We are pleased to release the Summer 2014 edition of the Answering TTP Foundation newsletter. Help
raise awareness for TTP by forwarding/sharing this newsletter and don't forget REGISTRATION is now open
for the 2014 Walk to Answer TTP Together! Register Today! Enjoy! Sincerely, Sydney Bryant Kodatsky,
Executive Director Answering TTP Foundation.You're receiving this email because of your relationship with
Answering TTP. Please confirm your continued interest in receiving email from us. To ensure that you
continue to receive emails from us, add contact@answeringttp.org to your address book today.
You may unsubscribe if you no longer wish to receive our emails.

Newsletter
Summer 2014
Follow us

Joshua's Story

In This Issue
My name is Joshua
Ragan. I am 29 years
old, and have been
married to my wife
Megan for 3 years. I
have a beautiful 1year-old daughter and
another baby on the
way. I spent 11 years in
the U.S. Marine Corps,
and am now in the U.S.
Army National Guard,
along
with
having
another job at Securus
Technologies. I was
diagnosed
TTP
on
October 18, 2013.

October 18th started
off like any other day.
While at work, one of
my co-workers noticed
that I looked very
yellow. At first I
thought nothing of it
and blew off their comments because I figured they
were just messing with me. After a minute or two, I
noticed that I wasn't really feeling good, so I went to
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the bathroom to try to compose myself. When I
looked in the mirror, I noticed that my face did, in
fact, look yellow. I decided to take a picture of
myself to send to my wife to ask her if she thought I
should go to the ER. She quickly responded YES. That
was all the confirmation I needed. I informed my
boss that I had to leave immediately as I wasn't
feeling well and needed to head to the ER. As I drove
to the ER, I talked to my wife on the phone. She was
at work at the time but wanted to be with me to
know that I was able to get to the ER safe. When I
arrived, I remember parking but by that time I was
feeling even worse then when I left work, and I knew
something was seriously wrong.
At this point, my wife has to help me with the story
because I have no recollection of the details beyond
parking at the ER.
I was in the ER at the local medical center for
approximately 6 hours. They took several vials of
blood and ran extensive tests. It was during these
tests that the doctors noticed that my platelet level
was "non-existent". It was then that I was admitted
to the hospital for further testing and observation
over night. At this point, they had me on very heavy
doses of Dilaudid and nausea medication. Even
though they were giving me what they could for the
pain, nothing seemed to help. They ran several more
tests throughout the night but could not determine
what the diagnosis was. My condition deteriorated
during the night and the jaundice got significantly
worse as well. My whole body turned "highlighter"
yellow with jaundice and the pain got worse. I was
incoherent at this point and in constant pain, yet the
nurses told me I needed to try to get some sleep.

Join Joshua and the TTP community
from anywhere in the world
on September 20th, 2014
to improve the prognosis for all TTP patients.

September 20,
2014

REGISTER TODAY
EARLY BIRD REGISTRATION
TO AUGUST 18TH, $35 EACH
or $250 FOR TEAM OF 10,
AFTER $40 EACH OR $300
FOR TEAM OF 10!

Join the Movement to Raise
Awareness & Funds for
Research.
Walk in your community for
2 hours. Individual and
team registration
available.
T-shirt & custom donation
webpage provided.

What Did our
Community Survey
Reveal?

Check out the article about
our Patient Advisory Board
below to learn the results of
our 2014 Community Survey!

NEW TTP Awareness Hat

Participate in the
Walk to Answer TTP Together
to help raise life-saving awareness and funds for
TTP research!
Form your team today and Register Here.

That morning, the doctors told my wife that I would
need a liver transplant but because the hospital did
not have the capability to preform such a procedure,
I would need to be transferred to UT Southwestern
Hospital in Dallas, TX. The hospital administration
said that they were not sure if insurance would cover
me going to that hospital and that I may just have to
go to the VA hospital, which was about 45 minutes

Available for a limited time!

