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Executive Summary

This report delivers a comprehensive analysis of best practices from Rare Disease Advisory
Councils (RDACSs) across the United States, supplemented by insights from notable
international models in Canada, the European Union, Australia, and Germany. These RDACs
play a critical role in advancing rare disease advocacy, informing policy, promoting awareness,
and enhancing community support. This report aims to support Nevada’s RDAC as it
approaches the end of its first strategic plan, spanning through 2025, by providing actionable

recommendations to guide future initiatives.

U.S.-based RDACs operate with varying resources and legislative support, which shape and
determine their abilities to influence state policy, foster public engagement, and provide patient
support. While most U.S- RDACs face funding and resource constraints, several have
developed successful strategies in legislative advocacy, data collection, patient resource
provision, and cross-agency collaboration. Common practices include establishing data-driven
policy recommendations, hosting public education events like Rare Disease Day, and
collaborating with healthcare institutions to support early diagnosis and comprehensive care for

rare disease patients.

Internationally, RDACs and rare disease initiatives offer unique and scalable practices.
Canada’s national strategy emphasizes a unified approach to policy and patient support, while
the European Union’s European Reference Networks (ERNs) foster cross-border expertise-
sharing and care. Australia’s rare disease framework integrates rare disease care within its
healthcare system, promoting patient-centered practices, and Germany’s National Action
League for People with Rare Diseases (NAMSE) coordinates multi-sectoral partnerships,

strengthening research and patient care.



As NV-RDAC nears the conclusion of its inaugural strategic plan, this report offers specific
recommendations for enhancing its impact in Nevada, such as increasing legislative
engagement through regular briefings, enhancing data collection partnerships with local
universities, developing comprehensive patient resources, expanding public awareness
initiatives, and exploring diverse funding sources. By implementing these strategies, NV-RDAC
can strengthen its mission to address unmet needs, improve healthcare access, and offer

meaningful support to individuals and families impacted by rare diseases in Nevada.

1. Introduction

Rare Disease Advisory Councils (RDACSs) serve as essential platforms for advocacy,
collaboration, and policy development on behalf of individuals with rare diseases. Representing
a diverse group of patients, families, healthcare professionals, researchers, and advocates,
RDACSs strive to address the unique challenges that rare disease communities face, including
delayed diagnoses, limited treatment options, and insufficient healthcare resources. Rare
diseases often require specialized care that is not readily available within conventional
healthcare frameworks, creating disparities in care and outcomes for affected individuals. By
amplifying the voices of those impacted by rare diseases, RDACs work to improve healthcare

equity and provide vital support systems.

Despite differences in structure, legislative mandates, and available resources, RDACs share
several core objectives. These include enhancing healthcare access, raising public and
professional awareness, advocating for rare disease policy improvements, promoting, and
funding research, and providing practical resources and support for patients and caregivers.

RDACSs in the U.S. often operate at the state level, tailoring their efforts to meet the needs of



local communities and partnering with universities, hospitals, and government agencies to

strengthen their impact.

On an international scale, countries such as Canada, Germany, and those in the European
Union have implemented comprehensive rare disease frameworks, often at a national level,
which offer valuable insights into effective RDAC practices. By examining the successes and
challenges faced by RDACs both domestically and internationally, this report provides a
comparative analysis to inform Nevada’s approach to rare disease advocacy. As the Nevada
Rare Disease Advisory Council (NV-RDAC) nears the end of its inaugural strategic plan through
2025, these best practices can help shape its future direction, enabling Nevada to better serve
its rare disease population and drive meaningful improvements in rare disease care and

support.

2. Best Practices from U.S. RDACs

In the United States, Rare Disease Advisory Councils (RDACSs) are vital advocates for rare
disease communities, implementing strategies shaped by each state’s legislative framework,
healthcare infrastructure, and specific community needs. Despite facing familiar challenges,
such as limited resources and public awareness, U.S. RDACs have developed effective
practices across five fundamental areas: policy advocacy, education and awareness, research
and data collection, patient and caregiver support, and sustainable funding. These best
practices serve as a model for states looking to establish or strengthen their own rare disease

initiatives.



