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Hi Everyone! We will be sending out a monthly digest over email to keep everyone informed
about current issues and events. In each issue we will have important news, current work our
advocates are involved in, and a spotlight on one of our advocates. We have all been very busy
in the last 2 months!

We hope you will join our new Facebook group 
and subscribe to our Twitter feed:

-----------

 
-----------

|| NEWS ||
Welcome Chris Langelotti! Chris will be working with Margaret and Diana on our Patient
Network project.  He is currently a graduate student in the MPH program at George Washington
University School of Public Health.

 
I am ecstatic to be working on this project with Margaret, Diana, and all
of the passionate patient advocates who are ready to create a well-
informed voice for patients. After witnessing my own friends become
addicted to opioids, I started researching and realizing the frivolous
nature of how some pharmaceuticals are not only approved for the
market, but also how the pharma industry influences the prescribing of
those drugs. I want to make sure the regulation of medical devices and

pharmaceuticals is in the best interest of the patients!  ~Chris
 
For those of you who did not meet Margaret at the November 2015 workshop, Margaret
Dayhoff-Brannigan is the Patient Network Project Manager. She received her Ph.D. from the
Johns Hopkins School of Public Health in Biochemistry and Molecular Biology, where her work
focused on understanding the role of genes involved in growth. She came to NCHR as a Senior
Fellow in 2014, focusing on antibiotic resistance and ensuring the safety of drugs to treat cancer
and other diseases.
 

I am so excited to be part of this project. I've recently become a patient
advocate myself because my son has life threatening food allergies and
asthma. All parents advocate for their children, and parents of children
with chronic illnesses need to advocate on a whole different level. There
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are no cures for food allergies and asthma, and treatments may be very
risky. I have been advocating for better clinical trials for treating food
allergies, and safer and more effective treatment options for asthma. I
look forward to working with everyone, and learning how to be a better
advocate myself. ~Margaret

Report to PCORI on our November workshop
 
We are finalizing our report evaluating what everyone learned at our November 2015
workshop. At the beginning of the workshop and again at the end, everyone answered a
set of questions to help us determine what they knew before we started, and what they
learned as a result of the workshop. Our results show that participants learned a lot from
the workshop, but that we also confused some participants on some topics - we need to
explain those issues more clearly! 

We used a statistical test to determine if the average improvement for all the questions
was statistically significant. The resulting p-value of less than .0001 means that it is
highly likely that the 31 participants increased their knowledge as a result of the
workshop, and that these improvements are not simply due to chance. Since 97% of
participants answered the question on p-value correctly at the end of the workshop, we
know you can appreciate our results!  
 
We also asked you for your feedback on each of the presentations.  On a scale from 1 to
5, participants rated all the presentations at an average of 4.0 or higher! Congratulations to
Desiree, who participated in our 2014 Workshop and was a speaker at our 2015 Workshop - she
had the highest score (4.8)! 
 
We will send everyone the report analyzing the answers to the November 2015
questions when it is finished. The report from our June 2014 workshop is available here. 

|| OUR MEMBERS IN ACTION ||

What are our members up to?
 
Margaret Dayhoff-Brannigan spoke recently at the FDA on clinical trials for food allergy
treatments. As the parent of a food allergic child, this is an issue she spoke about as a parent
and researcher. Read her testimony here.
 
Terri Ellsworth had planned to speak about her son's experience with eteplirsen for Duchenne
Muscular Dystrophy at an FDA Advisory Committee meeting in January, but the meeting was
postponed because of a snow storm that essentially closed down the Washington, DC
metropolitan area.  As the November 2015 Workshop participants know, Terri's son is in a
clinical trial for a drug that the FDA is considering for approval.  Terri will keep us informed about
when the meeting is rescheduled.
 
Members of the USA Patient Network drafted letters to Senators, expressing their views about
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the need for patient safety and well-designed studies of treatments to be top priorities. These
letters are an important way to show Congress that patients care about safety - something that
many patient advocates haven't made clear, unfortunately.
 
If you have been involved recently in any research or 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 ||

Rex Johnson - Lake Forest Park, WA
 

Rex was a participant in our November 2015 Workshop. He and his
wife, Yanling Yu, are co-founders and board members of the nonprofit
group, Washington Advocates for Patient Safety. Its goal is to be the
voice of patients and to educate the public on patient safety.  They
were invited to be faculty on the AHRQ TeamSTEPPS Program at
the University of Washington, where they train medical professionals
to improve communications and to work as a team to improve patient
safety.  

