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Purpose
There are currently no formal standards of service in California for providers of blood clotting products for home use for people with hemophilia or other bleeding disorders.  

It is critical to place life-saving standards in law for the benefit of people with hemophilia and other bleeding disorders, as well as to maintain the current cost effective model of care for future generations. 
Existing Law
The Holden-Moscone-Garamendi Genetically Handicapped Person’s Program, requires the Director of Health Care Services to establish and administer a program for the medical care of persons with genetically handicapping conditions, including hemophilia.  Still there are currently no formal standards of service in California for providers of blood clotting products for hemophilia, Von Willebrand disease or other bleeding disorders.

Background
Hemophilia is a rare, hereditary bleeding disorder affecting at least 4,000 people in California and is a chronic, lifelong, incurable, but treatable disease.  Von Willebrand disease, another serious bleeding disorder, affects 360,000 Californians.  

Until the 1970,s people with severe hemophilia suffered from uncontrollable internal bleeding, crippling orthopedic deformities and a shortened lifespan.  More recently, the production of highly purified blood clotting factors have provided people with hemophilia and other bleeding disorders with the opportunity to lead normal lives, free of pain and crippling arthritis. 

The preferred method of treatment of hemophilia today is intravenous injection or infusion of prescription blood clotting products several times per week, along with case management and specialized medical care at a federally designated regional hemophilia treatment center (HTC).  Pharmacies and other entities specializing in the delivery of blood clotting products and related equipment, supplies and services for home use form a growing segment in California.  All of these entities are pharmacies licensed by the state or are located in federally designated regional HTCs.

According to the federal Centers for Disease Control and Prevention and the Medical and Scientific Advisory Council of the National Hemophilia Foundation, timely access to the HTCs and to appropriate products and services, including infusion of blood clotting products, is extremely cost effective and reduces mortality and bleeding-related hospitalization. 

Bill summary 
SB 971 would establish standards of services for entities that deliver blood clotting products and related equipment, storage, supplies, 24 hour on-call assistance and services for the home use for people with hemophilia and other bleeding disorders.  It will require the California State Board of Pharmacy to enforce the measure.
Sponsor
Hemophilia Council of California – Terri Cowger Hill – 916-446-9103 
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