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Dear Reader,

Welcome to 2001 and our 3rd issue of EDS Today. We hope
you are finding this newsletter to be of great value in your
daily lives.

In our 3rd newdletter you will find many valuable articles
that may not only be helpful to you, but perhaps to others
you share EDS Today with. This newdletter is made to share
and reach out to those trying to comprehend the many facets
of EDS. EDS and Traveling will assist you and your family
take those summer vacations with ease.

We feature two articles on Osteoporosis and EDS and an Os-
teoporosis Prevention Tip List. We believe it will be useful
not only to those suffering with EDS, but for men and
women needing to learn about early prevention.

| would like to thank so many people for their sincerity and
dedication to this newdletter. If | were to name names it
would take too many pages, so we will fill those pages in-
stead with information, education and creativity to assist you
and yours in your daily lives. Without your determination
and devotion, we would not exist. So to simplify matters |
want to say from al our hearts, “THANK Y OU!”

Enjoy the summer and please stay healthy. See you this Fall.

Always,

Christine Phillips, Publisher
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L etter from the Editor

Many people have asked me why EDS Today pub-
lishes reprints of medical journal articles which are
often too technical for the average person. My an-
swer isthree-fold.

First, EDS Today wants to bring the latest informa-
tion to people with EDS and their physicians. Most
patients don’t have any other access to medical in-
formation aside from support group newsletters and
EDS Today. While many of these articles may be
too technical for some readers, the information may
be relevant to their care and treatment.

This leads to the second reason. When a person
with EDS reads a journal article in EDS Today, he
or she may have questions about the information
presented. We encourage al our readers to discuss
these questions with their doctors. This educates
both the patient and the physician at the same time.

Finally, we believe that there is more credibility to
the article if it is printed in full-form rather than
condensed down to the basics. As people with EDS
ourselves, without medical degrees, we don’t be-
lieve we are qualified to fully interpret and re-write
the findings of these articles. While the information
may not be in layman’s terms or easy to digest, it is
reprinted in full to be kept as accurate as possible.

The lead articles are geared toward people with
medical education. Share them with your doctor.
Use it as atool to open a dialogue with your medi-
cal team. The rest of the newsletter is for, by, and
about people with EDS. You don’'t need a medical
degree or a college education to understand or
benefit from the rest of the articles in EDS Today.
We hope you enjoy the newdletter and are able to
apply things you learn in each issue to your life.

— Barbara J. Uggen-Davis, Editor

IMPORTANT RENEWAL NOTICE

Check the address label on the back of the news-
letter. If the date on your label is 4/15/01 then
it'stimeto renew! Don’t wait, send your check
and renewal form today or renew online at:

http://www.uggen.net/edstoday/onlineor der .htm

This is your newsletter, so we encourage you to get
involved. We are currently seeking articles on job
hunting with a disability. Articles may be submitted
using the form at the back of the newsletter, or may
be sent via emall a edstoday@uggen.net or
through our online form on our web-site at:

http://www.uggen.net/edstoday/submissions.htm
THANK YOU

There will aways be people to thank for their con-
tributions to EDS Today. This is a 100% volunteer
operation, so without these generous people, there
would be no newsletter.

Thanks to the volunteers of DAHRT, Disabled
Americans Have Rights Too, for helping publicize
and distribute EDS Today. Thanks to everyone who
contributed articles for this issue. Thanks especialy
to the donors and sponsors who support our opera-
tions through financia contributions. And finally,
thanks to the volunteers who helped with editing
the newdletter and mailing correspondence. Y our
efforts are sincerely appreciated!

Want to read more about something you saw in EDS
Today? Visit our links page on our web-site at:

http://www.uggen.net/edstoday/resource.htm

For every issue of EDS Today, we have links and
resources to find more information on the web. For
thisissue, we feature alist of disability-related travel
newsletters, books, and organizations
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There are two studies regarding osteo-
porosis and Ehlers-Danlos Syndrome.
The studies come to different conclu-
sions about the link between EDS and
Osteoporosis. We are presenting both
studies side-by-side for comparison.

The earlier study suggested a link be-
tween EDS and Osteoporosis. The
more recent study, presented first, sug-
gests that people with EDS may be
more susceptible to osteoporosis due to
alack of physical activity rather than a
physical predisposition. As most people
with EDS know, exercise is often
avoided because of the risk of joint in-
jury. This one factor may explain, at
least in part, the difference between the
study results.

Osteoporosis is a serious problem, not
only for people with EDS, but for the
population at large. Following the stud-
ies, we have a brief fact sheet on osteo-
porosis and how you can reduce your
risk of developing it.

- Barbara Uggen-Dauvis,
Editor

Abstract. Ehlers-Danlos Syndrome (EDS) is the
most common inherited disorder of connective tissue
recognized. The objectives of the present study were
to determine bone mineral density (BMD) and bio-
chemica markers of bone metabolism in EDS.
Twenty-three subjects with Type Il EDS and 23
matched controls underwent BMD measurement by
dual-Energy X-ray absorptiometry (DXA) of the
lumbar spine and femoral neck. Health history ques-
tionnaires and biochemical markers of bone and con-
nective tissue metabolism were also assessed. No
significant differences in BMD at the lumbar spine
or differences in biochemical markers of bone and
connective tissue metabolism were found between
EDS subjects and controls. EDS subjects had a sig-
nificantly decreased BMD at the femora neck com-
pared with controls, but this difference disappeared
after adjustment for body height, weight and physical
activity levels.

Keywords. Bone density; Bone turnover; Ehlers-
Danlos Syndrome; Female; Osteoporosis

Introduction
Sudy Subjects

Ehlers-Danlos Syndrome (EDS) is a group of herita
ble connective tissue disorders that may affect the
skin, joints and internal organs. Although the exact
incidence remains unknown, it is estimated to be ap-
proximately 1/25000, making EDS the most frequent
inherited disorder of connective tissue. Nine sub-
types are recognized (types 1-VIII and X), although
as many as one half of patients cannot be clearly



classified into any one subtype. All patients with
EDS share manifestations of joint laxity and hyper-
mobility with variable skin hyperextensiblity. The
degree of internal organ involvement varies consid-
erably among subtypes, from type Il with little to
no internal organ manifestations to type IV which
may affect both blood vessels and the viscera, lead-
ing to premature death .

Previous studies have reported an increased preva
lence of osteoporosisin types I, Il and 111, but these
studies were limited to a very small number of pa
tients (n = 7 and n = 4), respectively [+,

The objectives of this study were to characterize
bone metabolism in EDS, including biochemical
markers of bone turnover and extra-0sseous con-
nective tissue, and bone density of the lumbar spine
and femoral neck by dual-energy X-ray absorpti-
ometry (DXA). We report here the results of these
measurements in 23 subjects with type 111 EDS and
compare these findings with controls.

Materialsand Methods

The study sample consisted of 23 patients with type
1l EDS (mean age 37 £ 11.7 years), recruited from
the National EDS Foundation. Written consent for
participation in the study was obtained from all sub-
jects in accordance with the Helsinki |l declaration
and the protocol was approved by The University of
Tennessee Ingtitutional Review Board. The diagno-
sis of type Ill EDS was considered present when
three of five criteriafor hypermobility were present
including: passive apposition of the thumb to the
flexor aspect of the forearm; hyperextension of the
elbows or knees beyond 10°; fingers paralel to the
forearm on extending the wrist and metacarpopha-
langeal joints; foot dorsiflexion to 45° or more; and
moderate dermal hyperextensibility with minimal
fragility ™. For the purposes of this analysis, only
adult ambulatory Caucasian women with type 111
EDS are reported.

The control sample consisted of 23 Caucasian
women (mean age 37 = 9.8 years) matched on age,
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menopausal status and use of estrogen replacement
to the subjects. All controls were free of atraumatic
fractures.

Subjects and controls had no known medica condi-
tions and took no medications that could affect
bone metabolism.

Health Assessment Questionnaire

Both the EDS subjects and the controls completed a
health history questionnaire with details including
menarcheal history, menopausal history, use of
medications, medical history, and tobacco and alco-
hol use. Report of an osteoporotic fracture or ky-
phosis for any family member was considered as a
positive family history of osteoporosis. A self-
report of a previous atraumatic fracture(s) was con-
sidered as a positive fracture history.

Calcium Intake

Dietary calcium intake (in mg/day) was obtained
using a 7-day food frequency recall. This method
has been shown to provide the following: a moder-
ate correlation with 24 h recalls; a reasonable esti-
mate of calcium intake compared with 3-day food
records; and a test-retest reliability of 0.80 ¢,

Physical Activity

Physical activity was assessed by self-report con-
cerning leisure time and activities of daily living.
An integrated scoring system was developed using
intensity, duration and frequency of reported activi-
ties. The types of exercise included were aerobic
exercises (waking, swimming, bicycling, racket
gports, volleyball, basketball, tennis, jogging and
lifting weights) with a duration of 30 min to 2 h on
average in a single occasion. Subjects were consid-
ered to have low physical activity if they reported
performing only those activities necessary for daily
care. High physical activity was assigned to those
subjects who reported engaging in leisure time ac-
tivity daily for at least 30 min each day, with the
remaining subjects being classified as having mod-
erate levels of physical activity.



Bone Density Determinations

DXA measurements of bone mineral density
(BMD) of the anterior/posterior lumbar spine (L2-
4) and left femur were performed by trained and
certified DXA technicians using a DPX (Lunar,
Madison, WI) located in Memphis, TN and Port-
land, OR. The subjects and controls' positioning
and analysis procedure to determine BMD (in mg/
cm?) were according to the Fracture Intervention
Trial (FIT) protocol ). T-scores (values compared
with young normal reference data) and Z-scores
(age- and sex-matched reference data) were deter-
mined using the manufacturer-specific reference
database. To ensure the DXA machines located in
Memphis and Portland were performing accurately
during data acquisition, Hologic spine phantoms
were performed daily. Results of the phantoms
were used to adjust BMD values obtained in Port-
land to that obtained by the DPX in Memphis. The
coefficient of variation for spine phantoms during
data collection were 0.36% for the DPX in Mem-
phis, TN and 0.75% for the DPX in Portland, OR.
Short-term in vivo precision was less than 1.0% for
all measurement sites.

Anthropometric Measurements

Height was assessed using a Harpenden stadiometer
and recorded to the nearest 0.1 cm. Weight was as-
sessed using a calibrated balance scale and recorded
to the nearest 0.1 kg. Body mass index (BMI) was
calculated as weight divided by height?.

Bone Metabolism Markers

Serum bone formation markers measured included
bone specific akaline phosphatase (BAP), osteocal-
cin (OC) and carboxyterminal peptide of type | col-
lagen (PICP). Serum carboxyterminal cross-linked
telopeptide of type | collagen (ICTP) was used to
assess bone resorption. BAP was measured by en-
Zyme immunoassay using mouse monoclona anti-
body. The enzyme activity of the captured BAP is
detected with a pNPP substrate. OC was measured
by a two-site immunoradiometric assay using two
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affinity-purified antibodies to measure both intact
OC and its large N-terminal mid-fragment. The '#I-
labeled antibody recognizes the 1-19 region of the
human OC molecule. PICP was measured by an
equilibrium radioimmunoassay using [**l] PICP
tracer, rabbit anti-PICP, with a goat anti-rabbit anti-
body added to separate the bound from free tracer.
ICTP was measured by an equilibrium radioimmu-
noassay using [**I] PICP tracer, rabbit anti-ICTP,
with a goat anti-rabbit antibody added to separate
the bound from free tracer. Aminoterminal propep-
tide of type |11 procollagen (P 111 NP) was measured
by radioimmunoassay using [**1]-labeled P 111 NP
and antiserum against the propeptide and its higher
molecular weight forms. In our |aboratory the coef-
ficients of variation for these assays are 11%, <5%,
<5%, <8% and <5%, respectively. All serum sam-
ples used in the analyses were obtained in the morn-
ing, after an overnight fast. Three of the controls
were unable to provide fasting serum specimens,
thus bone turnover markers were not assessed in
these individuals. In three of the EDS subjects there
was insufficient serum to perform al biochemical
analyses.

Urinary deoxypyridinoline (Dpd) was measured by
a competitive enzyme immunoassay based on the
competition between Dpd in the sample and conju-
gated Dpd akaine phosphatase for the murine
monoclonal antiDpd antibody, and the reaction was
detected with a pNPP substrate. Urinary creatinine
was measured colorimetrically based on the Jaffe
reaction. In our laboratory, the coefficients of varia-
tion for these urine measurements are <10% and
<5%, respectively. All urine samples used in the
analyses were the second voided sample after an
overnight fast. Four individuals presented at the
clinic without a second void specimen and thus
were not included in the assessment of Dpd/Cr.
Simple group mean differences in study variables
were determined primarily by independent t-tests of
mean differences. Where the investigators deemed

(Continued on page 30)



EHLERS-DANLOS SYNDROME AND OSTEOPOROSIS
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Dr. Atul A Deodhar. MD. MRCP Division of Arthritis and Rheumatic Diseases
The Oregon Health Sciences University
Reprinted with permission

Ehlers-Danlos syndrome (EDS) is an inherited dis-
order of connective tissue that shows extreme varia-
tionsinitsclinical presentations. The most common
symptoms are loose skin and hypermobility of the
joints. The serious manifestation of dilatation of the
blood vesselsis fortunately rare.

