica in the hu-
man body (and one of the most abun-
dant substances on earth). About 99
percent of the molecules in the body
are water, athough it makes up a
smaller proportion of body weight.

Water is essential to life, because it
provides the medium by which all
metabolic reactions take place.

So, get ready to learn what | have
learned and let’s all put it to good use
and “drink up” for the summer and the
rest of our lives.

—Christine Phillips-Publisher

The human body is composed approximately of 70
percent water. The body’s water supply is responsi-
ble for and involved in nearly every bodily process,
including digestion, absorption, circulation, and ex-
cretion. Water is also the primary transporter of nu-
trients throughout the body, so it is necessary for all
building functions in our bodies. Water helps main-
tain normal body temperature and is essential for car-
rying waste materials out of the body. We must con-
tinually replace the water lost through sweating and
elimination, to keep our bodies functioning properly.
It is essential to drink at least eight 8-ounce glasses
of water each and every day, if not more! While our
bodies can survive without food for five weeks, the
human body cannot survive without water for longer
than five days.

Perhaps obtaining quality water would seem to be an
easy matter, but due to the many types of classifica-
tions water is given, the average consumer could be
confused about is available.

| will try to guide you through severa types of water,
help you understand what the most common classifi-
cations mean, and how these different kinds of water
may help or harm the body.

TAPWATER

Water that comes out of household taps or faucets is
generally obtained either from surface water or
ground water. Surface water is usually from run-off
from ponds, streams, creeks, rivers and lakes, and is
collected in reservoirs. Ground water is filtered
through the ground to the water table and is extracted
by awell.

When we bought our house out in the country, we
were told we had well water. Being so far out from
the city we were excited. Then we started thinking.
Maybe we should be worried instead. When most
people think of well water, they think fresh and clean
water. The question we should have asked was, "are



there any bad chemicals or minerals in the well wa-
ter?' We had someone come out to the house (for
free) and had them test our water. The only read
problem is that lime in the water leaves deposits on
the shower doors and forces us to clean our hot wa-
ter tank out more then once a year.

Whew, what a relief that was to find out. It might
not have been so good. Be on the safe side and call
around. Many places are a phone call away and do
not charge. Remember, they will test your water
even if you live in an apartment. Surprise - some-
thing free? Actually, they are hoping to find some-
thing wrong with your water so they can sell you a
filtration system, fluoridation system or a softener
system. Ask questions, and most importantly get
more than one opinion.

This of course would be called a Water Analysis.
Not al drinking water contains significant amounts
of toxic substances. Some places do rank higher in
water safety than others. Not all cities and towns
process their water supplies the same way. Some
add chemicals to kill bacteria. Others may filter
their water. It is really up to you to find out how
your local drinking water is treated and determine
how safe is your tap water. If you are worried about
your water, contact your local water officials, water
supply, or the local health department. Most of the
time, they just test for bacteria problems and not
toxic chemicals.

If you choose, you may want to try an alternative to
tap water. First you can improve your tap water.
The most common and easiest is a water filter. My
daughter uses the Britta system and loves it. When
we travel, we have the Britta system hooked up in
our motor home. We go to Mexico a lot and you
know what they say about the water there. (Or is
that the tequila?)

You can also bring water to arolling boil; wait for
it to cool down and drink it. This will kill parasites
and bacteria. You may also pour tap water into a
huge container with a small amount of bleach and
let it sit for several hours. The chlorinated taste
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should dissipate and be drinkable. This is not rec-
ommended unless you know the exact proportions
of water to bleach. These last two ideas can be time
consuming and "primitive." We have a few other
avenues to check out so et us continue our search.

BOTTLED WATER

There are many concerns of the safety and the
health effects of water; so many people have chosen
the route of bottled water. Bottled water is normally
classified by its source (spa, spring, geyser, dis-
tilled, sparkling), by its mineral content, or by the
type of treatment it has undergone (steam distilled).
Most states have no governing laws on appropriate
labeling on bottled water, so some labels may be
misleading.

STEAM-DISTILLED WATER

Have you heard this saying before? "If you do not
want arthritis you need to drink distilled water!" |
heard it from my Grandmother yearsago and | am a
distilled water junkie. | love the bottles with the
sports caps on them because | can use my teeth to
pop it open while my hands are doing other things
like driving, or defying my voice when | am yelling
at them to work. So, once a week | unload both
Jeeps and refill al those empty sports bottles laying
in the back seats with the steam distilled water that
| get at the store.

Distillation involves vaporizing water by boiling it.
The steam rises, leaving behind most of the bacte-
ria, viruses, mineras, chemicals, and pollutants
from the water. Consumed, steam distilled water
leaches inorganic minerals rejected by the cells and
tissues out of the body.

If | get bored with tepid water, | add 1 to 2 table-
spoons of Braggs Raw Apple Cider Vinegar per
gdlon of distilled water. Vinegar is an awesome
solvent and aids in digestion. | am also blessed with
3 lemon trees and lemon juice is another good fla-
voring agent that has cleansing properties as well.

You can also add Trace Mineras or Braggs Liquid
(Continued on page 15)
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Hidden Disabilities

Columnist Bek Oberin
wrote a regular
column on Invisi-
ble Disahilities for
the former website
Themestream. She
has generously
granted  reprint
permission for the
series to EDS To-

day.

What@ Special About Invisible Disabilities?

If you aint got green spots or missing body
parts then inability is simply a lack of ef-
fort. -- Western Society.

People with visible disabilities often complain that
people assume they cant do things they are per-
fectly capable of. The genera public is commonly
accused of making unwarranted assumptions of
mental impairment in people with cerebral palsy; of
assuming that blind people arent competent to
navigate without a sighted person to lead them and
so on. The main fight, for the visibly disabled,
seems to be proving that they can do things against
ageneral assumption that they cant.

But just as damaging as assuming people cant do
things, is assuming that they can. The assumption
that a person without a walking stick is able to
stand in a queue at the bank, or at a supermarket
checkout, is damaging to people with invisible dis-
abilities. In the current climate where the genera
public is ignorant about invisible disabilities, how
many healthy-looking twenty-somethings would
have the guts to go up to the clerk and say, "I m dis-
abled, | cant stand in the queue, please help me" ...

and how many clerks, encountering the same situa-
tion, would think that the healthy-looking twenty-
something was just too lazy to wait in the queue
and tell them off?

People with invisible disabilities often report get-
ting dirty looks or derogatory comments when park-
ing in a disabled car park - even with the appropri-
ate stickers on their car. The automatic assumption
is that the driver is either lazy or too stupid to see
the disabled parking signs, nobody stops to think
that an invisible disability might be involved.

It is difficult for people with invisible disabilities to
receive disability benefits and other entitlements.
The judgments for these benefits and entitlementsis
all too often made by somebody "officia" who only
sees you for a short consultation and if you appear
"too healthy" then your case can be lost. In Austra-
lia the current government is talking of scrapping
the report of the treating doctor atogether and go-
ing simply on the report from a short interview with
one of their "expert" assessors. This is patently ab-
surd, to think the first impression of an "expert” to
be more accurate than the patients own doctors!
The policy, if implemented, will obviously rely on
first impressions and therefore discriminate against
those whose disabilities are harder to see.

Dancer Verpermann, whose wife has an invisible
disability, has discussed this cultural blindness with
me: "Jenn and | call it the green spot effect. If you
havent (for example) got green spots, then people
assume that what is wrong with you is (a) minor,
and (b) temporary and (c) not inherently limiting.
An inconvenience."

The varieties of disabilities - both visible and invisi-
ble - are close to limitless. Almost no combination
of abilities and disabilities is impossible. Look be-
yond the shell a person wears and ask them what
they can and cant do and society will be a much
better place.
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Laura'sLibrary
Book Reviews by Laura Hague
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Laura Hague is
a history in-
structor  at
Austin  Com-
munity  Col-
lege. She has a
Ph.D. in his
tory from the
University of
Texas and is
currently doing
research on changes in the perception
of disability at the end of the 19th cen-
tury.

Shed redly like to know where her
right wrist brace has got off to, so if
anyone of you sees it running around
wild and free, please let her know.
She also has a grown daughter with
HEDS, Sarah Meador.

Waist-High in theWorld: A Life Among the
Nondisabled by Nancy Mairs
(January 1997)
Beacon Pr; ISBN: 0807070866
$14.00

Last fall, | picked up “Waist-High in the World”
from a loca independent bookstore (Bookwoman,
if you ever happen to pass through Austin). A word
about bookstores--if you can patronize a small local
store, do so. Not only will you be doing your bit to
keep a loca business going, you will find that the
owner can immediately find just the sort of books
you are looking for, saving you time and energy. |
went in to buy just one book and within minutes
had in my lap a dozen great choices that | did not
have to bend down to get. Finding ways to save

wear and tear on yourself isimportant, and is one of
the topics that author Nancy Mairs explores in her
collection of essays.

