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PAPER

Health incentive research and social justice:
does the risk of long term harms to
systematically disadvantaged groups bear

consideration?
Verina Wild,"* Bridget Pratt®*

ABSTRACT

The ethics of health incentive research—a form of public
health research—are not well developed, and concerns
of justice have been least examined. In this paper, we
explore what potential long term harms in relation to
justice may occur as a result of such research and
whether they should be considered as part of its ethical
evaluation. ‘Long term harms’ are defined as harms that
contribute to existing systematic patterns of
disadvantage for groups. Their effects are experienced
on a long term basis, persisting even once an incentive
research project ends. We will first establish that three
categories of such harms potentially arise as a result of
health incentive interventions. We then argue that the
risk of these harms also constitutes a morally relevant
consideration for health incentive research and suggest
who may be responsible for assessing and mitigating
these risks. We propose that responsibility should be
assigned on the basis of who initiates health incentive
research projects. Finally, we briefly describe possible
strategies to prevent or mitigate the risk of long term
harms to members of disadvantaged groups, which can
be employed during the design, conduct and
dissemination of research projects.

INTRODUCTION
Health incentives have become an important
feature of public health efforts in high income
countries and in international development. The
goal is to “use the incentive as an intervention
intended to produce better health outcomes for
individual recipients or better public health out-
comes for communities”." Incentives for health
promotion (eg, cash payments, vouchers, reduc-
tions in insurance fees) are provided to motivate
recipients to adhere to a healthcare plan, utilise
health services or modify their behaviour. The pro-
motion of these lifestyle and behaviour changes
have been heralded as key means of preventing and
managing chronic diseases.” Numerous research
studies are currently underway to understand the
effectiveness of health incentives for producing
healthy behaviours and for utilising health ser-
vices.” For example, researchers are examining the
effectiveness of conditional cash transfers com-
pared with unconditional cash transfers.”*

However, the ethics of health incentive research
are not well developed. This reflects a general

dearth of ethics scholarship on public health
research and health systems research (HSR).
Depending on the nature of the intervention,
health incentive research may be classified as both
types of research or solely as public health
research.” So far, certain ethical issues have been
suggested to arise during health incentive research,
including whether provision of incentives:

» is likely to undermine or enhance participant
autonomy,

» crowds out intrinsic motivations,

» exacerbates existing inequalities, where control
groups are used,

» is relevant to existing health needs and serves to
mitigate larger health inequalities in host
communities,

» is sustainable over the long term.
Some of these issues relate to justice but detailed

analysis and guidance on how to navigate them are

lacking. A recent systematic review of the literature
on HSR ethics revealed that existing guidance pri-
marily focuses on informed consent, with very
little discussing concerns of justice.” General con-
sideration of what violations of justice can occur
during health incentive research and how to
address them, therefore, deserves much closer
scrutiny.

In this paper, we will focus on the question of
what potential long term harms to systematically
disadvantaged groups may occur as a result of such

1

'Public health research focuses on disease prevention or
health promotion. Public health interventions or
programmes that are developed and tested, including
incentives, can aim to reduce the risk of physical,
chemical, social or behavioural determinants of illness.
HSR aims to generate knowledge to enhance the
performance of health systems as a whole in terms of
their hardware and software components (eg, financing,
human resources, governance and service delivery).
Common interventions include (among others) new
methods of creating demand for existing health services
and output based payment mechanisms to boost staff
productivity at health facilities.” Hoffmann et al,® (p.13)
state that “[t]he overlap [of HSR] with population health
research, however, is less clear, but likely includes research
on the public health system and the delivery of
nonpersonal public health programmes and interventions.
Excluded from health systems research would be
population health research’s focus on measuring or
describing health, examining the determinants of health
status and outcomes and assessing the effects of specific
health promotion interventions”.



research and whether they should be considered as part of its
ethical evaluation.™ i This potentially contentious question has
largely not been explored and its answer is not obvious. The
causal responsibility of individual research projects for such
long term effects is debateable. Our particular focus reflects that
concerns of social or relational justice have become a key
feature in the ethics of public health.>"'* It has been argued that
social justice is the foundational moral justification and commit-
ment for public health.® Public health as a field thus has a
special interest in the effects of its research and practice on sys-
tematically disadvantaged groups and on reducing health dispar-
ities. Systematic disadvantage has been defined as experiencing
large shortfalls on a cluster of high priority functionings or
dimensions of wellbeing. These may include health, bodily
integrity, affiliation, self-determination, respect, and sense and
imagination.® *° Proxies for systematic disadvantage include
domination linked to group membership and poverty (ie, dispar-
ities in respect and disparities in resources).®