Patients and supporters who share
their story officially with the
Foundation will be sent a TTP
awareness hat.

further south of Dallas. Luckily, my wife was able to
work with the staff and our insurance company to
get them to approve me going to UT Southwestern.
Four hours later, the ambulance arrived to transfer
me.
When I arrived at UT, I was immediately admitted
into the ICU, right across from the nurses' station.
They had put me in this room because they felt
someone in my condition needed constant monitoring
and surveillance. They told my wife that I was sickest
person that had come into the ICU, and that my
chance of survival was 10%. They were getting my
wife, who was pregnant at the time and did not know
it, ready to prepare my will. By now, I was
completely unconscious, unresponsive and had no
idea what was going on around or to me. That is
when everything truly all began. While I was
unconscious, the nurses in the ICU took 15 vials of
blood and recorded my body temperature at 95.4
degrees.
At this time, my wife was introduced to Dr. D, the
doctor who saved my life. Dr. D was a kidney
specialist who worked hand in hand with Dr. P and a
slew of other doctors to determine what was going
on. They ran several tests, which included:
echocardiograms, blood work, CT scans, Sonograms,
and MRIs. I was still on a very heavy regiment of
painkillers and nausea medication, but they never
truly took the pain away. On October 18th, the
doctors had given me 2 PICC lines, one in my neck
and one in my arm. This was for easy access, not
only for medication but also for the rest of my
treatments. On October 19th, Dr. D sat down with
my wife and explained that I had a condition called
TTP. My wife had never heard of this condition and
the doctor explained to her how extraordinarily rare
and dangerous this disease was.
They started treatment immediately: 24/7 Dialysis,
as well as daily 4 hour long sessions of
Plasmapheresis. For 7 days, I lay in the ICU,
completely incoherent and sedated with pain
medication. Towards the end of my ICU stay, the
doctors had said that I was responding well to the
treatment and decided to move me from the ICU to
the 5th floor, which was the liver and kidney
transplant floor of the hospital.
By now I was awake, conscious, and able to
understand what was happening. One of the scariest
things for me is not remembering or knowing
anything that had happened while I was in the ICU.
The last thing I remembered was driving to the ER
and now it was 8 days later and I was in a different
hospital in a different city...To read the rest of

Joshua's story and others (CLICK HERE)

Joshua Ragan

Register your TEAM of
10 for the Walk to
Answer TTP Together!
Each team member will
receive an Awareness
Wristband!

Answering TTP Foundation is
arming teams of 10 in the
Walk to Answer TTP Together
with
TTP
awareness
Wristbands and T-shirts! These
will help get the conversation
started to raise awareness for
TTP to help save lives.

Register Today!

Organize a Fundraiser!
Garage Sale
Bake Sale
Car Wash
Everyone can raise money for TTP
this Summer. Check out our
website for more ideas!

Events Snapshot
September 20, 2014:
- Walk to Answer TTP Together
Ongoing:
- Support Programs
- TTP Denim Days

Recent TTP Support Groups
May 31, 2014 - Vancouver, British Columbia
The Vancouver TTP support meeting was
held on May 31, 2014.
The group enjoyed an informative two hour
session with Dr. Sreenivasan who gave a
presentation, took part in group discussion
and answered general questions. Special
thanks to local Answering TTP Foundation
volunteer Iveta, who helped organize the
event and attended to facilitate and share
her personal story.

June 3, 2014 - Columbus, Ohio
The Ohio State University TTP/aHUS
Research Program held its semi-annual
support group meeting on June 3, 2014.
There were about 40 participants in
attendance. Dr. Cataland provided an
update with regard to treatment and
answered general questions.
Sydney Kodatsky, Executive Director of the
Answering TTP Foundation, attended the
session to provide an update with regard to the important patient driven initiatives
undertaken by the Foundation and to share her experience as a 6 time TTP survivor.
Sydney emphasized the need for more patients to actively get involved to help sustain
the Foundation's international platform of support, education and research. Read more
about Sydney's trip to Ohio on the Blog HERE!
The next session is being scheduled for October and the group is expecting a very
respected TTP specialist to attend!

To find out how you can help organize a support group in your local
community CLICK HERE! From meeting at a coffee shop with a few
patients to organizing something bigger, we are hear to help guide your
organization of support groups that can be life changing for TTP patients
and supporters!