Bone is an important member of the connective tis-
sue group, but very little is known about bone in-
volvement in EDS. Osteoporosis is the most com-
mon disease that affects bones. This article argues
that people with EDS are likely to be genetically
susceptible to osteoporosis and hence need to learn
more about this very important health issue. It also
suggests preventive strategies by modifying the im-
portant environmental factors that are known to ac-
celerate bone loss and devel opment of osteoporosis.

Osteoporosis can be defined as a reduction in bone
mass that |eads to increased risk of fractures. It isan
enormous public health problem for most societies
in terms of disability, pain and socioeconomic
costs.

With the aging of these communities these costs
can only increase. We have only recently become
aware of the magnitude of the problem. In the
United States for a white woman above the age of
50, the lifetime risk of any hip, vertebra or distal
forearm fracture is 40 percent and for aman it is 13
percent. In England and Wales, approximately
50,000 hip fractures occur every year. As a result,
half of these patients cannot walk independently
and 30 percent of them become totally dependent.
A fifth of 70 year old women have a vertebral frac-
ture causing considerable disability, pain and loss
of quality of life. The problem of forearm fractures
is underestimated even though it results in pro-
longed pain and impaired function. The overall hos-

pital cost of osteoporotic fractures to the National
Health Service in UK is estimated to be £615 mil-
lion per year and isrising.

Bone is a living tissue, continually remodeling and
renewing itself throughout life, to respond to physi-
cal stresses. Bone grows from birth through puberty
to reach its maximum around the age of thirty-five.
This phase in life when we have the best possible
bone strength is termed the peak bone mass. Bone
mass then begins to decline due to the imbalance of
formation and resorption. This loss is particularly
rapid in women in the first 10 years after meno-
pause because of the lack of female sex hormone,
estrogen. Osteoporosis therefore is the end result of
an inadequate attainment of peak bone mass, or a
subsequent rapid loss, or a combination of both.
Evidence suggests that there is a strong genetic in-
fluence on peak bone mass. The level of peak bone
mass is also modified by environmental factors like
hormones, nutrition and exercise.

The environmenta influences on bone are well
known. For instance, a life long high intake of cal-
cium is associated with greater bone mass; thereisa
positive effect of physical activity on bone observed
in athletic individuals and there is a loss of bone
mass following prolonged immobility.

The use of certain medications like heparin and cor-
ticosteroids are also known to cause rapid bone
loss. The other very important factors are the sex
hormones; estrogen and testosterone. Lack of these
sex hormones for instance in delayed puberty, pro-
longed absence of menstrual periods or early meno-
pause can influence bone mass adversely.

Let us now consider the genetic influence on bone
strength. A number of family and twin studies have
demonstrated that genetic factors play avery impor-



tant role in the development of osteoporosis by in-
fluencing peak bone mass. Identical twins, who
share 100% of their genes, have remarkably similar
bone density. In family studies, daughters of
women with prior vertebra fractures have been
shown to have low bone density. Collagen is the
main protein constituent of bone. Genetic defectsin
the formation of collagen can cause osteoporosis.
Osteogenesis imperfectais agood example of this.

Osteogenesis imperfecta (Ol) is a genetic connec-
tive tissue disease, characterized by increased fra
gility of bones. Affected persons may have multiple
fractures with minimal trauma. Some patients with
Ol have a very severe form of osteoporosis while
mild cases with Ol can present late in life, and can
be mistaken for post-menopausa osteoporosis. Ol
has been associated with defects in the structure or
synthesis of type | collagen.

Type | collagen not only plays a crucial scaffolding
role in bone, it is aso an important protein in the
skin. In some types of EDS, the defects at the mo-
lecular level have been identified and include simi-
lar abnormalities in the synthesis and processing of
types | and 3 collagens. EDS and Ol are therefore
closely related and are known to co-exist. Theoreti-
cally we can postulate that some forms of EDS with
type 1 collagen defects could have osteoporosis.

Clinical evidence to suggest that patients with EDS
also have osteoporosis is limited. The scientific lit-
erature contains only two small bone density stud-
ies in patients with EDS. Coelho and colleagues
from Portugal assessed bone density in 4 patients
with type | EDS. They were 3 males and 1 female
with ages ranging from 16 to 25 years. None of
these patients had any other significant risk factors
for low bone mass and none had a clinical or radio-
logical evidence of fractures. All patients had low
bone density in the lumbar spine but not in the hip.
We measured bone density in five female and two
male patients with EDS in Cornwall. Six had type 2
and one patient had type 3 EDS. They were be-
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tween the ages of 16 to 70 and were referred by
their family physicians for assessment of bone den-
sity. They did not have any predisposing factor for
osteoporosis. We found that four out of seven pa
tients had significantly reduced bone mass both in
the hip and in the lumbar spine, two had signifi-
cantly reduced bone mass n the hip only and the

16 year old had moderately reduced bone density in
the spine. They were thus at increased risk of devel-
oping fractures. We hypothesize that the abnormal-
ity of the collagen framework in EDS may lead to
faulty deposition of calcium in the bones, with re-
sultant reduced bone mass.

The presence of osteoporosis can be suggested by
history and physical examination but the only way
to diagnose osteoporosis with certainty is by a bone
density measurement. This test usually takes 10 to
15 minutes to perform, is painless and uses very
small quantities of x-rays. Generaly a repeat meas-
urement is carried out ayear or so later to check for
the rate of loss of bone mass. If you are worried
about the possibility of osteoporosis, speak to your
family physician and ask for a bone density meas-
urement test. If you are found to be osteoporotic.
What can be done?

As we can not change our genetic background,
management of osteoporosis in the setting of
Ehlers-Danlos syndrome will depend on awareness
of the problem and modifying the environmental
factors. As a general measure, every person with
EDS should have adequate calcium intake (1 to 1.5
grams per day) in their diet. A pint of skimmed
milk or equivalent amount of dairy products per day
will provide one gram of calcium. If for some rea-
son, the person is unable to tolerate dairy products
the diet should be supplemented with tablets of cal-
cium. For those above the age of 65, it may be
worth considering vitamin D supplements (800 in-
ternational units per day) too.

(Continued on page 34)



Preventing Osteoporosis
By Barbara J. Uggen-Davis

While the articles presented here conflict in their
conclusion about whether EDS itself is arisk factor
for osteoporosis, there are other risk factors for os-
teoporosis which many of us may face. Following
is a short list of risk factors and prevention tech-
niques weve compiled. As aways, be sure to con-
sult your doctor before beginning any new treat-
ment, dietary supplement or exercise program.

Source: Osteoporosis. Prevention, Diagnosis and
Management, Second Edition, Morris Notelovitz,
MD, PhD, Gainesville, Florida, http://
orthopedi cs.medscape.com/PCl/osteo/public/osteo-
about.html

Table 1. Risk Factors

Lifestyle Gynecological |Medical Other
Conditions
Excessive use | Menopause Chronicrenal | Race: Cauca-
of acohol ) failure sian or Asian
Previous hys-
Smoking terectomy Gastrectomy | Family his-
o and intestinal | tory of Osteo-
Physical inac- | Late Menarche | pypass porosis
tivity (late start of
. . menstruation) | Malabsorp- | Scoliosis

Diet: A diet tion syn-

deficientin | Menstrua history | qromes Eating Disor-

calciumand | (regularity and ders

containing disruption of Multiple (Anorexia

excessive genstr.ual yde) | myeloma and Bulimia)

calcium- Xercise- y | . N

losing high- yperprolac- | lurner Syn-

in food Induced tinemia drome Small,
proteintoods | A menorrhea -
such as: caf- Fine bones
. .| (absence of H
feine, protein : yperpara _—
anticonval | menstruation ue| thyroidism | Medications:
. to too much

sants, fiber, | ey ercise) Adrenocortical Thyroid

acidifying overactivity extracts

foods, and | Extended lacta- |

salt. tion Diabetes Antacids
(with
alumi-
num)
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Prevention Techniques:
1. Post-menopausal hormone replacement therapy.

2. Exerciseto stimulate new bone formation. Exer-
cise should be diverse, involve strain imposed at
fast rates, require relatively few repetitions, 2 ses-
sions of 8-12 repetitions with a 1-minute rest be-
tween. Exercise should be done three sessions per
week using variable resistance machines rather than
free-weights. Start with muscle-strengthening exer-
cises, concentrating on the large muscle groups.

Quadriceps
Hamstrings
Abdomina muscles
Back muscles

Upper body, including biceps and tri-

ceps.
Aerobic exercise should be done on aternating
days. Start slow and then gradually increase until
heart rate can be maintained at 70-80% of the maxi-
mal rate for 30 minutes 3-5 times per week. Aero-
bic exercise should dternate treadmill, stair-
climber, bicycle, cross-country ski-machine.

3. Good nutrition including:

Dietary and/or supplemental vitamin D
should not exceed 1000 1U/d.

Vitamin K

Cacium. The recommended daily allow-
ances (US-RDA) of calcium are asfol-

Females/'Years of Age Old Revised

Children 1to 10 800 mg/d | 1000 mg/d
Adolescents 11 to 18 1200 mg/d | 1600 mg/d
Adults 18 to 50 800 mg/d | 1100 mg/d
Postmenopausal 1500 mg/d | 1500 mg/d
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EDSand Travel

Our featured topic isEDS and Travel.

Next issue will feature articles on job
seeking with a disability.

We encourage our readers to submit
articles, stories, and topic suggestions.
Just send them to: EDS Today, PO Box
88814, Seattle, WA 98138-2814 or
edstoday @uggen.net.

TRAVEL TIPS
by Donna Lindsay

These tips are gleaned from personal experience,
fellow “fibromites’ [people with fibromyalgia] and
the fibromyal gia books listed at the end.

GENERAL TIPS

Anticipate potential problems and have a plan to
deal with each one.

Plan a suitable vacation for a person with
fibromyalgia, preferably somewhere warm and dry.

Make a list of what you need to do before leaving
on your trip and work on it bit by bit starting a
couple of weeks before you leave.

Choose travel partners who are flexible and willing
to accommodate you as much as possible.

Consider scheduling physical therapy before and
after your trip to keep pain levels at a minimum.

Travel with the least amount of luggage possible.

To cut down on crowds and make it easier for you
to take a slower pace, travel on weekdays and avoid
travel during holidays.

Allow frequent stretching breaks and alternate
between walking, sitting and standing.

Be careful not to overdo walking, even if you feel
fine at the time. Know your limits.

Dress comfortably and wear comfortable,

supporting shoes.

Use hotel hot tubs, unless they are too hot. Do not
stay in for too long.

Be sure to take enough medication to last the entire
trip plus a few days and do not check them as
baggage. K eep them with you.

Bring a list of your medications, medica
conditions, allergies and your doctors names and
phone numbers. Wear a Medic-Alert if you have
one.

When renting a car, ask for power everything and
cruise control.

Keep up your normal exercise routine.
Try to maintain your normal sleep patterns.

Try to arrive a day early to allow yourself time to
rest up from the trip.

Plan relaxation time for every day of your trip.
Avoid air-conditioning drafts.

Make sure you always have something to drink:
carry water so you dont have to buy sodas.

Allow yourself a couple of days at the end of atrip
to recover before you return to work.

VISITING FRIENDSAND RELATIVES

Let your friends and family know what you will
need before you get there; for example, diet
restrictions and sleep schedule.

Set aside the first day to recover from the journey,
do not plan to do anything except relax.

Do not let well-meaning friends and relatives cram
each day full of activities. Limit yourself to one
activity per day.



Set aside ample time throughout the trip to rest.

Make sure you have some time each day to yourself
to take care of your needs.

TRAVEL TOURS

There are tours for people with limited mobility
(ask your travel agent).

If you ask for a handicapped room, ask exactly
what the hotel provides.

When seeking hotel accommodations, ask about
walking distance and stairs, temperature of the pool
and hot tub, availability of room service and
laundry service (you might be able to pack less),
and types of beds available.

Ask about the trip cancel lation insurance.

Change your body position frequently while
traveling. Take tours that will alow you to sit
frequently.

Put your feet up whenever possible.

When arranging for a ship cruise, make sure all
areas of the ship are accessible by ramps or
elevators.

TRAVELING BY AIR

Find the most direct route with the shortest
layovers. Avoid “red-eye” flightsif possible.

Ask for wheelchair service from the ticket counter
to the gate and for plane changes. This will help
conserve your energy, keep you from having to haul
carry-on luggage and your purse, and alow you to
board early (which is the only way to insure that
you will get apillow or two).

Use the airline pillow as a lumbar support and/or
extra padding for your buttocks.

Carry a neck pillow or use a soft cervica collar.
This will help save your neck and shoulders from
Spasming.

Use luggage carts whenever possible.
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Remove your shoes during the flight if possible.
Drink plenty of water; avoid caffeine and alcohol.

Carry your medications with you on the plane; do
not check them with your luggage.