In this paper, we will (1) establish that long term harms to
members of systematically disadvantaged groups may potentially
arise as a result of health incentive interventions, (2) argue that
the risk of these long term harms also constitutes a morally rele-
vant consideration for health incentive research, (3) suggest who
may be responsible for assessing and mitigating such risks and
(4) briefly describe possible strategies for their mitigating the
risk of long term harms. Here, the term ‘long term harms’
refers to harms that contribute to existing systematic patterns of
disadvantage for groups. These harms eventuate when incentives
alter social structures (norms, rules, policies) in ways that
further increase deprivations (or widen disparities) in dimen-
sions of wellbeing for those who are already disadvantaged
(relative to those who are not). Since the harms contribute to
entrenched patterns of disadvantage, their effects are harder to
remedy. The increased deprivations or widened disparities are
experienced on a long term basis, persisting even once an incen-
tive research project ends. The harms can affect research partici-
pants and, where incentives are implemented post-study as part
of a public health programme, members of systematically disad-
vantaged groups more broadly. Thus, the long term harms of
incentive research (also) encompass the subsequent effects of
implementation of incentives post-study.

WHAT ARE THE POTENTIAL LONG TERM HARMS OF

HEALTH INCENTIVE INTERVENTIONS?

Before moving on to the ethics of research, in this section, we
identify three categories of potential long term harms caused by
health incentive interventions. These categories have been
derived from the public health and public health ethics
literature,” bearing in mind existing conceptual work on system-
atic disadvantage from social or relational theories of justice.
These theories purport that harm eventuates when deprivation
on a dimension(s) of wellbeing increases, disparities in levels of
functioning on these dimensions widen and/or the mechanisms

"As this paper is part of a special issue on health incentive interventions
and justice, it does not consider this question in the context of public
health research in general. However, we believe that our arguments may
be applicable to any type of public health research project.

"Other justice related questions, such as whether incentive programmes
targeting unhealthy populations or underprivileged populations are
unfair to already healthy populations or privileged populations, deserve
attention too but are not the focus of this paper.

""Many of these categories are derived from the scholarship of Kristin
Voigt (eg, see Voigt).!o18

that cause deprivations or disparities are reinforced or perpetu-
ated.® ' Consequently, concern has to be directed towards soci-
etal processes of domination or oppression, such as
stigmatisation, exclusion, powerlessness, exploitation, racism
and gender bias, as they comprise mechanisms that cause depri-
vations or disparities (ibd.).

The existing literature on incentive programmes does suggest
that these programmes can have positive effects, such as increas-
ing health equity and self-determination and reducing stigma-
tisation of systematically disadvantaged groups.”’>* However,
in this section, we are interested in existing evidence that incen-
tives may also cause particular harms that potentially affect
members of systematically disadvantaged groups. The following
proposed categories are not an exhaustive list but comprise an
initial typology of long term harms that can be generated by
health incentive interventions.”

Exacerbation of existing population health inequalities
Underlying incentive interventions is the view that personal
responsibility is a key factor in the prevention of chronic dis-
eases and for the decision to live a healthy life. In general, the
notion of personal responsibility for health remains controver-
sial.>* ° More specifically, it has been argued that, in a socially
unjust world, there exist inequalities in choice contexts—that is,
there is an inequality in the mere possibility of making self-
responsible decisions for a healthy lifestyle, including the deci-
sion to participate in incentive programmes.'® '7 2* 26 27 Voigt
has empirically demonstrated that these sorts of ‘unequal
choice contexts’ (see Voigt'” p.94) exist in both high income
countries and low and middle income countries. She shows that
smoking and the decision to quit is largely dependent on
aspects of one’s social environment that are beyond individual
control. These include living in a neighbourhood that is eco-
nomically disadvantaged, being the subject of targeted advertis-
ing and/or lacking access to good quality schools and health
services."”

Based on this evidence, there seem to be inequalities in the
primary choice for participating in and ultimately benefiting
from ongoing incentive programmes. Systematically disadvan-
taged groups are often at risk of living in social environments
that might promote their members’ adoption of unhealthy life-
styles and impede their successfully changing their behaviour (in
response to incentives).'” Members of these groups are thus at
risk of facing multiple and complex constraints beyond their
control on their individual choices for healthier lifestyles and
use of health services. As noted by Schmidt et al,*® it is easier
for wealthy people with a gym in their apartment building to
change their exercise behaviour as part of an incentive pro-
gramme than it is for systematically disadvantaged people who
live in deprived areas, without access to a gym.

