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 Advancing Care 

 

Building Community      

Stakeholders Endorsements/ Coalition Building. 
What started with one person has grown to a 
nationwide movement with approximately 12,000 
general members, 1,500 state team members,14,000 
followers on social media, and over 40 endorsements 
from national organizations.

    Building Community   •   Giving Voice    •   Advancing Care  

First Major Stakeholders 
Joined in Support.

 
   

Progressive Support.  
The Lymphedema Treatment Act 
has garnered more support in each 
successive session of Congress. 

High Level of Support.  
For the last three sessions (currently and the two prior), 

more members of Congress have cosponsored the 
Lymphedema Treatment Act than any other healthcare bill.

Savings Analysis. 
In 2021 the Lymphedema Advocacy compiled findings from 
various studies.  It then commissioned Avalere Health to 
estimate the potential savings in healthcare expenses through 
the enactment of the Lymphedema Treatment Act. Their analysis 
concluded that improved access to compression garments would save the federal 
government over $130 -$150 million per year through preventing lymphedema-related 
hospitalizations, with additional savings likely, and that state-based and private 
insurance plans would also see significant savings. 

 

    

    

111th Congress 
58  House Cosponsors

    

112th Congress 
92  House Cosponsors

    

113th Congress 
107  House Cosponsors

    

114th Congress 
261  House Cosponsors
  29   Senate Cosponsors

    

117th Congress (as of 12/12/2021)
   311  House Cosponsors
      68  Senate Cosponsors

    

116th Congress 
386  House Cosponsors
   71  Senate Cosponsors

    

115th Congress 
385  House Cosponsors
   66  Senate Cosponsors

Lymphedema Lobby Days. 
In 2010, twelve lymphedema advocates, most of 
whom were founding members of LAG, made the 
first trip to Washington, DC, to raise support for the 
LTA. Since that time, our Lymphedema Lobby Days 
have become an annual event, and usually 
comprises about 100 people from around the 
country who collectively meet with hundreds of 
Congressional offices over one or two days. Many 
participants describe the experience as “life-
changing” and one of the  “most inspiring and 
empowering” 
things they 
have ever done.

Lymphedema Stories. 
 We began the My Lymphedema Story 
campaign during our first year of 
existence and have amassed over 1,000 
of these deeply personal and often raw 
and emotional narratives. They are 
invaluable for helping others understand 
lymphedema’s impact, and many patients 
have said their lymphedema journeys 
are very therapeutic 
to write about.  

Advocacy Tools. 
Many of our advocates tell us
they have never contacted their 
members of Congress before or 
actively advocated for any 
cause, so providing tools that
enable them to do so easily and 
effectively is essential. Advocates have sent 
over 45,000 emails to Congress through our 
website, many of which went to multiple 
offices, since each citizen-advocate is 
represented by three members of Congress. 
We also provide advocates with phone 
numbers and call scripts, and tools for 
advocating on social media and for sending 
letters to newspapers and media outlets. 
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Giving Voice  

 

  

The Lymphedema Advocacy Group (LAG) is an all-volunteer 
advocacy organization in the United States.  Executive Director 
Heather Ferguson founded LAG in 2010, after the birth of her twins, 
one of whom has primary lymphedema.  The group's focus is the 
federal Lymphedema Treatment Act (LTA).  Passage of this bill is a 
critical step toward the group’s mission to improve insurance 
coverage for lymphedema compression supplies.

This poster depicts the group’s 11-year journey of building a nationwide grassroots 
effort and learning to navigate the American legislative system.  Effective strategies 
include networking and coalition building, training and activating advocates to 
communicate with legislators, and promoting research findings projected to translate 
into a reduction in lymphedema-related healthcare spending.

The group has taken a bill about a little-known disease and turned it into the most 
broadly supported healthcare legislation in the United States Congress.  The timeline 
represents LAG’s landmark events and successful strategies.  Other groups can use the timeline 
as a blueprint to guide community-building, giving voice, and advancing care.

Educational Materials. 
We have created numerous educational 
resources, some geared toward the general 
public, and others designed for lawmakers and 
staff. We have provided over 300,000 information 
cards free of charge to doctors and therapists' 
offices, manufacturers and distributors, support-
groups, and anyone who wishes to help spread
                               awareness. Two of our most 
                                popular full-page items are our    
                                        “6 Things You May Not Know  
                                         About Lymphedema” and   
                                          “Lymphedema: Not One 
                                           Disease” documents.