“Waist-High in the World,” more than anything
else | have read, encapsulates the daily struggles of
disability. From getting dressed, to coming to terms
with an unglamorous body, to traveling, to ssimply
getting out of bed, Nancy Mairs addresses the hard-
ships and joys of disability.

Mairs began like so many of us, with a body that
functioned not that differently from most other peo-
ples. When she was twenty-eight, this wife and
mother came to the redlization that her increasing
difficulty walking was abnormal. A year later, she
was diagnosed with multiple sclerosis. Mairs strug-
gle with accepting the increasing limitations of
her body, her shifting self-image, and the effect of
her needs on her family and marriage establish the
context for her musings on disability and the value
of life.

"How can | believe that my lifeisrea when it feels
SO desperately provisiona?' Mairs asks us.
Through her essays, she seeks to answer this ques-
tion — one so many of us feel ourselves asking.
Her experience of "rea life" speaks from the femi-
nine experience of life as relationships, rather than
the idea of life as a contest, which often comes out
in autobiographies of men with disabilities. (John
Hockenberry s “Moving Violations,” which Mairs
refers to, as both a good read and a good example
of this.) Mairs does not disparage the masculine at
all, she merely points out that men and women tend
to be different. "By contrast, | view my crippled life
less as a contest than as a project, in which others
must participate if it isto prosper.”

This particular theme, of the difference of the male
and female experience, repeats itself throughout the
essays. In one place, she muses on the difficulties a
man would face using a public restroom if he had to
be pushed into it by his wife, as she has to be



pushed in by her husband. In another, she envies
her husband s ability to accept his surgically scarred
body and impotence, contrasting his ease with him-
self with the disappointment in their bodies that
even non-disabled women generally experience.

Always Mairs returns to her central preoccupation,
her relationship with her family and the world
around her. She worries that she is a burden, she
despairs that she can not fully participate in her
church and community volunteer activities, she
frets that disability made her a bad mother, that she
is a bad American--unable to be independent. But
she is no victim. She finds ways to build her rela-
tionships. She recognizes that the people in her life
willingly share her life with her, and that means her
nearly immobile body. She writes, she volunteers
for a police sting against medical fraud, she makes
phone calls on behalf of the causes she values. She
talks to her children and discovers that her disabil-
ity is the least important thing about their relation-
ship with her. She finds that her dependenceis not a
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reduction in self-reliance, but a re-interpretation of
it. So, here is a woman with the same fears and
frustrations as many of us, but who surmounts those
feelings through her determination to make prosper
her crippled life, to forge ties of community. Her
dedication to "roll[ing] out" in the world of the
able-bodied, where sheis seen as an object of pity if
seen a dl, is itself a political statement that dis-
abled people are part of the community. Her choice
of the term "nondisabled" for describing those peo-
ple whose body parts mostly work on a reliable ba-
Sis aso serves to foster relationships, to promote
the understanding that disability is something that
most people will experience first hand a some
point and should thus be taken into account when
including people in community rather than used to
exclude people. Taking of her own responsibility
to take charge of her life, Mairs explains her gra-
ciousness in accepting the help of strangers and
friends alike. "The mark of self-reliance, for me, is
not whether or not |1 open a door for myself but
whether | accept the burden of my limitations."

(Continued from page 12)

Amino (available a heath food stores) to add a lit-
tle zing and life back into that drab tasting, wonder-
ful source of life we call WATER!

No, | do not drink cold water either -- another
Grandmother thing. | only drink body temperature
beverages because it can cause your body to go into
shock if it is too cold. True or not, Grandmother
lived to bein her 80's and was healthy as ever!

We could go on and on about Mineral waters, spar-
kling waters, natural spring waters, and de-ionized
waters. Sparkling waters are just carbonated waters
loaded with sugar, fructose and other sweeteners.
Actualy it probably is no better then a can of soda.

Read |abels before you buy. What we really need to
know and understand is that water is a valuable part
of our lives. It helps our joints, lungs, and the rest
of our bodies. Water is taken into the body, not only
by drinking, but also in food. In addition a small
amount is actually formed within the body by the

metabolism of food. Water is lost from the body
by urine, sweat, feces, and as vapor when breathing
out. The amount lost as sweat depends on physical
activity and externa temperature. The amount
passed by urine depends largely on the amount of
fluid intake.

Water is essential to our lives. So, whether it be
from your kitchen sink, your water filter container
in the refrigerator, the machine at the grocery store
that eats quarters faster than the slot machines in
Las Vegas, remember each sip is replenishing your
body with life. A life that | have chosen to live to
it'sfullest while on this earth.

Cheers to everyone to a refreshing and renewing
summer!!!

Editor’s notes. The views and opinions expressed
are those of the author and are not to be construed
as an endorsement by EDS Today. Always consult
your physician before beginning any alternative
therapy treatment.
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A Mom’s Ramblings

It's not too early to start planning for
accommodations for the next school
year. We have two articles for this
edition of Mom’'s Ramblings. Both
were written by parents of school-age
kids with EDS.

Marge Tamas shares her strategy for
gaining accommodations without go-
ing through the IEP process. Bonnie
Heintskill, on the other hand, has pro-
vided alist of suggestions for request-
ing |EPs based on her experience with
her daughter’s 2001-2002 |EP.

If you've never ventured into the
world of special education, you proba-
bly won’'t recognize the term
“IEP.” |EP stands for Individual Edu-
cation Plan. An IEP is a written plan
which outlines the education services
your child will receive. Within this
plan, are the details regarding disabil-
ity accommodations your child re-
quires which are to be provided by the
school.

Bonnie has provided EDS Today with
a list severa websites with additional
IEP resources. We didn't have room
to print them all, but we have posted
them on the EDS Today website at:

http://www.edstoday.org/resource.htm

— Barbara J. Uggen-Davis

For severa years now, | ve prepared a letter of intro-
duction for each of my four children at the beginning
of each school year. These letters are given to the
classroom and physical education teachers.

This letter includes information about what the kids
did during the summer and favorite hobbies and ac-
tivities. It also includes educationally relevant medi-
cal information and my academic goals for them for
the upcoming year.

Due to confidentiality guidelines, teachers may have
trouble accessing or sharing relevant medical infor-
mation about students. You cant count on the previ-
ous year s teachers being able to pass the information
along.

| have included no-cost classroom accommodations
in these letters. My requests have always been hon-
ored (with the exception of one teacher). This avoids
the administrative hassles of dealing with 1EPs or
even section 504, but is of course dependent upon
the teacher s goodwill.

All of my childrens teachers have appreciated hav-
ing these letters, so | thought | d pass along this tried-
and-truetip.

Marge Tamas
Atlanta, Georgia

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




Answersfor Questionson Individual Education
Plans (| EP®)

Compiled by Bonnie Heintskill, MS, CCC/SLP,
Member of the CEDA Medical Advisory

| ve looked over all the information | was sent when
| was getting ready for my daughter, Amandas, |EP
a year ago from CEDA members. They helped me
tremendously when preparing for this. | received
information from Stephanie, Jill, Sue K, J. Beth
Sellers, The Keenans, and people from a couple of
my speech language lists. In some places, | ve cut
and pasted directly from emails to me from the
above mentioned people, whom | am very grateful
for helping me out with the IEP process last year!
Y ou guys are wonderful!

First and foremost, you know your child best.

Always take atape recorder with you and record the
whole meeting. Take extra tapes aong if the meet-
ing runs long. Then transcribe the tape(s) to double
check with later on.

Dont feel pressured into making a decision that
day. You have the right to think about what is being
proposed for your child. Takein alist of things you
want for your child that youd like as the end result.

Do be aware that any Occupational Therapy (OT)
or Physical Therapy (PT) can only be addressed if
its going to affect academically based issues. PT
works on mobility in the building, muscle strength-
ening to increase walking distance, etc. OT will
work on hand strength, upper body strength, pen-
manship, key boarding, etc. If there is an issue of
sensory integration (SI) difficulties, let the Occupa
tional Therapist or Physical Therapist know ahead
of time. Take alist of the SI issues with you. If you
have documentation from a private Occupational,
Physical, or Sensory Therapist, take it with and/or
bring the private therapists with you.

Amanda wrote out her concerns herself, which was
very effective. Take in copies of the signs/
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symptoms of ED. It sareal eye opener to see those!
Take any info from the Internet or the books by the
UK EDS Support Group, which you can get from
EDS Today. A letter from your child’'s MD stating
that he or she has fatigue, frequent illnesses, and
frequent injuries that all have an impact on the
childs learning ability or attending school to con-
tinue learning needs to be addressed.

IEP isusually for children with learning disabilities.
OHI (other health impairments) is for kids with
health impairments like EDS, ADD/ADHD, etc.

