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January 3", 2023

Re: Support Rare Disease Community Legislative Priorities — establish a Rare Disease Advisory Council
(SB 5097) and expand coverage for rapid whole genome sequencing (HB 1079)

As patients, clinicians, caregivers, researchers, and community leaders who advocate for policy changes
that benefit individuals managing rare diseases, we’re writing to urge your support of legislation that

will benefit rare disease patients and their families in the 2023 Washington state legislative session. A
rare disease is defined as a condition that impacts fewer than 200,000 patients across the US?. While
individual diseases may be rare, recent estimates indicate there are over 10,000 rare diseases?, and they
cumulatively impact over 750,000 Washingtonians. 80% of these conditions are genetic in origin, and
about half of all rare disease patients are children3. On average, rare disease patients see 8 physicians*
over 5 — 7 years® and are misdiagnosed 2 — 3 times® before receiving a correct diagnosis. This “diagnostic
odyssey” causes significant hardship and expense for patients, caregivers, families, and our shared
healthcare delivery system. We hope you’ll join us in supporting policy changes that will address
systemic gaps that rare disease patients and their families face every day.

SB 5097 - to establish a Rare Disease Advisory Council in Washington State

A rare disease advisory council (RDAC) has the potential to bridge gaps in healthcare access, facilitate
earlier diagnoses, and provide resources for families managing rare diseases across Washington state.
Previously, meaningful policy changes to help rare disease patients in Washington have been thwarted
by a lack of actionable information about the incidence and prevalence of rare diseases, or the
challenges that rare disease families navigate. SB 5097 would remedy these issues. Washington should
join the 24 other states across the US that have implemented RDACs to assure greater connectivity
between rare patients and the healthcare systems that serve them.

HB 1079 - to expand coverage for rapid whole genome sequencing and end the diagnostic odyssey

For rare disease patients, time is of the essence in achieving diagnosis. During the diagnostic odyssey,
rare patients often miss key development milestones where earlier diagnosis and intervention could
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have averted costly and invasive cycles of care that ultimately produce worse outcomes over a person’s
whole lifetime. Rapid whole genome sequencing has a higher diagnostic success rate than sequential
standard tests’ and has been demonstrated to reduce costs for patients and the healthcare system®. HB
1079 would broaden access to rapid whole genome diagnostics and bring an end to the long, frustrating
diagnostic odyssey for many Washingtonians urgently in need of care.

Rare disease patients and their families experience the inequities of our healthcare system in unique
and profound ways. Both SB 5097 and HB 1079 would create systemic changes that would end the
odyssey for chronically undiagnosed patients, provide rare families with more resources to navigate the
healthcare system, and importantly, give rare disease advocates a formal voice to guide Washington
state’s approach to caring for their community. We would urge your support of these legislative
priorities in the 2023 session.

Thank you very much for your time and consideration,
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