Shared Destinations:  Being Active With Support Groups
This workshop is for the person who desires to put more effort into support group activities rather than just attending meetings.  The purpose of this workshop is to describe activities that a motivated individual could volunteer for to assist with the formation, operation and promotion of a local support group.
Review of What Support Groups Hope to Accomplish:
· Provide an environment for confidential and non-judgmental interaction with others who know what it is like to have Psoriasis and/or Psoriatic Arthritis.

· Empower members to gain an understanding and assurance that they are not alone in their experiences.

· Help members to have hope that it is possible to take control of their situation through education and support.

· Provide Information, speakers and literature about Psoriasis and Psoriatic Arthritis and other related topics.

· Encourage the forming of new relationships for support outside of the group.

· Perform external outreach efforts to raise the level of understanding for Psoriasis and Psoriatic Arthritis in the community at large.

Typical qualities that a volunteer should possess prior to involvement:
NOTE: No one fits these requirements perfectly!  A genuine desire to get involved is most important along with an open mind and positive attitude to learn new things.
· Empathy and understanding toward others with Psoriasis and Psoriatic Arthritis.

· Positive attitude.
· Goal Oriented.
· Interest in working with others.

· Time management skills.

· Organization skills.

· Facilitation skills.

· Communication skills – both speaking and listening.

· Ability to delegate.

· Patience.

Internal Opportunities for Involvement:
· Facilitate meetings, establish and endorse group guidelines.
· Help with selection of meeting places, dates and times.
· Promote group meetings and activities, and recruit new members.
Some possible methods to advertise a group meeting are:

1. Press release to all local newspapers when group is formed. (see attached)

2. Letter to local Dermatologists and Rheumatologists.  Addresses for medical offices can be downloaded from Internet Yellow Pages easily and put into a Word template. (see attached)

3. Find out the contacts at all local newspapers and send an email announcement regarding monthly meetings for posting in the paper’s community bulletin boards or health pages.  

4. Prepare a PowerPoint slide and submit it to local public access TV stations.
· Assist with planning meeting content and contact speakers relevant to meeting topics.

Sample Meeting Topics:

· Psoriasis 101
· Nutrition and Psoriasis
· Coping with Psoriasis

· Psoriasis Research
· Drug Trial Info
· Psoriatic Arthritis

· Medication/Health Information
· Other Holistic Therapies – Stress Reduction, Hypnotism, Herbalist, etc.

· Round-Table Discussion – It works for me!

· Organizational

· Fund Raising

-Make contact with local drug manufacturer representatives.  Often, local dermatologists can direct drug manufacturer reps to the local support group leader.

-Send funding requests to drug manufacturer

 (see attached sample letter)
-AMGEN - Enliven Services (Enbrel®):  

" 

www.enbrel.com 


-Genentech (Raptiva®):  

" 

www.raptiva.com 


-Biogen (Amevive®):  

" 

www.amevive.com 


-Centocor (Remicade®):  

" 

www.remicade.com 


-Abbott Laboratories (Humira®):  

" 

www.humira.com 


-Connetics (Soriatane® and OLUX®):  www.connetics.com 

· Compile and update group member contact list.
· Keep database of all members with names, addresses and email address, etc.
· Ensure that all materials, handouts and equipment needed for each meeting are arranged in advance.

· Help to create a relaxed and friendly atmosphere at each meeting.

· Update group web site page at www.psoriasis.org.
· Recruit group members to participate in decision making, publicity and other organizational activities.

· Always remember to refer individuals to medical professionals and other sources of help and support when necessary.

External Opportunities for Involvement:
· External Promotion of the Support Group
· Media Promotion

· Community Promotion

· Medical Community
· National Psoriasis Foundation Volunteer Opportunities

· National Psoriasis Foundation Volunteer Application Form (www.psoriasis.org)
· Community Outreach Volunteer

· Medical Outreach Volunteer

· School Outreach Volunteer

· Legislative Outreach Volunteer

National Psoriasis Foundation’s Support Group Types

The Psoriasis Foundation has designated three different categories for support groups seeking to receive monetary reimbursements.  All support groups are important to the National Psoriasis Foundation and we appreciate your efforts to offer programs in your local community regardless of the group’s size or activity level.  If you are seeking reimbursement, here is what you can expect from the Psoriasis Foundation based on the size and activity of your support group.