The CEDA website has some great articles, one
written by Dr. Beighton about “Neurological Fea
tures of EDS.” Another one is on “Fibromyalgia
and Fatigue and Pain All Over” by Dr. Robert
Bernstein.

A KEY ISSUE For OHI. They look at whether the
student has limited strength, vitality, or alert-
ness. This must impact adversely and affect the
performance of the childs education or perform-
ance and that swhat is needed to be considered.

Determine whether the child has a disability and
whether it isimpacting the child s education.

Reading thru the IEP meeting | had to bring up the
fact that fatigue can play a big factor in learn-
ing. With EDS we are fighting gravity al the time
due to the laxity of our ligaments and tendons,
which are supposed to hold us up. Both Amanda
and | have tight hamstrings as we tend to use these
muscles to hold us up. Bring the fatigue factor up A
LOT!

| brought up the fact that Amanda can sleep 12-14
hoursif | let her, which she does on weekends. The
doctor also wrote this in his letter to the IEP meet-
ing. By the way, | basically gave the doctor what |
wanted included in the letter and asked for a copy
of it, in case it needed to be changed.

In the meeting, the school officials looked at her
report cards and standardized test scores to see how
she did the previous year. She aso had a teacher



from the previous year there as well as the princi-
pal, psychologist, hearing impaired teacher
(Amanda has a hearing loss in her |€eft ear), physical
therapist, occupational therapist, physical education
teacher, a special education teacher, social worker,
current year home room teacher, the director of spe-
cial education, and the case manager! Talk about a
room full of people!

| ve stated before to take notes in your child s hand-
writing. Amanda wasnt comfortable reading her
list, so | did it for her. The issues she brought up
were:

Having to carry heavy books to and from class-
rooms, and between home to school. She has
an extra set of books at home now.

Pain in her hand/fingers from writing on tests or
taking notes. She now has a e-smart from Ap-
ple, (similar to an Alpha smart) to take notes
since she has 2 fingers that are still recuperating
from being smashed by someones elbow at
school this year.

Being jostled in the hallway can cause her inju-
ries and injuries in physical education. She sat
out physical education last year and this year
she was exempted from it, especialy after get-
ting her fingers injured in a silly accident (see
above). The optometrist also stated that if she
gets knocked into she could dislocate the lenses
in her eye. The geneticist and orthopedic sur-
geons wrote prescriptions exempting Amanda
from physical education due to her previous in-
juries and to prevent further injuries.

She requested having extratime to get homework in
when she was ill. She got this and continues to get
it this year. Sheis also having her homework load
lessened if she spends more than 2.5 hours on
homework a night.

She is alowed to have a "safe haven” in the library
to study instead of physical education or going out
to play on the playground. There is an extra set of
booksin the library for her to use.
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Stress fatigue A LOT! Fatigue can affect the ability
to comprehend written material or lecture materias.
| aso stressed that | wanted to protect Amanda
from further injuries so she wouldnt have to suffer
from Fibromyalgia and chronic pain like | do.

| took a 3-ring binder of materia in, plus my EDS
books from the UK. | did mention what others had
said about how EDS had affected them in school,
which helped a great deal too.

For thisyear s |IEP there are 5 areas of concern.

1. Physical issueswith EDS

2. Hearinglossin |eft ear

3. Fatigues easily and slow recovery from illnesses
4

. Lack of assertiveness to ask for help or voice
concerns if her EDS is acting up/affecting the
EDS.

5. School attendance - she missed 59 days last
year. the |EP states that if she has 30 days of accu-
mulated absences and 5 consecutive days of missed
school, they would evaluate the need to provide for
homebound instruction. | hope it doesnt come to
this but she has already missed 4 days in less than
one month due to illnesses. Make sure you find out
what papers and/or applications need to be signed
for home bound instruction. | found out that an MD
has to sign them so, if you go for this option, you
may get the papers ahead of time and have the MD
sign them so you have them in your possession.
Also get a copy of "benchmarks" for subjects for
each grade. It s important to know what the classes
require before taking part in the IEP process.

Remember, you can request an update
(modification) at any time, with another letter up-
date, copies to principal, teachers and Board of Ed
designee as well as copies for your notebook on re-
quests, conversations, contacts etc.

There are many websites to help anyone prepare for
the process. These websites are listed on the EDS
Today website at

http://www.edstoday.org/resource.html.
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2 Dialogue on Pain
4 By KendraKuss

In the hallowed halls of those most high,

holy

& They ask, “And how is your pain today?’

4§ “My painisjust fine, thank you.
4 |, ontheother hand . . .”
& But they want a number
S to quantify,
S to illustrate,
to document.

S Oneisno pain,
S Ten means an ER trip,”
2 they say.

:: What is“no pain”?

S I do not comprehend at all.

D Last night | woke

hissing softly through my teeth,

S trying not to wake my companion.
| eased myself into some more
comfortable position and dozed

§ back off

4 For one moment there,
< one moment
S it was atwelve then faded
S

as| drifted
and was perhaps a four
< for therest of the day.
S Today while driving | feit
S stabbing pain
S in my back
S in my shoulder and chest;
S

For one moment there,
S
< one moment,
S it was atwelve, | guess.
D I would say that my pain screamed
something
ground glassinside me
tearing, aching, splintering.
I cannot quantify what has avoice
of itsown
4§ and can build slowly or

$
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shriek stopping the world
for one moment.

First there' sthe small child
tugging at my shirt

“Hey, lady?’ in atiny

but memorable aside,

and for one moment there

| hear her.

But | have things to do;

| don't listen but | will
remember.

Later the older child comes
more insistent

clearing her throat and
wanting attention.
She'sdenied. | have things
to finish but for one moment,
for one moment there

| hear her.

Then the young adult coughs
“BITCH”

in athroaty groan

agunshot of sound,

a cracking whip demanding attention,

angry

and for that one moment
| am completely aware
of her intentions

Last, the hands of might rest
on my shoulders pressing

me into place;

“FOOLISH MORTAL”

are the words that she speaks
They stay me from action
griping tightly and it's done.
I’m done

and can do no more

because the pain screams grinds tears aches splinters
and | try not to weep at my inattention

in any of those moments
I"ve lost

“How isyour pain today?’ you ask.
“My painisjust fine, thank you.”

SANANANANANAAANANNNNAANNNANAANNNNAANANNANAAAANNAAANANAANANN
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Brace Your salf

This installment
of “Brace Your-
self” looks at
knee braces.
There are a lot
of different op-
tions out there.
What works for
one person may
be all wrong for
another. Hope-
fully this column will give an idea of
the range of products available so that
you may discuss various options with
your physician and find the right
choice for you.

The braces listed in this article come
from personal research and discus-
sions with other people who have
EDS.

— Barbara J. Uggen-Davis

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.

Ankle Braces

Last issue | described the process of getting custom-
made ankle-foot orthotics (AFOs). AFOs arent the
only option for ankle instability, but they are one of the
most expensive. If your ankle problems are mild to
moderate, the AFO route may be overkill. There are
other ankle brace alternatives that may meet your
needs without the expense of an AFO.

Ankle conditions

When choosing an ankle brace, the first step is to con-
sider what you need the brace for. Sounds simple
enough, you want it for your right ankle or your left
ankle. But what exactly is wrong with the ankle - and |
dont mean "EDS." Do your ankles roll inward or out-
ward? Do you have flat feet? What about plantar fas-
ciitis? It salittle more technical than "my feet hurt."

Pes Planus (Flat Feet)

Flat feet or pes planus is common in people with EDS.
Nearly 3/4 of people with Classical (formerly type I)
and over half with Vascular (old type 1V) reported
having pes planus. Even in the Hypermobile (old type
[11) group, over 1/3 reported pes planus.' By itself, pes
planus is not a painful condition, but it can lead to a
number of other painful conditions.

Pronation and Supination

Pronation is caused by flat feet and involves the foot
turning outward at the ankle, causing the person to
walk on the inner border of the foot. Pronation can
cause heel spurs, plantar fasciitis, sprains, shin splints,
weak and painful arches, and even knee, hip, and lower
back pain.®

Supination is the opposite of pronation. The foot is
turned inward at the ankle causing the person to walk
on the outer edge of the foot. Supination stretches the
stabilizing muscles on the outside lower leg
(peroneals).* The ankle can be unstable and roll out
easily, causing ankle injury and fals. For someone
with EDS, the resulting fall can lead to additional joint
injuries.

Treatment of pronation and supination can include cus-
tom orthotics, arch supports and insoles, and proper



footwear. Orthotics and arch supports should be
chosen which align the ankle into its proper posi-
tion. Footwear must have a firm heel for extra sup-
port and stability.® | have found that wearing high-
top tennis shoes or hiking boots also helps keep my
anklesin proper position.