Policy Advocacy

Building strong, collaborative relationships with state legislators is essential for RDACs to make
meaningful policy impacts. Successful councils engage policymakers through regular briefings,
reports, and events that raise awareness of the unique needs of rare disease communities.
RDACSs often support these advocacy efforts with research partnerships, frequently working with
universities to gather data that demonstrates the need for increased funding, improved care
pathways, and policy changes specific to rare diseases. By presenting data-driven proposals,
RDACSs can advocate effectively for legislation that promotes earlier diagnosis, better care

access, insurance reform, and increased funding for research.

Education and Awareness

RDACSs play an active role in raising awareness about rare diseases among both healthcare
providers and the public. Annual events, such as Rare Disease Day, serve as a focal point for
advocacy, engaging communities in discussions about the challenges of rare diseases and the
importance of timely diagnosis and support. Many RDACs also collaborate with healthcare
institutions to provide educational resources and training opportunities for medical
professionals, helping them better understand the diagnostic and treatment needs of rare
disease patients. This approach promotes a more informed and sensitive healthcare

environment, reducing delays in diagnosis and improving care outcomes.

Research and Data Collection

Effective RDACs recognize the importance of data in supporting their advocacy efforts and
informing policy recommendations. Partnerships with universities, research institutions, and
disease registries enable councils to collect and analyze data on rare disease prevalence,
patient outcomes, and gaps in care. These collaborations help RDACs develop evidence-based
recommendations that can be presented to policymakers, healthcare providers, and the public,

ensuring that proposed solutions are both targeted and impactful. In addition, state-level
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disease registries facilitate patient identification, improve care coordination, and support the

development of clinical guidelines tailored to rare disease management.

Patient and Caregiver Support

U.S. RDACs are committed to addressing the complex needs of patients and caregivers, who
often face overwhelming challenges in navigating healthcare systems, securing financial
assistance, and finding emotional support. Many RDACs offer online directories that provide
comprehensive information on support groups, rare disease specialists, financial aid resources,
and mental health services. Councils frequently collaborate with local rare disease organizations
and nonprofits to organize support groups, workshops, and educational sessions that connect
families with resources and peer networks. This approach not only provides essential support

but also fosters a sense of community among individuals affected by rare diseases.

Funding and Resource Acquisition

Sustainable funding remains a critical need for RDACS, as limited budgets can restrict their
ability to expand programs and meet community demands. Some RDACSs receive state funding,
which provides a stable foundation for their initiatives, enabling consistent programming and
outreach. Others rely on grants, private donations, and partnerships with national organizations
to supplement their budgets. Volunteer contributions also play a vital role, as healthcare
professionals, advocates, and community members often dedicate their time to support council
activities. To maximize impact, many RDACs seek diverse funding sources, recognizing that

long-term sustainability depends on financial resilience and adaptability.

3. International Best Practices



Countries around the world have implemented innovative and comprehensive models for rare
disease advocacy that offer valuable insights. These international approaches provide examples
of best practices in policy, collaboration, patient support, and research that can inform the

development of RDACs in the United States, particularly in Nevada.

Canada

e National Rare Disease Strategy: Canada’s rare disease strategy includes a national
framework designed to streamline early diagnosis, fund rare disease medications, and
establish standardized care pathways across provinces. This strategy improves
consistency in care and reduces disparities by ensuring that patients across the country
have equitable access to rare disease resources.

o Rare Disease Network Collaboration: Canada’s network of rare disease organizations
enhances access to specialized care through coordinated resource-sharing across
regions. This network fosters communication among specialists, healthcare institutions,
and patient groups, creating a support system that spans the nation and aids in the

timely diagnosis and treatment of rare diseases.

European Union (EU)

e European Reference Networks (ERNs): The EU’s ERNs connect rare disease
specialists across Europe, enabling the sharing of expertise, case consultations, and
best practices. These networks reduce diagnostic delays and improve access to expert
advice for rare disease patients, particularly in cases requiring highly specialized care.
This cross-border collaboration strengthens the overall quality of rare disease care in

Europe.



e Orphan Drug Legislation: The EU provides incentives for pharmaceutical companies to
develop treatments for rare diseases, fostering innovation and addressing treatment
gaps. These incentives include market exclusivity, reduced fees, and research grants,
creating a more favorable environment for developing orphan drugs and improving

patient access to essential treatments.

