Marti Conger Podcast
CHI: In the first in series of Podcasts focused on patients diagnosed with diseases for which medical care was out of reach, we speak with Marti Conger, a company consultant turned patient advocate.  When Marti was diagnosed with a degenerative spinal condition that required major surgery, including replacement discs, she and her husband had to make a few difficult decisions that ultimately led to a trip to England for help.  

Marti: In 2004, while I was successfully running my business consulting firm here near San Francisco, I started having symptoms that just stopped me dead in my tracks. Long story short is first I was diagnosed with bilateral neurogenic thoracic outlet syndrome or TOS.  

CHI: TOS. Can you tell me what that is?  

Marti: Well, it’s hard to describe, but it’s a painful condition that affects everything from my bra band up to the base of my skull and from fingertip to fingertip and, unfortunately, there is no fix or cure for me.  

CHI: Two years later, she found out two of her cervical discs were being destroyed and her spinal cord was being damaged, also known as cervical spondylotic myelopathy with stenosis.  

Marti: For a very active person like me with no known trauma to cause the problem, this was a huge shock.  

CHI: Marti had just a handful of options—do nothing and wait for quadriplegia. The second was fusion, a common procedure, which could lead to more fusion down the line when the adjacent discs fail and the third option was to wait for an artificial cervical disc in the FDA pipeline.  Now what happened next?  

Marti: Well, my insurer decided that two-level ADR was investigational, which left me with very few options. So first I appealed to my State’s Department of Insurance asking them to overturn my insurance decision, but that was unsuccessful. Then I desperately searched for FDA trials, but they were closed and they were limited to one disc level.  

CHI: Ultimately, you traveled to England for the procedure.  What led you there?  

Marti: Yes, I did go there. I finally decided my only solution was to find a qualified foreign surgeon even though the devices I was having implanted are made 40 miles south of my Northern California home.  

CHI: The devices you have implanted in your body?  

Marti: Yes, those are they.  It took months of research and fundraising because there was no insurance support. We drained our savings. We accepted cash gifts. We incurred credit card debt, but what bothers me is my 76-year-old husband had to return to work.  

CHI: At last, Marti had her two-level ADR surgery in October of 2009, something she describes as a total success.  

Marti: In fact, I was ready to check out of the hospital the next morning and we even had some time and energy to do a little sightseeing in the English countryside.  

CHI: How are you doing today?  

Marti: Keep in mind, Heather, by the time I had my surgery, I had degenerated to the point that my neurosurgeon and I both feared I was very dangerously close to quadriplegia because my limbs were all numb. My balance and grip were unreliable.  Continence was an issue and I couldn’t sleep. If I had to travel more than 10 miles, I needed someone else to drive me. But after surgery, all of my cervical disc-related symptoms were gone. You have no idea what a relief it is to not have to worry about quadriplegia every waking moment.
CHI: Today, Marti has some advice of her own for patients.  

Marti: First of all, don’t accept fusion lying down.  So go get multiple opinions, preferably from doctors with ADR trials experience. Search out the spine and ADR support groups online. Talk to several people who’ve done it, about their processes and their surgeons. Remember that getting the right surgeon is a lot more important than where they’re located. Because of our FDA practices, US doctors are still accumulating their ADR expertise while European neurosurgeons have years of experience. The other thing, call and fax our Federal legislators about the issues so they’re reminded about the barriers and the need for their support to change things.  And last piece of advice, then do what’s best for you.  
CHI: Marti’s greatest hope for the future—that others don’t have to go through what she went through.  

Marti: What I went through, it shouldn’t be this way, Heather.  This could be changed so easily by Congress. It’s criminal the way our best technology isn’t available to us in the country. Look at me, I got the treatment I needed. I’m a huge success and I’m just one of many.  
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