Plantar Fasciitis

One of the risk factors for plantar fasciitisis having
flat feet. Plantar fasciitis is a condition in which the
plantar fascia becomes inflamed. If plantar fasciitis
is severe, it can cause hedl spurs as well. Treatment
of plantar fasciitis involves anti-inflammatory
medication, ice therapy, stretching exercises, activ-
ity modification, and heel inserts.®

Bracing options for plantar fasciitis include heel
inserts, custom-made insoles, and night splints.
Custom orthotics can be expensive. Orthotics were
cited by 27% of surveyed plantar fasciitis patients
as the most effective treatment. Heel inserts, were
ranked as | east effective.’

Plantar fasciitis night splints, are worn at night, as
the name implies. They lock the ankle into a flexed
position, providing a gentle stretch to the plantar
fascia. Severa studies have reported approximately
80% of people with plantar fasciitis improve when
using night splints.®

Choosing a Brace

Once you ve determined which problem you wish
to treat, you can start shopping around for a specific
brace. Some braces are designed to treat specific
conditions and others are designed for genera
warmth and support. Talk to your doctor or thera-
pist about your needs and determine together what
type of brace you need.

Buying aBrace

There are lots of companies online that sell braces
directly to consumers. Some sell only over-the-
counter braces and others make custom braces by
mailing customers an at-home sizing kit. You can
also check your local pharmacy, sporting goods
store, grocery store, and your doctor or physical
therapist s office for bracing options.

Pricing and styles will vary and some will have fea-
tures that will be better for you than others. Shop
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around before you make a decision. Before you
buy, ask the company about its return policy. |
checked online for brace pricing. Here are some
sample prices and brands. This is by no means a
complete list.

Plantar Fasciitis Night Splint - $60-80
Heel Cushions - $15-50

Custom Insoles - $175.00 and up
Elastic Ankle Brace - $10

Lace-Up Ankle Support - $30-40
Kids Neoprene Ankle Support - $13

The most important thing about choosing an ankle
brace is finding one that works for you. The most
expensive and best-designed brace in the world may
not be the right one for you. You may find that the
less expensive options will do the job. If not, at
least you havent blown the budget for something
that didnt work.
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One-pot dinner for two

By Laura Hague

This is the easiest dinner recipe | know of. It was
the first thing | taught my daughter to make for din-
ner, and now that she is grown, she still makes it
from time to time. The beauty of this recipe is that
it isendlessly variable, which works well for bodies
that are also endlessly variable. Use as much or as
little of any ingredient as you like.

Ingredients

half a package of pasta

4 dlices of lunch meat

2 tbs butter or margarine

1/2 c. any grated cheese
- 1/2-1 cup frozen peas or other vegetable
Prepare pasta according to package directions.
While the noodles are cooking, slice up the lunch
meat into strips (a pizza cutter makes this very
easy). Just as the pasta is done cooking, add the fro-
zen vegetables. Stir, then drain out the water from
the pot. Add the sliced up lunch meat. the buitter,
and the cheese. Salt and pepper to taste. Toss ingre-
dients with afork so that everything is well distrib-
uted. Serve and eat!

Variation: If you are feeling up to chopping vegeta-
bles, add fresh onion, tomatoes, or zucchini. Dried
parsley or cilantro make easy flavor additions.

Judy Sobel’s Quick Recipes.

| was amazed at some of the recipes posted by the
Arthritis Association that are supposed to be easier
to make for those with the disease They had 20 in-
gredients, lots of cutting and peeling, and severa
bowls and pots to clean. | wrote to them to find out
their rationale for such complicated recipes, but |
never heard back.

| stop looking at recipes after the fifth ingredient,
EASY is my mantra and easy includes easy clean

Page 22

Recipesfor Health

up as well. I make use of disposable pans, cooking
bags, aluminum foil, wax paper and anything that
saves me from having to scrub pans. | even found
crockpot liners. | aso try to make use of canned,
frozen and packaged items. Although some of the
following recipes have more than 5 ingredients,
they are easy, delicious and not alot of work.

Weight Watcher Chili Recipe

11Ib. "Harvest Burger for Recipes' crumbles
(fat-free meat substitute)
1/2 cup chopped onions (I use frozen, already
chopped or seasoning blend)
3 cans (16 o0z) chili beans, undrained (Brooks)
2 cans (8 0z) tomato sauce (Hunts)
1 can (4.5 oz) chopped green chilies (Ole El
Paso)
1 package (1.25 0z) taco seasoning (Ole El
Paso)
1 package (1 0z) dry ranch dressing mix
(Hidden Valley)
- 11/2 cups water
In alarge pot sprayed with Pam, brown onions with
Harvest Burger. Stir in remaining ingredients. Sim-
mer 15 minutes.
Makes 10 1 cup servings. Each cup is Weight
Watchers 3 points. 1 cup serving = 195 calories,
.52 fat, 10.65 fiber.
Add cheese and sour cream or pasta to make this a
full meal!!!

Roasted Cauliflower wit Red Pepper
Sour ce: Good Housekeeping-Mar ch 2002

Prep: 15 minutes
Roast: 20 minutes
Makes 6 accompaniment servings

Ingredients:

1 medium head cauliflower (about 2 pounds),
cut into 3/4 inch pieces
1 large red pepper, cut into 1 inch pieces
(Continued on page 25)
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Announcements

EDS Awar eness Campaign
By Barbara J. Uggen-Davis

For the first time in history, the EDS community
came together on a global scale to promote EDS
awareness and to create EDS Awareness Month, to
be held every February. EDS Today led a group of
volunteers and other worldwide EDS organizations
in this effort. While there were too many activities
and volunteers to mention here, we would like to
share with you some highlights.

THE IDEA

I’ ve been a member of the EDS online community
since the very first EDS email support group was
created. The idea of an EDS awareness month or
an awareness campaign has been kicked around
many times over the past seven years, but a col-
laborative effort never realy took off.

In 2001, Joyce Norris from Canada, suggested that
there be an awareness symbol and offered to make
silver ribbon necklaces for EDS Awareness. That
sparked a conversation among the members of the
Canadian Ehlers Danlos Association email support
group (a worldwide email list) about EDS aware-
ness.

Through the course of discussion, EDS Today as-
sumed a leadership role in making the idea into a
full-scale awareness campaign. A separate email
list was created for the purpose of planning activi-
ties and events for the campaign. An online poll
was established for people to vote on the aware-
ness month and pin ideas. Barbara Davis posted a
website for the campaign on her own account until
her Internet Service Provider filed chapter 11, after
which EDS Today moved the website under its
own account.

THE MONTH

February was chosen for EDS Awareness Month
by an online vote. The primary reason February
was favored was that few other organizations had
already claimed it. In addition, February was also
the time frame for the New Zealand Ehlers Danlos
Foundation’ s conference.

THE ACTIVITIES
Doctor Education

The primary goa of the 2002 EDS Awareness
Campaign was to educate doctors about EDS. Un-
fortunately, because EDS is considered rare, medi-
cal schools often don’t provide adequate education
in recognizing and treating EDS. Doctors fre-
guently are unfamiliar with EDS, making it diffi-
cult for patients to get a diagnosis and proper treat-
ment. The EDS Awareness Campaign sought to
help solve this problem by sending information
about EDS to doctors around the world. This was
done through the use of a targeted mailing to ap-
proximately 1500 doctors worldwide.

Each information kit mailed to doctors included
the following:

1. A cover letter announcing EDS Awareness
Month and giving some brief facts about EDS,

2. A worldwide resource list of Ehlers Danlos or-
ganizations,

3. Threebrochures about EDS, and

4. An order form for additional educational mate-
rials.

Media Exposure

Through the efforts of several volunteers, EDS was
covered in local and national media. A press re-
lease was posted on the EDS Awareness Website
and distributed to media outlets worldwide, often



accompanied by personal stories of campaign vol-
unteers with EDS. Linksto the press release and all
online articles are posted on the EDS Awareness
Campaign website at:

http://www.edstoday.org/Awareness/

Judy Sobel, did an interview with lvanhoe Broad-
cast News, the nation’s largest television news
gathering organization covering medical break-
throughs, family heath and consumer news for
women. The article “Living with EDS — Patient’s
Q&A” isonline at Ivanhoe' s website where it may
be picked up by other news agencies and repub-
lished.

Following Judy’s interview, Ivanhoe Broadcast
News contacted EDS Today for an interview with
experts on EDS. That led to ajoint interview with
Jill Douglas-Hand, R.N., founder of the Canadian
Ehlers-Danlos Association and Linda Neumann-
Potash, RN, executive director of Ehlers-Danlos
National Foundation. That interview, entitled
“Ehlers-Danlos Syndrome — Experts Q&A” is aso
on lvanhoe' s website.

