We are pleased to release the Winter 2016 edition of the Answering TTP Foundation newsletter on Rare Disease Day 2016.
Help raise awareness for TTP by forwarding/sharing this newsletter and don't forget, Chance for Change in Toronto is on
April 23, 2016. Sincerely, Sydney Kodatsky, Chair, Answering TTP Foundation.You're receiving this email because of your
relationship with Answering TTP. Please confirm your continued interest in receiving emails 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.
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My name is Rhonda Keay. I am
47 years old, married and the
mother of three amazing
children. I live in High Prairie,
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Alberta, Canada and work at
Monahan Ford as a Service
Advisor.

How You Can Help

A few days prior to what changed my life, I had noticed what I

- Join our the Community

thought might have been a bladder infection. After several trips

- Share your Experience

to the restroom, the presence of blood was very obvious. I was

- Donate

diagnosed with a bladder infection and was given antibiotics
and told to go home and rest.

- Fundraise
- Participate in Support Group

The evening of Feb13th, 2013, I was not feeling well, so I

- Volunteer Opportunities

called my neighbor and co-worker, Marian, who came over to
check on me, and she then advised me that she was taking me
to outpatients. My speech was very slurred and I had fear in
my eyes. After the examination was completed, we were told
that I was having an anxiety attack and should go home and
rest.
I woke at noon and I was unable to speak.

Fun Games,
I called my

workplace as it was the one number I could remember. I was

Fabulous Prizes,

Entertainment &

fortunate that Marian answered the phone. She recognized my
impaired speech and knew I was in distress. She immediately

Auctions!

came and took me to the emergency department.
THE BEGINNING OF MY JOURNEY... I don't remember much
from the next two months of my life, other than what my family

Early bird admission available
until March 31, 2016. Early bird
admission $150 each before

has shared with me.

March 31, after $175 each.

I was admitted to High Prairie hospital and my family doctor

Purchase Your

started to run tests. My blood count (platelets) were at 6
(normal is over 150) and other levels were not normal; I was
very weak and lethargic. The High Prairie medical staff

Admission Today!

ordered an ambulance to transport me to Grande Prairie
Hospital, which was a two hour ride.
On February 14th, 2013, upon my arrival at Grande Prairie

TTP Awareness Hat

Hospital, the physicians started their examination and ordered
blood work and I started my first blood transfusion.

After

several tests and my first seizure, the doctors, still not really
understanding what was happening, sent me to the University
of

Alberta

Hospital,

in

Edmonton.

As

they

made

arrangements, they met with me and my family to inform us
that I may have a rare blood disorder called Thrombotic
Thrombocytopenic Purpura (TTP). In shock, I had my second
seizure and was placed on life support and airlifted to the
University of Alberta in Edmonton. There, I was greeted by a
team of physicians and quickly taken to ICU for my first plasma
apheresis.
On February 16th, 2013, the physicians shared their diagnosis
of TTP with my family. They told my family I had multiple
seizures, had a bleed on the brain, had had a slight heart
attack and my blood count was not normal. A central pic line
was inserted into my neck and arm and regular plasma
apheresis and blood transfusions were started to help my
blood count improve. My platelets and LDH were still not

Are you looking to take the first step to get
involved

with

the

Answering

TTP

Foundation?
Why not start by sharing the story of your
personal experience with TTP, or that of a
loved one. It is easier than you think.
Check out our tips to writing your story
here.
Sharing stories may help to strengthen
the voice of the TTP community while
raising

life-saving

awareness!

Your

submitted story will be published on our
website to help others facing similar
challenges as well as adding a face to
this rare blood disorder.

improving, which led the physicians to meet with my family to
ask if they were ready to take the next step to remove my
spleen. My husband signed the papers and off to the operating
room I went . . .

