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June 22, 2015 
 
The Honorable Orrin Hatch    The Honorable Ron Wyden 
Chairman      Ranking Member 
Committee on Finance      Committee on Finance 
United States Senate     United States Senate 
Washington, DC 20510    Washington, DC 20510 
 

The Honorable Johnny Isakson   The Honorable Mark R. Warner  
Co-chair, Chronic care working group  Co-chair, Chronic care working group 
Committee on Finance    Committee on Finance 
United States Senate     United States Senate 
Washington, DC 20510    Washington, DC 20510 
 

RE: Public comment on Improving Care for Medicare Beneficiaries with Chronic Diseases  
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On behalf of the National Psoriasis Foundation (NPF) and the estimated 7.5 million Americans living with 
psoriasis and psoriatic arthritis, we thank you for the opportunity to provide comments to the Senate Finance 
Committee chronic care working group as it considers ways to improve care for Medicare beneficiaries with 
chronic diseases. It is exciting to see the committee undertaking a comprehensive examination of current law 
and policy, engaging in frank discussions of the challenges faced by Medicare beneficiaries with chronic 
illnesses and pursuing the development of workable solutions. As the national patient advocacy organizations 
for individuals living with psoriatic disease – the most prevalent autoimmune disease in the United States – we 
appreciate the opportunity to work with you on this effort to improve health outcomes for Medicare patients 
with chronic conditions including those with psoriasis and psoriatic arthritis. 
 
Psoriasis: The Most Prevalent Autoimmune Disease in the United States 

The National Psoriasis Foundation exists to drive efforts to cure psoriatic disease and improve the lives of those 
affected. Psoriasis is a noncontagious, chronic, inflammatory, painful, disfiguring and disabling disease for 
which there is no cure. Psoriasis appears on the skin, most often as red, scaly patches that itch, can bleed, and 
requires sophisticated medical intervention. Up to 30 percent of people with psoriasis also develop psoriatic 
arthritis. Of serious concern is the mounting evidence that psoriasis is not just a disease of the skin and joints, 
but is in fact a systemic, inflammatory disease associated with an elevated risk for other serious, chronic and 
life-threatening conditions, - including cardiovascular disease, diabetes, stroke, and malignancies. People with 
severe psoriasis die four years younger, on average, than people without the disease.i In addition to the often 
painful and physically devastating impact of psoriasis, it often is accompanied by many serious psychological 
issues as well.ii  As many as 60 percent of psoriasis patients report clinically significant psychiatric symptoms 
such as depression and may receive a psychiatric diagnosis.iii Patients with moderate psoriasis have a 39 percent 
increased risk of depression, a 31 percent increased risk of anxiety and a 44 percent increased risk of suicidality. 
Patients with severe psoriasis have a 72 percent increased risk of depression.iv  
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Psoriasis is a relentless and unpredictable disease, individual and diverse, presenting differently from one 
person to the next. Treatments that work for one person may not for others. Many patients cycle through 
accepted treatment options unsuccessfully or achieve temporary success but are ultimately left with no 
alternatives.v  Approximately 20 percent of those living with psoriasis fall in to the moderate-to-severe end of 
the disease spectrum, meaning they require substantial time, energy and resources to manage the disease. vi 
Psoriasis requires steadfast treatment and lifelong attention, especially since it most often strikes between age 
15 and 25.vii Psoriatic arthritis usually develops between the ages of 30 and 50, but can develop at any age.viii  
 
Unfortunately, psoriasis has historically been overlooked or dismissed because it is not typically a direct cause 
of death. It is commonly and incorrectly considered by insurers, employers, policymakers and the public as a 
mere annoyance—a superficial problem, mistakenly thought to be contagious and/or due to poor hygiene. As 
such, treatment for it may be categorized—wrongly—as “cosmetic” and “not medically necessary.” Lack of 
appropriate treatment for psoriasis can result in serious adverse impacts to functioning, including loss of 
mobility, pain, isolation and depression, and may be associated with comorbid conditions.ix Adding to the 
burden of the disease are insurance policies and practices that erect barriers for patients in urgent need of 
treatment. 
 
