17- Letter from Justina’s Tufts doctor.doc	
This letter from Dr. Mark Korson was featured on screen in the video WTIC TV: Mitochondrial Mystery - The Justina Pelletier Case 
[bookmark: _GoBack]“…disorder is a chemical one, i.e. there is no blood test or other investigation that can prove the diagnosis. It is a clinical hunch, a best guess. The team has demanded that Justina be removed from the home and severe restrictions imposed on contact with her parents. This represents the most severe and intrusive intervention a patient can undergo, far more than a cecostomy. For a clinical hunch. Without a proven diagnosis, her diagnosis should be considered a hypothesis and the current hospitalization an “experimental situation.” And perhaps that is appropriate in this situation.
The FDA and NIH oversee clinical trials for many devices and drugs which are experimental. In order to protect the public, there is very strict scrutiny of the trials. The parameters for monitoring are determined by a group of peers unconnected to the investigations and regular reporting is required. If Justina’s admission is an experimental process to evaluate an hypothesis, what’s the monitoring plan? Who is scrutinizing the process? If the hypothesis is incorrect, or partially incorrect, who is advocating for Justina’s medical condition and how?
I am dismayed by the very opaque nature of Justina’s evaluation. I heard nothing for days when these issues were first developing at C despite being the physician who referred Justina to the C E.R.  I was concerned when Dr. Alex Flores, Justina’s GI physician responsible for Justina’s cecestomy (up to that point, the patient’s main intrusive medical intervention) had not been called to participate in the evaluation process until the situation had escalated. I was discouraged when the Children’s team, three weeks into the admission, had not made any effort to contact community providers and teachers who had known Justina over a long period of time. And I was disillusioned when Children’s refused to engage in any dialogue with Justina’s treatment team at Tufts. 
I have heard nothing from the Children’s team since the hearing, at which point I provided testimony. I asked Dr. Flores yesterday his impression of Justina’s course. He told me that “I was unable to see her due to legal restrictions. I will talk to “neuro attending” next week.”
So now I am writing because it feels like Justina’s treatment team is out to prove the diagnosis at all costs. So again, where is the objective scrutiny? Who is asking the team on a weekly basis, for example, for specific updates on Justina’s different medical and psychological issues to gauge process.

Thanks for helping me to understand this process. 
Mark Korson, MD


