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1. About

I'm Stefan, a proud representative of Spierziekten Nederland, an organization dedicated to
supporting individuals and families affected by neuromuscular disorders since 1967. Our motto is
‘Stronger Together’. We're a passionate community advocating for improved healthcare,
accessibility, and quality of life for those with neuromuscular disorders. Together, we strive to
create a more inclusive and supportive society, where every individual, regardless of their
condition, can thrive and live their best life.

2. Mission

Our goal at Spierziekten Nederland is crystal clear: we're driven to enhance the lives of individuals
and families dealing with neuromuscular disorders. What drives us? The unwavering belief that
every person, no matter their condition, deserves a life filled with joy, opportunity, and support.
Our top priorities include advocating for improved healthcare, boosting accessibility, and building a
tight-knit community where nobody feels alone on their journey. We're on a mission to turn
challenges into triumphs, all while sharing smiles and spreading the love. Together, we're making a
world that's inclusive, understanding, and kinder to all.

3. Focus.

At Spierziekten Nederland, we've been busy making a difference! Our main initiatives include
advocating for improved healthcare policies and accessibility, organizing support networks for
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individuals and families, and driving awareness campaigns to promote understanding and inclusion.
Our projects range from educational workshops and fundraising events to collaborating with
healthcare professionals to enhance patient care. Some of our proudest accomplishments involve
successfully influencing policy changes, securing access to SMA treatments for everyone.

4. Coming up

The current advancements in gene therapy are incredibly promising for individuals with
neuromuscular disorders. These breakthroughs offer hope for improved quality of life and increased
mobility. However, accessibility and affordability can be significant hurdles.

At Spierziekten Nederland, we're on the frontline, collaborating with all stakeholders, including
pharmaceutical companies and government bodies. Together, we're advocating tirelessly to ensure
that these life-changing treatments are accessible to everyone in need.

Our commitment to inclusivity and equal access drives us forward, and we'll continue to work
relentlessly to make these groundbreaking therapies a reality for all.
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