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This book was written for those diagnosed with Ehlers-Danlos Syndrome. It can be difficult to
navigate the complexities of this condition, and I hope this book will help to prepare you to take
on the challenge of living life after the diagnosis. We are born with EDS, yet finally receiving a
diagnosis is devastating to many of us. This book includes some personal stories, so that you
will be able to see how others have dealt with the diagnosis and learned to live their lives as they
faced the challenge of EDS and overcame the obstacle of self-pity, to move forward into a new
life.Faith is the backbone of this book and I hope that through faith you will also learn to cope
with EDS.

From the AuthorWriting Zebras of Hope was a learning experience. I intended to have the book
done in a year or so, but Ehlers-Danlos Syndrome got in the way, and it took me much longer to
complete it. I enjoyed receiving stories from my fellow zebras, some of them are included in the
book, and some were, unfortunately, lost in computer crashes and upgrades, nonetheless, I
enjoyed "meeting" the people who share the zebra designation with me. Thank you to everyone
who has purchased Zebras of Hope, you made it a #1 best-seller in Genetics. About the
AuthorEllen Kelleher is a Christian, a wife, and a mother. She lives in the Back Mountain area of
Pennsylvania, with her husband, Joe; son, Ian; and their dog, goats, sheep, rabbits, chickens
and guineas. She makes the most of life with Ehlers-Danlos Syndrome, by spending time with
her loved ones and animals, and spending time in worship and praise and reading God's word.  
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my diagnosis of Ehlers-Danlos syndrome (EDS), I came to realize that there were no books
dedicated to coping with the pain and suffering that comes with the diagnosis. Being diagnosed
with an incurable disease is a frightening experience, and deserves to be recognized as such.
We zebras need to know that we are not alone; we need sources for sharing coping strategies,
difficulties, and successes.Some of you reading this may not know why I am using the term
zebra to describe those afflicted with Ehlers-Danlos syndrome. A medical zebra is someone
with a rare diagnosis. In medical school doctors are taught that when they hear hoof beats they
should think horses not zebras. Therefore many doctors will miss a rare diagnosis because they
only concentrate on the obvious. I was diagnosed with EDS several years ago. My initial
reaction to being diagnosed with Ehlers-Danlos syndrome was relief. I was relieved that there
was a name to go along with all the symptoms I had been suffering with for years. Soon
thereafter, however, I was overcome with grief for the life I knew I would not be able to live the
way I had planned. Hiking backcountry trails and working with wild black bears would be out of
the question. I would have to create new life plans and goals. Learning to accept my limitations
was the hardest part of the diagnosis.As I write this I am sitting in bed and living on disability
insurance, something I never thought would happen to me. I was the girl who went to the gym
five days a week, tried to eat right, and followed all the latest nutritional advice. I read Shape
magazine to keep up on all the current health trends. Yet when EDS started to break down my
body, there was no stopping it with exercise or nutrition. Typing and using a mouse became too
difficult for me to do regularly. I'm typing this book using DragonDictate. I am learning new ways
to take my life back and become independent again.I hope to use this book as a way to show
zebras who have been newly diagnosed that there is hope for a fulfilling life and room for joy.Part
IChapter 1What is Ehlers-Danlos syndrome?This book is not about the medical aspects of
Ehlers-Danlos syndrome (EDS); it is about living with Ehlers-Danlos syndrome. Yet, it is
important for me to give a brief overview of EDS and the different subtypes. I am not a medical
professional, and the information presented here was obtained through research and my
personal knowledge gained through living with EDS and communicating with other EDS patients
and families.Ehlers-Danlos was first described by Dr. Job Janszoon van Meek’ren in 1682, and
later described by Drs. Edvard Ehlers and Henri-Alexandre Danlos in 1901 and 1908, Ehlers-
Danlos syndrome is a disease caused by a mutation of the genes[1]. This mutation results in
faulty collagen, the basic supporting protein in connective tissue. Collagen is a fibrous protein
which provides strength and elasticity to the bones, ligaments, tendons, skin, organ linings, and
blood vessel walls, all of which are connective tissue and can be affected by this genetic
disease.6 There are several different defects known which can cause Ehlers-Danlos syndrome.



