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FUNDING ALLOCATIONS FOR RESEARCH AT
NATIONAL INSTITUTES OF HEALTH

THURSDAY, MAY 6, 1999

U.S. SENATE,
SUBCOMMITTEE ON LABOR, HEALTH AND HUMAN
SERVICES, AND EDUCATION, AND RELATED AGENCIES,
COMMITTEE ON APPROPRIATIONS,
Washington, DC.

The subcommittee met at 9:05 a.m., in room SD-124, Dirksen
Senate Office Building, Hon. Arlen Specter (chairman) presiding.
Present: Senators Specter, Gorton, Stevens, Harkin, and Murray.

DEPARTMENT OF HEALTH AND HUMAN SERVICES
NATIONAL INSTITUTES OF HEALTH
STATEMENT OF DR. HAROLD VARMUS, DIRECTOR
OPENING STATEMENT OF SENATOR ARLEN SPECTER

Senator SPECTER. Good morning. The Subcommittee on Labor,
Health and Human Services, and Education will now proceed.

This is one of the regular subcommittee hearings on establishing
our budget for fiscal year 2000. The crown jewel of the Federal
Government is the National Institutes of Health. It may be that
that is the only jewel of the Federal Government, and the sub-
committee has taken a lead in substantially increasing the alloca-
tions for the National Institutes of Health over the past many
years.

Two years ago the subcommittee started a recommendation that
emerged intact from the full Senate for $950 million, and that was
reduced in conference slightly to $907 million. We have found that
when Senate resolutions come before the Senate, there is great
generosity, a 98 to nothing vote to increase NIH funding by $2 bil-
lion, but when it comes to actually putting the money up, the
amendment offered by Senator Harkin and myself this year lost 52
to 48.

Last year the amendment lost again, but as a matter of priorities
from our budget, we increased the NIH funding by some $2 billion,
and this year we are looking at a very tight budget, and we are
going to do our very best to match that $2 billion increase from last
year. That is where we set our sights.

Later today there will be an allocation for this subcommittee and
the preliminary news, candidly, is not good. The tremendous
amount of money which had been expected from tobacco revenues
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is going to be excluded. Legislation is pending, having passed the
Senate to send all of that to the states, but this subcommittee lead-
ership, Senator Harkin and myself, are determined to do every-
thing we can, because NIH has done such marvelous things.

The stem cell research has the potential to conquer Parkinson’s
in 5 to 10 years, according to testimony addressed before this sub-
committee, and there is a battle there as to whether that funding
is prohibited from live embryos, and NIH has cut the Gordian knot
by using private funding to extract the stem cells from live em-
bryos so that the public funding comes only on the extracted stem
cells.

This is really similar to the problem we had with fetal tissue a
few years ago, where some objected to the use of fetal tissue for
medical research on the grounds that it would promote abortions,
but then it was established that fetal tissue left on discarded abor-
tions, did not have any causal connection to abortions. I note Dr.
Varmus nodding in the affirmative, let the record show, and I
think the issue with embryos is very similar.

There has been some issue raised as to whether the Congress es-
tablishes how much should be spent for research on each disease,
and the Senate does not do that and the Congress does not do that.
That judgment is left to the National Institutes of Health, and we
will have testimony today on that specific point.

The allocations among the various branches are very, very heav-
ily lobbied. On a daily basis, my schedule is replete with visits from
people who feel that more money ought to be allocated to their par-
ticular line, I had visits yesterday on that subject, and it is said
that AIDS has a disproportionate share. It is a communicable dis-
ease and a great deal of effort has been directed there, and Dr.
Varmus will take a look at it. The real answer is to have a larger
total allocation, and that way the rising tide will lift all the boats,
as the saying goes.

Last year there was an effort made to increase funding on pros-
tate cancer, and notwithstanding the backing in the high quarters
in the Senate, that was rejected, in accordance with the principle
of having the allocations made by the National Institutes of Health.

Now, there was one exception with the Balance Budget Act of
1997, which made some specific allocations, but that came from the
Executive Branch in conference, candidly, with the leadership of
the House of Representatives, but it was not the practice of this
subcommittee to try to determine the allocations, because we think
that ought to be left in the hands of the experts.

