
The National Children’s Study: A Golden Opportunity to
Advance the Health of Pregnant Women

With a $3 billion invest-

ment by the federal govern-

ment, theNationalChildren’s

Study (NCS) recently be-

gan recruitment. The NCS

is a golden—and potentially

missed—opportunitytostudy

one of the most underre-

presented populations in

clinical research: pregnant

women.

As the nation’s largest-

ever study of children’s

health, the NCS will examine

the effects of the environ-

ment on children from be-

fore birth to 21 years of age,

with participants sampled

primarily through women

during pregnancy. Thus the

NCS presents a rare oppor-

tunity to study the health of

women during and after

pregnancy, in addition to

the health of their children.

On both moral and policy

grounds, we make the case

for inclusion of women’s

health outcomes in the

NCS. (Am J Public Health.

2009;99:1742–1745. doi:

10.2105/AJPH.2009.165498)
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THE YEAR 2009 MARKS AN

important threshold for the ad-
vancement of children’s health.
After nearly a decade of careful
planning, recruitment has begun
for the pilot phase of the National
Children’s Study (NCS), the largest
longitudinal study of children’s
health ever conducted in the
United States. Authorized by
Congress in 2000 and led by
a consortium of federal agencies,
including the National Institutes of
Child Health and Development,
the National Institute of Environ-
mental Health Sciences, the Cen-
ters for Disease Control and
Prevention, and the US Environ-
mental Protection Agency, the
NCS will examine the effects of
environmental influences on more
than 100 000 children, with data
collected from before birth to 21
years of age. At a cost of more than
$3 billion, the study aims to gather
research findings that will criti-
cally inform the ‘‘basis of child
health guidance, interventions, and
policy for generations to come.’’1

Although the potential benefits
are enormous, the NCS may also
be one of the largest missed op-
portunities for health advance-
ment in recent history: the oppor-
tunity to prospectively and
systematically study the health of
women during and following
pregnancy, as well as the babies
they bear.

TREATING PREGNANT
WOMEN WITHOUT
EVIDENCE

Many of the 4 million women
who give birth each year in the

United States face conditions that
require medical treatment. Ap-
proximately two thirds of women
are prescribed at least one medi-
cation other than a vitamin or
mineral supplement during preg-
nancy.2 Yet as clinicians well
know, the evidence base for de-
termining how to treat the medical
conditions of pregnant women is
distressingly poor. Indeed, some
have argued that there is no group
of patients for whom the evidence
base is weaker.3 Only a dozen
medications are approved by the
Food and Drug Administration for
use during pregnancy, and all are
for gestation- or birth-related
issues such as anesthesia or nau-
sea.4 Any medicine taken to treat
a woman’s illness during preg-
nancy—from hypertension5 to
cancer,6 thromboembolism7 to
asthma8—is used without data ad-
equate to guide dosing, make
decisions about safety, or inform
differential decisions about which
medicine to prescribe.

The cost of this ignorance is
profound.9 The physiological
changes of pregnancy affect the
metabolism and activity of medi-
cations in dramatic and often un-
predictable ways. For instance, the
typical 30% to 40% increase in
renal blood flow during pregnancy
causes some medications to be
cleared at much higher rates
than in nonpregnant women.10

Increases in blood volume,
decreases in gastric-emptying
time, changes in the concentra-
tions of sex hormones, alterations
in liver enzymes, and the presence
of a fetal–placental unit can all
alter a drug’s pharmacokinetic and

pharmacodynamic properties in
ways that can profoundly affect
efficacy. For example, a recent
study revealed that amoxicillin,
prescribed routinely to pregnant
women and recommended by the
American College of Obstetricians
and Gynecologists as postexpo-
sure prophylaxis for anthrax dur-
ing pregnancy, may in fact be
metabolized so quickly as to pre-
vent its reaching concentrations
adequate to prevent anthrax.11

Similarly, pharmacokinetic meas-
urements on pregnant women
taking oral medication for diabetes
revealed that the drug is metabo-
lized and excreted so quickly that
considerably higher doses than
are currently recommended will
likely be needed to treat them
effectively.12

In the absence of reassuring
data, clinicians and patients often
undertreat or halt medications in-
dicated for medical conditions that
continue or emerge during preg-
nancy. But the failure to treat
illness can also lead to significant
harm to women and their fetuses—
indeed, harm that easily can out-
weigh the possible risks that might
accompany medication use.
Poorly treated asthma is associ-
ated with adverse outcomes for
women (preeclampsia, hemor-
rhage) and fetuses (growth re-
striction, prematurity); by contrast,
women whose asthma is well
controlled with medications have
perinatal outcomes similar to
comparable groups without
asthma.13 Untreated major
depression, too, is associated with
worse outcomes for the pregnant
woman and her fetus than is
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depression controlled with
medication.14 And when an
untreated woman dies from
cancer after pregnancy, neonatal
health concerns are one thing,
the wrenching implications of
life without a mother quite an-
other.

