Dallas/Fort Worth Psoriasis and 
Psoriatic Arthritis Support Group, Inc.
Meeting Minutes
Wednesday, March 10, 2004
“What Works for Me”
The following is a summary of the “What Works for Me” discussion at the meeting.  The summary is displayed per each member present at the meeting (without using any names).  This will help other members reading this to get an understanding of the cross-section of members we have and their various experiences with psoriasis and psoriatic arthritis.  As always, there was a lot of really great information discussed.  
This meeting was very fun and uplifting!  What a great group of members we have!
Member #1
This member has had psoriasis since childhood (25+ years) and has been “severe” with 60 – 80% coverage for about 15 years.  He also has psoriatic arthritis and his joints in his feet are seriously affected to the degree that it affects his ability to walk sometimes.  This member has tried virtually every therapy available over the years and can thus relate experiences with many medications and treatments.  Currently, this member is having a very positive experience with Remicade treatments.  He has had only two (2) Remicade infusions thus far and his psoriasis is very noticeably improved.  He was at the meeting last month and members who were at both meetings can see an amazing improvement.  Because of Remicade, for the first time in years his psoriasis is almost gone.  The redness has drastically gone away and you can only see some scar like areas where the psoriasis was and is in the process of healing.  This member also currently takes Cyclosporine, but he is weaning himself off of that drug as the Remicade starts to take effect.  This member tried Amevive last summer and went through a series of 12 injections with no improvement to his psoriasis or psoriatic arthritis.  He also uses the steroid free drug Protopic and finds that it works well and is not irritating to facial areas.
Member #2

This member has had psoriasis for approximately 25 years.  She does not have psoriatic arthritis.  She is currently doing light treatments 2 – 3 times per week.  She is trying the new AuraSoothe lotion and thinks it may be helping.  She is holding off on making the decision on whether or not it is helping as she wants to give it more time, but she notices that it has really helped to soften the skin around her nails.  She also noted that she has had some sensitivity to products containing Aloe in the past, but the Aloe in AuraSoothe doesn’t irritate her skin.
Member #3

This member has had psoriasis for about 2 years.  He does not have psoriatic arthritis.  His hands are affected by psoriasis the most, but he appears to be in a little bit of a remission for the first time.  He recently has been taking antibiotics for a sinus infection and wonders if that may have helped his psoriasis.  Other members in the group noted that they believe they may have been helped by antibiotics in the past.  This member is currently approved for Raptiva and will be seeing his dermatologist next week to start Raptiva therapy.  He may hold off a while if he is in a remission period on the Raptiva treatment, but he is going to discuss that option with his dermatologist.

Member #4
This member has had psoriasis since early childhood (25+ years) and has about 20% coverage presently.  He does not have psoriatic arthritis.  He noted that he has had significantly more than 20% coverage in the past.  In the past he has used topical medications; natural sunlight and UVA/UVB light therapy to treat his psoriasis, but is now at the point where he wants to seek more aggressive therapy such as a biologic drug.  He was appreciative of the group and the various experiences of the members as he decides on his treatment approach.  He will be making an appointment with a new dermatologist in the near future to discuss various options.  

Member #5
This member has had psoriasis for about 25 years.  She does not have psoriatic arthritis.  She considers her psoriasis mild and only has problems right now mostly with scalp psoriasis and some other areas on her head.  She has been using some of the Derma-Cap samples that were distributed at the meeting a few months ago and finds that they help her a lot.  She noted that the Derma-Cap shampoo really helps her scalp psoriasis.  

Member #6

This member has had psoriasis since childhood (about age 5 – 30+ years).   He has had psoriatic arthritis for about 4 years.  He credits information obtained from the support group as motivating him to seek other therapies.  He started on Enbrel therapy last November 2003 and prior to that had never taken any other medications other than various over-the-counter medications.  He has had a wonderful experience with Enbrel thus far and said that he didn’t even realize how bad his pain was now that Enbrel has helped him so much.  He had a lot of pain in his feet and ankles and noted that he recently did a lot of work in his yard that prior to Enbrel, would have made him miserable for days.  He has seen dramatic improvement in his nail psoriasis and distal joint swelling from psoriatic arthritis due to Enbrel.  He has had no noticeable side effects with Enbrel and he said he looks forward to every injection.  He has also not had any problems with injection site reactions with Enbrel.
Member #7

