BE A YEAR-ROUND ADVOCATE

FOR RARE KIDNEY DISEASE

Top 6 tips for driving policy change c c c c

on the Hill and in your own backyard

The power is in your hands—change can
happen in every community, every day.

Here are some practical and proven tips for
driving change and amplifying patient voices.

#1: Identify your unique story...

and share it over and over again

Crafting a narrative that highlights your unique
experiences and perspectives can help appeal
to the humanity behind the policies.

Your personal story

is one-of-a-kind

Urge representatives p Share your story by writing
to care about a cause ‘2 letters to policymakers and
affecting their constituents sending email updates

#2: Find and feature facts that
will compel people to care

Not all facts are created equal. Strategically choose data or statistics
that will grab attention and resonate, such as those with elements of
urgency, unexpectedness, and unmet need.

There are over 150 rare kidney
' diseases, including IgAN3
1in 10 Americans has a rare disease! Even patients with IgAN

traditionally regarded as “low

risk” have high rates of kidney
I9A nephropathy (IgAN) failure within 10 years*

predominantly affects males in

their teens to late 30s, and Fewer than 500 of the
disproportionately affects d 8 7,000 rare diseases have an
individuals of Asian descent? FDA-approved treatment!

#3: Put yourself in your v
representatives’ shoes
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Seek to understand your reps’ goals and get familiar with
legislation. By understanding what’s important to them,
you’ll be better equipped to make your case.

Tie their platform to Know the name of Learn your reps’
10r 2 elements in a relevant legislation names and use them
piece of legislation and repeat it often to draw attention
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#4: To make a lasting impression,
leverage local opportunities

Advocacy doesn’t just happen in Washington, DC; in fact, visiting
your representative’s local office can go a long way.
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Participate in local When you visit,
events and create be sure to share
photo ops your materials

#5: Get savvy about social media

Utilize social media to increase your visibility. Most government
representatives will welcome photo ops and posts that demonstrate
action and engagement with their constituents.

Post photos

Tag leaders 3

Use hashtags

+ Observe holidays
and special events
like Rare Disease Day
(Feb 28)

Include a call to action

Follow your rep on social
platforms and like/share their posts

##6: Be persistent, be persistent,
be persistent!

Repeat clear and concise
messages regularly in
your communications.

Set tangible goals for
your touchpoints, whether
in-person or via email.

Keep pushing forward — every step brings you closer to
making a lasting impact for those with rare kidney disease

FDA, US Food and Drug Administration; IgAN,

immunoglobulin A nephropathy.
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