There are some matters where public policy can come from the
Congress is an appropriate comment, but the allocation of these
fun(%ls has been for NIH, and we will proceed to hear the testimony
on that.

But before doing so I yield to my distinguished colleague and
ranking member, Senator Harkin.

OPENING STATEMENT OF SENATOR TOM HARKIN

Senator HARKIN. Thank you very much, Mr. Chairman. I want
to associate myself with your remarks, and thank you for calling
this hearing.
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I am pleased in joining you and welcoming Dr. Varmus and the
other witnesses today, and in particular, welcome to Dr. Mary
Hendrix, a fellow Iowan, whose outstanding achievements have led
her to be Head of the Department of Anatomy and Cell Biology at
the University of Iowa, and who was recently elected President of
the Federation of American Societies for Experimental Biology. I
want to congratulate her.

Welcome also to Mr. Brad Margus. I have heard a great deal
about what you and your wife are accomplishing on behalf of all
families with children stricken with AT. So we applaud you and
Vickie for your selfless efforts, especially as you cope with the ill-
nesses of your two sons.

Again, Mr. Chairman, I applaud you for having this hearing
today. As you said, the Senate went on record 98 to nothing to dou-
ble the NIH budget over the next 5 years, but when we came down
to the real money, they decided to cut and run. But we are going
to keep going, and we are going to keep pushing to try to get that
money, as much this year as we got last year. And we could not
have a better person to chair this subcommittee, and to work to get
that funding than Senator Specter.

I just want to say a couple of things. I know Dr. Varmus will
agree with me when I say that there is no time in our history that
we have been as close to major advances in the fight against killer
diseases. Two things have sort of come together now, sort of like
the time we finally split the atom and finally opened up a whole
new era, not just in terms of warfare, but in terms of scientific re-
search, and development, and applications.

The recent advances in stem cell research and our progress in
uncovering the mysteries of the human genome present us with
tremendous opportunities.

So now is the time to boost our investment to make certain that
our nation’s top scientists can turn these opportunities into reality.
We can achieve so much in, I think, a very short span of time, if
we do invest that money.

I can go on more about making sure we get that money. Senator
Specter and I have said before that at least one or two pennies out
of every health dollar in America ought to go to research. We are
not even doing that yet. That would help us get some much needed
money into research, and we will continue to push on that. But
really the basis of this hearing was NIH funding allocations.

I agree wholeheartedly with our Chairman. When it comes to the
decisions on how to allocate and invest the money that our tax-
payers are investing in scientific research, this must be done
through a time-tested and time-proven system of peer review. It
must be done by those that understand the scientific basis of this
research, and where we can focus our attentions.

However, we, too, have a responsibility on this end in terms of
oversight, in terms of working with the scientific community, to try
to determine how best we can fulfill our obligation to help set
broad national priorities to answer the legitimate concerns of those
that our Chairman just spoke to us about, whose families have ill-
nesses, whose kids are suffering from AT, or from a variety of dif-
ferent illnesses, and who legitimately want us to focus on them. So
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we have our obligations to be responsive, and that is what we try
to do in exercising our oversight role.

I must say that it has been my experience, at least with the sci-
entific community, that to a large extent both sides understand
this. Now, there are some on this side who say we ought to be able
to tell them everything, and there are some on the scientific side
who say we ought not to say anything.

I think those opinions are on the margins and that the great
bulk of those in the middle understand that there should be a con-
sultative collaborative arrangement between NIH and the scientific
community, and those of us in the Congress, in which we work to-
gether to try to respond to the societal needs and priorities that we
hear, and yet to ask the legitimate questions about where can we
make the most progress, and where can we get the most bang for
the buck and then try to help move in that direction. This brings
me to my final statement, and that is that we probably would not
be he}r;e today if we really did have enough money in biomedical re-
search.

If we had the kinds of funding for biomedical research that we
are trying to get, in terms of doubling NIH’s budget, I am not cer-
tain that we would have these kinds of concerns. So I come back
to where I started, and where I think our Chairman started, and
that is, we have to put more money into biomedical research in this
country. Then we need to work in that collaborative arrangement
with the scientists to try to decide how we answer the legitimate
concerns of people’s priorities, and to make sure that the scientists
who have a system of peer review can apply for that money in the
most logically consistent manner.

