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Building Community - Giving Voice + Advancing Care

Advocacy Training. " =
The Lymphedema Advocacy Group (LAG) is an all-volunteer patient- In 2015, we created an Advocacy Training £ b __ __ Stakeholders Endorsements/ Coalition Building.
centered organization in the United States focused on improving access to State Teams. Committee to work C|956|¥ with state team SR 48 = € B-whek ®ig) R What started with one person has grown to a
care. Executive Director Heather Ferguson founded LAG in 2010, after the We createq regional teams of mem'?ers to boost their skills, Conﬁde”.cef and B | ! y S W A i nationwide movement with over 1,300 general Listening Sessions.
birth of her twins, one of whom has primary lymphedema. advocates in 2013, and by 2015 SNEETEMESS, DL [LaiCleols gmel WiEls s a0 N\ - e members, 1,500 state team members, 14,000 After the LTA was signed
we had teams in all 50 states. have prepared hundreds of advocates for , : 2
followers on social media, and over 40

into law, key partners
spoke with CMS to
discuss all aspects of
implementation.

thousands of congressional meetings.

This timeline depicts the group’s 13-year journey of building a nationwide .
grassroots effort and learning to navigate the American legislative system. “[S
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advocates to communicate with legislators, and promoting research findings that demonstrate \ 7‘§O‘ QS AMAE
a reduction in lymphedema-related healthcare spending through better patient outcomes. — ~
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LAG's successful strategies have resulted in wide-spread improvements to insurance M. \\\pmg;mera Komen . conriMBR MeDIEARPOREIAID SR
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coverage for compression garments and supplies for millions of Americans. We are ClE AT FRMECUS@.

happy to share our timeline as a blueprint for community-building, giving voice, and 'IEI* ")

advancing care. Learn more about us at LymphedemaAdvocacyGroup.ora. '
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. . Giving Voice
First Major Stakeholders
Joined in Support. Lymphedema Lobby Days. Lymphedema Stories. Educational Materials. Advocacy Tools.
In 2010, twelve lymphedema advocates, most of We began the My Lymphedema Story We have created numerous educational Many of our advocates tell us Virtual Lymphedema
T whom were founding members of LAG, made the first campaign during our first year of resources, some geared toward the general they have never contacted their Lobby Days. Patient and Professional
Lymphedema Advocacy trip to Washington, DG, to raise support for the LTA. existence and have amassed over 1,000 public, and others designed for lawmakers and members of Congress before or During the COVID-19 pandemic, Feedback to CMS
Group's Inception. ﬁ From that point forward, until passage of the bill, our of these deeply personal and often raw staff. As of 2024, we have provided over 400,000 actively advocated for any meetings with congressional CMS was able to hear from
The group was founded in 2010 by Lymphedema Lobby Days became an annual event and emotional narratives. They are information cards free of charge to doctors cause, so providing tools that offices were moved onlineg, o R ST
Heather Ferguson’ with a board OBS—I—/ comprised of about 100 peop]e from around the invaluable for helplng others understand and therapistS' OfﬁCES, manufacturers and enable them to do so eaSin and which facilitated even greater im'pler-n-enation Wwas
representing all aspects of the s B= country who met with hundreds of congressional lymphedema’s impact, and many patients distributors, support groups, = penserE effectively is essential, Advocates sent over SeritoaTTom. i &y e oy
lymphedema community — patients, "leT offices over one or two days. Participants described have said their lymphedema journeys and anyone who wishes to help m 45,000 emails to Congress through our advocacy, we plan to offer both K
family members, clinicians, and the experience as “life-changing” and one of the “most are very therapeutic - o spread awareness. Two of our W\ website, many of which went to multiple in-person and virtual meeting " gmfm
industry members. Heather learned inspiring and empowering” things they have done. to write about. | most popular full-page * offices, since each citizen-advocate is options as well
that insurance would not cover her S documents are “6 Things represented by three members of Congress. as call scripts. .
son Dylan’s.garm.ents. She responded é%‘éﬁ&‘%ﬂ.‘é&m*} You May Not Know About We also provided advocates with phone
by developing a list of about 40 — Lymphedema”and numbers and call scripts, and tools for
friends and family Slected Stovies “Lymphedema: advocating on social media and for sending
members willing to ’ Not One Disease.” letters to newspapers and media outlets. :
A imEstE Fap i 117th Congressional
. , LTA Information

and everything Packet. —
grew from there. ‘
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Garnered support: Garnered support: Garnered support: Garnered support: Garnered support: Garnered support: Garnered support: &%{ﬂ#ﬂg&fﬁ%ﬁr New c.:overage
58 House Cosponsors 92 House Cosponsors 107 House Cosponsors 261 House Cosponsors 385 House Cosponsors 386 House Cosponsors 385 House Cosponsors » / goes into Effect
29 Senate Cosponsors 66 Senate Cosponsors 71 Senate Cosponsors 74 Senate Cosponsors RTINS
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First Time the LTA Suppzrt 5] each successive Sessioﬁ of Congress. Lymphedema Treatment Act had In 2021 the Lymphedema Advocacy Group In July 2022, the Lymphedema ,\ released. enacted.

i< Introduced LYMPHEDEMA more congressional cosponsors —— compiled findings from various studies. LAG then Treatment Act unanimously @ | @ S

Original lead | —— | than any other healthcare bill. HINAVERIN commissioned Avalere Health to estimate the passed out of the Energy N\~

riginal lead sponsor — SENATE gHONSE : : : ;

Cor? racsman Earr Kissell (NC-8) COSPONSORS 2022 potential savings in healthcare expenses through and Commerce Committee.