Ask for an aisle seat; it will allow you move around
and stretch more easily. If possible, walk up and
down the aisle frequently.

Try to fly business or first class. The seats are
roomier and allow you to move around more.

After you arrive, take a hot shower or an easy walk
to un-kink your muscles.

Order special dietsin advance.
TRAVELING BY CAR

Get out of the car and stretch at least once every
hour for at least five minutes. Every four hours,
take arest break of at least 30 minutes.

Use cruise control and drive cars with automatic
everything as often as possible.

Use a lumbar cushion or small pillow if the seat
doesnt provide adequate support.

Use a soft cervical collar, especially if you will be
traveling over bumpy roads.

Remove your shoesif possible.

Resour ces:

1. "Fibromyagia & Chronic Myofascial Pain Syndrome A
Survival Manua" by Devin Starlanyl, MD, and Mary
Ellen Copeland, MS, MA, pp. 345-9.

2. "TheFibromyalgia Survivor" by Mark J. Pellegrino, MD,
pp. 99-101.

3. "Fbromyalgia: A Comprehensive Approach” by Miryam
Ehrlich Williamson. pp. 199-200.

4, "The Fibromyalgia Help Book" by Jenny Fransen, RN,
and |. Jon Russell, MD, PhD, pp. 94-95.



A Truly Magical Vacation
By Kendra Kuss

For our fifth anniversary, my sweetheart made a
dream come true: he took me to Walt Disney
World in Orlando, Florida. 1I'd been before, as a
youngster, with my mom and dad. I’d gone a
second time when | was a bit older, with my mom
and one of her friends. I’d enjoyed both trips as
much as a teen can enjoy anything, but had my
heart set on going again, with that “someone
specia” aong. Part of me thought this was crazy —
a 30+ year old, disabled woman wanting to go to
Disney World? And how would I manage it, now
that my body has regular arguments with
Hypermobile Ehlers-Danlos Syndrome? My
sweetheart and | found that with a little forethought,
a wonderful and mostly painless vacation was
possible.

We surfed Disney’'s web-site, www.disney.com,
and got lots of information. We also bought tickets
and made our reservations on-line. | thought it
would be better to stay on Disney property, so that
we wouldn’t have to drive anywhere else once we
got there. This turned out to be a super idea. Disney
has regular transportation back and forth from all
the resorts and kingdoms. The drivers are very nice,
and extremely considerate of those of us with
disabilities. | used my wheelchair every other day to
help stave off pain and fatigue, and this turned out
to be avery smart idea. The bus drivers at the resort
are well versed in making sure that those of usin
wheelchairs are safely and comfortably aboard. On
trips from resort to kingdom, people in wheelchairs
are the first to get on the bus. On the reverse trip,
back to the resort, those of us using chairs are the
last to get off. This turned out to be very
convenient. | must confess, though, that never
having used this kind of transportation while in a
chair was anovelty —and it was kind of odd to have
someone else strap me and my chair in place on the
bus!
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Once we arrived at the “All-Star Resort,” got
finished checking in, and got our stuff to our room,
we took a few minutes to skim one of the
“Guidebook[s] for Guests with Disabilities.” Each
kingdom has it's own guidebook. These come in
very handy! Each guidebook has a list of
“equipment and facilities” available for folks with
disabilities, so if you need a room with wheelchair
accommodations (bed and bath rals, wide
bathroom doors, roll-in showers, etc.), they should
have it! The guidebook’s most interesting feature is
that it hasa“list of attractions” which contains brief
descriptions of everything you'll find in any park.
There is aso a clearly understandable legend and
map of each park. The legends provide the
following kinds of information: which rides are
wheelchair or scooter accessible; which rides
require you to transfer from your scooter to a chair,
or from your chair to a seat on the ride itself (please
note that no one at Disney is allowed to help you
transfer); which attractions require you to walk part
of the way (and here, you'll find that your chair is
waiting for you at the end of the ride/walk!); which
attractions contains stairs, inclines, or moving belts;
which rides require maintaining an upright position;
which attractions have assistive-listening devices
available, and which attractions require that the
“guest should be in good health and free from heart,
back or neck problems, motion sickness, or other
conditions that could be aggravated by this
adventure.” All of these things are important, of
course, but this last one, though unexpected, was
quite handy! It encouraged me to read the
description of the attraction thoroughly, and ask
questions of employees as well as people getting off
the ride in question. There were few of these
attractions that | went on anyway — most seemed to
truly be rides that wouldn't do my neck any good,
so | avoided.

You may ask, “Wasn't staying on Disney grounds

(Continued on page 35)



Getting Around The Netherlands
By Shulamit Levine

| missed out on a couple of things | wanted to do
recently because of problems with accessibility. In
so many ways, Nederland is extremely libera, but it
has a long way to go in terms of wheelchair
accessibility.

There are several things weve done that | couldnt
have unless | let my girlfriend carry me up and
down the stairs—not an elevator to be found. This
is especidly true of the older sections of the cities.
The law mandates that NEW buildings be
accessible but has no provision for retrofitting old
buildings. Given that many synagogues are old
buildings, this becomes a problem. Yet in other
ways, it is far better in terms of accessibility than in
the US, as the ADA has so many loopholes as to be
mostly toothless.

| have let her carry me on the stairs for a lot of
things, including getting in and out of our
apartment, but that leaves me dependent on her for
when | can do things. Well be finding an apartment
or house on the ground floor or with an elevator
soon.

Tonight, we had planned to go to servicesin an old
synagogue in Amsterdam. Unfortunately, she had
bad migraine, so we couldnt go. | also wanted to go
to a Rosh Chodesh gathering last Wednesday but
found out too late that the trains need afull business
day advance reservation to get the wheelchair ramp.

| had quite an adventure attempting to rent a car. |
called one company, and asked if it was legal to
rent a car and drive with an American license. He
said yes, | just needed the license and my passport.
Then | tried to reserve a car but he didnt even know
what hand controls are and was sure they didnt
have any cars with them. At company two, | didnt
think to ask about driving with the American
license, assuming it would be the same. They had
cars with hand controls and needed reservations two
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days in advanced. | thought, “great, no worse than
inthe US.” When | tried to reserve one, they said |
needed an international drivers license. They told
me to go to the ANWB (equivalent of American
AAA) to get one. | called the ANWB, was told it
was no problem, just needed to bring my American
license and 35 guilders[local currency].

The office was a full hour by scooter (about 5-6
miles away). It was interesting seeing a different
part of the city. | went through neighborhoods, went
along canals and saw another windmill. | had quite
an adventure trying to find a way under or over the
tram tracks. An hour later, | found the office. |
explained the situation to the clerk only to be told
they cant give international licenses to Americans
and that | could only get one in the US. | tried to
explain that | d been given the royal run-around and
was finally referred to them to no avail. Needless to
say, | was pretty upset by that time.

| started back to the apartment and made a wrong
turn, ending up on an area that wasnt clear on the
map. | found out an easy way to get help though,
just stop near someone and pull out a map. One
Arab man gave directions in Dutch, and a second
asked in English if | understood. Actually, that was
typical of every time | took out the map to check
which street | needed next. If someone passed while
| was looking, usually they stopped to ask if | was
lost. By the time | got back to the city center, it was
the bicycle rush-hour (more bicycles than cars) of
people heading home from work. The bike lanes
were crowded, with usually at least 20 stopped at
each stop light.

About 4/5 of the way home, my scooter battery lost
its charge. | looked for a phone to call my girlfriend
for help. There were phone booths nearby, but they
needed a phone card which | didnt have and didnt
have a coin option. | found a bar with a phone, so
went in to call. It ended up costing a fortune, as |
didnt have any single guilders. Then | had to deal

with a very drunk man who kept wanting to talk. It
(Continued on page 35)



International Travel Tips
By Wendy Copeland

A couple of things | have found helpful for
international travel are:

1. Get acopy of each of your prescriptions to take
with you. Talk to your doctor about this.

2. Ask your pharmacy to give you vacation meds.
They will give you just enough for your
vacation and in smaller bottles so you dont
have as much bulk but still have them in
original containers.

3. Writeout acard listing all your medications and
the frequency you take them.

4. Pull together an EDS file, and other pertinent
disorders, to take with you.
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5. Get a medical history from your doctor to take
with you. | have found that this helps to
simplify things and if there is an emergency,
you will be at least moderately ready for it.

6. Also, bring a back/neck pillow and be prepared
to stretch often on the plane. If 1 am traveling
with my husband and on the right type of plane,
we are usualy able to get exit row bulkhead
seats when we ask for them — right behind the
restrooms, (which, believe me, is no hardship)
and extra legroom and room to stretch. They
usually wont give the exit row bulkhead if heis
not traveling with me.

Wendy Copeland
Hypermobile Type EDS (HEDYS)

Once again, we are able to bring you
articles from HalfthePlanet—the online
resource for disability news and infor-
mation. HalfthePlanet recently became
a non-profit organization and has
moved its web-site to:

http://www.halftheplanet.org/.

Need Answers? Ask an Agent:
Talking to an Agent

By Barry Kaplan
©2000 HalfthePlanet.com. Reprinted with permission.

When booking a trip through a travel agent or tour
guide, ask specific questions. Specificity (and
persistence) are likely to result in useful
information. Don't be embarrassed to ask
seemingly obvious questions. Try to anticipate

possibilities and obstacles. Assume nothing and
take nothing for granted. Your goal is to ensure the
best -- and most comfortable -- trip possible.

Here are examples to use as a starting point:
Air Travel
How early should | arrive to pre-broad the plane?

Does the airline provide accommodations for my
guide dog?

If 1 use an assistive device (i.e. wheelchair, guide
dog, cane or crutches), wheredo | sit?

Who do | contact if |1 have a problem with my
airline accommodations?

Ismy flight nonstop, direct or layover?

Can | arrange for wheelchair transportation to and
from the aircraft for all departures and arrivals?

Can | take my own oxygen tank on the plane?

Does the aircraft have a place to refrigerate
medi cation?

Are there rules that regulate the kind of battery to



use in my wheelchair?

Is there a wheelchair onboard if | need to use the
restroom during the flight?

Is there space available on the aircraft to house my
cane or crutches?

If | use special equipment such as an oxygen tank
or power wheelchair, do | need to bring printed
instructions with me?

Train travel

Is assistance available if | need help getting from
the terminal to the train platform?

Are the aisles wide enough to accommodate my
wheelchair?

Can dternate dining arrangements be made if | am
unable to walk to the dining car?

Bustravel and tours
Is there bus service to my destination?
Does the bus have wheelchair lifts?

Does the bus on which | am traveling have an
accessible restroom?

Do the designated stops on the bus route have
accessible restrooms?

Do the various attractions on the tour have
accessible restrooms?

Cruisetravel
Have you (the agent) been inside the cabins?

Are the facilities in the restroom (i.e. shower, door
width, sink height) wheelchair accessible?

Is there atelephone in my cabin?

Is there elevator serviceto all the decks?
Are shore excursions accessible?

Is onshore transportation accessible?

Is my safety ensured if | need dialysis while on
board? What kind of special arrangements do | need
to make?
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Travel with specific medical requirements

Can | travel with oxygen?
Can | travel if | need diaysis?

Can the kitchen(s) during travel and a my
destination site(s) meet specific dietary needs?

Hotel accommodations

Have you (the agent) been inside the hotel room
and can you describe the layout?

Is the width of the restroom in the room wide
enough to accommodate a wheelchair?

Does the restroom have aroll-in shower?
Isthere alowered sink?

If | require the use of alift to help me get in and out
of bed, is there a medical supplier in the area who
will deliver thisitem to the hotel ?

Are there ramps to the restaurant, pool and other
indoor and outdoor facilities?

Does the hotel have a lift-equipped vehicle? If not,
isthere a private carrier in the area?

Are there wheelchair accessible activities for my
disabled child or me?

Rental car

Does the car renta agency supply accessible
vehicles such as cars with hand controls and/or
wheelchair lifts?

General communication

If | have a speech or hearing impairment, what can
help me communicate when | travel?

If | am traveling aone, can | pay an additiona fee
for personal assistance?

Do | need travel insurance?

Do any of my accommodations and/or destination
sites offer discounts for people with disabilities (i.e.
on lodging, meals, admission prices)?



Airline Carry-on Chair in the Works at Delta
Airline

By Michael Isoldi
©2000 HalfthePlanet.com.
Reprinted with permission.

Safety, accessibility and comfort are the goals of
the Delta Air Chair, a new hydraulic-lift wheelchair
currently being developed by Delta Airlines and
Minneapolis-based machine parts producer, Kurt
Manufacturing. According to Stacy Geagan, man-
ager of corporate communications for Delta Ex-
press, the airline's budget fare division, the chair
was the brainchild of a group of Orlando-based
Delta employees who came up with the idea last
September and presented it to management.

"They realized that we had many elderly people and
people with special needs who required substantial
assistance getting on and off the aircraft,” she said.
"We wanted to make it easier for our passengers
and employees." The boarding process works like
this: just prior to boarding, the passenger gets into
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the wheelchair, which is similar in size to those cur-
rently used by the airline industry. A gate agent
then accompanies the passenger onto the aircraft
and activates a hydraulic lift system that elevates
the wheelchair’'s seat height to that of the handrail.
The gate agent then lowers the passenger into his or
her assigned seat. Currently, gate agents must lift
passengers from the carry-on chair, pass them over
the armrest and then lower them into their assigned
seats.