Thank you, Mr. Chairman.

Senator SPECTER. Thank you very much, Senator Harkin. We
gave been joined by the Chairman of the full Committee, Senator

tevens.

OPENING STATEMENT OF SENATOR TED STEVENS

Senator STEVENS. Good morning, Doctor.

Dr. VARMUS. Good morning.

Senator STEVENS. To me, this is a sad day, because today is the
day I make the allocation under 602(b) of the Budget Act, and the
news is not good. The bottom line is that we will have to have a
substantial increase to fund the priorities that we know are there.

All T can tell you is that as the year wears on I hope that we
can find some way to rectify this maladjustment of allocation of
funds. I think the Chairman has indicated that we are quite—I am
still quite interested in trying to achieve our goal of doubling the
funding for research over the 5-year period.

That does not look like it is possible, unless we can get some
basic readjustment of these priorities in the balance of this year,
but do not blow a stack, but just hold on tight, we will see what
we can do as the year goes on.

I do have a couple of questions that I want to submit to you for
the record. I have to go to another hearing, but I want to drop by
to tell you that what you are going to read in the papers is true,
unfortunately.

Thank you very much.
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Senator SPECTER. I would thank you, Senator Stevens, except for
the acceptance of your comments. [Laughter.]

Senator STEVENS. Well, I expect to be the target of very sharp
barbs from the chairman, and they will be well intentioned and
wellhplaced, and I will see what I can do to help. Thank you very
much.

SUMMARY STATEMENT OF DR. HAROLD VARMUS

Senator SPECTER. Thank you for coming, sir. We now turn to Dr.
Harold Varmus, the very distinguished Director of the National In-
stitutes of Health. He has been at it since November 1993, more
than 5 years now.

At the University of California, San Francisco, he earned the
Nobel Prize for his work on a causative link between certain genes
and cancer, which is the cutting edge today of medical research,
graduate of Amherst, Harvard, and the Columbia Medical School.
We welcome you, Dr. Varmus, and look forward to your testimony.

Dr. VARMUS. Mr. Chairman, thank you very much.

Senator SPECTER. Your full statement will be made a part of the
record, and we have quite a number of witnesses, so we are going
to use the lights for the five-minute opening.

Dr. VARMUS. Thank you. I appreciate your support and wel-
coming remarks, and thank you, also, Senator Harkin for your sup-
port. I appreciate the opportunity to review the decision-making
processes that determine the spending patterns at the NTH.

As you know, there is great interest in these questions, because
of our budgetary success, for which we hold you responsible, and
because of the benefits of past work and the hopes for future dis-
coveries that will benefit the health of this nation.

For that reason, there have been multiple hearings on this topic.
There was recently a congressionally mandated report published by
the Institute of Medicine on this topic. The NIH has issued a pri-
ority-setting handbook, and there has been much public discussion
in the press and elsewhere.

I intend to be brief this morning, but I would like to consider
quickly five issues to bring the subcommittee up to date on the way
we think about these matters and to describe some of our re-
sponses to the recommendations in the Institute of Medicine report.

First, what criteria are used to allocate research funds? Everyone
seems to agree, including the IOM report, that several criteria are
involved in setting our spending plan, and at least five of those are
worth reiterating here.

First, as Senator Harkin mentioned a moment ago, the quality
of research matters. Expert peer review is essential to the process
of allocating funds. Second, it is crucial to consider the prospects
for important discoveries, discoveries that will advance our under-
standing of the human organism, and the prospects for making
progress in our efforts to treat and prevent disease. We sometimes
call that “scientific opportunity.”

The third criterion is public health need, which is often esti-
mated from disease burden. I will return to that issue in just a mo-
ment. The fourth consideration is maintaining a broad portfolio
across all sciences relevant to health to ensure that we are main-
taining adequate vigilance on all fronts.



6

You can see results of this consideration in this year’s budget
proposal when you look at our initiatives for sustaining allied dis-
ciplines—physics, chemistry, mathematics, computer science, and
engineering—as they affect medicine. Or you can see it as you look
at the many new initiatives that we have to sustain clinical re-
search, a component of our research efforts that is under siege at
the moment.

Finally, we have to pay attention to the infrastructure in which
science 1s done. That includes maintenance of facilities, of equip-
ment, and, of course, most important of all, our human resources,
the people who do science. All of these factors and others need to
be considered.