For more information visit our website 

LymphedemaTreatmentAct.org

•  Aagenaes Syndrome

•  Adams-Oliver Syndrome

•  C.H.A.R.G.E. Syndrome

•  C.L.O.V.E.S. Syndrome

•  Carbohydrate Deficient Glycoprotein     

   (types 1a, 1b, 1h)

•  ardio-facial-cutaneous Syndrome

•  Choanalatresia-lymphedema Syndrome

•  Congenital Lymphedema (non-Milroy’s)

•  Ectodermal Dysplasia Anhidrotic

•  Immunodeficiency Osteopetrosis

•  Lymphedema Syndrome

•  Fabray’s Disease

•   Gorham’s Disease

•  Hennekam Syndrome

•   Hypotrichosis Lymphedema Telangiectasia

•  Klippel Trenaunay Syndrome

•  Klippel-Trenaunay-Weber Syndrome

•  Lipedema

•  Lymphedema Distichiasis Syndrome

•  Lymphedema Myelodysplasia

   (Emberger Syndrome)

•  Lymphedema Praecox

•  Lymphedema Tarda

•  Lymphedema-Distichiasis

•  Macrocephaly-Capillary Malformation

•  Maffucci Syndrome

Over 40 rare diseases are associated with primary lymphedema including:

Primar
y

of all cases are non-cancer related.

of all cases are cancer related.

Any significant damage to the lymphatic organ system 

can result in lymphedema. Causes include:   

• Burns  
•  Ilio-femoral bypass

• Infection 

• Paralysis  

22%      

of all cases are 

Primary (congenital)1-3,6-7 

10%  

The overall cancer-related incidence rate is 15.5%. 

Specific rates include:  

• Breast 40% 

• Sarcoma 30% 

• Gynecological 20% 

1. Journal of the American College of Cardiology. 2008: 52 (10): 799-806

2. Vascular Medicine. 1998: (3): 145-156  

3.  Clinical Genetics. 2010: 77: 438-452

4.  Cancer. 2010: 116: 5138-49

5. Journal of Clinical Oncology. 2009:  27:(3): 390-7

6.  Annals of the New York Academy of Sciences. 2008: 1131: 147-154

7. European Journal of Cancer Care. (Engl.) 1996: 5: 56-59

 90%  
of all cases are 

Secondary (acquired)1,2,4,5

• Radiation  

•  Rheumatoid arthritis

• Surgery 

• Trauma

• Melanoma 16%  

• Genital-urinary 10% 

• Head and neck 4%

Secondary cases can be broken into two categories: 

68%      

•  Meige Syndrome

•  Microcephaly-Chorioretinopathy-

   Lymphedema-Mental Retardation 

   Syndrome

•  Milroy’s Disease

•  Mucke Syndrome

•  Neurofibromatosis

•  Nonne-Milroy Disease

•  Noonan’s Syndrome

•  Oculo-Dento-Digital Syndrome

•  Parkes-Weber Syndrome

•  Phelan McDermid Syndrome

•  Prader Willi Syndrome

•  Progressive Encephalopathy-Hypsar

   -rhythmia-Optic Atrophy Syndrome

•  Protein Losing Enteropathy 

  (associated with numerous forms 

   of congenital heart disease)

•  Proteus Syndrome 

•  Spina bifida 

•  Thrombocytopenia with Absent 

  Radius Syndrome

•  Trisomy 13,18,21

•  Turner’s Syndrome

•  Velocardiofacial Syndrome

•  W.I.L.D. Syndrome

LYMPHE
DEMA : NOT ONE DISEASE    

         
    Chronic lymphatic-system failure (lymphedema)  occurs in 3-5 million Americans across a   wide spectrum of diseases.

LYMPHEDEMA6THINGS YOU MA
Y NOT KNOW ABO

UT

1 Lymphedema is chronic swelling

 caused by a build-up of fluid that

 occurs when the lymphatic

system is either faulty or damaged.

5 Medicare, and many private

 insurance policies do NOT

 cover compression garments,

wraps, or bandages — the supplies

needed for compression therapy.

3  Most physicians

  in the United States

  are taught about

the lymphatic system for

1 hour or less during

their 4 years of medical

school training.