~ Rhonda Keay
To read Rhonda's full story CLICK HERE.
Available for a limited time.
Rhonda Keay participated in the
2015 Walk to Answer TTP
and was our Top Individual Fundraiser.
Rhonda also participated in our
2015 PATIENT EDUCATION DAY
in Toronto, Ontario in November of last year.

When you submit your story
officially, you will receive our TTP
awareness hat!

2016 Chance for Change Event
Coming Soon on April 23rd
Call to Action . . .
The 7th Annual Chance for Change fundraising event is just around the corner. This event, founded by
Sydney Kodatsky, was born in her basement. We've gone public since then, and now hold our event at the
Old Mill Inn in Toronto and have collectively raised over $700,000 to fund research.
The Chance for Change Game Night was established using Sydney's personal network. Lucky for the
entire TTP Community, international TTP patients and supporters are realizing the benefits through funded
research grants, patient education and more. This event has contributed 70% of the over $1M dollars
raised for the Foundation to date.
Locally, we have tapped out Sydney's personal network. It is your turn to get your network involved.
Many of us read these call to action articles, and are grateful for the generous support of the Foundation's
current volunteers and donors. Isn't it time that we all step up and lend support too? Chances are, that if
you're receiving this newsletter, you've been affected by TTP in some way.
Take the plunge this year. If you live,
LOCALLY join the organizing committee and sell tickets to the event, email
Events@AnsweringTTP.org for more details.
ANYWHERE else in the world, start your own fundraiser. Sydney started in her basement. You
could start off even smaller with something like a bake sale in your community, or jeans day at your
work. Check out our tips and 6 steps to organize an event here.

Purchase Your Admission Today!

_________________________________________________________________________
Click here to read more about
the Chance for Change event
and take a look through the
Silent Auction,

Live Auction and Raffle Items photos of our past events. We
come in all shapes, forms and
sizes. Send yours NOW!

hope to see you this year, and
if distance keeps you away,
organize a local fundraiser in
your community.

_____________________________________________________________________

Today is RARE DISEASE DAY 2016.
Mark the day by helping TTP research.
Take the survey.

Post Traumatic Stress and Depression in Adults with TTP
Dr. Shruti Chaturvedi, Vanderbilt University Medical Center
Why Participate: Your involvement in the study will help improve the understanding of the psychological
impact of living with TTP in order to identify resources to assist in improving quality of life for TTP
patients. People who have experienced a stressful event such as serious injury, threatened death or
serious illness often have problems with anxiety, depression and post-traumatic stress disorder.
Eligibility: If you are over 18 years of age and have been diagnosed and treated for TTP you are eligible to
participate in this research study. No other qualifications are necessary. The survey will take 10-15
minutes to complete.
Get Started: Open the survey in your web browser by clicking the link below:
Post traumatic stress and depression in adults with thrombotic thrombocytopenic purpura (TTP)
If the link above does not work, try copying this link into your web
browser: https://redcap.vanderbilt.edu/surveys/?s=MWHHH4433P

Privacy: All responses will be anonymous and no identifying information will be collected. The data will be
kept completely confidential and stored in a secure electronic database at Vanderbilt University. Only the
investigators will have access to the database and information will not be shared with any external
agencies. The results of this study may be published; however, individual information will not be
disclosed.
Questions: Please contact the research group directly atshruti.chaturvedi@vanderbilt.edu.
Please submit your survey responses by February 29, 2016 Rare Disease Day.
Click on the image below to learn more about Rare Disease Day.

TTP Patient Education Day Update
November 7, 2015 Toronto, ON
The day was a big success, with over 40 attendees from Canada and the US. Sydney introduced the day
and shared the Foundation's core purpose and values. Initiatives were discussed, including research,
fundraising, AnsweringTTP.org, educational material, patient support and advocacy.