Prior to 1997, Ehlers-Danlos syndrome was broken down into eleven types which were given
corresponding Roman numerals. The classification system was revised during a meeting in
Villefranche, France by experts: Peter Beighton, Anne De Paepe, Beat Steinmann, Petros
Tsipouras, and Richard J. Wenstrup in 1997, creating a simpler classification system based on
symptoms. Under the new system, there are six major subtypes of Ehlers-Danlos syndrome.
These subtypes run true to a family, meaning that if I have classical type, I could not pass on
vascular type to my children.[2]The subtypes of Ehlers-Danlos syndrome are: hypermobility
(formerly type III), classical (formerly types I and II), vascular (formerly type IV), kyphoscoliosis
(formerly type VI), arthrochalasia (formerly type VIIB), and dermatosparaxis (formerly type
VIIC).2 There are other even rarer forms of the disease, some of which are only known to exist
in single families, but I will not go into any of those here.Hypermobile type involves the
hypermobility of both large and small joints. There may be some skin involvement; including
hyperextensible skin and/or smooth/velvety skin, as well as easy bruising. At the present time,
there is no genetic testing available for the hypermobile type. Therefore, diagnosis must be
made through clinical criteria, including the Beighton Scale (a diagnostic tool for measuring joint
hypermobility) and skin involvement. Some doctors are reluctant to give an EDS diagnosis to a
patient with hypermobile type, and prefer to diagnose them with Generalized Joint Hypermobility
Syndrome, Joint Hypermobility Syndrome, or Benign Joint Hypermobility Syndrome. The
biggest problem patients seem to have with the latter diagnosis is that it minimizes their disease
by calling it “benign” and therefore this diagnosis is no longer being used according to some
experts, however, I was diagnosed with it before receiving the corrected diagnosis of classical
type EDS, so it is still being used by some geneticists. A study conducted in 2009 found that
there is no clinical distinction between the hypermobile type of EDS[3] and the Hypermobility
Syndromes mentioned above.Classical type also involves both the skin and the joints, but with
the added likelihood of extensive scarring, organ prolapses, and hernias in children. COL5A1,
COL5A2, and COL1A1 are the genes that have been identified in classical EDS[4].
Unfortunately, skin biopsies are not sensitive enough to identify all cases, although they may be
helpful to confirm a diagnosis1.
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Sandrizzy, “Five Stars. Easy to read and very helpful for family and friends of EDS sufferers.”

TJ, “Completely useful. I haven't read a book in 4 yrs, but i saw that this book was out there for
free and I myself suffer from EDS, ( the same subtype as the author), and I can completely relate
in most ways to her struggles. There were a few spots of information about the history on EDS
that were interesting and also it was nice to learn about coping. GREAT BOOK!!!”

T.R., “Four Stars. Enjoyed the case studies/personal stories”

happymom5, “Would have been glad for more in depth information. Simple and basic book.
Would have been glad for more in depth information, but it was a fast and easy read that gave a
great over view.”

Ebook Tops Reader, “What I planned on getting. I’m learning about my condition and this is one
of my tools.”

Stan Fishburn, “vascular EDS. this was a great book and it showed the types of EDS that affects
my life any body.”

Jeanette, “Five Stars. Exactly as described and arrived on time”

Jemma Brown, “Informative. Great read for people newly diagnosed like myself.I only wish it was
longer and had more examples.Some content comes across as slightly patronizing.”

renee riddle, “It was easy to read and gave me hope. This book was very encouraging and
realistic. It was easy to read and gave me hope.”

The book by Ellen Kelleher has a rating of  5 out of 4.1. 87 people have provided feedback.
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