Why You Should Register to Walk in
the 2014 Walk to Answer TTP
Together...

As an Answering TTP Foundation community member you have probably seen this
picture before. It's the picture of one million tiny dots that we use to help visualize
what one million looks like. Of the one million tiny dots above, 3 are red to depict the
3 in one million people who are diagnosed with TTP each year. Around each red dot, 99
surrounding dots have been coloured grey to depict the people that have been
"touched" or are now aware of TTP because of that one diagnosis.
As an Answering TTP Foundation community member, you know that TTP can affect
anyone, at any stage of life. Maybe you battled TTP yourself or maybe you watched a
loved one battle it. Either way, TTP has touched you. That means you are a member of
a very exclusive group of individuals who knows something that the rest of the world's
population is unaware of. You are one of 0.03% of the population who is aware of TTP.
You are part of the population who can make a difference by helping to generate
awareness to the other 99.97% of the population.
Answering TTP Foundation was started by a patient, for patients and their families. It
was founded to help support TTP patients and their families through what can be a
difficult diagnosis and long battle to recovery. It was founded to help educate patients,
their families and their communities about TTP and how it can affect those touched by
it. It was founded to bring awareness to TTP so that one day everyone will know what
TTP means and what it is and so that one day TTP will not go undiagnosed. It was
founded to support research, so that one day TTP will have an answer! But one patient
and her supporters can not find an answer on their own. The Foundation needs help.
We need your help!
Registering yourself and/or a team to walk in this year's Walk to Answer TTP Together
is a great way to start getting involved with the Foundation. Challenge yourself to get
involved not only by walking on Saturday, September 20, 2014, but fundraise for your
Walk leading up to the event! The Foundation is here to help you help us to improve
the prognosis for ALL TTP patients.

Don't delay - REGISTER TODAY!

Visit our website, Facebook page and blog for additional information about our
organization and how you can get involved to make a difference.

Registration now OPEN for the 2014

EARLY BIRD REGISTRATION PRICING
AVAILABLE UNTIL AUGUST 18TH!
$35 Each or $250 for a Team of 10, after August 18th prices go up!

Register today to walk with a team or as an individual. On Saturday,
September 20, 2014 make strides to save lives in YOUR local
community, by walking for 2 hours!

Some of the great photos sent in by last year's Walk participants!

5 EASY STEPS to registration and participation in the 2014 Walk to
Answer TTP Together:
1. Register your self as an individual or as a team captain if you have 10 people that

will join you! Hint, ask your friends, family and coworkers! CLICK HERE to register
today.
2. Customize and share your donation page (teams and individuals each get
customizable pages) with all potential supporters.
3. Pick a starting location and time for your walk on Saturday, September 20, 2014. If
you are walking with a team, be sure to let them know!
4. ALERT THE MEDIA! Invite local media (TV, Newspapers and Radio Stations) to come
to your walk to take pictures or interviews of you on or before your Walk!
5. Take lots of pictures and video on the day of your event to share with the Answering
TTP Community.

For more information please visit the event website
HERE.

This is your chance to contribute to the TTP movement!
Get involved and raise live-saving awareness and funds
for TTP research!

DESIGN THE 2014 WALK TO ANSWER TTP
TOGETHER T-SHIRT

CLICK FOR DETAILS

Congratulations and thank you to the Chance for Change Committee
for putting on such an amazing event. This year the Chance for
Change Game Night to benefit the Answering TTP Foundation raised
an astounding $200,000!
A Note from the Co-Chair, Kelly.
Our annual signature event has
come and gone for another year!
After 5 years, I continue to see
change. Change in the attendees,
change in the committee, change in
the event itself.
I am always
amazed at how it seems from the
committee side, that it will never
come together but somehow it
always does, with amazing results.
This year posed some interesting
twists and turns. My role within the
committee has always been part of
the leadership group. I like to make
decisions and help others to be as
Sydney and Kelly at the Chance for Change Game Night. effective as possible with the hours
they give to the event planning.
However, this year, not one, but two of our leaders had health issues that prevented
them from participating in the weeks leading up to the event. I was ready for the task