CHALLENGES FOR
RESEARCH DURING
PREGNANCY

One cause of the dearth of data
is problematic enrollment practi-
ces. Despite a 1994 Institute of
Medicine report recommending
that pregnant women be ‘‘pre-
sumed eligible for participation in
clinical studies,’’15 many institu-
tional review boards still regard
pregnancy as a near-automatic
cause for exclusion, even for
studies that carry virtually no
risks. Federal requirements for
paternal consent in some situa-
tions—in conflict with rejection of
such requirements by the Institute
of Medicine15 and American Col-
lege of Obstetricians and Gyneco-
logists16—are an ongoing area of
controversy. But a key barrier, of
course, is that inclusion of preg-
nant women in clinical research
brings with it genuine ethical
complexities. It can be difficult to
strike the appropriate balance
between fetal protection, per-
missible trade-offs in maternal
and fetal risks, and sound scien-
tific methodology. Although
some progress is being made
with innovative study protocols,
such as administration of medi-
cations immediately prior to de-
livery to evaluate absorbtion,17,18

a substantial core of knowledge
for the adequate treatment of
pregnant women will of neces-
sity have to come from large
observational studies that do
not put fetuses at any additional
risk.

This is just what the NCS rep-
resents—and in dramatic form.
Here we have a very large study in
which pregnant women are by
design enrolled. Of the 100 000
children to be studied, researchers
aim to enroll 25% prior to con-
ception and a cumulative 90%
during the first trimester of preg-
nancy. In practical terms, this
means that researchers will be in
regular contact with more than
90 000 women throughout the
course of their pregnancies.
Moreover, as researchers continue
to collect data on the effects of the
environment on the children that
are born, they will stay in touch
with these women for years to
come. Such a cohort would yield
an estimated 4000 women with
diabetes, 4000 women with preg-
nancy-associated hypertension,
1000 women with chronic hyper-
tension,19 12 000 women with
depression,20 1000 women whose
pregnancies were conceived with
assisted reproductive technolo-
gies,21 4000 to 8000 women with
asthma,22 and 2700 women with
thyroid disease.23

Further, the NCS is positioned
to address a range of issues re-
garding women’s medical needs
that other observational studies
under way are not. The Norwe-
gians have launched a large ob-
servational Mother and Child Co-
hort Study—a title reflective of its
goal: ‘‘to find causes of serious
diseases in mothers and chil-
dren.’’24 Like the NCS, this study
aims to enroll 100 000 women
and infant pairs. Yet available data
suggest that this study, although
helpful, will not address the range
of health issues and outcomes that
could be followed by the NCS. For
instance, enrollment in the Nor-
wegian Cohort does not start until
the middle trimester (around 17
weeks’ gestation): critical first-
trimester health data exposures

that the NCS has been so careful to
include will thus not be collected.
Moreover, data collection is com-
pleted when children are 6 (rather
than 21) years of age. The Nor-
wegian Cohort data will also be
derived from self-administered
questionnaires and linked to
medical records, as well as to
blood and urine samples collected
at enrollment and birth. By con-
trast, families enrolled in the NCS
will participate in a minimum of15
in-person visits; many more com-
munications via telephone, com-
puter, or questionnaire; and the
collection of biological specimens
and environmental sampling from
home, school, and other environ-
ments. The NCS also has as a sig-
nature advantage in its sampling of
individuals from the geographi-
cally and otherwise diverse US
population.

EXPANDING THE SCOPE
OF THE NATIONAL
CHILDREN’S STUDY

The NCS represents, in short,
a potential wealth of information
that could dramatically improve
the health prospects of women—
during their pregnancies and in
the years after they give birth—
about which we currently know
precious little.

As designed, however, the NCS
will miss this golden opportunity.
Although the study has been re-
fined over time to include more
complete information about the
health status of pregnant women
and pregnancy outcomes,25 virtu-
ally all data about pregnancy are
collected only as predictors for
fetal or pediatric outcomes, not as
predictors for women’s health
itself. Pregnancy outcomes to be
recorded by the NCS are limited to
preterm birth and structural con-
genital abnormalities, including
subtle variations in morphogenesis,

fetal growth restriction, and preg-
nancy loss. Strikingly, they include
no maternal health outcomes. No
data are to be collected on, for
example, hemorrhage, transfusion,
cardiovascular events such as
heart attack or stroke, or preg-
nancy-induced hypertension or
preeclampsia, a disease that is as
common as it is poorly under-
stood.

One maternal outcome being
considered for potential inclusion
relates to pelvic floor disorders
and their relationship to deliv-
ery—an issue that, although im-
portant, is dwarfed by the serious
and urgent nature of many medi-
cal conditions that afflict pregnant
women. Perhaps most notably,
although the study protocol al-
ready involves blood draws, it
does not include collection of any
data from those samples about the
pharmacokinetics and pharmaco-
dynamics of medications—data
that are fundamental to determin-
ing the safe and effective dosing of
required medications. In short,
although the NCS will provide
important and much-needed in-
formation about the effects of
maternal medication use on the
health of the fetus, absent is the
other side of the coin: whether the
medication is safe for the woman
herself, whether it is effective in
treating her underlying or emer-
gent illness, and whether decisions
to forgo medication or substitute
older medications compromise
her health.