"This chair eliminates 50 percent of the lift and
should reduce the number of injuries,” said Geagan.
"Our goal is to provide a completely comfortable
experience.”

Thirty of the chairs are being tested at 16 Delta ter-
minals across the United States. Once testing is
complete, Delta and other airlines can purchase
and/or lease the product from Kurt. "We want eve-
ryone to benefit, whether it's Delta Express or an-
other airline," said Geagan. "We're just excited and
proud and we' re going to continue to work on other
tests."

" Fold the Dog!"
Travel humor by Sylvia Stevens
©2000 HalfthePlanet.com.
Reprinted with permission.

For many people, disability makes traveling more
difficult. I am referring, of course, to the disability
that appears to exist between the ears of flight atten-
dants, travel agents, bus drivers, cab drivers or fel-
low passengers! Here's a selection of howlers that
were funny only after the suitcases were back in the
closet.

"No baby strollers!” (Shouted by a ticket agent at a
woman in awheelchair attempting to board aferry.)

"Fold the dog!" (Instruction uttered by a cab driver
urging my friend to fit his guide dog into the trunk.)

"The ladies room is over there." (Directions given

by an airline official when asked where my guide
dog might relieve herself.)

“Well...you could get up, lift your chair over, and
then sit back down." (Advice to afriend in awheel-
chair visiting a Colonial home with high doorsills.)

"Doesnt seeing all those able-bodied people on the
beach depress you?' (Relatives reaction to a
planned seaside excursion.)

"What if she has afit because of the moving scen-
ery?' (Speculation from a ticket agent to the hus-
band of an epileptic friend. The agent initialy re-
fused her atrain ticket.)

And finally, there's this advice confided to me by a
friend: "Why do you want to take a bus trip when
you can't see anything? Have someone go and tape
record it for you."

| WENT ANYWAY AND ENJOYED IT!



Theldeal Family Vacation: Theme Parksarea
Family Affair

By Wylie Goodman
©2000 HalfthePlanet.com.
Reprinted with permission.

Summer is here. And that means summer vacation.
Time to pack the bags and load up the kids for that
al-time classic, the "what-time-is-it-are-we-there-
yet-where s-the-nearest-bathroom?' road trip.

And the place that s sure to be at the top of your
familys wish list: the fun-filled, death-defying
amusement park.

But if the world of accessible amusement parks
seems like a small one after all, take heart. Halfthe-
Planet.com has searched far and wide to find this
summer s most accessible parks. Now back from
our whirlwind tour, were happy to report our re-
sults.

Overdl, the news is good. Parks are improving, and
many are making sure that they make al families
feel welcome.

So, have no fear -- except, that is, of the "Viper",
"Space Mountain” and "Wild Safari" -- you re about
to embark on one of the most exciting vacations
youve had in years. Just be sure to find the nearest
accessible bathroom as soon as you arrive, in case
someoneisnt feeling so hot after the Giant Drop!

Walt Disney World

A trip to Walt Disney World has become a rite of
passage for nearly every kid, and providing yours
with this al-important, all-expense paid vacation
will no doubt result in your being crowned Mom or
Dad of the Year -- or at least Mom or Dad for afew
weeks.

To make doubly sure that you win that coveted
prize, Disney has gone all out to make their parks
the most accessible in the land. Start by getting Dis-
ney s Guidebook for Guests with Disabilities, which
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offers a comprehensive overview of the park s ac-
cessible services and attractions. Download the
Guidebook directly from Disney s website, order it
through Guest Relations (714-781-4560) or call
their Specia Request line (407-939-7807 - press #1
for assistance). Disney s Special Request lineis also
your best source for ordering an informational
video about park perks like wheelchair-accessible
room reservations and interpreter schedules. Some
parks afford people with disabilities special treat-
ment. Others, like Disney, seamlessly integrate peo-
ple with disabilities into the overall experience. The
upside is that you and your child will be able to go
anywhere and do anything. The downside is that
you wont get the noticeable special treatment that
some other parks provide such as discounted tickets
or bypassing long lines. One helpful tip we did get
from a Disney guest service attendant: visit the park
on Wednesday or Thursday when it is generaly less
crowded.

Universal Sudios Theme Parks

Universal Orlando, which includes Universal Stu-
dios, Islands of Adventure and CityWalk, gives
kids a chance to mix it up with comic strip charac-
ters, superheroes and fantastical Dr. Seuss creatures
together at one big, outdoor party.

Universal Orlando’'s better features include fully
accessible parking and bathrooms, specia access to
rides and amusements, comfortable, separate wait-
ing areas for people in wheelchairs and a 15 percent
discount off general admission. For those with hear-
ing imparments, services include audiotapes,
closed-captioning and a companion tour with an
assistant (must be scheduled two weeks in ad-
vance). Wheelchair rental costs $7/day for a manual
chair and $30/day for a powered chair (a $50 de-
posit is required). Universal Orlando’s services for
people with blindness and visua impairments are
somewhat less encompassing. The park lacks
Braille signs and brochures, and though companion
dogs are allowed at no extra charge, Guest Services
warns that frequent fireworks and explosions could



be unpleasant, if not alarming, for the animals.

To order a Universal Orlando accessibility guide,
contact Guest Services at 407-224-6350 (press #3 to
speak to arepresentative).

Universal Sudios Hollywood

If your child isafan of TV and film characters like
Rocky and Bullwinkle, Rugrats and the Nutty Pro-
fessor, immediately add Universal Studios Holly-
wood to your summer travel to-do list. Universal’s
cross-promotion muscle pumps out rides to match
your childs movie-going tastes, with new rides
popping up amost overnight. The park publishes an
accessibility guide detailing its well-rounded fea-
tures (call 818-622-3735 for a copy). You can aso
rent wheelchairs for a mere $5/day, athough the
park doesnt offer the more user-friendly power
models. Universal Hollywood offers no special ser-
vices for blind or visually impaired guests, although
companion dogs are admitted at no extra charge.
Guest services gave us conflicting information
about special access to rides and amusements, so
call ahead and ask to speak to a manager to get the
real story. An important note here: If you have mo-
bility impairments, you may want to think twice
before embarking on a journey "Back to the Fu-
ture" We spoke with one woman with cerebral
pasy who sustained physical injuries from the
ridesjerky movement.

Anheuser-Bush Adventure Parks (Seaworld, Busch
Gardens, Discovery Cove, Busch Gardens, Water
Country USA and Adventure Island)

Diverse entertainment options are what youll find
at Anheuser-Busch Adventure parks. At Busch Gar-
dens, you and your kids can experience thrills and
chills on some of the worlds top-rated steel roller
coasters. For the younger set, Sesame Place pro-
vides petting zoos, rides and "Parents Choice’
award-winning performer, David Jack. And if
you ve still got energy, a visit to Seaworld lets kids
of al ages get up close and persona with underwa-
ter creatures.
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Busch Gardens publishes an accessibility guide and,
like many other parks, is fully accessible for people
with physical disabilities. Wheelchair rentals are
available ($9/day for manual; $30/day for powered)
and the park alows special access to rides and
amusements, including providing assistance, upon
request, for getting into and out of rides. Compan-
ion dogs can accompany visitors for free, but please
note that Busch Gardens offers no additional ser-
vices for blind and visually impaired visitors.

Our biggest concern with Busch Gardens was the
inconsistent quality of their Guest Services. At the
Tampa Bay location, representatives hung up on us
twice, while representatives from Busch Gardens
Williamsburg were only dlightly more helpful.
When we inquired about accommodations for deaf
and hearing-impaired visitors, one representative
actually told us that the shows were loud enough
and, therefore, no special devices were needed. A
third call resulted in better service at both locations,
but be forewarned that service may vary from atten-
dant to attendant.

Sx Flags

With 28 amusement parks across the country, Six
Flags is a hands-down leader when it comes to warp
speed adventure. Six Flags, in case you didnt
know, is the creator of the infamous, "The Iron
Wolf", one of the tallest, fastest stand-up looping
roller coasters around and, "Medusal,” the first
floorless coaster on the West Coast. If all this twist-
ing and falling gets your blood pumping, read on.
You can check out Six Flags accessibility features
in their very helpful disability access guide. This
straightforward run down of the park s mgor rides
and accessibility features is a good introduction to
what you can expect to find in parks across the
country.

In general, Six Flags parks are geared toward peo-
ple with physical disabilities. Accessible parking is
generdly at the front of the park, but trams will

(Continued on page 35)
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Coping Strategies

Dear Readers,

Coping strategies
has become an
amazing avenue
for many new
and encouraging
aternative meth-
ods for people
with chronic ill-
ness.

Janet’'s MSM article is refreshing and
filled with insightful research. Melanie
has been a licensed massage therapist
for six years and has studied EDS. She
has massaged EDS patients on aregular
basis. We are proud to have a such
great wisdom and intellect entering the
pages of EDS Today. Thank you both
for playing an important role in our
lives with your opinions.

Remember fall is around the corner and
we al need to find out more about how
to keep our immune systems boosted
for those winter blahs and bugs. In our
fall issue we will explore optional sup-
plements such as Coenzyme Q10 and
Vitamin E, this will be an informative
and fun issue

- Christine Phillips Publisher

Editors Note: Coping strategies are
provided by our readers and staff. The
views and opinions expressed therein
are those of the author and are not to be
construed as an endorsement by EDS
Today. Always consult your physician
before beginning any aternative ther-
apy treatment.

THE MIRACLE OF MSM
By Janet Planet

Have you ever gone to a movie with your friend and
wound up losing her? As the closing credits for
“Highlander: Endgame” rolled my friend popped up
and retreated down the aisle before | was even able
to get out of my seat. | slowly struggled to my feet,
holding on for support. | held that position while my
stiff joints took their time working themselves into
the common upright position. Once | felt more or
less solid | peered around trying to spot my pal but
she was gone. While waiting for the crowd in the
aisles to disburse | gathered up my things and as the
crowd thinned | hobbled uphill to the exit doors.
Using a wall for support | looked around for my
friend but she was no where to be found. Just another
day in thelife of an EDS person.

I’m sure you can al relate to this experience. After
years of hypermobility-connected problems —
chronically dislocating shoulders, aterrible bad back,
fallen arches, IBS, frequent headaches, painful feet,
and hyper-extended knees, hips, ankles, fingers, — |
feel like an ancient old lady. After I’ve been sitting
or standing in one position for more than 10 minutes
| am merely a stiff and creaking version of my
former self. That condition is unacceptable for this
former athlete and has led me on a continuing search
for amagical pill, cure, or treatment to counteract the
increasingly painful state | find myself in.

I’ ve tried everything for the discomfort. In fact, early
on | learned to call the daily pain | face “discomfort,”
in an effort to not give even more power to the word
“pan” by using it to describe my condition. I've
tried acupuncture, chiropractic, deep tissue massage,
shiatsu, cranio-facia therapy, reflexology, magnet
therapy (Nikken), cupping, aura therapy (gongs),
color therapy, Chinese herbs and supplements,
vitamins, Glucosamine and Chondroitin, yoga,
stretching, meditation, hypnotherapy, every NSAID



[non-steroidal anti-inflammatory drug] in the book.
I’ ve taken al kinds of prescription pain medication,
stopping short of methadone, but including
Vicodin, muscle relaxers like Valium and Flexeril,
and anti-depressants. I’ ve had countless referrals to
pain specidists—some of whom suggested
prolotherapy and other invasive therapies, which
this confirmed scaredy-cat balked at.

Nothing worked. Well, a few things did work for a
short time, but nothing was able to give me any sort
of lasting relief from the constant nagging
discomfort that disrupted my life and made working
40-80 hours a week, not to mention a simple outing
to the movies, apainful exercisein futility.

Nothing worked that is, until | tried something
caled Methyl Sulfonyl Methane (MSM). Oddly
enough it was my father who suggested | try it. My
father is one of those people who was never
officialy diagnosed with EDS, but whose medical
problems read like a text book case of this genetic
disorder. After | was diagnosed | suggested that my
Dad get tested, but he just poo-poo’d the idea, as so
many Dads are wont to do, and continued on hislife
path suffering from those very same hypermobile
joint problems that | had. As the years passed my
Dad has slowly come to terms with the fact that he
too probably has Ehlers-Danlos Syndrome. And
like me, he was unable to find anything that helped
l[imit the pain. Until he tried MSM after seeing
James Coburn on CNN s Larry King Live.

On a Monday night in April, 2000, Larry King
discussed MSM with actor James Coburn and his
doctor, Ronald Lawrence, author of the book "The
Miracle of MSM: The Natural Solution for Pain”.
Around 1990 Coburn had become badly crippled
with rheumatoid arthritis which resulted in a great
deal of pain to the point where he could not walk,
his hands were «iff, claw-like and just about
useless. Coburn discussed how MSM has kept him
pain free sinceincluding it in his diet.