Darlene Clarke, was interviewed by Alicia Booth
of News Channel 5 in Cleveland Ohio. The story
entitted “Rare Disorder Causes Limbs to Fall
Apart” appears online as a video and text tran-
script. Both may be viewed on the websites of
News Net 5 and KRCA Channel 13.

The Toronto Star published a story on February 19
about David Freudmann'’s efforts to raise funds to
sponsor an endowment for EDS research at Sick
Kids Hospital in Toronto Canada. The Article
“Stealthy Syndrome is Sometimes Fatal” is no
longer available online.

Kim Bishop did interviews for the newspaper in
Cartersville, Georgia and for her local radio sta-
tion. The Poughkeepsie Journa in New York ran
an article on EDS, during the week of February 27,
but the article is no longer in their online archive.
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Events and Fundraisers

The Ehlers Danlos Foundation of New Zealand
held its annual conference on February 23-24,
2002. At the event, information was distributed to
promote EDS Awareness.

The Western New York EDNF Branch held a
Mardi Gras fundraiser on February 9 which was
sponsored by the AMVETS and AMVETS Ladies
Auxiliary.

Joyce Norris has been taking orders for sterling
silver EDS Awareness necklaces. A portion of the
proceeds from the necklaces will be used for the
expenses from the Awareness Campaign. Rabecca
Primeau is selling the official EDS Awareness
pins. Both the necklace and the pin may be ordered
through EDS Today using the order form at the
back of the newsletter.

Rabecca Primeau has set up a Scratch Card fund-
raiser. Visit www.scratchcard.com or call 800-561-
8388 and ask for Jenny at extension 243 or Nick at
extension 315 for more information. The EDS
Awareness Scratch Card Account number is
147948.

THE SPONSORS

All of the following organizations participated in
the campaign. They are listed al phabetically.

Canadian Ehlers-Danlos Association
(CEDA). Volunteersfrom CEDA mailed out infor-
mation kits to doctors within Canada.

CEDA dso produced an Educationa CD-ROM on
Ehlers Danlos Syndrome. This incredible CD-
ROM was included on the order form in the doctor
education kits. EDS Today is distributing the CD-
ROM in the USA. It may be ordered using the
order form at the back of this newsletter.

EDS Today. EDS Today led the Awareness Cam-
paign, created the email planning team list, coordi-
nated the mailing list database, sponsored the mail-
ing costs, and maintained the website.



Ehlers Danlos Foundation of New Zealand. Volun-
teers from the Ehlers Danlos Foundation of New
Zealand mailed out kits to doctors within New Zea-
land and shared information about the awareness
campaign during their annual conference in Febru-
ary.

Ehlers-Danlos National Foundation. EDNF pro-
vided 2700 copies of their informational brochures
and granted reprint permission for an additional
1800 to be reproduced by the campaign.

Hypermobility and Fibromyalgia List. Volunteers
from the mailing list collected names and addresses
of doctors for the mailing list.

THE COSTS

EDS Today spent $945 for the Awareness Cam-
paign. To date, $380 in donations were received,
leaving a balance of $565. If you are interested in
helping, please send donations to EDS Today, At-
tention Awareness Campaign using the form at the
back of the newsletter.

THE RESULTS

Approximately 1500 doctors worldwide have re-
ceived information about Ehlers Danlos Syndrome.
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The information kits aso included a phone number
for doctors to call to request speakers about EDS.
Within days of the mailing, the first request for a
speaker came in. Barbara Davis of EDS Today will
be giving a 1-hour presentation on EDS to a group
of Podiatrists on May 22, in Sesttle, Washington.

It is impossible to guess how many people have
learned about EDS as a result of the media
exposure. Even if one person with EDS is
diagnosed as a result of the education and media
exposure from the 2002 EDS Awareness Campaign,
then the campaign was a success.

THE FUTURE

Plans are dready in progress for the 2003 EDS
Awareness Campaign. In addition to expanding the
mailing for doctor education, the 2003 Campaign
will also focus on educating teachers on how to deal
with students who have EDS. Laura Hague is
working on an illustrated guide for teachers.
Volunteers are needed to help with this and other
projects for the campaign. Please visit the campaign
website at http://www.edstoday.org/Awareness or
cadl EDS Today at (253) 835-1735 for more
information on how you can make the 2003 EDS
Awareness Campaign an even greater success than

(Continued from page 22)
1 garlic clove, finely chopped (From ajar)
1 tablespoon olive ail
1/ 2 (one half) teaspoon salt

1 / 4 (one quarter) teaspoon coarsely ground
black pepper.

Preheat oven to 450 degrees. In a large bowl, toss
all ingredients until evenly coated. Arrange vegeta-
blesin asinglelayer in 15-1/2 by 10-1/2 inch jelly-
roll pan (I used foil pan). Roast vegetables 20 min-
utes or until tender.

Each serving: About 45 calories, 2 g protein, 5 g
carbohydrate, 2 g total fat (0 g saturated), 2 g fiber,
0 mg cholesterol, 210 mg sodium.

L ow-fat Pineapple Cake
Source: Theinternet
Yield: 12 pieces

1 box angel food cake mix, use dry

1 (16-20 o0z.) can crushed pineapple, undrained
Spray a sheet cake pan (9x13x2) pan with Pam.
Preheat oven to 350 degrees. In a large mixing
bowl, stir together the dry cake mix and crushed
pineapple with juice. Stir until well blended. It will
foam up quite a bit. Pour into prepared pan. Bake at

350 degrees for about 35 minutes, or until cake tests
done.
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Service Dogs

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

Selecting a Service Dog
By Lynn Hoover

You have Ehlers-Danlos Syndrome and you're de-
termined: no health problems are going to stop you
from enjoying a satisfying, productive life.

Y ou're confident a trained, companionable dog will
extend your reach for “Persona Best”...and love
you dearly. You will never be alone.

You're ready to search for a dog, but are unsure.
Y ou ask, are you capable of tracking down, evauat-
ing and selecting a*“ good enough” match? Complex
tasks, to be sure. But if you're willing to do your
homework and travel prepared, fear not! Define
your parameters, develop requisite skills, become
informed, and you'll be ready to make the most re-
sponsible and best of all possible choices.

Needs Assessment

Define Essential Tasks: First, define how a Service
or Skilled Companion Dog would be of most help
to you. If you select a dog who is naturally inclined
to do what you need, training will be more enjoy-
able and the teamwork more satisfying. In addition,
defining task priorities will tell you what your
breed, temperament and size/weight options are.
For example, the suitable Laptop Service or Skilled
Companion Dog weighing around 20 pounds can
retrieve smaller items from tables and the floor,
carry clothing from front-loading dryers, awaken
their partner, “dial” or paw 911 or another emer-
gency number, and provide heaps of emotional sup-

port...but obviously will not hold up for any
weight-bearing tasks. Similarly, a dog of any size
that shows aggression to people or other dogs, shy-
ness, or other signs of being stressed by crowds or
new situations, isn't the dog to accompany you to
any public place where these behaviors may mani-
fest themselves. However, he may make the most
lovable of Skilled Companion Dogs, and give to
you endlessly at home and in other “safe environ-
ments’.

Below is a partial list of trainable tasks that dogs
may be able to perform to benefit their owner/
handlers with EDS. Add your own ideas to the list,
then differentiate between essential, must-have
skills and “bonuses”.

Safety on stairs.

Picking up dropped items.

Turning light on and off.

Opening and shutting the fridge door.

Shuttling things up and down stairs.

Providing emotional support on request.

Picking up dirty clothing and putting in a ham-
per.

Helping you get out of the house and socialize.
Traveling with you to restaurants, schools,
sports arenas.

Obtaining help in amedical emergency.
Alerting family to the occurrence of problems
so the family can intervene.

Bracing to support partner.

Relentlessly awakening partner.

Pushing elevator buttons.

Getting food from the fridge

Bringing medication.

Alerting to need for medication.

Retrieve, carry and give

Other




(Continued from page 26)

“Know Thyself”: Truthfully, would you feel over-
whelmed by alarge dog, or irritated by a small dog
that darts and yaps, even if he does have other en-
dearing qualities? Which would be more satisfying:
the happy-go-lucky pooch who loves everyone, es-
pecially you, and could potentially aso serve as a
Therapy Dog visiting patients in health care set-
tings...or the dog who tightly bonds and doesn’t
want to have much to do with anyone other than
you? Do EDS symptoms dictate that you get a dog
who needs little grooming? Or, would you use the
services of a professiona groomer? Would you
deeply didlike taking the pooch outside to “go” in
all weathers? Do you have a fenced yard? A “door”
that allows the dog to go in and out freely? Would
you prefer having a small Laptop Service Dog that
can betrained to go outside and in - on an absorbent
pad? Or perhaps multiple daily walks outside would
be good for you, a low-impact activity that helps
you build muscle strength. For a presentation of
breeds, you may want to read Daniel Tortora's
timeless bestseller, The Right Dog for You: Choos-
ing a breed that matches your personality, family

and lifestyle.

