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Mr. Commissioner, members of the Hearing Panel, distinguished guests, and interested citizens, good afternoon, I’m pleased to be here today to address the panel and share some of my experiences as a patient who had both cardiovascular disease and heart transplant. In preparing today’s testimony I reflected on my experiences and I believe I was very lucky and I know that I have empathy for those in similar situations that might not be as fortunate. I hope my testimony will; in some way, contribute to enhancement of the SSA’s Compassionate Allowance initiative.

My experience began four years ago. In October 2006, I was an active 53 year old, husband, father of three sons, and an independent health care consultant specializing in government health care programs.  I hadn’t had any major illnesses and was always on the go. I became very sick, very quickly. I went to a hospital where, much to my shock, it was determined I had had a myocardial infarction. I was admitted and had a cardiac catheterization. Subsequent to the catheterization I was told there was nothing that could be done for me. The physicians recommended that I receive specialized treatment and contacted the University of Maryland Medical Center (UMMC) and Johns Hopkins Hospital. I was fortunate, UMMC accepted my case and on October 16, I was transferred  there. I met Dr. Griffith and members of the transplant team who assessed and subsequently diagnosed me with severe idiopathic cardiomyopathy. I was evaluated to determine my suitability for heart transplant. I was visited by what at the time felt like most of the hospital staff; cardiologists, cardiac surgeons, anesthesiologists, nurse practitioners, nurses, a dentist, a psychiatrist, social worker, and a clergy person. I had a full array of diagnostic and lab tests. I was also assessed by the LVAD engineer to determine my suitability for LVAD support while awaiting heart transplant. My options were outlined; my only chance of survival required that I have a triple bypass (CABG) and implantation of a left ventricular assist device (LVAD) and be placed on the UNOS Heart Transplant List. 
The next day I was placed on the transplant list, had triple bypass surgery, and had a Jarvik 2000 TM LVAD implanted in my heart. It all happened so quickly. I was scared and fighting to survive From that moment on, I placed my life in the hands of Dr. Griffith, Dr. Feller, and all the many professionals at UMMC. 

My wait for a new heart began on October 20, 2006 after recovering from what had been by all accounts, a very challenging surgery. I recovered in the CSICU at the UMMC for the next 2 ½ weeks. During that time I recuperated, I was instructed and tested on the operation of my LVAD and educated on my care plan for the waiting period. I received daily physical therapy to help regain my mobility, strength, and endurance.
November 6, 2006, I was released from the hospital. I had lost 26 pounds through the ordeal and was weak. I left the hospital ready to face my new life as a cardiac patient “hooked” up to a heart pump and battery, but unsure of, and a little afraid of what that life might be like. I was fortunate, I had my family at my side to take care of me and support me through this transition to the unknown. But I also knew I would need to decide what to do be productive with my new life.
I started making and taking business related calls about 3 days after coming home. I am an independent consultant, meaning, I work for myself and rely on myself for my income. To compound matters, because of my specialty the vast majority of my clients are out of state. I certainly didn’t have the strength or mobility to return to full active status, but I told myself I could “work the phones”. In one of my first calls, I spoke with a client that wanted me to attend a meeting in two and a half weeks in suburban DC. I wasn’t cleared to drive, wasn’t confident about going too far from home alone with my batteries and knew I couldn’t do the meeting. It was a difficult decision, but I discontinued activities with that client because I could not deliver what they wanted and they didn’t understand the nature of my limitations at the time. So there I was no gig, no money, recovering from major surgery, weak, and now discouraged and afraid for the future. I am lucky that my wife has a very good job and salary to support the family. But, with two college tuitions, ongoing medical costs and normal life expenditures, I knew I had to recoup my income. 
I knew that I might be eligible for some sort of SSA disability benefits, but for a number of reasons (I will discuss later) opted not to pursue those at that time. Instead, I looked for ways I could change my business model and developed ways I could work in a remote environment and assist clients without the need for constant “face time”. By Thanksgiving I signed agreements with two more clients who retained my services to work on a remote basis. I am fortunate that these clients (and others since) have chosen to work this way.
During the period after I was released from the hospital and before my transplant, I visited my cardiologist, Dr. Erika Feller, the LVAD engineer, and the transplant nurse practitioner every other week. The visits served two important purposes: the first, to monitor my LVAD and my health, and second, to help prepare me for transplant. For the first few months, I needed transportation assistance to travel downtown for these appointments. I was lucky to have a great family support system in place. One of my sons would take me to the appointment and my wife would meet me there. It took logistical planning and sacrifice from my family members, but somehow we always managed. It was challenging at times, but somehow I was able balance work, healthcare, family time, and my work for the Board of Trustees for John Carroll School. 
I was on the transplant list for 240 days. This was an extremely difficult time. I was fortunate. I had excellent family support, a great medical team, and clients that were flexible and willing to work in a different manner. I made countless trips to UMMC for exams and testing and even four hospital admissions.  I took dancing lessons and fully participated in and attended my eldest son’s wedding. It wasn’t easy. But we made it work, I was very fortunate. 
I was working early on June 19, 2007, when Dr. Feller called and told me that a heart had been offered and that it was a good match. I called my family, friends, and yes, my clients to tell everyone the good news. Upon my arrival at the hospital I was met and prepared for the transplant. I was taken to the OR at 2:00pm and was back to my CSICU bed at midnight. From all indications, the Transplant Team had done an exceptional job with the procedure! When I awoke, I was comfortable and ready to begin recovery. Like before, my recovery activities focused on regaining strength, learning about my new heart, learning about my new medications and the importance of the medication regime. The Recovery period was surprisingly quick, only about two weeks.
July 4, 2007, it was my “Independence Day” in more ways than one. I bid the great people at UMMC farewell and left to begin my new life with my new heart.  I’ve had frequent right heart biopsies and echocardiograms to ensure that the heart is healthy, functioning properly, and that there is no rejection. The team monitors my medications and adjusts medications and doses as necessary. Over time, these visits were reduced to monthly, then quarterly, and now occur semiannually. I have monthly blood tests which monitor my overall well-being. Of course, should I experience a problem, the Team is only a phone call away.

