To Whom It May Concern, 

I am writing to impress upon you the need for a living organ donor registry. 

The first living kidney donor transplant occurred in 1954. Nearly sixty years later, we still have no comprehensive or valid short or long-term data on living donors’ health and well-being. Living donors, meanwhile, compose half of all transplants performed every year. 

In 2000, the Secretary of Health mandated transplant centers to report one year of follow-up, extended to two years in 2006. Yet in 2009, OPTN's own living donor task force determined their database to be 'woefully inadequate' and useless for research or analysis. Over a decade later, transplant centers are still reporting 40% of their living donors as 'lost' by the one-year mark. And not a single transplant center has been penalized for noncompliance. 

Reduced kidney function is linked to increased hypertension, cardiac disease and death, and kidney disease and death. Allowing time for hyperfiltration, the great majority of living donors will qualify as Stage II kidney disease, some for Stage III. Over the past 30 years people chosen as kidney donors have gotten older, weighed more (BMI), and had lower pre-donation kidney function or GFR (Poggio 2009). 

Yet there is NO DATA to determine or prevent any future risk to our health. 

Organ transplant recipients are tracked in a national registry for ten years. Bone marrow donors are followed until 'no complication exists' then added into a voluntary long-term registry. Why are living donors not given the same consideration?  

Instead, federal money is used to pay for low-income persons to fly across the country to donate a kidney*. Neither transplant recipients nor bone marrow donors receive such assistance with their out-of-pocket expenses, yet their short and long-term prognoses are much more established. 

I urge you to support a government funded registry for living organ donors. Such a registry should be given to an independent entity, and not to any organization connected to the transplant industry or involved with recipients' care. Over the past sixty years, they’ve proven themselves incapable of fulfilling their living donor responsibilities. 

Sincerely,

Your Name Here

*The deceptively named National Living Donor Assistance Center
