
LIMITED OPTIONS


Over the years, there has not been a great amount of progress made in finding a way to cure muscular dystrophy.  Historically, the treatments for this disease have involved the use of various types of equipment to minimize the effects of the problems.  For example, for those with Oculopharyngeal MD, special glasses can be worn to prop up the eyelids.  Surgery is also an option to assist in the eyelid problems.  For other forms of the disease, orthopedic devices have been found to be beneficial.  In many cases, a wheelchair is the about the only option left.





Research has been focused on two main areas.  The first involves drug trials.  Most of the drug trials involve research with those suffering from Duchenne MD, and involves the use of various steroids and proteins.  Recently a drug trial involving the use of a steroid Oxandrolone was completed with the results indicating that it was not beneficial in the treatment of MD.





The other avenue of more recent research involves gene therapy.  This is a controversial area not just for sufferers of this disease but of other genetic diseases.  In 1999 gene therapy was begun with a 36-year-old man in South Dakota who suffers from Limb-girdle MD.  As yet there is little in terms of conclusions arising from this study other than to say that the results look promising.
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Quotation of the Week


 Obstacles are like wild animals. They are cowards but they will bluff you if they can. If they see you are afraid of them... they are liable to spring upon you; but if you look them squarely in the eye, they will slink out of sight. -- Orison Swett Marden








MORE THAN JERRY LEWIS


We’ve all seen the telethons and efforts made by lobby groups to inform us about the complex disease known as Muscular Dystrophy (MD).  How many of us though, really know much about the disease and what it entails?  





Before the establishment of the MD Association, there was little known about the disease.  Since 1950 when the MDA became a formal group, the time money began to be directed toward research into the causes and symptoms of the disease.  Since that time we have seen the yearly telethon and other fund raising efforts to try to increase the speed and breadth of research in this area.





MD is a neuromuscular disease for which at the current time there is no cure.  In 1986 a specific gene was identified as the cause of some forms of MD.  Obviously finding the specific gene is the first step in trying to develop a treatment or even a cure. There are a variety of types of MD, some more common than others. A very brief description of the types and symptoms of MD follows.


Myotonic MD This is the most common adult form of the disease.  


It is an unusual form in that it is the only one of the MD’s that involves the stiffening or spasming of muscles after use…hence the name myotonic.  It can appear in childhood or adulthood, and typically affects the face, feet, hands and front of the neck first.  It also causes central nervous system problems, heart problems, cataracts, and gastrointestinal tract difficulty.


Duchenne MD  This is the most common childhood form of MD.  


It usually emerges between the age of 2 and 6 years, and manifests itself in frequent falls, difficulty getting up from sitting or lying, and enlarged calf muscles.  In the later stages, breathing problems lead to respiratory infections.


Becker MD This is similar to Duchenne but appears later in life, as late as age 25.  It appears in males only, and its effects are less severe than other forms of MD.  Cardiac problems are also common in this form.


Limb-girdle MD Appears in adolescence or early adulthood and initially affects hips and shoulders.


Facioscapulohumeral MD Begins in teens or early adulthood and affects facial muscles, shoulders, and arms and affects chewing, swallowing and speaking.


Congenital MD This is a group of diseases that are present from birth and affect speech and cognition as well as facial and limb muscles.  Seizures are common.


Ocuopharyngeal MD Begins with droopy eyelids in the 40 –50 age range.  Eye and facial muscles become weak and swallowing problems lead to choking and aspiration.


Distal MD This is less severe than the other forms and develops slowly. It emerges in adulthood and affects hands or lower legs.


Emery-Dreifuss MD This is a rare form of MD and begins in the shoulders.  Life-threatening heart problems are common.
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