Clearly, expanding the NCS to
include these measures would in-
volve additional effort and costs.
Already, the NCS is under serious
financial pressure: given the ex-
panded geographical and demo-
graphic size of the study and
challenges inherent to cost pro-
jections over 25 years, the original
$3.2 billion approved for its du-
ration will likely not be adequate
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to study all of the children’s out-
comes desired. Adding further
outcomes without expanded
appropriations would make hard
decisions about priorities even
more difficult. Instead, the issue
should be one of additional fund-
ing. Although money is always
tight, it is hard to imagine a more
compelling case for expenditure
than the modest expansions re-
quired to capture critical informa-
tion about women’s health. Given
the advantages of piggybacking on
the NCS and the valuable infor-
mation that could result, the addi-
tion of maternal outcomes to the
study would represent an enor-
mous efficiency, especially com-
pared with the cost of conducting
a separate study focused solely on
pregnant women.

Even more compelling than ef-
ficiency are issues of justice. Preg-
nant women have long been un-
derrepresented in research; they
and their needs have been sub-
stantially absent from social
investments to advance medical
knowledge.26 It is unjust for preg-
nant women to continue to benefit
less than the rest of us from our
enormous national effort to im-
prove health through medical re-
search. The NCS also raises spe-
cific issues of justice, given that
enrollment of pregnant women is
central to the success of the study.
What was already unlikely—that
a separate study of similar size
geared toward measuring mater-
nal outcomes would ever be
funded in the United States—is
even less likely now that invest-
ment in the NCS is under way.

TOWARD FAIR INCLUSION

So, what should be done? At
a minimum, we strongly urge that
the study’s core protocol be ex-
panded to include two key com-
ponents. First is collection of

additional data, during pregnancy
and around the time of birth,
from the interviews and maternal
chart reviews already planned as
part of the study for purposes of
addressing questions of maternal
health in its own right. Because
enrollment for the pilot phase of
the study has just begun, such
changes could be made before the
core protocol is finalized in May
2010 without compromising sam-
ple size.

Second, we urge inclusion of
opportunistic pharmacokinetic
studies by taking advantage of the
maternal blood draws already in-
corporated in the study’s core
protocol. Blood drawn from
women already on medications
can be used to garner information
about how drugs are metabolized
in the pregnant body, across pop-
ulations and trimesters. In fact,
population pharmacokinetic stud-
ies could be done with limited
additional expense, requiring only
documentation of timing and dos-
age of medication use and timing
of the blood draw. Such informa-
tion would, at the very least, help
to guide identification of drugs
requiring intensive pharmacoki-
netic studies. Coupled with dose
efficacy studies procured from
nonpregnant populations, such
studies could also provide long-
sought information on how to
effectively dose pregnant women
with severe diseases.

Data from these modest addi-
tions would represent an extraor-
dinary opportunity to address
critically important questions.
These include the near-term effect
on women of taking, changing, or
discontinuing antihypertensive
and antidepressant medications
during pregnancy, as well as the
safety and kinetics of new antiep-
ileptic drugs during pregnancy
(often preferred in the nonpreg-
nant population for more effective

seizure control and fewer side
effects), and of unfractionated and
low-molecular-weight heparin for
the treatment and prevention of
venous thromboembolism, for
which women are at a fourfold risk
during pregnancy.27 They might
even provide much-needed data
about the management and out-
comes of cerebrovascular events
during pregnancy, for which we
have only a handful of case
reports.28

Indeed, these two efforts
together—at very little additional
cost—would result in a rich data
set that could lead to critical
improvements in the care of
pregnant women. Failure to in-
clude them would be hard to
justify.

Of course, more ambitious
studies could lead to even more
valuable data. Of particular note
would be investigating the longer-
term public health impact of
treatment patterns and decisions
on pregnant women. How do
decisions to continue or forgo
antidepressants during pregnancy
affect psychiatric health over
time? What are the long-term
effects of using older drugs rou-
tinely prescribed to pregnant
women instead of newer drugs
now used for the nonpregnant
population in treating chronic ill-
nesses? What are the long-term
effects on women of using assisted
reproductive technologies? Be-
cause contact with women in the
NCS will continue both for assess-
ment of the child’s health and for
surveillance for subsequent preg-
nancies, periodic documentation
of women’s health outcomes at
longer intervals (5, 10, 15 years) is
feasible. As with all observational
studies, the study design limits the
variables that can be controlled;
still, it is widely agreed that obser-
vational studies of such magnitude
can yield invaluable information.

Just as the NCS will help to define
the role of a breadth of factors on
children’s health, it has the poten-
tial to do the same for their
mothers.

These more expansive efforts
would take more expansive
resources. Ideally, once women’s
health advocates and others begin
to appreciate just how much we
can learn, for just how little, by
adding these more ambitious out-
comes to the NCS, political support
and revenue streams might be
forthcoming.