Let me second consider a question that is troubling to some, that
is, is it possible to actually plan a scientific program? After all, dis-
covery is unpredictable, and we know that top-down science of the
sort that directs everyone in the trenches from above can be waste-
ful. We still believe it is possible to plan initiatives and to set broad
programmatic goals.

We insist at the moment in building our budget that every insti-
tute present to the NIH director, a set of goals for the coming year.
As of this year, every institute and center will be required to have
a written strategic plan for the next 2 to 5 years.

Those of you who have had a chance to look at the summary of
how we are going to spend the 2 billion extra dollars we have in
1999 know that there are many plans.

It is important to remember that the planning process entails a
lot more than just attempting to assign dollars to diseases. Each
institute and center has to consider which mechanisms for funding
it is going to use, whether it is going to use certain kinds of grants
or others, whether it is going to support centers or program project
grants or supply money to the intramural research program.

Every institute needs to consider its various goals, research
goals, goals to improve the infrastructure in which research is
done, and goals in the training process. And each institute needs
to think specifically about programs, many of which are not specific
to diseases but, instead, involve developing instrumentation, or
pursuing the genomes of mice or human beings or flies.

The third question is one that is addressed very specifically in
the Institute of Medicine report, and that is, who provides advice
to the NIH leadership and how is that advice actually provided?
There are a broad range of advisors, and that has been true for
many years. They include the scientific community, members of the
NIH staff, patient advocacy groups, health care providers, other
components of the public, and—very importantly—members of Con-
gress and the Administration. There is a profound, complex dialog
that has always gone on.

How is that advice provided? Well, we have scientific review
groups that now often include public members as well as scientists.
We have long-standing national advisory councils, and other advi-
sory groups that are developed ad hoc to address certain issues. We
hold workshops that address specific issues that are of contem-
porary concern. We have town meetings and other public events.

In response to the Institute of Medicine report, we have clearly
identified in every institute and in my office an office of public liai-
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son that tells members of the public exactly where to go to register
their comments. And we have established very recently a council
of public representatives that serves as a public body of advocates
and other interested members of the public to advise me in a broad
range of issues.

I have included in my written testimony many examples of spe-
cial mechanisms used by individual institutes and centers to illus-
trate how they go about collecting information from the public, and
there is variation, of course, depending on the missions of the indi-
vidual institutes.

The fourth issue I would like to discuss very briefly is a particu-
larly contentious one. Why do we argue that measurement of dis-
ease burden is an insufficient means to allocate research dollars?
Let me make something very clear. NIH monitors disease burden
extremely carefully. We do research—many millions of dollars
worth of research—on this issue. We report to Congress. We con-
sider disease burden carefully in budget formulation. There are
many examples in our contemporary research that illustrate that
point: The increased money for Hepatitis C, as a result of new find-
ings of its prevalence and its link to liver cancer; our anticipation
of the effects of aging on the population; our recognition of health
disparities among different components of our population.

Moreover, as shown in a forthcoming article in the New England
Journal of Medicine by Grosenthal, when the most comprehensive
measure of disease burden, a measure called disability adjusted life
years, is used, there is a reasonably good correlation between bur-
den of disease and NIH spending, but we have to note many cave-
ats here.

First, there are many possible individual measures of disease
burden, and they give different answers, as shown clearly in the
New England Journal of Medicine article that is forthcoming.

Second, when they calculate our spending by disease, while the
calculations are consistent from year to year for a single disease,
they may not be comparable between diseases. Third, many of our
most important projects are not disease specific, even though they
affect profoundly our understanding of disease. Fourth, we have to
remember that we need to address not just the disease burden
itself, but also the potential for reducing disease burden, as exem-
plified by our current emphasis on developing a vaccine against
AIDS.

Finally, we need to consider other activities in other agencies and
in industry. As a result, there is not and there should not be any
absolute correspondence of dollars to disease burden, even when
the best measures are used. Nonetheless, we continue to monitor
and discuss disease burden. We are having a workshop on this
topic in the fall, and we do consider this a very important compo-
nent of the budget-building process.