to lead our team through the execution of the event.Our team of fabulous volunteers,
many with several years on the event committee, really shined! This was a testament
to the many years of fine tuning by our leadership team and the quality of the people
on our committee. Every basket was created and auction items placed with flare,
every gift bag was filled, tables shuffled, cash out setup, decorations hung, AV
equipment placed, gaming tables, band, information tables and speeches were all
prepared as if it was second nature to do this. Our young volunteers worked
feverously carrying items up and down stairs non-stop! I could not have executed this
event without the people who graciously give hours and hours of their own time to
make this event happen.You guys rock!
The results! $200,000 raised! Unbelievable!! Thank you to all the people
who attended the event, perused the auction tables for some deals and generously
donated to such a worthy cause. I had an interesting view of the event from the
podium and I can only tell you that it was overwhelming. To see people talking and
laughing and having a good time was very rewarding for me. The view of 3 rooms
filled with people, prizes, food, games and music made me take it all in for a second
and reminded me why I could forget I was tired and remember that the rewards go far
beyond the money raised. Certainly, the event is there for the benefit of Answering
TTP Foundation but it was more! It was an event where many people knew each other,
they were enjoying each other's company, good food, drinks and some entertainment.
The feedback I received the night of the event was very positive, people could see the
fruits of our labor. It was magical.

Chance For Change Game Night 2014
Each year we set a fundraising goal that is a bit higher than the year before. This year
was $175,000. It seems like such a daunting task to reach such a large amount. It
takes everyone on the committee to participate. We all help - some are great at
securing corporate sponsorships, some silent auction prizes, some at ticket sales.
Every bit helps us reach our goal. I think it surprises me every time when the tally
comes in. It is amazing when the number is so large. I am overwhelmed by the
generosity of our donors! What a great community of companies, patrons, friends and
family that support this charity.
When I look back on the years I have been part of this committee, and the times I
thought I didn't have the time to help, I truly would have missed an opportunity to
meet so many great, fun, talented people had I chose to be complacent. I can assure

you, my personal rewards are in the ability to be part of something that has the
potential to make other's lives better. Sometimes, all we have is time to give, but I
cannot think of a greater gift to give.
We have already started planning next years event! We might surprise you with some
change next year, but I look forward to seeing all those smiling faces having a great
time at next year's event. See you soon.

- Kelly
To see more pictures of the 2014 Chance for Change Game Night visit
the Foundation's photo book by CLICKING HERE!

NEW Research
You read correct, the Foundation is excited to announce that it has recently agreed to
begin funding a NEW Research Grant! To date the Foundation has committed a total
of $499,605 to research through 2016!

About the new research:
Long-term Vascular Outcomes of Idiopathic
Thrombotic Microangiopathy Treated with Plasma
Exchange
Thrombotic microangiopathy (TMA) is a rare blood
disorder in which blood clots form in small blood
vessels throughout the body, limiting the flow of
oxygen-rich blood and nutrients to organs such as
the brain and kidneys. This increased clotting leads
to consumption of platelets (cell fragments) and
may set in motion a long-term process of damage to
the organ and its blood vessels. The treatment of
choice for this potentially fatal condition is plasma
exchange, a procedure that removes proteins from
the blood that are affecting clotting and replaces
them with normal proteins that help prevent
clotting. With more people surviving their TMA,
attention is now needed on the long-term
consequences of this disease. Our goal is to study
the risk of kidney failure, heart disease, clotting,
Dr. William Clark
and pregnancy complications among people
successfully treated for TMA with plasma exchange.
We will use our findings to better inform doctors and their patients on the long-term
prognosis of TMA after initial treatment. This research may also inform strategies to
prevent the adverse long-term consequences of the disease.

To learn more about the Foundation's research grants CLICK HERE!

Our Patient Advisory Board
Did you know that the Foundation has a Patient Advisory Board? Or
what this group of dedicated patients has been up to?