Whether modest or ambitious,
expansion to include maternal
outcomes will require additional
funding. Such funding might in-
volve creative collaboration across
institutes with strong interests in
specific diseases relevant to preg-
nancy, such as the National Heart,
Lung, and Blood Institute; the
National Institute of Diabetes and
Digestive and Kidney Diseases;
and the National Institute of Men-
tal Health, together with the Office
of Research on Women’s Health.
It could also involve funding from
industry, foundations, and advo-
cacy organizations. Although as
many key maternal outcomes as
possible should be incorporated
into the core protocol, consider-
ation should also be given to the
addition of adjunct studies, which
are foreseen as a part of the
broader efforts to enhance the
value of the NCS. If expanding the
NCS in these ways will be costly,
not taking advantage of the NCS
will be costlier still.

The NCS is certainly one of the
most exciting research endeavors
of the century—both for what it
promises for understanding and
promoting the health of children
and for the opportunity it presents
to advance the health of women
who will gestate and parent them.
The opportunity to address ma-
ternal outcomes is a watershed
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moment in the challenging history
of research and treatment of ill-
ness in pregnant women. It is an
opportunity we cannot afford to
miss. j
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Compensation for Incarcerated Research Participants:
Diverse State Policies Suggest a New Research Agenda

Research with prisoners is

essential to understanding

the incarceration experience

and creating interventions

to mediate its effects on in-

dividual and community

health. Policies on research

involving incarcerated par-

ticipants can influence the

extent to which researchers

are able orwilling toconduct

prison studies. We attemp-

ted to collect data on inmate

compensation policies from

all 50 states, the District of

Columbia, and the Federal

Bureau of Prisons. We found

that 44% of these jurisdic-

tions allow compensation

for inmates who participate

in research, with wide varia-

tions in terms of the clarity of

and ease of access to policy

information. Anecdotal data

suggest considerable ad-

ministrative discretion in

the implementation of these

policies. Further study is

needed on how compensa-

tion policies are formulated

and enacted and their effects

on research with prisoners.

(Am J Public Health. 2009;

99:1746–1752. doi:10.2105/

AJPH.2008.148726)

Amy B. Smoyer, MSW, MPA, Kim M. Blankenship, PhD, and Brandis Belt, MPH

MORE THAN 2 MILLION PEOPLE

are currently incarcerated in the
United States.1 Behavioral and so-
cial science research with prisoners
is essential to understanding the
incarceration experience and cre-
ating interventions and programs
to mediate its effects on people’s
lives. Collecting data from incar-
cerated participants can provide
public health researchers with key
information on health risks inside
and outside of prison and jail, in-
cluding drug use, violence, mental
illness, sexual behavior, HIV, hep-
atitis, and tuberculosis.

However, there are several
challenges involved in conducting
research with incarcerated partic-
ipants. For instance, policies regu-
lating inmate participation can be
difficult and time consuming to
navigate. Researchers must ad-
here to correctional facilities’
safety and inmate control proce-
dures and ensure that prisoners’
confidentiality, autonomy, and
right to consent to research are not
violated.2–5

Clearly, the potential for coer-
cion is magnified when participants
are incarcerated. Federal regula-
tions on research involving human
participants designate prisoners as
a ‘‘vulnerable population’’ and re-
quire that special protections be
afforded to them.6,7 However, state
and local interpretations of these
regulations vary, and researchers
and institutional review boards
(IRBs) are encouraged to consider
the dynamics of the local environ-
ment and context when making
decisions about research protocols
involving human participants.8,9

We used the issue of compen-
sation for individuals who volun-
teer to participate in behavioral
or social science research while
incarcerated to explore variations
in prison research guidelines and
the accessibility and clarity of
these policies. Individuals living in
the community are often com-
pensated for their time when they
participate in research. Less is
known about whether and in what
instances incarcerated participants
can be offered remuneration. As
mentioned, state and local inter-
pretations of federal research
guidelines vary, resulting in a
range of different prison research
regulations across the United
States. Moreover, these variations
are magnified by differences in
administrative implementation
and researchers’ access to and un-
derstanding of research policies.

METHODS

We attempted to collect data on
compensation policies from every
US state, the District of Columbia,
and the Federal Bureau of Prisons.
We searched each jurisdiction’s
Web site for regulations regarding
payments for incarcerated re-
search participants. When we were
unable to locate guidelines online,
we contacted state departments of
corrections or research (as appli-
cable) via e-mail and telephone.

We also contacted a small con-
venience sample of researchers
who study prisoners in states that
permit compensation to begin to
ascertain the extent to which re-
imbursement actually occurs. We

identified these researchers by
searching an academic database
with the term ‘‘prison’’ and the
name of the state. The results of
this search were skimmed to lo-
cate researchers who had recently
published psychosocial research
articles about prisoners. We
e-mailed these individuals and
asked them whether their partic-
ipants had been compensated. If
so, we followed up with questions
about the protocol approval pro-
cess, negotiation of the amount
and manner of compensation, and
payments procedures.

