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NEVADA RARE DISEASE ADVISORY COUNCIL (NVRDAC)

The NVRDAC's mission is to improve the quality of life and to support care
to Nevadans affected by rare diseases through collaboration, education, support and advocacy.

Our council seeks to advocate for Nevadans impacted by rare diseases as well as identifying the overall impact of these rare
diseases in our community.
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The Rare Disease Council was formed under SB 315 during the 2019 session of the Nevada Legislature. The council's duties are to:

« Perform a statistical and qualitative examination of the incidence, causes and economic burden of rare diseases in Nevada;

+ Receive and consider reports and testimony concerning rare diseases from persons, the Division, community-based organizations, pro-
viders of health care and other local and national organizations whose work relates to rare diseases;

+ Increase awareness of the burden caused by rare diseases in Nevada;

+ ldentify evidence-based strategies to prevent and control rare diseases;

+ Determine the effect of delayed or inappropriate treatment on the quality of life for patients suffering from rare diseases and the econo-
my of Nevada;

+ Study the effect of early treatment for rare disease on the quality of life for patients suffering from rare diseases, the provision of ser-
vices to such patients and reimbursement for such services;

+ Increase awareness among providers of health care of the symptoms of and care for patients with rare diseases;

+ Evaluate the systems for delivery of treatment for rare diseases in place in Nevada and develop recommendations to increase the sur-
vival rates and quality of life of patients with rare diseases;

+ Determine effective methods of collecting data concerning case of rare diseases in Nevada for the purpose of conducting epidemiologi-
cal studies of rare diseases;

+ Establish a comprehensive plan for the management of rare diseases in Nevada, which must include recommendations for the state and
local health authorities, public and private organizations, businesses and potential sources of funding, and update the comprehensive
plan as necessary;

+ Develop aregistry of rare diseases diagnosed in Nevada to determine the genetic and environmental factors that contribute to such rare
diseases; and

+ Compile an annual report that includes a summary of the council's activities and any recommendations of the council for legislation or
other policies.

+ A specialized license plate to support the Rare Disease Advisory Council and research and treatment for
childhood cancer can be purchased through the Nevada DMV Specialized License Plates website.
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Council Members

The Department of Health and Human Services Rare Disease Advisory Council will consist of:

+ Physicians who practice in the area of cardiology, emergency care, neurology, oncology, orthopedics, pediatrics or primary care and pro-
vide care to patients with rare diseases

* Nurses who provide care to patients with rare diseases

« Administrators of hospitals that provide care to patients with rare diseases or their designees

« Individuals aged 18 years or older with a rare disease and parents/guardians of children who have been affected by a rare disease

+ Organizations who provide services to patients with a rare disease

Currently all Council Member positions are filled. If you are interested in being considered for a future Council Member appointment to the
RDAC, contact Julia Peek, Deputy Administrator, by phone 775-684-5902, by email at jpeek@health.nv.gov, or by mail at: 4150 Technology
Way, Ste. 300, Carson City, NV 89706

Please submit a letter of interest and a resume or curriculum vitae. Materials submitted will be forwarded to the DHHS director for consider-

ation for possible appointment.
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Nevada Rare Disease Advisory Council

Website Production/Marketing Timeline

Phase 1 - November 20th
Basic Functionality (Navigation)
Who We Are | Why We Do What We Do
Basic Website Up and Running
Relevent Core Information, Vision, Mission, Members photos & Links to All Organizations
Registry Info?
Redirecton from other 6 Already Purchased Domain Names
Government Sessions Info
Link Meeting Minutes for Previous Meetings
Facebook & Twitter pages Created

Phase 2 - March 2022
Link to NORD Website for Wearchable Diagnosis
Research Articles Database
Bios on Members
Categories
Physician Directory Integration
Add Animation
E-Newsletter Template Created

Phase 3 - June 2022
More Robust and Hosted Searchable Diagnosis
Diagnosis Finder Integration