6

Causes of Lymphatic Dysfunction

A. Lymph node removal for cancer

    treatment
B. Injury to lymphatic vessels due to

     trauma or infection

C. Venous insufficiency, causing

     overload of lymphatic vessels

D. Congenital malformation of

     lymphatics

Swollen tissue
due to buildup of
lymphatic fluid

2 An estimated 3-5 million

 Americans suffer from

 lymphedema — including

many that are undiagnosed or

undertreated. That is more than ALS,

Cystic Fibrosis, Multiple Sclerosis,

 Muscular Dystrophy, and Parkinson’s

  Disease combined.

Visit our website to learn more about

lymphedema and how to support this bill.

 LymphedemaTreatmentAct.org

     The Lymphedema

     Treatment Act is a bill,

     currently in Congress, that

aims to improve insurance coverage

for compression supplies, allowing

lymphedema patients to maintain a

healthy and productive life.

Damaged vessels
blocking the normal
flow of lymphatic fluid

4  There is          no known cure

  for lymphedema, but it can be

effectively treated. Compression

therapy is the most critical component

of treatment. Without it, patients are at

increased risk for complications and

disability.

2 out of 5 breast cancer patients will

   develop lymphedema within 5 years

     of surgery.*

*Journal of Clinical Oncology ~ J Clin Oncol. 2009 Jan 20;27(3):390-7. 

 

 

Savings Estimate for the Lymphedema Treatment Act 
(S.1315/H.R.3630) 

 

The Lymphedema Treatment Act is projected to save the Medicare program  

at least $1.3 to $1.5 billion during the first 10 years, with additional savings likely. 

 
The Lymphedema Advocacy Group commissioned Avalere to estimate the one-year savings potential associated with 

the coverage of lymphedema compression treatment items as proposed in the Lymphedema Treatment Act 

(S.1315/H.R.3630). The estimated savings in key areas are presented on the table below. 

 
The full report states: “In addition, patients with lymphedema may not be comprehensively captured in the observational 

studies and/or claims data due to lack of reported diagnosis, misdiagnosis, or because they are not accessing care, 

thereby not allowing for more accurate estimates and resulting in an underestimation of the actual savings potential.” 1 

 
Further, expert opinion and considerable clinical evidence support the expectation that additional savings would also 

occur in the following areas due to reduced disease progression and fewer complications, but these categories were 

not included in the savings estimate. In 2019, the lymphedema-related Medicare fee-for-service (FFS) costs were: 

 

• $50.7 million for evaluation and management services at a physician’s office 

• $19.8 million for physical and occupational therapy services 

• $20.7 million for emergency department services 

• $49.9 million for compression pump use 

 
Per the below table, with an annual savings of $126.9 million in hospitalizations and post-acute care, and up to an 

additional $18.5 million in VLU-related treatment costs, enactment of the Lymphedema Treatment Act will save the 

Medicare program at least $1.3 to $1.5 billion over the 10-year scoring window from these savings categories alone. 

 
Potential Annual Savings Associated with Coverage of Lymphedema Compression Treatment Items, CY 2021$ 

  

 
 

Savings Category 

 

Medicare 
 

Medicaid 
 

Private Insurance 

 
Aggregate 

 

Per Person* 
 

Aggregate 
 
Per Person* 

 
Aggregate 

 
Per Person* 

 
 
Hospitalizations 

 
 

$81.0m 

 
 

$6,800 

 
 

$2.7m 

 
 

$4,000 

 
 

$13.4m 

 
 

$10,500 

 
Post-Acute Care (Skilled Nursing Facility and Home 

 
 

$46.0m 

 
 

$13,700 

 
 

$0.8m 

 
 

$8,100 

 
 

$5.9m 

 
 

$21,200 

 
 
TOTAL  

 
$126.9m 

 
 

$20,400 

 
 

$3.5m 

 
 

$12,100 

 
 

$19.3m 

 
 

$31,700 

 
Treatment of Venous Leg Ulcers (VLUs) 

 
 

$18.5m 

 
 

$800 

 
Data not 

available 

 
Data not 

available 

 
Data not 

available 

 
Data not 

available 

 

Note: The inpatient and post-acute savings estimates can be added together since they are mutually exclusive; savings associated with the treatment of VLUs  

are across all settings of care and therefore there might be some level of overlap with the first two savings categories.    (*Rounded to the nearest $100.)