RESULTS

We obtained information about
compensation of incarcerated re-
search participants from 46 states,
the District of Columbia, and the
Federal Bureau of Prisons. Of
these 48 jurisdictions, 44% (21)
allow compensation for inmates
who participate in research proj-
ects (Table 1 ).

State Policies

In most of the states that allow
compensation, the amount and
type are negotiated with the state
department of corrections (DOC)
on a study-by-study basis when
the research proposal is reviewed,
and either cash or in-kind com-
pensation is permitted. In 3 states
(California, Kentucky, Massachu-
setts), permission to pay and pay-
ment amount, if applicable, are
determined by the warden of the
facility where the research will be
conducted. State policies generally
require that monetary payments
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TABLE 1—States That Allow Compensation of Incarcerated Research Participants

State Research Guidelines Comments

Alabamaa Alabama Department of Corrections, administrative

regulation 02013

Administrative regulation does not discuss compensation; no strict guidelines

on amount or manner of compensation.

Alaskab State of Alaska Department of Corrections, management

information and research: research activities14
‘‘Prisoners or offenders shall not receive payment of any kind in connection

with a research study without the written permission of the Commissioner.

Such payments shall be consistent with the legal guidelines relating to

work programs conducted by the Department.’’

Arizonab Arizona Department of Corrections, department order 20315 ‘‘Researchers may pay inmates for participating in research projects.’’

Arkansasc State of Arkansas Board of Corrections,

administrative regulations: research and experimentation16

Administrative regulation does not discuss compensation; no strict guidelines for

amount or manner of compensation; proposals must be evaluated by management.

Californiab,c State of California, California Code of

Regulations: crime prevention and corrections17
According to regulation, researchers must provide DOC with a study proposal that

includes ‘‘[a]n estimate of the inmate/parolee subjects’ time needed for the

project and a plan for the compensation of the inmates/parolees.’’ The

compensation amount is set at the discretion of the warden; payment

is deposited into inmates’ canteen account.

Coloradoa Colorado Department of Corrections, administrative regulation

number 1400-03: research and reporting—conduct and

dissemination of research and evaluation studies18

Administrative regulation does not discuss compensation; payment is deposited

into inmates’ canteen account.

Delawarec State of Delaware Department of Correction, policy manual:

planning, information systems, evaluation and research19

State is in the process of making policy manual available online; payment

is deposited into inmates’ canteen account.

Hawaiia No written guidelines Payment is deposited into inmates’ canteen account.

Illinoisa Illinois Joint Committee on Administrative Rules, administrative

code title 20: research and evaluation20

Administrative code does not discuss compensation; compensation decisions

made on a case-by-case basis.

Iowaa,c State of Iowa Department of Corrections, policy

and procedures: information systems/research21

‘‘No offender will receive compensation, remuneration, or payment of any kind

in connection with a research study.’’ Compensation may be rarely considered

on a case-by-case basis (e.g., with soon-to-be-released prisoners to encourage

cooperation in a research study that begins while participants are incarcerated).

Kansasc Kansas Department of Corrections, internal management

policy and procedures22

Management policy and procedures do not discuss compensation (policy found in

internal document); funds are put into inmates’ trust account.

Kentuckya No written guidelines Written policy is not available; all decisions are made on a case-by-case basis and

must be approved by warden; payment is deposited into inmates’ canteen account.

Marylanda No written guidelines No restrictions are included in statute about payment to inmate research participants

indicating that compensation is allowed.

Massachusettsb Massachusetts Department of Correction, code of regulations:

conduct of outside social science research23

‘‘No inmate who is a research subject shall receive compensation, remuneration, or

payment of any kind in connection with a research study without the express

permission of the Superintendent of the institution. Such payments, if approved,

should be consistent with the legal guidelines relating to work research and

inmate work programs conducted by the Department.’’

Missouric No written guidelines Written policy is not available; compensation decisions are made on a

case-by-case basis; payment is deposited into inmates’ commissary account.

Oregonc Oregon Department of Corrections, administrative

rules: research proposals24

Administrative rules do not discuss compensation.

Pennsylvaniab Commonwealth of Pennsylvania Department of Corrections,

policy statement: research activities25

‘‘Researchers are not to provide compensation or other rewards to an inmate for

his/her participation in research, unless special permission is granted by

the RRC (Research Review Committee).’’

Rhode Islanda No written guidelines Compensation decisions are made on a case-by-case basis.

Vermonta No written guidelines There are no restrictions or regulations regarding compensation in statute of

State Agency of Health and Human Services.

Continued
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for research participation be
placed in the inmates’ commissary
account funds, which they can
either spend during their incar-
ceration or take with them when
they are released. In Wyoming,
researchers must compensate the
DOC for research involving
inmates by making a contribution
to an ‘‘institutional trust account,’’
in addition to the option of paying
the actual participants.