Rex and Yanling are also members of Consumers Union's Safe
Patient Project (SPP).  On February 1-3 this year, they attended a SPP annual summit in
Washington, DC (which included a talk by Diana Zuckerman) as well as a Lobby Day. During the
visit to the capitol, they discussed medical safety issues with their Senator, Patty Murray and
her staff.  Senator Murray is the highest level Democrat on the Senate HELP (Health, Education,
Labor, and Pensions) Committee.
 
Why did you become a patient advocate?
My Father-in-law, Xingxun, was killed by the negligent use of an off-label medication that was
contraindicated for his medical conditions. This tragic experience transformed Yanling and I into
patient safety advocates.
 
What is your greatest accomplishment as an advocate?
After Xingxun's death, we found out multiple issues with the doctor who gave the fatal drug. 
Based on these concerns we filed a complaint with the state medical board, and they responded
stating the doctor's care met the standard.  I spoke to the Director of the medical board and will
never forget her words.  She said, "The law does not require me to tell you anything, so I will
not."  We worked with our state legislators to co-author a bill to improve the transparency of the
state medical regulatory agencies in Washington State.  It took us three years to get this bill
passed.
 
What are your goals for our new Patient Network?
I have become painfully aware of the staggering magnitude of the health care problem in our
country and that there are many other people besides my Father-in-law and family that have
been needlessly injured or killed by preventable medical errors. We need to find a way to change
our broken medical system.  We need to get many more people involved so that we have
enough people power to demand the changes and to stop these unnecessary deaths.



In memory of Karen Langhart

We were terribly saddened to hear about Karen's suicide,
and many of us would like to share her story and help
spread the word about the effect of unsafe drugs on
patients and their families.
 
Karen attended our first Patient Training Workshop in June
2014.  She told us that her daughter Erika passed away in
2011 as the result of a fatal pulmonary embolism attributed to her use of NuvaRing. Karen fought
to increase awareness of NuvaRing, testifying before Congress and the FDA, and being
interviewed by Vanity Fair and on CNN by Anderson Cooper. She will be missed dearly by all
who knew her and benefited from her work. 

SAVE THE DATE!
 
We are finalizing details for our advanced Patient Workshop June 2-4, 2016. We will have more
information about applying for this workshop soon. 
 
For more information about research results regarding numerous new drugs and devices, see
www.center4research.org and www.stopcancerfund.org.

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

STAY CONNECTED:

http://r20.rs6.net/tn.jsp?f=001y1ltD-1ldJDzDiVwNHG-Es5HooYJqU2RTJRjSvwn_LiyjeQXwVNZuG5o4vppQFptC5z-SIVsbu8iBcwUbZ7JBymdtv1-J1_chfysBqJCtnmWQYTZp37F43DG-SOPF9RRulEFBws5Apf1XvVJp6-t2eELklfJzIT5A1FbVyvzHtWYBE7zwC6lhg==&c=&ch=
http://r20.rs6.net/tn.jsp?f=001y1ltD-1ldJDzDiVwNHG-Es5HooYJqU2RTJRjSvwn_LiyjeQXwVNZuMau89iF5GKQtAgbFNqcbrSbhVRDWVbHVy7tzXuznDTcz6g3UZmt8WlGSkwFO1U1AVxOKR03SBvS7mqG8Ivmi6q0uEIuwu8Evpjvv8LBo2O_TTAtK90Z2puVXs4Wf9xDKg==&c=&ch=
mailto:cl@center4research.org
http://r20.rs6.net/tn.jsp?f=001y1ltD-1ldJDzDiVwNHG-Es5HooYJqU2RTJRjSvwn_LiyjeQXwVNZuEZkK3mPc_UCi7qy0jMr7H1RMSv0fIvMxMNVa2fufxJxKIX2rEKa0gfSPELQGPGpAKsNPMFzN1j3C3X5ga3vVBxIBGid_fOdZiSIxWXUntMPqEl8i2IzJ7I0HnmEtfntWF8I5fqYvLrPSrK1aHT3dw0=&c=&ch=
http://r20.rs6.net/tn.jsp?f=001y1ltD-1ldJDzDiVwNHG-Es5HooYJqU2RTJRjSvwn_LiyjeQXwVNZuEZkK3mPc_UCX2kGH9pGMPBELJlWU7YQa7qFZ_ha2tocl0vDYmi2rQ5JV5mLcmdLoE6HuLDgryTeja41OdQhHLo98z8zd980nXGpujUgV5dZpzrNRv3g8GYVrlJTnhQU8aINxWZHd5CF&c=&ch=

