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

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

|| NEWS ||

Advanced Patient Training Workshop

We held our first Advanced Patient Training Workshop in 
early June! Twenty-six USA Patient Network members 
came together to learn about important research issues. In 
addition to presentations by staff of the National Center for 
Health Research (NCHR), our guest speakers included Tom 
Burton (Pulitzer Prize winning journalist who writes about the 
risks and benefits of medical products for the Wall Street 
Journal), Salina Prasad and Andrea Furia-Helms (answering 
questions on behalf of the FDA patient representative 
program), and Desirée Walker (who talked about being a 
patient advocate). 

Advocates strengthened their skills regarding good research 
designs and the FDA approval process, the importance of 
including women, men, people of color, and people over 65 
in clinical trials, how to find out about clinical trials, what are 
the options for desperate patients who are not eligible for any 
clinical trials, and how to scrutinize and question the 
information provided on TV drug commercials.

The highlight for many participants was our mock FDA 
Advisory Committee meeting. Two NCHR staff members did 
a very abbreviated version (10 minutes each) of the slide 

presentations from the real FDA meeting that reviewed the risks and benefits of Belsomra (a 
sleeping pill that FDA subsequently approved and is now widely advertised on TV). Workshop 
participants took on the role of Committee members and public comment speakers, in favor of or 
opposed to the drug.

At the beginning of the Workshop and again at the end, everyone answered a survey to help us 
find out what participants knew before the Workshop started, and what they learned as a result of 
the Workshop. The good news: participants knew a lot before the Workshop and learned even 
more! We also learned which information we need to explain more clearly!
Just as important, Workshop participants were enthusiastic 

http://r20.rs6.net/tn.jsp?f=001Lp3QT6oHQ2jt0C32Ue8TAkL_d1V5MUDB8hV1aivgVxxFw_VBxUJ3EnBW5wxehPc4blHF9pqlMDAyowvhSHVQ98uiIh-T840lD4JuRZzbYyFxRLk4mxOXSnjPW3ulKbS3-e2YXg2C6QLbn-yKZyV6N-yqaghW4OeQpo0Fzri9jVWYxkoDGE50CQ==&c=&ch=
http://r20.rs6.net/tn.jsp?f=001Lp3QT6oHQ2jt0C32Ue8TAkL_d1V5MUDB8hV1aivgVxxFw_VBxUJ3EmUvJSDKHE82UQzScQ0lAubm-2_rssGrq4Sh0FFjW3fA3Asdmm4dA8loC3Nvt7-CMEgTIFnBpEPLPmsOV2Obb6shVthozXdea32ayyeNDj5dlAdvXJqy9PrqGoDWr5Irng==&c=&ch=
mailto:mdb@center4research.org
http://r20.rs6.net/tn.jsp?f=001Lp3QT6oHQ2jt0C32Ue8TAkL_d1V5MUDB8hV1aivgVxxFw_VBxUJ3EqoqKIR6wJxAO22gupi5ZCGAQeRdjKHM-T58qPdjUmMJr5xUiXvoCZJOEHK4QUmL8G1hA57ROCatfncq9LRN-mrvYVnsHLDCw4z54-83uhLphUjtVwIXdlz2eQBRfOHz2w==&c=&ch=
http://r20.rs6.net/tn.jsp?f=001Lp3QT6oHQ2jt0C32Ue8TAkL_d1V5MUDB8hV1aivgVxxFw_VBxUJ3EqoqKIR6wJxAO22gupi5ZCGAQeRdjKHM-T58qPdjUmMJr5xUiXvoCZJOEHK4QUmL8G1hA57ROCatfncq9LRN-mrvYVnsHLDCw4z54-83uhLphUjtVwIXdlz2eQBRfOHz2w==&c=&ch=


Patient advocates discuss
issues in small groups.

Are Farxiga patients always this
happy?

about each and every part of the Workshop. On a scale from 1 
to 5, with 5 being very interesting and/or helpful, every 
presentation and activity averaged 4.2 or higher! The mock 
FDA trial received the highest rating (4.9) followed closely by 
Desirée Walker (4.8).