 
1 https://lymphedematreatmentact.org/wp-content/uploads/2021/06/Lymphedema-Treatment-Act-Savings-Estimate.pdf   
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Savings Category 

 
Medicare 

 

Medicaid 
 

Private Insurance  
Aggregate 

 
Per Person* 

 
Aggregate 

 
Per Person* 

 
Aggregate 

 
Per Person*  

 
Hospitalizations 

 
 

$81.0m 

 
 

$6,800 

 
 

$2.7m 

 
 

$4,000 

 
 

$13.4m 

 
 

$10,500 
 

Post-Acute Care (Skilled 
Nursing Facility and Home 

 
 

$46.0m 

 
 

$13,700 

 
 

$0.8m 

 
 

$8,100 

 
 

$5.9m 

 
 

$21,200 
 
 

TOTAL 

 
 

$126.9m 

 
 

$20,400 

 
 

$3.5m 

 
 

$12,100 

 
 

$19.3m 

 
 

$31,700 
 

Treatment of Venous Leg 
Ulcers (VLUs) 

 
 

$18.5m 

 
 

$800 

 
Data not 
available 

 
Data not 
available 

 
Data not 
available 

 
Data not 
available 

 Note: The inpatient and post-acute savings estimates can be added together since they are mutually exclusive; savings associated with the treatment of VLUs  
are across all settings of care and therefore there might be some level of overlap with the first two savings categories.    (*Rounded to the nearest $100.) 1 https://lymphedematreatmentact.org/wp-content/uploads/2021/06/Lymphedema-Treatment-Act-Savings-Estimate.pdf  

 

     

 

     

Senate  Companion 
Bill  is Introduced 
for the First Time.
Senate lead sponsor 
Maria Cantwell (WA) 
introduced the 
Lymphedema 
Treatment Act to 
the Senate in 2015.

 

     

First Time the LTA 
is Introduced. 
Original lead sponsor 
Congressman Larry
 Kissell (NC-8) 
introduced the 
Lymphedema 
Treatment Act to 
the House of Representatives in 2010.

Virtual Lymphedema 
Lobby Days. 
Due to the COVID-19 pandemic, 
meetings with congressional 
offices were moved online, 
which has facilitated even 
greater participation. In the 
future, we hope to offer both 
in-person and virtual meeting 
options and 
call scripts. 

 

     

Lymphedema Advocacy 
Group's Inception.  
The group was founded in 2010 by 
Heather Ferguson, with a board 
representing all aspects of the 
lymphedema community – patients, 
family members, clinicians, and 
industry members. Heather learned 
that insurance would not cover her 
son Dylan’s garments. She responded 
by developing a list of about 40 
friends and family 
members willing to 
advocate for him, 
and everything 
grew from there.

     

Congressman Dave 
Reichert serves as 
Lead Sponsor. 
From 2014 through 
2018, Representative 
Reichert (R-WA) champions 
the Lymphedema Treatment Act.

 
     

LTA Passes in the House.
In 2019, the Lymphedema 
Treatment Act was
passed in the House 
of Representatives 
by our current lead 
House sponsor Jan Schakowsky (IL-9).

 

     

Advocacy Training.  
In 2015, we created an Advocacy 
Training Committee to work closely with 
state team members to boost their skills, 
confidence, and effectiveness. Our
 handbook and webinars have prepared 
hundreds of advocates for thousands 
of congressional meetings. 

 

    

State Teams.
We created 
regional teams 
of advocates in 
2013, and by 2015 
we had teams 
in all 50 states.

	

	

        Lymphedema Treatment Act 

                  S.1315 / H.R.3630	 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Supporters Include: 
 
  •  American Cancer Society 

 
  •  Susan G. Komen 

 
  •  American Medical Association 

 
  •  American Acad. Of Physical 

     Medicine and Rehabilitation 

 
  •  American Nurses Association 

 
  •  Oncology Nursing Society 

 
•  Wound Ostomy and 
     Continence Nurses Society 

 
  •  American Physical Therapy 

     Association   
•  American Occupational      
   Therapy Association 
 

  •  Association of American   
     Cancer Institutes 

 
  •  National Comprehensive  

  Cancer Network  
 

Original Sponsors:  

––––––––––––––––––––––––––––––––––––––––––– 

Senator Maria Cantwell (D-WA)  

Senator Chuck Grassley (R-IA) 

 
Rep Jan Schakowsky (D-IL-9) 

Rep Buddy Carter (R-GA-1)  
Rep Earl Blumenauer (D-OR-3)  

