Sample Medical Institution Newsletter Article

[Medical Institution] Joins the Search for Children with
Overlooked Genetic Diseases
[Insert medical institution], a leader in genetics research and treatment, is participating in a new nationwide campaign, Join the Search for Patients with MPS, to help increase awareness and diagnosis of a group of seven genetic diseases whose symptoms may be subtle and often unrecognized.  Mucopolysaccharidoses (mew-ko-poly-sak-a-ride-dos-es), commonly referred to as MPS, are caused by enzyme deficiencies that prevent the body from breaking down and recycling materials in cells which can result in stunted growth, stiff joints, speech and hearing impairment, breathing problems, mental retardation and a dramatically shortened life span. 
“Early diagnosis and intervention are critical for improved outcomes in MPS patients, yet there often is significant delay in proper care because initial symptoms, such as recurrent ear infections, delayed growth or respiratory problems may be simply disregarded as common childhood medical problems,” said [insert physician/healthcare provider name and title].  

Because MPS progresses at varying rates in different individuals, it may take years and numerous visits to a broad range of specialists before the disease is recognized and an appropriate diagnosis by a geneticist is made.  To help identify these patients sooner and get them to treatment more promptly, the National MPS Society launched Join the Search for Patients with MPS, a campaign that provides physicians and the public with tools to facilitate recognition of the signs and symptoms of MPS.
[Insert physician/healthcare provider name from above and additional healthcare provider names if appropriate] have already made a pledge to join the search.     
“As an institution that prides itself on delivering cutting-edge treatment to children with genetic diseases, we appreciate the tremendous value of supporting this important initiative,” [insert physician/healthcare provider name] commented.  “We hope our commitment along with those of other healthcare providers across the country will help make underdiagnosis of MPS a thing of the past.”   

The pledge by physicians and other healthcare providers can include learning more about MPS by requesting or downloading educational materials, committing to promptly refer suspected MPS patients to a geneticist or metabolic specialist, or educating colleagues about signs and symptoms in an effort to encourage greater awareness that will hopefully lead to earlier diagnosis. 
According to [insert physician or healthcare provider name], exciting research is currently underway for various MPS diseases, and treatments are now available for some forms of MPS, including MPS I and MPS VI.  

[Insert information here about MPS-related clinical trials with which your institution has been/is involved, any information about MPS treatments currently available at your institution, and references to MPS patients being treated at your institution, if appropriate.]  
[Following is language to include if your institution will host the MPS photo exhibit:  To expedite the search for patients with MPS, the National MPS Society created a patient photo exhibit that puts a face on all seven forms of the disease and celebrates the individuality of those affected by MPS and related diseases.  The exhibit will be on site at [medical institution] on [insert dates]. 
“This photo exhibit serves as a visual and personal reminder of the varying degrees of clinical presentation and severity that make MPS unique and, in some cases, challenging to recognize,” said [insert physician/healthcare provider name]. “We invite everyone—parents, the public and our medical colleagues—to come and witness this powerful exhibit and get involved with the search.”
For more information about the exhibit, please contact [insert name and contact information and/or web site information.]
Learn More and Join the Search
Healthcare providers, parents and the public are urged to visit www.jointhesearch.org to learn more about MPS and the Join the Search campaign.  Site visitors can view a virtual photo exhibit celebrating MPS patients, read inspiring stories about patients living with this disease and share their own personal stories about MPS.  Healthcare providers can also download a clinical brochure and slide kit on the site, and make a pledge to join the search.
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