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Research Updates 

 
Researchers have given many presentations about the National Registry this past year.  
These presentations were given at research conferences, government sponsored health 
and research workshops, and meetings for patient support groups. A description of some 
of these presentations is listed below:  
 
Presentations from the leaders and staff of the Registry   

• Presented information at the NIH sponsored Burden of Muscle Disease Workshop 
in January 2005.  Several research experts attended this conference including specialists 
in medical economics, physical therapy, psychology, muscular dystrophy, and cell biology.   
This presentation illustrated that the burdens of DM and FSHD a( Dt 56.8onsor)Umns a
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Registry Research Papers involving all Members of the 

Registry 
 

We are currently writing several research papers about the Registry.  Our first paper will 
describe the structure of the Registry.  This paper is being written to:  

• Help educate primary care doctors and specialists 
 about DM and FSHD. 

• Recruit more scientists to develop research 
 projects to study  

 DM and FSHD. 
• Recruit more patients to join our Registry. 
• Help researchers develop other disease registries. 

 
 
Other Registry papers will examine the symptoms and 
progression of DM and FSHD. These research paper will 
include information about:  

• Muscle weakness and the muscles of the body 
 most affected.  

• Muscle and other types of pain.  
• The number of patients that use canes, leg braces, 

 wheelchairs and other aids.  
• Other health problems like high blood pressure, eye diseases, breathing difficulty, 

 depression, and diabetes.  
• The use of various therapies like physical, genetic, and  occupational therapy. 

 
The reports will use anonymous (un-named) information about every member of the 
Registry.  Your enrollment in the Registry has been vital to this research. 

 
 
 

Research Projects Recruiting Registry Patients 
 
Dr. Craig McDonald from the University of California at Davis continues to study The 
Quality of Life in Persons with Disabilities.  Dr. McDonald is seeking volunteers to 
complete a survey about their quality of life and to participate in several follow-up surveys.  
The main purpose of this study is to measure the cause and effects of chronic pain in 
persons with muscular dystrophy and other chronic diseases.   He is also studying Health 
and Wellness and is recruiting patients to measure their exercise and wellness behavior.  

 
Thank you for your support and assistance. 
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New Email Policy 

 
In response to recently enacted rules designed to maintain the privacy of your 

confidential medical information, the University of Rochester Medical Center has 
implemented a policy concerning the use of email as a communication tool between 
healthcare providers and patients. This policy has a direct impact on the National Registry 
as well.   

 
From this point on, if you wish to exchange 

information with the Registry via email, you will need to 
sign a consent form that gives us permission to do so. This 
form, the Patient Email Consent Form must be signed by 
both you and the Registry staff. The form is an 
acknowledgement of the risks, responsibilities and the type 
of information that is appropriate to be relayed via email.  

 
This form is available by contacting the Registry staff or for download from our 

website. If you want to use email to communicate with the Registry, please complete this 
form and return it to the Registry office. Or you can fax a copy of the signed form to the 
Registry office. We will return a signed copy of this form to you for your files. If you have 
any questions or concerns regarding this policy, please do not hesitate to contact us.  
  

 
 
 

Annual Updates 
 
 Annual Update Forms are sent to all members of the Registry every year to study 
the progression or development of DM and FSHD symptoms. Your response to these 
annual updates has been very helpful.  Many other research scientists are impressed with 
our highly motivated and dedicated patients!  We have been collecting information for over 
3 years and over 78% of Registry patients return these forms.    
 
 Annual updates will help us determine how quickly muscle or other medical 
problems develop.  By studying this information, we and other researchers will have a 
better understanding of the biology of DM and FSHD.   This increased understanding will 
help scientists develop better treatments and ultimately help prevent some of these 
symptoms.  The information we have collected has been used in numerous presentations 
to illustrate the need for additional research in this area.  
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How can enrolled Registry members continue to help? 
 
• continue to return your annual updates so that we can keep our database current.  

Your current information is vital for our research.   
 
• notify the National Registry staff of any changes in your 

address or telephone numbers.  We would hate to “lose” 
you because we lack current contact information.  

 
• watch for notices of research studies that are recruiting for 

volunteers.   
 
• help recruit other patients to join the Registry by providing 

our contact information to your affected and unaffected family 
members and people in support groups.  We would be happy 
to talk with them about joining the Registry. 

 
• hand-out Registry flyers (see insert) to family members, 

doctors, or friends in DM or FSHD patient support groups.  
 
Please feel free to make photo-copies of these flyers or let us know if you would need 
extra copies to hand-out.  We believe our current members are an excellent way to 
help us recruit more patients - every additional member of the Registry helps us better 
study the full range of symptoms in DM and FSHD and promote future research.   
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