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My name is Jesse. I’m 30 years old & I've lived in Maine my whole life. I've been a member of Portland Organizing to Win Economic Rights for five years. I'm here to testify about violations to my human right to healthcare. 

Despite problems at home I always worked hard to get good grades. Dropping out of school was the furthest thing from my mind. But by age 16 things got to a point that I had to leave home. I moved into a run down motel room off the side of Route One in Scarborough with a guy I barely knew. At first I was continuing with school ok and managing to keep up with my courses. But in the middle of the winter when the heater stopped working, I got really sick with pneumonia. I had no health coverage and no money, and so of course, I couldn't afford to go see a doctor. And that’s how I inadvertently dropped out of high school – I got sick & had no healthcare. 

I recovered months later & I tried to re-enroll in school. But the school wouldn’t take me back – how did they know I wouldn’t just drop out again & steal their text books? I had to wait until next year & apply for an “Alternative Credit Option” program, which I did. 

Meanwhile I waited tables for $2.38 an hour plus tips – enough to cover rent. While working full-time, I went back & graduated high school with all A’s. Determined to make something of myself, I went onto college. With no money of my own, I qualified financial aid, but not nearly enough. So I had to take out student loans. 

At first I did really well in school – with my mind set on a career in graphic design & photography. But then I found myself face-to-face with a health crisis that drastically changed the course of my life. 

It turned out I had a neurological condition I didn’t previously know about, and as time went on, the symptoms became more & more pronounced. I was falling asleep & passing out uncontrollably, losing control of my muscles, physically collapsing, & losing consciousness. I was becoming unable to read or fulfill my school work. My grades went through the floor. 

I needed medical attention desperately. But, without health coverage, I didn’t have money for a doctor or dentist, let alone a specialist or expensive tests. Then one winter night in January I collapsed on my way home from school. Thank God someone found me. I was lucky. I got frostbite on my hands & feet, but I was alive. 

That really scared me. I went to the university clinic to ask for help. By sheer luck, one of the nurse practitioners referred me to a neurologist she knew who kindly agreed to treat me at no charge. An EEG & other tests confirmed I had narcolepsy – a rare & disabling sleeping disorder for which there is no known cure. 

I couldn’t continue working anymore & I lost my job. Then, with just under the required credits, I had to leave college. I was unspeakably depressed during this period of my life.

I applied for Medicaid 3 times but despite a file full of medical documentation I was denied each time. Fortunately, though I was unable to pay, my neurologist continued treating me & helping me learn to cope with my condition. But just to function at a minimal level, I needed expensive prescription medications. Without health coverage, these drugs cost over $500 of dollars a month. 

What kept me from hitting rock bottom was subsidized housing, including a utility allowance which is supposed to help pay for the electric heat. But as this was all the money I had, for 3 years I lived without heat so that every other month I could buy one of my prescriptions. Having to ration my pills is dangerous & even life-threatening for me, but I had no choice. 

I applied for Social Security Disability Insurance & was accepted the following year. The day I received the determination letter I wept. While I’m still below the poverty level & life is far from easy, today I don’t have to worry about getting my prescriptions or seeing the doctor, and I can turn the heat on in the winter. For these basic things, I couldn't be more thankful. 

However, the US Department of Education still refuses to forgive the student loan debt I incurred before and during the onset of my health problems. The DOE has a process to discharge student loans due to permanent disability; with the help of my doctors, I’ve applied for this discharge three times, but to no avail. As a result, the initial loans have since doubled, thanks to seven years of interest and penalties, plus the thousands of dollars in fees charged by private loan collectors hired by the government to harass me. 

But that’s not all. Now the federal government is threatening to offset against my monthly benefits to pay them back. Though I live well below the federal poverty level, with social security disability insurance as my only source of income, the government wants to take 15% of my benefits every month for the rest of my life. With just barely enough to live on now, if they succeed, I will be forced into even deeper poverty. I am desperately doing what I can to fight this. But with no means to afford a lawyer, & since low-income legal aid services do not take these kinds of cases, needless to say, I’m really scared about my future. 

While it’s bad enough that all this had to happen to me, the fact is, here in the richest nation in all of human history, it shouldn’t have to happen to anybody. But, as we all know, it is happening, & it’s happening every second of every day, to millions other people who, like us, who have don't have access to adequate healthcare when they need it. 

Most people would agree that we all have a right to live. And, in a nutshell, that’s what working for healthcare rights is all about: it means we’re working & fighting for the right to live. So, please, let’s work together & get some healthcare for our people. 

Thank you for listening to my testimony.
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