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Whew – we did it!  Thanks to the efforts of many, from 
the patients and families to staff to volunteers, we’ve 
wrapped up another successful Wolfram Research 
Clinic!  You might be interested in seeing a few 
numbers from the clinic.  In five days: 

 6 new and 27 returning patients completed 
testing in 14 different areas resulting in 418 
appointments and 660 hours of testing! 

 24 MRIs were successfully completed, 

 37 staff members and 15 volunteers devoted 
all or most of their week to the clinic, 

 376 meals were served and 

 patients and families traveled a total of 31,813 
miles to attend the clinic (that’s the equivalent 
of 1.25 times around the world).   

No wonder we need some recovery time after the 
clinic – we’ve been busy!! 

 
WHAT’S NEXT? 

The next thing to expect from the WFS Research Clinic 
is the Feedback Report.  This report includes 

results/notes from this year’s assessments.  We will 
also include in the feedback report a copy of any lab 

work that was done at the clinic.  If you need additional 
results to provide to other physicians please let 

Samantha know.  Individual Feedback Reports will be e-
mailed to you as a password protected document.  The 

password will then be sent to you in a separate 
document.  If you would rather receive your report via 
snail mail please let Samantha know.  We are planning 

to have these reports sent out by October 1st. 
 

REMINDERS 
Sleep study investigators Dr. Licis and Dr. Eisenstein are 

asking all patients to send to the clinic copies of 
records/results from any sleep testing that they’ve 

done.  If you need a release of information from WU to 
give to your physician please contact Samantha. 

 
For questions regarding the research clinic, records or 

feedback reports, etc… please contact: 
Samantha Ranck, Research Clinic Coordinator   

rancks@npg.wustl.edu or 314-362-6514 
 
 
 
 

RESEARCH UPDATE 
 
What an amazing Wolfram Research Clinic this year! Thank 
you all for coming. I enjoyed seeing both old and new faces 
and meeting with each family privately to discuss research 
progress and any of your concerns or questions. In those 
meetings, and in our Saturday Scientific Session, Dr. 
Marshall and I discussed how information from the 
research clinic has: 
     1)  helped prepare us for clinical trials,  
     2)  opened up new lines of inquiry into neurological  
           aspects of Wolfram Syndrome and 
     3) increased our awareness of the individual variability  
         in symptoms and progression. 
 
In addition, I explained how the international Wolfram 
Syndrome research community is working together. At our 
recent meeting in France, this group agreed on the use of 2 
outcome measures for clinical trials, based on the data we 
have collected in our research clinic. Other exciting news is 
the possibility of a mouse model with some of the vision 
and brain symptoms seen in people with Wolfram 
Syndrome, which allows for research into targeted 
interventions for neurological aspects of the disease.  
 
Finally, I explained how my NIH grant supporting the 
research clinic ends in 2017. I have submitted a request for 
another 5 years, and we will hear back this fall about our 
chances of continued funding. I will keep you all informed! 
 
Best,  
Tamara Hershey, PhD (tammy@wustl.edu) 
Professor & Scientific Director of Research Clinic 
 
Scientists at the International Workshop on Wolfram Syndrome, 

June 27-28 2016 in Vannes France 
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to help.  Samantha is a good resources for facilitating 
requests for letters, records, results, or setting up a phone 
call.  Please feel free to contact her with your requests and 
she can help to get you in contact with the correct person.   
 
I’m already looking forward to next year!  Enjoy the rest of 
your summer! 
Bess Marshall, MD 
Pediatric Endocrinologist & Research Clinic Medical 
Director 
 

 
Clinic Medical Director Bess Marshall, MD and Clinic PI and 
Scientific Director Tamara Hershey, PhD welcoming patients 
and families at the Wolfram Research Clinic orientation in July.   

 
RESOURCES 

Have you visited the WU Wolfram Research Clinic 
Website?  Please be sure to check it out regularly as new 

information is added as it becomes available! 
http://hersheylab.wustl.edu/wolframresearchclinic.html 
*For more information about Wolfram Syndrome and the 

Wolfram Research Clinic go to: hersheylab.wustl.edu 
*Additional information about the WU Wolfram Research 

Clinic study can be found at http://ClinicalTrials.gov 
WU IRB approval #: 201301004 

 
 

 
Wolfram Research Clinic PI & Scientific Director, Tamara 

Hershey, PhD and Clinic Coordinator, Samantha Ranck, MSW 
reviewing a very busy clinic schedule. 

 
 
 

 

CLINICAL CARE UPDATE      
 
This year’s clinic was a big success.  Thank you for 
everyone’s hard work.  I appreciate your voiding diaries!  I 
know they are a pain to do, but they are really helpful in 
figuring out how diabetes insipidus and bladder function 
affect patients.  If you weren’t able to complete yours 
before clinic, it’s not too late, just complete them and send 
them in when you can.  These can be faxed, e-mailed or 
snail mailed to Samantha.  If you need additional blank 
copies of the diaries please contact Samantha. 
 
The prospect of intervention trials is very exciting.  Dr. 
Urano’s safety trial is gearing up as is Dr. Barrett’s 
intervention trial.  As you know, the safety trial is using 
Dantrolene and the main question of the study is: “is it safe 
for a person with Wolfram Syndrome to take Dantrolene 
for a prolonged period of time.”  If the answer turns out to 
be yes, then a subsequent study will look at whether 
Dantrolene is effective in helping patients with Wolfram 
Syndrome.   
 
Dr. Barrett’s trial will ask the question: “is valproate 
effective in slowing the progression of Wolfram 
Syndrome.”  The findings from our Research clinic have 
determined the best measures to use in such a trial. It will 
take longer to answer that question and will require more 
participants as well.  If anyone has questions about those 
studies, please feel free to contact Dr. Urano, Dr. Barrett, 
Dr. Hershey, or me.  Please remember that we do not yet 
know if these drugs are safe or effective in Wolfram 
patients.  Therefore, at this time we do not recommend 
that anyone begin taking either of those medications with 
the intention of treating their Wolfram Syndrome. 
 
I have a special request: would all clinic participants ask 
your doctors to send in any lab result reports that they 
have on file, even from before you knew about the 
Wolfram diagnosis.  If they’ve already sent them, then 
thank you very much!  Be sure to send any reports resulting 
from tests done in the coming year as well.   
 
As always, please let us know if you need any letters for 
insurance, school, disability, travel, etc.  All the doctors 
here are always willing to talk to you or your doctors by 
phone or email or snail mail if there is anything we can do  
 

 
    
 

 

Newsletters will be sent out quarterly via e-mail.  If 

you prefer to receive your newsletter via snail mail 

please contact Samantha Ranck at 

rancks@npg.wustl.edu or 314.362.6514 and your 

preference will be updated. 
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