I resumed my work activities about one week after I returned home from the hospital. Still self-employed I felt it was very important to return to work to help support my family. I quickly learned that with the addition of a new organ came new expenses. Even with very good health insurance, hospital and physician deductible, copayments, and prescription drug expenses for immunosuppressant drugs are very expensive. Without good insurance these costs would be staggering! I briefly considered applying for disability benefits but again decided to press on as before…balancing work with medical care and everything else in my life. I was able to work and maintain my scheduled checkups and exams. I recall one incident in December of 2007 when my heart biopsy showed signs of rejection. I was hospitalized for three days for treatment of the rejection. Unfortunately, I was at a critical point in a client project and had to continue working while I was in the hospital. I held conference calls and worked remotely from my hospital bed earning me many head shakes and furrowed brows from the hospital staff.
It has been 1220 days since my transplant and life has been great. I have returned to most of the activities that I enjoyed prior to my illness. I enjoy time with my family. I continue to be self-employed although I do pursue select permanent jobs of interest. I devote time to my Board work, and I do some mentoring of prospective LVAD and heart transplant patients.
As I have said several times throughout my testimony, I have been very fortunate. I believe that I have had the best of a bad situation. I was able to adapt to my new circumstances and had the familial, medical, business and financial support mechanisms in place to survive. But what if I hadn’t?
I have been asked why I did not apply for SSA disability benefits. This is an interesting question.  Perhaps even more interesting is, did my decision adversely impact my recoveries. In my own mind I don’t think in my specific case that I adversely effected my recovery by returning to work quickly after each episode.  I’ll leave that question to be answered by the medical experts.  But I do believe that each person is different, with different conditions, pressures, and circumstances and that we need to be able to support and provide for those differences.

After reflection, I believe there are a combination of factors that precluded me from apply for disability benefits.
1. Lack of Knowledge Regarding Benefits

Despite my professional work in government health care programs, I was unaware and naïve about the possible SSA disability benefits.  I really did not know specifically what benefits would be available.  
2. Situational Overload

I define this as: too many things, too many changes, too many decisions, too much to learn in one very short, pressure filled time. Under these circumstances, it’s easy to overlook filing for benefits when you’re dealing with serious illness and possible death. In my case it seemed more productive, more positive, to focus on getting back to work. 
3. Perceived backlogs in processing

The common perception is that obtaining benefits is a very labor intensive process. Delays in benefit processing are well known. To be perfectly candid, I felt that I needed to do everything I could to generate income sooner rather than later. I couldn’t afford to be without that income for an extended time. Perhaps this was a self-imposed requirement, but valid nonetheless. Having to spoken to other heart transplant recipients after the fact and I’ve learned that it took approximately 5 to 6 months to get benefits approved and receive the first payment. In fact, I know of one multiple organ recipient whose claim for disability has been denied after numerous time consuming appeals. I and I suspect many other recipients can’t afford to take that chance.
4. Limitations to earned income

I know that there are limitations on earned income if one is receiving disability benefits. With two tuitions and other only family expenses, I would still need to perform some consulting work.  It would be very difficult to limit contract work or hours so as not to violate the disability rules. Thus, if I think if I am going to work, I just might as well work.
5. Stigma attached to “going on the rolls”

Admittedly pride probably entered into my decision process. Up until the point I got sick, I was a very productive income earner.  When I recovered from both the LVAD and the transplant experiences, I was focused on making my life “right” again. My first thought was how to best support my family and what could I do to practice to allow me to continue my previous work. I was determined not to let the illness deter me. I don’t think my pride would allow me to be supported by disability benefits.

That said, I do know and fully understand how difficult it is to rebuild your life after these kind of major illness. While I don’t believe anyone really wants to be “disabled” I also believe that some people are better situated to overcome the disability, Not everyone is that fortunate.

I am not sure how my decision not to pursue disability impacted my outcomes. I don’t think they did have an adverse effect in my case but I defer that judgment to the medical experts.
Recommendations:
· Provide for cardiovascular disease and transplant patients within the Compassionate Allowance initiative

· “Fast track” disability claims to process decisions more quickly. Rapid approval and payment is crucial so that recipients can meet their financial obligations.
· Educate patients about the disability options and benefits available.

· Streamline disability claims processing time to decrease lead times associated with approvals.

· Streamline appeals process to improve handling of appeals and reconsiderations.
· Make sure the system is “compassionate”. This is a horribly stressful and frightful time for the patients. Please, don’t add to that.
As I thought about my experience and tried to relate that to something meaningful for today’s purpose, it occurred to me that, despite how difficult things might have been during my illness it could have been a lot worse. 
So, before I close let’s do a “what if”. Image the differences in my story if I had no strong family support structure or my wife did not work outside the home or had a low paying job. What if I worked in manufacturing or construction or retail sales or in any one of thousands of jobs that do not provide the flexibility I had. What if my only alternative was to apply for conventional disability benefits and work with the system to maybe get a resolution in five or six months? Where would my income come from?   As we sit here today, that is exactly the kind of situations we need to address and prevent.
Mr. Commissioner, thank you for inviting me here today to participate in this important discussion. I hope that a glimpse into my experience coupled with some of my thoughts might be of value as SSA considers expanding it Compassionate Allowance Initiative. It is important that this kind of “safety net” be available to assist those in need.
Thanks you.
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