Such unequal choice contexts can result in harmful effects by
exacerbating existing population health inequalities.”® Mixed
method research with pregnant women, new mothers and
service providers in the UK demonstrates that patients and
health professionals think health incentives have the capacity to
increase health inequalities for marginalised families, with those
with very chaotic lifestyles being less likely to be aware of and

YWe emphasise that empirical work is necessary to capture what long
term harms to socially disadvantaged groups eventuate after health
incentive interventions in order to further develop the typology of
harms proposed in this paper. Health incentive research can be used to
monitor for such effects in order to provide the necessary data.
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able to engage with incentive provision.”” In Germany, health
insurance companies have implemented various bonus pro-
grammes to either incentivise the uptake of preventive measures
or to reduce the necessity of acute care. Braun et al*° have
shown that the participation rate of the richest quintile of the
German population in these bonus programmes is higher (19%)
than for the poorest quintile (11%).%” Ultimately, the health gap
between the rich and the poor can be widened because those
who are already better off benefit more from incentive
interventions.

The effect of widening health disparities is especially morally
concerning where (as described above) the groups who do not
benefit within a given population are already systematically dis-
advantaged. Where incentives have this effect, it is a clearcut
case of long term harm. When the benefits are substantial, the
disparities may become even more inequitable®’; the health
status of groups that are at the lower end of the social ladder
might be at risk of moving even farther from groups at the
higher end. Patterns of systematic disadvantage may become
further entrenched as a result. Incentive interventions may be
especially prone to this type of effect.

Increasing disadvantaged groups’ experience of
powerlessness

Voluntary incentive programmes are based on the principle that
people can freely decide for or against participation. However,
if someone is ‘too poor to say no’ to an incentive,'® implemen-
tation of an incentive programme might unjustly take advantage
of the constraints and disadvantaging structures experienced by
certain groups. Instead of offering a motivation or assistance to
live a healthier life on a voluntary basis, the incentive pro-
gramme might be viewed as the only option for receiving a
certain benefit.*® Such a decision can hardly be seen as a pre-
ferred choice but rather as having no other choice. A just
public health system should not generate entry into an incentive
scheme in this way but should create conditions under which
everyone has the opportunity to live a healthy, self-determined
life. If systematically disadvantaged groups adopt a health pro-
moting behaviour or use health services due to feeling they
have no other choice, this might amplify their awareness of
their lack of self-determination. This heightened sense of lack
of choice can increase the general experience of powerlessness
by those who are already disadvantaged and, in effect, reinforce
a form of structural oppression with potential long term
effects."”

Manifestation of self-blame and stigmatisation in
disadvantaged groups

Health incentives reinforce the norm that the primary responsi-
bility for health lies with individual choices and behaviours,
which promotes the idea that changing individual behaviours is
a key solution for improving population health. However, struc-
tural constraints—for example, living in an underprivileged
environment—are often a key cause of unhealthy choices and
behaviours. Failure to recognise these structural causes can
result in feelings of failure to adopt healthy lifestyles, which in
turn may lead to feelings of guilt, shame or self-blame because
people attribute such failings to themselves.*”

The difficulties for some to adopt healthier lifestyles and to
seemingly ‘act irresponsibly’ despite incentives to behave other-
wise might also lead to the manifestation or perpetuation of
their stigmatisation by others.* '® 2* 33 A question that deserves
further research is whether the incentive is generating the dis-
criminatory effect or whether the effect is a consequence of
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health professionals’ behaviour, occurring irrespective of the
implementation of the incentive programme. But as long as
there is reason to believe that incentive programmes may add to
this effect, we argue that the risk of their doing so is a relevant
consideration. If there is the potential that incentives create or
reinforce stigmatisation and/or discrimination, they perpetuate
mechanisms of oppression that cause deprivations in dimensions
of wellbeing. They may also add to existing structures of stigma-
tisation and self-blame of already disadvantaged groups. In the
aforementioned mixed method study by Thomson et al, some
participants felt that incentives could “‘stigmatise’ and create
‘polarisation’ and ‘discrimination”” between different groups of
women (eg, those who breastfeed and those who formula
feed).”” Where stigmatisation, discrimination and self-blame are
effects of health incentive interventions, they affect certain
social norms and relations. As a result, their effects can persist
over the long term even though the particular intervention has
come to an end.

