THE CASE FOR LYMPHEDEMA LEGISLATION
An Open Letter to my Congressional Representatives

One of the major policy challenges facing Mediaar&strengthening protections for low-income,
chronically ill, and otherwise vulnerable benefi@a” (1). It is further pointed out that the Medalie
population will grow by 85% in the next 25 yearspwging from 42.7 million to 79.0 million by 2030
(2). The problem is further compounded for cancevigors. “Cancer survivors have poorer health
outcomes than do similar individuals without careeross multiple burden measures. These
decrements are consistent across tumor sites arfdward in patients many years following reported
diagnosis”(3). Economic losses are not limitedealthcare providers. The indirect economic effects
of long-term breast cancer survival were studie€hyikos et. al. (4) with the conclusion

“Clinicians and policy makers must seek ways toimire the indirect economic losses attributable
to breast cancer.”

What is proposed here is a piece of “smart legislein” which will target a growing segment of
the Medicare population and provide improved accest effective, conservative, proven
treatment while saving precious Medicare money anchinimizing patient economic burden. We
are asking you to help us achieve this goal by spsoring our Lymphedema Treatment Cost
Saving Bill of 2007.

The estimated number of cancer survivors alivedig=2is 10,454,000 by American Cancer Society
projections. Best estimates found in medical lier@ of the incidence of lymphedema caused by
cancer treatment is approximately 20%, (5) meathagthere will be an estimated 2 million cancer
survivors who would benefit from lymphedema treaitn&ixty one percent of cancer survivors in
2005 are over 65 years of age (NCI estimate), meathiat as many as 1.25 million Medicare
beneficiaries who are cancer survivors will reqaieatment for their lymphedema in 2005. To this
burden is added a percentage of survivors of varsougical and radiative procedures such as
coronary artery bypass, hip and knee replacemeat] and neck surgery, survivors of repeated
cellulitis and lymphangitis episodes and patients wrimary lymphedema.

Unfortunately, U.S. physicians and health careqrersl are woefully unaware of the extent of this
condition, and the protocols of its medical treatmbledicare and other health care insurers
rarely cover the medical protocols practiced in Euope for over fifty years (6), and
recommended in the U.S. in 1998 (7). The sad part all of this is that the majority of patients
suffer their swollen limbs in silence, being told ¥ their physicians that there is nothing to be
done, and that they are lucky to be aliveAmerican doctors have not been schooled in the
lymphatic system and its pathologies, and arehlembost part unaware of the treatments that have
been used in Europe for the last 50 years. And roétiyese patients are now on disability and
bedridden with a condition that is treatable butbeng treated. (Reference patient "Joell" from th
San Francisco Bay area featured last FebruaryeBthPhil show, who was not being treated for
her lymphedema until we brought it to the medit¢aff's attention.)

This under-diagnosing and under-treating of lymphe@&ma patients costs healthcare providers
and healthcare insurers including Medicare untold nillions of dollars every year because the
untreated lymphedematous limb is greatly at risk fo infection (cellulitis and lymphangitis)
which comes on in the course of a few hours and renges immediate treatment on an
emergency basis. It has been shown that treatment lymphedema greatly reduces and
eliminates the risk of infection. (8,9)

With the current attention in Congress on implenmgnthe Medicare Prescription Drug,



Improvement, and Modernization Act of 2003 and peweeeping changes to Medicare, attention has
been diverted from inequities and inefficienciesaverage for individual beneficiary subgroups.
One of these Medicare subgroups comprises thetd.2%nillion lymphedema sufferers. Broad
sweeping changes to save Medicare are necessamyelare being shortsighted if we do not
simultaneouslynake incremental changes to improve the quality aihedical care—especially if

these improvements will save money.

Current Medicare policy covers some, but not all ofthe complex decongestive therapy (CDT)
protocols recommended for the medical treatment dymphedema The partially covered

protocol is manual lymph drainage (MLD) used in tifigatment of lymphedema performed by a
physical therapist in an outpatient setting. Medicaso provides pneumatic pumps, which are not
recommended as a primary treatment modality, mitegognized as an adjunct to the primary CDT.
The catch is that the primary recommended theraplyimphedema includes adequate manual
lymph drainage, bandaging, the wearing of compo@sgarments, exercising while wearing
compression, and skin care. Medicare does notgecaompression bandages or compression
garments, and they limit, through the Congresslgmaposed therapy cap, the amount of manual
lymph drainage. Without coverage of the recommerndceatment of lymphedema, it is very difficult
to assure patient compliance, and it almost gueearfailure of the therapy, leading to frequent
infections requiring emergency treatment. And faikire of the therapy ironically makes the patient
eligible for the pneumatic pump that is contraiadéx! without accompanying manual lymph
drainage and compression therapy.

This is not a new health care mandate that needs wdunding. Rather, it is a protocol that can

utilize in-place medical personnel, equipment awdllities, and has been shown to be at least cost-
neutral, and at best can save Medicare and outhisaad providers hundreds of millions of dollars in
unnecessary treatment of avoidable infections,dalmé pain and avoidable disability and deformity.

The proposed bill is structured as a set of adustio relevant sections of Title XVIII of the Sdcia
Security Act, which establishes and governs Meeéidamwould provide Medicare coverage for
diagnosis and treatment of lymphedema from any caes impose quality requirements on any
person who treats lymphedema under the law, definde standard of treatment for
lymphedema, provide bandages, garments and devicis the treatment of lymphedema,
provide treatment frequency, duration and number asdetermined by medical necessity,
provide for quality standards for garment fitters, etc.

The General Assembly of Virginia has recently pddsgislation for lymphedema treatment (VA
H.B. 1737 Wardrup) which was deemed to hagdiscal or budgetary impactby the Virginia
Department of Corporations (10). This Virginia lyhgaema treatment law took effect January 1,
2004. The Massachusetts Senate and House are @amgitills (MA S 848/2471 Fargo and H.B.
1309 Walsh) which will provide coverage for lympkedh treatment. Similar bills are being
considered in New York State (NY A 9208A/A 5003 @aland S 7005 Fuschillo), in California
(AB-213 Liu) and in Connecticut (SB 119 Harp).

The Massachusetts mandate analysis done by Compa$salth Analytics (11) resulted in a mid-
range per member per month (PMPM) cost of the propsed mandate of $.0268 PMPM for
2005, which would gradually increase to $.0304 by0R9. This analysis did not account for the
expected savings resulting from the improved qualt of lymphedema treatment, reduced
infection rate or reduced disability.

A preliminary cost-efficacy model has been presggRobert Weiss which demonstrates, by



means of an analytical model populated with medaainal-published statistics, the anticipated
savings if ymphedema is treated by current meljtgakommended protocols (1Zjealth care
costs to treat the hypothetical breast cancer survor are 3.5 times more when her lymphedema
is not treated.

Please understand that this is NOT a new healtldatanThe staff, equipment and facilities are
already in place in most medical providers. Mosividers and insurers already claim to treat
lymphedema, and there are no exclusions in anyagakpiolicies that we are aware dhe
Women'’s Health and Cancer Rights Act of 1998 alreadmandates the treatment of
lymphedema resulting from breast cancer treatment.

We look forward to working with you on a bill 8ave Medicare millions of dollars in health care
costswhile assuring a greatlynproved quality of life for thousands of its beneitCiaries.
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