In 56% (27) of our study juris-
dictions, including the Federal
Bureau of Prisons (Table 2), all
forms of remuneration or com-
pensation are categorically pro-
hibited. The federal system, how-
ever, does allow researchers to
offer participants food or nonal-
coholic beverages, provided they
are consumed in the study setting.
We were unable to obtain data on
compensation policies from offi-
cials in 4 states: Idaho, Louisiana,
New Mexico, and Nevada. Multiple
e-mails and telephone calls to state
officials went unreturned.

We found considerable varia-
tion in the clarity of policies re-
garding compensation of incarcer-
ated participants and in our ability
to gather information on these
policies. Fourteen states, the Dis-
trict of Columbia, and the Federal

Bureau of Prisons post their
compensation policies on the In-
ternet, making them readily acces-
sible to the public. The Ohio De-
partment of Rehabilitation and
Correction’s Web site is an exam-
ple of an extremely user-friendly
and informative site that includes
not only research policies and re-
quired forms but a summary of the
research that has been conducted
in the state’s prisons.10,11 Eighteen
of the states’ Web sites list e-mail
addresses for the DOC personnel
able to provide information about
state compensation policies. In the
remaining 14 states, we obtained
the information by calling state
personnel. Only 4 of the 32 juris-
dictions that we contacted via
e-mail or telephone were able to
send us a written copy of their
compensation policy.

Thus, our results showed that
42% of our study jurisdictions
have a publicly available written
policy about paying incarcerated
research participants. In some
states where no written policy
exists (e.g., Illinois, Kentucky),
correctional personnel deter-
mine whether or not to allow
compensation on a case-by-case
basis. In other states where no such
policy exists (e.g., Florida, Maine),

correctional personnel have inter-
preted this lack of regulatory or
legislative guidance to mean that
compensation is not permitted.

Experiences of Researchers

As indicated earlier, we con-
tacted a convenience sample of 13
researchers who had recently
published sociobehavioral studies
involving incarcerated participants
in states that allow for compensa-
tion. Although the anecdotal in-
formation about executing com-
pensation plans gathered in our
informal conversations with these
researchers is certainly not gener-
alizable, it speaks to the gray areas
and variations that exist around
payment to research participants
who are incarcerated. The re-
searchers’ anecdotal accounts
revealed that, even within juris-
dictions in which compensation is
permitted, it does not always occur.
Their accounts also illuminated
some of the issues that arise in
interpreting and implementing
state policies on compensation.

One issue involves administra-
tive discretion or misunderstand-
ing of policies on the part of
researchers. Two of the research-
ers we contacted reported that
they did not compensate inmates

because payment had been pro-
hibited, even though policies in
the states where they were con-
ducting their studies indicate that
compensation is allowed in some
cases. These experiences highlight
the fact that compensation is not
always approved in states that
allow for compensation; requests
are handled administratively on
a study-by-study basis, and offi-
cials may decide not to authorize
compensation in some or all stud-
ies. These experiences also suggest
that researchers might not fully
understand state policies on com-
pensation.

The second issue is researchers’
preference not to pay participants.
Four of the researchers in our
sample indicated that it was their
own choice not to compensate
prisoners. The reasons they cited
included an understanding that
although compensation is allowed,
pursuing the payment issue might
jeopardize a researcher’s relation-
ship with the state DOC and in-
hibit his or her access to prisoners.
Researchers also expressed the
sentiment that inmate participa-
tion in research is part of a larger
restorative justice process, noting
their belief that cash compensa-
tion is inappropriate when
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TABLE 1—Continued

Wisconsina State of Wisconsin Department of Corrections,

executive directive 36: research program procedures26

‘‘The RRC [Research Review Committee] will approve research involving offenders as

subjects only if it finds that . . . possible advantages accrued to the offender through

participation in the research, when compared with the general living condition,

medical care, quality of food, amenities, and opportunity for earnings in the prison,

are not of such a magnitude that his or her ability to weigh the risks of the

research against the value of such advantages in the environment of the prison

is impaired . . . [m]oney put in canteen account.’’

Wyominga No written guidelines Compensation decisions are made on a case-by-case basis;

Wyoming DOC must also be compensated for research done

with its inmates; money is placed in institutional trust account.

Note. DOC = department of corrections.
aInformation collected via email.
bInformation collected via state Web site.
cInformation collected by telephone.
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TABLE 2—States and Jurisdictions That Do Not Allow Compensation of Incarcerated Research Participants

State or Jurisdiction Research Guidelines Comments

Connecticutb State of Connecticut Department of Corrections,

administrative directive 1.7, section 1227

‘‘Inmate Compensation: An inmate shall not be individually compensated for

participating in any research project.’’

District of Columbiab District of Columbia Department of

Corrections, program statement: management

controls—research activity28

‘‘Incentives may not be offered to help persuade inmate subjects to participate.

Reasonable accommodations such as nominal monetary recompense for time

and effort may be offered to individuals who are no longer confined in DOC custody

and who are participating in authorized research being conducted by DOC employees

or contractors (for example, if study of recidivism).’’

