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Good afternoon Commissioner, panelists. My name is Ellen Rains Harris. Thank you for the opportunity to share my experience with pulmonary hypertension and the disability process with you today. Thank you, also, for the opportunity for Pulmonary Hypertension Association to work with both the Social Security Administration and the Institute of Medicine in your efforts to update pulmonary hypertension-related language in both the Cardiovascular and Pulmonary Listing of Impairments. We appreciate your work to ensure that patients with PH and other life threatening illnesses have timely access to the benefits we need.
I am a pulmonary hypertension patient and have been receiving Social Security Disability assistance since June 2009. I have PH secondary to limited scleroderma. Although my doctors now believe that I may have had pulmonary hypertension since the mid 80’s, I wasn’t diagnosed until January 2006. 
Like many pulmonary hypertension patients, I was misdiagnosed several times before finding a doctor who would even take my symptoms seriously. In 1995, my doctor diagnosed me with asthma after I returned home from a family trip unable to participate in activities as basic as walking uphill because I was so out of breath. Years later, I was still having difficulty breathing, walking up stairs, and doing household chores.  I went to an allergist after having several episodes with facial swelling; she told me, “Your only breathing problem is that you’re too fat. If you laid off the baked goods, you’d have no breathing problem.” I continued to feel embarrassed and ashamed that I was so out of shape and that I had “let myself go”. Even though I had medication for asthma, I wasn’t getting better and I thought it was my fault for not taking the medication correctly. 

In 2006, my doctor finally referred me to a cardiologist for an echocardiogram; after reading my echo and performing a right heart catheterization and pericardiocentesis, it was this doctor who diagnosed me with stage four pulmonary hypertension. 

As you know, pulmonary hypertension is an incurable, progressive disease--high blood pressure in the arteries of the lungs that can lead to heart failure. There are multiple treatments for PH, but each has many potential side effects. 

The drugs I take for PH are Tyvaso, Revatio, and Tracleer. As a result, I regularly experience headaches, vision impairment and night sweats. In addition, I need to have monthly blood tests. My day-to-day life has changed significantly since my diagnosis with PH: I resigned from my position on the Alexandria Commission for the Arts, which administers approximately $250,000 per year in grants to performing arts, educational and visual art nonprofit groups. I significantly reduced my attendance at dramatic and musical performances. Most evenings I am in bed by 9 pm.
I ended my cooking, dinner entertaining and my own small catering service.  I now eat frozen dinners, and mixes from packages. Cooking with an oxygen hose is too dangerous, and my time without oxygen is limited by my heart pain.
I significantly reduced my participation at St. Paul’s Episcopal Church; I can no longer sing in the choir. I can neither attend the evening practice sessions, nor can I climb the stairs into the choir loft. I cannot often attend worship services because the large amount of diuretic medication that I am forced to take make it impossible to be away from a restroom for more than a half-hour before noon.  In the course of a one-hour service, I would have to leave three times. 
I have not worked at all since January of 2009. I haven’t worked full time since 2006. Before my illness I worked full time as director of information systems for a government contractor. I traveled for my job; I worked late hours and weekends. Before that, I was an adjunct professor of the humanities. Now my breathing difficulties and many doctors’ appointments prevent that. I cannot talk enough to lecture for an hour in the classroom, and I can no longer pick up a computer and move it.
I am sensitive to temperature and humidity, and cannot enjoy the outdoors in cold weather, or very hot or humid weather. I instead stay inside with air conditioning, venturing out only in early mornings or early evenings to avoid the extremes in summer. The life I knew before is gone.

At the time of my diagnosis, my mPAP pressure was 74, well in excess of SSA’s requirement of a pressure of 40 to be declared disabled. While my pressures have improved somewhat, the symptoms remain, and in addition, I have been diagnosed with a variety of related diseases and conditions for which I am now being treated.

I applied for Social Security Disability in March 2009 and was awarded disability in September 2009, effective for June 2009 and thereafter. Fortunately, my initial application for Social Security Disability was approved. However, I am also accustomed to being an assertive advocate, with a masters-level degree and ample experience working with federal agencies. Even with my experience, I had to have somebody come and help me answer the questions for the application. This disease makes you tired, it’s hard for your brain to work, and even harder to collect all the information necessary for the application process.

My prescription bill is approximately $300,000 per year. This translates to about $1,000 in co-pays each month (about the amount of my SSD check), as I am fortunate to have federal employer insurance to cover many of my expenses. While I am responding well to my treatments, many PH patients go through multiple treatments before finding a treatment regime (if they find one) that stabilizes their health. These patients cannot afford – physically or financially - to wait even a few months to go through the standard disability application process or the appeals process.

I’m also fortunate to have found the Pulmonary Hypertension Association – the leading organization in providing advocacy, support and PH-education to both patients and medical professionals. As an active member of the PH community and leader of the Northern Virginia Support Group, I interact with many PH patients who have a much harder time applying for disability benefits. On more than one occasion, I have known fellow PH patients who, while waiting for SSD, have faced impending homelessness, losing their children and marriages, and a rapid decline in health because they are unable to access their life-saving treatments. When you are sick with PH, financial concerns only amplify the severity of your disease.
The Social Security Administration correctly views pulmonary hypertension as a life-threatening and deadly disease that can either be idiopathic or can result from other diseases, such as idiopathic pulmonary fibrosis, already included in the Compassionate Allowances program.
Based on this information, my experience and the experience of my support group members and others in the PH community, and in alignment with our Scientific Leadership Council’s previous recommendations, I strongly encourage the inclusion of pulmonary arterial hypertension – with NYHA/WHO class IV symptoms and/or severely reduced exercise capacity in the list of Compassionate Allowances. 

Thank you all for your time today, and thank you again for your ongoing collaboration with the pulmonary hypertension community.
1