“ Know about Breeds and Mixes that Interest You” .

Also know that purebred’s temperaments aren’t al-
ways typical for their breed. For example, how
many Retrievers enjoy retrieving? A dog may have
been bred for looks and calm dispositions, but have
no interest in the retrieve. Perhaps he prefers track-
ing. In addition, did you know that in any excep-
tional and large litter of Retriever pups bred specifi-
cally for assistance work by Service Dog Training
Programs, only one to three, maximum of four pups
may hold up as Service Dogs with public access
rights? However, most could serve as loving
Skilled Companion Dogs.

In sum, certain breeds, breed mixes and pups from
specified litters may be better risks than other
breeds and mixes- but how do you know? That will
be the subject of afuture article. So with atask so

Page 27

complex, how do you go about improving your
odds of selecting a dog suited for a service role? It
is vitally important that you learn to do tempera-
ment testing, or enlist the help of an experienced
evaluator to better insure you'll select a dog with
the qualities you need. As part of testing, be sure to
assess how your “candidate” reacts to socializing.
In fact, if looking to Rescue for a dog, you may
want to ask if you can foster the dog for severa
months at home prior to adopting. Once the dog
forms an attachment and grows in confidence, he
generaly shows himsdlf in a different way. One
pitfall to this approach, of course, is that you are
likely to form an attachment, too!

Because of the complexity at hand, why not set
your sights on a Skilled Companion Dog, then if it
turns out he can handle himself in public, you have
your Service Dog! If only a Service Dog with pub-
lic access rights will do - for example, if your EDS
symptoms are such that you would especially bene-
fit from help in public places, or if you aso have a
brain/psychiatric disorder and need the constant
companionship a service dog would afford you -
ask for help from a dog-training professional who is
able to understand your needs and the variability of
dogs and what it takes to select/own/raise/train/and
live with a service dog. Or, consider going through
an established, reputable Service Dog Training Pro-
gram that will assess/socialize/train/ and stand be-
hind their selection. For dedicated owner-trainers,
perhaps what is needed most are reliable dog-
experienced professionalsto serve as mentors.

Lynn Hoover is Director of K-9 Partners, with of-
fices in western Pennsylvania and New Hampshire,
web site www.k-9partners.com... She is also li-
censed in MA (LICSW- Licensed Independent Clini-
cal Social Worker) and is a Clinical member of
AAMFT (American Association for Marriage and
Family Therapy).

Copyright(C) Lynn Hoover.
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Memorialsand Tributes

My EDS Grief Journey
by Cathy Bowen

Grief is such an overwhelming personal experience,
a physical, emotional, and spiritual journey. It
comes from any loss that devastates our lives. The
diagnosis of a chronic illness, or the death of a
loved one.

Watching my beloved son, suffer and die before my
eyes - aso caused the death of the person that |
used to be. | wasnt just crushed beyond belief, my
whole being (my heart and soul), my husband’s and
daughter s lives, our whole family was shattered
into a trillion pieces. Our days were filled with
overwhelming grief and anguish. Everything | be-
lieved, | now questioned. How could this horrible
nightmare be happening?. When will 1 wake up?...
Why?..Why didnt all these doctors know?... Why
David?...What could we have done that was so bad?

This was truly my darkest hour. It was like the
ground had dropped out from beneath me, and |
was swallowed by the black abyss of sorrow. It felt
like we were being punished. The searching, ques-
tioning, and pure insanity that comes with this kind
of grief. We now knew that life wasnt always fair.
It can hit you with such a crushing blow-that you
came face-to-face with the true reality (a very pain-
ful knowledge) that we only have a limited amount
of control over our lives.

As a mother, | was aways able to make things bet-
ter. But | couldnt fix it, this time. There was noth-
ing that | could have done to change what was hap-
pening. | never felt such helplessness and hopeless-
ness. | had protected and kept David from harm,
kept him safe-since the day he was born, that was
my job. | desperately wanted to take his place, take
all his pain, to relieve his suffering. | just wanted to
died for him, to save him...for | loved him that
much. Unfortunately, | now realized that each per-

son must walk that path themselves. What we gave
and received from David, was love.

He was never aone, we held his hand, spent what
time we had (though it wasnt enough) and told him,
"How much we loved him". That was al that we
could do.

What | ve learned is that mostly everyone experi-
ences the same "stages' of grief: shock, disbelief,
denial, enormous anger, total devastation, bargain-
ing, numbness, loneliness, guilt, along with tremen-
dous physical pain and psychological torment. In
order to survive -You have to go through these dif-
ferent stages (there is no time limit to your grief and
no correct order, whatever works for you is fine),
thisis the only way that you can come out the other
side - where you can eventually see the glimmer of
some light, again. By reading and reaching out for
those people that will understand what you’ re going
through. As they share the same pain, struggle,
grief, and uncertainty as you do.

This grief journey has so many levels, with enor-
mous emotional issues to deal with - by facing your
feelings and going through each stage, it does take
tremendous hard work, horrific pain, and great suf-
fering. | ve walked through the valley of darkness
and sorrow, somehow | made it through. So, please
take hold of my hand or someone who's been there
too, they will lead you to the other side. | still occa-
sionaly re-visit there, but | dont need to stay as
long.

We will never accept what happened to David, what
we have to accept is how our lives are different,
now. True, | will never be the same, nor will my
family. Our hearts will always be broken. But,
David will always live on - in us, in those we help,
by bringing education and awareness, by sharing
his story - he continues to touch the lives of others
and even finds a place in their hearts, as well.



It was eventually the underlying EDS that devas-
tated my family, defeated Davids physica
body....but it could never defeat his love of life, his
spirit or hissoul (his smile or his laughter). Nor will
it ever defeat mine.

If you would like to honor someone close to you in
our memoria or tribute

pages, please e-mail me:
SJIEDS-DAVID-MOM @ prodigy.net
-Cathy Bowen

Bookson Grieving and Chronic IlIness

Journey Through Heartsongs by Mattie Stepanek.
Eleven-year-old Mattie Stepanek, shares his mov-
ing poems. These poems share the rare wisdom that
Mattie has acquired through his struggle with arare
form of Muscular Dystrophy and the death of his
three siblings from the same disease. His life view
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is one of love and generosity - as a poet and a
peacemaker, his desire is to bring his message of
peace to all.

Death/Grief

Where is God When Bad Things Happen? Finding
Solace In Times of Trouble by Luis Palau

The Courage To Grieve by Judy Tatelbaum

The Grief Recovery Handbook: The Action Pro-
gram For Moving Beyond Death, Divorce, and
Other Losses by John W. James & Russell Fried-
man

Safe Passage: Words to Help The Grieving Hold
Fast And Let Go by Molly Fumia

Death Of A Child:

Love Never Dies: A Mother s Journey From Loss
To Love by Sandy Goodman

The Bereaved Parent by Harriet Sarnoff Schiff

(Continued on page 32)

A Placefor Me
Author Unknown

Thereisaspecia placein life,
That needs my humble skill,
A certain job | m meant to do,
Which no one else can fulfill.

The time will be demanding,

And the pay is not too good

And yet | wouldnt change it
For amoment...even if | could.

Thereisaspecia placein life,
A goal | must attain,
A dream that | must follow,
Because | wont be back again.

Thereisamark that | must leave,
However small it seemsto be,
A legacy of love for those

Who follow after me.

Thereisaspecia placein life,
That only | may share,
A little path that bears my name,
Awaiting me somewhere.

Thereisahand that | must hold,
A word that | must say,
A smilethat | must give,
For there are tears to blow away.

Thereisaspecia placeinlife
That | was meant to fill,
A sunny spot where flowers grow,
Upon awindy hill.

There s always atomorrow and
The best is yet to be,

And somewhere in thisworld,

| know thereis aplace for me.



The Seven Stages of Acceptance
by Linda Laverty
Reprint permission from CEDA

Dealing with a chronic health problem can have a
traumatic effect on an individual and the family
structure. The reaction to a diagnosis varies with
individuals. These reactions can be grouped into
seven generalized categories after a diagnosis is
made. They are:

Why me? Frustration or depression. Hopel essness.
Impatience. Fear or panic. Over or under-reaction.
Acceptance.

Thelnitial Diagnosis

Most people are frustrated or depressed when they
are waiting for a diagnosis. This is often temporar-
ily relieved when a diagnosis is made. Some people
experience a feeling of "euphoria' at this time be-
cause their illness finally has a name. The problem
is recognized and medical staff display interest.
This is usually short lived when it becomes appar-
ent that there is no immediate cure. When problems
reoccur even in aminor form, pre-diagnosis depres-
sion may return. The effect or impact may be worse
a this time because the diagnosis cant prevent a
reoccurring illness from happening and the impact
this has on the individual or family. The patient is
expected to accept the diagnosis, its impact, and
make changes at a time when one is least able to
cope. Time is often the only cure but families and
individuals should recognize that changes will oc-
cur with any illness of unknown duration.