Methyl Sulfonyl Methane, or MSM, is a safe and
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natural mineral derived from Southern Louisiana
Pine. It is organic sulfur that our bodies absorb and
use. After oxygen, water, and sat, MSM is the
fourth most needed element in human and animal
nutrition. Sulfur is involved in nearly every meta-
bolic process in the body, and is essentia in the re-
generation and nourishment of healthy cells. Methyl
Sulfonyl Methane is found in every cell of every
animal and plant. Sulfur isfound in food; it is most
abundant in eggs and red peppers, and can also be
found in significant quantities in grains, legumes,
animal proteins, onions, garlic, asparagus, cabbage,
brussel sprouts, and broccoli. MSM islost in wash-
ing, cooking, or steaming. Modern food processing,
packaging and preparation also contributes to rob-
bing our food of the sulfur we need.

Dr. Stanley Jacob, from the Oregon Hedth and

Sciences University, discovered that heating
dimethyl sulfoxide (DMSO), caused it to
crystallize, isolating 99.9% of the beneficia

compound MSM. MSM is a pure, natural, stable,
white, odorless crystalline powder without the
unpleasant taste or odor of DMSO. MSM is
available in capsule and caplet form. It does not
produce intestinal gas or body odor that may occur
with other forms of sulfur. MSM is not a drug or
medicine, and is unrelated to sulfa drugs, to which
some people have an alergy. MSM is used as a
dietary supplement to provide the sulfur our bodies
need.

MSM has been used as a dietary supplement for
almost 40 years with no reports of intolerance or
alergic reactions. Its toxicity profile is similar to
that of water. Your body flushes excess MSM after
about a 12-hour period. It uses what is needed and
the rest is discarded.

| began taking 1,000 mg of MSM each day, then
upped my dose another 1,000 mg after not feeling a
change in my pain levels. Sometimes it can take up
to 3 weeks for effects to be noticed. | supplemented

the 2,000 mg of MSM with 1000 mg of Vitamin C
(Continued on page 36)



Massage Therapy for Ehlers-Danlos Syndrome
By MelanieBrown L.M.T. BFA

Through research, and from speaking with severa
women who suffer from chronic pain, patients
report that they took less medication when they
used massage, vitamins, heat and acupuncture as
aternatives. | chose to research this topic because
my mother was diagnosed severa years ago with
Ehlers-Danlos Syndrome. This syndrome is also
known as the Rubbermans disease, because of the
patients extreme flexibility. EDS, a connective
tissue disorder, is estimated to effect 1 in 5,000 to 1
in 10,000 people. "The Berlin Nosology currently
designates nine sub-types of the Ehlers-Danlos
Syndrome. There is evidence of physca
characteristics that helps a doctor diagnose the
patient. There are aso severa different varieties of
EDS, but the characteristics are universal. A person
with EDS has hyperextensible skin, hypermobile
joints, and tissue fragility to some degree.
Recognition of the disease on clinical grounds can
be difficult. Often the person looks "fine" and test
results come back normal. A physical examination
however, remains the initial step in diagnosing
EDS. Findings for diagnosis include: skin that is
hyperextensible and velvety in texture and tissue
fragility resulting in wounds after traumas. These
individuals can be double-jointed and extremely
flexible. In China, people born with EDS often
become acrobats and contortionists.

To understand how connective tissue relates to our
human structure, it is important to know that
connective tissue is composed of collagen. Collagen
is found in tendons, ligaments, bone and vital
organs. In patients with EDS, it is believed that the
collagen is defective. The collagen that holds their
joints together is often overly-stretchy and weak
causing joints to sublux or dislocate and sometimes
for vital organsto spontaneously rupture.
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More cases of EDS are being reported. Often they
exhibit symptoms similar to Fibromyalgia and
Chronic Fatigue Syndrome. All of these syndromes
are include chronic joint pain in the shoulders,
hands, knees, hips, ankles, feet, toes and spine.

As a licensed massage therapist, | have worked on
several people, mainly women who complained
about chronic pain. After | worked in, or around
their joints, using pressure and moist heat, they
have told me their pain was alleviated for severa
hours at atime. The pain never fully goes away, but
there is a window of time when they are free of
pain, and medication.

A client of mine, who suffers from EDS, told me
the other day, "a friend came up to me and said, I m
glad you seem to be doing better, it s nice to see you
looking so healthy." She said “thank you,” but
really wanted to say, "cant you hear my insides
screaming?’  People often associate pain with
something they note visually, or think that in order
to be "in pain,” life activity has to stop. Life in fact
does not literally stop for some people, they just
find ways to cope with everyday life by finding
coping strategies like massage.

The pain problems associated with this disorder are
complex, and varied. Most affected patients have
pain in severa locations, and this long-term history
of discomfort has compelled many patients
suffering to explore other coping strategies. Most
patients | have talked to take medications, and
almost everyone uses opiates. Other ways to avoid
these medications is through aternative health. The
Opiates and sleeping drugs the doctors normally
prescribe are necessary for people living in chronic
pain, but they will eventualy destroy kidneys,
stomach, liver and the nervous system. People who
have pain in their shoulders, spine, knees and hips
can benefit from physical therapy in water, which is
less damaging on joints, and allows stretching and

(Continued on page 38)
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Hidden Disabilities

WEe're proud to introduce a new column
to EDS Today. Like many disabilities,
EDS isn't aways obvious when you
meet someone on the street. Often peo-
ple with hidden disabilities aren’t given
the same respect and credibility as
those whose disabilities are readily
visible. This column is dedicated to
finding ways to deal with the problems
associated with having a hidden dis-
ability.

Our first article comes from Bek
Oberin. We hope to have more stories
from our readers about living with a
hidden disability.

Submissions may be sent by mail,
email, or through our online form.

Making Thelnvisible Visible
by Bek Oberin
December 12, 2000

Y ou slip the handicapped parking placard onto your
dashboard and get out of the car, stretching as you
stand up from the cramped car seat. The man walk-
ing by notices you parking there and calls out, "Hey
you, you dont look handicapped!”

He was only doing what he thought was right, mak-
ing sure healthy people didnt park in the disabled
spots. But what of those disabled by heart prob-
lems, fibromyalgia, multiple sclerosis, or a host of
other invisible conditions?

Society s awareness of visible disability has taken
leaps and bounds following the anti-discrimination

legidlation enacted severa years ago, and also with
the recent paralympic games. There is no excuse
now for thinking that people in wheelchairs are stu-
pid or contagious, or that they dont deserve to
have agood job.

Unfortunately, the average persons views about
invisible disabilities and chronic illnesses are not
yet so enlightened. Sufferers are met with skepti-
cism, rudeness, hostility and with being told they re
outright lying. Why is society s attitude and accom-
modations lagging behind for those whose
problems are less visible?

For a start, simply because these problems are less
visible. We make first impressions by how we look,
to get people to see beyond appearances is
tricky. Society tends to want to ignore illness any-
way. Its easier to convince yourself that the suf-
ferer is exaggerating, or even straight out lying if
one cant see their pain and disability. Its much
harder to convince oneself that the man in the
wheelchair is "just kicking up a fuss" about not be-
ing ableto get up the stairs.

Many invisible conditions are variable: the sufferer
may be able to perform a task easily one day, and
only with great difficulty the next day. This makes
the concept of "reasonable accommodation” of the
disability much trickier - its obvious that the man
in the wheelchair needs a ramp to get up those two
steps into the front office, but how do we deal with
the Fibromyalgia sufferer who cant know in ad-
vance if shell be well enough to come into the of-
fice on Tuesday?

Invisible conditions also tend to be the ones with
the most symptoms. These conditions can affect not
just one thing but every bodily system: multiple
sclerosis attacks the nerve sheaths al over the body,

(Continued on page 38)
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Laura'sLibrary

Book Reviews by Laura Hague

Fibromyalgia & Chronic Myofascial Pain Syn-
drome: A Survival Manual

Devin Staranyl, M.D. and Mary Ellen Copeland,
M.S.,M.A.

New Harbinger Publications, Inc.

“Fibromyalgia & Chronic Myofascial Pain Syn-
drome” is the sort of book I wish we had for the
Ehlers-Danlos Syndromes. Authors Staranyl and
Copeland are both diagnosed with fibromyalgia
(FMS) and/or myofascial pain syndromes (MPS),
and have been active leaders in the on-line "FMily"
over the past decade. Their book is divided into six
inter-related sections, each of severa chapters, and
published in an eye-friendly format that is inviting
even during episodes of intense pain, headache, or
fogginess. If only all books were so accessible! The
first three sections explain the symptoms of both
FMS and MPS, and how they overlap with other
conditions, such as hypermobility syndromes. The
remaining sections cover coping skills, treatment
modalities, and coping with everyday life. Since
FMS and MPS are often diagnosed in those of us
with EDS, this manual is of direct interest to many
of the readers of EDS Today.

As we know, a chronic disabling condition adds all
sorts of new aspects to everyday life, aspects for
which most have us have little preparation. One
chapter in this "Life Issues" section is devoted to
the ABCs of building support networks among
ones family, friends, and community, so that we do
not have to face the difficulties alone. The practical
applications of this section abound. One very useful
feature tucked into this section are the worksheets
for use in applying for disability benefits. With very
little effort, these worksheets could be adapted to
reflect the needs of EDSers when applying for dis-

ability, challenging insurance decisions, or bringing
anew doctor up to speed on ones current condition.

The section, "Healing Tools," is similarly impres-
sive. The information presented covers a gamut of
health care approaches. Two chapters address spe-
cific medications often prescribed to those with
FMS and MPS (and to EDSers). A third chapter,
devoted to Guaifenesin treatment, which has proven
helpful for many with FMS, rounds out the authors
look at prescription medications. The remaining
four chapters examine nutritional supplements, ex-
ercise, and aternative healing.

While the focus of “ Fibromyalgia & Chronic Myo-
fascial Pain Syndrome” is obviously on FMS and
MPS, there is more than enough in this manual to
recommend it even to those EDSers who do not
also have those conditions. Staranyl s and Cope-
land s sensible advice and user-friendly style make
the purchase of their book worthwhile for almost
anyone with a chronic disability.

Ehlers-Danlos Syndrome:
M edical and Practical Information

Anonymous, unedited quotations taken from the
EDS e-mail support group on the Internet.
Contributed by EDSfolks and their families.

Info: http://www.massoud.org/eds.htm
Cost: US$5.25 USD per book, including
shipping.
Canada: $8.00 USD Others: $9.00 USD
Send order with check to:
SignQuest Publishers, Inc.
1489 Ronnie St., Flint, M| 48507-5543




Page 23

A Mom’s Ramblings

When Traditional Schoolsand EDS Don’t Mix
By Jayme Hobe

As | sit in the doctor’ s office wondering how much
longer it will be, | hear my daughter’s name called
by the nurse. It is finally our turn to see the doctor.
Once again the pain is more than she can take and
al | want is to know what is wrong and how to fix
it. 1 can't tell you how many times we have gone
through this painful experience. Finally, we found a
doctor who knew what the problems was — EDS.
This was about five years ago and it has been a bat-
tle and learning experience ever since.

One of the things my daughter had to learn was to
listen to what her body was telling her. This has
been a hard lesson, since she wanted to do every-
thing all her friends were doing — play sports, stay
overnight with friends, last minute cramming for
tests and other school activities. She couldn’t play
gports because of dislocations. She had too much
anxiety to spend the night with friends and found it
hard to breath with severe nausea. She would get
incapacitating migraines that lasting more than a
week requiring hospitalization. She aso suffered
from insomniathat would last for weeks.

“Listen to your body.” Well that means a lot of
down time. She would get run down and get sick.
Once she was down, we had a hard time getting her
back on her feet. Medication just didn't work well.
This meant she missed a lot of school. I notified the
school of her problems, printed books of material
on EDS, and still didn't get support from many of
her teachers or the school.

Finally, we changed schools and a counselor from
the new high school really helped. When she began
having problems and missed school, the counselor
suggested we try homebound school. Homebound
school has to be initiated by the school counselor
with a form filled out and signed by the doctor.
Each semester a new form must be completed by

the doctor and submitted by the counselor.

Homebound school alowed my daughter to stay
home. Twice a week a teacher was assigned to
come to the house. The teacher picked up the work
being done in school from and gave it to her at
home. Once the work was complete, the home-
bound teacher would take the work back to the
teachers at school. This worked great the first se-
mester she was out of school.

The next semester, my daughter took classes the
homebound teacher was qualified to teach at home.
My daughter was able to complete high school
through homebound. When she worked from home,
she didn’t have the stress of waking early when she
couldn’t sleep. If she was sick, she called the home-
bound teacher and rescheduled her visit.

Since she began homebound school, she has been
much better. We don’t have the dislocations, mi-
graines, or illnesses because sheis not as stressed or
exposed to al the illnesses at school. She can sleep
in the day if she can't deep at night and has the
ability to rest whenever sheistired. Her church has
a very active youth group, which has provided the
socia interaction she would have had at school.

Another, resource we used was distance learning
through a university. The high school counselor
suggested we might try correspondence classes to
help her get caught up since she missed so much
school that she fell behind. She was able to not only
get caught up, but graduated a semester early.