SHOULD THE RISK OF LONG TERM HARMS BE

CONSIDERED IN HEALTH INCENTIVE RESEARCH?

The previous section established what long term harms to sys-
tematically disadvantaged groups may eventuate due to health
incentive interventions. Here, we argue that the risk of these
harms constitutes a morally relevant consideration when design-
ing and reviewing research projects, and we provide five reasons
for this claim.

First, if a sufficient concern for systematic and long term
harm to disadvantaged groups exists for health incentive inter-
ventions in general (and we have established that it does above),
this concern demands some consideration of the risk of such
harms during the conduct of health incentive research. This can
hold, even if, for reasons of complexity, a direct and causal
responsibility for such harms cannot be established with preci-
sion for a health incentive research project. This view is consist-
ent with a growing acknowledgment of health research’s social
responsibility for its wider and long term effects.’* °

Second, general normative arguments have been made that an
objective of HSR should be to promote health equity, which is
an essential component of social justice.>® Such research has
been identified as an essential means of reducing health dispar-
ities between and within countries by the WHO and at minister-
ial summits on health research.’” ** Significant knowledge
deficits exist regarding what health system barriers are hindering
the delivery and affordability of health services and what strat-
egies are required for overcoming them, particularly for disad-
vantaged groups. HSR has the potential to address these
knowledge deficits. Accordingly, HSR projects, and thus health
incentive projects, are often conducted with the primary aim of
reaching vulnerable groups and improving their access to exist-
ing health services.” Given HSR’s underlying objective, it seems
especially vital to try and mitigate the risk of long term harms
to systematically disadvantaged groups when health incentive
research is conducted.

Third, as we have claimed above we, like many other scholars,
deem social and relational justice to be a fundamentally import-
ant value in public health practice and research that deserves
special protection if at risk.'%712 8 37

Fourth, it is morally necessary to address the risk of long
term harms in health incentive research because incentive
studies—in contrast with clinical trials—are typically conducted
at the community or societal level and, as a result, where such
risks eventuate, harms will occur across communities or soci-
eties. These effects might have a considerable and profound



impact on population health and might result in far reaching
shifts of social reality and moral norms. Thus, whether and how
they ought to be dealt with deserves to be thoroughly examined,
even if actors do not carry direct or causal responsibility for
such shifts.

Fifth, the limited existing literature that specifically addresses
whether long term harms should be considered in health behav-
ioural or public health research also supports doing so.>’~*?
Willison et al,> for example, propose that public health initia-
tives should identify and develop plans for mitigating the risk of
such potential long term harms prior to implementation.

WHO IS RESPONSIBLE FOR ADDRESSING THE RISK OF

LONG TERM HARMS IN HEALTH INCENTIVE RESEARCH?

We have established that the risk of long term harms to system-
atically disadvantaged groups is a morally relevant consideration
in health incentive research, and that—even if a direct or causal
responsibility is difficult to establish—a moral responsibility
exists to address them. The next question is who is responsible
for addressing such risks. Is it the job of researchers and institu-
tional review boards (IRBs), or do other actors have a role to
play as well? Here, we draw attention to the fact that this
responsibility has at least two components—risk assessment and
risk mitigation. This is consistent with Willison et al,>* who
implicitly include both dimensions throughout their approach.

The limited existing literature is divided on the question of
who carries responsibility for considering research projects’ risk
of long term harms. Fleischman et al*® reject the idea that
justice-related long term social implications, including perpetu-
ation of stereotypes, increase of health disparities or weakening
of social fabric, should be part of IRBs’ evaluation of specific
behavioural research proposals. In their view, this is consistent
with US federal regulations.** Fleischman et al’s main argument
is that well designed and important research might be precluded
if potential long term consequences for wider populations or
society in general are taken into account by individual IRBs.
They also take the position that a national advisory board
should be established to take up these questions more broadly if
an IRB or one of its members has significant concerns for a
health incentive intervention’s long term social impact.
However, this should not stop participant recruitment and
conduct of individual research projects.*’

