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° has revised agency regulations to indicate that all research carried out or
sponsored by the Agency that utilizes human subjects shall be brought to
the HSRP for approval. The Chairman must certify as exempt or approve a
research proposal before it can proceed, and final approval rests with the
Agency Director.

° has disseminated an Agency Bulletin to all employees specifying the
rationale and function of the panel and necessity of referring human subject
research to it for approval.

° has revised the Agency's Contracting Manual to guarantee that HSRP
approval is obtained prior to approval of any contract involving human
subject research.

The Department of Health and Human Services has:

® has designated the Office for Protection from Research Risks, National
Institutes of Health, to coordinate the preparation of the NBAC report with
information drawn from the Public Health Service agencies and other
operating divisions,

° has begun activities to improve the procedures for protecting human
subjects; for example, the Centers for Disease Control and Prevention are
developing an on-line education system in research integrity and ethics that
will be mandatory for investigators.

° has ensured that the Food and Drug Administration will respond to NBAC

not only as part of the Department but also in Its capacity as a regulator of
research done by private industry.

Other Agencies:

® The Department of Veterans Affairs has planned IRB site visits to review
procedures and the Office of Research and Development is reviewing its
policy manual to identify any needed revisions.

° The Department of Education anticipates reporting to NBAC on ongoing
training activities, and efforts to disseminate information through guidance
documents and establish networks within the Department.

° The Environmental Protection Agency Is planning to issue an internal order
implementing the Common Rule.
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The Consumer Product Safety Commission is updating and changing its
internal documents and policies.
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... I have been to Oak Ridge, Tennessee, and Washington,
D.C. | have seen a lot of documents. [ have leamed some of
the codes, so please don't try to shaft me. | know a lot. The
records are not here in Cincinnati, all of them on my
grandmother. And | have been trying to find them. And I just
would like to know where the rest of them are. So please, will
you help me find them?

--Citizen at the ACHRE public forum in Cincinnati
21 October 1994

As the Advisory Committee traveled across the country taking public testimony, it
heard citizens describe many of the same experiences over and over. One common
thread that struck a particularly responsive chord with the Committee was the sheer
frustration felt by many, even experienced researchers, who had tried to find their own
records or to find out the details of government programs. The difficulty we have all
faced in doing this research yields an important lesson: The government must be honest
about the nature and purposes of the studies it sponsors and conducts; in sponsoring
human experimentation, it has an even higher obligation to keep a fair record and provide
those involved with meaningful access. The Advisory Committee has done what it can to
open the door to our nation's archives. We all must see that it remains open.

This appendix is intended to help. For those who want to know whether a relative was
involved in an experiment, and for historians, journalists, and others with a more general
interest in human radiation experiments (HREs) and the general topic of government-
sponsored research, the following pages discuss what to ask for, whom to write to, and
where to go.

The Advisory Committee's records are one important place to turn (see part [V). It
should be understood, though, that the Advisory Committee did not find everything there
is to find about human radiation experiments, nor could we review what we did find in
the detail we would have preferred. Moreover, neither the Advisory Committee nor the
agencies, generally speaking, sought the medical records of individuals. But there is
much information that we did recover, and the efforts of the Advisory Committee and the
agencies have increased the likelihood that citizens will be able to find the personal
documents they need.

This Guide has four parts: part | is an introduction to finding and using federal
records; part Il covers agency facilities and services, including what information is
available at which agencies, and where to go and how to get it; part Il focuses on finding
medical records. And part IV is an introduction to the records collected and created by
the Advisory Committee.
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Appendices

PART I: FINDING FEDERAL RECORDS

Finding the most general information about the activities of the federal government
can be as easy as picking up the telephone or looking in a reference book, but those
approaches do not provide the detail necessary to understanding how a program operates
or why it does what it does. Finding information like this requires research, and research
in government documents may require time and effort. The government's records are
stored in a sprawling, decentralized, and sometimes haphazard system, and particular
records are often hard to locate. It may be difficult simply to determine whether the
records still exist. Federal records laws and rules provide for the periodic review and
destruction of certain categories of records. However, the Committee found that the
documents that recorded the destructions of other documents were themselves often later
destroyed. Thus, it is often difficult to know for certain whether particular documents
have been destroyed or are simply hard to locate.