All of the slides from the meeting are on our website at
www.USAPatientNetwork.org. We are working on using video
footage from the meeting to create webinars that all participants
can watch. So check out our Patient Network website and
Twitter for updates!

It was an exciting weekend of collaboration and learning. We heard from many of you about where
you want the Network to focus their attention, and we are following up with as many of you as
possible to hear your thoughts. Please call Miara Jeffress at our office at 202-223-4000 if you
haven't been called yet and want to share your thoughts.

Topics of Interest in the News

The US News and World Report notes some of the
pitfalls of direct-to-consumer advertisements by
pharmaceutical companies. They provide some tips
to help patients prevent these ads from harming their
health.

Cancer drug manufacturers made misleading claims
to convince doctors to prescribe their drugs. One firm,
Genentech, was required to pay $67 million to settle
a lawsuit after doctors and patients spoke out.

Should doctors be allowed to prescribe drugs "off label"  -- in other words, for uses not approved
by the FDA? Consumer Reports provided a few reasons to be skeptical, along with questions to
always ask your doctor before starting a new drug.

For more news, check out the News section of our website.

|| OUR MEMBERS IN ACTION ||

What are our members up to?
While in DC for the Patient Network Advanced Training Workshop, Dru West met with staff at the
National Women's Health Network (NWHN), an organization founded by women advocating for more
information about the risks of hormonal birth control. It was a very productive meeting where they
discussed ongoing plans to help women better understand the risks and learn about the signs and
symptoms of blood clots.

FDA officials want to hear from YOU!
In the weeks after the Advanced Training Workshop, the USA Patient Network members sent an

email letter to Salina Prasad and Andrea Furia-Helms, from the FDA Patient Representative
Program, to reiterate our request that the FDA make patient safety a priority. In addition to hearing

from the USA Patient Network, they also want to hear from YOU as individuals about your
experiences as a patient, and how the safety and effectiveness of treatments is important to you.
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Please email Margaret at mdb@center4research.org if you need any help drafting an email to the
FDA, or to get their email address. 

If you have been involved recently in any advocacy activity, we would love to hear about it! 
Email Margaret at mdb@center4research.org so that we can include you in our next digest.

|| SPOTLIGHT ON A NETWORK MEMBER ||

Lisa Vega - Staten Island, New York
Lisa just passed her 7-year "cancer-aversary" as a breast cancer
survivor. She is celebrating by focusing her advocacy efforts on
bringing awareness to women of color. In her own journey, she found that
women in the African American and Latino community who want to
participate in clinical trials don't have the information they need, and
she hopes to change this.

Why did you become an advocate?
The mortality rate for breast cancer is very high in my community (in
New York) and among women in the African American and Latino
community. I have found that people who get diagnosed are
overwhelmed and don't seek any follow-up treatment. I became an

advocate to help people find the strength to deal with their diagnosis and to help them know how to
talk to their doctor about their concerns. In my journey to become an advocate, I learned how
important it is for African American and Latino women to participate in clinical trials, but that there
was not information to help them talk to their doctor about it. There are no bulletin boards with
information, and doctors do not mention any options. I want to bring awareness to the lack of
diversity in clinical trials, and help people in my community get involved.
 
How have you brought your knowledge of
research issues to your community?
After the Advanced Workshop, I took the
information I learned about the clinicaltrials.gov
website, and told people where to go and how to
look for trials. I have told them not to be afraid to
ask questions of their doctor, and to ask about
possible clinical trials if there are no treatment options. I know that there are benefits and risks to
clinical trials, but my mission is to get the information out so that more women of color have a
chance to participate.

What is your greatest accomplishment as an advocate?
I have reached women who would never have gone to the doctor. Women who have said, "I have a
lump, what do I do?" I helped them come up with good questions to ask their doctors, and to seek
appropriate treatment. I have told them they need to bring a list of questions to the doctors, and not
leave until they are all answered.

What are your goals for the Patient Network?
I would like to become a more active member of the Network. I have been listening and learning,
and now I want to push forward. I am looking forward to writing letters to my representatives, and
focusing on changes I can make working with the local government in my community.

STAY CONNECTED:

   

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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