Today, my daughter has graduated and is going to
college. She is slowly working toward going full
time. Sheis able to work part-time and go to school
without too much trouble. | feel much of her suc-
cess was due to having the ability to stay home and
learning to pace herself. She is till learning to lis-
ten to her body, but she has made a lot of progress
over the years.
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Brace Your sdlf

The views and
opinions  ex-
pressed here are
those of the au-
thor and are not
to be construed
as an endorse-
ment by EDS
Today. Always
consult  your
physician before trying any brace.

Custom Ankle Foot Orthotics (AFOs)
By Barbara J. Uggen-Davis
Types of Orthoses

There are severa types of custom-made ankle
orthoses available ranging from the inside the shoe
foot orthosis (FO), the ankle-foot orthosis (AFO),
and the knee-ankle-foot orthosis (KAFO). Before
you and your doctor choose your orthosis, consider
your immediate problem and the impact the orthosis
will have on the surrounding joints.

The FO istypically an arch support that fitsinside a
regular shoe. This is good for someone who has
fallen arches, but not joint instability.

People with EDS can have ankle pronation (rolling
inward causing flat feet) or supination (rolling out-
ward). FOs are often used to effectively treat prona-
tion and supination. Because of the joint laxity as-
sociated with EDS, patients using a traditional FO
may find that the FO merely pushes the ankle in the
opposite direction without correcting the overall
instability of the ankle joint.

The next step is the AFO which provides support

above the ankle to stop pronation and supination.
AFOs may be hinged to allow flexion and extension
of the ankle, or they may be rigid, keeping the foot
in aflat position at al times. The AFO is far more
stable for people with EDS because it supports the
ankle joint from three directions — left, right, and
behind.

If you remember the old song about bones, you
know that every bone is connected to another. This
means that when you reposition the ankles, the
knees, hips, and spine are affected by the change.
For some, the AFO’s stabilization of the ankle joint
helps align these other joints and relieves strain and
pressure. For others, the joint stress is merely relo-
cated from the ankle joint to the knees. In these
cases, the KAFO helps by correcting and stabilizing
the kneejoint at the same time.

The AFO Design Process

After getting a prescription from my primary care
provider in 1994, | had my AFOs made by a pros-
thetic orthotist. The process took three office visits.
During the first visit, the orthotist placed my feet in
their proper position on a footstool while | sat on
the table. Then he made a plaster cast of my feet,
ankle, and the backs of my calves. One week later, |
returned and the cast had been made into the AFO. |
was adlowed to take it home and try it out for a
week and then returned for an evaluation. Fortu-
nately, mine didn't need any adjustment, so | was
able to keep them after the third visit.

If you and your doctor decide that AFOs are right
for you, be sure to choose the orthosis carefully.
Get a good orthotist who can work around your spe-
cific needs. For example, | had tendonitis in my
Achilles tendon before the AFO. The brace had to
be molded to avoid touching the large callous that

had grown on my hesl.
(Continued on page 27)



Page 25

Announcements

Preliminary investigation into base body tem-
peraturesfor peoplewith EDS.

Bonnie Heintskill is doing an initial survey to seeif
afull-scale research project will be warranted in the
future. Email her directly at bheint@execpc.com if
you would like to participate in thisinitial survey.

"I am finding that on the CEDA list when | did an
informal survey that most people >95% responded
that they all had a body temperature of less than 97
degrees Fahrenheit. | want to do this since | have
run into problems with MD s/nurses believing
when | tell them that my body temp is lower than
most peoples. If thisis happening to me, than what
about other people with EDS? Especidly if you
have an unknown infection going on inside the
body, this would be especially helpful .”

Bonnie is also devel oping another survey on speech
and language difficulties in people with EDS.
Again, if you are interested in participating, please
email her directly at bheint@execpc.com.

Bonnie Heintskill, MS, CCC/SLP
EDS Variant

Continued Essences
To have, to love, and then to part
Isthe greatest sorrow of ones heart
To now live within a broken heart
Our solaceisonly in remembering - as
Remembrance is that golden chain -
Death triesto break...but itsall in vain
Our Love and Memories are too powerful
What weve shared remains, in our thoughts
and always in our hearts.......forever

~ Author Unknown ~

Study of Women with M obility Disabilities and
Self-Esteem

The Center for Research on Women with Disabili-
ties (CROWD) is seeking women with physical
disabilities who would like to participate in a study
of self esteem. This research project is part of a
national study of self esteem. This research project
is part of a nationa study conducted by Dr. Marga-
ret A. Nosek and her research team at Baylor Col-
lege of Medicine in Houston, Texas. "Women with
disabilities often struggle to overcome low self es-
teem," said Dr. Nosek, Principal Research Investi-
gator and Director of CROWD. " We are pleased
that we have this opportunity to better understand
how to help women with disabilities enhance their
self esteem.”

"This study will explore the physical and attitudinal
barriers that women with disabilities face every-
day," said Dr. Rosemary B. Hughes, Research Pro-
ject Director. "This project will aso help us to bet-
ter understand the effect that depression, stress, and
lack of social support can have on the self esteem of
women with disabilities.”

ENDependence Center of Arlington, Virginiais one
of five U.S. cities participating in the research
study. Other sites are St. Petersburg, Florida; Phoe-
nix, Arizona; Missoula, Montana; and St. Cloud,
Minnesota.

Women with physical disabilities who are inter-
ested may cal Rosemary Ciotti at 703-528-3015 or
email rosemary.ciotti @erols.com

A small honorarium will be given to participants.
Thank Y ou,

Rosemary Ciotti
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Recipesfor Health

Recipes for Health is an opportunity
to share good food with good friends.
Thisissue we bring you an article on
easy, healthy cooking by Jen Long-
shaw of New Zealand.

About the author: Jen Longshaw is
an artist/writer who lives on afarm in
New Zealand with a Shetland Sheep-
dog, cats, rabbits, bantams, birds, a
donkey, an ancient pony and a psy-
chotic goat. She has had afew articles
published as well as a small book of
poetry when she was 19. Besides writ-
ing and painting she reads constantly,
gardens, plays the piano and is devel-
oping her mail-order business "The
Menagerie" which deals with books
and collectibles on an anima theme.
She also founded the Ehlers-Danlos
Foundation of New Zealand for peo-
ple with Ehlers-Danlos and the related
Hypermobility Syndrome.

To submit arecipe, use the attached
form, the form on our web-site, or
send the same information by e-mail
to edstoday @uggen.net.

The Kamikaze Cook.
by Jen L ongshaw
August 8, 2000

Since | have been living on my own | have discov-
ered many valuable shortcuts to creating meals that
not only save you time but take the stress out of the
whole kitchen ritual. | have named this style of
cookery “Kamikaze’ as this method requires a dar-
ing personality devoted to their cause who is not
afraid of an early or unexplained death.

When preparing vegetables it seems a great waste
of time to boil or steam them separately in different
saucepans. It makes greater sense to place them all
in one pot and let them fight it out for supremacy.
After cooking it is easier to drain the water and then
tip them directly onto your plate rather than lifting
them out one at a time and arranging them decora-
tively. Although they will look rather worse for
wear this shouldnt bother you unduly asthey are al
embarking on the same journey and heading for the
same destination.

Food can explode. | have known perfectly normal
pies | have bought ready-made from the supermar-
ket "do aVesuvius' in the oven. Whether thisis due
to the fact that they know what s happening to the
vegetables upstairs and they re making arun for it is
still unclear. However, it does demonstrate that
even food prepared the so-called "normal™ way can
still be integrated into the Kamikaze method.

Green is only for vegetables or unripened fruit. If
there is anything else ranging from jade to emerald
in color living in your fridge | recommend that you
remove it. After all you dont want to share your
kitchen with anything that can move faster than you
can.

Pastais your friend. Mainly because you can boil it
to slush, open a can of tomato pasta sauce, mix itin



with the ensuing goo and still create something edi-
ble and nutritious. Sprinkle liberally with grated
cheese as this tends to disguise the fact that a dente
in your vocabulary means very chewy! Handy hint.
Do not feed leftover pasta sauce to the dog unless
youre willing to sit in separate rooms for the re-
mainder of the evening.

Cold is good. Salads are wonderful as they do not
require cooking but remember to remove any wild
life found sheltering within the lettuce leaves.
Aforementioned slug or snail can be released into
the garden whilst singing "Born Free".

Always keep an ample supply of indigestion tablets
within reaching distance. It is very difficult to walk
in the bent-in-a-pretzel-shape-position unless you
come from a family of contortionists. For those
who prefer a more natural restorative peppermint
tea is very effective at settling the stomach. How-
ever, herbalists recommend that you not drink more
than two cups of this per day which will still leave
you unprotected for one whole meal.

Remove the smoke alarm from the kitchen and
place in a room nearby. After having the alarm set
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itself off three times within five minutes one eve-
ning (despite the fact that there were no flames visi-
ble) | discovered that cooking became a much more
relaxing pastime without the incessant screaming
(which also reminds me, do not ever allow friends
and family to be present while you are preparing a
meal). If you place the alarm within easy walking
distance of your working space it will still be effec-
tive in warning you if things get out of hand and
before the smoke causes you to pass out.

You will have noticed that | havent covered the
preparation of meat under Kamikaze. This is be-
cause | am a vegetarian. My pets often have to eat
my leftovers so | consider | ve done enough harm to
the animal population.

I hope these handy hints save you time and trouble
as they have me. And remember the maxim of Ka
mikaze Cookery. If you dont burn it while you are
cooking it or bring it back up later after youve
eaten it then you have cooked a successful meal!

(c) Jen Longshaw 2000
Copyright Jen Longshaw

(Continued from page 24)

Tipson Wearing AFOs

During the 4 years that | wore the AFOs, | found it
necessary to make minor repairs and adjustments
myself. The first time a screw fell out | took it back
to the orthotist for repair and the bill was $35! After
that, | went straight to the hardware store and pur-
chased an alen hex wrench to fit the screw and
never paid for repairs again. | also had to replace
the Velcro straps now and then. My home-made
straps were never as pretty as the originas, but they
worked just aswell.

Because AFOs are bulky braces that go half-way to
your knee (and KAFOs even higher), they require
an adjustment to your wardrobe, unless you only
wear dresses. Long pants usually won't fit over the

AFO and it's not comfortable to wear them inside
the AFO. Bell-bottoms have made a comeback in
recent years and those a great for wearing over the
braces. They weren’t in-style when | had mine, so |
had to improvise by adding side-zippers to the legs
of my jeans.

Dressing up was another challenge. AFOs and ten-
nis shoes just don't look right with an evening
gown. | found ways of dressing-up my shoes by
adding clip-on decorations to the shoes. You can
find them at shoe stores — | found mine at Kinney
shoes. Eventualy, | found that | could substitute my
tennis shoes for flat dress shoes. It took awhile to
find exactly the right style and size that would fit
the AFO without being too snug on by toes or dlip-
ping off the heel, but it was worth the hunt to fi-
nally wear black dress shoes to the theater.
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Memorialsand Tributes

| am in awe of these two wonderful
people, honored in this issue. Each
has touched not only my life, but nu-
merous others, in so many different
ways—a blessing redly. | first met
both through the Canadian Ehlers-
Danlos Association (CEDA) support
group list.

| never had the pleasure to meet Doug
in person. | know that | m a much bet-
ter person for knowing him, he
touched my heart and left his essences
on my soul.

| am still waiting to meet Jill in person
one of these days. She has helped me
immensely in so many ways.

If you would like to honor someone
close to you in our memoria or trib-
ute pages, please e-mail me:

SJ}EDS-DAVID-MOM @ prodigy.net
-Cathy Bowen

Associate
Publisher

Douglas Arthur Pettitt
By Pat Pettitt

Doug was a delightful,
beautiful child with large
blue eyes and a fair com-
plexion, a shy, active boy.

He was thrilled when his

brother David came along.

It wasnt long before David

was included in al his I "#%$%
gports. They played street

hockey al day. Doug loved teasing his younger
brother, but was always careful not to hurt him. He
was aways there to protect him. Doug never actually
had to fight the bullies, he just stared them down!
Everyone was afraid to mess with him. If they only
knew how gentle he actually was—a "gentle giant".

In hockey he shined, a smooth graceful skater usu-
ally managing to get most of the goals for his team.
He played for 10 years. He loved all sports—soccer,
baseball, wrestling, golf, swimming and diving—but,
it was competitive Trap shooting that he was very
successful in, winning many awards. He often ended
up with a very bruised shoulder, but we never real-
ized why. His dream was to be involved at a national
level, maybe someday the Olympics.

Due to the Vascular type of EDS he couldnt reach
this dream. Doug had his share of stitches, and
bruises on his legs from very minor bumps, but we
just thought he was unlucky.

His absolutely favorite sport was fishing. Even as a
very young boy, he would sit for hours and wait pa-
tiently. As he grew, he became an excellent fisher-
man and would often catch a fish when no one else
could. Nothing meant more to him. Sadly, it was the
only sport he was able to do the last few years of his
life.

Doug loved children and animals, they always gath-



ered around him, especialy his niece, Carley. He
loved spending time with her.