The following speakers engaged our attendees throughout the day:
Make Your Mark: Keegan Johnson, Zenzaga shared his perspective on fundraising through his
own personal experiences raising funds for his son, who was diagnosed with a rare genetic disorder
(Prader-Willi syndrome). Participants were encouraged and challenged to organize fundraising
events in their own communities.
TTP and Resiliency - A Mental Health Perspective: Jordan Lewis, Social Worker presented the
topic and shared insights to how TTP patients and supports can be mentally affected through their
association with a rare disease.
Diagnosis, Treatment and Long-term Risks 2015:
Dr. William Clark spoke about his early days treating TTP patients when he had an apheresis
machine in his closet. He took our participants through a brief medical study of TTP focusing on
what the medical community has done and what they're learning.
Comprehensive Care for TTP: Sherri Sullivan, former Chair of the Foundation, led the discussions
on the efforts being taken to develop a comprehensive care model for TTP patients.
Opportunities to Lend your Skills to Make Change: Discussions were led by the Chance for

Change volunteers, focusing on providing insight to fundraising in local communities.
Participants enjoyed the face-to-face learning and collaboration opportunities. Each participant had the
opportunity to share their personal story during smaller supportive break out groups.

CLICK HERE TO LEARN MORE!

Research Update
TTP Patient Survey, Vanderbilt University Medical Center
This online survey will help to determine if survivors of TTP experience symptoms of post-traumatic stress
and depression because of their experience with TTP. Dr. Shruti Chaturvedi at Vanderbilt University
Medical Center is conducting a research survey to investigate the symptoms of post-traumatic stress
disorder (PTSD) and depression in survivors of TTP. Click here for more information and the link to the
survey.

IN THE NEWS - Phase 2 Study Results
Results of phase 2 controlled study to investigate a new drug's ability to reduce treatment time, when
administered in addition to the standard-of-care. Read more about this study and other journal articles
about TTP in our Resource Links. (Mention of any treatment products associated with this study are
provided for information only and their inclusion is not an endorsement of a particular product or company
by Answering TTP Foundation.)

2015 Walk to Answer TTP
Raised Over $40,000!
Thank you to all Walk participants and supporters that collectively raised over $40,000 this year to fund
research, education and patient support programs. Walk participants came through with their Walk photos
and videos, making it tough to choose the recipients of our annual walk awards. Take a look below at their
photo collages, and mark your calendars for next year - September 17, 2016!

Congratulations to the Walk Award Winners!

The 2015 Top Fundraising Individual Award went to Rhonda Keay

Rhonda Keay

The 2015 Top Fundraising Team Award went to Walking for Trevor
(Captain: Kathy Downs)

Team: Walking for Trevor

The 2015 Spirit Award went to team Annie's Army
(Captain: Annie Maynard)

Members of Team Annie's Army

Thank you to all of those who participated in, and donated to,
the 2015 Walk to Answer TTP Together!

Save the date for next year's Walk - September 17, 2016!

Patient Education Materials
Patient & Supporter Information Brochure
Patient Resource
Available in print in English and French. Available for download in
English, French, Italian, Simplified Chinese, Russian, Portuguese,
Punjabi, German and Spanish from www.AnsweringTTP.org

SDP Brochure
Patient Resource
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 brochures, 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.

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:
supplying fundraising support and guidance to raise funds for effective TTP research to ultimately find a cure!
developing TTP education materials and distribution initiatives to educate the public and the medical community to speed
diagnosis and save lives.
maintaining a consolidated information platform to disseminate information to the geographically dispersed community.
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.
providing a unified voice to ensure access to the safest and most effective treatments.
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

You are receiving this email in compliance with Canada's new anti-spam laws. While the anti-spam legislation does not apply to most
communications by Answering TTP Foundation as a registered charity, we would like to obtain your consent to continue to send
you important information from us, such as our newsletter containing news, updates and donation requests. You may withdraw your
consent at any time by simply clicking here to unsubscribe. We respect your right to receive only those emails you expressly
consent to in writing. We also undertake not to share your information with anyone as per our Privacy Policy. If you have any
questions, please contact us for more details at Contact@answeringttp.org.
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