This part of the Citizen's Guide provides information that will allow the researcher to
focus more quickly on where the desired information may be or, that being determined,
how to go about retrieving it.

Types and Sources of Federal Information

Although there are many ways to categorize the types of information citizens seek, the
one that will have the most profound effect on what to look for and where to look for it is
whether the citizen is interested in records of individual experience or in progranm
records. Records of individual experience are those that document the history of a
particular person--medical records, personnel records, tax returns, memberships, and so
forth--and are usually kept for the private use of that person and the institution whose
relationship they record. Such records will only rarely include information about a
program in which the individual participates. For example, an individual's medical
records will not likely contain information on the government program that funded the
medical research or the ethical guidelines applicable to the use of human subjects in the
program.

Program records, on the other hand, document the purposes, organization, staffing,
and funding of an activity--minutes, proceedings, memorandums, proposals, contracts,
and so forth--and are likely to be available to the public in some form. Such records will
only rarely contain information about individuals. For example, agency records on a
biomedical research program will not contain the names of the patients involved in it or
their medical histories.

As is obvious from these descriptions, records of individual experiences and program
records hold very different types of information.' The significance for the researcher is
that the two types of records are kept in different places, and his or her approach to
finding the information must reflect this fact. For example, if information about the
physical condition and treatment of an individual is what is wanted--that is, medical
facts--a search for medical records is likely to be more useful than a search for records of
experiments. Medical information about the condition and treatment of experimental
subjects is generally contained in medical records and not in the scientific records of
experiments.” On the other hand, information about a study in which citizens participated
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Information on Human Radiation Experiments

In response to the Advisory Committee's request, the Department of Energy has
provided the following information about its resources and services for citizens inquiring
about human radiation experiments.

General Department of Energy information about human radiation experiments
sponsored by DOE and its predecessors, and referrals, may be requested through the
Radiation Research Helpline (1-800-493-2998) or by writing to the Department of
Energy, Office of Human Radiation Experiments (OHRE), EH-8, 1000 Independence
Avenue, S.W., Washington, D.C. 20585.

The largest body of pertinent records is maintained by the Coordination and
Information Center (CIC).?' All CIC material is declassified, screened, and redacted for
public dissemination. The CIC may be contacted by writing to the Coordination and
Information Center, 3084 South Highland Street, Las Vegas, Nevada 89109, or by calling
702-295-0731. Although generally equivalent for DOE-related human radiation
experiment records, the ACHRE and CIC collections are not identical: The ACHRE
collection contains most but not all of CIC's Human Radiation Experiments records series
and has some DOE records not represented in CIC collections. For further information
on CIC documentation, see "How to Go From the ACHRE Collection to Agency
Records" in part IV, below.

Medical records should be requested from the facility where the medical services were
performed. Current or former DOE employees may obtain their medical records from the
site where they worked or from the National Personnel Record Center in St. Louis,
Missouri, which may be contacted directly (314-538-3882).” Dosimetry records
documenting occupational radiation exposures are maintained for both government and
contractor personnel; they should be requested from the DOE manager at the site where
exposure may have occurred. DOE also maintains a consolidated collection of dosimetry
records related to weapons testing, including both civilian and military information.
Information may be requested by writing to the Dosimetry Research Program (DRP),
P.O. Box 98521, Las Vegas, Nevada 89193-8521, or by calling 702-295-0731. DOE will
also help to identify and locate records that are not in the custody of the department,
although citizens must contact those institutions or individuals themselves.

