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Physicians

Dieticians

Nurse Practitioners/Nurses

Genetic Counselors

Subspecialists
Cardiologists
Neurologists

Gastroenterologists



Skin Biopsies

DNA Analysis

WHY DO THEY TAKE SO LONG 7?7
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Diagnostic Tests

Home Care Protocol
Emergency Protocol
Tax Deductions
Contact Numbers

Travel Resources



Family

Friends

Community Agencies

Home Nursing Care

Counselor
Church

PCP, Metabolic Team
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Local children with special needs

Diagnosis specific

State based; Parent to Parent, Family Voices

Title V Programs

State Assistive Technology Programs
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