Australia

o National Rare Disease Framework: Australia’s national framework focuses on
integrating rare disease services into the existing healthcare system, promoting patient-
centered care. This framework aims to close gaps in care by addressing rare disease
patients’ unique needs at all levels of the healthcare system. Additionally, the framework
supports public awareness initiatives, helping to reduce stigma and improve
understanding of rare diseases.

o Rare Disease Patient Registry: Australia’s national rare disease registry gathers
comprehensive data on disease prevalence, treatment outcomes, and patient
experiences. This registry supports research, facilitates coordinated care, aids in
policymaking, helping to shape targeted public health interventions for rare diseases and

improving the quality of life for patients.

Germany

e National Action League for People with Rare Diseases (NAMSE): NAMSE is
Germany’s coordinated effort involving the government, healthcare providers,
researchers, and patient organizations. This alliance integrates rare disease care across

sectors, guiding policy decisions, improving access to diagnosis, and creating a
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centralized approach to rare disease research and care. NAMSE'’s collaboration-driven
model exemplifies how cross-sector partnerships can enhance rare disease support.

o Rare Disease Centers of Excellence: Germany has established specialized centers for
rare disease care, which provide coordinated, multidisciplinary services that improve
diagnostic accuracy and ensure patients receive holistic, tailored care. These centers
serve as hubs for research, education, and direct patient care, making them a critical
component of Germany’s rare disease infrastructure.

e Orphan Drug Funding: Germany’s healthcare system supports access to orphan drugs
through insurance coverage and reimbursement policies. By covering the costs of rare
disease treatments, Germany reduces financial barriers for patients, improving access to

essential medications and enhancing treatment adherence.

4. Comparative Analysis

International and U.S.-based RDACs share common objectives but operate with varying
approaches influenced by legislative, economic, and healthcare structures in their respective

regions.

Similarities Across RDACs

e Focus on Advocacy: Both U.S. and international RDACs prioritize advocacy efforts to
secure legislative and financial support for rare disease initiatives. This advocacy
includes promoting equitable access to care, supporting rare disease research, and

ensuring patients’ needs are represented in policy decisions.
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e Emphasis on Data: Data collection and analysis form the backbone of RDAC initiatives.
By gathering comprehensive information on rare disease prevalence, treatment
outcomes, and patient demographics, RDACs can make evidence-based
recommendations that drive policy changes, improve diagnostic accuracy, and guide
funding allocations.

o Patient Support: RDACs across regions provide essential resources and support for
patients and caregivers. This includes access to directories of rare disease specialists,
information on financial assistance programs, and connections to support networks, all

of which are critical in helping patients navigate the complex rare disease landscape.

Differences in Approach

e Funding Sources: U.S. RDACs typically rely on a mix of state funding, grants, and
private donations, which can lead to variations in resource availability. In contrast, many
international models benefit from centralized national funding frameworks. The EU’s
incentives for private sector involvement, for example, support orphan drug development
and innovation, while Australia and Germany have state-backed initiatives that provide
consistent financial support for rare disease programs and patient resources.

e Scope of Collaboration: U.S. RDACs operate at the state level, with partnerships
focused within each state’s borders. This localized approach allows RDACs to tailor their
strategies to meet specific community needs. In contrast, the EU’s European Reference
Networks (ERNs) enable cross-country collaboration, facilitating expertise sharing and
improving access to specialized care for patients in smaller or less resourced regions.
Similarly, Canada’s and Australia’s nationwide frameworks allow for broader resource-
sharing and unified policy implementation, strengthening rare disease advocacy across

larger territories.
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e Integration within Healthcare Systems: International RDACs often benefit from
integration within national healthcare systems, which enables more seamless access to
care and resources. For example, Germany’s Rare Disease Centers of Excellence are
embedded within the healthcare system, offering coordinated services that include
diagnosis, treatment, and patient education. Australia’s national framework similarly
prioritizes integrating rare disease services into mainstream healthcare, creating a
cohesive system that addresses patients’ unique needs at all care levels. In the U.S.,
RDACSs’ integration within state healthcare systems varies, and councils may need to

work more intensively to coordinate with healthcare providers and institutions.