Rep Mike Kelly (R-PA-16)

 
––––––––––––––––––––––––––––––––––––––––––––– 

 
 
 

 Contacts:   

Thomas Eagan (Cantwell) 
Thomas_Eagen@cantwell.senate.gov 

202-224-3441   

Nic Pottebaum (Grassley) 
Nic_Pottebaum@grassley.senate.gov  

202-224-3744  

Gidget Benitez (Schakowsky) 
gidget.benitez@mail.house.gov  
202-225-2111  

Nick Lisowski (Buddy Carter) 
nicholas.lisowski@mail.house.gov  

202-225-5831 

ABOUT LYMPHEDEMA: 

 

Lymphedema (chronic lymphatic system failure) has a multitude of 

causes and is the end result of any significant impairment to all or part  

of the lymphatic organ system. It is marked by an accumulation of lymph 

fluid (swelling) in parts of the body where lymph nodes or lymphatic 

vessels are damaged or inadequate.  

 

An estimated 3-5 million1 Americans are affected by this chronic but 

treatable condition, most commonly from cancer, with 1.5-3 million being 

Medicare beneficiaries. A growing number of men, women, and children 

are affected by lymphedema as cancer survivorship increases.  

 

Untreated or inadequately treated lymphedema is progressive, leading to 

complications, comorbidities, loss of function, disability, and in some cases 

death. Compression therapy is the essential cornerstone of treatment, 

without which patients cannot effectively manage this chronic condition.  

 
WHY THIS LEGISLATION IS NEEDED: 

 

Starting in 2001, the Medicare program issued an advisory on the 

importance of compression garments. A year later, a National Coverage 

Determination was published highlighting such garments as part of a 

conservative treatment regimen intended to reduce and control 

lymphedema-related swelling. To date, HHS acknowledges the importance 

of compression supplies and indicates that legislative authority is needed.  

 

 

Please note: The Lymphedema Treatment Act was passed 

in the House during the 116th Congress as part of H.R.3. 

 
 
 –––––––––––––––––––––––––––––––––––––––––––––––––––– 

WHAT THIS LEGISLATION WILL DO: 

 
ü Provide for Medicare coverage of prescribed medical compression 

garments used in the treatment and management of lymphedema. 

ü Enable lymphedema patients to maintain their overall health, 

activities of daily living, and quality of life. 

ü Reduce the total healthcare costs associated with this disease by 

decreasing the incidence of complications, comorbidities, 

disabilities, and hospitalizations.  
ü Align Medicare coverage with existing Federal precedent 

established by TriCare, Veterans Affairs, and Federal BCBS, all     

of which provide coverage for these supplies. 

  
 
 ––––––––––––––––––––––––––––––––––––––––––––––––––– 

More information is available at:              

LymphedemaTreatmentAct.org       

  ––––––––––––––––––––––––––––––––––––––––––––––––––––––––––––––– 

1. https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3652571/#R1			 

                       Current LTA
                      Information 
                    Packet. 
        

https://lymphedematreatmentact.org/endorsements/current-list-of-endorsements/
https://lymphedematreatmentact.org/endorsements/current-list-of-endorsements/
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/about-the-bill/lta-info-packet-for-congress/
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/contact-congress/
https://lymphedematreatmentact.org/about-us/
https://lymphedematreatmentact.org
https://lymphedematreatmentact.org/wp-content/uploads/2019/05/LTA-Stakeholder-Quotes.pdf
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/wp-content/uploads/2021/07/Lymphedema-Treatment-Act-Savings-Estimate.pdf
https://lymphedematreatmentact.org/wp-content/uploads/2019/05/LTA-Stakeholder-Quotes.pdf
https://www.cantwell.senate.gov/news/press-releases/cantwell-introduces-bill-to-improve-medicare-coverage-for-people-living-with-lymphedema
https://lymphedematreatmentact.org/about-the-bill/background-information/
https://lymphedematreatmentact.org/lymphedema-lobby-days/
https://lymphedematreatmentact.org/lymphedema-lobby-days/
https://lymphedematreatmentact.org/about-us/
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://schakowsky.house.gov/media/press-releases/schakowsky-applauds-passage-legislation-lower-drug-costs-now
https://lymphedematreatmentact.org/advocacy-handbook/
https://lymphedematreatmentact.org/state-advocacy-teams/
https://lymphedematreatmentact.org/about-the-bill/lta-info-packet-for-congress/