Federal Bureau

of Prisonsb

Federal Bureau of Prisons, program statement

number 1070.07: research29

‘‘Incentives may not be offered to help persuade inmate subjects to participate.

However, soft drinks and snacks to be consumed at the test setting may be offered.’’

Floridac No written guidelines Compensation not permitted.

Georgiaa State of Georgia, Georgia code 42-1-5:

use of inmate for private gain30

DOC interprets Georgia code 42-1-5(b) to prohibit payment. According to this code:

‘‘It shall be unlawful for a custodian of an inmate of a penal institution to use

such inmate or allow such inmate to be used for any purpose resulting in

private gain to any individual.’’

Indianaa No written guidelines Compensation not permitted.

Mainec No written guidelines Compensation not permitted.

Michigana,b Michigan Department of Corrections, policy directive:

research involving corrections facilities or offenders31

Policy directive does not specifically discuss compensation but states

that ‘‘[c]oercion of any sort shall not be allowed.’’

Minnesotac Minnesota Department of Corrections, policy

102.100: research32

Research policy does not discuss compensation.

Mississippia Mississippi Department of Corrections (MDOC),

research protocol SOP 10-0433

‘‘MDOC staff and inmates engaged in any research activities are not

entitled to gratuities or compensation of any kind.’’

Montanab State of Montana Department of Corrections, policy

directive number DOC 1.6.4: offender participation

in research projects34

‘‘Offenders will not be compensated, remunerated, or paid in connection

with any Department approved research projects.’’

Nebraskac Nebraska Correctional Services, administrative

regulation 103.01: research35

Administrative regulation does not discuss compensation.

New Hampshirec New Hampshire Department of Corrections, policy and

procedure directive: research and external

application procedures36

Policy and procedure directive does not discuss compensation.

New Jerseyb State of New Jersey, administrative code:

general research provisions37

‘‘Inmates shall not be permitted to receive compensation of any kind for their

research participation from any agency or entity conducting a research project.’’

New Yorkb State of New York Department of Correctional Services,

Directive 0403: research studies and surveys38

‘‘No employee of the Department or inmate shall receive compensation,

remuneration, or payment of any kind for participation in the research study.’’

North Carolinaa No written guidelines Compensation not permitted.

North Dakotaa North Dakota Department of Corrections and Rehabilitation,

policies and procedures manual: program information

and research activities39

‘‘No inmate shall receive compensation, remuneration or payment of

any kind in connection with a research study.’’

Ohiob State of Ohio Department of Rehabilitation and Correction,

human subjects research policy 06-RES-0240

‘‘Payment of any kind to inmates for their participation in research

projects is not permitted.’’

Oklahomaa Oklahoma Department of Corrections, procedures

regulating research41

Procedures document does not discuss compensation.

South Carolinab South Carolina Department of Corrections, research

conducted within the SCDC42

‘‘Under no circumstance will inmates be monetarily reimbursed or provided any

type of financial incentive for their participation in any research project.’’

South Dakotac No written guidelines Compensation not permitted.

Tennesseeb State of Tennessee Department of Correction, administrative

policies and procedures: research projects43

‘‘Required components of informed consent include . . . [a]cknowledgment

that no compensation of money or goods will be made to participants.’’

Continued
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research participation is considered
as a way for offenders to pay off
their debt to society. This issue
raises questions about what it
means for inmates to ‘‘pay their debt
to society,’’ who determines how
this debt should be paid,
and how wages received for
prison employment relate to this
debt.

Finally, input from formerly in-
carcerated individuals may inform
researchers’ decisions about
whether or not to compensate
prisoners. In their article about re-
search with prisoners, O’Brien and
Bates12 (who were not included in
the sample of researchers we
interviewed) indicated that they
were advised by former inmates
not to offer compensation.

We discussed the idea of an in-
centive to participate, but on the
advice of former inmates, we re-
alized that any incentive within
the prison would be seen as pro-
viding advantages that were not
available to the general popula-
tion and hence were potentially
coercive for that reason. We did
not realize that just the fact that
inmates had someone to talk to
(the interviewers) could be con-
strued as a disparity owing to the
lack of the consistent availability
of anyone to talk to, especially

someone who might be trusted
not to disclose information within
the prison.12(p215)

This explanation describes the
authors’ rationale for not paying
participants, even though the state
in which they were working
allowed for such compensation. It
also raises questions about the
psychosocial rewards that partici-
pants accrue from taking part in
research and the extent to which
these rewards might be consid-
ered coercive.

According to the reports of
researchers in our sample, the
logistics of providing compensa-
tion to incarcerated participants
can be complicated but generally
run smoothly. Among the 7
researchers we surveyed who did
compensate inmates, a variety of
issues were raised. Although cash
was the most frequent form of
compensation, food was provided
to participants in one case, and
textbooks were donated to the
prison library in another. One re-
searcher also reported making a li-
brary donation in a state where the
statute specifically prohibited any
kind of ‘‘gratuity or compensation,’’

indicating that even in jurisdictions
with this type of strict guideline,
there may be some degree of
flexibility allowing compensation
at an institutional level.

