January 28, 2004

To:    Psoriasis support group leaders ---

From:    Robert Gassner, Director of Advocacy
    
National Psoriasis Foundation

Re:    Draft of Psoriasis Foundation  Legislative Agenda

Below is a draft of the National Psoriasis Foundation's first Legislative
Agenda, which will guide a large part of the Foundation's advocacy efforts.
Many people contributed ideas to the Agenda, including members like you,
members of the board of Trustees and the Medical Board, a committee of key
member/volunteers, and staff.  The Board of Trustees will (we hope) approve
a Legislative Agenda at the end of February.

I hope you can take a few minutes to email me your comments and questions
about the draft Agenda.   Together we can achieve great things on behalf of
people with psoriasis and/or psoriatic arthritis.  Thank you!

Also, stay tuned for details about the first-ever Psoriasis Foundation
"Capitol Hill Day" on May 16 and 17, a great chance to bring your personal
message about psoriasis and/or psoriatic arthritis to your U.S. Senators and
Representatives and their staff in Washington, DC.  If you would like to
know more, just email us at advocacy@psoriasis.org or call 1-800-723-9166
and ask for the Advocacy department.

[this email was sent as a "blind copy", to protect your privacy.]


DRAFT 1/20/04
National Psoriasis Foundation
2004 Legislative Agenda

For over 35 years, the National Psoriasis Foundation has been the voice of
the psoriasis community, representing the more than 5 million Americans with
psoriasis and/or psoriatic arthritis.  The Foundation’s mission is to
improve the quality of life for people who have psoriasis and psoriatic
arthritis.  Through education and advocacy, we promote awareness and
understanding, ensure access to treatment, and support research that will
lead to effective management and, ultimately, a cure.  The Psoriasis
Foundation has launched a campaign to reach out to federal lawmakers and
agencies.  Our 2004 areas of focus are below.

Improve understanding of psoriasis and psoriatic arthritis

Psoriasis and psoriatic arthritis are complex diseases often poorly
understood by the public.  Lawmakers, their staff, and federal agencies
should understand that these are serious and often debilitating diseases.
The Psoriasis Foundation and its members are committed to:
·    Meet with members of Congress and their staff and communicating with them
regularly in other ways, to bring them information about psoriasis and
psoriatic arthritis;
·    Convene Psoriasis Foundation members in Washington, DC, to meet members
of Congress;
·    Hold a Congressional staff briefing about psoriasis and psoriatic
arthritis; and
·    Attempt to schedule a Congressional hearing on a topic of interest to
our community.

Increase research on psoriasis and psoriatic arthritis

We can see how investments in research pay off:  scientists have identified
the first few genes linked to psoriasis.  There is evidence that research on
psoriasis could help in understanding other immune system-related diseases.
The Psoriasis Foundation will:
·    Encourage Congress to increase funding for the National Institute of
Arthritis and Musculoskeletal and Skin Diseases at the National Institutes
of Health (NIH / NIAMS), and specifically to direct more resources to the
study of psoriasis and psoriatic arthritis;
·    Encourage Congress to support NIH’s Autoimmune Disease Research Plan;
and
·    Participate in coalitions with shared goals: National Health Council,
Coalition of Skin Disease Organizations, NIAMS Coalition, and National
Coalition of Autoimmune Patient Groups.

Increasing the number of physicians and scientists treating and studying
these diseases

The number of specialty physicians is not keeping up with our nation’s
growing population.  The complexity of many psoriasis and psoriatic
arthritis cases, the difficulty in finding adequate treatment, and the
economics of medicine make patients’ access to dermatologists and
rheumatologists challenging.  Also, there are too few scientists focused on
this area.  With more than a dozen genes that may play a role, plus
environmental and other triggers, scientists face a daunting task.  The
Psoriasis Foundation would like Congress to:
·    Examine how changes in federally-funded physician residency programs could
help improve this situation; and
·    Explore how the federal government could encourage more researchers to
embark on this challenging but promising career path.
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Psoriasis poses a severe hardship to millions of sufferers, both in terms of
direct economic costs as well as substantial psychological costs.  About 56
million hours of work are lost each year by people who suffer from
psoriasis, and between $1.6 billion and $3.2 billion is spent each year to
treat the disease.  In addition, a 1999 study found that moderate to severe
psoriasis can cause reductions in physical and mental functioning comparable
to that seen in depression, diabetes, heart disease, hypertension, and
depression.

The federal government has helped advance understanding of this often
debilitating disease, but more needs to be done.  The modest agenda outlined
above can help improve the quality of life for millions of Americans facing
psoriasis and psoriatic arthritis.  We look forward to working with
Congress, the Administration, and Federal agencies to implement these ideas.

About Psoriasis

Psoriasis is a lifelong, non-contagious skin disease that occurs when faulty
signals in the immune system cause skin cells to regenerate too
quickly-every three to four days instead of the usual 30-day cycle.  Extra
skin cells build up on the skin’s surface, forming red, flaky, scaly lesions
that can itch, crack, bleed and be extremely painful.  Psoriasis generally
appears on the joints, limbs and scalp but it can appear anywhere on the
body, covering some people from head to toe.

More than 5 million Americans have been diagnosed with psoriasis and/or
psoriatic arthritis, a degenerative disease of the joints and connective
tissues associated with psoriasis.  Psoriasis can first strike at any age,
including childhood.

About the National Psoriasis Foundation

The National Psoriasis Foundation is the leading nonprofit organization
fighting to improve the quality of life of the more than 5 million Americans
diagnosed with psoriasis and/or psoriatic arthritis and their families.

The Psoriasis Foundation uses education and advocacy to promote awareness
and understanding, ensure access to treatment, and support research that
will lead to effective management and, ultimately, a cure.

The Psoriasis Foundation has been headquartered in Portland, Oregon since it
started over 35 years ago.  For more information, please call 800.723.9166
and visit www.psoriasis.org.

xxxxxxxxxxxxxxxxxxx

Robert Gassner
Director of Advocacy
National Psoriasis Foundation
6600 SW 92nd Ave Ste 300, Portland OR 97223
rgassner@psoriasis.org and www.psoriasis.org
503-546-8367 or 800-723-9166 and fax 503-245-0626

Our mission is to improve the quality of life for people who have psoriasis
and psoriatic arthritis.  Through education and advocacy, we promote
awareness and understanding, ensure access to treatment and support research
that will lead to effective management and, ultimately, a cure.

