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The Toomey Amendment

“There are so many
far more important
very real diseases
that are affecting
‘real people” and
that is what this kind
of money could be
used for.”

- July 10, 2003




S
NIH Director Elias
Zerhouni asked to

explain the “medical
benefit” of the five NIH
grants included in the
original Toomey
Amendment, plus an
additional five grants.

October 2003




Traditional Values Coalition

“Nameless,

faceless

bureaucrats are

doling out money

' like a federal ATM”
ol 0" ST

S B EE projects” that don't

“pass the straight-

face test.”

-Andrea
| afferty




EDITORIAL

Don't Let Ideology Trump Science

hie momlizers are trying to muck with U2, science sgain. A flumy of sotivity over the

paest Few weks has followed the effort of o night-wing e ligicus group to call inte ques-

tiom almicst 2060 Maticnal Instinates o f Health {WIH) grants facusing on behaviom] and

soial mpedts of issues such as sexuality, HIV/AIDS marsmission, and drog abuse

{Soiemce, 31 October 2003, p. 7585 This incident oould have been written off as noise

by a fringe group had it net come almost on the heels of the mear-passage i the House
of Representatives st July of what came to be knowm as the “Toomey Amendment,” after its author
Rep. Patrick Toomey (R-FA). By a vabe of 212 to 210, the Houss just nyissed definding four MIH
ressarch grants on sexal beheavior that had aleeady been through nigomous scientifio peer review and
approval by MIH Institute Matienal Adviscry Councils (Safenaz, 18 July 2003, p. 289,

This i= not the first time that the soientific enterprise hos been threatened by political or idealog-
ical imtervention. nor will it be the et Many of us recall, for examnple, Sen. William Prowmire's
grndstanding “Golden Fleeos Awands” in the 1970s and 19808, They were passed out with much me-
din fanfare to rescarch projects with titks Prommire considered silly, and which were therefors
ridiculad & a frivolous weste of the txpayer’s money. Of coume, the Golden
Fleeve “mwardess™ often turned out later to be important and vseful projects. One . .
example is the study of the physical characteristics of flight attendants that ulti- When science is
mately led to the development of life-saving safety belt configurations for them.

We are not congernad that Congress wishes bo emert oversight cover the TLS. re- attacked on
search agenda and reseanch priorities. Thatis their job, and we want our represen-
tatives to do it well. We also believe that the sciemtific cornmunity should be fully ideological
agocumtable to the public, becmuse much sokemeoe is publicly funded and the public
iz the ultimete beneficiary of our werk. By nature, soience is an open enterprise Erﬁunds-
that irrites ewsmination and oriticism—and more often than not, it is actually f
strengthered by public soruting. Oversight bolsters public confidence in the soien- s s s s
tifio emter prise and provides incentives for soientists to interact with the publio, e- its integrity Is

plain the imypertance of their research. snd spread an ethic of intelkeotal ounosi-
ty and eritical thinkire that helps maks our society more mnovative and dyramic. threatened.
Om oovasions like the present one, however, healthy sonating gives way ba i-
resporsible atiack. The recent assaults on scienoe were not directed at broad re-
search questions or national ressarch prioities. Instead, they were asimed at inposing ideology and
religines doctrine on the swarding of individual research grnts, ntervening in and thereby sab.
verting the scemtific peer review system that has served both science and national needs so well.
The mom] judges who are doing this dom"t like the fact that HI'V is spread through sesual contact,
and they beliewe that drag addicts have made bad personal cheices that have led to addiction. Is their
disapproval of these behavicms a justification for stfling ressarch on the diseases that resul {? Do ey
suppase that some form of natioral demial will nakes these problems go svay? Regardless of person-
al feslings about the etialogy of thes: illnesses, we need to understand their canses and ramsmission
patterms if we are ever to get a handle on some of scciety’s mest pervasive publio bealth problems.
Whenever science is attacked on idec bogiosl grounde. its inbegrity and usefialness sre threatened.
Sogiety cannot affond for momlisto dogma to replace soientific judgment when the public’s welfare
is at stake. Wi have all been beartened in the past few weeks by the responses of many scientific and
agademio organizations [inchuding the Amertican Association for the Advancement of Science
(AAAS]] and by the protests of many peoplk who have written to defend science in the popular
press. But rising up in protest as a community after the faot can only protectus for a while. Retaiming
comtrol of the integrity of our emberpriss requires that we engage more regularly snd broadby with
the public. Crur chjestives and stwategies should be made more transparent o our fellow citizens, and
v must exparyd our efforts to educate both policy-mnakem and the breader public about hew scienos
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Coalition to Prdtect Research
(CPR)