Among the 5 researchers who
provided cash, compensation
amounts ranged from $5 to $50.
Some, but not all, of this difference
in reimbursements reflected be-
tween-study variations with re-
spect to factors such as time or
effort. In 4 of these cases, deposits
were made into inmates’ commis-
sary or canteen accounts, and 2
researchers also offered the option
of having a money order sent to
a friend or family member in the
community. One policy required
that the funds be set aside for the
inmates until their release. For the
most part, the negotiations around
these payment schemes pro-
ceeded smoothly. One researcher
reported a desire to compensate
participants more than the $15 per
2 hours that the state permitted.
Another described complications
that arose when payments
reached the inmates’ commissary
account after they had been
transferred to another facility or
released.

DISCUSSION AND
RESEARCH AGENDA

Our results showed that, in the
United States, state policies on
compensation of incarcerated re-
search participants vary widely.
This diversity reflects a system of
research regulations that encour-
ages regional and local decision-
making by placing authority with
local IRBs with federal oversight.
Our anecdotal conversations with
sociobehavioral researchers who
have conducted research with in-
carcerated individuals suggest that
states’ official policies reveal only
part of the story: even in instances
in which compensation is permit-
ted, it may not occur owing to
administrative discretion, research-
ers’ ethical or logistical delibera-
tions, or misinformation about
different jurisdictions’ policies.

Our findings also highlight the
challenges involved in gathering
data on states’ prison research
policies. Fewer than half of the
jurisdictions we assessed had
a written policy on compensation.
As a result of the negotiations
required in both written and
unwritten policies and the varying
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TABLE 2—Continued

Texasb Texas Department of Criminal Justice (TDCJ), administrative

directive AD-02.28: agency research44

Administrative directive does not discuss compensation. According to policy (available

on DOC Web site): ‘‘Neither compensation nor incentives are allowed for

participating in a research project. This policy applies to both offenders and

staff of TDCJ. The informed consent submitted by the Principal Investigator

must include this stipulation.’’45

Utahc No written guidelines Compensation not permitted.

Virginiac Commonwealth of Virginia Board of Corrections, regulations

for human subjects research46

Regulations do not discuss compensation.

Washingtonb State of Washington Department of Corrections, policy

DOC 260.050: research review and use47

‘‘Offenders may volunteer for participation. . . . There will not be any reward, favor,

reduction of time, or any other benefit, either written or implied, for participation

in research by staff or offenders under the legal jurisdiction of the Department.’’

West Virginiac No written guidelines Compensation not permitted.

Note. DOC = department of corrections.
aInformation collected by email.
bInformation collected via state Web site.
cInformation collected via telephone.
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degrees of clarity and access to
these regulations, researchers may
be reluctant to compensate incar-
cerated participants or may be un-
aware that payment is an option.

Our data raise several research
questions that could provide an
enhanced understanding of the
effects of participant compensa-
tion policies, and other related
prison research regulations, on the
research environment. First, what
is the underlying rationale of state
policymakers in creating these
compensation policies? Are their
decisions informed by their un-
derstanding of human participant
protection regulations or ideas
about redistributive justice (i.e.,
debt to society)? What other fac-
tors influence their decisions?
Second, in states where compen-
sation is permitted, what factors
are weighed by correctional re-
search departments and IRBs in
making study-specific participant
payment decisions? To clarify this
decision-making process, case
studies could be used to examine
cases in which compensation to
incarcerated research participants
is and is not permitted. What
differentiates instances in which
payment is found to be reasonable
from those in which it is deemed
inappropriate?

Third, to what extent are pris-
oners being compensated for re-
search participation? A systematic
review of prison-based research
published in peer-reviewed jour-
nals and interviews with study
authors would provide empirical
data about when and where
compensation of incarcerated par-
ticipants takes place. This type of
analysis could also illuminate the
perspectives of different investiga-
tors on the appropriateness of
payment to incarcerated partici-
pants. Fourth, how do policies on
prisoner compensation affect re-
cruitment? Does the existence of

compensation, or lack thereof,
shape prisoners’ willingness to par-
ticipate in research studies?

Fifth, beyond the issue of com-
pensation, what is the nature of
researchers’ experiences with state
correctional research depart-
ments? Do these gatekeepers en-
courage or discourage prisoner
research? How so? Are certain
types of research more likely to be
encouraged or discouraged? Sixth,
does ease of accessibility to cor-
rectional research policy matter?
Is there more prisoner research in
states with easily accessible writ-
ten policies?

Clearly, our analysis of policies
regarding compensation of in-
mates raises more questions than
it answers about both these specific
policies and the operations and
effects of correctional research
policies in general. Understanding
incarceration is central to under-
standing a wide range of social and
health problems. Without losing
sight of the specific vulnerabilities
of the people who reside inside our
nation’s prison walls, researchers
should be actively encouraged to
learn from the experiences of these
individuals. The ability of correc-
tional research policies to spark or,
alternatively, extinguish the inter-
est of researchers in these topics
requires further examination. j
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