Several authors have questioned Fleischman et al’s approach
and/or taken an opposing position. Some doubt that long term
risks can be neatly separated from an IRBs’ risk—benefit assess-
ment of a given project.*” ** Willison et al*” argue that assessing
the risk of long term harms should be within the remit of IRBs
but do not provide an explanation as to why they think so.
They also contend that such risks should be considered when
planning and reviewing evidence-generating public health

Table 1

initiatives “by those who are developing the protocol” (see
Willison et al,>’ p.3). Similarly, Benya suggests that consider-
ation of long term societal consequences should be part of
researchers’ social responsibility.*! The Ottawa Statement on
the Ethical Design and Conduct of Cluster Randomized Trials
states that IRBs should take the risk of exacerbating inequalities
within clusters into account when assessing the risks and bene-
fits of studies.*’

We agree with Fleischman et al*® that there is a general
responsibility at the political level to discuss whether and how
incentive studies should be part of health system reforms and to
initiate societal discussions on the matter.*® However, we argue
that there is an additional responsibility to assess and mitigate
the risk of long term harms during health incentive research,
which should be assigned on the basis of who initiates individ-
ual research projects. In doing so, we rely on the principle of
capacity to act, a common allocative principle, to identify who
bears responsibility.*”

There are (at least) four possible types of health incentive
research, which give rise to two different allocations of responsi-
bility to address the risk of long term harms to systematically
disadvantaged groups (table 1). The first type of project consists
of an initial test of a health incentive by researchers in a particu-
lar country. This type of study is small in scale and carried out
in a modest number of host communities. The research study
and intervention are designed by the research team. On generat-
ing evidence that the incentive has a positive health impact,
researchers then decide to conduct a scale up study where they
test whether the incentive is effective in additional host commu-
nities. These two types of projects are researcher initiated, and
it therefore makes sense to allocate the responsibility of risk
assessment to IRBs and researchers and the responsibility for
risk mitigation to researchers during projects because they are
best placed (ie, have control over the intervention and the
requisite knowledge) to perform these tasks.

In HSR or public health research in general, studies are also
often initiated and interventions designed by non-research
actors (box 1). Governments initiate the testing or scale up of
health incentives and then hire research teams to conduct the
evaluation of their implementation in a subset of cities or dis-
tricts within countries. Beyond these smaller scale projects, gov-
ernments can also initiate nationwide rollouts of health
incentives (or other health system interventions) and hire
researchers to perform the evaluations. In both cases, govern-
ments and implementers have the most control over the inter-
vention’s design. Thus, governments and implementers should
be responsible for assessing the risk of particular incentives
having a harmful impact in the long term. Governments can
potentially discharge their obligation through national ethics
bodies, as they have the organisational structures, the expertise

Who bears responsibility under different health incentive research scenarios?

Type of health incentive research study

Initial test of health

incentive by researchers
or districts

Responsibility for assessing possible Researchers and IRBs

risk of long term harms

Responsibility for developing and Researchers Researchers
implementing strategies to mitigate

such risks

Researcher initiated scale up of
health incentive to new communities

Researchers and IRBs

Evaluation of nationwide roll
out of health incentive

Government initiated testing
or scale up of health incentive

Governments via national
ethics bodies, and
implementers
Governments and
implementers

Governments via national
ethics bodies, and
implementers
Governments and
implementers

IRB, institutional review board.
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Box 1 Example of government initiated health incentive

research.

» At the end of 1998, the Inter-American Development Bank
approved a US$45 million loan to the Honduran government
to implement the second-phase of its ‘programa de
asignacion familiar (family allowance programme). As part
of this programme, vouchers were distributed to poor
households with the requirement that pregnant women,
nursing mothers and children in beneficiary households
make regular visits to health centres. The aim of introducing
the vouchers was to increase use of antenatal and postnatal
services by pregnant women and new mothers, and to
increase the numbers of children accessing health services.
The second phase of the programme increased the value of
the household level vouchers and made receiving them
contingent upon mothers in beneficiary households making
five prenatal visits during their pregnancy and attending a
post-partum checkup. Children were required to attend
nutritional and health checkups.

» The Inter-American Development Bank loan set aside a
substantial budget for an evaluation of the family allowance
programme. This included both a baseline assessment and
subsequent evaluation after 2 years. A research team from
the London School of Hygiene and Tropical Medicine, Emory
University (USA) and the Food Consumption and Nutrition
Division, International Food Policy Research Institute (USA)
undertook a programme effectiveness trial (randomised at
the municipality level) in Honduras to assess the impact of
the second phase of the maternal and child voucher
programme. The programme was implemented and
evaluated in 70 municipalities in the west of Honduras, with
a total population of 660 000. Researchers had no control
over the design of the intervention; their role was solely to
evaluate it.