Member Organizations

ALAS [American Association for the Advancerment of Science)

AIDS Action

&105 &lliance for Children, Youth and Families

&lliance for &ging Research

Arerican Acadermy for HIV Medicine

Arnerican Association of Sex Educators, Counselors, and Therapists
Armerican College of Nurze-Midwiveﬂ

The &merican College of Obstetricians and Gynecologists

Armerican Foundation for 8105 Research
Armerican Heart Association

American Psychological Association

Armerican Psychological Society
Armerican Social Health Association

Lrnerican Society for Reproductive Medicine
Armerican Sociological Association

Association for the Advancement of Behavior Therapy
Aszsociation of Acadernic Health Centers

&ssociation of American Medical Colleges
Association of Population Centers

Lssociation of Reproductive Health Professionals
&ssociation of Teachers of Preventive Medicine




BREAKING NEWS

FIRST DAUGHTER CONDUCTS
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N
Did this controversy create such an
unfriendly environment that sex
researchers are now self-censoring?

If so, what kinds of research are no
longer being conducted as a result?



Data Collection

S
The Population

157 researchers on “hit-list”
10 researchers on congressional floor

Total population = 162 researchers



Stage 1: Interviews

|
Principal Investigators: N=30

o List stratified for researcher status, and proximity to
controversy

8 assistant professors

5 associate professors

10 full professors

/ non-academic researchers
o Response rate = 67%

our researchers wouldn’t participate because the
~ teared my data wou?c%lI be s bpoeRaed. Y



Stage 2: Survey

]
Survey Monkey, n=82
o Administered online,
~10 minutes to complete
o Entire population recruited
o Response rate = 51%

o Asked: basic information, how learned about list,
reaction, behaviors changed, and adaptive
strategies



Reactions
I

What was vour first reaction to learning
- that your grant appeared on this hit-list?

(28%)
PROUD &for

ANGRY
7% -




Nervousness, fear or paranoia

“It made me feel singled out...like there was
this ... red flag next to my name and my
research. It makes one nervous about one’s
potential to get funded in the future...whether ...
something ... they want to research is going to
get politically targeted and therefore be
unfundable or have the funding taken away.”




Pride

“That the right wing had chosen to single my work
out was sort of a badge of honor in some
ways.

“I sent like emails to all my friends. “"Ooh, I'm on a
black list.” “Ooh, aren’t you cool.



60

50 -

40 -

30 A

20 -+

10 A

"No amount of political controversy could dissuade
me from conducting HIV or
sex-related research"

Strongly Agree

Agree

Neutral Disagree Strongly Disagree



Strategies

-4
Lowering profile/disguising research
o Reported by 46%

| do not study “sex workers,” | study
“women at risk.”



Strategies

Seeking other funds
25% say more likely to seek other funds

“I have decided not to go in on a 3rd
round of resubmissions because |
feel that | am being unfairly judged
because of this prior experience; |
am seeking funding elsewhere.”



Strategies

Avoiding/Reframing/Excluding topics

“We had written a proposal [on men
who have sex with men] and it had
gotten reviewed ... was waiting to be
revised and resubmitted. But we kind
of sat on that ...

[T]hat was very much affected by what
was going on because ... that
poPu ation of MSM, for example, was
0

not something that...that should be
funded.



No longer submitting grants on: abortion,
emergency contraception, sexual health
of adolescents, bisexual, gay/lesbian
youth, condom use, anal sex, childhood
sexual abuse, HIV effects of law
enforcement, men who have sex with
men, and more...



Career Changes

o Leaving soft-money positions for more secure
nard-money positions.

- Leaving the country.

o”| left the country for a more
supportive science environment.”
- Leaving academia.

o“This ended my research career.”




Conclusions

o Politicized environment can be motivating to
some researchers.

o But it also provokes self-censorship in
response to politicized environment.

More details here;:

Kempner, Joanna. 2008. “The chilling effect: How do
researchers react to controversy?” Public Library of Science
Medicine 5(11): e222.



Fears of funding withdraw al
"Did you think that the NIHmight pull your
funding?"

60%

50%
40%

30% .

20% .

10% .

O% 1 1 1 1

Yes, Strong Unlikely  Definitely
Definitely Possibility Not




25%

20%

15%

10%

5%

0%

Concerns Regarding Future Funding
"I am less likely to receive funding from the NIH
because of this controversy."

Strongly Agree Neutral Disagree  Strongly
Agree Disagree




