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The story of Imogen, her sister, a rare genetic disorder, and a journey through it that she didnt
think she would survive. A story told through Imogens eyes. A story that forever changed her life
because of this rare genetic disorder that took the lives of her mother and younger sister.

About the AuthorI've always liked writing. My enthusiasm for writing has a number of threads to
it. I enjoy the doing of it; trying to make it readable and useful or useful and entertaining. I enjoy
sharing what I've had to root-around to find and have, very often, realised while doing that the
need to have the information that I've needed to discover, and found helpful, presented in a more
accessible way.
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We all hope for a happy ending in life. We hope for the best during life. Or a version of it anyway.
That doesn't always happen though. In my story especially. It hasn't been the easiest. In fact, it
has been worse than most realize. I just refused to let anyone know about the unbearable pain.
This journey hasn't been any different. My story is my own though. It is my story that I hope helps
others. ******** My name is Imogen. I had a somewhat normal life. Average for kids my age. I was
raised in rural town in a predominately Southern Baptist area of Georgia. My mom had been
raised there and had met my dad while she was living and working in South Florida where he
was from. They hit it off, began dating, and eventually, married. They thought they wouldn't have
kids. They were content with that. Until she found out she was pregnant with me. They were
ecstatic four years later when Maggie was born. I had been less than thrilled for a while. I was
content with singledom. She made my life happier though. I'll give the half pint that much. I am
happy she became part of my life.Mom had grown up in a relatively large family. Her older
brother had a way of protecting her (obviously) and being a goofball. He had gotten a job in
some energy company. He loved it. My grandfather (her dad) had died when I was a toddler. I
don't really remember him. My grandmother (her mom) died of cancer when I was 16. She was a
cook and loved it. There were also more than just a few cousins. A ton of cousins actually. Her
family was spread out a little. Mainly in Illinois, rural Georgia and Florida. She had moved down
to South Florida in her mid twenties to pursue different avenues she was interested in. She didn't
know what to expect. She didn't mind much either. She wanted to experience life outside of her
little rural town in Georgia. She met dad through a friend who was dating his co worker. The end
was history after that.Dad on the other hand, he was the oldest of three. He was born and raised
in South Florida and had been the more productive of the three. His career in coaching Baseball
after a lifetime of playing had already gained him several accolades. His younger sister Amelia
got certified in some job that she could, and would, have the rest of her life. It was a some kind of
job that offered stability as well as quite a bit of money long term and quite a few benefits on top
of that. It would be his younger brother that didn't do much with his life. He had odd jobs in
several cities and traveled a few places. A stroke he had took its toll on him though. A friend that
did him wrong that caused the stroke. He went to live with my grandmother after it happened. He
basically gave up on life after that. My grandfather (his dad) had already passed by this point. He
had been gone several years by this point. I was a kid when he died with a few memories. All of
them being related to the fact I was playing baseball at the time. I was also becoming an Left
Handed Pitcher by then. He was far more interested in that than anything else. Instincts he
always told me. Go with them. My grandparents told dad to "not lose this one she's a keeper" (in
reference to mom) after meeting her. Once.It had taken me a while to adjust to Maggie. I didn't
want a sibling. I was fine with being an only child by my parents. That was just me being
introverted though. I know where mom was coming from though when she said having a sibling
would be an awesome time. I already had my older brother Sam though. Even though he was a



