Dallas/Fort Worth Psoriasis and 
Psoriatic Arthritis Support Group, Inc.
Meeting Minutes
Wednesday, February 11, 2004
Animal Planet Video
David showed a short video he recorded off of the cable television station Animal Planet.  In the video, psoriasis patients undergo a unique treatment in a natural spring in Turkey.  In this spring the patients are “treated” by three different types of “doctor fish.”  As odd as this may seem, some psoriasis patients claim this treatment can put them into remission for as much as a few years.  
What Works for Me
The following is a brief summary of the “What Works for Me” discussion at the meeting.  Suffice to say that a lot of really great information was discussed.  

We had a number of members at the meeting who are in the process of starting a new therapy or switching from one therapy to another.  
One member had just started taking methotrexate (MTX) a few days prior to the meeting.  A few of the other members present are either currently taking MTX or had taken it in past years.  The members discussed various issues with MTX such as side effects and how MTX works for specific members on their psoriasis and psoriatic arthritis.  The members tended to agree that they believe MTX is a very effective drug for psoriasis and psoriatic arthritis.  One member noted that when he started on MTX that a very low dose of MTX had a dramatic affect on his psoriatic arthritis, but that it took increasing the dosage to a higher level to have an impact on his skin.  The members noted that the major side effect with MTX tended to be fatigue, but that it didn’t seem to be too noticeable until the dosage of milligrams per week was increased above 10mg per week or higher.  Of course, everyone will respond differently, but the members noted that daily folic acid supplements helped with the fatigue.  Each of the members taking MTX were taking folic acids supplements anywhere from 1 to 3 mg per day.  

We had a number of members relating experiences with some of the new biologic drugs.  One member who has pustular psoriasis and psoriatic arthritis is currently considering switching from Enbrel to either Raptiva or Amevive.  Her combination of Enbrel, MTX and Celebrex therapy is not managing her psoriasis and psoriatic arthritis to the degree she would like.  She has been on Enbrel for about a year and has not had any particular side effects, but has not seen a lot of improvement either.  Her doctor recently increased her MTX to a much higher dose until a new biologic therapy is started.  She may reduce the MTX dosage as the effectiveness of the new biologic therapy is ascertained.

Another member related that he is currently switching from Amevive to Remicade.  He had just received his first Remicade infusion the day of the meeting.  He has very extensive psoriasis and mild psoriatic arthritis.  This member had a lot of history and information to relate regarding his experiences with psoriasis as he was diagnosed in his early teens and has been dealing with the disease for about 30 years.  An interesting suggestion he had was that when he travels (and he travels a lot); he always carries his own sheets for the hotel beds.  He noted that the hotels use so much bleach that it is just too irritating for his skin.  He also uses very mild laundry detergent and stays away from bathing in hard water.  He noted that Aveeno baths are very soothing for psoriatic skin.
Another member had just taken her third injection of Enbrel just prior to the meeting.  She has been doing okay with it, but noted some difficulty with the needle-less delivery system used in the Enbrel dose kit.  The members discussed the way to use the kit and various tips to help her.  

Another member related that he is taking Enbrel, MTX and Celebrex for psoriasis and psoriatic arthritis.  He recently stopped taking Enbrel because of an upper respiratory infection.  He noted that he was scheduled to see his rheumatologist soon and was going to discuss potential therapy options as he has had five (5) upper respiratory infections while on Enbrel.  He noted that he is particularly susceptible to upper respiratory infections, but never had more than one a year in past years.  He stated that taking MTX may also compound the issue, but he has taken MTX since 1996 without such an experience.  He did note that Enbrel has done wonders for his nail psoriasis and it has really been the only drug he has tried to date (in 22 years) that has worked for his nails.  

Another member asked if anyone knew of any drug trials being conducted in the DFW area right now.  David said that he would make a couple of inquires and get back to the member.  
Miscellaneous

· David distributed some sample bottles of the new AuraSoothe lotion product he recently received from AuraSoothe.  David noted that this product is working very well for his plaque psoriasis.  David would like everyone who gets a sample bottle of the product to report back to him their experiences with it.  He would like to compile our experiences as a group (in blind format) to report back to the group at large.  More info on this product can be obtained at: www.aurasoothe.com.

· David reminded everyone of the HealthTalk forum scheduled for tomorrow.  Members can participate in the forum via the web or telephone.
Support Group Activities

David briefly discussed some of the upcoming plans for the support group.  
· Web Site – The web site is essentially done.  David is waiting on IRS approval of the application for 501(c)(3) tax exempt status to launch the web site.  The application was submitted to the IRS in mid-December.  Approval is anticipated by end of the first quarter.  
· Medical Outreach – David discussed that we will be holding a training session at a meeting in the near future.  This training session will be to equip members to talk to their dermatologist and/or rheumatologist about both our local support group and the National Psoriasis Foundation (NPF).  The training will also be effective in the event someone wanted to discuss psoriasis or psoriatic arthritis at an educational institution such as a university or in a public school setting.  Discussions are currently being held to prepare materials to support this effort.  Materials such as a counter stand-up card for medical offices and a brochure advertising the group are a couple of good examples of things being worked on.  
· Direct Mail – David also noted that upon receipt of the 501(c)(3) status we will be embarking on direct mail efforts with the medical offices to raise awareness for the support group and the National Psoriasis Foundation.  Such efforts will be enabled with anticipated financial support after the 501(c)(3) status is secured.
· David noted that we plan to have a meeting in the future and show the movie The Singing Detective.  The movie is being released to DVD in March.  We may make the May meeting a movie night.  The Singing Detective is the movie released last year that the National Psoriasis Foundation consulted on.  The movie is a true story about a writer (Dennis Potter) who had psoriasis and psoriatic arthritis.  

Disclaimer  

The Dallas/Fort Worth Psoriasis and Psoriatic Arthritis Support Group, Inc. is not a source for medical advice or treatment.  Members should only receive medical advice and treatment from a licensed medical practitioner.  Information provided by the group is provided only in the interest of keeping people with psoriasis and/or psoriatic arthritis current on the latest developments regarding their disease

