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Visit our website to see what we've added! 
www.USAPatientNetwork.org

Check out the new Tools section.

 Please email mdb@center4research.org if you have any comments or suggestions.

|| NEWS ||
Welcome Miara and Amelia!

Miara Jeffress received her Ph.D. from Howard University in Physiology and Biophysics, where
her work focused on understanding alcohol-induced heart failure.

"I am elated to become a part of this project and work with Margaret,
Diana, and all the dedicated patient advocates to put patients' interest at
the forefront of clinical research. After witnessing my own grandfather's
complications with heart disease medications, I realized that approval does
not necessarily guarantee safety and effectiveness for all patients and also
realized the influence that the pharmaceutical industry can have on
physicians. I decided to take matters into my own hands and started

researching and advocating for safer and better medications for heart disease patients. I look
forward to working with everyone to make sure that approval of medical devices and medications
are made based on what is best for the patients."
 
For those of you who did not meet Amelia Murphy at the November workshop, she is a
Research Assistant at NCHR and has been with the Center since September 2014. Amelia is
also spending more time on the Patient Network project, and is looking forward to seeing many
of you again at the advanced workshop!

Amelia graduated from Smith College in 2013 with a degree in Psychology and Italian and then
spent a year as a Fulbright English Teaching Assistant in Indonesia.
 

"I am thrilled to be involved with the Patient Network and its mission to

http://r20.rs6.net/tn.jsp?f=001zvaGHbpKurpNybj1JaoniFt51Gto6syvhWpgsnouwQErde_3hNtJXgqM2rJ0XFxO3lJSGzniBHDB3LW9f1mszUyDXgjDwfbGLY2S-99pm09ZMKl1tEZUbnq919fHA3vhCYMKfcBt9IZ-5DGxYKPWdt8SdlpQ-OCrE9Woun2rG61gM55ddbTBhQ==&c=&ch=
http://r20.rs6.net/tn.jsp?f=001zvaGHbpKurpNybj1JaoniFt51Gto6syvhWpgsnouwQErde_3hNtJXqipUfKG7gmfu8jSFYfV6nbLhy5EiV9jvEwVYjvnlY_NSQIYoNN7WJLAwVfrk7eNmG8BHE7SoMhI0JLta3hPD8A0ofsSP-hFvLMoWaVtNi9-7ZO9nmDIGT3u_3-QNFcjwBApr_FjEHYue63_pY_5Vu00nOohamdLTw==&c=&ch=
http://r20.rs6.net/tn.jsp?f=001zvaGHbpKurpNybj1JaoniFt51Gto6syvhWpgsnouwQErde_3hNtJXv0FmjefqvdDTcdUSPu2kfvhzQ9oMG9G1IWSOTX5JfqNKwZr3SvMJMrr5jcRYAh9r8Zt7K_ZWMsV94Ro7CADmc_k4cfD1NQs420VXa0OkKMEgLsMtnwFYwMfjlwC4-LTDw==&c=&ch=
mailto:mdb@center4research.org


make sure medical products are safe and effective for all patients. Several
of my close family members have passed away from cancer, and I saw
first-hand how confusing and difficult it is to know which medical products
are best to use. I'm glad I can be a part of such an inspiring group of
people who are truly at the forefront of helping patients across the
country."

Advanced Patient Training Workshop
June 3-4, 2016

Looking forward to seeing many of you at the Advanced workshop next week!  We've had some
last minute cancellations, so please email mdb@center4research.org if you are local (driving or
train distance) and interested in attending!

Website News

There's a new "Tools" section of our website, where you can find the slides from

our last workshop, in case you want to review them.

Patient Advocacy and Experiences in the news
 
The new FDA Commissioner, Dr. Robert Califf, spoke out about legislation in Congress meant to
speed up the approval process of drugs. He told the Wall Street Journal it "could pose significant
risks for FDA and American patients...Innovative therapies are not helpful to patients if they
don't work, or worse, cause harm." [Read more via the Wall Street Journal]

The pharmaceutical company Bayer hid the number of adverse events reported by doctors
regarding Essure, a permanent contraceptive device. Dr. Zuckerman stated "This is not the first
time that Bayer has misrepresented information about the risks of Essure, and it is time for the
FDA to realize that they can't trust the information that the company is providing." 
[Read more via NBC News]

|| OUR MEMBERS IN ACTION ||

What are our members up to?

Patient Network member and WomenHeart
Champion Katherine Leon spoke on a panel
at the congressional briefing "From
Prevention to Cure: Understanding the
Impact of Gender Inequity in Health" on May
12. She told her powerful story of surviving a
heart attack and the frustrating dismissal of
many doctors who described her as just an
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"anxious woman." She now works to make
sure that her experience does not happen to
others. National Center for Health Research
staff Amelia Murphy and Miara Jeffress also
attended.
 
If you have been involved recently in any
advocacy activity, we would love to hear
about it!  Email mdb@center4research.org
so that we can include you in our next
digest.

|| SPOTLIGHT ON A NETWORK MEMBER ||

Dru West - Petaluma, California
Dru became a patient advocate after her daughter Julia died in 2013
from massive pulmonary embolisms while using NuvaRing birth
control. Since then, she has focused her advocacy efforts on
educating young women about the risks associated with hormonal
birth control. She will be attending our advanced workshop next week.
During her time in DC, Dru will also be meeting with the National
Women's Health Network to improve the quality of information given to
women who are planning to use hormonal birth control.

 
What challenges did you face becoming an advocate? 
After my daughter's death, I wanted to do something. I asked myself, "What can I do?" and
wondered, "what is possible?" Unfortunately, because of confidentiality in lawsuits, it can be
very hard to connect with other families that have also lost their daughters in the same way. I
was lucky enough to meet Karen Langhart and Joe Malone (another Patient Network member)
who were instrumental in educating me and helping me start my advocacy work. 
 
My next challenge was to educate myself about the whole process. Not just the ins and outs of
hormonal birth control risks, but also the system that allows for the approval of drugs that have
significant safety risks.
 
What is your advice to others that are just starting their advocacy? 
Don't give up! Really take the time to educate yourself about the whole process, to understand
your issue and the system. I'm new at this too and connecting with others has been invaluable
to me, I have found it takes a village of advocates to work together on an issue.
 
What are your goals for the Patient Network? 
I enjoy learning and understanding what other groups and individuals are doing, and learning from
each other. I'd like to use the network to build a larger community, and find common issues we
can all work on together. 

For more information about research results regarding numerous new drugs and
devices, see www.center4research.org and www.stopcancerfund.org.
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