Recognition of the various stages will help the pa-
tient and family to deal with the complex physical,
psychological and social manifestations of the
situation. The order in which the stages are encoun-
tered will be different with each person as well as
the degree of impact. Professional help should be
sought in any situation which is beyond immediate
control or exists for a long period of time. It must
be remembered that stages may occur at the same
time and that all or any one of the stages may reoc-
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cur. A reoccurrence is generally less severe because
you have aready experienced it, and survived.
Family cooperation, support and understanding are
essential to every success story.

Why Me ?

What did | do to deserve this? How many times
have you heard yourself say this? This stage may
appear as a period of depression or it may linger on
with unexplained bouts of crying.

Frustration And Depression

Constant minor problems that disappear and reap-
pear often cause feelings to fluctuate between "is
this al in my head", to the redity that the "minor"
problems are having a serious effect upon being
able to function. There is a sense on "losing con-
trol" of mental and physical functions when the pa-
tient is unable to go out socialy. Chronic fatigue
may be a cause as well as an effect of depression.
Stress is complicated by e forts to perform all duties
and appear norma for fear of being labeled a
"neurotic" or a"hypochondriac”.

Hopelessness

Inability to cope with daily tasks or mental confu-
sion can have a demoralizing effect. Feelings such
as "why should | bother to try" occur when some-
thing doesnt work the way it is supposed to. For
example; fatigue doesnt improve with deep. By
refusing to accept their limits and make changes,
the person may accept defeat and admit failure.

Impatience

Tolerance for accepting physical limitations of the
actions of others may increase or decrease; tempers
may flare. During symptom-free periods a person
may feel an urgency to "catch up" on everything
they havent been able to do and put things in order
"in case something happens'. Over-exertion re-
quired to do this will only complicate the health
problems.

Fear and Panic



Fear of the unknown is a natural phenomenon that
must be dealt with on an individual basis. Fear may
be exaggerated by the fact that the person is a fre-
guent user of medica or socia services which car-
ries a social stigma in a society which values per-
sona freedom and independence. Because so many
health problems or treatments do not guarantee nor-
mal functioning ability, feelings of being a guinea
pig may develop. Personal doubt about ones mental
and physical abilities can add to the fear that others
cant possibly believe or understand what youre
going through. Fear can build and cause a panic re-
action. For example; a person who has suffered
chest pains which are not related to a heart attack
may suddenly have chest pain that causes them to
panic and feel that "thisisit", that thistime it must
be a heart attack. This stress can prolong the
gpasms, which increases the belief that the heart is
involved and it s being hidden from them.

Over or Under Reaction

The response to physical health or the interaction
with others is constantly subject to over or under
reaction which sometimes makes a person feel that
they are unstable. A person may refuse to help by
hiding physical distress and trying to perform
"normally" or they may expect that everything be
done for them. Alienation may develop between
family members because "body language" and the
spoken word may differ. Fear, needs or complaints
may either over or under emphasized.

Acceptance

This is the most difficult stage. Family and friends
is based on the interaction of personalities as well
as personality changes, which temporarily alter the
individual. A patient having difficulty adjusting
must aso come to terms with the adjustments,
problems and fears of the family members. Feelings
of resentment, guilt, bewilderment or disbelief can
affect others as they are encountering the various
stages from a different perspective. For example; a
person may de-emphasize physical complaints be-
cause a family gives the illusion of disbelief or be-
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cause they previously over or under-reacted and
became over-protective or depressed. Often, prob-
lems are caused by family members trying to pro-
tect themselves as well as the supposed feelings or
reactions of others. How often have you said "well,
| cant do this or that because so and so will get up-
Set"?

How to Deal with the Stages

Patients experiencing these stages should write
down the things that bother them the most. They
should keep a record of questions they want an-
swers to and then present them at the next medical
appointment. This is an important step which can
relieve fears. Answers should be written down to
avoid confusion when relating information to the
family.

Ask your family doctor to arrange an explanation
period with family members. Often a spouse only
knows what is related by the patient, which may be
"dlanted" in the retelling. Also, a spouse may feel
"left out” or have questions which would receive a
more complete answer when it is known that the
family is co-operative.

Discuss problems and fears with family members
and try to make decisions which compromise. Try
to consider how the others feel. Listen to what oth-
ers say because they may "see" a solution which
you didnt or hadnt thought of.

The way you discuss a problem is very important.
Avoid verbal abuse questions or answers that begin
with; "you always" , "you paid" , "dont tell me" , "l
dont care what" If you have a different opinion,
than state it honestly with an explanation. Tone of
voice or body language will often contradict the
spoken word. Never resort to the techniques you
use to start or win an argument. If you do, you may
win the battle but lose the war. Remember that
many problems are compounded when selfishness
overrules reason.



Dear Friends,

The World Association for Children and Parents
(WACAP) is a non-profit, child assistance and
adoption agency. Over the past 25 years, we' ve
found permanent, loving homes for 7,400 children
in need. Currently, WACAPs Family Finders Pro-
ject is seeking families for over 200 children in
seven countries. Many of these children are waiting
for families due to age or a particular special need.

Family Finders has found that one of the best ways
to find families for children is through networking
with diagnosis-specific support groups or agencies.
For example, we were able to find a family for a
little girl with dwarfism through the Little People of
America Web site. Many times the members of di-
agnosis-specific groups have experience with a par-
ticular condition, either because they have the con-
dition themselves or are a parent or relative of a
person with that condition.

WACAP is currently seeking a family for an in-
ternational adoption of a little boy diagnosed
with Ehlers-Danlos Syndrome. He is four and a
half years old, and described as having “sparkling
curious eyes and a wide infectious grin.” Although
he has some delayed growth and development
partly due to his Ehlers-Danlos, he has shown much
improvement in all developmental areas. According
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to his doctors, he appears to have a mild form of
this condition, as he manifests aimost none of the
symptoms of the syndrome at this time. He has a
normal lifestyle and normal life expectancy.

The caretakers who work with this charming little
boy report that he is acutely aware that many other
children in his age group have been adopted and yet
he continues to wait. They say he longs for afamily
of his own, and often asks them “When will it be
my turn to have a family? | want to have my
mommy. | want to have my daddy.” His story
touched our hearts, and we are trying any and all
avenues to advocate for him.

If you feel your members may be a resource for
this child, please feel free to share this e-mail
with them.

For more detailed information this child, please
contact WACAP's Family Finders Project at 206-
575-4550 / FamilyFinders@wacap.org or visit our
website at www.wacap.org.

Thank you for helping us make a better world . . .
one child at a time!

Sincerely,
Karen Halverson

WACAP Family Finders Project Recruitment Cam-
paign Coordinator

The Worst Loss: How Families Heal From The

Chronic Illness and The Twelve Steps: A Practical

Death Of A Child by Barbara D. Rosof

A Broken Heart Still Beats: After Your Child Dies
by Anne McCracken & Mary Semel

After The Darkest Hour The Sun Will Shine Again:
A Parents Guide To Coping With The Loss Of A
Child by Elizabeth Mehren

Chronic IlIness:

After The Diagnosis: From Crisis To Personal Re-
newal For Patients with Chronic Illness by Joann
Lemaistre Ph.D

Approach to Spiritual Resilience by Martha Cleve-
land

Sick and Tired of Feeling Sick and Tired: Living
With Invisible Chronic Iliness - Second Edition by
Paul J. Donoghue & Mary Elizabeth Siegal

A Ddlicate Baance: Living Successfully With
Chronic Illness by Susan Milstrey Wells

The Chronic Illness Experience: Embracing The
Imperfect Life by Cheri Register




(Continued from page 5)

This is a rare phenotype characterized by joint hy-
permobility, bilateral dislocation of the hips and a
small stature.

Type VIII

First described by Stewart and others in 1977,
type VIII is characterized by generalized early-
onset periodontitis and by large patches of scar tis-
sue on the shins, similar to diabetic ulcers or vari-
cose veins. The periodontal problems appear at pu-
berty and usually lead to loss of the teeth before age
30. Biesecker and others™ describe a case of a man
who became edentulous at age 16 as a result of se-
vere periodontitis. Hoffman and others* describe a
case of EDS type VIII where a girl required splint-
ing to treat mobile teeth. Type | (Hoffman') and
type 111 (Lapiére and Nusgens™) anomalies of colla-
gen have been linked to EDS type VI1II.

