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General Comments/Questions

e The representative/senator does not support disease-specific funding or legislation
because if he did it for one disease, he would have to do it for every disease.

I understand that challenge—as a member of Congress, I am sure s/he is asked to support

many, many causes. One of the challenges we have in the psoriasis community is that we are

trying to defeat long-standing myths and misperceptions; for example, that psoriasis is

contagious or that hedechdledges, ‘top tasytpeopd retham S h . 7 Be c a
unaware of the disease and its impact on those affected.

We need members of Congress to step up and assist us with our educational and awareness

effors—a ct i ons that really don’ dfferéw@ S¢hopathay money
the representative/senator might consider being supportive in a way that is comfortable and

consistent for him/her, such as coming to meet with a support group in the district so s/he can

become more familiar with some of the affected constituents.

Many other serious, chronic diseases have national programs, and Congtress has taken
authorizing action to address those other conditions. We are not asking for more than what
others have received—just to level the playing field. In fact, people with psoriasis are at elevated
risk for a number of other common chronic conditions—Ilike heart disease and diabetes—so
studying psoriasis will have benefits not only for our community but for many other diseases as
well.

The authorizing legislation speaks specifically to psoriasis, but the study of access to
treatments and care contained as a component of the bill would have application to many other
chronic diseases and conditions and would benefit many other disease communities.

¢ Does the Foundation receive/accept money from pharmaceutical companies?

Yes. However, more than 58 percento f  t he Foundation’s budget <co
donations from people affected by psoriasis and their caregivers—parents, physicians, nurses

and researchers. I cannot speak specifically to our corporate support and the associated policies

but the annual report for 2007i s on t he Foundation’s Web site

card is in the packet we will leave with you) can provide you with additional information if you
like.
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Questions about National Institutes of Health (NIH) Funding

e How much money did the National Institute of Arthritis, Musculoskeletal, and Skin
Diseases (NIAMS) receive last year? What did the president put in his budget?

NIAMS received $508.8 million in FY2008. For FY2009, the president has requested $509

million—essentially flat funding. However, the Biomedical Research and Development Price

Index (BRDPI) is predicted to rise by 3.5 percent—which means that in real dollars, due to
inflation, the president’”s allocation is a c

e How much National Institutes of Health (NIH) funding goes to psoriasis research?

According to data posted on the NIH Web site, over the past four years, the agency has spent an
average of $6.25 million each year—in essence only about a dollar per person with psoriasis per
year. At the historical and current rate of psoriasis funding, NIH funding is not keeping pace
with research needs. In the good news category, NIH reports that from FY2005 to FY2006,
psoriasis research increased by $2 million; however, the agency estimates that spending on
psoriasis will drop to $7 million for both FY2007 and FY2008—an unacceptable cut at such a
critical time for our community.

e We already doubled the budget of the National Institutes of Health (NIH) and need to
focus on other priorities.

The doubling of the NIH budget was a tremendous investment and a wonderful step forward

for the nation’s Dbiomedical researeh institu
funded and breakthroughs are achieved, an infusion of funding over the course of five years

followed by a significant slowing of investment will not be effective.

Research takes time and money and such efforts must be sustained over time. A five-year
research project must receive five consistent years of funding—it cannot be funded for three
years and then put on hold for a year or two and restarted when funds again become available.

A great deal of progress was made due to the doubling effort and these advances will be for
naught if there is not sufficient funding to build upon them. Unfortunately, by providing almost
no increase in funding for NIH, the pr € s i d e n9tbidgt prbvds drdifficient to address
the pressing health needs facing the American people.

e Thereds no money due to the war in lIraq and
you support making the tax cuts permanent?

The Foundation does not take a position on tax policy in this regard, and I feel that as an

average citizen, I really cannot speak to these issues. I defer to members of Congress and

staffers with budgetary expertise to figure
an expert in knowing the terrible impact of psotiasis on me/my family and know that as a

taxpayer, I would like to see the nation boost funding for biomedical research and take steps to

understand how to improve access to therapies and care for people like me/my family.
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e Thereds no money, what should we cut to fund

I defer to members of Congress and staffers with budgetary expertise to figure out how best to

fund all of t heanexpettihlhdwvingthe @rfible mpadt df ps@iSison | am
me/my family and know that as a taxpayer, I would like to see the nation boost funding for

biomedical research and take steps to understand how to improve access to therapies and care

for people like me/my family.

e Does the Psoriasis Foundation conduct and/or fund research?

Each year, the Psoriasis Foundation distributes seed grants to researchers. For t he Foundat
fiscal year 2008, $200,000 in grants will be awarded. The Psoriasis Foundation is committed to
funding innovative research in the areas of psoriasis and psoriatic arthritis until a cure is found.

'The Psoriasis Foundation has also created a new "biobank." The National Psotiasis Victor
Henschel BioBank is a critically needed resource to further the field of psoriasis genetics
research. The National Psoriasis BioBank, which is currently recruiting participants, will be the
largest single collection of psoriasis DNA samples in the world accessible to qualified
researchers.

The BioBank is located in Gaithersburg, Maryland, at a private company called Gene Logic, Inc.,
which is responsible for maintaining patient clinical information and processing, storing and
sending samples to researchers. The Foundation is responsible for identifying candidates to
donate blood and responding to requests from researchers for samples. You can learn more
about the BioBank in the "Research Activities at the National Psoriasis Foundation" issue brief
that we'll leave with you.

Questions Pertaining to the Authorizing Legislation

e Who else from my state is co-sponsoring the Psoriasis and Psoriatic Arthritis Research,
Cure and Care (H.R. 1188/8. 1459 or PPARCCA)?

(Your binder contains a list of co-sponsors of both H.R. 1188 and S. 1459 by state)

If there are other representatives or senators from your state who have co-sponsored the
bill: Yes, the following members have cosponsored the bill: LIST THE MEMBERS OF
CONGRESS

If no one from your state has co-sponsored the bill: No, not at this time but we are
reaching out to all members of the delegation. It would be terrific if the
representative/senator would be the first one from our state to lend support. His/her
leadership would mean so much to all the affected constituents.
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Is the bill bipartisan?
HOUSE: Yes, both Democrats and Republicans have lent support

SENATE: At this time, we have Democrats and an Independent co-sponsoring. The House
bill has both Democratic and Republican support.

What has the leadership [of the relevant committee] said about the bill?

The sponsors of the bill are in communication with leadership about the bill regarding the best
time and way to move it forward.

Note: In the Senate, the bill will be considered by the Health, Education, Labor and Pensions (HEL
Committee. In the House, the bill will be considered by the Energy and Commerce Committee.

Is there a CongtressionalBudget Office (CBO) oO0Oscoreod6o or es
cost?

It has not been scored. The majority of the
activities contained in the legislation. The bill does specify a total of $3.5 million over five years

for the psoriasis and psoriatic arthritis patient registry. The Institute of Medicine study on access

to dermatologic care likely would cost between $250,000 and $500,000. The other items such as

the summit would likely be funded out of the Secreta r y * s di screti onary budc

What does the Department of Health and Human Service (HHS) or National Institutes
of Health (NIH) say about the bill?

Neither agency has formally commented on the bill, but we anticipate that it will receive broad-
based support. The Foundation meets regularly with the staff at relevant NIH institutes and
Centers for Disease Control and Prevention (CDC) and we believe these strong partnerships will
help ensure that the bill will be well received.

Questions Pertaining to Report Language

Do you have report language that you would like to see in the House/Senate?

Yes, we do. The Foundation staff is handling this and I/we can have someone from the
Foundation send it to you and follow up.