Emotional support group

Criteria:  Emerging or ongoing emotional support groups with up to 15 Psoriasis Foundation Members meeting at least 10 times during a calendar year.
The Psoriasis Foundation will provide emotional support groups with:

· Materials on how to start and operate a support group

· Access to a program manager who can answer questions and serve as a resource

· Two mailings per year (September and January)

· Web page dedicated to each support group (coming 12/04)

· $200 annual budget for expenses related to support group operation 

Outreach support group 

Criteria: In addition to providing emotional support, outreach groups are active in at least three of the following areas:  community meetings, medical outreach, advocacy programs, health fairs, speaker bureaus, and other community-based health educational programs.  Outreach groups also act as a conduit for fund development on behalf of the Psoriasis Foundation.

The Psoriasis Foundation will provide outreach support groups with:

· Benefits as outlined for emotional support groups
· Programs and how-to kits related to outreach activities

· Business cards to identify outreach volunteers

· Additional Member mailings to promote community and outreach activities

· $750 annual budget for expenses related to support group operation

Action support groups 

Criteria:  In addition to providing emotional support and at least three outreach activities, there is an active physician outreach program and a volunteer program with an assigned network leader.

The Psoriasis Foundation will provide action support groups with:

· Benefits as outlined for outreach support groups
· $1,500 annual budget for expenses related to operating support group
David Bruce – July 2005
--Sample letter to physicians announcing the formation of the support group--
July 31, 2005






Dallas/Fort Worth Psoriasis and







Psoriatic Arthritis Support Group

Attention:  David S. Bruce, Group Leader






2520 Potomac Drive







Flower Mound, TX  75028

Dear Physician:

I am writing to inform you about the Dallas/Fort Worth Psoriasis and Psoriatic Arthritis Support Group.

The attached flyer provides details regarding the group’s meetings to be held in two (2) different locations in the DFW Metroplex.

Our support group is affiliated with the National Psoriasis Foundation and can be located on their Web site at www.psoriasis.org.    

The mission of the Dallas/Fort Worth Psoriasis and Psoriatic Arthritis Support Group is to afford individuals affected by psoriasis and/or psoriatic arthritis an opportunity for:

· Confidential, non-judgmental interaction with others who know what it is like to have psoriasis and/or psoriatic arthritis.  

· Understanding and assurance from others that they are not alone in their experiences.

· Hope that it is possible to take control of their situation through education and support.

· Information, speakers and literature about psoriasis and/or psoriatic arthritis and other related topics.

· Forming new relationships for support outside of the group.

I ask that you please help promote awareness of our new support group.  I would very much appreciate it if you could post the attached flyer in a prominent place in your office and advise appropriate patients of the formation of the group.  
Questions and comments regarding the group may be addressed to me at the above address or at (972) 539-9475 or finally at dfwpsoriasis@aol.com.  

Thank you very much for your consideration.







Very truly yours,






David S. Bruce

--Sample Support Group Meeting Flyer--
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Dallas/Fort Worth Psoriasis and 

Psoriatic Arthritis Support Group

· Do you have psoriasis or psoriatic arthritis?

· Do you want to meet others who share the same condition?
· Do you want to learn more about psoriasis
and psoriatic arthritis?

If your answer is yes to any of these questions, please join us.

Regular support group meetings are held from September through May as follows:
(Note:  The group does not meet during the months of June, July and August)
	Second Wednesday of Each Month

From 7:00 – 9:00 p.m. at:
Medical Center of Lewisville

Medical Arts Building - Classroom #3

Corner of West Main Street and Edna Street

Lewisville, Texas 75057
	First Thursday of Each Month

From 6:30 – 8:30 p.m. at:
Arlington Center for Dermatology

Conference Rm. #100-A 

711 E. Lamar Blvd.

Arlington, TX  76011


For additional information on the group, please visit our web site at www.dfwpsoriasis.org
or send an email to David Bruce at dfwpsoriasis@aol.com

 at (972) 539-9475.