5. Notable Trends and Best Practices

RDACSs across the U.S. and internationally have implemented several effective strategies to
enhance their impact on rare disease advocacy, care, and support. These practices include
transparent reporting, stakeholder engagement, legislative collaboration, and community
outreach, which together help councils advance their mission to support the rare disease
community. Expanding on these practices, RDACs can optimize their efforts and foster stronger

relationships with their stakeholders.

A. Annual Reporting and Transparency

Councils that publish annual reports bolster transparency, foster accountability, and solidify their
role as trusted voices within the rare disease community. Annual reports provide a
comprehensive overview of RDAC activities, successes, challenges, and future objectives. They

summarize advocacy efforts, public outreach, and policy recommendations, offering insights into
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the council’s progress and areas for improvement. These reports are also powerful advocacy
tools that can be shared with legislators, stakeholders, and the public to underscore the
council’s impact. Regular reporting strengthens the RDAC’s credibility, establishes a clear
history of achievements, and lays a solid foundation for continued funding and support from

state agencies, donors, and community partners.

B. Diverse Stakeholder Engagement

Effective RDACs recognize the importance of involving a wide range of stakeholders—patients,
caregivers, researchers, healthcare providers, policymakers, and advocacy organizations—in
their activities and decision-making processes. This inclusive approach ensures that the voices
of those directly affected by rare diseases are at the center of policy recommendations and
advocacy strategies. Patients and caregivers provide firsthand perspectives on the challenges
and barriers faced in accessing care, while healthcare providers and researchers contribute
clinical insights that inform better diagnostic and treatment pathways. Engaging policymakers
ensures that rare disease initiatives align with legislative priorities, increasing the likelihood of
policy adoption. Councils that cultivate strong relationships with a diverse set of stakeholders
can develop more comprehensive and representative recommendations, creating a support

system that reflects the needs of the rare disease community.

C. Legislative Collaboration

RDACSs that maintain open and regular communication with legislators foster a more responsive
and supportive legislative environment for rare disease initiatives. Councils that consistently
provide legislative updates and policy briefs help to keep rare disease issues visible and
relevant to lawmakers, increasing the chances of securing funding and policy support.
Additionally, some councils organize legislative briefings, rare disease advocacy days, and
meetings between patients and lawmakers to humanize the impact of rare disease and build

rapport with policymakers. Councils that prioritize legislative engagement can respond more
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effectively to policy changes, advocate for rare disease protections, and help ensure that
proposed policies receive prompt consideration. This ongoing collaboration allows RDACs to
function as trusted advisors to legislators, providing research-backed data, firsthand patient

stories, and practical solutions to inform rare disease policy initiatives.

D. Community Initiatives

RDACSs that host community events and collaborate with healthcare providers and local
organizations effectively raise awareness of rare diseases and build robust support networks.
Community initiatives, such as Rare Disease Day events, health fairs, educational workshops,
and public awareness campaigns, bring attention to the unique challenges faced by those with
rare diseases. These events create a platform for patients, caregivers, advocates, and
healthcare providers to connect, share experiences, and foster solidarity within the community.
Partnering with local healthcare providers for educational workshops helps RDACs equip
physicians and other medical professionals with the knowledge to recognize rare diseases
early, improving diagnostic rates and patient outcomes. Furthermore, these community
initiatives draw media attention, promoting broader public understanding and reducing stigma
surrounding rare diseases. By establishing a visible presence in the community, RDACs can
create lasting partnerships, increase local support, and mobilize action for rare disease

advocacy.

Together, these trends and best practices enable RDACs to strengthen their advocacy efforts,
engage with diverse communities, and build a sustainable foundation for supporting rare

disease patients and their families. For Nevada’s RDAC, implementing or expanding on these
practices can deepen its impact and help create a more responsive, informed, and supportive

rare disease ecosystem in the state.
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6. Recommendations for Nevada RDAC

1. Strengthen Legislative Engagement

To secure sustainable policy support and funding, NV-RDAC should consider developing a
robust legislative engagement strategy. This could include organizing regular briefings for
Nevada lawmakers, presenting annual reports that summarize the council’s activities,
challenges, and policy needs, and meeting one-on-one with legislators to discuss the unique
challenges facing Nevada'’s rare disease community. These briefings can highlight the impact of
rare diseases on healthcare systems, patients, and families, and provide legislators with
actionable insights into the policy changes needed. Additionally, organizing an annual Rare
Disease Advocacy Day at the state legislature would allow patients, caregivers, and advocates
to meet directly with lawmakers, personalizing the impact of rare disease issues and increasing

legislators' awareness and commitment.