Hyperelasticity of the skin and hypermobility of the
joints are moderate in this phenotype. The facies
can resemble that described in type IV — hyperte-
lorism, widening of the root of the nose, a narrow
curved nose, narrow face and scarring on the fore-
head and chin.

Clinical Manifestations of EDS

Ora examination can help diagnose EDS (see Ta-
ble 2, Clinica manifestations of Ehlers-Danlos syn-
drome, www.cda-adc.ca/jcda/vol-67/issue-
6/330.html ).

Extraoral

The extraoral manifestations of EDS are the pres-
ence of scarring on the chin and forehead, a history
of repeated luxations of the TMJ, epicanthus, hy-
pertelorism, a narrow curved nose, sparse hair and
hyperelasticity of the skin.

Intraoral

The classic intraoral signs of EDS can point to the
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eventual diagnosis of the condition.

Mucosa

As fragile as the skin, the mucosa tears easily when
touched by instruments. Sutures do not hold.*

Periodontal Tissues

The fragility of the gingiva can be detected follow-
ing treatments such as prophylaxis, periodontal sur-
gery or extraction. Hemorrhage may be difficult to
control during surgical procedures. Early-onset gen-
eralized periodontitis is one of the most significant
oral manifestations of the syndrome.**” This can
lead to the premature loss of deciduous and perma-
nent teeth.**'

The Teeth

Hypoplasia of the enamel is commonly seen.’ Pre-
molar and molar teeth can present with deep fis-
sures and long cusps. The teeth seem to be fragile
and microdontia is sometimes present. Radio-
graphic examination often reveals pulp stones and
roots that are short and deformed. Microscopic-
level anomalies of the various dental tissues are de-
scribed in detail by Barabas™ and Pope.* One case
of type 1l EDS with multiple supernumerary teeth
has been reported in the literature.™

The Tongue

The tongue is very supple. Approximately 50% of
those with the syndrome can touch the end of their
nose with their tongue (Gorlin’s sign), compared to
8-10% of the population.®

The Palate
The paate is commonly vaulted.'*%
CaseHistory

Intermittent swelling of the face brought the 12-
year-old patient, who described having a general-
ized hypermobility of the joints, to consult the den-
tal clinic at Laval University. The history revealed
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Table 2 Clinical manifestations of Ehler-Danlos syndrome

Examination Clinical Signs

Complications

Extraoral

Narrow curved nose
Thin hair
Deformed ears

Scarring of the forehead and chin
Hypertel orism and epicanthus

Frequent luxations and subluxations of the
T™™J
Hyperelasticity of the skin

Intraoral (soft tissues) | Supple tongue

nodules?*

Gingival hyperplasia and fibrous

Buccal mucosa:
Fragility
Reduced healing capacity
Bruising tendency

Periodontal tissues:
Bleeding after brushing
Vulnerable to gingivitis and perio-
dontal disease
Excessive post-extraction bleeding

Intraoral (hard tissues) |Vaulted palate

Pulp calcification
Abnormal roots

Deep fissures and long cusps
Microdontia Supernumeraries®

Teeth: Fragility
Tendency to fracture

intermittent luxations of the TMJ, the frequency of
which had risen from monthly to weekly in a very
short time span (6 months) (Fig. 1). Pain, which
arises 24 hours before a luxation, precedes the bilat-
eral swelling of the face and bleeding in the 2
cheeks (Fig. 2). These episodes last from 30 sec-
onds to 2 minutes and the residual pain lasts up to
12 hours. The patient can relieve the pain by con-

Figure 1: Luxation of the temporomandibular joint in a 12-
year-old patient.

Figure 2: Bilateral bleeding in the cheeks following episodes
of luxation.

tinually applying ice during these episodes for peri-
ods of up to 2 hours.

Clinical Examination

The clinical exam revealed a normal abdomen and
the presence of 2 bruises on the inner bony promi-
nences of the left and right ankle. No hyperelastic-
ity of the skin, post-traumatic hyperpigmentation or



Figure 3: Unusual body posture demonstrating joint hyper-
mobility.

fibrous nodules were detected.

The examination of the musculo-skeletal system
revealed scoliosis, but without evidence of the genu
recurvatum, kyphosis, flat feet or thoracic asymme-
try seen in some types of EDS. The patient was able
to adopt some unusua postures on request (Fig. 3).
We noted hyperextension and hyperabduction of
the fingers (Fig. 4), as well as a marked hyper-
mobility of the elbows, feet and toes. The examina-
tion of the extremities revealed nothing unusua and
no evidence of arachnodactyly.

Cardio-pulmonary auscultation was normal, with no

Figure 4: Hyperextension and hyperabduction of the fingers.

evidence of mitral valve prolapse. The peripheral
pulse was aso normal. Neurological examination
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revealed diminished reflexes, with the exception of
the triceps reflex.

In the examination of the head and neck, the sclera
were dlightly blue and the pinna of the ear was
prominent. The patient could touch the end of her
nose with her tongue. The skin gave the signs of
capillary fragility resulting from the constant appli-
cation of an ice pack. The neck was normal.

There was bilateral clicking of the TMJ at the end
of opening, with no pain to palpation. The maxi-
mum opening of 58 mm exceeds the normal open-
ing of between 35 and 45 mm. Palpation of the left
masseter caused pain.

Oral examination revealed a late mixed dentition
with 2 retained primary second molars. The molar
relationship was Class 11.

Radiological Examination

A panoramic radiograph (Fig. 5) revealed the con-
genital absence of the 2 maxillary second bicuspids.
There was no other anomaly evident.

Special Testsand Consultations

Blood, electrolyte and liver function tests were nor-

Figure5: A panoramic radiograph demonstrating the absence
of 2 maxillary premolars.

mal. Coagulation values were normal with a bleed-
ing time of 5.3 minutes (normal for afemaleis< 7
minutes), a Quick time of 9.2 (normal between 12



and 15 seconds, but no problem if below), an Inter-
national Normalized Ratio (INR) of 1.04 (normal is
1). Thrombin time was aso normal; however, the
cephalin time was at the upper limit of the normal
range (32.3, where the normal is 28 seconds).

Results of consultations in ophthalmology and car-
diology eliminated the possibility of detached retina
or mitral valve prolapse. The genetics and rheuma
tology consults confirmed a diagnosis of EDS type
[ orIll.

The definitive diagnosis is probably type Ill. The
bleeding tendency suggests type Il; however, the
absence of hyper elasticity of the skin points away
from this diagnosis. The bleeding tendency, the
joint hypermobility and the ability to touch the nose
with the tongue suggests type VIII; however, the
young age of the patient doesn't alow for severe
periodontal involvement. This usually manifests
itself following puberty.

As a preventive measure we advised the patient to
[imit her mandibular movements in order to avoid
the risk of luxation or subluxation. Surgery of the
TMJis only contemplated as a last resort to correct
luxation or subluxation. It is not done to reposition
the meniscus.

Clinical Precautionsfor the Dentist

The presence of mitral valve prolapse generaly in-
dicates that prophylactic antibiotics are indicated
for relevant procedures.”® Dental visits of short du-
ration are preferable in order to avoid causing iatro-
genic problems in the TMJs. Inferior alveolar nerve
blocks should be given with great care to avoid
causing hematoma. %

Forces used in orthodontic treatment should be
lighter than usual, given the fragility of the perio-
dontal ligament. The teeth move rapidly with well-
controlled forces, and root resorption does not seem
to be amajor problem.? Because relapse is frequent,
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alonger period of retention is necessary.? The buc-
cal mucosa is vulnerable to damage from orthodon-
tic appliances.?*

Ideally, dental and maxillofacial surgery should be
avoided. It is imperative to test blood coagulation
values before proceeding with surgery. Sutures,
which do not hold well, should be covered with
acrylic dressings.

Conclusions

Oral examination can be instrumenta in establish-
ing a diagnosis of EDS. The presence of the classic
signs of the syndrome should prompt the clinician
to arrange dermatology, genetics, rheumatology,
cardiology and ophthalmology consults to confirm
and type the diagnosis of EDS. The dentist should
perform treatment observing precautions appropri-
ate to this condition.

Dr. Létourneau is a pediatric dentist, Centre de
Santé, Basse Cote-Nord.

Dr. Pérusse is professor, stomatology section, fac-
ulty of dentistry, Laval University.

Dr. Buithieu is associate professor of pediatric
dentistry at the University of Montreal.

Correspondence to: Dr. Hélene Buithieu, Faculty
of Dentistry, Department of Oral Health, P.O. Box
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CDA Resource Centre

Do you have questions about the ora manifestations of
Ehlers-Danlos syndrome? The CDA Resource Centre can
provide the information you need. Contact us at tel.: 1-800-
267-6354 or (613) 523-1770, ext. 2223; fax: (613) 523-6574;
e-mail: info@cda-adc.ca.
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