. 2 4 Conaressman Dave Reichert enactment of the Lymphedema Treatment Act.

introduced the Lymphedema g Senate Combanion . . : . Full Passage of the LTA,

serves as Lead Sponsor P 1", Their analysis concluded that improved access LTA Passes in the House. :
Treatment Act to the House of P - Bill is Introduced il - 5 EETETESSIeT GRMTIETS M save the feckm o Nl S ST, e Bill Becomes Law. LYMPHEDEMA
Representatives in 2010. From 2014 for the First Time i LTA Passes in the House. 1 ' In December 2022, the oyl
I , throuah 2018 e S government over $130-5150 million per ... Lymphedema Treatment Act, ' >
g ' 4 In 2019, the Lymphedema Lymphedema Treatment Act

Senate lead sponsor
Maria Cantwell (WA)

year through preventing lymphedema-
related hospitalizations, with additional

Representative

championed by sponsors .
Reichert (WA-8)

Jan Schakowsky (IL-9)

passed the Senate and House.

Treatment Act was passe

championed introduced the in the Housg of oA savings likely, and that state-based and Buddy Carter (GA-1)
the Lvmphedema Lymphedema Repres.entatlves, and private insurance | i o= passed in the House
AL Treatment Act to championed o J

plans would also see
significant savings.

of Representatives with
overwhelming bipartisan support.

Treatment Act.

Hospitaizations RO
,800

by House sponsor

the Senate in 2015.
Jan Schakowsky (IL-9).
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Advancing Care


https://lymphedematreatmentact.org/endorsements/current-list-of-endorsements/
https://lymphedematreatmentact.org/endorsements/
https://lymphedematreatmentact.org/about-the-bill/lta-info-packet-for-congress/
https://lymphedematreatmentact.org/lymphedema-lobby-days/
https://lymphedematreatmentact.org/share-your-lymphedema-story/
https://lymphedematreatmentact.org/increase-awareness/
https://lymphedematreatmentact.org/increase-awareness/
https://lymphedematreatmentact.org/wp-content/uploads/2020/05/Lymphedema-Not-One-Disease-full-bleed.pdf
https://lymphedematreatmentact.org/wp-content/uploads/2021/04/6-Things-You-May-Not-Know-About-Lymphedema-infographic.pdf
https://lymphedematreatmentact.org/about-the-bill/lta-info-packet-for-congress/
https://lymphedematreatmentact.org/wp-content/uploads/2021/07/Lymphedema-Treatment-Act-Savings-Estimate.pdf
https://lymphedematreatmentact.org/contact-congress/
https://lymphedematreatmentact.org/lymphedema-lobby-days/
https://lymphedematreatmentact.org/lymphedema-lobby-days/
https://lymphedematreatmentact.org/about-us/
https://lymphedematreatmentact.org/about-the-bill/lta-info-packet-for-congress/
https://lymphedematreatmentact.org/wp-content/uploads/2023/09/LTA-Proposed-Rule-Public-Comments-Sheet.pdf
https://lymphedematreatmentact.org/wp-content/uploads/2023/09/LTA-Proposed-Rule-Public-Comments-Sheet.pdf
https://lymphedematreatmentact.org/wp-content/uploads/2023/11/Final-LTA-Rule-.pdf.
https://www.congress.gov/bill/117th-congress/house-bill/3630/cosponsors
https://www.congress.gov/bill/117th-congress/house-bill/3630/cosponsors
https://lymphedematreatmentact.org/about-us/
http://LymphedemaAdvocacyGroup.org
https://www.congress.gov/bill/117th-congress/house-bill/3630/all-actions?overview=closed&q=%7B%22roll-call-vote%22%3A%22all%22%7D
https://www.congress.gov/bill/117th-congress/house-bill/3630/all-actions?overview=closed&q=%7B%22roll-call-vote%22%3A%22all%22%7D
https://lymphedematreatmentact.org/wp-content/uploads/2014/02/Lymphedema-Dear-Colleague-113th.pdf
https://lymphedematreatmentact.org/wp-content/uploads/2014/02/Lymphedema-Dear-Colleague-113th.pdf
https://lymphedematreatmentact.org/wp-content/uploads/2014/02/Lymphedema-Dear-Colleague-113th.pdf
https://lymphedematreatmentact.org/advocacy-handbook/
https://www.cms.gov/medicare/payment/fee-schedules/dmepos-fee-schedule/lymphedema-compression-treatment-items
https://schakowsky.house.gov/media/press-releases/schakowsky-applauds-passage-legislation-lower-drug-costs-now
https://www.congress.gov/bill/117th-congress/house-bill/2617
https://lymphedematreatmentact.org/about-the-bill/background-information/
https://lymphedematreatmentact.org/state-advocacy-teams/
https://www.cantwell.senate.gov/news/press-releases/cantwell-introduces-bill-to-improve-medicare-coverage-for-people-living-with-lymphedema
https://lymphedematreatmentact.org/wp-content/uploads/2019/05/LTA-Stakeholder-Quotes.pdf
https://lymphedematreatmentact.org/wp-content/uploads/2019/05/LTA-Stakeholder-Quotes.pdf
https://lymphedematreatmentact.org/wp-content/uploads/2019/05/LTA-Stakeholder-Quotes.pdf
https://lymphedematreatmentact.org/wp-content/uploads/2019/05/LTA-Stakeholder-Quotes.pdf
https://lymphedematreatmentact.org/wp-content/uploads/2019/05/LTA-Stakeholder-Quotes.pdf
https://www.congress.gov/bill/117th-congress/house-bill/2617