little older and not really around. I still had him. I still knew what mom was trying to say though.
She was always the outgoing one. Even as a toddler. She would be running around playing with
everyone while I was in a corner. With my nose stuck in a book. I was harder to find at the end of
the night. Both mom and dad had gone into teaching. Not a big surprise to anyone. It seemed
like mom was on the road to one day be Principal at one of the schools. The High School more
than likely. It wouldn't have surprised me.I never thought I would leave aside from family
vacations. I didn't really want to. There were plenty of jobs I could work in that didn't require me
to leave home. I thought I would live and die there. I couldn't see myself EVER leaving. I figured
get a job at the local paper and work for them the rest of my life. Or do something in the writing
field that never required me to leave home. Or even Meteorology. I knew there was a chance of
me leaving at some point. I didn't see it happening for very long. I knew I would get too homesick.
I had stopped dreaming of the outside world. The little interest I had eventually faded away. I saw
myself marrying someone and settling down with a few kids of my own. I was content with where
my life was going and living in my hometown. Despite my obvious talent in softball and eventual
love for wrestling. I didn't realize just how much my life would change though.Life has a funny
way of making out live interesting. My life done got real interestin' too at a young age when I hit
puberty at a young age. I was ten. Yes. 10. I hadn't had any kind of talk with mom about that until
it actually happened. She didn't think it would happen for at least three more years. Five tops. I
began having severe headaches a little over a year later. My mom worried about me considering
the family history on her side of severe migraines. I didn't completely understand it. I just wanted
them to go away. It began interfering with everything. It seemed like that to me anyway. I was
almost twelve after all. They became an annoying pain when they happened. That is, until I
began having seizures out of nowhere that drastically changed my life. A domino effect was set
into motion.I began having seizures when I was twelve. The last few months of school (April and
May) were somewhat of a blur. I know a missed quite a bit of school each time I had a seizure.
Six different times. It was usually just a day or two though. It was rough on me though. I missed
things I needed to learn. I hated it. I accepted whatever happened though. It wasn't entirely in my
control. I did what I could though. It didn't change the fact people didn't want to be anywhere
near me anymore though. It hurt me. To me, they were telling me they didn't want to be my friend
anymore. That I was contagious. They didn't want to catch it. So they stayed away from me most
of the time.They failed to realize I was still the same Imogen as before. I was just a little different
now. I had few friends by the end of the year. The following school year was entirely bad. I'd far
rather things have been different. But things happen though. Thats life. Things happen.
Sometimes, far out of our control. I felt entirely unprepared for everything that was being thrown
at me. I was just a kid after all. I was inexperienced with everything going on with me. I kept going
though. Even I don't know how I got through some of it. I went at life a little differently being one
of the few reasons though.Mom died a few months later in September. A few months after my
seizures began. And just weeks after my birthday. I was barely thirteen and was having to begin
life as a surrogate grown up. In Jewish culture (dad is half Jewish), thirteen is the age where kids



begin take on more responsibilities until they're eighteen. I got far more responsibilities than I
ever thought. We didn't even fully know what was going on with me yet. My mother died never
really knowing what was wrong with me. We hadn't even really known where to begin aside from
the family history of severe migraines. Her death from a Brain Stem Stroke and a Heart Attack
shocked everyone. Something that didn't often happen to people her age. At the time, it was a
freak thing. She had woken up the morning it happened feeling a little off. By that night, things
had significantly worsened. She went to sleep and never woke up. Dad came back to check on
her prior to going to work to find her barely alive and rushed to the hospital. Tests showed she
was brain dead. It didn't take long to decide it was better to let her go than keep her alive just for
us. I was the one that said it too. Everyone looked at me shocked to high heaven that I done said
it too. I wasn't afraid to do so. I was being realistic. Even though I was a child. So she was taken
off the machines and given hours to live. She breathed her last six days later.Her death hurt me. I
was already going through something I knew I couldn't get through alone. Her death left a
ginormous hole in my life. In my heart, in my soul, and thrown into a black hole of depression. I
rarely talked about it. It felt like a burden I had to carry alone. I had my younger sister to worry
about though. So I focused on helping her rather than myself. I suppressed more than I
sometimes realize. She was still a child and trying to make sense of why mom wasn't there
anymore. She didn't quite understand why mom had been in the hospital and not waking up. I did
what I always do. I made a little story out of it that she would understand. I too was still a kid too
though. I understood on an entirely different level. It didn't take away from the fact I was still a kid.
It was hard for me to wrap it around my head. I knew I had to watch over my sister though. I had
to make sure she was okay and safe. I had to make sure she was going down a decent path in
life. In time, I feel like I failed. She was old enough to make her own decisions and mistakes
though. It didn't change the fact of how hard it was trying to not control everything she did.My
love for wrestling had kept me going most of the time. It was one of the few places I was actually
social. Some of them even helped me with my math homework from time to time. I had always
saved math homework for last. Often times, it was Saturday night by the time I got around to it. I
looked forward to the once a month where I would have some help with it in an unusual setting. I
loved them even more for taking the time to even do so when they didn't have to. By that point
though, I had become family. To them, they were just helping their sister with her homework. To
me, it was having some extra time with someone I didn't often see. I was happy for them to help
even though they'd just put their body through the ringer. Life happened though. I began going
less while focusing on getting into college more. While trying to find a job to help and be more
independent. I felt like a failure for not being able to get a job. I didn't have experience. Of course
I wouldn't, I was 16! How am I going to get it if I ain't hired nowhere? That don't make no sense to
not hire a fresh 16 year old just because they ain't got no experience. It meant we couldn't go as
much. I didn't really have much time to go as time went on.
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