Several DOE departments have created finding aids that may be useful in finding HRE
records: (1) As mentioned above, the report Human Radiation Experiments: The
Department of Energy Roadmap to the Story and the Records, prepared by the Office on
Human Radiation Experiments, provides summaries of that office's findings and
descriptions of some relevant record collections. (2) An electronic index to pertinent CIC
holdings is available at the CIC and OHRE offices and at DOE's reading rooms. Citizens
may request searches or do their own at those locations. (3) For those with Internet
access, recently declassified documents are available from DOE's Office of Scientific and
Technical Information through its World Wide Web?' presence, Opennet
(http://www.doe.gov/htmli/osti/opennet/opennet] .html). And another group of databases
on the Internet, created by OHRE, provide full access to the documents in the CIC
collection. (Further information about OHRE and this complex of databases [called
HREX] may be obtained from its World Wide Web site, http://www.ohre.doe.gov.)
Finally, OHRE issued a supplement to its February 1995 report in July 1995 entitled

911



Appendices

Human Radiation Experiments Associated with the U.S. Department of Energy and lts
Predecessors.** This volume adds to the information reported in the February 1995
volume, and also includes summaries of the nearly 150 HREs reported by DOE.

Department of Defense
General

The Department of Defense's Freedom of Information Act offices may be contacted as
follows: DOD, 703-697-1180; Army, 703-607-3452; Navy, 703-697-1459; Air Force,
703-697-3467.

Information on Human Radiation Experiments

In response to the Advisory Committee's request, the Department of Defense has
provided the following information about its resources and services for citizens inquiring
about human radiation experiments.

Information concerning human radiation experiments sponsored or conducted by the
Department of Defense is available chiefly through the Radiation Experiments Command
Center (RECC), the DOD equivalent of DOE's Office of Human Radiation Experiments.
RECC is operated under contract by Science Applications International Corporation
(SAIC). The primary method of contacting RECC is by referral from the DOE Radiation
Research Helpline (1-800-493-2998)--RECC does not provide direct telephone
assistance. Citizens may also write directly to RECC: Radiation Experiments Command
Center, 6801 Telegraph Road, Alexandria, Virginia 22310-3398. Individuals contacting
RECC will be requested to fill out a survey form to facilitate the search for records
responsive to their requests. The RECC collection and the ACHRE collection of DOD
materials are generally equivalent. For further information on RECC documentation, see
"How to Go From the ACHRE Collection to Agency Records" in part [V, below.

RECC does not keep medical records but will assist those who request them by
contacting the appropriate facility and referring the individual there. Active duty military
personnel will find their complete medical records at their current duty stations; upon
retirement or discharge, their files are transferred to the National Personnel Records
Center in St. Louis. Former military personnel may contact the center directly (314-538-
3882).%

RECC maintains a database of information on human radiation experiment documents
identified during DOD's search and a database of secondary information concemning the
history and policy behind the activities. Case files on individuals exposed to radiation are
being created and categorized by exposure. RECC will also help citizens contact private
institutions involved in DOD-sponsored programs, within the limits of the Privacy Act.

Another DOD resource is the Nuclear Test Personnel Review Program (NTPRP)
operated by the Defense Nuclear Agency (DNA), which has obtained a considerable
volume of records and information related to military and civilian participants in
atmospheric nuclear tests between 1945 and 1962. Unclassified and declassified records
that do not contain privacy information can be reviewed by the public at a special library
at DNA headquarters. The program also provides certain informational and referral

912



A e — e e ———

A Citizen's Guide

services to participants. The address is Defense Nuclear Agency, Nuclear Test Personnel
Review Program, 6801 Telegraph Road, Alexandria, Virginia 22310; telephone
1-800-462-3683. ' Additional services may be available through the VA's lonizing
Radiation Registry Examination Program (see VA section, below).

Department of Health and Human Services
General

There is no general reading room for the Department of Health and Human Services,
nor for its research divisions, the Public Health Service and the National Institutes of
Health.?® Each institute of NIH? maintains its own information facilities, including its
own office of public affairs. For help in identifying the sort of information needed and
how to obtain it, a good place to start is the National Library of Medicine, 8600 Rockville
Pike, Bethesda, Maryland. The general information line for NIH is 301-496-4000.