My fifth comment concerns the question of whether money alone
can drive discovery and progress against disease. We recognize that
science is not a commodity—you cannot buy discoveries—but
money is a critical resource. It encourages progress. It is not suffi-
cient to make progress.

To make progress against disease, we need to attract talent and
provide a suitable research environment. This is best done through
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advertising our interests, developing workshops that spread the
word about NIH’s concern about certain conditions, and making
imaginative collaborative arrangements.

PREPARED STATEMENT

This is a gradual process, and it profits tremendously from the
close relationship that can exist among scientists, public advocates,
NIH leadership, and the Congress.

Thank you, Senator, for a chance to present these views, and I
look forward to receiving your questions.

Senator SPECTER. Thank you very much, Dr. Varmus.

[The statement follows:]

PREPARED STATEMENT OF DR. HAROLD VARMUS

Mr. Chairman and Members of the Subcommittee, I am Harold Varmus, Director
of the National Institutes of Health. I am pleased to appear before you to discuss
the research funding process at the NIH. I want to thank you for the opportunity
to discuss this important issue.

The issues

Congress, patient/health advocacy groups, and the scientific community have a
long-standing interest in how NIH sets priorities and allocates funds for medical re-
search. These constituencies are concerned about how the NIH accounts for its fund-
ing decisions and the means by which the public can, and does, influence them.

A brief history

In 1997, 1 testified at two hearings on priority setting—the first in May, before
the Subcommittee on Public Health and Safety of the Senate Committee on Labor
and Human Resources, and the second in June, before the House Subcommittee on
Labor, HHS, and Education, Committee on Appropriations. At both of these hear-
ings, the criteria and processes by which NIH allocates research funds were exam-
ined and contrasted with the role of Congress in authorizing and appropriating
funds for medical research.

After these hearings and in response to public and Congressional interest in how
NIH sets priorities, I created the NIH Working Group on Priority Setting. This
group, consisting of 15 senior NIH staff, was charged with developing a document
that would clearly describe the principles and mechanisms by which NIH allocates
its funds. In 1997, NIH published Setting Research Priorities at the National Insti-
tutes of Health. Although this booklet has been widely distributed and generally
well-received (http://www.nih.gov/news/ResPriority/priority.htm), the public and
members of Congress continued to express concern about the priority setting process
and the means by which the public can influence NIH decision-making. In an effort
to further address this issue, members of the Senate Subcommittee proposed,
through the Fiscal Year 1998 Labor, HHS, Education Appropriations Act, that the
Institute of Medicine (IOM) conduct an independent study of decision-making at the
NIH and how resource allocation is influenced by Congress and the public.

The IOM Committee released its report, “Scientific Opportunities and Public
Needs: Improving Priority Setting at the National Institutes of Health” in July of
last year. The report contains twelve helpful recommendations for improving pri-
ority setting and consideration of public input at the NIH; ten of these recommenda-
tions were directed to NIH leadership, while two of the recommendations were di-
rected to Congress. More recently, the fiscal year 1999 House Appropriations report
encouraged the NIH to implement these recommendations and requested a report
from the NIH on the status of implementation; the report was submitted to Con-
gress in February of this year. (See Attachment)

What are NIH’s Criteria for Allocation of Research Funds?

The allocation of funds to medical research is complex. Congress establishes the
level of available resources to NIH through separate appropriation accounts for each
research institute and center. Within these general parameters each institute and
center must decide which specific applications to fund and whether to emphasize
certain research topics within its authorized domain such as child health, cancer,
cardiovascular disease, diabetes, or infectious disease. These decisions are also con-
strained by the commitment base, i.e., funding decisions made in previous years
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which limit the number of dollars available for new grants or new initiatives. The
net effect of these multiple processes and decisions determines how much of the en-
tire NIH budget is devoted to work in certain scientific disciplines or on particular
diseases.

There are five broad criteria that guide the planning and spending of the NIH
budget; these criteria were fully endorsed in Recommendation 1 of the IOM Report.
First, the NIH is committed to supporting work of the highest scientific caliber by
ensuring rigorous peer review. Second, the NIH must seize those opportunities that
offer the best prospects for new knowledge and for improving the prevention and
treatment of disease. As important as it is that we fund research on specific dis-
eases, we must also fund research programs, such as the Human Genome Project,
thaﬁlyield knowledge applicable to a broad range of biological questions and clinical
problems.

