February 18, 2010

Dear Parents,
I am writing on behalf of the PANDAS Network,  www.pandasnetwork.org.    There has been far more contact with the website than I had anticipated – about 400 families – since July 2009.   I had anticipated maybe,  maybe,  100 emails by January.  The folks that have reached out are some recovered cases, however, most are new onset cases.  Since Beth Maloney’s book came out, “Saving Sammy”, there are more cases of older children who suspect long time undiagnosed PANDAS.  The starting of this website and the release of this book were sheer coincidence.
Next week I’ll send out an email regarding how some of the families are reporting progress in healing.  I’ll just let you know now – my son is symptom free – after a 2 year struggle.  So hang in there folks.  There is a lot of confusion on the Latitudes forum – so I’ll try to not complicate things further.
Background of PANDASNetwork
I wanted to be clear that this website was created out of our (a few parents and a few docs) desperate desire to communicate the sudden onset of PANDAS to doctors in 2007.  About 20 families also had a similar sudden onset in 2007 and we banded together via the Latitudes forum and then shared our stories with a few caring doctors.   There was no, and is not yet, sophisticated mechanisms put in place to create a fully functioning non-profit or volunteer base.   Several parents are discussing how best to do this.  We all work or our kids are still ill…..so it takes time.   This brings me to the next part of this note – trying to create a knowledgeable support network for our children and newcomers.
Meeting with Dr. Swedo and others Last Month January 2010
Dr. Sue Swedo, Chief, Pediatrics and Developmental Neuropsychiatry at the NIMH, the doctor who named this syndrome, agreed to meet with me for an informal meeting in Washington D.C. about 2 weeks ago.   Dr. Paul Grant, also from the NIMH attended, Dr. James Leckman of Yale Child Studies Center and for the latter portion of the meeting, Dr. Beth Latimer, Neurologist.  Dr. Leckman, in particular, travelled many hours from CT to attend and show his support of all of us.
First,please understand, Dr. Swedo and the others are deeply moved by our children’s illness.  They are working very hard to create a cohesive diagnostic criteria for PANDAS.  They are also working hard to champion funding for a study on PANDAS that will lay to rest the debate of whether this illness exists or not.  When we spoke they were often moved to tears relating stories of families struggling with PANDAS.
Parents – please clearly understand – these doctors and several others not named here -- understand our growing number and absolutely are trying to find a way to help our children.  To that end, Dr. Swedo and others will be speaking at the Autism One Conference this May in Chicago  http://www.autismone.org/content/world-changes-may   
[Separate from this meeting, Dr. Kovacevic said a paper documenting his PANDAS patients should be published in the springtime.  When I learn where it will be published, I’ll let you know.]

Brief Notes of the Meeting
· Dr. Swedo recently wrote a Rebuttal Letter to the Editor in Neurology Magazine in response to a recent study by Schrag, et al –http://www.neurology.org/cgi/content/abstract/WNL.0b013e3181bd10fdv1.  Her response in support of PANDAS should be published in the next few months.
· We discussed the fact that better guidelines for PANDAS need to be created.  Identifying this illness at its onset is far more than sudden onset of OCD or tics.

· Dr. Swedo was very clear that if it is a PANDAS syndrome then the child should respond to antibiotics within a few days – not a full cessation but a positive improvement.  I explained that many of us see early, subtle improvement but convincing the doctors to keep us ON antibiotics, which is usually needed in the first month or not more, was difficult.

· I expressed that many of the children, including mine, though initially were launched into a PANDAS episode by strep – as the child is convalescing – they become reactive to other viruses.  She said that PANDAS in her mind was simple reaction to STREP ONLY.    She then said another definition is being worked up for this reaction – PAND – pediatric autoimmune neurological disease wherein viruses also activate symptoms.

· We talked a lot about a hoped for study on PANDAS through the NIMH.  There were no specifics given but I do know they are working on finding a way to get this going.

· Their comment on the helpfulness of high dose antibiotics (as in “Saving Sammy”) was that it must act like drugs used to calm the autoimmune system in pediatric Crohn’s Disease and Rheumatoid Arthritis.  It clearly shows an inflamed autoimmune system and is a treatment only; not a cure.  

· I told Swedo that post-treatment guidelines needed to be worked on, i.e,  family members often have undetected strep; immunizations, flu shots and tooth extractions are activating the convalescing child.
· We talked about a certain serotype of strep (maybe M1 or M18?) seems to be harder to kill off with the antibiotics and that there seem to be some areas of the country that has more resistant PANDAS cases.  No one is certain.  There are reports of one child in a family getting PANDAS and shortly thereafter a second child developing PANDAS.  They are not sure what to make of this yet – genetic coincidence or strep serotype.
· Swedo and Grant know that we have gathered approx. 200 case stories of PANDAS and are trying to find a way to help us use those stories in a productive way.  Swedo herself  has heard many similar stories.   I told them it was urgent that if they want to stop the onslaught of inaccurate reporting on PANDAS that they needed to help us find a way to write A SCIENTIFICALLY BASED BOOK.  The sensationalized stories are not enough to convince the medical community.   At this point, all the doctors are pushed to the maximum with their other professional responsibilities  – I’ll keep prodding to find a way help them get the word out to the medical community.  I just saw a clip of the movie, Extraordinary Measures, and it reminded me of what hand-to-hand struggle these PANDAS researchers are going through to prove our childrens’ illnesses and how much we parents need to keep pushing for help.
· Lastly, during the summer many PANDAS researchers will gather at the NIMH to discuss their findings.  Something that has not happened before.  Certain doctors in Denmark are very interested in Dr. Cunningham’s work on CamKinase increase in PANDAS children.  The Columbia “mouse study” used her work to induce PANDAS in the mice.  Her work is very important and I hope any non-profit we come up with…..will help fund her lab.
Hope this note was encouraging.  The doctors really feel it is not long off before PANDAS will be understood.  They expressed a great deal sadness about the tremendous financial strain some of this medical treatment causes us let alone the emotional trauma.  
Thanks and wishing you well. 
Diana Pohlman

California