Information on Human Radiation Experiments

In response to the Advisory Committee's request, the Department of Health and
Human Services has provided the following information about its resources and services
for citizens inquiring about human radiation experiments.

DHHS sponsors two types of research--intramural ("within the walls"), research
conducted by DHHS staff members, and extramural ("outside the walls"), research
conducted outside DHHS by contractors or grantees. DHHS keeps medical records only
for individuals who participated in intramural research. Inquiries concerning such
records should be directed in writing to the Deputy Assistant Secretary for
Health/Communications, Department of Health and Human Services, Hubert Humphrey
Building - Room 701H, 200 Independence Avenue, S.W., Washington, D.C. 20201.

There are four DHHS databases that may help identify potential human radiation
experiments. The first is the Clinical Center intramural protocol database (also called the
Protocols by Institute database), which was created at the Advisory Committee's request
to index information about NIH intramural research. This database was completed in
February 1995 and contains more than 5,000 entries for the period 1953 through
November 1994. More recent information on extramural research is included in the
CRISP (Computer Retrieval of Information on Scientific Projects) database, which
contains records for all PHS extramural projects and for NIH and Food and Drug
Administration (FDA) intramural projects. The most comprehensive database is called
IMPAC and includes information on awards as far back as 1944, although not all
programs are included for their entire tenure and the information on early awards is
limited. Finally, the National Library of Medicine (NLM) is creating a database with
entries for all articles written by investigators whose human radiation experiments were
supported by NIH. (Thus the database will contain citations for both radiation and
nonradiation research.) NLM expects the database will eventually contain approximately
100,000 entries.

DHHS has a contractual relationship with its contractors and grantees that limits its
access to the records they create to those occasions required by agency functions.
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Consequently, although DHHS will help citizens identify the independent researchers and
institutions that hold their medical records, it asks that the initial contact be made by the
citizen. If that approach is unsuccessful, DHHS will attempt to obtain the records.
Citizens are encouraged to contact DHHS to make a precise determination of whom to
contact and what information to include in their inquiries.

Department of Veterans Affairs
General

The VA maintains a reading room at its central office in Washington, D.C., where
citizens may inspect or copy VA records available to the public. The address is Room
170, 810 Vermont Avenue, N.W., Washington, D.C. 20420; telephone 202-233-2356.
For further information, contact the Office of Public Affairs, Department of Veterans
Affairs, 810 Vermont Avenue, N.W., Washington, D.C. 20420; telephone 202-273-5700.

Information on Human Radiation Experiments

In response to the Advisory Committee's request, the Department of Veterans Affairs
has provided the following information about its resources and services for citizens
inquiring about human radiation experiments.

The VA is continuing to look for information on human radiation experiments in its
own records and will assist citizens in identifying nongovernment records related to their
case histories. It has also published a fact sheet, "Information for Veterans Exposed to
Radiation"” (November 1994). Requests for information about participation in
experiments may be made directly to the director of the appropriate VA medical center or
to the director of the regional VA office (toll-free 1-800-827-1000). The VA maintains
an lonizing Radiation Registry Examination Program for veterans who may have been
exposed to the ionizing radiation while on active duty in the period 1945-1962.
Information about the program may be requested in writing from: Director,
Environmental Epidemiology Service (103E), Department of Veterans Affairs, 1120 20th
Street, Suite 950, Washington, D.C. 20036-3406, telephone 202-606-5420. Additional
information may be requested from DOD's Nuclear Test Personnel Review Program (see
DOD section, above).

National Aeronautics and Space Administration

General

The NASA Headquarters Information Center is in Room [H23, 300 E Street, S.W.,
Washington, D.C. 20546, and is open 8:00 a.m. to 4:30 p.m., Monday through Friday,
except federal holidays. For information about holdings, telephone 202-358-1000.

Information on Human Radiation Experiments

In response to the Advisory Committee's request, the National Aeronautics and Space
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