Dallas/Fort Worth Psoriasis and Psoriatic Arthritis Support Group

Meeting Minutes from meeting on Wednesday,  January, 14, 2004
“What Works for Me” 

We had an interesting discussion on experiences with biologic drugs.  Particularly Enbrel and Raptiva.  Two members present reported currently taking Enbrel and another is likely to start either Enbrel or Raptiva this week.  Discussion ensued on treatment issues and various considerations.  

One member reported that he was told by his Rheumatologist to discontinue taking Enbrel while he had a tooth infection.  The member reported that his rheumatologist stated that the protocol with Enbrel is to discontinue the drug while being treated for ANY infection.  This includes infections that are not considered major infections such as tooth infections versus more serious infections like upper respiratory or sinus.

Some members continue to report injection site reactions.  Injection site reactions are common with Enbrel, but usually cause minor discomfort.  One method to help with injection site reactions is to rotate the syringe 360 degrees with your fingers prior to extracting it.  Typically, when you give yourself an injection, you hold the syringe in your skin tissue for a few seconds to make sure the medication is absorbed.  While this process takes just a brief few seconds, during that time the membranes of the skin tissue can begin to attach to the needle.  This causes irritation when the needle is withdrawn.  By rotating the syringe 360 degrees before extracting it from the skin tissue, you break the tissue from the needle and avoid the irritation that can result.  This explains why injections often hurt, “more on the way out than on the way in.”
Other Discussion

Member Interests:  David asked for members to reply to him with any specific interests they have.  We are currently trying to get a speaker for a future meeting to discuss dealing with chronic illness and the emotional aspects of psoriasis.  If anyone has a referral for such a speaker please let David know.  

Research Emails:  David noted that he has sent out a lot of emails on research items recently.  The purpose of sending these emails out is to let people know that things are happening in the world of psoriasis research.  For those of us who have had psoriasis or psoriatic arthritis for a number of years, we know that we never used to hear much at all about new therapies or drugs.  While other diseases have had new drugs released year after year, psoriasis went along without much news until the recent release of the biologic family of drugs.  Bottom line is that we have a lot to be excited about.  Many people are finding relief for the first time in years with one of the new biologics either alone or in combination with other older medications and therapies.  Research to develop these drugs has enabled the medical community to make significant advances in understanding how psoriasis and psoriatic arthritis get started in an individual’s immune system.  The future looks bright for both treatment options and a potential cure.  Be encouraged!
Plans for 2004:  David summed up some of the plans for the support group for 2004.  Here’s a bullet point list:

· Web Site – We want to have a fully functioning web site before the end of the first qtr.  The web site will permit group members to;  join the support group for new members, share information though message boards and eventually chat, advise members of local meetings and events, announce research studies, provide general psoriasis and psoriatic arthritis info, provide links to other sites, etc.
· Medical Outreach – Members who have offered to volunteer with NPF and our group will begin outreach efforts within the DFW medical community to raise the level of awareness for both the NPF and our local support group.  We will begin by calling on dermatologists and rheumatologists in the Metroplex.  That effort is expected to start around the beginning of the 2nd qtr.
· Direct Mail – We will continue direct mail efforts with the medical offices to raise awareness for the support group.

Miscellaneous:

· David has received confirmation that the IRS is processing the application for approving the group as a 501(c)(3) nonprofit.  IRS approval is expected very soon.

· The group will continue to meet at Lewisville Medical Center.  David did investigate the possibility of rotating meetings with some meetings being held at Baylor/Grapevine.  However, Baylor/Grapevine was unable to commit any meeting rooms at this time.