2. Develop Collaborative Data Collection Programs

Data collection is critical for evidence-based recommendations that drive policy change and
improve patient outcomes. NV-RDAC can strengthen its data capabilities by forming
partnerships with Nevada-based universities, research institutions, and healthcare
organizations. Through these partnerships, the council can collect valuable information on rare
disease prevalence, healthcare gaps, and patient needs. Establishing a rare disease registry for
Nevada would allow NV-RDAC to gather comprehensive data on demographics, healthcare
access, diagnostic pathways, and treatment outcomes. This registry can serve as a foundation
for research studies that identify specific healthcare needs in Nevada, shape targeted policy
recommendations, and justify funding requests. Additionally, data-sharing agreements with
national rare disease registries can enhance Nevada’s ability to compare state-specific data

with broader trends, increasing the credibility and scope of its recommendations.
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3. Create a Comprehensive Resource Directory

A dedicated online directory of resources for the rare disease community would be a valuable
tool for families navigating Nevada’s healthcare landscape. This directory could include
information on local support groups, mental health resources, specialized healthcare providers,
financial assistance programs, and educational resources for patients and caregivers.
Developing the directory in partnership with patient advocacy groups and local healthcare
providers ensures that it is inclusive and up to date. To increase accessibility, the directory
should be organized by disease type, region, and resource category, with options for translation
into multiple languages to serve Nevada’s diverse population. By promoting this directory
through healthcare providers, social media, and community events, NV-RDAC can help rare
disease patients and families access crucial resources, reducing the isolation and complexity

often experienced in managing rare diseases.

4. Expand Public Education and Awareness Campaigns

Raising awareness of rare diseases can reduce stigma, encourage early diagnosis, and foster
community support. NV-RDAC could launch an annual public awareness campaign in
collaboration with local healthcare providers, schools, and community organizations. Events like
Rare Disease Day provide a platform for public outreach, educational workshops, and patient
advocacy, while media coverage helps spread awareness to a broader audience. Additionally,
collaborating with medical institutions to develop training materials on rare diseases for
healthcare providers can improve early recognition and diagnosis, reducing delays and
improving patient outcomes. Educational resources tailored for schools can also promote
awareness among young audiences, helping foster understanding and empathy from an early
age. By hosting webinars, social media campaigns, and outreach in rural areas, NV-RDAC can

ensure its education and awareness efforts reach communities statewide.
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5. Explore Funding Partnerships

To enhance its programming and patient support services, NV-RDAC should pursue diverse
funding sources, such as grants from private foundations, partnerships with national rare
disease organizations, and contributions from local businesses and philanthropies. By
identifying grant opportunities specifically aimed at rare disease research, public health
initiatives, and healthcare access, NV-RDAC can secure additional funds for data collection,
patient resources, and community events. Establishing partnerships with pharmaceutical
companies involved in rare disease treatment, as well as technology firms, could also offer new
funding opportunities while aligning with NV-RDAC’s mission. Collaborating with national
organizations such as the National Organization for Rare Disorders (NORD) or Global Genes
can provide access to training, resources, and funding avenues that complement NV-RDAC’s
efforts. Developing a grant-writing team or assigning a dedicated grant coordinator could ensure
consistent funding applications and sustained financial support for Nevada'’s rare disease

community.

7. Conclusion

Rare Disease Advisory Councils (RDACS) across the U.S. and internationally employ a variety
of strategies to address the unique needs of rare disease communities, demonstrating the
importance of tailored, innovative approaches to advocacy, policy support, and patient
resources. By examining the best practices of established RDACs, NV-RDAC could adopt
effective models that have proven successful in other regions, enhancing its impact on

Nevada’s rare disease population.
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Implementing robust data collection systems, for instance, can provide NV-RDAC with essential
insights into disease prevalence, healthcare access challenges, and patient needs within
Nevada. This data is invaluable not only for shaping policy recommendations but also for
securing funding and resources. Consistent legislative engagement is another cornerstone of
effective RDACs, helping to keep rare disease issues on the policy agenda and building strong
relationships with lawmakers who can advocate for the community’s needs. Additionally, public
education and outreach initiatives can foster awareness, reduce stigma, and improve early

diagnosis, which are essential to improving the quality of life for those with rare diseases.