Third, because we cannot know in advance exactly when and where major discov-
eries will occur, we also need to maintain a diverse research portfolio. For example,
while we continue to pursue advances in cell biology and genetics, we are also ex-
panding our effort in clinical research by initiating new training and career develop-
ment programs for clinical investigators; increasing funds to General Clinical Re-
search Centers; strengthening clinical research in the intramural program; expand-
ing the number of clinical trials; and developing a Clinical Trials Database to ensure
that patients and physicians know where and how to enroll in trials. Portfolio diver-
sity 1s also evident in our commitment to train, support, and encourage scientists
in allied fields, such as physics, engineering, chemistry, and computer science. This
is accomplished by creating a Bioengineering Consortium; by supporting instrumen-
tation development, such as the construction of new beam lines for structural biol-
ogy; by developing interdisciplinary training programs for drug development; and by
attracting and training young computer scientists into the growing field of
bioinformatics.

A fourth criterion, and one that has drawn particular attention, is public health
need as measured by the burden of disease. NIH gathers, analyzes, considers, and
disseminates data on all of the factors that describe burden of disease, including in-
cidence, prevalence, mortality, and morbidity, among others. These data are ob-
tained from a variety of Federal agencies, such as the CDC, AHCPR, HCFA, the
U.S. Census Bureau and voluntary health organizations. The NIH also funds longi-
tudinal studies, short-term one time studies, and recurring surveys on disease risk
factors, epidemiology, etiology, and natural history to ensure that we have all the
necessary data to inform our decision-making.

Fifth, NIH must build and maintain the necessary infrastructure for the conduct
of research. Productive science cannot be done without well-equipped laboratories,
well-trained scientists or modern and safe research facilities. To this end, funds
must be devoted to attracting, training and supporting young investigators and mid-
career investigators who serve an important role as mentors. NIH funds must also
be available to upgrade laboratories with state-of-the-art instrumentation, to con-
struct and renovate laboratory facilities, and for the purchase of expensive equip-
ment.

Does the NIH plan science and, if so, how?

Because research, by definition, is the attempt to discover what is unknown, it
is unpredictable. And because it is unpredictable, there are genuine constraints on
the ability to plan science. History has repeatedly shown the benefits of allowing
research to be governed by the imagination and productivity of individual scientists,
not by a formal plan for alleviating specific diseases we do not yet fully understand.

While it is not possible to plan for specific research outcomes, it is, however, pos-
sible to plan initiatives and set broad programmatic goals. Strategic planning has
always been carried out at the NIH, although the processes within the ICs have not
always been uniformly clear to the public. Some Institutes have formal planning
processes and publish the results of these deliberations, while ongoing planning
processes in other Institutes have been less visible. I have asked each IC to develop
a 2-5 year strategic plan, which includes input from scientists, patient advocates,
and health care providers with the goal of making these written plans available to
the Administration, Congress, and the public early in fiscal year 2000.

There are many important yet competing factors that each IC must consider in
planning how, and by what mechanisms, its funds should be spent. For example,
how many dollars should be allocated to laboratory research vs. clinical research?
to investigator-initiated research vs. targeted disease-specific research? to research
project grants (RPGs) vs. contracts or centers? to intramural vs. extramural re-
search? to training vs. instrumentation or buildings and facilities? These decisions
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must be closely tailored to the IC’s overall research objectives and to the specific
scientific initiatives identified during the planning process.

How, and from whom, does NIH seek advice in setting priorities?

The factors that influence the planning and spending of budgets are multifaceted,
so opinions about them are solicited and provided from many quarters—the extra-
mural scientific community, patient advocacy groups, health care providers, Con-
gress and the Administration, as well as the NIH staff. In an effort to ensure that
we hear from all of those interested in, and affected by, medical research, we gather
these opinions through many means and over the course of each year.