Answering TTP Foundation's Patient Advisory Board (PAB) was founded in 2012 to
formally establish a strong patient voice within the Foundation. To date, the PAB is
made up of 9 dedicated patients and is still growing!
PAB members regularly represent the Foundation at conferences and meetings within
the rare diseases community. For example, representation at meetings of the Canadian
Organization for Rare Disorders (CORD) and the Network of Rare Blood Disorder
Organizations (NRBDO) has enabled the Foundation to be at the forefront of issues
surrounding awareness, advocacy and treatment of rare diseases. It also offers us the
opportunity to bring our patient opinions and feedback to the discussions.
In addition to sending representation to external meetings, the PAB also holds their
own meetings via telephone conference call. The group discusses advocacy issues and
creates working groups as needed. Past and current projects include: providing
feedback to our partners in the TTP and rare diseases community, creating a TTP
Volunteer Speakers Bureau, advocating for appropriate access to Solvent Detergent
Plasma (SDP), creating an annual TTP community survey and composing a TTP
Comprehensive Care document.
In March of this year, the Foundation sent out its annual TTP Community Survey. This
survey was designed to be completely anonymous to allow for an open sharing of
information from patients to the Foundation. Thank you to all of those who responded.
The results of this survey are extremely useful to the Foundation in a number of
capacities, including but not limited to: identifying gaps in patient support and
education; advocacy requirements; and, ideas for potential research opportunities.
This year's survey focused on collecting information surrounding patient treatment and
patients' willingness to be a part of a registry. Below is a peek into some of the
statistics that were gathered from this survey!
Respondents:
105 patients responded to the survey from 8 different countries.

Treatment:

Respondents also mentioned seeing the following specialists after their TTP
diagnosis: Internal Medicine; Social Worker; Urologist; Otolaryngologist;
Endocrinologist; Opththalmologist; and/or, Acupuncturist.

Long term side effects of TTP:
When asked how TTP is still affecting respondents life today, the top 5
responses were:
79% Anxiety
67% Memory Issues
57% Concentration issues
56% Constant fatigue
32% Fear of travelling
To see the entire 2014 Survey Findings Public Document CLICK HERE.

Are you a TTP patient who is interested in getting more involved
with the Foundation? Consider joining the Patient Advisory Board!
For more information visit the website HERE.

Doctor to Doctor Connect
Are you a medical professional with a challenging TTP case? Would you like to discuss
this case with one of the members of the TTP Medical Advisory Network?
If so, please send an email to us at Contact@AnsweringTTP.org providing your contact
details (name, hospital/office name of where you practice, method of contact you
would like us to reach you at). We will then connect you with an appropriate member
of the Medical Advisory Network.

SDP Brochure
Patient Resource

Available in print and via download. We are in the process of
translating ... Check back soon.
The Foundation is enthusiastic to see that SDP has become
more available. We hope that this momentum is continued to
enable access to SDP for all TTP patients that may benefit from
it.
In an effort to spread understanding of this product, Answering
TTP Foundation has produced a SDP education piece. This
educational brochure is available for free download from our
website to everyone.

Attention Doctors

If you would like to order copies of the brochure, at no cost,
please register with us. We would be more than happy to
ensure that you receive copies of this educational piece to distribute to TTP patients.

Patient Brochure
Patient Resource

Available in print in English and French. Available for download in
English, French, Italian, Simplified Chinese, Russian and Punjabi
from www.AnsweringTTP.org
The TTP Patient Informational Brochure is designed to help new
patients and families understand a TTP diagnosis and direct them to
Answering TTP for further support.
The brochure includes an overview of the disorder, a patient story
and information about Answering TTP Foundation, in an effort to
relieve some of the anxiety felt by new patients.

Attention Doctors

If you would like to order copies of the brochure, at no cost, please
register with us. We would be more than happy to ensure that you
receive copies of this educational piece to distribute to TTP patients.