Learning from international models offers further insights. For example, Canada’s national rare
disease strategy and the EU’s European Reference Networks illustrate how coordinated, cross-
regional efforts can enhance access to specialized care and reduce diagnostic delays.
Germany’s specialized Centers of Excellence demonstrate the value of integrating
comprehensive, multidisciplinary care for rare disease patients within the healthcare system,
while Australia’s patient-centered framework emphasizes the importance of integrating rare
disease services at every level of care. These models highlight the potential impact of

centralized support, cross-border collaboration, and patient-centered frameworks.

By incorporating these practices, NV-RDAC can become a more powerful advocate and a
crucial resource for Nevada’s rare disease community. As it approaches the end of its current
strategic plan, NV-RDAC has an opportunity to set ambitious goals that reflect the best
practices from these national and international RDAC models, driving meaningful change and

providing essential support for individuals and families affected by rare diseases in Nevada.
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Disclosure and Limitations

This report, "Advancing Rare Disease Advocacy in Nevada: Best Practices and Lessons from
U.S. RDACs and International Models," offers insights and recommendations to guide rare
disease advocacy in Nevada. Drawing from publicly available data on U.S.-based and
international rare disease councils, it highlights best practices that can inform Nevada’s

approach to patient support, policy advocacy, and inter-agency collaboration.

While the report prioritizes accuracy, the Nevada Rare Disease Advisory Council (NV-RDAC)
acknowledges that these recommendations are based on general strategies and may require
adaptation to Nevada’s unique legislative, healthcare, and community context. This document is
intended for informational purposes only, and the NV-RDAC cannot guarantee completeness or

universal applicability.
Limitations

o Data Variability: Information is based on accessible sources, which may vary in
accuracy and comprehensiveness. This may limit the relevance of certain practices to

Nevada.
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o Contextual Adaptation: Best practices from other regions may not directly translate to
Nevada’s healthcare or legislative environment and may need adjustments to suit local
needs.

o« Temporal Relevance: The information reflects the state of rare disease advocacy at the
report’s publication date, which may require updates as policies evolve.

o Interpretive Limits: The Chair of the NV-RDAC emphasizes that recommendations
should not be interpreted as prescriptive mandates but as adaptable frameworks. It's
essential to consider Nevada's specific legal, financial, and cultural landscape when
applying these insights, ensuring that recommendations align with local needs and

resources.

For further information or inquiries, please contact the Nevada Rare Disease Advisory Council
(NV-RDAC) at [Contact Information].
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Appendices

Appendix A: Needs Assessment Review and Recommendations for Nevada

1. Overview of Needs Assessments (U.S. and International)

This appendix reviews needs assessments conducted by selected U.S. Rare Disease Advisory
Councils (RDACSs) and international councils, offering insights into methodologies and focus
areas that can inform Nevada’s RDAC. Needs assessments provide critical data on the
challenges faced by rare disease patients, supporting evidence-based policy, improved access

to services, and enhanced community support.

Nevada Rare Disease Advisory Council (NV-RDAC) Current Strategy

o Objective: NV-RDAC has initiated a statewide needs assessment aimed at identifying
the specific needs and challenges of Nevada'’s rare disease community. This information
is intended to guide policy development, increase healthcare access, and bolster
community support.

e Status: The needs assessment is ongoing, with data collection underway. Initial findings
will help shape future initiatives and recommendations for rare disease care and support

in Nevada.

Comparative Analysis of Needs Assessments

U.S.-Based Assessments

1. South Carolina Rare Disease Advisory Council
o Focus: South Carolina’s RDAC is conducting a needs assessment targeting

gaps in resources, healthcare access, and policy requirements.
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o

Methodology: A survey distributed to patients and caregivers across the state,
collecting both quantitative and qualitative data.

Key Takeaways for Nevada: South Carolina’s emphasis on healthcare access
and specific policy needs could guide Nevada in exploring targeted legislative

solutions to support rare disease patients more effectively.