The ICs have many established means for reviewing scientific progress in their
areas of responsibility, for developing long-range research objectives, and for formu-
lating annual budgetary plans and research initiatives in consultation with sci-
entists and the public. They use review groups composed of accomplished investiga-
tors (recently some have included lay members) to evaluate grant applications for
scientific merit. Each year many conferences and workshops are organized to en-
courage scientists from diverse disciplines and lay disease advocates to come to-
gether to examine and stimulate new areas of research. IC Directors and NIH staff
also frequently consult with members of other Federal agencies, with the OMB and
DHHS, and with Congressional members and staff on a variety of common concerns.
Some NIH ICs also engage the lay public by creating advisory groups like the NCI
Director’s Consumer Liaison Group, while others, such as NIDA and NIEHS, spon-
sor town meetings around the country to seek public input, involving community
leaders and groups, local schools, and state or local government officials. In the past
few years, the NIH has also made frequent use of extramural advisory groups to
assess trans-NIH activities (for example, the intramural research program, the Clin-
ical Center, gene therapy, clinical research, and AIDS research) and to recommend
budgetary and programmatic changes in those areas.

Along with these long-standing efforts to seek advice, NIH has undertaken several
new efforts which seek to build upon and improve both access to and communication
from the NIH. For example, within the Office of the Director, the Office of Commu-
nications is being expanded and is now named the Office of Communications and
Public Liaison to reflect its public liaison functions. Each IC has an Office of Public
Liaison which provides information about an IC’s research activities and ensures
that each Institute has a conduit through which public voices can be heard in the
Institute’s deliberations on research directions and priorities. While the functions of
these offices are not new—to communicate with the NIH’s many constituencies—
many of them have recently been renamed so as to clearly identify them to the in-
terested public. The NIH also launched a new Web site to serve as a focal point for
NIH public liaison activities (http://www.nih.gov/welcome/publicliaison). In addition,
the new Director’s Council of Public Representatives, which met for the first time
last month, provides another avenue for greater public involvement in NIH’s activi-
ties and policies.

Why is disease burden only a partial guide to spending NIH’s research dollars?

In spite of NIH’s extensive efforts to gather and analyze data, information on dis-
ease burden is imperfect. There is no common or accepted measure for disease bur-
den. Morbidity, mortality, incidence, prevalence, the cost of direct health care serv-
ices or the cost of unreimbursed family care, and loss of work productivity have all
been touted as useful metrics for burden of disease. But each of these factors is in-
complete. The nature of burden varies from one condition to another. Some diseases
result in premature death while others result in diminished functioning. Some ter-
minal conditions require short-term costly health care, while others cause pain and
suffering over many years. To further explore the potential utility—and strengths
and limitations—of disease-specific burden of illness, this summer we are convening
a small group of experts to identify data sources, review models for the use of bur-
den/cost of disease data, and explore how NIH might more effectively use this data.

Furthermore, estimates of spending by disease, while consistent from year to year
for any single disease, often do not allow meaningful comparisons across diseases.
The spending figures calculated for a specific disease are the result of a complex
algorithm of laboratory and clinical research efforts, which appear to be related to
that disease. In many cases, the most basic research on cellular function or gene
expression may not be clearly attributable to a specific disease. Nevertheless, find-
ings from such research often lead to real improvements in the prevention, diagnosis
or treatment of that disease. For example, recent progress in developing effective
therapies for patients with AIDS was based on much earlier cancer research on
retroviruses found in chickens, mice, and other animals. We now use drugs designed
to inhibit the enzymes made by HIV’s genes, diagnose infection and follow the ef-
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fects of therapy by measuring viral genomes in the blood, and study resistance to
treatment by detecting mutations in viral genes.

Calculations of spending by disease also ignore a very important element of re-
source allocation—the importance of funding “enabling technologies.” These are
knowledge and technology platforms that serve a broad range of scientific fields and
disease-specific research. I already mentioned one such program, the Human Ge-
nome Project; others include the Trans-NIH Mouse Initiative and the Brain Molec-
ular Anatomy Project. These programs are not easily assigned to diseases and yet
they are critical components of much, if not all, disease-specific research.

In sum, the complexities of assigning dollars to disease-specific research inevi-
tably lead to significant variations in the number of dollars spent on one disease
as compared to another. And because public health need is one of several criteria
NIH uses to allocate research funds, we can never expect a perfect correlation be-
tween disease specific funding and disease-specific burden.

Can money alone drive scientific advance?

Advances in science are not a commodity and cannot be purchased by the simple
expenditure of dollars. Several important components of the research enterprise
must be in place for new dollars to yield real progress. The elements can b