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

Check out the new News and Ideas sections.

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

|| NEWS ||
FDA Patient Representatives Needed

The FDA needs more patient representatives on
their Advisory Committees! Here's their list of open
positions from their website. Please let us know if
any of you are interested and we can help you apply.

The FDA coordinates and recruits over 200 Patient
representatives who are patients or primary
caregivers to patients. Patient representatives are
selected based on their knowledge and experience
with various diseases and conditions, and participate
on FDA advisory committees and panels. Patient
Representatives have the potential to influence FDA
decisions about  drugs, biologics, and medical
devices. For more information about the FDA Patient
Representative Program and to see what
qualifications are needed to become an FDA Patient
Representative, click here. Or contact the USA
Patient Network's Margaret at mdb@center4research.org. 

Patient Advocacy and Experiences in the news
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Even as scrutiny of medical device for back surgery
intensified, complications went unreported for years, and
patients were terribly harmed. [Read more]

Finally! Measuring patients' health by asking patients
(not just doctors) how they are doing! [Read more]

What is Yelp's Role in the Patient Experience? [Read
more]

Want to stay informed?
 
Our USA Patient Network is designed to keep you up to date on ways you can be an influential
advocate on behalf of patients.  If you'd like to have more information about FDA issues directly
from the FDA, you might want to consider signing up for FDA's electronic newsletter, Patient
Network News. It is concise and readable, and it will keep you up to date on new medical
products on the market, drug and device warnings, upcoming public meetings, etc. Anyone can
sign up for the free newsletter here. You'll have to submit your email first, and then you'll be
presented with a long list of FDA issues, where you can select other issues you might be
interested in too.

|| OUR MEMBERS IN ACTION ||

What are our members up to?
 
Many advocates want to know how to effectively work with FDA, but they may not know how to
do this. The FDA's Center for Drug Evaluation and Research (CDER) hosted a workshop on
March 31 about what you should know for effective engagement. As FDA tries to focus more on
what is meaningful for patients, they are working to increase the patient's voice during the drug
approval process. Patient advocates noted that successful advocacy is not only about getting a
drug approved. It can also mean getting FDA to pay more attention to a certain disease, or to
make sure a medical product is safe and effective before going on the market. NCHR's
Research Assistant, Amelia Murphy, attended the workshop and felt that the information would
be helpful for any patient advocate trying to engage with FDA. To learn more about CDER and
the drug approval process, see the workshop's materials here.
 
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 ||

Terri Ellsworth - Coraopolis, PA
Those of you who attended our November 2015 Workshop met Terri
Ellsworth. Terri's son Billy was diagnosed with Duchenne's muscular
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dystrophy (DMD) 11 years ago. Billy has been a participant in the
clinical trial for Eteplirsen, a drug made by Sarepta, for the past 5
years. Terri and Billy are preparing for the upcoming Advisory
Committee hearing for Eteplirsen drug at the end of April. Terri has
organized letters from parents to the FDA describing problems with
the FDA analysis, and from Congress to the FDA to remind them that
they should have a flexible approach to research for rare diseases

according to FDASIA, a law passed in 2012.

In addition, Terri was asked to be a panel member in the upcoming Orphan Drugs & Rare
Diseases Global Congress 2016 Americas in Boston in June.

How did you find out about a clinical trial?
After Billy was diagnosed, I signed him up on Duchenne Connect, a website designed to alert
families of possible clinical trials and treatment options. After a few years, I received a call from
Dr. Mendell (Principle Investigator) himself to see if Billy would be interested in being screened
for the trial. I was ecstatic to have been selected for the trial, because I knew they would only be
accepting a small number of boys.

The trial was a randomized, double blind controlled clinical trial, and after the 24 weeks of
treatment we were notified about which group our boys had been in. I remember how excited I
was to find out that Billy had been selected to receive the drug. Billy has continued to receive
the drug for the past 5 years and is still doing remarkably well.

Have you participated in any other research studies?
Billy is also participating in a research trial to develop better endpoints for measuring DMD
damage to muscles. Imaging DMD uses MRI technology to visualize the damage to muscles.
We are hopeful that our participation will help improve outcome measures for future research on
boys with Duchenne's.  Billy is also entering his 8th year in a natural history study, to study how
the disease progresses over time. Natural history studies are so important for any disease. He is
so dedicated to helping researchers learn and understand more about his disease.

What is your greatest accomplishment as an advocate?
I walked into my congressional representative's office, Congressman Doyle, and he says, "Hi
Terri, how is Billy?" This really made me feel like advocacy is empowering and our voice
matters.

What are your goals for the Patient Network?
I would like to be more involved! My education is not in research, so I look forward to learning
more of the technical information to improve my ability to advocate for DMD.

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

USA Patient Network | mdb@center4research.org | Washington DC
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