The Dallas/Fort Worth Psoriasis and Psoriatic Arthritis Support Group is affiliated with the National Psoriasis Foundation.  Please also visit the National Psoriasis Foundation's web site at: www.psoriasis.org
The National Psoriasis Foundation, through the support group program, provides general information and opinions to better understand psoriasis, psoriatic arthritis and related conditions.  The information and opinions provided are not intended as specific medical advice, and should not be relied upon as a substitute for consultations with a qualified physician for diagnosis, treatment recommendations and answers to specific questions.

DFW Psoriasis and Psoriatic Arthritis Support Group

June 9, 2005

--Sample Support Group Press Release--
For further information:

David Bruce

Telephone: (972) 539-9475

dfwpsoriasis@aol.com
For Immediate Release
A PSORIASIS AND PSORIATIC ARTHRITIS SUPPORT GROUP 
FOR THE DALLAS/FORTH WORTH METROPLEX
(Dallas/Fort Worth – July 10, 2003)  -  A volunteer-led support group is now meeting in the Dallas/Fort Worth area.  David Bruce, of Flower Mound, is the facilitator of the local Psoriasis and Psoriatic Arthritis Support Group that provides people with psoriasis and psoriatic arthritis an opportunity to attend educational meetings, hold support group functions and pursue community awareness projects.  The group’s first meeting will be held on Wednesday, September 24, 2003, from 7:00 – 9:00 p.m. at the Medical Center of Lewisville in the Medical Arts Building at the corner of West Main Street and Edna Street.  The meeting will be held in classroom #3 in the Medical Arts Building.

People interested in receiving further information about the group can contact Mr. Bruce at (972) 539-9475 or dfwpsoriasis@aol.com.  

Psoriasis is a noncontagious, chronic skin disease affecting 4.5 million individuals in the United States.  Physically, the disease can range in severity from mild to disabling.  Emotionally, psoriasis can be devastating.  “People with psoriasis and psoriatic arthritis often suffer privately with this disease.  This support group will provide a forum for sharing the various treatments that individuals use and provide educational opportunities to help them manage their psoriasis and psoriatic arthritis,” said Bruce.

Psoriasis is characterized by inflamed red, scaly lesions.  The skin cells of people with psoriasis reproduce abnormally at a rate six times faster than that of normal skin cells.  Psoriasis can be painful and disabling.  Approximately 10 – 30 percent of people with psoriasis also develop a painful form of arthritis (psoriatic arthritis).  There is currently no known cure for psoriasis or psoriatic arthritis.

The community-based Psoriasis and Psoriatic Arthritis Support Group serves as a place for people with psoriasis and psoriatic arthritis to meet regularly for support in living with their disease.  The support group provides members with information about new medications and treatments, ways to cope with psoriasis and psoriatic arthritis and connect with others who have the disease, and activities to educate their communities about psoriasis and psoriatic arthritis.

--Sample Funding Request Letter to Drug Co.--
July 1, 2005






Dallas/Fort Worth Psoriasis and







Psoriatic Arthritis Support Group

Attention:  David S. Bruce, Group Leader






2520 Potomac Drive







Flower Mound, TX  75028

Drug Company, Inc. 
Attention:  Ms. Jane Doe, Clinical Specialist
555 Main Street
Fort Worth, TX  77777
Dear Ms. Doe:

The Dallas/Fort Worth Psoriasis and Psoriatic Arthritis Support Group requests financial support for an upcoming educational activity.  The educational conference will be held on Wednesday, July 13, 2005.

We are requesting an unrestricted educational grant to help cover expenses for this conference in the amount of $2,000.  The grant will be for the following expenses:

· Travel for Speaker

· Food/Beverages for the conference
Please make the check payable to the National Psoriasis Foundation and mail it to:

Jan McKenzie, Volunteer Manager

National Psoriasis Foundation

6600 SW 92nd Avenue

Suite 300

Portland, OR  97223-7195

Once again, thank you for all your help and consideration.  Please advise me if there is any additional information you need.  My contact information is shown below.
Sincerely,

David S. Bruce, Group Leader
Telephone: (972) 539-9475
Email: dfwpsoriasis@aol.com
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