Source: Morris et al.*®

and the human resources to assess such risks. Implementing
agents are best placed to devise and enact strategies to minimise
those risks.

Additionally, in the post-study period, responsibility for the
impacts of health incentive programmes would seem to shift to
those undertaking their implementation, particularly where the
incentive is implemented in an area beyond the original research
site(s). Governments, NGOs or companies can be actors who
decide to keep implementing and/or scale up incentive interven-
tions post-study, so the onus then falls on them to assess the
risks of doing so. It is therefore suggested that researchers’
responsibilities stop soon after the research ends, assuming that
they have already designed interventions to reduce the risk of
long term harms and developed plans to mitigate those risks. It
is then up to governments, NGOs and other implementers to
continue on with those plans or to develop new ones."' We thus
propose a continuum of responsibility for long term harms so
that responsibility taking is ensured from the start of incentive
research projects to the wide scale implementation of successful
incentives.

ViResearchers do, however, have a role in promoting the effective
handover of the plans’ implementation to these actors.
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It might be argued that responsibility should be assigned
based on an alternative principle, such as contribution to harm.
That principle maintains agents’ responsibility to address a harm
derives from the extent to which they have contributed to bring-
ing the harm in question about.*” However, relying on the prin-
ciple of contribution does not seem to be the appropriate choice
in this instance because the harms have not yet eventuated. The
responsibility is rather to identify and mitigate the risk of long
term harms, which we propose should be allocated to those
who are best positioned to do so. Where strategies of mitigation
fail, then it may be more appropriate to assign the responsibility
to remedy harms based on contribution. Yet, as previously
noted, establishing direct and causal responsibility for long term
harms will be difficult. Assigning the responsibility to remedy
long term harms based on capacity to assist or another principle
may therefore be a better option.

UPHOLDING OBLIGATIONS TO ADDRESS LONG TERM
HARMS IN PRACTICE
In order to minimise the risk of long term harms, researchers
and IRBs, or national ethics bodies and implementers, should
first undertake an assessment of whether the risk of harm across
any of the aforementioned three categories (and others if
detected in empirical studies) might apply in the context of par-
ticular research projects. Certain studies may be prevented on
the basis of significant risk of long term harms to systematically
disadvantaged groups. To make this determination, possible
risks should be weighed against possible benefits of the research.
Where studies test a control intervention, possible long term
harms (and benefits) of both the experimental and control inter-
ventions should be considered. Here, we further note the com-
plexity of incorporating the risk of long term harms into overall
risk—benefit calculations of health research and highlight that it
is an area that requires further investigation. This investigation
is necessary to develop guidance to help researchers and IRBs
determine when to prevent studies that generate significant risk
of long term harms.

In most cases where risk of long term harms to systematically
disadvantaged groups is identified, studies will probably
proceed. Strategies will then need to be devised and implemen-
ted in these studies to mitigate such risks. The measures
employed should aim to reduce the likelihood that incentives
will reinforce mechanisms of oppression, such as stigmatisation,
exclusion, self-blame and/or to increase the likelihood that they
will empower disadvantaged groups by, for example, expanding
their choice contexts. A preliminary list of options is presented
below, but we acknowledge further work is needed to develop
these measures. What options are appropriate will vary by the
type of incentive under study and the risks it poses to systemat-
ically disadvantaged groups. General measures to employ might
consist of the following.

» Examining the wider context of the study. For example, con-
sidering whether attending the incentivised health service or
adopting the incentivised behaviour requires access to a
certain level of education and/or certain resources that might
be difficult for members of disadvantaged groups to achieve
in the first place.

» Selecting inclusion and exclusion criteria for the study in a
way that ensures participation of systematically disadvantaged
groups. For example, criteria should not exclude participants
with a low educational level, who live in deprived areas and/
or who do not speak the primary language of the study area.
If so, using alternative criteria that promote the inclusion of
one or more of such groups should be considered.



» Including incentives that are accessible for underprivileged
groups. For example, studies should not offer vouchers that
are only redeemable in shops (or for goods) mainly fre-
quented (or purchased) by the affluent. They should also be
redeemable in shops (or for goods) frequented by the poor.

» Developing and using mechanisms (eg, surveys or interviews)
to monitor incentives’ effects on health disparities, discrimin-
ation, self-determination, exclusion and stigmatisation during
the study, and to monitor incentives’ effects post-study.