In 1988, Dougs ex-girlfriend gave birth to his
daughter, Sarah. She was his pride and joy, his de-
light. He cherished his family, enjoying the many
hours spent with his dad.

Unfortunately in 1989, his health began to deterio-
rate - he had an aneurysm in his right subcalavian
artery which led to life saving surgeries. An intern
finally diagnosed him. Doug endured a right sub-
clavian aneurysm, right femoral fistula, retroperito-
neal bleed, left renal artery dissection, left nephrec-
tomy for intractable pain, spontaneous colon perfo-
ration with a colostomy for months, abdominal ab-
scess, a small stroke, and multiple bleeds into the
soft tissue of abdomen and thighs.

In 1996, he married Trish. They had so much in
common. One of the most beneficial and exciting
times in Dougs life, was the discovery of the
CEDA support group for EDS. He had never spo-
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ken to anyone else with the EDS. Learning about
other sufferers with other types of EDS, hed re-
marked how lucky he was, as he was able to live a
normal life growing-up and didnt have to be in a
wheelchair. He said that other sufferers had never
been able to do all that he was able to do. He had so
much compassion for them.

Dougs strength and positive outlook remained
throughout his battle with EDS. He endured the
pain of those 9 years with such bravery, never com-
plaining, “why me?’ EDS took many things from
Doug, besides his physica strength, but he kept
fighting. No matter what, he always had a smile.
Doug s message to his brother, "look after mom and
dad! Im O.K." It was a catastrophic event that
killed Doug, they couldnt save him this time! His
presence was huge for such a quiet man. He
touched so many lives. He walked softly and car-
ried such a"big heart." He was the epitome of self-
lessness, an amazing person never to be forgotten.

Gillian (Jill) Douglas-
Hand

JiIl' lives in Canada,
with her husband Paul
and their three chil-
dren. Shes avery busy
woman, who still finds
the time for so many.
Her own experiences
with dealing with
HEDS, has propelled
her to pursue the task
of educating the medical community about the vari-
ous effects of this syndrome, and to seek out others
who are living with EDS and offer them support, to
create a link for those in Canada with Ehlers-
Danlos Syndrome - to learn more, establish a
greater understanding of this disorder, to bring
those afflicted with this disorder together, so we are

(

not alone. Jill has been there for so many, going
“above and beyond” for those that are in need of
support, medical information, a compassionate ear,
and/or a cyber hug. Jill has been a dedicated, tire-
less advocate for those dealing with EDS to help
improve the quality of their lives. Since starting the
Canadian Ehlers-Danlos Association (CEDA) in
1996, with the help from wonderful people, a great
deal has been accomplished. They maintain contact
with many areas of the medica community across
Canada. They have created an on-line listserv sup-
port group, which strives to strengthen the bond
with many who suffer from this syndrome. They
have established several provincia support net-
works which alow for a regional source of support
for their members and links to needed medical care
and representation. They have established a source
of support and link via a bi-monthly newsletter.

(Continued on page 34)



Bone Density in Ehlers-Danlos Syndrome (Continued)

(Continued from page 5)

it desirable to inspect mean differences while con-
trolling for body height, weight and level of physi-
cal activity, the smple t-test procedure was re-
placed by a general linear models approach through
which group mean differences were tested after ac-
counting for the effect of the controlled covariables.
Group differences in the study’s categorical meas-
ures were assessed by the chi-square test of inde-
pendence. All significance tests were conducted at
the 0.05 level of significance.

Results

There were no significant differences in the age,
weight, body mass index, years of education, cal-
cium and caffeine intake, family history of osteopo-
rosis and age of menarche in EDS subjects com-
pared with controls (Table 1). The controls were
taller and had increased tobacco usage compared
with the EDS subjects. Three of the EDS subjects
were postmenopausal; 2 had used estrogen replace-
ment since the onset of menopause, and 1 had not
had estrogen replacement. In the control group, 3
women were postmenopausal; 2 had not had estro-
gen replacement, and 1 had used estrogen since the
onset of menopause. EDS subjects did tend to be
less physically active than controls (Table 1).

Table 2 presents co-morbid medical conditions in
EDS subjects and controls. There were significant
differences between EDS subjects and controls with
respect to the presence of rheumatic conditions in-
cluding arthralgias (83% of EDS, 17% of controls),
joint dislocations (65% of EDS, 0 controls) and
scoliosis (44% of EDS, 4% of controls). Cardiac
problems, including mitral or tricuspid valvular dis-
ease or accelerated hypertension presenting before
age 30 years, were more likely to occur in EDS sub-
jects (48%) compared with controls (26%).

EDS subjects had a significantly lower mean BMD
of the femoral neck (p = 0.025, Table 3) compared
with controls. However, after adjusting for body
weight, height and the level of physical activity, the
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significance between EDS subjects and controls
disappeared (p = 0.072). Body weight, height and
the level of physical activity as covariates showed
significant impact on the femora neck BMD (p
<0.001 for weight, p = 0.011 for height and p 0.045
for physical activity). BMD of the lumbar spine
(L2-4) did not differ significantly between the EDS
subjects and controls (p = 0.105). After controlling
for body weight, height and the level of physical
activity, the results remained the same (p=0.157)
and only body weight showed a significant effect
on the spine BMD (p 0.012).

Compared with the Lunar database young adult ref-
erence ranges (T-score) and age- and sex-matched
controls (Z-score), EDS subjects were more likely
to have lower T scores at the femora neck and
lower Z-scores at both the femoral neck and lumbar
spine compared with controls (Table 4). However,
after adjusting for body weight, height and the level
of physical activity, the significant differences be-
tween the groups disappeared in both measured
bone sites.

Table 5 presents the results of the biochemical
markers of bone turnover. There were no differ-
ences between study groups for BAP, OC and PJCP
(markers of bone formation), or for ICTP and de-
oxypyridinoline/creatinine (markers of bone resorp-
tion). There was a trend for the P 11 NP, a marker
of non-osseous connective tissue, to be dightly
lower in EDS subjects compared with controls (p =
0.052).

Discussion

It has been reported that subjects with types 1l and
1l EDS have osteopenia at the lumbar spine and
osteoporosis at the femoral neck [4]. In contrast, in
our study, did not find any significant differencesin
mean density at the level of the lumbar spine be-
tween the EDS subjects and controls, even after ad-
justment for body mass index. Our study suggests
that subjects with type 11l EDS have alower BMD
at the femoral neck than do controls. However, after
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Table 1. Description of selected characteristics for EDS subjects compared with controls

Variable EDS subjects Controls p value
n 23 23
Age (years) 37.6+11.7 37.2+9.8 0.894
Height (cm) 162.8+ 6.9 1672+ 7.4 0.038
Weight (kg) 62.8+12.8 65.2+12.8 0.522
BMI (kg/cm?) 23.6+3.9 233+42 0.812
Age at menarche (years) 126+12 125+ 17 0.919
Y ears of education 158+4.1 16.7+3.3 0.432
Tobacco (pack/years) 082x21 37+54 0.021
Calcium intake (mg) 1192 + 471 1083 + 621 0.505
Caffeine (mg/day) 248.6 £ 219 223.7 £ 249 0.066
Physical Activity 0.189

Low 60.9 435

Moderate 34.8 34.8

High 4.3 21.7
Family history of osteoporosis (%)? 0.649

Yes 435 56.5

No 47.8 34.8

Don't Know 8.7 8.7

Values are the mean + SD.
®p values of chi-square test

Table 2. Medical conditionsin EDS subject compared with
controls

Variable EDS subjects Controls
(n=23) (n=23)
Arthralgias 19 (83%) 4 (17%)
Joint dislocation 15 (65%) 0
Cardiac® 11 (48%) 6 (26%)
Scoliosis 10 (44%) 1 (4%)

Values are the number reporting the condition (percentage).
%Cardiac refersto a history of accelerated hypertension be-
ginning before age 30 years, and mitral or tricuspic valvular
disease.

Table 3. Mean BMD # SD (g/cm?) in
EDS subjects and controls.

Lumbar

spine (L2-4)

Femord
Neck

EDS Controls

1.14+0.14 121+0.15%

0.91+0.13 0.99+0.12°

Ap=0.157 adjusted for body weight,
height and level of physical activity.
Pp=0.072 adjusted for body weight, height
and level of activity.
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Table 4. T—and Z-scores in EDS subjects compared with controls.

EDS subjects Controls p value
(n=23) (n=23)
Lumbar spine (L2-4)
T-score
Unadjusted -0.514 0.119 0.088
Adjusted® -0.480 0.085 0.144
Z-score
Unadjusted -0.365 0.319 0.034
Adjusted® -0.311 0.265 0.090
Femoral neck
T-score
Unadjusted -0.619 0.106 0.024
Adjusted® -0.565 0.052 0.071
Z-score
Unadjusted -0.412 0.221 0.023
Adjusted® -0.351 0.160 0.087

Table5. Biochemical markers of bone turnover in EDS subjects compared with controls.

Variable EDS subjects Controls p value

BAP (u/1) 18.248 + 9.079 15.176 + 4.669 0.164
(23) (20)

OC (ng/ml) 23.382 + 10.322 22.670 + 5.336 0.774
(23) (20)

PICP (ng/ml) 109.609 + 31.049 107.885 + 34.424 0.860
(23) (20)

ICTP (ng/ml) 3.800 +1.832 3.370+£ 0.779 0.297
(20) (20

P 11 NP (ng/ml) 2.457 + 0.897 3.090 £ 1.059 0.052
(20) (20)

Dpd/Cr (nM/mM) 3.840 + 2.039 3.687 +1.418 0.785
(19 (20)

Values are the mean £ SD (n). The sample size varies for BAP, OC, PICP, ICTPand P 11l NP duetoin-
sufficient collection of serum of because samples obtained were not in the fasting state; and for Dpd/Cr
because some urine samples were not second morning void.

BAP, bone specific akaline phophatase; OC, osteocalcin; PICP carboxyterminal propeptide of type | pro-
collagen; ICTP, carboxyterminal propeptide of type | collagen; Dpd/Cr, deoxypyridinoline creatine ratio.



adjusting for body weight, height and level of
physical activity, there were no significant differ-
ences between EDS subjects and controls in BMD
at the femora neck. This indicates that the differ-
ence in femora neck density between the groups is
due to the effects of body weight, height and level
of physical activity.

The differences in our study compared with others,
may be that our study included a much larger num-
ber of subjects, a much more homogeneous popula-
tion in terms of age and sex, and excluded those
who had co-morbid states known to affect bone me-
tabolism. Furthermore, we compared our EDS sub-
jects with both a historical control database (Lunar)
and appropriately matched controls from our com-
munity.

Our results are in accordance with the findings that
a high frequency of articular complaints have been
noted in types |, I, 11l and IV EDS [8-10]. The ma-
jority of the subjects with EDS in our series re-
ported persistent arthralgias. Forty-four percent of
the EDS subjects in our study had scoliosis and
65% had had a joint dislocation, with most report-
ing dislocations in more than one joint. Other re-
ports have also suggested a high prevalence of sco-
liosis and joint dislocations in EDS [1,9]. An in-
creased prevalence of cardiac abnormalities was
reported in our subjects with EDS compared with
controls, in accordance with some [11] but not all
[10], studies.

Previous studies have suggested that the urinary
collagen biomarker ratio of deoxypyridinoline/
pyridinium (a derivative of specific lysyl and hy-
droxylysyl residues on collagen fibrils) is increased
in subjects with type VI EDS relative to both con-
trols and subjects with osteoporosis [12]. However,
intypes|, Il and IV EDS it has been noted that this
ratio isnormal [12]. Our study found atrend for the
aminotermina propeptide of type | collagen (P 11l
NP), a marker of nonosseous connective tissue me-
tabolism, to be decreased in EDS subjects com-
pared with controls (p = 0.052); however, in accor-
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dance with other studies [12], the remainder of the
biomarkers showed no difference between EDS
subjects and controls.

EDS type 11l subjects may have reduced BMD at
the femoral neck and be at risk for osteoporosis.
However, this reduction in BMD is accounted for
by differences in anthropometric measures and
physical activity levels.
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Ehlers-Danlos Syndrome and Osteoporosis

(Continued from page 7)

Increased physical activity in the form of regular
weight bearing exercises like brisk walking, have
beneficial effects on bone mass. The majority of
osteoporotic fractures are associated with falls. The
risk factors for falling are numerous, but are mainly
related to advanced age or ill health. A general im-
provement in fitness has the greatest effect in re-
ducing the risk of falling.

There are no studies in patients with EDS looking
at the benefits of different medication in treatment
of osteoporosis. However, till such studies become
available, there is no reason to deny patients with
EDS and osteoporosis the benefits of currently
available therapies. Women with EDS at meno-
pause should consider the use of hormone replace-
ment therapy (HRT) for at least ten years unless
there is an absolute contraindication.