2. Pennsylvania Rare Disease Advisory Council (PA-RDAC)

o

Focus: PA-RDAC’s needs assessment gathers information on the healthcare,
support, and financial needs of rare disease patients, with input from diverse
stakeholders, including families and healthcare providers.

Methodology: Pennsylvania’s approach combines surveys, interviews, and
focus groups to gain a comprehensive perspective on the needs of rare disease
patients.

Key Takeaways for Nevada: Nevada could consider expanding its approach to
include stakeholder interviews or focus groups, providing a more nuanced

understanding of community needs.

International Needs Assessment Practices

1. Canada’s National Rare Disease Strategy

o

Focus: Canada’s national needs assessment examines patient access, early
diagnosis, and treatment availability across provinces.

Methodology: Canada’s centralized approach enables broad data sharing
across regions, supporting a unified national strategy.

Key Takeaways for Nevada: Nevada might benefit from regional partnerships
and data-sharing agreements, possibly in collaboration with nearby states, to

improve rare disease advocacy and resource allocation.

2. European Union: European Reference Networks (ERNs)
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o Focus: The ERNs’ needs assessments focus on access to specialized care,
sharing rare disease expertise across member states.

o Methodology: Cross-country collaborations facilitate expertise sharing and
establish standardized care for rare diseases.

o Key Takeaways for Nevada: NV-RDAC could explore forming networks or
coalitions with neighboring states, enhancing rare disease expertise and creating
pathways for specialist referrals.

3. Australia’s National Rare Disease Framework

o Focus: Australia’s needs assessment integrates rare disease services within the
national healthcare system, emphasizing patient-centered care.

o Methodology: Australia collaborates with healthcare providers and patient
groups to collect data on care access and integration.

o Key Takeaways for Nevada: Nevada could consider implementing a patient-
centered framework, partnering with local healthcare providers to better integrate

rare disease services into the state’s healthcare infrastructure.

Recommendations for Nevada RDAC Based on Comparative Needs Assessment Analysis

1. Broaden Data Collection Methods

e Actionable Step: NV-RDAC should consider supplementing its survey data with in-
depth interviews and focus groups. Engaging a variety of stakeholders, including
patients, caregivers, healthcare providers, and advocacy organizations, would provide a

fuller picture of the needs of the rare disease community in Nevada.

2. Establish Cross-State Collaboration
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e Actionable Step: Form alliances with RDACs in nearby states (e.g., California, Arizona)
to share data and best practices, and consider partnerships that could facilitate specialist
referrals and collaborative care for Nevada patients.

o Potential Impact: Cross-state collaboration could offer patients better access to rare
disease resources and increase the depth and accuracy of data collected, ultimately

guiding more effective state and regional policies.

3. Create Partnerships with Local Healthcare Institutions

e Actionable Step: Strengthen partnerships with Nevada’s healthcare providers,
universities, and research institutions to support needs assessment activities and
improve data quality. Universities, for example, can assist with data analysis and survey
design, while local healthcare institutions could offer direct insights on care gaps.

o Potential Impact: Engaging healthcare providers would improve service integration and

foster a more patient-centered healthcare environment for rare disease patients.

4. Develop a Resource-Sharing Framework

e Actionable Step: Work toward developing a centralized platform or network, akin to the
European Reference Networks, to facilitate the sharing of resources and specialist
access across Nevada.

o Potential Impact: A centralized system could streamline access to specialists, improve
early diagnosis rates, and support Nevada’s rare disease community more effectively,

especially in rural or underserved areas.

5. Focus on Targeted Public Policy Advocacy
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e Actionable Step: Utilize the data from the needs assessment to drive specific policy
recommendations that address Nevada’s unique rare disease challenges. Examples
may include policies to increase funding for diagnostic services, improve insurance
coverage, or mandate rare disease training for healthcare providers.

e Potential Impact: Targeted policies based on robust needs assessment data would
help address specific issues faced by Nevada’s rare disease population, making

advocacy efforts more impactful and sustainable.

Conclusion

By analyzing and adapting the needs assessment strategies of other RDACSs, both domestically
and internationally, NV-RDAC can enhance its data collection and advocacy efforts. A
multifaceted approach—combining surveys, interviews, regional collaboration, and healthcare
partnerships—would enable NV-RDAC to better understand and address the needs of Nevada’s

rare disease community.
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