» Describing in study-related reports and publications how the
risk of long term harms to systematically disadvantaged
groups was successfully mitigated and the challenges that
were encountered in doing so in order to inform future
health incentive research and implementation.

If no special measures are implemented, researchers should
justify why they do not consider them necessary. Monitoring
incentives’ effects on mechanisms of oppression and dimensions
of wellbeing will be especially useful, as it will generate much
needed evidence on what long term harms eventuate in health
incentive research. That evidence can then inform risk assess-
ments in future studies.

DISCUSSION

It might be suggested that the categories of harm we identify are
morally distinct from one another. Some incentives might cause
systematic disadvantage by increasing deprivations in self-
determination or by widening health disparities. Where incen-
tives reinforce or perpetuate mechanisms of oppression, they
support processes that generate deprivations or disparities but
do not directly cause them. This means the categories may be
divided into direct and indirect harms. Thus, the moral badness
of long term harms may vary; more work should be done to
explore this (and other) moral distinctions between the different
categories of harm.

It might also be argued that responsibility for addressing the
risk of long term harms is too burdensome. However, we are
not claiming that risk of long term harms to systematically dis-
advantaged groups must be eliminated entirely by the approach
we present, and we also do not claim that researchers have an
unlimited liability for all possible future harms to systematically
disadvantaged groups. Furthermore, the complex effects of
incentive research on systematically disadvantaged groups may
often not be foreseeable and may even only become visible after
the research has been conducted. Hence, we moderately claim
that researchers, implementers and governments have a moral
responsibility to make a robust effort to design and conduct
incentive research in ways that minimise the long term harms
with which we are concerned. Their capacity to identify risk of
long term harms will be strengthened as more evidence of what
harms eventuate is collected through the proposed monitoring
measures.

Finally, one might claim that some of the recommendations
we present resemble existing research guidelines. However,
ethical guidance for research projects has focused primarily on
the regulation of clinical trials. It has typically required assessing
the risk of harms to individuals (eg, medical harms, privacy
related harms) rather than the risk of social and relational harms
to disadvantaged groups. The ethics of HSR and public health
research is not well regulated yet and poses new questions, espe-
cially in the area of justice.*” No well established formal guid-
ance documents exist for researchers or IRBs on HSR and
public health research ethics. Of the few guidance documents
that relate to HSR or public health research methods (ie, cluster
trials), only the Ottawa Statement requires risk assessments to

include one of the harms we identify, but it does not articulate
strategies to mitigate the risk of studies exacerbating inequal-
ities.*> The most prominent guidelines in the area of public
health research, the CIOMS guidelines for epidemiological
research (which are currently under revision), does not explicitly
discuss risk of long term harms.>® ' Our list of measures to
mitigate the risk of long term harms thus constitutes an initial
proposal that can inform future development of HSR and
public health research ethics guidelines. These measures may be
especially relevant for incentive studies—the area which we
have investigated in detail—but further research might show
that our list of options can be useful for HSR and public health
research in general.

CONCLUSIONS

Conduct of health incentive research is rapidly growing in coun-
tries worldwide, as health incentives are seen as a potentially
effective means of preventing non-communicable diseases,
maternal mortality and infant mortality. While we have
acknowledged that such research can have positive effects for
systematically disadvantaged groups, we have primarily focused
on showing that such research can bring with it (at least) three
categories of potential harms that may be disproportionately
born by members of these groups and that need to be weighed
against potential benefits for them. We argue that such risks
should be assessed and mitigated as part of individual research
projects’ design and ethical review, with the responsibility for
doing so varying according to who initiates a given study. Social
and relational justice is a fundamentally important value in
public health practice and research, and it deserves special pro-
tection if at risk. We have suggested a number of general mea-
sures to mitigate the risk of long term harms to systematically
disadvantaged groups in health incentive research, but further
work is needed to develop appropriate strategies. Beyond mini-
mising the risk of long term harms, a further question to
explore is whether health incentive research should aim to
create benefits for systematically disadvantaged groups in terms
of wellbeing and empowerment. Perhaps incentive studies
should not only aim to minimise risks for systematically disad-
vantaged groups but also aim to actively find ways to increase
benefits for these groups with the help of the tested interven-
tion. Future research should consider positive obligations asso-
ciated with health incentive research to such groups as a matter
of social justice.
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