As the Committee seeks to build upon the foundation in the discussion draft, the National Psoriasis Foundation 
urges you to strongly consider the following specific recommendations: 
 

1. Cost controls:  One of the topics the committee is seeking comment on is the effective use, coordination 
and cost of prescription drugs. Despite the lack of cures for psoriatic disease, patients are fortunate to 
have a number of FDA approved treatments including phototherapy, topicals, drugs and biologics. At 
the same time, cost and other barriers, including in the Medicare program, have been identified as a 
major cause of patients undertreating or untreating their disease. NPF surveys regularly find that the two 
main causes of un- or under-treatment of psoriatic disease are fear of side effects and cost (or perceived 
cost). The economic burden of psoriasis found that the estimated annual expenses of psoriasis can be as 
high as $25,796 per person—or $135 billion for everyone with psoriasis in the U.S.x  Patients with 
psoriasis and psoriatic arthritis are adversely affected by high out-of-pocket costs associated with 
specialty pharmaceuticals. Many insurers, including Medicare Part D plans, place certain medications on 
a specialty tier, requiring patients to pay a higher percentage of the cost of the drug, which can be as 
high as 25-44 percent, as opposed to a fixed co-payment, resulting in high out-of-pocket costs.   
 
NPF Board Member, Kathleen Gallant, has experienced these challenges first hand. Kathleen, a 
Medicare member who has lived with both psoriasis and psoriatic arthritis since childhood and been 
stable for years on biologic therapies lost copay assistance this January because all of the assistance-
foundation funds for psoriasis, psoriatic arthritis and ankylosing spondylitis ran out of money.  Kathleen 
could not afford her medication cost.  The only recourse her rheumatologist recommended was to double 
her pain medication and place her back on a less effective medication – a therapy she tried years ago 
prior to going on a biologic. As a result of doubling her less-effective medication, Kathleen has 
experienced ongoing and significant joint damage on this treatment regimen. In discussing the high cost-
sharing with both her rheumatologist and dermatologist she learned the problem she is facing is not 
unique. Both providers indicated they hear similar stories from their other Medicare patients.  Simply 
stated, these patient cannot afford the cost-share burden living on a social security income.  Kathleen, 
says, “I have been disabled since the age of 26 and you can imagine that I did not have the chance to 
build funds into Social Security nor into an IRA, with only being in the full-time work force for 6 years 
after my schooling”  
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Given these concerns, NPF recommends that CMS limit beneficiary total annual medication copays and 
tie price increases of medication to inflation. One solution put forward for the commercial market is 
H.R.1600, Patients’ Access to Treatments Act (PATA), which will help address access and affordability 
of medications by limiting cost-sharing requirements applicable to medications in a specialty drug tier to 
the dollar amount applicable to drugs in a non-preferred brand drug tier. This legislation has received 
broad support and should be considered for Medicare populations as well. The NPF believes such a 
policy recognizes the costs of such drugs but places appropriate limits on tiering to help make the 
treatments more accessible to patients in need. Further, we believe that step therapy should not interfere 
with practice of medicine by requiring stable to “fail” or switch therapies. The effective use, 

coordination, and cost of prescription drugs (item 4). 

 

2. Therapy accessibility: Another barrier to access is a utilization management practice widely known as 
“step therapy.” One restriction called “step therapy” requires beneficiaries to substitute another drug for 
a preferred medication on a trial basis. This can be difficult for a senior who is already acclimated to a 
particular drug and is suddenly asked to make a switch. We are concerned that common use of “step 
therapy” creates unnecessary hurdles between patients and the medicine that presents the best treatment 
option for a given individual. Patients who are diagnosed with inflammatory autoimmune diseases such 
as psoriasis and psoriatic arthritis are required to first try and fail two "preferred” biologic products prior 
to accessing other approved medicines.  
 
The NPF recommends that Medicare formularies include the full range of FDA approved therapies. 
Plans should be required to have a comprehensive formulary as well as provide coverage for a variety of 
therapies in each drug class. Furthermore, plans should make formulary information (including drug 
tiering and cost-sharing) available and accessible in advance of open enrollment. CMS must examine 
best practices to ensure that plans’ use of these utilization management tools is consistent with what is in 
the best interest of patients. CMS should also compare formularies amongst the applicants to analyze the 
comparative use of practices such as prior authorization and step therapy. The effective use, 

coordination, and cost of prescription drugs (item 4). 
 

3. Appeals and exceptions: The NPF recognizes that all patients do not respond the same way to therapies, 
so notice of non-coverage, appeals and exceptions process should be simple and patient-friendly. 
Enrollees should be given proper notice in a timely fashion stating the reason for the denial of drug 
coverage, their appeal rights. The effective use, coordination, and cost of prescription drugs (item 4). 