Request for Patient and Supporter Stories
Are you looking for a way to contribute to, and get involved with, the Answering
TTP community but you don't know where to start?
Why not share the story of your personal experience with TTP
as a patient or, if you are a supporter, the experience of a
loved one you stood by as they went through or are going
through TTP.
We are looking for TTP patients and supporters to share their
stories with us, to help strengthen the voice of the TTP
community and raise life-saving awareness for TTP. Your
submitted story will be published on our website and/or used
like Joshua's story on the front page of our newsletter to help
others facing similar challenges as well as adding a face to this
rare blood disorder.
To learn more or to get tips on how to start telling your story visit our Story
Submission Page.

Now, for a limited time, when you submit your story to us officially you
will receive our NEW TTP awareness hat!

Ongoing Support
Every person touched by TTP provides further insight into this complex disorder and
Answering TTP Foundation's support programs are consistently growing to reach more

patients. Sign up for the Answering TTP Community to ensure you receive invitations
to participate. Other support initiatives include:
Patient Connect: Both newly diagnosed TTP patients and more seasoned TTP patients
are encouraged to click here to register for this new program designed to connect
patients to provide peer support. Help break down geographic boundaries by sharing
your experience to help others.
Local Support Groups: These groups are currently running in Vancouver, Calgary,
Toronto and Saint John. The Quebec Roadshow promises to connect the Answering TTP
Community with Quebec centres to begin additional sessions. For information about
organizing a session in your community visit www.AnsweringTTP.org.
New TTP Patient Brochure: This informational source outlines TTP in easy-tounderstand terms, and informs patients that Answering TTP Foundation is here to
support them. The brochure has been translated into Italian, Simplified Chinese,
French, Spanish, and German and is available for download in these languages from
www.AnsweringTTP.org.
Facebook: The Answering TTP Facebook page (click here) is an online support forum
to enable the Foundation to connect with TTP patients around the world and raise
awareness for TTP within the social media space. On this site, we discuss current topics
and answer questions from the patient perspective. Posts can be circulated to your
Facebook friends by simply clicking on the "Like", "Comment" or "Share" buttons.
Website: www.AnsweringTTP.org was created to be a resource for the TTP
community, and a place to raise awareness for TTP. Patient stories listed on the site
help personalize the complex condition to help other TTP patients. Stories also garner
interest and support from the public to raise awareness. Also, links to other
educational resources are listed.
Answering TTP Foundation is committed to supporting those touched by TTP. We are
growing our sustainable initiatives through our Roadshow connections and medical
community relationships.

Connect Online
We are raising awareness for TTP through social media. Follow the blog and connect via
Facebook.

Share posts with your network to help raise awareness.

A diagnosis of TTP, Thrombotic Thrombocytopenic Purpura, is scary and complex. Many patients have never
heard of this 3 letter acronym before, nor do they have any idea as to its ramifications. Moreover, patients
are told over and over that we "just don't know":
why it happens
what may trigger a relapse from remission
why some patients relapse and others do not
what the long term prognosis is
how to ease treatment
how to cure TTP

These questions remain unanswered because research is limited. TTP is an orphan disease that afflicts 3 in
1 million people per year. It is too rare to make it economical for pharmaceutical companies to specialize
research to find a cure. The purpose of Answering TTP Foundation is to help find answers to these questions
by connecting patients and supporters. Together, we can raise awareness and raise funds to support
patients, treatment and research.
Answering TTP Foundation provides the Canadian national TTP community with a supported platform to
further common goals including:
providing patient support to alleviate the feeling of isolation that accompanies the diagnosis of a
rare disorder;
inspiring TTP patients and supporters to share their stories to help enrich the TTP community and
garner public support for TTP;
maintaining a consolidated information platform to disseminate information to the geographically
dispersed community;
providing a unified voice to ensure access to the safest and most effective treatments;
developing TTP education materials and distribution initiatives to educate the public and the
medical community to speed diagnosis and save lives; and,
supplying fundraising support and guidance to raise funds for effective TTP research to ultimately
find a cure!

We need your help to improve the prognosis for TTP patients. Help us find the answer to TTP.
Answering TTP Foundation
www.AnsweringTTP.org
22 Prince George Dr.
Toronto, ON M9A 1Y1
416 792 4656 | toll free. 1-888 506 5458
Contact@AnsweringTTP.org
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