The panel discussion on clinical trials was moderated by Kerry Naunton, RN who is the research nurse coordinator at the Maryland Center for MS.  It was a very informative session in which 3 people who currently or previously participated in clinical trials answered many questions about their experiences while in the trial.

The trials that the panelists were in were briefly discussed.  Panelist #1 is currently in a trial of glatiramer acetate that is comparing the 20 mg. currently marketed dose of glatiramer acetate to an experimental 40 mg. dose to evaluate the efficacy and safety of the double dose.  It is a 2 year trial.  Panelist #2 is currently in a trial for subjects that have clinically isolated syndrome, or a first time event of symptoms that may lead to the development of MS.  It is a 5 year trial that is evaluating whether the use of glatiramer acetate will delay the development of conversion to clinically definite MS. Panelist #3 was previously in a trial of natalizumab.  This trial was a 2 year trial to evaluate the use of interferon beta-1a plus natalizumab in comparison to interferon beta-1a alone.   
They were asked what the major factor in there decision to be part of a clinical trial.  Oftentimes patients are led by the need to participate in the greater good, and sometimes the decision is more practical, based on insurance reasons.  Participant # 1 was recently diagnosed and actually completed the diagnosis process while contemplating which trial to participate in.  He said that he decided to participate because in the trial he was guaranteed to get glatiramer acetate in one of the dosages and felt that the trial was a good fit for him.  Participant #2 was at a point where the decision to go on a medication was still in question.  This trial was available and the care that she would receive was what had been recommended for her anyway.  Participant #3 had been diagnosed with MS for a couple of years, and found information about natalizumab on the internet. She knew that she wanted to take part in the trial, especially when she found it so close to her house.
The issue of being on a placebo also was explored during the discussion.  Panelist #1 did not have the issue of being on a placebo in the trial that he participates in.  Panelist #2 felt that being on a placebo was not an issue for her because the neurologists that she had seen had not necessarily recommended being on a medication anyway.  She felt that even if she is on a placebo, she is receiving tests every 3 months that are monitoring her progress.  Panelist #3 also felt that being on a placebo was not an issue for her because she remained on the interferon beta-1a injections weekly in addition to the monthly infusions of natalizumab or placebo.  She was also the only subject that had completed the trial and knows which medicine that she did receive.  She was on the actual medication and not the placebo.  She said that she was surprised when she found out as she had so few side effects that she thought there was a good chance she was on placebo.  

All of the panelists felt that they received good care while in the trial.  They felt they they were seen more frequently then they would have normally been seen.  They also felt that they were well informed about the trial process and procedures before they entered the trial.  The internet seemed to be the way that they initially found information about the trials and the University of Maryland- Maryland Center for MS.  One participant mentioned the use of www.clinicaltrials.gov which lists all of the trials that are ongoing in the United States.  One also mentioned the Maryland Center for MS website, www.umm.edu/ms, which has a clinical trial questionnaire that can be filled out and submitted online.  
There was a question from the audience about insurance and if there was any problems with insurance during the trial.  None of the panelists had any insurance problems during the trial.  Kerry Naunton mentioned that the study coordinator is responsible for ensuring that the procedures done during the trial are billed correctly to the trial and not to the insurance.

Another question from the audience pertained to the stopping of medication to become eligible to participate in the trial.  Kerry Naunton mentioned that the decision to stop medication is one that needs to be made by the physician that the patient sees and the patient, taking into account how the patient is doing on their current therapy and how they would be affected by stopping it.  Kathy Costello interjected that as a provider if the patient is doing well on their current medication, that she would never recommend that the patient stop medication.  

The panel discussion wound up concluding just prior to 3 pm and was a great way to wrap up a very enjoyable program.