 

4. Alternative payment model for phototherapy: It is important to note that cost barriers are not limited to 
drugs, but also limit the use of safe and established therapies including phototherapy or light therapy. 
Phototherapy, a longstanding treatment for number of conditions that present on the skin including, but 
not limited to psoriasis, eczema, cutaneous lymphoma and vitiligo. In total, tens of millions of 
Americans suffer from these conditions and could be candidates for phototherapy or laser treatment. 
Phototherapy is often the first-line of treatment for many in our patient community. Deep cuts to 
phototherapy payment codes like those proposed in the 2013 Physician Fee Schedule and cuts ultimately 
implemented in 2014 play a role in deterring physicians from offering phototherapy as a treatment 
option, further exacerbating the shortage of clinic-based phototherapy units in this country. Such cuts are 
particularly disconcerting given the body of evidence that demonstrates the effectiveness of 
phototherapy across many skin disorders as well as its ability to delay or minimize the use of 
medications that carry higher levels of potential risk and cost.  
 

The NPF recommends Medicare adopt an alternative payment model for phototherapy and require 
coverage of home phototherapy units when necessary and appropriate.  Doing so should not be a 
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required step through for all patients, but rather an option those for whom phototherapy is most 
appropriate. Patients now face copayments as high as $50 for one phototherapy visit. At the same time, 
the overall cost to the health system is relatively economical. The annual cost to the health care system 
for a standard phototherapy regimen is approximately $2,500 annually, as compared to some biologic 
treatments which can cost, on average, $24,000.xi For one patient, cost savings to the health care system 
may reach $20,500 each year or more.xii  Transformative policies that improve outcomes for patients 

living with chronic diseases either through modifications to the current Medicare Shared Savings 

ACO Program,   piloted alternate payment models (APMs) currently underway at CMS, or by 

proposing new APM structures (item 2). 

 

5. Telehealth:  Reducing or containing the cost of healthcare is one of the most important reasons for 
funding and adopting tele-health technologies. Telemedicine has been shown to reduce the cost of 
healthcare and increase efficiency through better management of chronic diseases, shared health 
professional staffing, reduced travel times, and fewer or shorter hospital stays. There is a dramatic 
shortage in pediatric rheumatologists, as many states have only one pediatric rheumatologist or 
dermatologist and several states have none. Additionally, it bridges the big care gap for those who don’t 
have easy or convenient access to a dermatologist or rheumatologist. We encourage you to continue to 
find pathways to navigate state licensure issues so physicians in one state can provide tele-health 
services to patients in other states.  We support ongoing efforts of federal funds into research on the 
safety, efficacy, and cost effectiveness of telehealth activities, including the use of remote monitoring 
technology and the use of telehealth generally in the management of chronic conditions. We also urge 
that any provisions include payment parity so that providers delivering services via telehealth are not 
unfairly punished with a lower reimbursement when the identical service is delivered in a face-to-face 
encountered. Ideas to effectively use or improve the use of telehealth and remote monitoring 

technology (item 5) 
 

6. Empowering Medicare patients: One prior-authorization form for all insurance plans is highly 
recommended by our provider community. Prior authorization procedures are labor intensive and take 
valuable time away from patient care as physicians and staff navigate a complicated system to appeal to 
insures. The form should be no more than two pages and must take into consideration existing prior 
authorizations.  A single, standard form for requesting prior authorization of prescription drugs and 
ensuring the form is available electronically and allows for electronic submission no later than 24 hours 
helps to address access for many patients. These recommendations are a step to expanding patient access 
to the treatments they need to live fuller, healthier lives. Options for empowering Medicare patients to 

play a greater role in managing their health and meaningfully engaging with their health care 

providers (item 7)  
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Conclusion  

The NPF thanks the Senate and this Committee again, for this opportunity to proffer suggestions. We believe 
that the recommendations we have put forward can make a tremendous difference in the lives of 7.5 million 
Americans living with psoriatic disease. We look forward to engaging with Congress and this Committee as this 
effort moves forward and would be pleased to serve as a resource as you continue to explore these important 
issues in the coming year and beyond. On behalf of Kathleen, and all Medicare members who are struggling to 
manage their disease today – we thank you for this important effort - we are optimistic about work of this 
Committee. If you have any questions about these comments, please contact Mr. Quardricos Driskell, NPF’s 
Health Policy Manager at qdriskell@psoraisis.org or at (503) 546-5559. Thank you in advance for your 
consideration.  
 
 
Sincerely,  
 
 
Leah McCormick Howard, J.D.  
Vice President, Government Relations and Advocacy 
 
LH:QBD 
Enclosure 
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