This member has had psoriasis and psoriatic arthritis for 12 – 15 years.  He currently takes 15mg of Methotrexate per week and takes DayPro (NSAID) daily.  He also takes 1mg. of folic acid daily to help with fatigue from Methotrexate therapy.  He recently had bone density testing and was prescribed the drug Actonel to help with bone density loss due to psoriatic arthritis.  This member travels a lot and notices that fatigue and cold climates will make his condition worse.  He has blood work done about every 4 – 6 weeks to check his liver function due to Methotrexate therapy.  He feels he is doing pretty well with his current regimen.  This member also noted that he has tried both Celebrex and Vioxx in the past for psoriatic arthritis and that neither drug helped his condition.  
Member #8

This member has had psoriasis and psoriatic arthritis for approximately 20 years.  He has tried many therapies and currently takes 12.5mg of Methotrexate per week, and 400mg of Celebrex per day.  He takes 5 – 7mg of Prednisone on a PRN basis only when he has joint swelling that causes him to have pain when walking.  He recently took a break from Enbrel therapy after using Enbrel for a little over a year.  He had a high number of upper respiratory infections while on Enbrel and decided to stop it for a while.  He noted that he is susceptible to upper respiratory infections and that he’s not sure if its just the Enbrel that may have contributed to the increased number of infections he had last year, or the combination of Enbrel and Methotrexate.  He noted that he did not have a lot of infections on just Methotrexate and that he has taken Methotrexate since 1996.  He takes 1 – 2 mg. of Folic Acid daily to help with fatigue from Methotrexate therapy.  This member noted that while he had a number of infections on Enbrel that it worked amazingly well for his psoriasis and psoriatic arthritis.  He noted that it was the first therapy in 20 years that cleared his nail psoriasis.  He further noted that he still has a couple months supply in his refrigerator at home and intends to go back on Enbrel in a month or so to use it up as he knows it works so well.  He stated that his rheumatologist said that he may consider Humira as another alternative if infections persist with Enbrel.   
Miscellaneous

· David noted that we have some sample products from Elta Skin Care and encouraged the members to get some samples of the various products.  Elta Skin Care’s web site is www.buyelta.com.

· David noted that we have some information packets available from Caremark Pharmacy.  Caremark is one of the national pharmacies distributing the psoriasis drug Raptiva.  Caremark’s web site is www.caremark.com and their patient help line is 1-800-237-2767.  
Support Group Activities

David briefly discussed some of the upcoming plans for the support group.  
· Web Site – The support group web site is live!  The address is www.dfwpsoriasis.org.  The site has been very well received by the members and a number of new members have joined the group via the web site.

· IRS 501(c)(3) tax exempt approval is still pending and anticipated by end of April.  
· David noted that he is traveling to the National Psoriasis Foundation offices in Portland to meet with various NPF staffers around April 1.  They will discuss how NPF can provide more direct support for local support groups.  David explained that NPF is eager to help local support group provide one common voice for psoriasis patients across the nation.  David stated that our group will always be a strong advocate for the NPF and that is why our web site directs visitors to the NPF so often.  

· David stated that he will have an exciting meeting schedule to release very soon.  Right now, it tentatively looks like we will have the following meeting schedule.  Keep in mind that we will also always have our “It works for me” round-table discussions:

1. April – Psoriasis Educator from local dermatologist office

2. May – Movie night – “The Singing Detective”
3. June – Tom Neale from Pharmacy Plus (makers of Derma-Cap)

4. July – Open

5. August – Member Training Session – “How to talk to your doctor about our support group and the NPF”
6. September – Psoriasis Educator from Genentech Houston Office

7. October – Open

8. November – Dr. Len Walt sponsored by Exorex.  Dr, Walt specializes in a “Mind and Body approach to psoriasis management.
9. December - Open

· Direct Mail – David noted that he did do a direct mailing last week to all of the local dermatologist and rheumatologist offices.  Copies of the letter to the physicians and support group flyer were distributed via email.  

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
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