HRT has been shown to prevent loss of bone and
halve the risk of myocardial infarction and stroke.
For these reasons, it may be worth considering
HRT in every woman with EDS at menopause. In
the last few years, many other treatments have be-
come available to treat pre-existing osteoporosis.
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Intra-nasal calcitonin, oral slow release fluoride and
newer bisphosphonates such as aendronate have
been shown to be effective in halting the bone loss
and in some cases reducing fracture risks. These
treatments can be very potent and need to be used
under careful monitoring by a specialist. With the
present resurgence of interest in osteoporosis, new
hormonal and non-hormonal agents are undergoing
clinical trials. The next decade promises to be very
exciting in the development of novel therapies to
treat osteoporosis.

SUGGESTED READING:

Ehlers Danlos syndrome and osteoporosis (L etter) A.A. Deod-
har, A. D. Woolf.

Annals of the Rheumatic Diseases. 53(12):841-2. 1994 Dec.

Osteoporosis and Ehlers Danlos Syndrome (Letter) P. C.
Coelho, R. A.

Santos, J. A. Gomes Annals of the Rheumatic Diseases. 53
(3):212-3. 1994 Mar.

Collagens and their abnormalities in a wide spectrum of dis-
€asES.

(Review) I. Kivirikko Annals of Medicine. 25(2):1 13-26,
1993 Apr.

Gillian (Jill) Douglas-Hand

(Continued from page 29)

CEDA relies heavily upon the wonderful volun-
teers that help keep the vision of CEDA dive in
their province.

Jill writes: "living with EDS has been both a chal-
lenge and a reward. On one hand, it helped me to
learn to manage with my own physical limitations
and learn other ways of achieving my goals - and
on the other hand, it has helped me to better under-
stand what people with greater disabilities must
cope with everyday. It is my hope to continue to
educate, support, and bring public and medical
awareness to Ehlers-Danlos Syndrome. Even
though EDS is a rare syndrome, we need not feel

isolated with its diagnosis. With joined hands
walking side by side, we can accomplish more to-
gether". Entries from the CEDA guestbook in-
clude: “Jill answers our desperate cries, by giving
us invaluable information,” “were not aone.”
“privileged to be associated with you,” “I ve found
friendships, communication, and genuine care,”
“learning so much,” “l never knew angels flew so
low,” “thank you for all you do for us,” “we are so
grateful for your efforts to provide such a great ser-
vice and resources.”

To find out more about Jill and CEDA - e-mail:
pghand@home.com



Theldeal Family Vacation... (Continued)

(Continued from page 17)

transport guests from the general parking lot to the
main entrance as needed (guests with disabilities
can also be dropped off at the main entrance).
Wheelchair rentals run between $10-12/day for
manual and $30-35/day for powered, including a
$20 deposit. Guests with disabilities typically enter
rides through the exit ramp. Please note, however,
few Six Flags parks have services for blind or visu-
aly impaired guests.

In other respects, each Six Flags parks is different,
so its best to call ahead. For example, while some
parks have a TTY at the Guest Relations Desk and
listening devices for shows for guests who are deaf
or hard of hearing, other parks have neither. Parks
also decide if a person with a disability can use a
ride on a per case basis. Some parks offer discounts
off the general admission price or free entry if a
person with a disability isnt using the rides, while
others do not. Similarly, guest service providers
knowledge of park accessibility varies from park to
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park. So, if you have specific questions, speak di-
rectly to a manager.

Before you embark on your trip, we leave you with
thesefinal tips:

Locate the infirmary or emergency medica sta
tion, as well as the lost and found, as soon as
you arrive.

Stay together as a family or use the "buddy sys-
tem" if you do split up.

Use caution if you allow your children to visit
rides or attractions where they cant be seen
(such as haunted houses).

Make sure you leave enough time to see crucial
sites. If you are in awheelchair or have a mobil-
ity impairment, prepare for longer wait times to
travel between sites.

And, last, but certainly not least, HAVE FUN!
Thisisavacation after all.

A Truly Magical Vacation

(Continued from page 11)

expensive?’” Yes, to be quite frank, the trip was a
bit expensive. But it was worth every dime, that |
can promise! Switching to the wheelchair every
other day was very important, as it readly did save
my strength and energy and allowed me to enjoy
my trip. Doing so was a big step for me, as well.
All employees were extremely courteous and eager
to help us make our trip easier and more enjoyable.
Never in my wildest dreams did | imagine that two
grown-ups could have such a truly magica
vacation — and | can't wat for our tenth
anniversary!

Getting Around The Netherlands

(Continued from page 12)

was only 6 pm and already he was oblivious to
spilling his drink in his lap. Finaly, Alinda got
there and pushed the scooter home. | started getting
very tired about the time a young man on a bicycle
stopped and offered help. He ended up taking me
to the apartment on the back of his bicycle, with
my girlfriend following with the scooter. It was
pretty scary—not because of him, he actually was
very nice—but just being on the back of abicycle.

Since then, | have gotten a mobile phone, so |
wont be stranded next time | run out of battery
power.

Wdll...that s all for now...
b Shalom, Shulamit



since MSM decreases the absorption of Vitamin C.
Vitamin C is an important factor in cell heath and
growth. With the 2,000 mg of MSM | began to
notice a change. My joints began to feel more
lubricated and my discomfort eased about 20%,
which made a big improvement in my ability to
move around with less discomfort. | gradualy
added more MSM and Vitamin C to my diet until
my pain level became more manageable. Today |
take 4,000-6,000 mgs of MSM each day along with
the appropriate dose of Vitamin C.

According to Dr. Earl L. Mindell, R.Ph., Ph.D.,
"Due to its positive wide-spectrum effect,
particularly in maintaining healthy cell formation,
dietary nutritional supplementation of MSM is
recommended at a daily rate of 2,000 to 6,000 mg.
The optimum effective dosage depends on body
size, age, the MSM blood level prior to
administration, and the nature and severity of the
condition you are treating. This means you can
experiment with different doses to find out what
works best for you." In addition, studies suggest
that the benefits of MSM can be enhanced with
Vitamin C, for each 2,000 mg of MSM a
supplement of 1,000 mg of Vitamin C should aso
be ingested.

| did not see any improvement in my pain levels
with the popular Glucosamine/Chondroitin
combination. In addition, research has found that
Glucosamine/Chondroitin  can up our bad
cholesterol levels, so | have chosen not to
experiment further with that combination.

These days both my father and | are still
experiencing relief from our MSM dietary
supplements, though weather changes such as
humidity, cold temperatures, and low pressure can
still bring on the discomfort. We both experience
much more pain relief from MSM than from any
NSAID we have had prescribed, and without any
negative side effects. Now, when | go to the movies
| can rise from my seat with greater ease and not
lose the person | came with.
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More Infor mation Online:
MSM Methyl Sulfonyl Methane Info Page:

http://www.worl dimage.com/products/info/
msm/msmfacts.html

Nutriteam: Biological Sulfur and Y our Health:
http://nutriteam.com/msm.htm

Advanced Medical Nutrition:
http://www.amni.com/reprints/msm.html

PacticalHealth.com:
http://www.practical health.com/msm.htm

Natural Food Sourcesfor M SM

Animal Proteins, Fish

such as lean beef Garlic

Asparagus Grains

Broccoli Legumes

Brussels Sprouts Milk

Beans, dried Onions

Cabbage Red Peppers

Clams Wheat germ

Eggs
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(ﬁ_}/\ Quiet Man /\_L\?

By Ron Pettit

Silent and Strong, Courage Beneath
Frame of agiant, soul of peace
Large of Stature, Gentle and Kind
A digest of what is good in Mankind
Destiny uncertain with awill to succeed
A son likethisisall that | need

Love Dad
C (written 2/26/91-
by Doug Pettit s father, Ron)
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MSM AND ARTHRITIS

Arthritisis the inflammation of joints, characterized
by pain, stiffness, swelling, and restricted range of
movement. All joints are comprised of two (or
more) adjoining movable bones, whose adjacent
surfaces are covered with a layer of cartilage, and
are surrounded by a fluid-filled capsule encasing
ligaments. More that 55 million Americans suffer
from osteoarthritis, rheumatoid arthritis, and related
conditions.

One of the most significant applications of organic
sulfur is its ability to alleviate pain associated with
systemic inflammatory disorders, such as arthritis.
People with arthritis report substantial and long-
lasting relief while supplementing MSM in their
diet in daily amounts ranging from 100 to 5,000
mg. Thisis admittedly a very large range, but indi-
vidual results vary dramatically. The beneficia ef-
fect is due in part to the ability of MSM to sustain
cell flow-through, alowing harmful substances to
flow out while permitting nutrients to flow in,
thereby preventing pressure buildup in cells which
causes inflammation in the joints and elsewhere,
and trandates to pain.

MSM AND MUSCLE SORENESS AND
CRAMPS

The nerves that sense pain are mainly located in the
soft tissue of our bodies such as the muscles. Many
types of pain can be attributed to pressure
differential involving the cells that make up tissue.
When outside pressure drops, cells swell and
become inflamed. Nerves register the inflammation
and we experience pain symptoms. Often whats
contributing to the pain is rigid fibrous tissue cells
which lack flexibility and permeability. Use of
MSM has been shown to restore flexibility to the
protein layer of cell walls, allowing fluids to pass
through the tissue more easily. This softens the
tissue and helps to equalize pressure thereby
reducing the cause of the pain. MSM, by equalizing
cell pressure, treats the cause of inflammation,
unlike an aspirin that treats the symptom by dulling
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our perception of pain.

MSM has demonstrated the ability to reduce or
eliminate muscle soreness, leg and back cramps,
particularly in geriatric patients who have such
cramps during the night or after long periods of
inactivity, and in athletes after periods of high
physical stress.

Marathon runners and other athletes who compete
or exercise vigorously can learn from trainers of
million-dollar racehorses. These trainers administer
MSM to their prize horses both before arace to pre-
vent muscle soreness and afterward to lessen the
risk of cramping. Post-athletic fatigue syndrome,
which generally follows intense athletic activity and
usually persists for eight to ten days, was gone in
two to three days in individuals who had taken 1-2
grams

MSM can be helpful for:
Degenerative arthritis
Rheumatoid Arthritis
Chronic back pain
Chronic headache
Muscle pain
Fibromyalgia
Tendonitis
Bursitis
Carpal Tunnel Syndrome
T™J
Post-traumatic pain and inflammation
Allergies
Heartburn and GERD
Hair Loss
Dry, cracking skin
Reduction of cataracts
Diabetes
Acne
Lupus
Snoring
Scar Tissue
Stress
Mental Acuity



Massage Therapy for Ehlers-Danlos Syndrome (Continued)

(Continued from page 20)

exercise. Moist heat or cold packs bring blood to
the muscles for nourishment. With massage of
various technique there are many great effects on
those suffering from chronic pain.

M assage benefits chronic pain by:
Triggering the relaxation response,
Relaxing tense muscles and joints,
Reducing anxiety,

Normalizing blocked energy,
Improving immune system functioning,

Restoring a cam mind and feeling of well
being, and

Releasing endorphins, the bodies natural pain
killers.

Additional coping strategies less frequently noted
include distraction, diet, electric nerve stimulation,
rest, water, bed and pillow, craniosacral therapy,
energy work and even smoking. The three women |
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interviewed taught me that pain is a common
everyday occurrence, and al of them felt the pain
increasing over time. This makes exercise difficult
and even walking can be strenuous for their bodies.
Through massage and other coping strategies, the
muscles are exercised by passive range of motion.
Passive stretching, done by the massage therapist,
also enhances tissue elasticity.

The discomfort these people live with on a daily
basis must be talked about in our community to
educate the people and the medical professionals of
today. More and more investigation is being done
to find the origins of the pain, but for now al we
have is the knowledge of a few coping strategies
and the time to figure out what works best for each
individual. It is exciting to know that doctors are
starting to realize the importance of alternative
health in conjunction with western medicine. At
medical universities today, classes are offered in
acupuncture, massage and herbology. In the
meantime, people share coping strategies with each
other by word of mouth.

Making theInvisible Visible (Continued)

(Continued from page 21)

arthritis can attack every joint, Ehlers-Danlos Syn-
dromes - every bit of connective tissue. Our hypo-
thetical Fibromyalgia sufferer could probably fill a
page simply listing symptoms she has every day.
Research has shown that doctors stop listening
properly after patients mention three symptomsin a
row, how can we expect the genera population to
understand people with fifty symptoms?

Another hallmark of invisible disabilities is non-
measurable symptoms. Our paraplegic can have a
nerve conduction test if anybody doubts him, which
is unlikely. But the lady with Fibromyalgia has
pain, decreased stamina, headaches, fatigue, and
nausea — symptoms which can easily be trivialized
and cannot easily be measured. This makes doubt-
ing her much easier for skeptics. Some people with

otherwise invisible disabilities carry walking sticks,
braces, or other visible medical equipment as much
to gain consideration as for physical support. Those
with invisible conditions may find it impossible, for
example, to stand in along queue at the bank or to
keep their balance without sitting down on the train.
The walking stick lets others know they may have
difficulties, so they can be given the consideration
they need. | m hoping, one day, that | wont need
that walking stick to get a seat on abus.

And in the meantime, youre still leaning against the
door of your car, trying not to cry, because you
dont want to yell at the guy for doing what he
thinks is right. But you didnt need that bit of pain
today - there is enough of that already.
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